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Series Foreword

From its inception in 1987, the Rosalynn Carter Institute for Caregiving (RCI) has
sought to bring attention to the extraordinary contributions made by caregivers to
their loved ones. I grew up in a home that was regularly transformed into a caregiving
household when members of my family became seriously ill, disabled, or frail with
age, so my interest in the issue is personal. In my hometown of Plains, Georgia, as
in most communities across our country, it was expected that family members and
neighbors would take on the responsibility of providing care whenever illness struck
close to home. Delivering such care with the love, respect, and attention it deserves
is both labor-intensive and personally demanding. Those who do so represent one
of this nation’s most significant yet underappreciated assets in our health delivery
system.

When the RCI began, “caregiving” was found nowhere in the nation’s health
lexicon. Its existence was not a secret but rather simply accepted as a fact of life.
In deciding on the direction and priorities of the new institute, we convened groups
of family and professional caregivers from around the region to tell their personal
stories. As I listened to neighbors describe caring for aged and/or chronically ill
or disabled family members, I recognized that their experiences reflected mine.
They testified that, while caregiving for them was full of personal meaning and
significance and could be extremely rewarding, it could also be fraught with anxiety,
stress, and feelings of isolation. Many felt unprepared and most were overwhelmed
at times. A critical issue in the “field” of caregiving, I realized, was the need to
better understand the kinds of policies and programs necessary to support those who
quietly and consistently care for loved ones.

With the aging of America’s Baby Boomers expecting to double the elderly pop-
ulation in the next 20 years, deinstitutionalization of individuals with chronic mental
illnesses and developmental disabilities, a rising percentage of women in the work-
force, smaller and more dispersed families, changes in the role of hospitals, and a
range of other factors, caregiving has become one of the most significant issues of our
time. Caregiving as an area of research, as a focus and concern of policy making, and
as an area of professional training and practice has reached a new and unparalleled
level of importance in our society and indeed globally.
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As we survey the field of caregiving today, we now recognize that it is an essential
component of long-term care in the community, yet also a potential health risk for
those who provide care. The basic features of a public health approach have emerged:
a focus on populations of caregivers and recipients, tracking and surveillance of health
risks, understanding the factors associated with risk status, and the development and
testing of the effectiveness of various interventions to maximize benefits for both the
recipients of care and their providers.

The accumulated wisdom from this work is represented in the volumes that make
up the Springer Caregiving Series. This series presents a broad portrait of the nature
of caregiving in the USA in the twenty-first century. Most Americans have been,
are now, or will be caregivers. With our society’s increasing demands for care, we
cannot expect a high quality of life for our seniors and others living with limitations
due to illness or disability unless we understand and support the work of caregivers.
Without thoughtful planning, intelligent policies, and sensitive interventions, there
is the risk that the work of family, paraprofessional, and professional caregivers will
become intolerably difficult and burdensome. We cannot let this happen.

This volume focuses on a topic of longstanding and deep concern for me. During
our time in the White House, President Carter and I were committed to bringing the
nation’s attention to the needs of those who suffered from emotional and behavioral
disorders and of those who lived with them, cared for them, and sought appropriate
and affordable services for their care. Shortly after the inauguration, President Carter
created the President’s Commission on Mental Health to examine problems with
the nation’s mental health system and its capacity to serve the needs of those with
chronic mental illnesses. I served as Honorary Chair of that Commission; our work
led to passage of the Mental Health Systems Act, which unfortunately was never
implemented by the next administration. Our work before entering the White House
and since that time has consistently focused on the need for new and ever more
effective treatments but especially on the need to remove the stigma from those who
suffer from mental illnesses. This stigma remains a significant obstacle to seeking
treatment and an impediment to family members to obtain help for their loved ones
and for themselves. The chapters within this volume provide a timely reminder of
how much remains to be done if we are to serve effectively those with mental illnesses
and those who care for them. As with many conditions that result in the need for
short- and long-term caregiving, mental disorders occur across the life span and
thus, like other conditions addressed in this book series, affect the lives of caregivers
across much of their life span. These disorders know neither cultural nor economic
boundaries. The stigma attached to them influences the reactions of far too many
of the nation’s population! Caring for a loved one with a mental illness taxes the
financial and emotional resources of all involved. Readers of this volume will see
some evidence of progress in this arena but they will also recognize how much more
needs to be done in public policy, service delivery, and basic and applied research.
The volume closes with a call to arms that I hope readers and those they touch will
heed!

Readers of this series will find hope and evidence that improved support for family
and professional caregivers lies within our reach. The field of caregiving has matured



Series Foreword xi

and, as evidenced in these volumes, has generated rigorous and practical research
findings to guide effective and enlightened policy and program options. My hope
is that these volumes will play an important role in documenting the research base,
guiding practice, and moving our nation toward effective polices to support all of
America’s caregivers.

Rosalynn Carter
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Introduction: Caregiving to Promote Mental
Health and Prevent Mental Illness

Ronda C. Talley, Gregory L. Fricchione and Benjamin G. Druss

Former First Lady Rosalynn Carter captures the essence of caregiving’s universal
nature in the following quote:

There are only four kinds of people in this world:

Those who have been caregivers;
Those who currently are caregivers;
Those who will be caregivers; and
Those who will need caregivers. (1999)

As Mrs. Carter suggests, caregiving is a universal proposition that almost every
human will face at some point in their lifetime (Carter and Golant 1999; Carter
et al. 2010). While caregiving—providing care for an individual with special needs
or illnesses—is most often a selfless act of love, the process involves deep personal
commitment to situations with great variety, and for some, it also demands incredible
personal sacrifice.

Consider the individual who requires care or the care recipient. The length of time
care is needed or its duration is one factor influencing the caregiving situation. For
example, a care recipient may be ill for a relatively short time period. Alternatively,
if the individual has a chronic illness or long-term disability, the demands on the
caregiver are dramatically increased. Second, severity also dictates care needs. For
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example, the nature of the illness or condition that triggers care may range from a
limited to generalized disability. Obviously, an individual with a limited disability
will produce fewer care demands than someone with a substantial disability. Third,
what is the family’s level of support, both human and fiscal? Does the caregiver have
resources in terms of other individuals who will assist in providing care, and are there
funds to pay for respite and other resources that may relieve the stress of caregiving ?
The duration, severity, and support levels experienced by caregivers interact to
provide a unique caregiving experience for each caregiver–care recipient dyad.

For individuals with mental illness or behavioral health challenges, the care dy-
namics are often even more complex. For example, depression may require ongoing
treatment throughout one’s lifetime, but, at some periods, the caregiving experience
may be like a roller coaster ride. That is, caregiving may be more or less intense
at some points compared to others as the care recipient’s condition degrades or
improves. In other words, for individuals with mental health challenges and their
caregivers, the caregiving trajectory is often more unpredictable than it is with other
kinds of caregiving, and the end result can be uncertain depending on factors such
as medication management, social support, insurance availability, and workplace
accommodation. Although great strides have been made in the medical treatment of
mental illness, we are a long way from consistently providing a system of supports
that allows individuals with mental health challenges to have a smooth trajectory
toward freedom from the symptoms of their diseases. For caregivers of individuals
with mental health challenges, the burden and stress of caregiving is complicated by
this unpredictability.

Mental health issues, while long in the nation’s conscience, have often been
ignored and neglected due to tremendous public stigma against those who exhibit
mental health challenges (Thompson 2003). Within the last decade, fortunately,
great strides have been made to acknowledge and provide appropriate services for
individuals with mental and behavioral health challenges (Agency for Healthcare
Quality 2013; Centers for Disease Control and Prevention 2013; Center for Mental
Health Services 2006; New Freedom Commission on Mental Health 2003; U.S.
Department of Health and Human Services 2005).

Current public health data suggest that mental health caregiving is a critical na-
tional health care issue (U.S. Department of Health and Human Services (2001a, b).
Very recently, the Centers for Disease Control and Prevention (CDC) issued several
reports addressing the topic (2011, 2013). This work has focused the nation’s at-
tention on caregiving and mental health. To produce this picture of mental health
in the United States, CDC compiled data from eight of their surveillance sys-
tems: Pregnancy Risk Assessment Monitoring System (PRAMS), National Nursing
Home Survey (NNHS), National Health Interview Survey (NHIS), National Hospi-
tal Discharge Survey (NHDS), National Health and Nutrition Examination Survey
(NHANES), National Ambulatory Medical Care Survey (NAMCS), National Hos-
pital Ambulatory Medical Care Survey (NHAMCS), and the Behavioral Risk Factor
Surveillance System (BRFSS).
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From these data, CDC (2011, 2013) notes that the economic burden of mental
illness in the United States is substantial—about US$ 300 billion in 2002. Ap-
proximately 25 % of U.S. adults have a mental illness. Increasingly, scientists are
documenting the connection between functioning of the mind and body. For instance,
often individuals with mental illnesses also have physical illnesses, such as cancer,
cardiovascular disease, obesity, and diabetes (SAMHSA 2013).

Definitions

For purposes of consistency throughout this book, several concepts will be defined
here.

Mental Health, Mental Disorders, and Mental Illness

First, we embrace the World Health Organization’s (2011) definitions of mental
health, mental disorders, and mental illness as noted below. WHO states:

Mental health is a state of successful performance of mental function, resulting in productive
activities, fulfilling relationships with other people, and the ability to adapt to change and
to cope with adversity. Mental health is indispensable to personal well-being, family and
interpersonal relationships, and contribution to community or society.

WHO (2011) goes on to define mental disorders as “health conditions that are charac-
terized by alterations in thinking, mood, or behavior (or some combination thereof),
which are associated with distress and/or impaired functioning and spawn a host
of human problems that may include disability, pain, or death. ” In expanding on
this definition, the U.S. Surgeon General specifically addresses mental disorders
among children, which was described by that office as “serious deviations from ex-
pected cognitive, social, and emotional development” (U.S. Department of Health
and Human Services 1999).

Lastly, WHO uses the term “mental illness” to refer collectively to all diagnosable
mental disorders.

Note that in our work, we consider the care needs of individuals who may function
at suboptimal levels as well as those who exhibit clear signs of mental illness. Since
care of an individual with suboptimal mental health status or serious mental health
problems affect both the individual with the mental health issues and those who live
and work with that person, professional caregivers need to provide services that are
ecological in nature and take into account the needs of the mental-health-challenged
individual and those who are stressed in their care.

We also emphasize the mind–body connection throughout this book. Due to the
rapidly expanding knowledge base supporting strong correlations between physical
and mental health, an individual’s status in one area is known to directly influence
their ability to perform in the other. This has direct bearing on the treatment and care
of individuals with mental health challenges as well as individuals who suffer from
other diseases or conditions that contribute to suboptimal life functioning.
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Disability

Disability, for our purposes, is defined as mobility, sensory, intellectual, or mental
impairments that lead to activity limitations. While individuals may be born or be-
come disabled for many reasons, or, in the case of mental illness, symptoms may
manifest later in life, we focus on issues related to their care rather than the cause
or type of disability. Our rationale stems from the knowledge that caregivers have
common needs regardless of the disability name or genesis (Talley and Crews 2013).
CDC notes that mental disorders are among the highest causes of disability (2001).

Caregiving, Care Recipient, and Family Caregiver

There are several definitions of caregiving. To define caregiving, we turn to several of
the well-known caregiving researchers and advocacy groups . The National Alliance
for Caregiving (NAC) and the American Association of Retired Persons (AARP ) de-
fine caregiving as “caring for an adult family member or friend.” A second definition
of caregiving, promoted by the National Family Caregivers Association (NFCA), is
“offering the necessary physical and mental health support to care for a family mem-
ber.” Among the descriptions of informal or family caregiving, one that has been
widely accepted over time was offered in 1985 by Horowitz (1985), who indicated
that informal care involves four dimensions: direct care (helping to dress, managing
medications); emotional care (providing social support and encouragement); me-
diation care (negotiating with others on behalf of the care receiver); and financial
care (through managing fiscal resources, including gifts or service purchases). The
challenges of actually providing informal or family caregiving have been attributed
to the level of intensity and physical intimacy required to provide care (Montgomery
et al. 1985); the amount of burden, distress, and role strain that care engenders for
the caregiver (Aneshensel et al. 1993; Berg-Weger et al. 2000; Seltzer and Li 2000);
and the skill required to master care tasks (Schumacher et al. 2000).

Relatedly, the Administration on Aging defines a caregiver as “anyone who pro-
vides assistance to another in need.” More specifically, family caregiver is defined
by the Health Plan of New York and NAC as “a person who cares for relatives and
loved ones.” Metlife and NAC (2006) expanded on this by specifying additional
qualifiers in that a family caregiver is “a person who cares for relatives and loved
ones who are frail, elderly, or who have a physical or mental disability . ” Similarly,
the NFCA adds that family caregivers provide a vast array of emotional, financial,
nursing, social, homemaking, and other services on a daily or intermittent basis. The
NFCA advocates for the term family caregiver to be defined broadly and to include
friends and neighbors who assist with care by providing respite, running errands, or a
whole host of other tasks that support the caregiver and care recipient. In this volume,
we will use the terms informal caregiver and family caregiver interchangeably and
employ the comprehensive definition of family caregiver to refer to caring relatives,
friends, and neighbors.
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Professional Caregiver

Throughout the book, we use the term professional caregivers to refer to paid care
providers such as physicians, nurses, social workers, psychologists, case managers,
hospice workers, home health aides, and many others. The designation as profes-
sional caregiver excludes those family caregivers who may receive funds to provide
care from new and emerging sources, such and the Medicaid Cash and Counseling
Demonstration Program.

Genesis of the Rosalynn Carter Institute Caregiving Book Series

Efforts to develop this book began in 2000, when Johnson & Johnson, an interna-
tional health care business leader, and Dr. Ronda Talley, executive director of the
Rosalynn Carter Institute for Caregiving, began discussions that led to the devel-
opment of the Johnson & Johnson/Rosalynn Carter Institute Caregivers Program.
Through this program, the Rosalynn Carter Institute (RCI) convened a series of ten
expert panels over a period of several years to address a wide variety of caregiving
issues. These included disability, Alzheimer’s disease, cancer, life span caregiving,
rural caregiving, intergenerational caregiving, education and support for caregivers,
interdisciplinary approaches to caregiving, building community caregiving capac-
ity, and, the topic of this volume, mental health. With Springer as our partner, the
RCI books were integrated into the Springer caregiving book series, Caregiving:
Research, Policy , and Practice with Dr. Talley as editor-in-chief. The current book,
The Challenges of Mental Health Caregiving, is the eighth book to be published in
the series.

Organization of the Book

The Challenges of Mental Health Caregiving is divided into three sections. In the
first section, Developmental Issues in Mental Health Caregiving, authors Elmore,
Gibson, Taylor-Brown, and McDaniel explore issues of relevance to specific pop-
ulations. Section two, The Mental Health Caregiving Context, deals with a variety
of environmental settings and concerns, such as environmental issues, spirituality,
and aging. In section three, Local, State, and National Issues Effecting Caregivers
and Mental Health Caregiving, the authors address prominent legislative and policy
issues in both mental health and caregiving, including reimbursement for services.
The book is summarized by Lollar and Talley in the concluding chapter.
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Section I: Developmental Issues in Mental Health Caregiving

Elmore. Diane Elmore’s chapter provides an overview of the relationship between
physical health, mental health, and caregiving. Elmore notes that although caregiv-
ing can be a rewarding opportunity for many family caregivers, this labor of love
can put individuals at risk for substantial stressors, including financial, physical,
and psychological hardship. Elmore provides evidence that suggests that caregiv-
ing, if not overly strenuous, can actually be associated with mental health benefits
to the caregiver. Lessons learned from relevant research, clinical practice, educa-
tion and training, and public policy are highlighted. In addition, implications and
opportunities for future directions in each of these areas are offered.

Gibson: In his chapter on cultural considerations in caring for persons with men-
tal illness, Brent Gibson highlights the importance of culture in determining illness
meaning, family caregivers’ experiences of burden and reward, and culturally com-
petent formal service provision for persons with mental illness and their families. He
highlights the research, practice, and policy dimensions of each of these key issues.

Taylor-Brown and McDaniel. In their chapter, Susan Taylor-Brown and Susan
McDaniel stress that many families are stretched thin with simultaneous care de-
mands. Family-oriented approaches are widely called for, but there are few primary
care providers who are capable of delivering this model of care in today’s man-
aged care environment. At the same time, collaborative care is not yet valued as
a central practice in health care delivery despite the fact that it is integral to the
successful implementation of care for the chronically ill patient across his or her
lifetime. While consumers state that they are more comfortable and feel less stigma-
tized when receiving mental health services in a primary care setting, primary care
practices are not uniformly good at incorporating mental health services into their
sites with co-location and collaborative arrangements.

Taylor-Brown and McDaniel make the point that there needs to be extensive
research focused on the impact of providing care to individuals with chronic mental
health conditions as well as the needs to caregivers who support them. Women
predominantly acting as primary caregivers turn out to be at risk for secondary
mental health problems. It is also now known that caregivers often care for more
than one family member. Several trends are likely to increase demand on caregiving
men in the future.

On the educational side, the authors suggest that the practice environment of
family medicine needs to foster greater provider readiness to detect and treat mental
disorders and to facilitate referral to mental health specialists for consultation when
needed. The majority of specialty mental health care in this country is currently
delivered through managed care carve outs rather than through integrated health
systems, and efforts need to be made to improve primary care and mental health
collaborations.

Taylor-Brown and McDaniel emphasize the biopsychosocial model as a frame-
work for all professionals delivering comprehensive care to the chronically ill. It
advocates early involvement of family members in patient care. Efforts need to be
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focused on the collaborative family healthcare envisioned as a cooperative relation-
ship between patients, family members and their teams and even healthcare team
members need training in this approach.

Section II: The Mental Health Caregiving Context

Beardslee and Gladstone. In this chapter, Bill Beardslee and Tracy Gladstone review
mental health promotion and mental illnesses prevention work over the past three
decades. The review references documented progress in the prevention of mental
illness. Founding of the Society for Prevention Research and its Journal of Prevention
reflects the growing interest in this field.

Throughout their chapter, Beardslee and Gladstone stress one of the crucial issues
in prevention, which is to develop a partnership with families and to move away from
the expert and patient model, recognizing that the ultimate theme of prevention work
is to strengthen the resources within the individual, the family, and the community.
Their groundbreaking prevention research with families and depression is an out-
standing illustration of how to build prevention into a modern medical approach to
caregiving.

In terms of future directions, the authors remark that community and family
members with the proper training and support can do many interventions otherwise
done by healthcare professionals. They stress the need to encourage the aim of
understanding child and family development and using this as a basis of practice.
They also stress the need to orient mental healthcare professionals to look beyond
simple diagnostic models and to embrace more developmental models and their
attendant translational issues. There is a crying need for more research on the basic
science of prevention, and the authors of this chapter bring this point home.

Finally, Beardslee and Gladstone stress that there needs to be much more work
on how to incorporate prevention intervention approach in federal, state, and local
policy.

Motes and Smith. Patricia Motes and Chaundrissa Smith address caregiving efforts
designed to promote positive mental health outcomes for children and adolescents.
They describe the system of care philosophy that envelopes public sector caregiv-
ing for child and adolescent mental health. Motes and Smith note that within this
caregiving approach, the significance of family caregivers, cultural competency, and
community-based interventions are emphasized. The efficacy of caregiving efforts
within a system of care is discussed in light of practice issues, research on child and
family outcomes, and the education and training of caregivers. The chapter concludes
with a look at policy issues and implications for the future of caregiving and child
and adolescent mental health.

Myers and Harper. In their chapter, Jane Myers and Melanie Harper focus on
the intersection between midlife developmental issues and caregiving. Because most
caregivers are in this middle phase of life, it is particularly critical to understand
how midlife developmental and social issues influence, and are influenced by, their
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caregiving activities. The discussion is grounded in theories of adult development
as well as contextual and transition theories. The authors conclude that “midlife
caregivers need both social-emotional and instrumental support to deal first with
issues of midlife, second with issues of caregiving, and finally with the special
issues related to caregiving during the midlife period.”

Smith and Milano. In this chapter, Tom Smith and Mary Milano stress that most
Americans are involved in an organized expression of faith that can produce spiritual
supports within them and provide significant resiliency when they are facing illness.
With this in mind, the authors contend it is important for caregivers to recognize the
central place spirituality plays in the lives of many of their patients as well as in the
lives of themselves and their colleagues.

Taking the spiritual history and incorporating spiritual beliefs into caregiving are
practical ways to provide value for both patient and caregiver, suggest Smith and
Milano. They conclude that faith communities are not maximizing their ability to
strengthen the lives of family caregivers who can benefit from spiritual engagement
in these communities. They also suggest that researchers have found links between
health and spirituality including lower rates of depression and improved compliance
with care. Those who are more spiritual also apparently have a more active coping
style that allows them to deal with their illnesses more positively. More research in
these areas will be required.

Section III: Local, State, and National Issues Effecting Caregivers
and Mental Health Caregiving

English, de Voursney, and Enomoto. In their chapter on caregiving and mental health
policy, Mike English (now deceased), David deVoursney, and Kana Enomoto explain
the disconnect between the evidence on caregiver burden and efficacy, and the lack
of support for reimbursement for caregiving activities. They suggest that the best
way to frame the policy argument for an expanded caregiver support policy is as
“helping families to help themselves.” “Because informal caregiving is valuable and
effective,” they conclude, “it should be considered an essential component of the
public health system.”

Schachter and Holland. In their chapter, Sherry Schachter and Jimmie Holland
focus their attention on expectations society now has of caregivers in the climate
of managed care. Patients increasingly remain at home with chronic conditions and
become a major burden, both to the family and the primary caregiver. How does the
caregiver expect to manage clinic visits, doing minor medical procedures at home
while also maintaining the home and the household jobs that go with it? This is made
more complicated by the “graying ofAmerica,” with more caregivers who are seniors
and who may have chronic illnesses themselves. In this context, when those who have
been cared for pass away, the surviving family member faces grief associated with
loss and often does not have their counseling needs met. Policymakers at the federal,
state, and local level must realize that this is an increasing burden in our society that
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will only get worse over the next few decades. At the same time, clinicians need
to be diligent to monitor the family members with complicated grief and to make
available appropriate resources such as bereavement support groups.

Schachter and Holland note that hospitals must be cognizant of the need of discrete
populations and be sensitive to cultural, racial, and ethnic issues including religious
beliefs and customs. Information clearing houses and training organizations will
increasingly be needed as future caregiving in our society increases.

In terms of the future, Schachter and Holland advocate that professional caregivers
should stay in touch with family caregivers after a significant loss. They suggest
that bereavement support groups, senior citizen centers, and community centers
collaborate with local hospice and home care facilities and long term care facilities
to offer help, support, and information to family caregivers in languages other than
English.

The authors also suggest that healthcare professionals need more education so
that they can better care for their own personal psychological needs and acknowledge
their feelings about mortality and loss experience. They also need more education to
improve communication skills about end of life care.

Crocco and Eisdorfer. Elizabeth Crocco and Carl Eisdorfer provide an overview of
research in the area of caregiving. The chapter reviews the extensive body of research
documenting the prevalence and demographics of caregiving, the impact of caregiver
burden on physical and mental health , and the specific psychological, demographic,
cultural, and social risk factors for caregiver depression. They recommend that future
research focus on better understanding the specific factors placing caregivers at risk,
as well as working to develop interventions that can prevent or mitigate these potential
adverse effects of caregiving.

Book Summary

Lollar and Talley. In the summary chapter on mental health caregiving issues, Don
Lollar and Ronda Talley discuss the wide range of issues presented in this book.
Critical themes that emerge from the authors’ discussions focus progressively from
environmental and cultural issues through policy, practices, and systems.

Lollar and Talley note that across all chapters the issue of preparation of pro-
fessionals emerged. While most chapters in the book focus on mental health
and family caregiving, parts of numerous chapters address the mental health of
providers—professional caregivers. The authors advocate for coherent assessment
and intervention in the care triad of care recipient, family caregiver, and professional
caregiver as they work together to help each other plan and implement service and
support plans that will optimize life experiences for all parties.
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Conclusions

Throughout the book, major themes regarding the issues involved in providing quality
care to individuals with mental health challenges are highlighted. Attention is devoted
to each issue in terms of current practice, policy, research, and education and training.
In addition, the authors answered the questions of what is needed in the future to
better support those individuals who are challenged with mental health disabilities
as well as those who are living each day with suboptimal mental health. This latter
group is sometimes described as the walking wounded; they can function at some
level, but they do not enjoy a life of satisfaction or fulfillment. This latter group is one
whose needs are often unaddressed, but whose mental health status manifests itself in
poor quality of life, awkward or nonexistent social relationships, and the emergence
of physical illnesses. Thus, not only do the walking wounded suffer, their mental
and physical illnesses place a burden on society through increased medical costs,
decreased work productivity, and marginalized social relationships and community
engagement.And quite importantly, caring for these individuals extracts an emotional
and physical toll on the loved ones who witness their unhappiness.

We are living in time when medical science is offering new promise for the
treatment of mental health problems. From a scientific perspective, it is a time of
hope. However, stigma regarding the diagnosis, treatment, and care of individuals
who have mental and behavioral problems still exists. Former First Lady Rosalynn
Carter has battled this sigma since the 1970s, first as a governor’s wife, then in
her role as presidential wife. She has continued her advocacy for those who suffer
from mental illness for over four decades and she specifically has recognized the
challenges facing those who love and care for someone with a mental illness. Due
to her work and the bravery of many high-profile individuals who have publically
disclosed their diagnoses and treatments with the world, the stigma of mental illness
has started to fade.

We are not there yet; we are not to the point where more individuals consider
a mental health issue on par with a heart or lung problem than not. But we are
moving in the right direction. As awareness of the biologically based factors that
contribute to mental illness increases and as more individuals acknowledge their
struggles and treatment without shame, public acceptance will follow. As medical
science continues to accelerate in its discovery of promising new approaches to
pharmaceutical options, real progress can be made. Combining new therapeutic
behavioral treatments with pharmaceutical ones show great promise in alleviating
the life difficulties and real suffering of individuals with mental health challenges.

However, we would be remiss if we did not recognize the contributions and needs
of those who care for individuals with mental health challenges. At times, caregiving
can be a lonely, isolating, depressing, and demanding job. Caregivers are vulnerable
to having existing mental health problems exacerbated by the demands of care or
developing mental health issues triggered by their caregiving duties. Even when the
caregiver chooses to provide the care and loves the individual they are caring for,
their status as a caregiver puts them at an increased risk of developing mental health
problems when compared to individuals who do not caregive.
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This book is for you—those of you facing each day often uncertain of exactly
what the day will bring, but knowing that you are needed in order to enhance the life
of an individual with mental health challenges. We know you are there. We thank
you for what you are doing. And we know you need support, too, in your role as
caregiver. We hope that this book acknowledges the job you do, that you find its
contents meaningful and relevant, and that it offers you hope for the future.
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Developmental Issues in Mental Health

Caregiving



The Impact of Caregiving on Physical and
Mental Health: Implications for Research,
Practice, Education, and Policy

Diane L. Elmore

Family caregivers have played a significant role in our society since the beginning of
time. Each year, the demand for caregiving affects millions ofAmerican families from
all socioeconomic, ethnic, and educational backgrounds. Today, family caregivers
play an essential role in our system of care by providing a significant proportion of our
health and long-term care for the chronically ill, disabled, and aging. Feinberg et al.
(2011) estimated that the economic value of services provided by family caregivers
was US$ 450 billion in 2009.

Although caregiving has always been important, there are several factors that
have increased the need for family caregivers in our society. First, improvements
in health care, nutrition and education over the last several decades, have resulted
in increased life expectancy and a subsequent growth in the aging population in the
U.S. In fact, those 65 and older are now the fastest growing segment of the U.S.
population (U.S. Census Bureau 2011). As more and more Americans live longer
lives, we are experiencing an increased need for caregivers. Today, almost half of
older adults require some help with their personal care and daily needs, and family
members and loved ones are providing the bulk of this care.

Next, older Americans are not only the recipients of care, but are also often care-
givers themselves. Grandparents or other relatives caring for children are sometimes
referred to as “kinship caregivers.” Kinship care families are growing, with 1 in 11
children residing in kinship care at some point before the age of 18, and specifically,
1 in 5 black children spending time in kinship care at some point in their childhood
(TheAnnie E. Casey Foundation 2012). According to the U.S. Census Bureau (2012),
2.7 million grandparents were the primary caregivers of one or more of their grand-
children in 2010. In addition, many Americans are caring for both children and older
adult parents at the same time. These individuals are often identified as belonging to
the “sandwich” generation, pulled between the caregiving needs of their dependents
across the lifespan.
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Finally, over the last several decades, the needs and rights of members of the
disability community have been highlighted, bringing to the forefront the importance
of humane and consumer-driven care for individuals living with disabilities and
chronic conditions. As such, many individuals with disabilities have moved from
institutional care to community-based settings, where they often prefer to reside. This
focus on community-based living has increased the need for both professional and
family caregivers to assist persons with disabilities and chronic disease to maintain
their independence in the community.

Although caregiving can be a rewarding opportunity for many family caregivers,
this labor of love can put individuals at risk for substantial stressors, including finan-
cial, physical, and psychological hardship. Research indicates that caregivers may
put their own health and well-being at risk while assisting loved ones (Burton et al.
1997; Tang and Chen 2002). The strain of caregiving demands has been linked to
poor health outcomes including depression, physical illness, anxiety, and poor sleep
habits (Schulz et al. 1997). On the other hand, there is also evidence that suggests
that caregiving, if not overly strenuous, can actually be associated with mental health
benefits to the caregiver (Beach et al. 2000).

This chapter will provide an overview of the relationship between physical health,
mental health, and caregiving. Lessons learned from relevant research, clinical prac-
tice, education and training, and public policy will be highlighted. In addition,
implications and opportunities for future directions in each of these areas will be
offered.

The Connection Between Physical and Mental Health

In preparation for a discussion of the relationship between physical health, mental
health, and caregiving, it is first important to provide a brief overview of the relation-
ship between physical and mental health, sometimes referred to as the mind–body
connection. According to Brower (2006), the notion that the mind and body are inti-
mately connected has existed for centuries. Over time, a strong body of research has
developed, indicating that our functioning as human beings results from an integra-
tion of the biological, psychological, and social factors in our lives (Uvnas-Moberg
et al. 2005). According to Ray (2004), this biopsychosocial approach suggests that
our thoughts are a function of our brain, and therefore, changes in our thoughts result
in subsequent changes in our brain and body. Ray (2004) further explains that in the
biopsychosocial model, it is “the neurotransmitters, hormones, and cytokines that
act as messenger molecules carrying information between the nervous, endocrine,
and immune systems.”

Stress is a state of intensive mind–body activity that occurs in the context of
stressful life events. The individual seeks physiological stability in the face of stress-
induced change. This process is called allostasis. This balance, however, comes at
the cost of metabolic wear and tear, referred to as allostatic loading. When allostatic
loading is persistent or excessive, vulnerability to disease increases (McEwen 1998).
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The research literature provides examples of the way in which health and disease
are influenced by biological, psychological, and social interactions, and subsequent
allostatic loading that may occur. According to Chesney et al. (2005), positive emo-
tions can have a beneficial impact on health and well-being. For example, higher
levels of optimism are suggested to be associated with lower levels of stress and
depression (Brissette et al. 2002), reduced risk of illness, more rapid recovery from
illness, and utilization of fewer sick days following a significant life event (Kivimaki
et al. 2005). In contrast, research indicates that negative psychological emotions and
states such as anger and depression can be associated with poor health outcomes,
including increased mortality (Chesney et al. 2005).

Caregiving Research

There is an increasing body of research regarding the relationship between caregiv-
ing, physical health, and mental health. Although the literature in this area is still
emerging, there currently exists significant evidence to support the potential for both
positive and negative health effects of caregiving (Beach et al. 2000). The next sec-
tion provides an overview of some of the research related to the physical and mental
health consequences of caregiving, highlights research regarding stress and caregiver
health, identifies methodological challenges in the caregiving literature, and outlines
future directions for caregiving research.

Physical and Mental Health Consequences Associated with
Caregiving

Research suggests that caregivers, or a subgroup of caregivers, are at risk for nega-
tive physical health effects, which may emerge over time as care demands increase
(Schulz and Beach 1999; Schulz et al. 1997). Caring for a loved one may often
include assistance with activities of daily living (ADLs) such as bathing, dressing,
eating, and transferring. These caregiving tasks can put a great deal of strain on a
caregiver’s physical health. Research suggests that caregivers may experience direct
and indirect physical health consequences, including deficits in antibody responses
to vaccination (Glaser et al. 2000), higher levels of stress hormones (Gallagher-
Thompson et al. 2006; Vitaliano et al. 2003), and poorer sleep quality (Brummet
et al. 2006).

Additional research indicates that caregiving also can have significant conse-
quences on the mental health of caregivers. Studies suggest that, when compared to
their noncaregiving counterparts, caregivers report higher levels of stress/distress, de-
pression, emotional problems, and cognitive problems (Brehaut et al. 2004; Douglas
and Daly 2003). Additional research indicates that caregivers may also experience
lower levels of subjective well-being and self-efficacy (Pinquart and Sorensen 2003),
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higher negative affect, and poorer levels of social support (Brummet et al. 2006). As
explained above, evidence suggests that the physical and mental health consequences
of caregiving are intimately linked (Cannuscio et al. 2002).

The Role of Chronic Stress in Caregiver Health

According to Ray (2004), stress occurs when there is an imbalance in the environ-
mental demands placed on an individual and the individual’s ability (or perceived
ability) to cope with these demands. It is easy to see how this imbalance can result
in caregiver stress.

Stress can play a significant role in the physical and mental health of caregivers.
Vitaliano et al. (2003) identifies two pathways by which chronic stress can impact
caregiver health. One pathway suggests that chronic stress leads to psychosocial
distress and increases in stress hormones. The other pathway links chronic stress
to risky health behaviors (e.g., substance abuse, poor nutrition, sedentary lifestyle)
that are often associated with physical and mental health problems (Vitaliano et al.
2003).

A great deal of evidence suggests that chronic stress can result in a variety of phys-
ical and mental health challenges, including increased risk of metabolic syndrome
(Chandola et al. 2006), immune dysregulation, increased risk for disease, delayed
wound healing, and premature aging (Robles et al. 2005).

Specifically, caregivers who experience stress and strain in care provision appear
to have the greatest physical and psychological health effects of all caregivers, in-
cluding symptoms of depression, anxiety; inadequate time for sleep, self-care, and
other health related activities (Schulz et al. 1997; Schulz and Beach 1999); and an
increased risk of infection (Kiecolt-Glaser et al. 2003). Further evidence has identi-
fied caregiving as an independent risk factor for mortality among strained caregivers,
who had a 63 % greater chance of death within four years when compared to noncar-
egivers (Schulz and Beach 1999). These mortality rates were highest among those
who already had disease and next highest in those caregivers with subclinical disease
(Schulz and Beach 1999).

Physical and Mental Health Benefits Associated with Caregiving

While caregiving can be stressful and have a variety of negative physical and mental
health consequences, evidence suggests that the role of a family caregiver can also
result in health benefits for some. According to Wight et al. (1998), caregiving can
be an enriching and life enhancing experience, thereby creating a positive impact
on caregiver health. Evidence suggests that some individuals derive benefits from
their role as caregiver, including improved mental health, increased closeness to
their loved one, and a sense of satisfaction related to fulfilling this important duty
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(Beach et al. 2000; Kramer 1997). In addition, research indicates that caregivers
who continue to fulfill social roles outside their duty as caregivers often report better
health (Wight et al. 1998).

A growing area of investigation, sometimes referred to as “positive psychology,”
has a great deal of relevance to understanding and promoting the physical and mental
health of caregivers. This area of research suggests that psychosocial factors (e.g.,
social support) and positive emotional states (e.g., optimism) can act as protective fac-
tors against illness (Hooker et al. 1992; Kivimaki et al. 2005). Billings et al. (2000),
identify mood as “an important psychophysiological pathway between coping and
health.” In their study of caregivers of patients with HIV/AIDS, they further explain
that those who maintained a positive emotional state displayed fewer negative health
consequences, thus supporting the value of positive affect as a protective factor for
both physical and mental health problems during stressful situations (Billings et al.
2000).

Evidence is emerging to suggest that providing social support may also be a
confounding variable in analyzing the possible health effects of religious and spiritual
behavior. Such research suggests that there may be health benefits associated with
helping others when the helper is not overwhelmed by the effort (Post 2005). Some of
this information comes from research regarding the association between volunteerism
and health. A study by Oman et al. (1999) revealed that older adults who volunteered
for two or more organizations had a 63 % lower mortality risk than nonvolunteers
during the 5-year study period. While the effect dropped to 44 % after controlling for
age, sex, physical mobility, exercise, health habits, social support, and psychological
status, the result was still highly significant. Further analyses of these data revealed
that being helpful was more important to health than exercise and weekly religious
service attendance and only slightly less important than not smoking.

Methodological Challenges in the Caregiving Literature

Although many efforts have been made to understand both the positive and nega-
tive consequences of caregiving on health, significant limitations in the literature
make it difficult to draw precise hypotheses regarding the physical health effects of
caregiving (Dew et al. 1998). Of particular concern are a variety of methodological
weaknesses that are present in the caregiving literature. According to Schulz et al.
(1997), problems exist in the sampling strategy for many caregiver studies because
caregiver subjects are often recruited from support groups, health and social service
agencies, or through solicitation of those suffering from the burdens of caregiving.
These studies, which utilize samples of individuals who have already self-identified
their distress, may not produce results that are representative of the greater caregiver
community.

Others, including Beach et al. (2000), suggest that another problem with data
from caregiving studies is that caregivers are often treated as a homogeneous group,
rather than recognizing that caregivers face varying levels of intensity of caregiving
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stressors. In particular, as we look at health outcomes among those providing care,
it may be important to further study the relationship between the intensity of care
provided and subsequent health consequences. Some evidence suggests that a dose
response exists in caregiving, in which those who provide more burdensome care
may be at greater risk for negative health consequences (Burton et al. 1997; Spector
et al. 2002).

Additionally, Dew et al. (1998) suggest the need for longitudinal studies in this
area, as the impact of caregiving on health may take time to become evident. Although
longitudinal studies can be more difficult and time-consuming to conduct, such
investigations may yield data that provide a more complete picture of the relationship
between caregiving and health.

Future Directions in Caregiving Research

While some important efforts have been made to understand the relationship between
caregiving and physical and mental health, much empirical work is still necessary.
Future directions in caregiving research should include a continued investigation
of the important role of stress on caregiver health. Relatedly, much work is still
needed to identify and understand the positive characteristics and factors that appear
to promote health and mediate negative health outcomes.

Future studies must employ rigorous methodologies in order to accurately under-
stand the impact of caregiving on physical and mental health. Efforts should be made
to recruit caregivers from a variety of backgrounds and settings in order to ensure
that representative samples are obtained. In addition, attention should be paid to
understanding the differences and unique characteristics of caregivers. Researchers
should attempt to study these differences and their relation to health outcomes to
assist us in developing interventions that target the specific individual and collective
needs of caregivers. Finally, when possible, caregivers and their families should be
followed over time, in order to attempt to understand the long-term progression of
health in this population. Continued careful and consistent research can bring us
closer to understanding the true nature of the connection between caregiving and
health, and assist in keeping family caregivers physically and mentally healthy and
productive.

Clinical Practice Issues in Caregiving

Much attention has been paid to reducing the physical and mental health burden faced
by caregivers; however, there is still significant work to be done in the development
and evaluation of effective clinical interventions, education, and training (Whittier
et al. 2003; Zarit et al. 1987). Although a variety of clinical and psychoeducational
interventions are utilized to address the needs of caregivers, little empirical eval-
uation of such programs has been done. What evaluation has been conducted has
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often been inconclusive. In addition, many caregivers are unable or unwilling to use
interventions because of logistical issues, cost, and discomfort in using resources
outside of their family network (Czaja and Rubert 2002). This section will provide
an overview of some of the current issues and future directions in clinical practice
to address the health and well-being of family caregivers.

Identifying Caregivers in Need

One of the first steps to reduce the burden of caregiving and promote health among
caregivers must be to develop effective practices to identify those in need. According
to Schulz and Beach (1999), primary care providers who work with older adults re-
siding in the community are well positioned to identify caregivers at risk for negative
outcomes. This would also be true of health care providers who care for individuals
with disabilities and chronic diseases across the lifespan. These frontline profession-
als can help to recognize caregivers at risk or in need and guide them to appropriate
care and resources.

Health Promotion and Disease Prevention

Evidence suggests that caregivers may neglect their own health care needs, resulting
in negative health outcomes (Tang and Chen 2002). According to Burton et al. (1997),
caregiving is associated with time limitations for exercise, rest and recuperation, and
failure to remember to take prescription medications. Caregivers are often so focused
on the needs of their care recipients that they have limited time available to care for
themselves.

Because the work of caregiving can place individuals at risk for a variety of phys-
ical and mental health problems, clinical interventions should focus on changing
health behaviors that enhance caregiver vulnerability (Burton et al. 1997). In addi-
tion to providing information and education regarding health risks, interventions are
needed to educate caregivers about the importance of health promotion and preven-
tion activities. Evidence suggests that caregivers may benefit from such direct health
promotion interventions (Castro et al. 2002). Therefore, comprehensive interventions
should focus on education regarding the health risks of caregiving and information
related to health promotion and prevention, as well as direct training and engage-
ment in behaviors that can maintain health and prevent disease. Clearly, health care
professionals are well-suited to engage caregivers in such a dialogue. Unfortunately,
evidence suggests that health professionals often fail to encourage disease prevention
and health promotion among caregivers (Jackson and Cleary 1995). Because of the
critical role that members of the health care community play as front line contacts
and health experts, it is critical that they be engaged in efforts to encourage and
promote healthy lifestyles among family caregivers.
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Integrated Care for Care Recipients and Caregivers

The relationship between the family caregiver and the care recipient plays a central
role in the lives of both of these individuals as well as the family unit as a whole. Raina
et al. (2005) suggest that family functioning is a central component of the physical
and psychological health of caregivers. This notion is supported by evidence that
reveals an association between poor family functioning and high levels of caregiver
burden (Tremont et al. 2006).

Unfortunately, many of the clinical interventions provided in our health care sys-
tem today are focused on either the patient/care recipient or the caregiver alone. This
individualized model often fails to recognize the important connected relationship
between the caregiver and their loved one. Although collaborative intervention mod-
els have been proposed, little evaluation of such interventions has been completed.
It will be important for those who are treating the caregiver and the care recipient
together to evaluate such programs and share their findings.

As interventions to address caregiver health are developed and implemented, it is
essential that caregivers, care recipients, and the family as a whole be considered and
addressed. Schulz and Beach (1999) suggested the importance of utilizing interven-
tion models and treatment approaches that focus on the needs of caregivers and their
care recipients as a unit; while Raina et al. (2005) called on health care providers to
use interventions that support the family as a whole.

Helping Caregivers to Manage Behavior Problems

Behavior problems, sometimes associated with cognitive impairment, can be a trou-
bling and stressful issue for many caregivers (Goode et al. 1998). In a study with
families caring for children with chronic disease, Raina et al. (2005) found that
the physical and psychological health of caregivers was strongly associated with
child behavior. Similar findings have also been supported in research with caregivers
of older adults with dementia (Zarit et al. 1987). It is clear that these day-to-day
behavioral battles take their toll on the well-being of the caregiver and the care recip-
ient. Therefore, it is suggested that providing caregivers with training in management
strategies to address difficult behaviors may potentially help change health outcomes
among caregivers (Raina et al. 2005).

Respite Care

While the work of family caregivers is truly heroic, no one person can provide the
sole care for a family member alone. In order to maintain good physical and mental
health, caregivers need appropriate breaks and down time. Respite care is a service
that temporarily relieves a family member of his or her caregiving duties. Evidence
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suggests that caregivers who receive respite care report improved physical and emo-
tional health (Theis et al. 1994). In addition, respite care may make it possible for
individuals in need of care to remain in the home and avoid or delay institutional
placement (Theis et al. 1994). However, many caregivers struggle with their need or
desire to take time out from caring for their loved one. Some caregivers hesitate to
leave their family member for any extended period of time, due to feelings of guilt or
anxiety regarding the patient’s care in their absence. Today, it is unknown what pro-
portion of health care and social service providers share information, education, and
resources with caregivers regarding the benefits of respite care. However, health care
and social service providers are ideally positioned to educate and inform caregivers
about respite care. A variety of important clinical and educational/training inter-
ventions could be provided around the respite care issue. Such psychoeducational
interventions should focus on the health benefits of respite care while facilitating dis-
cussion regarding the feelings of anxiety and guilt that caregivers often feel associated
with leaving their loved one in the care of another.

Future Directions in Clinical Practice

Future directions in clinical practice to address the physical and mental health of
family caregivers would benefit from the use of a public health approach. Such an
approach would focus on prevention, early intervention, and physical and mental
health promotion among caregivers. These efforts should incorporate the knowledge
from the literature related to the connection between physical and mental health and
work to promote the health of the mind and body together. The clinical health care
community has typically treated the mind and the body separately (Brower 2006).
As previously explained, research indicates that psychosocial factors and affective
states can influence the physical and mental health of caregivers. This evidence
may be helpful in guiding and informing new interventions that directly address
a caregiver’s emotional state in hopes of promoting physical and mental health.
Future prevention and intervention efforts should incorporate attempts to understand
a caregiver’s personality traits, mood, and the meaning that they attach to their own
health as a way of understanding, promoting, and improving caregiver health.

Education and Training Related to Caregiving

Significant shortcomings exist in the level of education and training available to
family caregivers regarding the relationship between health and caregiving. Evidence
suggests that family caregivers often report feeling unprepared for their caregiving
duties (Family Caregiving and Public Policy 2003).

According to Schmall (1995), caregiver education and training have the potential
to improve self-efficacy, confidence, and family relationships and reduce stress and
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feelings of guilt. Toseland and Smith (2001) identify a variety of ways to educate and
train family caregivers, including single session community workshops and forums,
lecture series and discussions, support groups, psychoeducational and skill-building
groups, individual counseling, family counseling, care coordination/management,
and technology-based interventions. While a variety of these models are currently
being utilized, the research literature fails to definitively identify the most effective
methods for educating and training caregivers (Toseland and Smith 2001).

Similar limitations in education and training exist in the health care arena. Health
professionals from a variety of disciplines often lack the education and training
necessary to appropriately identify, treat, and refer family caregivers with physical
and mental health needs.

Future Directions in Education and Training

Future directions in education and training must focus on two important areas. First,
such initiatives must be available to all family caregivers to promote and maintain
their own physical and mental health, as well as the health of care recipients. Ad-
ditional investigation is necessary to identify the most effective educational models
for the diverse needs of family caregivers. Next, efforts must be made to educate
and train the health care workforce to meet the physical and mental health needs of
caregivers. In addition, because many care recipients and family caregivers are older
adults, particular attention should focus on increasing the capacity of the geriatric
health workforce. Such education and training opportunities should be available to
those currently training in the health professions, as well as those already in the
health workforce, through continuing professional education opportunities.

Family Caregiving and Public Policy

A variety of caregiving issues have made their way to the national policy debate
in recent years, resulting in the creation of local, state, and federal programs and
initiatives to ease the physical, psychological, and financial burden of family care-
givers. While these programs are assisting some, the availability, accessibility, and
quality of these initiatives varies significantly across the country. Feinberg (1997)
identified four primary public policy approaches in the U.S. to address the needs of
family caregivers, including direct services, financial incentives and compensation,
the cash-and-counseling model, and employer-based mechanisms. This section will
provide an overview of some of the primary federal policy initiatives for family care-
givers and discuss the potential impact of these policies on the physical and mental
health of caregivers.
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Direct Services for Family Caregivers

Direct services for family caregivers include a variety of supports that assist and com-
plement the role of the caregiver. There are several important federal programs related
to services for family caregivers, including the National Family Caregiver Support
Program, the Lifespan Respite Care Program, and the Department ofVeteransAffairs
(VA) Caregiver Support Services.

One of the largest federal programs established to directly assist family care-
givers with services and supports is the National Family Caregiver Support Program
(NFCSP), which was signed into law in 2000 as part of the Older Americans Act
amendments. In an effort to recognize and support the heroic efforts of family care-
givers, this program was established to provide information to caregivers about
available services; assist caregivers in gaining access to supportive services; of-
fer individual counseling, organization of support groups, and caregiver training;
provide respite care for temporary relief from caregiving responsibilities; and assist
with supplemental services to complement the care provided by caregivers (Admin-
istration on Aging 2004). Eligible individuals are family caregivers who provide care
for individuals age 60 or older; family caregivers who provide care for individuals
with Alzheimer’s disease and related disorders, regardless of age; grandparents and
other relative caregivers (not parents) 55 years of age or older providing care to
children under age 18; or grandparents and other relative caregivers (not parents) 55
years of age or older providing care to adults age 18–59, with disabilities, to whom
they are related by blood, marriage, or adoption.

In order to meet the needs of the American Indian, Alaska Native, and Native
Hawaiian family caregiving communities, the federal government also estab-
lished the Native American Caregiver Support Program (NACSP). This program
is significantly smaller, however provides similar services to those of the NFCSP.

Both the NFCSP and the NACSP are administered by the Administration on
Aging (AoA) within the U.S. Department of Health and Human Services (HHS)
and are available to family caregivers of older adults and grandparents and kinship
caregivers of children. Although the NFCSP and the NACSP services and supports
are an important step in the right direction to help caregivers, the programs have
been unable to assist all of the family caregivers in need in our country. Because the
primary mandate of these two programs focuses on addressing the needs of caregivers
of older adults, many of those who care for persons outside of this age category are
not covered under these programs.

One of the most frequently requested direct services by caregivers nationwide is
respite care (National Alliance for Caregiving and AARP 2009). Respite provides
a much needed break for family caregivers from their daily care duties. Research
suggests that respite care is associated with improved physical and mental health
outcomes among caregivers (Theis et al. 1994). Unfortunately, across the country
many family caregivers are unable to locate, access, or afford quality respite care.
In addition, many caregiving families are hesitant to take advantage of the limited
available resources, as they are concerned about leaving their loved ones with staff
members who may be untrained or inadequately trained to complete the caregiving
tasks in their absence.
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In 2006, the Lifespan Respite Care Program (LRCP) was established by Congress
to bring together federal, state, and local resources and funding streams to help sup-
port, expand, and streamline the delivery of planned and emergency respite services
while also providing for the recruitment and training of respite workers and care-
giver training and empowerment (Administration on Aging 2012). Through this
AoA-administered program, grants have been distributed to states and the District
of Columbia to improve the availability and quality of respite services across the
lifespan.

Another group of caregivers who have recently received the attention of federal
policymakers are family caregivers of our nation’s military service members and
veterans. In May 2010, a federal caregiving initiative was established by Congress,
which authorizes the VA to offer several services and supports for approved fam-
ily caregivers of veterans wounded since 9/11. Among the authorized services are
monthly stipends, travel expenses, access to health care insurance, mental health ser-
vices and counseling, comprehensive VA caregiver training, and respite care (U.S.
Department of Veterans Affairs 2012).

Of course, such existing policy initiatives address only some of the needs of the
diverse population of family caregivers. Many caregivers are increasing in age and
facing their own subsequent chronic health problems. Today, a large proportion of the
caregiver community is made up of aging spouses, adult children, and grandparents.
These individuals are caring for their loved ones while managing their own chronic
diseases and health conditions. The growing numbers of grandparents and other aging
family members who are raising young relatives often need support and assistance
as well. Grandparents, in particular, may face many health challenges along with
significant social struggles as they care for the next generation. Grandparents and
other relatives often encounter unnecessary barriers in raising the children in their
care. These include difficulties in navigating the educational and health care systems,
maintaining appropriate housing, obtaining affordable legal services, and accessing
a variety of federal benefits and services, including physical and mental health care.

Several federal legislative initiatives have been proposed in recent years to address
the growing needs of grandparents and other kinship caregivers. These initiatives
would assist kinship caregivers in navigating their way through existing programs
and service systems. By supporting grandparents and other kinship caregivers with
their caregiving duties and in their efforts to obtain vital social and health resources,
such policies may help to reduce stressors and improve the health and well-being of
members of this growing caregiving population.

Financial Incentives and Compensation for Family Caregivers

Although much of family caregiving is unpaid, it is not without cost. Research
confirms that economic concerns can contribute to the overall burden of many family
caregivers (Grunfeld et al. 2004). Food, medicines, and other caregiving necessities
place added strain on the already tight family budgets of many caregivers. In addition,
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because of their responsibilities at home, some caregivers have difficulty finding or
holding jobs, thus making financial burdens even more serious. Many caregiving
families struggle to stay afloat and often find themselves in the difficult situation of
choosing between using their limited resources to pay for their own health and social
service needs or the care and treatment of their loved ones. This financial burden may
be associated with increased stress and poorer physical and mental health outcomes.

A variety of financial incentives and compensation have been developed to assist
family caregivers with the economic costs of caregiving. These initiatives include
direct payments and tax incentives for family caregivers (Feinberg 1997). Several
federal legislative initiatives have been proposed to ease some of the financial burden
on family caregivers. Because financial burdens can be extremely stressful, it is hoped
that the enactment of such financial incentives and compensation initiatives will not
only ease the financial burden of caregiving, but may also have a positive secondary
impact on the health of caregivers. Reducing economic pressures may help to reduce
some of the stress faced by caregivers, which may consequently reduce negative
health outcomes.

Family Caregiving and Consumer Direction

Consumer direction is an approach that arose out of the move from institutional care
for individuals with disabilities to home- and community-based alternatives (Doty
2000). Home- and community-based services provide Medicaid beneficiaries with
the option of receiving services in their own home or community, rather than in insti-
tutional settings. These programs serve a variety of targeted populations, including
individuals with physical and/or intellectual disabilities and those living with mental
illness. Such initiatives allow states to offer a variety of unlimited services including
a combination of standard medical services and nonmedical services. Standard ser-
vices include but are not limited to: case management, homemaker services, home
health aide, personal care, adult day health services, habilitation, and respite care
(U.S. Department of Health and Human Services 2012).

One innovative model of consumer direction is the Cash and Counseling model,
which provides “a flexible monthly allowance to recipients of Medicaid personal
care services or home and community based services” (Cash and Counseling 2005).
The program allows consumers to make a variety of decisions regarding their care,
such as who they hire to meet their caregiving needs, including relatives (Foster
et al. 2003). Evaluations of this model reveal that family caregivers who participated
were less likely to report high levels of physical, emotional, and financial strain, and
reported that their caregiving role was less burdensome on their job performance and
social lives (Foster et al. 2003). While the Cash and Counseling and the consumer
directed approach may not be right for everyone, such models provide a promising
option for many consumers and family caregivers in need of physical, emotional,
and financial support and flexibility.
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Employer-Based Mechanisms to Support Family Caregivers

Because many family caregivers remain in the workforce, several employment-based
policy initiatives have been developed to support family caregivers. One of the most
significant federal initiatives is the Family and Medical Leave Act (Public Law 103-
3), which was signed into law in 1993. This law allows full-time employees to take up
to 12 weeks of unpaid leave annually to care for an ill family member or a new baby
(Feinberg 1997). While this initiative took an important step in the right direction,
it does not cover all workers/worksites and is not useful to those who cannot afford
unpaid leave.

In addition to the federal initiatives, many individual employers provide a variety
of supports, including flexible work schedules, telecommuting, family leave (prefer-
ably paid), exercise facilities/wellness programs/or club memberships at reduced
cost, avoidance of mandated overtime, and minimizing required transfers, but when
they are necessary, assistance with elder care resources (Neal and Wagner 2001).
These resources can ease caregiver stress and burden, in hopes of improving and
maintaining caregiver health.

Future Directions in Caregiving Policy

Although several important policy initiatives have been enacted in recent years to
directly and indirectly address the health and well-being of family caregivers, ad-
ditional legislative and implementation work remains. Of the federal programs and
demonstrations that have been established to assist states in helping family caregivers,
some eligibility restrictions continue to limit the proportion of family caregivers who
may receive services. In addition, funding levels for many programs “fall far short of
their needs” (Alzheimer’s Association and National Alliance for Caregiving 2004).

It is clear that there is much work to be done in the advocacy arena at the local,
state, and federal levels to address the growing needs of family caregivers. According
to Family Caregiving and Public Policy (2003), it is time for a national policy that
addresses the growing needs of family caregivers. In order to make the physical
and psychological health of caregivers a national policy priority, future directions
in caregiving policy must include collaboration among caregivers, care recipients,
advocacy organizations, health care providers, professional organizations, and local,
state, and national organizations. These entities must reach out to policymakers in a
unified manner to share their message and urge legislators to act. While important
public policy initiatives have been proposed, significant action and follow-through
is needed to transform policy proposals into enacted and appropriately implemented
laws that protect and improve the health and well-being of our family caregivers, and
those for whom they care.
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Cultural Considerations in Caring
for Persons with Mental Illness

Brent E. Gibson

Most of the growth in the U.S. population over the next 50 years will take place
among those currently categorized as racial and/or ethnic minorities (Doucet and
Hamon in press; He and Hobbs 1999). Although diversity is not new to the USA, its
many complexities, and the ongoing changes in the population, present challenges
to researchers, educators, social and mental health service providers, and policy
makers. Many of the challenges arise from differences between dominant American
culture (White, middle-class, protestant, heterosexual) and the many competing
cultures within the USA that are associated with minorities, such as racial, ethnic,
religious, sexual, and social class categories. These other cultures are considered
“competing” because their very existence is juxtaposed against the many pressures—
social, medical, economic, religious—of dominant American culture to assimilate.
Indeed many of the institutions established by the dominant culture, such as schools,
hospitals, and the mass media, facilitate/encourage/demand (both implicitly and
explicitly) assimilation of diverse members of society. However, assimilation is not
desired by many minority group members. Therefore, they resist the pressures of
the dominant culture and aim to survive within contested and marginalized space.
The competition between dominant and nondominant cultures is not only for limited
resources, but also for a claim to right personhood—to the ability to view the world
through a different cultural lens without being labeled other, wrong, ignorant, misfit,
crazy (Appiah 2005).

An important area for us to examine the challenging dynamics of culture, concerns
caregiving for persons with mental illness. The following chapter provides such
an examination by covering three interrelated topics: (a) culturally based illness
meanings, (b) family caregivers’experiences of burden and reward, and (c) culturally
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competent formal service provision for persons with mental illness and their families.
Research, policy, education/training, and practice in the extant literature related to
these three topics is reviewed, and recommendations for future directions are made.

We must begin with some definitions. Indeed definitions and meanings are at
the heart of this chapter. If the authors and readers of this chapter have divergent
definitions and meanings of key concepts used throughout, the intended messages
are unlikely to be communicated effectively, which, we argue later, is often the case in
communication between different cultural groups. First, we borrow from Dilworth-
Anderson and Gibson (2002) and define culture as an ever changing “set of shared
symbols, beliefs, and customs that shapes individual and/or group behavior (Levine
1974; Ogbu 1993, p. S56).” Culture is learned through ongoing interactions and
experiences with group members and provides guidelines for all of life’s activities
through perceptions of group members’ expectations (Goodenough 1999).

Second, we use ethnicity to refer to specific group membership on the basis of
shared history among people. Such shared history can include country or geographic
region of origin, language, religion, race, etc. Although heterogeneity exists within
ethnic groups, ethnic group members often share many aspects of culture with one
another. The degree to which ethnic group members share culture depends on how
broad the ethnic category is. For example, ethnic categorization based only on shared
language (e.g., Hispanic) obviously will include a more culturally heterogeneous
group of people than more specific categorization based on additional factors (e.g.,
Mexican-American Catholics).

Third, we define race as a socially and culturally constructed category based
on phenotypic characteristics and perceived ancestry. Although phenotypes have
a genetic component, racial categorization is based on social, not genetic criteria
(Brodwin 2005). Thus, race is ascribed to individuals by larger social groups and,
as remains true today, has been used historically in the USA to distinguish members
of the dominant, majority group from members of subordinate, minority groups.
Since they lack any sound scientific biological basis, race categories continue to be
problematic in research, policy, and practice. However, as powerful social constructs,
we must continue to examine their influence on group and individual behavior among
both minority and majority racial categories. Race provides an even more crude proxy
for culture than does ethnicity. For example, Black race in the USA can be assigned
to people who were born in the USA, are the descendents of slaves brought from
West Africa in the 1600s, 1700s, and 1800s, and whose ethnicity is often referred
to as African-American. Also, Black race can be assigned to people whose skin is
brown and who were or were not born in the USA, but whose families immigrated
from Cuba, Haiti, Nigeria, Brazil, etc. (note that people racially categorized as White
also live in and immigrate from these countries and usually share more culturally
with their Black countrymen than their White counterparts in the USA). Ethnicity
may be captured by combining a country of origin and “American” (e.g., Cuban-
American). The Black people from these various countries differ culturally from one
another as well as from African-Americans. However, the effects of being Black in
the USA (especially among those born in the USA) may confer similar risks across
these groups for experiencing the pernicious effects of racism (e.g., discrimination,
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poverty, mental illness; U.S. Department of Health and Human Services [HHS]
2001). Therefore, it is important to attend to the effects of race, ethnicity, and culture
and to disentangle their effects whenever possible.

We use the term “ethnoracial” to denote recognition of the importance of both
ethnicity and race in shaping people’s experiences. As illustrated above, ethnoracial
group can be more culturally meaningful than racial or ethnic categories alone. For
example, ethnoracial categorization as Black Hispanic may be more useful than
Black or Hispanic alone, whereas Black, Cuban-American may be more useful still.

Finally, we borrow from medical anthropology (Kleinman 1980; Kleinman et al.
1978) and define illness meanings as ways of understanding peoples’ experiences
of illnesses and their attendant symptoms. Illness meanings are socially constructed
through interactions with others in the family, community, and larger social systems.
Therefore, illness meanings are deeply embedded in both cultural and situational
contexts, and their analysis is inherently an analysis of culture. Illness meanings
reflect the cultural community’s level of acceptable recognition of, interpretation of,
and response to an illness (Chrisman and Kleinman 1983). Thus, illness meanings, as
reflections of cultural beliefs, can profoundly affect how individuals, communities,
and service providers approach and treat illnesses. Evidence is quite clear from
cross-cultural research that the expression (Barrio et al. 2003), course (Vaughn and
Leff 1976), and effective treatment (Jenkins 1988) of mental illnesses are bound by
culture as opposed to being universal, biomedically bound processes (Good 1997).

Current Status

Culturally Based Illness Meanings

Research

Medical anthropologists laid the foundation for studying cultural meanings related to
mental illness through ethnographic research (Fabrega 1989; Good 1997; Kleinman
1980, 1988). Although research in this area has become more multidisciplinary,
anthropology continues to lead the way, as reflected in the content of journals such
as Culture, Medicine and Psychiatry. For example, in 1999, a special issue was
published containing articles written from a multidisciplinary project headed by Dr.
Sue Levkoff (of Harvard Medical School) that addressed caregiving experiences and
illness meanings that different ethnoracial groups assigned to symptoms of dementia
exhibited by family members (Hinton et al. 1999). Gibson (2001) and Dilworth-
Anderson and Gibson (2002) used data from that project to discuss the ways in
which illness meanings affect family caregiving decisions and outcomes and families’
interactions with formal service providers. Taken together, findings from the project
indicate that culture shapes the recognition of symptoms and the meaning that family
members assign to symptoms of illness. These illness meanings then influence the
decisions that family members make regarding care provision, their appraisals of



36 B. E. Gibson

burden related to caregiving, and the specific stress-related outcomes they experience
(Dilworth-Anderson and Gibson 2002; Fox et al. 1999; Gibson 2001; Hinton and
Levkoff 1999). Others have reported similar findings regarding illness meanings
and the influence of culture on dementia caregiving (e.g., Gaines 1989; Gallagher-
Thompson et al. 2003; Yeo and Gallagher-Thompson 1996).

Another relevant area of research regarding illness meanings involves the iden-
tification of “culture bound syndromes” (American Psychiatric Association 1994).
Researchers have identified specific sets of symptoms categorized by cultural group
members as conditions that may not exist in other cultures. For example, among
various Hispanic cultures within the USA (and in their countries of origin, e.g.,
Mexico and Puerto Rico), a mental illness called nervios has been identified (Guar-
naccia et al. 1992; Jenkins 1988). Symptoms of nervios may mirror those associated
with schizophrenia, depression, bipolar disorder, or anxiety disorder within the
mainstream U.S. psychiatric community. However, within some Hispanic cultural
contexts, these symptoms point clearly to nervios (Guarnaccia et al. 1992). This is
but one example of the cultural nature of illness definitions, and it illustrates that all
illnesses—whether identified by the DSM-IV, traditional healers, or laypersons—are
culturally bound syndromes. Gaines (1992) provided an extensive cultural critique
of the U.S. system for mental illness diagnosis (through DSM-III) and concluded
that it represents a cultural nosology based in U.S. ethnopsychology. Thus, the U.S.
system is no less cultural than any other. The dominant system within the USA
simply privileges specific types of knowledge (e.g., Western biomedical, scientific)
while excluding other types of knowledge (e.g., spiritual, holistic, traditional). This
acknowledgement is central to understanding informal and formal care provision
for persons with mental illness, because it can facilitate breaking down barriers of
cultural misunderstanding.

Acknowledging that the dominant nosology (the latest DSM) is a reflection of
a culturally based ethnopsychology does not require abandoning it because of its
inherent cultural biases. However, it requires recognition that other culturally based
ethnopsychologies exist that are no less relevant to understanding and treating mental
illness among their adherents. Thus, the dominant system does not lead its followers
to The Truth. For example, Morey (1991) examined taxonomies as “collections of
hypothetical constructs” (p. 289) and wrote, “The DSM is one perspective that has
generated a fair amount of internal validity research (as noted by Widiger et al. 1991),
but its theoretical basis is somewhat muddled. There is clearly a need for research
on alternatives” (p. 292). The difficulty is to avoid privileging one way of knowing
over all others, and, in doing so, letting go of the power that stems from being
part of the dominant system. As more researchers acknowledge that the dominant
nosology (the latest DSM) is a reflection of a culturally based ethnopsychology, the
knowledge produced by their work will be less culturally biased, their attempts to
include minority group members in their studies will be made easier, and their results
will demonstrate understanding of various cultural perspectives.
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Practice

Given the above discussion of cultural illness meanings, one aspect of culturally
competent service provision for persons with mental illness and their families is
the acknowledgment of numerous valid cultural systems for understanding mental
illness. This allows practitioners to abandon their traditional position as owners and
purveyors of knowledge and begin to learn about their clients’cultural and contextual
systems. Thus, taking the first step (acknowledgement of other valid systems) can
lead to additional cultural competence (learning specific cultural beliefs and illness
meanings). The issue of power was mentioned earlier and is important to consider
with respect to practitioners. There is a differential in power by the very nature
of the practitioner–client (or patient) relationship, because the practitioner serves
as a resource that the client/patient needs. This preexisting power differential is
not inherently problematic. However, when practitioners couple this preexisting
power differential with the power that comes from practicing a dominant system and
therefore hold up their knowledge as The Truth, then differing cultural systems for
understanding mental illness (and their adherents) are labeled as other, dysfunctional,
baseless (Freire 1997). In doing so, practitioners maintain their (and the dominant
culture’s) power within society through oppression, and minority clients/patients
are not well served (Pitner and Sakamoto 2005). The distrust that exists between
practitioners and minority clients/patients is strengthened, and disparities in mental
health outcomes persist.

Education/Training

Most programs training the next generation of researchers, practitioners, and policy
makers with respect to mental illness caregiving now include some coverage of cul-
ture and its influence on people’s experiences of various illnesses. However, such
coverage is typically peripheral or complimentary to the core curriculum. Unfortu-
nately, failure to fully integrate cultural content throughout the curriculum leaves
students believing it represents a specialty topic that does not apply to all people
and all illness experiences. Additional marginalization occurs when special topics
courses are provided exclusively by instructors of ethnoracial or other minority back-
grounds. In these cases, students may receive the unintended message that issues of
culture are important to minority group members because of personal agendas but
are not important to mainstream White people. Furthermore, making minority group
members responsible for teaching others about topics such as racism, discrimination,
and oppression couches these issues with minority group members as if these prob-
lems are specifically theirs to tackle. Programs that use a more integrated model,
whereby issues of culture are infused throughout the curriculum, are increasing.
However, such changes are hampered by the lack of additional resources necessary
to implement curricular and faculty change, lack of specific training in culture among
existing faculty, and continued shortage (although it is increasing) of empirical data
regarding best practices for teaching cultural material.
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Policy

At the national level, progress has been made in recognizing that cultural beliefs shape
illness meanings and responses to different treatment approaches. The publication of
Surgeon General Satcher’s supplemental report, Mental Health: Culture, Race, and
Ethnicity (U.S. DHHS 2001), was groundbreaking in its recognition (at the Federal
level) of the importance of these issues for eliminating mental health disparities
across racial and ethnic groups in the USA. Furthermore, it provided an “important
road map for Federal, State, and local leaders to follow in eliminating disparities in
the availability, accessibility, and utilization of mental health services” (HHS 2001,
p. iii). This document has been critical in shaping programs at state and local levels
for the development of culturally competent services.

Family Caregivers’ Experiences of Burden and Reward

Research

A large body of evidence exists regarding the stresses and burdens associated with
providing care for ill loved ones. Within this larger body of research are numerous
studies that address the negative effects of caregiving for persons with dementia or
other serious mental illnesses (Baronet 1999; Dilworth-Anderson et al. 2002; Good
1997; Ohaeri 2003). This research has clearly demonstrated that caregiving can take a
physical, emotional, and financial toll on caregivers. Much of this work has centered
on objective and subjective burden and depressive symptoms among caregivers. Al-
though there is some inconsistency across studies, African-American caregivers have
tended to report less subjective burden and fewer depressive symptoms when com-
pared to European-American and Hispanic caregivers. Unfortunately, few studies
exist that compare caregivers from other groups.

Stueve et al. (1997) found that Black caregivers of adults with mental illness
perceived less burden in the caregiving role than White caregivers, whereas there
was no difference in perceived burden between Hispanic caregivers and White care-
givers. Horwitz and Reinhard (1995) found that although Black parents caring for
their adult children with serious mental illness reported equivalent caregiving duties,
they reported less subjective burden than their White counterparts. In addition, Black
adults caring for their siblings with serious mental illness reported more caregiving
duties and less subjective burden than their White counterparts. However, in her re-
view of the caregiver burden literature, Baronet (1999) found four other studies that
did not demonstrate a significant difference in subjective burden between different
ethnoracial groups of caregivers of persons with serious mental illness. Similarly,
in their review of studies of care provision of dependent elders (mostly due to de-
mentia) that attended to issues of race, ethnicity, and culture, Dilworth-Anderson
et al. (2002) found that some studies demonstrated differences in burden between
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ethnoracial groups while others did not. These inconsistencies seem to stem from
differences in methods and sampling, but there may be additional cultural issues that
should be addressed. Fox et al. (1999) conducted an in-depth qualitative analysis
of burden among African-American families caring for elders with dementia. This
analysis provided a compelling critique of studies reporting that African-American
caregivers experience less burden thanWhite caregivers (or other ethnoracial groups).
They argue that existing social gerontological literature ignores some of the most
pertinent cultural factors (e.g., occupational segregation and institutional racism) re-
lated to burden among African-American caregivers, and that common measures of
caregiving burden are inadequate.

Caregiving reward, or positive aspects of caregiving, has received far less atten-
tion than burden and negative effects of caregiving. However, despite a number of
limitations, this area of study has been increasing in volume and sophistication in re-
cent years (Kramer 1997). Studies of caregiving reward have shown that it represents
a separate dimension from burden, with many caregivers reporting both burden and
reward, and both effect caregiver well-being (Grant et al. 1998; Martire et al. 2004;
Riedel et al. 1998; Tarlow et al. 2004). This area of research is particularly impor-
tant because it shifts focus from caregiving being solely a negative and burdensome
experience to the more realistic view of caregiving as a complex process involving
positives and negatives simultaneously. Greater attention to positive aspects of care-
giving may uncover additional points on which to focus various interventions. For
example, cognitive-behavioral interventions can focus on ways to help caregivers
reframe their experiences as fulfilling in the face of challenges.

Practice

Effective treatment of people with severe mental illness is the first step in helping to
reduce burden among their family caregivers. Research has consistently shown that
among family caregivers, “the most important predictors of burden are problematic
behaviour, disability and the severity of symptoms” (Ohaeri 2003, p. 457) of the
care recipients. However, since no treatments have been shown to be completely
effective for people suffering from a particular mental illness, additional strategies
are needed in order to reduce burden among family caregivers. First, practitioners
should view family members as their most important resource for effectively treating
mentally ill patients. Often, due to miscommunication and cultural misunderstand-
ings, practitioners and family members perceive themselves in opposition with each
other. Practitioners are too quick to see family members’ actions as undermining
the patient’s treatment without fully understanding the cultural or familial meanings
motivating such actions. On the other hand, family members are too quick to dismiss
treatment strategies as nonsensical or ineffective. Becoming partners with families
in helping people recover from serious mental illnesses requires practitioners to
work with families to develop treatment plans as opposed to prescribing what family
members must do for their ill relatives to get better. In addition, such partnerships
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necessitate the inclusion of the ill person to the degree that he/she can participate. If
practitioners, patients, and family members start out on the same page with respect
to treatment strategies and goals, there is greater likelihood for compliance by all
parties. Finally, we recognize that many families are filled with problems that make
engagement with them difficult for practitioners. However, to ignore these systemic
family problems is to ignore the social context that can facilitate or impede recovery
from mental illness. In short, failure to address the family context leads to treatment
failure. For caregivers, burden may stem not from caregiving per se but from systemic
family dysfunction.

Second, attention should be paid to reducing both objective and subjective burden
among family caregivers. In intervention work with family caregivers of persons
with dementia, much attention has been given to reducing objective burden through
providing assistance with care tasks (e.g., personal care assistants to help bathe pa-
tients or adult daycare to provide supervision of the care recipient and respite for
the caregiver). However, such assistance, while obviously valuable to caregivers—
most report satisfaction—has had little demonstrable effect on reducing subjective
burden among family caregivers. Therefore, more work is needed in developing
strategies to reduce subjective burden. A promising area for future intervention work
concerns psychotherapeutic approaches aimed at improving the quality of the rela-
tionship between caregivers and care recipients. Some of this can happen through
culturally appropriate psychoeducational approaches aimed at improving caregivers’
knowledge about illnesses. For example, helping a caregiver understand that some
difficult behaviors are symptoms of the care recipient’s illness, rather than an in-
tentional attempt by the care recipient to upset the caregiver, can affect the way the
caregiver appraises the relationship. However, psychoeducational approaches can
only go so far. Due to the history and ongoing nature of family relationships, indi-
vidual and/or family therapy may be necessary in order for relational patterns and
cognitive appraisals to change. The family systems approach to understanding and
treating mental illness within families provides a powerful theoretical perspective
for improving relationship quality and reducing subjective burden (Eisdorfer et al.
2003; Minuchin 1974; Minuchin and Fishman 1981; Szapocznik et al. 1994).

Policy

At the local level, policies that encourage and support family engagement in the
treatment process are critical to improving the well-being of both caregivers and
care recipients. Unfortunately, without adequate funding, such policies cannot be
implemented. Current levels of funding for most local, public mental health centers
are inadequate even for basic diagnosis and individual treatment of persons with
severe mental illnesses. Therefore, as models of best practice, culturally competent,
family-centered, individualized treatment approaches will require significantly more
funding by government agencies. Dixon et al. (1999) found that of 44 states in the
USA that provided information, 32 (73 %) did not have a policy regarding support
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services for families of persons with severe and persistent mental illness. Although
35 (80 %) of the states reported providing funding for such family support services,
most of them provided funding for family-to-family programs sponsored by the
NationalAlliance for the Mentally Ill (NAMI), and the states reported limited funding
ranging from US$ 11,500 to US$ 150,000 for the past year. Dixon et al. attributed
that funding to the strong advocacy and grassroots efforts of NAMI. Finally, these
researchers found that only three states (not named in the report) funded the types of
psychoeducational programs for families that have been rigorously tested and shown
to significantly improve outcomes for mentally ill persons and their families (see
McFarlane et al. 1995).

Cultural Competence

Research

Very little research examines the efficacy of specific aspects of culturally competent
mental health service provision to individuals and families. Experimentally con-
trolled intervention trials are even less common. However, several important studies
have been conducted. The Resources for Enhancing Alzheimer’s Caregiver Health
(REACH) project demonstrated the efficacy of several intervention approaches with
diverse groups of dementia caregivers at six study sites across the USA. Site-specific
findings were reported in a special section of a 2003 issue of The Gerontologist. For
example, Eisdorfer et al. (2003) found that for most of the Cuban-American and
European-American caregivers at the Miami site, a combination of family therapy
and computer-assisted telephone technology led to reductions in depressive symp-
tomatology when compared to caregivers in control conditions. However, there were
some complex interactions that led to differences in treatment efficacy by treat-
ment type, ethnicity, and the specific caregiver–care recipient relationship (e.g.,
Cuban-American wives of persons with dementia in the minimal intervention control
group showed the greatest reduction in depressive symptoms when compared to their
counterparts in the targeted intervention groups). Such complexities point to the im-
portance of being able to tailor interventions to the needs and preferences of specific
groups, not only by ethnicity, but also by gender and relationship to the person in
need of care. Similar evidence of such differences by gender and ethnoracial groups
were provided by Snowden (2001), who compared the effects of social embedded-
ness on the psychological well-being of African-American and White adults. He
found that for African-American men, social involvement was more strongly related
to psychological well-being than it was for White men. However, no such difference
existed between African-American women and White women. Thus, increasing so-
cial embeddedness among African-American men may have more profound effects
on their well-being than it would on the well-being of White men and women or
African-American women.
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The REACH project yielded a number of important findings that go beyond the
scope of this chapter. However, taken together, they highlight several important
points. First, the needs of caregivers are often broad and require multidimensional
or multicomponent interventions. Schulz et al. (2003) indicated that REACH II, the
second generation of REACH, which is currently underway, would test a standard,
multicomponent intervention across the same ethnoracial groups of caregivers as
REACH. However, the intervention will have flexibility to be tailored to specific
needs of caregivers. Thus, although the same components will be available to all
caregivers, the “dosing” of each component will be individualized through a needs
assessment process.

Such attention to multiple needs, and differing degrees of attention to each need,
requires a shift for practitioners who work primarily with persons exhibiting acute
symptoms of major disorders. Although caregivers across ethnoracial groups tend
to exhibit elevated levels of depressive symptoms when compared to noncaregivers,
most do not experience major depression. Thus, specific interventions aimed at
treating populations with major depression are ineffective and inappropriate for the
majority of caregivers. Second, interventions must be tailored not only to address
cultural differences, but also to address gender and relationship to patient differences
(as discussed earlier). Third, as Sue and Zane (1987) suggested, therapist credibility,
both ascribed and achieved, and gift-giving (perceived gains, such as hope, from
the therapist by the client/patient) must be established early in treatment to prevent
early termination of treatment. Eisdorfer et al. (2003) reported that the caregivers
who dropped out of their intervention study had significantly higher baseline levels
of depressive symptoms. Thus, it is possible that those most in need of intervention
dropped out early. It is impossible to know why these caregivers dropped out, but
Sue and Zane made a strong case for focusing on credibility and gift-giving as keys
to culturally competent practice.

To date, no intervention studies on the scale of REACH have been conducted with
various ethnoracial groups of caregivers of persons with severe mental illnesses other
than dementia. Instead, smaller controlled trials of interventions (usually focusing
on one ethnoracial minority group at a time) have taken place with these caregivers.
Such projects have usually involved the caregivers as part of a treatment protocol
for a person with schizophrenia (e.g., Chien and Chan 2004; Lau and Zane 2000).
In addition, numerous studies have been conducted that involve mostly White Euro-
pean or European-American caregivers and their mentally ill or demented relatives.
These studies have demonstrated the efficacy of psychoeducational, multifamily, and
family-to-family interventions on the well-being of both family caregivers and their
ill relatives (Dixon et al. 2001; Sörensen et al. 2002).

Practice

As discussed in the first section of this chapter, we believe a starting point for cultural
competence is acknowledging that multiple valid worldviews exist. Development
of critical consciousness is one path to reaching such an acknowledgement and
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developing cultural competence (Pitner and Sakamoto 2005). Pitner and Sakamoto
described critical consciousness as a cognitive and affective process that takes place
at both individual and structural levels:

Cognitively and affectively, critical consciousness involves the process of continuously re-
flecting on and examining how our own biases, assumptions, and cultural worldviews affect
the ways we perceive diversity and power dynamics at a personal level. At a structural level,
critical consciousness requires relinquishing professional power to partner with the client.
(p. 685)

Pitner and Sakamoto also focus on how the personal (identity) and structural (power)
threats/challenges that accompany the development of critical consciousness can be
pitfalls to working effectively with diverse clients (e.g., cognitive load and anxiety
can lead to stereotyping). Therefore, we recommend that practitioners be aware of
these pitfalls and recognize how their own anxiety related to cultural challenges
may lead them to biased, prejudicial, racist behavior. Close professional training
supervision in the early development of critical consciousness is a must.

Once the ongoing process of critical consciousness is established and multiple
systems of knowing are acknowledged, we further suggest three other culture-general
competencies: (a) “scientific mindedness,” (b) seeing the individual within context,
and (c) consultation/referral. We also propose four culture-specific competencies
(those that can be useful for application to a particular group or individual). These
are (a) language, (b) worldviews, (c) illness meanings, and (d) norms, values, beliefs,
and practices.

Culture-General Competencies First, scientific mindedness is a term used by Sue
(1998) referring to “therapists who form hypotheses rather than make premature
conclusions about the status of culturally different clients, who develop creative ways
to test hypotheses, and who act on the basis of acquired data” (p. 445). This process,
as in research, can help a practitioner avoid treating assumptions and preconceptions
as fact. Second, seeing the individual within context refers to recognizing the unique
individuality of clients as well as the shared cultural context within which they live.
Such recognition requires practitioners to avoid broad-brush application of cultural
characteristics (i.e., stereotyping) to individuals based on their racial, ethnic, or
cultural group memberships. Obviously, not all members of particular groups believe,
think, or act the same. Being able to recognize when shared cultural characteristics
are applicable to an individual and when they are not (what Sue 1998, called “dynamic
sizing”) is critical when dealing with ethnoracial minorities as well as nonminorities.
Finally, a well-developed skill (and collegial network) for consultation and referral
is necessary for all practitioners, but is of particular importance for those serving
diverse populations. Figuring out when consultation with, or referral to, another
practitioner with more cultural expertise for a given client can make a huge difference
for clients and practitioners alike. When practitioners perceive themselves to be
culturally competent in general, it may be hard for them to admit they need help with a
client presenting cultural challenges. For any given practitioner, cultural competence
will vary across groups; it is not a matter of having it or not.
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Culture-Specific Competencies First, language is an unavoidable topic in a practice
treating diverse groups. When a practitioner and client do not share the same na-
tive language(s), the practitioner must assess the client’s proficiency in the language
which he intends to use. When the client’s proficiency is low, referral to a practitioner
who shares a native language with the client is preferred. When this is not possible,
a well-qualified translator should be sought. With the exception of gathering basic
intake information, this should not be a family member. A well-qualified translator is
one who is proficient in the language of the patient, has sufficient cultural knowledge
to interpret culturally nuanced language, and sufficient practice knowledge to facil-
itate specific service to the client. Second, knowledge of a cultural group’s specific
worldviews is necessary for meeting clients “where they are.” Worldviews reflect
broad ways of seeing and understanding the world, which (much like cultures) shape
our experiences and interpretations of them. A collectivist orientation to social life
and the mind-body-spirit connection are examples of parts of one’s worldview. If the
practitioner does not recognize his client’s worldview, it may be necessary to gain
such knowledge directly from the client.

Third, knowledge and understanding of cultural illness meanings can facilitate
work with ethnoracially and culturally diverse clients. As discussed in an earlier
section, clients may have various expressions, descriptions, and understandings of
their illness symptoms. The importance of understanding the culture-specific na-
ture of the meaning applied to illness symptoms cannot be overstated. Differences
in illness meanings may be quite obvious when comparing two very different cul-
tures. However, when comparing less culturally distinct groups within the USA (e.g.,
African-Americans andWhite European-Americans), differences in illness meanings
may be subtle and nuanced (see Dilworth-Anderson and Gibson 2002, for an example
addressing illness meanings of dementia related symptoms). Finally, knowledge of
other specific cultural norms, values, beliefs, and practices of clients is necessary for
adequate service to them. Some of this knowledge, as with the other culture-specific
competencies, can be gained through personal experience, research and practice lit-
erature, or consultation with cultural experts. However, much of it can and should be
gained through interaction with clients and their families, for they are the only true
experts regarding their specific cultural frames.

Education/Training

Although there is little empirical evidence for how best to teach the cultural compe-
tencies listed earlier, basic agreement seems to have been reached in the counseling
literature that the three major domains outlined in Sue et al. (1982) position paper
—awareness of values and beliefs, cultural/multicultural knowledge, and cul-
tural/multicultural skills,—are important to target in training culturally competent
mental health care providers. Kim and Lyons (2003) pointed to combinations of
didactic methods (“intellectual exercises such as reading, writing, and Socratic dis-
cussions” [p. 401]) and experiential methods (getting to know people from different
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cultures, role play, and simulations of racism and discrimination) in order to facilitate
learning in both the cognitive and affective domains.

In recent years, several measures of cultural competence for mental health care
providers have been developed and tested. Kocarek et al. (2001) compared the
Multicultural Counseling Awareness Scale: Form B (MCAS), the Multicultural
Awareness-Knowledge-and-Skills Survey (MAKSS), and the Survey of Graduate
Students’ Experiences with Diversity (GSEDS) and assessed their psychometric
properties. Despite some concerns regarding specific subscales or individual items,
they found all three measures demonstrated adequate validity and internal consistency
for use in assessing multicultural competence among mental health care providers
and trainees. Additional work with these measures is needed in order to determine
which specific training practices are most effective in the development of cultural
competence. One limitation of these measures is that all three rely on self-report.
Therefore, after taking classes in multicultural counseling, it is possible that respon-
dents can identify the competencies they should have and whether they have them
or not. More time-intensive forms of assessment (e.g., direct supervision of clinical
interactions) are necessary to determine the degree to which individuals are able to
practice cultural competence.

Policy

Great strides recently have been made in policies that impact mental health practi-
tioners’ level of cultural competence. In March 2002, the American Psychological
Association’s Committee on Accreditation (2002) issued new standards for educa-
tion and training programs in professional psychology that included requirements
for recruitment and retention of diverse groups of faculty and students and curricula
to ensure cultural competence among graduates. These standards had to be met by
all programs under review beginning in 2003. The Liaison Committee for Medical
Education followed suit in September of 2003 (Liaison Committee for Medical Ed-
ucation 2003) with similar standards applied to the accreditation of medical schools.
Of course, these medical school standards impact general practitioners (who care
for many of the nation’s mentally ill people) as well as psychiatrists (who have spe-
cialized training in the treatment of mental illness). Lu and Primm (2006) provided
an excellent review of policy development over the past 10 years, and they made
recommendations for how psychiatrists can continue to contribute to meeting the
ultimate goals of these policies: elimination of mental health disparities in the USA.
The Commission on Accreditation of Marriage and Family Therapy Education has
implemented similar standards to those mentioned earlier, as have most other ac-
crediting bodies for mental health and social service professionals. It is too soon to
judge the full impact of requiring cultural diversity and cultural competency training
among the programs training most of the nation’s mental health service providers,
but the impact certainly should be felt. The policies mandate what, for many years,
have been suggestions or aspirational goals for culturally competent practice.
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Future Directions

Although some minor recommendations were made throughout this chapter, the
following section outlines several key recommendations for future cultural con-
siderations in caring for persons with mental illness. First, knowledge from
caregiving research using samples from different illness categories (e.g., demen-
tia and schizophrenia) should be integrated. Despite many congruent findings and
conceptual overlaps, caregiving research across illnesses is currently divided. Sec-
ond, measurement issues related to burden and depression have been discussed in
the context of culture. We suggest in-depth investigation of the congruence of under-
lying constructs and their operationalization across groups. Third, more information
is needed regarding ways to tailor interventions to specific groups. Finally, we rec-
ommend a strong public relations campaign on behalf of people suffering from
mental illness and their families. Such a campaign requires the voices of researchers,
practitioners, educators, and policy makers.

Integration of Knowledge across Illnesses

It is important to recognize the similarities and differences between care provision for
someone with dementia and someone with some other serious mental illness such as
schizophrenia (Biegel and Schulz 1999). However, it is also important for researchers
examining these different types of caregiving to borrow from one another. In this
way, they can better understand what is common across caregivers for ill relatives
and what is common only to those caring for relatives with specific illnesses. This
is an area in which the study of illness meanings can be quite useful. In addition,
continued theoretical work is needed in caregiving research that moves beyond and
enhances stress and coping/stress process models. For example, taking a life span
(Baltes 1987) or life course (Elder 1998) on developmental perspective can provide
a broad theoretical framework for understanding caregiving of different types. These
perspectives focus on the history and timing of disordered symptoms, which can
have a profound impact on family, community, and professional involvement (Cook
et al. 1997; Pickett et al. 1995).

Measurement Issues: Burden and Depression

Fox et al.’s (1999) critique of social gerontological studies of burden among African-
American caregivers (discussed in an earlier section), coupled with inconsistent
findings across other studies, point to the need for studies of burden to focus on the
ways in which burden may be experienced and expressed differently across cultural
groups. The continued application of measures developed and standardized using
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White populations and held against the study of other ethnoracial groups is inappro-
priate. Furthermore, although they are important, reporting psychometric properties
such as Cronbach’s alpha coefficients and convergent validity (with other measures
developed and standardized with White, middle class Americans) are insufficient to
demonstrate that measures should be applied across diverse cultural groups. Instead,
already established measures must be examined for content validity and concur-
rent validity in addition to reliability and convergent validity. Triangulation using
qualitative and quantitative data can be useful in these processes.

Although Schulze and Rössler (2005) indicated that several measures recently
have been validated across cultural groups, more work is needed in the develop-
ment of measures using diverse samples and diverse cultural perspectives. Measures
developed with attention to cultural differences have great potential for broad appli-
cation. However, it is important to continue to recognize the difficulties inherent in
such broad application (e.g., constructs that exist within one cultural group and not
another). Thus, separate measures may be needed for each group being studied.

Of course, this can cause great difficulty in interpreting outcomes across groups.
Current methods are dependent upon the equivalence of measures. To the degree
that equivalence across cultural groups is impossible, research methods may need to
shift. At the very least, researchers must recognize that mean differences between
ethnoracial groups on a single measure (even when controlling for other factors) may
be reflective of cultural differences in the underlying construct. In addition, such
differences may emerge due to differences in responses to the measure or expression
of the phenomenon in question.

The following illustrates cross-cultural challenges when studying depressive
symptoms. As with burden, inconsistent findings have been reported with respect
to depressive symptoms across ethnoracial groups of caregivers of elders with de-
mentia. Some studies find significantly more depressive symptoms among White
caregivers than among African-American caregivers, whereas others find no signif-
icant differences between these two ethnoracial groups (Dilworth-Anderson et al.
2002). There are several equally plausible interpretations for the findings of signifi-
cant differences. The most common interpretation of such differences is that there is
some cultural factor (e.g., religiosity, experience with adversity, social support) that
protects African-American caregivers from depression; thus, the differences reflect
a true difference in the underlying construct of depression (which is assumed to be
the same construct between the two groups). Another interpretation is that African-
American caregivers and White caregivers exhibit some systematic differences in
the ways in which they report depressive symptoms, which essentially leads to un-
derreporting by African-American caregivers or overreporting by White caregivers.
Note that this interpretation still relies upon the assumption that the underlying con-
struct of depression is the same between the two groups. Finally, an interpretation
that has not been offered in the extant literature comparing African-American and
White caregivers is that the underlying construct of depression is different between
the two groups. Thus, mean differences on a measure of depressive symptomatology
between the two groups actually reflect culturally based differences in the underlying
construct of depression.
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Finally, it is probable that all three of the aforementioned interpretations are correct
to some degree (despite incongruent assumptions). That is: (a) the two groups experi-
ence different levels of depressive symptoms due to the influence of cultural factors;
(b) the two groups differ systematically in their reporting of depressive symptoms;
and (c) the two groups differ in depressive symptoms because the underlying cul-
tural construct of depression differs between them. Therefore, it is important to attend
to all three (and other) potential interpretations (and their underlying assumptions)
instead of continuing to assume measurement equivalence across groups.

Anthropologists have presented strong evidence that depression is not a universal
construct exhibited and experienced across various cultural groups. Kleinman and
Good (1985) wrote:

The claim that cross-cultural studies of depression provide significant challenge to contem-
porary theories and research methods rests first on the argument that dysphoria and depressive
illness vary in important ways across cultures. If there are significant variations, the validity
of the psychiatric conception of depression as a universal disorder is called into question,
and social and cultural variables take on particular importance for understanding the sources
of differences. (p. 37)

This argument takes us back to the importance of studying illness meanings and the
ways in which culture shapes the expression, experience, and course of mental illness.
With respect to translation and cross-cultural adaptation of research instruments, van
Widenfelt et al. (2005) commented:

To date, the most common assumption in health research appears to be that culture has only a
minimal impact on the construct being measured, and therefore the way a construct is defined
and operationalized in one culture can be applied directly in another culture (Herdman et al.
1997, p. 136)

Too often this assumption is false. More multidisciplinary efforts are needed for
the cross-cultural development of assessment instruments that contain a common
set of items relevant to the various cultures of interest (what van Widenfelt et al.
called the “parallel approach”) and instruments that contain culture-specific items
(what van Widenfelt et al. called the “simultaneous approach”). Hsueh et al. (2005)
provided an excellent example through their translation and validation of Picot’s
Caregiver Rewards Scale from the original English version to a Chinese version,
which contained a different final set of items (due to cultural differences) than the
original version.

Tailoring Interventions

The consistency of findings regarding the positive effects of psychoeducational,
multifamily, and family-to-family interventions on the well-being of both family
caregivers and their ill relatives (Dixon et al. 2001; Sörensen et al. 2002) supports
their continued use across ethnoracial groups. However, much more research is
needed to determine how such interventions should be tailored to meet the needs of
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diverse groups of caregivers. Bae and Kung (2000) proposed a specific intervention
for Asian-American caregivers that includes a psychoeducational workshop and psy-
chotherapeutic family session. However, they discussed how these interventions can
be infused with cultural meaning and how Asian-American cultural nuances can be
recognized and appropriately addressed during the interventions. More work needs
to be done in the area of tailoring interventions to diverse groups of caregivers and
their ill family members.

REACH and REACH II are leading the way with respect to dementia caregiving,
but caregiving for persons with other serious mental illnesses must be addressed
as well. Modification and testing of the REACH interventions for use with diverse
families of persons with schizophrenia, major depression, or bipolar disorder could
prove beneficial. There is no need to start from scratch when it comes to family
interventions for various disorders.

Public Relations Campaign

Research findings and policies related to caring for persons with serious mental
illnesses can provide a roadmap for effective care for diverse groups, but politi-
cians and the general public must be willing to provide the fuel behind these efforts.
Therefore, researchers and practitioners must be active participants in the political
discourse regarding effective mental health services across diverse groups. Further-
more, we are responsible for messages sent to consumers and the general public
about the importance of mental health services—including the costs of providing the
best, most effective services as well as the costs of continuing to provide services
that are substandard.

Over the last 50 years, great strides have been made in the USA to destigmatize
persons and families dealing with mental illness. We have de-hospitalized a popula-
tion of mentally ill persons with great hope for their return to successful lives among
us in the community. The time has come for another large-scale public relations effort
on behalf of people with mental illness. Far too many individuals and families deal-
ing with mental illness are suffering tremendously, and a disproportionate number of
those continuing to suffer are from ethnoracial minority groups and/or those living
in poverty in the USA. Our society will prosper only to the degree to which we fa-
cilitate people’s rise from poverty, recovery from illness, and movement from places
of marginalization and oppression to places of acceptance and right personhood.
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Chronic Illness and Primary Care: Integrating
Mental Health and Primary Care

Susan Taylor-Brown, Tziporah Rosenberg and Susan H. McDaniel

Caring for members who are chronically ill is an expected but stressful component
of family life. Family caregivers play a vital but largely invisible role in patient
care, both in terms of their individual efforts and as members of the labor force
(Jacobs 2006; Levine 1999). Levine (2004) reports that over 27 million Americans
now provide vital long-term home health care for relatives and loved ones—
everything from dispensing medication and operating medical equipment, to assisting
with physical therapy and personal hygiene, to making sure the bills are paid. They
receive no pay for this work, little training, and little respect or support from the
health care system. While illness can result in increased intimacy, family members
commonly face health risks, financial burdens, emotional strain, mental health prob-
lems, workplace issues, retirement insecurity, and lost opportunities (Feinberg et al.
2005). Treating chronic illness is a natural and central component of primary health
care, focusing on the full spectrum of life stage issues from infancy through death.
Thus, it is the ideal venue for addressing how chronic health conditions affect the
entire family.
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Introduction to Primary Care: Chronic Medical Illness

The prevalence of chronic illness is increasing across the lifespan for a variety of
reasons, foremost being the increased survival rate of children with chronic illness
coupled with the increased survival of elderly individuals with multiple chronic health
conditions. Greater longevity for those dealing with chronic illness coupled with
decreased hospital stays has resulted in lengthier periods of family caregiving than
was previously typical. Over time the cumulative effects of age coupled with multiple
chronic conditions lead to functional deficits resulting in disability. When a person
becomes disabled, the need for and intensity of caregiving increases. A family’s
ability to care for the affected family member may therefore be compromised due
to this increased intensity and duration of care. The stresses inherent in caring for
someone with chronic conditions are distinct from those inherent in caring for family
members with acute illnesses. When dealing with chronic conditions, depending
upon severity, family members may serve as the primary caregiver for the ill person
from the time of diagnosis until his/her death. While the level of care required to
support chronically ill individuals varies over time, overall demands are frequently
ongoing, complex, and exhausting. In the case of a child with chronic health concerns,
for example, caregiver responsibilities may begin at birth, a situation that deeply and
permanently affects family life. An infant with multiple chronic conditions may
require a lifetime of assistance, and parents are transformed into deliverers of high-
tech care, often times performing painful medical procedures.

Overall, family members provide 70–80 % of all in-home care to older peo-
ple with chronic illness, and it is predominantly women (i.e., mothers, daughters,
daughters-in-laws, wives, and granddaughters) who provide the majority of this sup-
port (National Alliance for Caregiving and American Association of Retired Persons
(NAC and AARP) 2009). In fact, mothers remain the primary caregivers of both the
young and the old. Of course, some men also serve as primary caregivers; husbands
frequently provide care for wives with disabilities (Bengtson et al. 1996; Russell
2001). It is the growth of the oldest-old that commonly creates strain for the middle-
aged adults who provide care. The average American woman can expect to spend
18 years caring for an older family member compared to 17 years caring for her
children (Pavalko and Artis 1997). Changes in family life—including an upswing in
single-parent households, the movement of women into the work force and public
policies that emphasize family-focused care while requiring women to work outside
of the home—are challenging a family’s ability to care for members who are chron-
ically ill. In addition, women caregivers are more likely than their male counterparts
to give up employment, modify their work schedules, or forgo promotions or ca-
reer development opportunities, to accommodate their care responsibilities (Pavalko
and Artis 1997). Currently, our society mostly avoids recognizing these challenges
and provides very few supports to successfully care for individuals with chronic
conditions.

This chapter begins with a case example that illustrates the many challenges of
family caregiving in the midst of other developmental challenges. It then reviews what
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Fig. 1 Caregiving and chronic illness in one family

is known about the impact on the caregiver’s mental health of caring for someone who
has a chronic condition. Emphasis is given to the impact of chronic illness, multiple
health problems, multiple loss issues, and “complicated caregiving.” Suggestions are
offered regarding changes needed in education and training and practice and policy
for improved care.

Case Illustration

Anna,1 55, presented regularly to her primary care doctor, Dr. PC. This was no
surprise, given her list of health problems: kidney failure, hypothyroidism, hyper-
tension, depression, and somatization. Dr. PC collaborated with a psychiatrist in
treating Anna’s depression. In the past year, Anna periodically experienced black-
outs. Both her psychiatrist and her primary care doctor referred her to a neurologist
to rule out epileptic seizures. After 10 days in the hospital being monitored and tested
for electrical seizures, results were conclusive; Anna’s seizures were non-electrical,
or psychogenic, in nature. The neurologist suggested that Anna was under consider-
able family stress related to caregiving, and referred her to Dr. FT for family therapy.
The following story emerged in the first session.

Anna was the primary caregiver for her father who suffered from a psychotic
depression from the age of 30 (See Fig. 1). When depressed, Anna’s father physically
abused Anna’s mother and was emotionally abusive to his sons and daughter. Soon
after high school, both sons left home to attend college in another state and never

1 This family is an actual case treated by Dr. McDaniel and her primary care colleagues. While
the patients have given their permission for their story to be told, the names and some identifying
features have been changed to protect their anonymity.
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returned. Anna’s father was hospitalized in a psychiatric state hospital when he was in
his 40s and died there 20 years later. While Anna’s mother rarely visited her husband,
Anna felt it was her duty as a good Italian-American, Catholic daughter and did so
every Sunday afternoon until her father died.

Anna’s mother had a history of chronic medical problems and somatization disor-
der. Regardless of the severity of her illnesses (and they were usually mild), Anna’s
mother experienced them as life-threatening and dramatically asked Anna for help.
Anna dutifully performed whatever tasks her mother requested but increasingly re-
sented these chores. In the meantime, Anna, in her mid-20s, married Bill, who fell
hard for this pretty, warm, caring woman. His family was German-American and
not very expressive. Bill’s father had died during a medical procedure during Bill’s
late adolescence and was unable to see or validate Bill’s success as a man. Bill’s
mother and a younger sister had a history of depression. Bill himself was a “man’s
man” who had considerable difficulty with his own son’s attention deficit disorder
and need for medical intervention. Bill never attended a medical appointment with
either his wife or his son.

The first family therapy session included Anna, Bill, their 30-year-old son Tony,
and their 28-year-old daughter Jeanne. The adult children still lived in their family
home. The referring neurologist stopped in for 15 min of the session to describe
what he found during Anna’s hospitalization and why he made the referral. It soon
became clear thatAnna was both symptomatic—having regular psychogenic seizures
in addition to her other medical problems—and the primary caretaker of her mother,
her husband, and her adult children. She was bending, if not breaking, under the
strain. Dr. FT gave the family a homework assignment that tested the children’s
ability to take care of some of their own chores (such as doing the laundry) and
to treat their mother with more respect. Somewhat to Anna’s surprise, her children
immediately changed their behavior because they were worried about their mother.

Given this mix of medical and mental health problems, Dr. FT asked Dr. PC if he
would like to see this couple with her. The two doctors work at the same Primary Care
Center, and Dr. PC felt that it was such an interesting and labor-intensive case that it
was worth dedicating extra time to this conjoint treatment. His primary focus was on
Anna’s psychogenic seizures. Dr. FT hypothesized that alleviating Anna’s caregiver
burden might ameliorate these symptoms. In addition, Drs. FT and PC focused on the
couple’s relationship, recognizing that current or historical abuse is often associated
with somatoform disorders. As the couple sessions continued, a history of emotional
abuse by Bill emerged that was associated with the winter months. An assessment of
Bill revealed a diagnosis of seasonal affective disorder. His abusive behavior came
to a halt over time through a combination of (1) antidepressant medication for Bill,
(2) continued work on the transgenerational aspects of the case (such as Bill’s desire
for his father’s approval and Anna’s resentment of her mother’s attention-seeking
behavior), and (3) behavioral prescriptions for the couple regarding their marriage.
Anna’s psychogenic seizures evaporated when Bill’s emotional abuse stopped.

The next focus of treatment was on Jeanne who became engaged to Scott and
developed a mild sleep disturbance just before their wedding. In discussing the
issues with Drs. FT and PC, it became clear that Jeanne was replicating her parents’
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marriage (or the first 30 years thereof). Jeanne was anxious for good reason, and,
when she became anxious, her sleep suffered. She was determined to go through
with the marriage, however, and made it clear that premarital counseling was not
something in which she or her fiancé was interested. Some brief relaxation techniques
got her through a beautiful wedding. The family placed bets on when, during the
week before the wedding, Anna’s mother would be hospitalized as they had become
accustomed to her somatizing during important events that were focused on someone
other than herself. Drs. FT and PC were somewhat surprised when the family’s bets
turned out to be accurate.

The next few years were relatively quiet for this family. Anna and Bill did very
well in their marital therapy, and Anna’s symptoms moved to the background. Jeanne
got married, was successful as a teacher, had a daughter and a son and became
pregnant with her third child. Tony became engaged and planned his own wedding.
Then Anna’s kidney functioning deteriorated, and with it came increased depression
and an increase in a variety of somatic symptoms. Faced with a decision to start
hemodialysis, Anna asked her older brother if he would donate his kidney to her
and was crushed when he refused “because his wife would not allow it.” Family
dynamics continued to play out when Jeanne told Anna that her husband would not
allow her to donate a kidney because of their young children. Tony told his mother he
would donate a kidney, but Anna was highly ambivalent about taking a kidney from
her son. She started hemodialysis and struggled with severe, recurring depression.
Bill had learned how to deal with Anna’s illness far better than he had in earlier years,
and he attended every doctor visit with his wife and provided her with much support.
Jeanne became her mother’s primary confidant, and the transgenerational caregiving
cycle began again, this time with Jeanne at the hub.

Jeanne had an unremarkable pregnancy the third time around. However, she
developed severe postpartum insomnia, and came to see Drs. FT and PC together.
They brought in Scott and confirmed their earlier impression that this marriage re-
peated many of the same patterns as those seen in Anna and Bill’s early relationship.
Jeanne was the primary caregiver to her parents, her husband, and now her three
young children. Scott was busy coaching basketball, teaching, and playing sports
himself and was therefore relatively unavailable. Some of Jeanne and Scott’s treat-
ment involved having Bill talk to Scott about what he had learned over the years that
he wished he had known early in his marriage. It also involved bringing Tony into
the situation so that Jeanne had help in caring for her mother and her own family. At
this time, Tony was married, but did not yet have children of his own.

This case illustrates a number of points that are common among family caregivers:

• Women are usually the primary caregivers.
• Women are often caring for multiple generations at the same time.
• The patterns of caregiving repeat across generations.
• Caregivers often become sick and are notoriously bad at caring for themselves.
• Collaborative care, involving primary care clinicians and family-oriented men-

tal health professionals, can provide primary care treatment and secondary
prevention.
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Relationship of Caregiving with Mental Health and Primary
Care for Chronic Medical Illness

Caregiving is an expected part of family life. Parents care for children as they de-
velop and equally at the other end of the life spectrum, family members care for
the elderly. As noted by Carol Levine (1999), there is a mental health component in
every caregiving experience:

Caregivers are at risk for mental and physical health problems themselves. Exhausted care-
givers may become care recipients, leading to a further, often preventable, drain on resources.
Does my managed-care company realize, for instance, that during the past year it paid more
for my stress-related medical problems than for my husband’s medical care?. (p. 1590)

By and large, we do not fully understand the impact on the family unit of caring for
someone with a chronic condition. Parents caring for children with chronic illness
experience unique stressors related to the child’s behavior and caregiving demands
(Raina et al. 2005). Family caregivers are largely invisible both as individuals and
in terms of their contributions to the labor force (Levine 1999). Dr. Jack Medalie
described the concept of the “hidden patient” to capture the role a caregiver plays in
the life of the chronically ill member:

In any family in which there is an individual with an acute and life-threatening or chronic
and long-term illness or disease, the caregiver (usually the spouse, the oldest daughter,
or sometimes the whole family unit) is under considerable stress. Unless this caregiver
receives sufficient support from the family and/or others, coping mechanisms will fail and
the caregiver will develop overt or covert signs of illness. (1999, p. 174)

We have too little information regarding the impact of caregiving on the primary
caregiver’s mental and physical health . However, the available information strongly
supports the need for more attention to the plight of caregivers. In this regard, it is
helpful to distinguish between “objective” and “subjective” burdens that caregivers
experience (Bengtson et al. 1996). Objective burden refers to the instrumental care
demands, while the subjective burden refers to the feelings aroused in caregivers.
These feelings are highly individual; what is challenging for one caregiver may not
adversely affect another. Bass et al. (1996) report that feelings of burden are related
primarily to the availability of external resources and social supports, not to the
severity of the illness.

Caregivers experience higher morbidity and mortality than age-matched noncar-
egivers. In a landmark study assessing health problems of caregivers, Schulz and
Beach (1999) reported that, over a four-year period, caregivers over 65 who were
experiencing emotional strain were 63 % more likely to die than age matched non-
caregivers. Caregivers suffer higher rates of multiple physical illnesses, depression,
and anxiety than noncaregivers (McDaniel et al. 2005). As people are living longer,
a growing number of families have three or four generations of family members for
which to provide care. More and more of the “young old” (aged 65–80) are caring
for their “old old” (those over 80) parents. Of course, many of the “young old” have
their own chronic conditions.
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Caregivers who experience mental health issues related to caring for someone
with chronic illness have difficulty getting their needs met. Mental health problems
and illnesses are real and disabling conditions that are experienced by one in four
Americans (Kessler, Chiu, Demler, and Walters 2005). Yet mental health continues
to be highly stigmatized and the majority of people experiencing mental conditions
fail to receive care. The first ever Surgeon General’s report on mental health was pub-
lished in 1999. The following year, a supplement was released that examined mental
health disparities affecting racial and ethnic minorities. Mistrust of traditional men-
tal health services keep many from seeking care (DHHS 2000). At the same time,
caregiving should not be cast solely in a negative light. There are many benefits and
growth-enhancing aspects to caring for a loved one. While the majority of theoretical
perspectives on caregiving have neglected to take positive experiences into consider-
ation (Biegel et al. 1991), there is a growing interest in assessing the positive aspects
of caregiving for the caregiver, the patient, and the family (Jacobs 2006; Kramer
1997). The stress of family caregiving depends as much upon the meaning and sat-
isfaction derived by the family member as the actual work involved (McDaniel et al.
2005). The emotional, physical, and financial costs related to caregiving deserve
further study.

Status of Caregiving and Primary Care: Chronic Medical Illness

Policy

The “graying” of the US population is raising concerns about the public costs and
burdens of family caregiving (Hooyman and Gonyea 1999). Currently, the USA does
not have a coherent long-term care policy (Graham 1999; Levine 1999). Caregivers
remain largely invisible in the social and political fabric of the country. Based upon
1997 data, there are 25 million unpaid informal caregivers in the USA, who get little
from the system in return for the estimated $ 196 billion a year in labor they provide
(Arno et al. 1999). This estimated figure was recently revised in 2004 to $ 306 billion
of care based upon an estimate of 28.9 million caregivers at $ 9.92/h (Becker 2006).
Similar trends are noted in the UK with Newman (2006) reporting that, carers save
the economy £ 57 billion/year.

No one would disagree that the family is the unit of care in today’s society.
There is a long social, cultural, and religious tradition that dictates that families
are the central providers of health care. The problem is not that public policy looks
first to families, but that it generally looks only to families and fails to support
those who do accept this responsibility (Levine 1999). Services for the chronically
ill patient are inadequately reimbursed, limiting the development and efficacy of
family-based care. The American health care system provides financial incentives
and rewards for curative care while ignoring the day-to-day needs involved in keeping
the chronically ill at home. Custodial care is not reimbursed while acute high-tech
care is. The American health care system offers little in the way of institutional
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support for families who are burdened with caregiving (Koren 1986). Policy makers
have not yet found a way to support family members who do choose to become
caregivers.

There is a growing awareness that many members of the labor force have care-
giving responsibilities. These caregivers are performing a vital function for society
by retaining the chronically ill in community settings that are less costly than insti-
tutional care options. Individual states are incorporating caregiver support services
into their programs by increasing funding of home and community-based services
(HCBS), with policy makers interested in learning more about forward-looking prac-
tices in caregiver support that will bolster a family’s ability to provide care at home
(Fox-Grage and Gibson 2006). Currently, eight states have active bills that include
some form of paid family leave for workers who need and want to keep their jobs
while providing care for family members (Greene 2006). Family members jeopar-
dize their own health and financial well-being by providing long-term care that is
not perceived as a shared, community responsibility.

Contemporary caregivers face unique challenges. The devolution of the federal
government’s role in caring for society’s vulnerable members, coupled with state
and local governments’ inadequate responses, results in a diminishing safety net and
women carrying a disproportionate burden in providing long term care. Smeeding
(1998) notes that:

The locus of responsibility for costs, above and beyond those which the federal government
decides it can afford, will be shifted to other parties: lower levels of government (states and
localities) in the case of AFDC and Medicaid and thence to individuals and their families.
(p. 26)

Social welfare reform also places women at a disadvantage. Temporary Assistance
for Needy Families (TANF) regulations with work requirements are not support-
ive of caregivers. Who will care for the chronically ill while the caregiver is
at work? These issues are not unique to our country. In cross-cultural studies
among Western cultures, American, Australian, Canadian, and British caregivers
report similar problems of isolation and unmet financial and other needs (Schofield
et al. 1998). Scandinavian countries, in contrast, do assume some community
responsibility for care (Levine 1999).

The current policy debates about Medicare and Medicaid illustrate the progressive
shift in responsibility from the federal government to state and local governments,
and ultimately to affected families. Generally, out-of-home care is supported more
than in-home care. Medicaid continues to show a strong institutional bias with more
than 45 % of the $ 125 billion spent on long-term care in 2011 going to nursing
homes and institutions. Fragmentation of services and inequities prevail in the current
market-driven health care economy (Levine 1999).

Furthermore, most health insurance policies fail to cover many of the equipment
costs required for home health care (e.g., health care aides, disposable supplies, and
therapies). Such necessities may actually be deemed “not medically necessary” in
addition to other expenses that are not being adequately covered. Insurance may also
offer only partial coverage for high-tech supplies. For example, in 2002, a wheelchair
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cost $ 3,700 while the insurance company paid only $ 500, leaving the family with
a significant bill.

As health care policy has shifted to a market-driven model, the growing interest
in cost containment creates an environment wherein the needs of caregivers are
considered too extensive and cannot be met. This is exacerbated by the progressive
double-digit increases in the cost of health care coverage, the net effect being that
the family bears the burden of care.

States are playing a growing role in financing support services for caregivers.
Some states are incorporating caregiver support services into programs that serve
older people, while other states have a separate program for caregiver support (Fox-
Grage and Gibson 2006). Families are challenged to find existing service in different
service systems from health care to community based services. Fox-Grage and Gib-
son (2006) report emerging trends that support family caregivers including assessing
the caregiver, consumer direction in family caregiver support services, and collabo-
rations between the aging network and the health care system. Family caregivers are
the backbone of community-based long-term care and too often the lack of coordi-
nation between the aging network and the health care system adversely affects the
family caregiver’s ability to care for a loved one at home.

Efforts to achieve parity for mental health services have resulted in federal legisla-
tion, however have yet to be fully realized and implemented. As the debate over equal
coverage continues, primary care providers are one of the key providers of care for
caregivers who experience the stresses and strains related to providing chronic care.
Primary care providers serve an important function for these families by assisting
them in coping with and adapting to the demands of the caregiver role.

Practice

From the cradle to the grave, family caregivers provide clinical observations, direct
care case management, and a full range of other services (Houlihan 1987; Jacobs
2006; Maletta and Hepburn 1986). While providers view family members as care
managers, they do not consistently involve them in care planning (Levine 1999).
Family involvement in the care of an individual with a chronic condition varies across
primary care settings. In pediatrics, it is assumed that the parents are the caregivers,
while for adult patients, some practices integrate family members providing care
while others involve them inconsistently, if at all.

Dissatisfaction with earlier treatment models that specifically exclude family
members has led to a family consumer movement in medical care. Emerging first in
pediatrics, involving parents of children with special health care needs (CSHCNs),
family-centered care positions families as integral members of the treatment team.
The US Public Health Service, the Maternal and Child Health Bureau (MCHB), and
Congressional action have all confirmed that services for CSHCN should be family-
centered, community-based, comprehensive, coordinated, and culturally competent
(Hutchins and McPherson 1991). The consumer movement has spread to encompass
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caregivers across the lifespan, including those who care for the elderly. Family con-
cerns about the adequacy and safety of care has also been validated by the Institute of
Medicine report (Kohn et al. 2002). Efficient collaborative family-centered models
that include health-care institutions, providers, the workplace, and patients and their
families need to be implemented to significantly improve quality of care, reduce di-
rect and indirect costs, improve productivity, and enhance family well-being (Bloch
1993).

In primary care, interdisciplinary team members, who have diverse orientations
toward the patient and his/her family, work together to treat chronic illness. The team
employs clinical approaches ranging from the traditional medical model to family-
centered care to the collaborative family healthcare model. The traditional medical
model views patients as the recipients of care while families maintain a passive role
in care decisions. By contrast, the collaborative family healthcare model envisions
a collaborative relationship between patients, family members, and the healthcare
team (Campbell and McDaniel 2000). A family conference can be a useful format
for exploring the complex caregiving issues involved in chronic health conditions. In
the family-centered approach, a practitioner solicits family members’ perspectives
on how the patient is doing and how the caregiver is doing in providing care. This
approach recognizes that the caregiver’s concerns may adversely affect the ability to
provide long-term care for the patient. Many family-oriented primary care clinicians
provide care for the patient’s extended family, including family caregivers, as their
physical and psychological health can seriously impact the health, well-being, and
living situation of the elder (McDaniel et al. 2005).

As noted earlier, a caregiver may experience adverse health and mental health
conditions related to providing care for the chronically ill. The following checklist
reflects those factors that have been found to increase caregiver burden (Houlihan
1987; McDaniel et al. 2005). It can be used to evaluate or monitor a patient and his/her
caregivers. No one factor should be seen necessarily as predicting an unmanageable
situation, but taken together the factors may be able to assess or predict the degree
of burden (Table 1).

In the case as Anna described earlier, her mother was highly dependent on her.
Anna felt guilty about her anger and resentment toward her mother, they had a history
of conflict; Anna had her own history of illness—including periods of depression, she
had little personal time away from caregiving, she had little respite from other family
members in taking care of her mother, there were other family problems—especially
with regard to her marriage, and her son also had problems requiring caregiving. In
sum, at the time of her referral for family therapy, Anna was experiencing symptoms
of her own related to significant caregiving burden.

The existing literature focuses on the care of one family member and usually
describes a dyadic relationship (e.g., a parent caring for a child or a spouse caring
for a spouse). However, families like Anna’s, or those with genetic conditions or
HIV-affected families, for example, frequently have two or more family members
coping with disease. For many families as well, the need to provide care to multiple
family members occurs because ill members are in the same age cohort.
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Table 1 Predicting the burden of family caregivers. (McDaniel et al. 2005)

Caregiver burden increases when

The patient
Is demented and/or disruptive
Is highly dependent on the caregiver

The caregiver
Feels guilty about his/her anger and resentment towards the patient
Has had a conflictual relationship with the patient prior to patient’s illness
Does not understand much about the patient’s problems or condition
Has his/her own illness and/or disability
Is depressed, isolated, or lonely
Has poor relationships with other family members
Has little personal time away from caregiving

The family
Denies the patient’s diagnosis
Leaves most of the caregiving to one person
Is in conflict
Has few financial resources
Has conflictual relationships with the medical providers

The community does not have
Adult day care programs or respite care
Family psychoeducation and support groups
Psychological and family therapy services

Case Illustration

Mrs. Paul, 60 years old, cared for her husband throughout his three-year battle with
colon cancer. A colostomy was performed, the cancer staged, and for the next 3 years,
Mr. Paul was engaged in a complex combination of radiation and chemotherapy
treatments complimented by palliative care. During this time, he continued to work,
as his health allowed. During the last 2 months of Mr. Paul’s life, the medical
treatment regimen was curtailed and he received in-home hospice care until his death.
As she became her husband’s primary caregiver, Mrs. Paul’s life was dramatically
altered. Her three adult children commuted home, as often they were able, from their
respective jobs in other cities. The majority of Mr. Paul’s care was delivered at a
comprehensive cancer center 6 h from his home, while the local hospital provided
interim care. As a result, the family had to deal with two separate oncology care
teams as well as the primary care team.

A month before Mr. Paul was diagnosed, Mrs. Paul’s father was also diagnosed
with colon cancer. Mrs. Paul commuted regularly to Florida to help her mother care
for her ailing father until his death. Soon after her father’s death, Mrs. Paul’s maternal
uncle (with whom she was very close) and her uncle’s wife died within 6 months of
each other. Simultaneously, Mrs. Paul’s mother developed Alzheimer’s disease. On
the day of Mrs. Paul’s husband’s death, her mother was hospitalized in an intensive
care unit following major abdominal surgery. Subsequently, her mother suffered a
heart attack followed by a series of transient ischemic attacks and was hospitalized
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and then transferred to a tertiary care center for open heart surgery. After the surgery,
she was transferred to a rehabilitation facility in another city. During this time, Mrs.
Paul’s mother received care in institutions that were 7 h drive from Mrs. Paul’s home.
Currently, Mrs. Paul’s mother is located nearby in a nursing home, but her condition
continues to deteriorate.

Mrs. Paul has not had a break in complex caregiving functions in over 4 years in
addition to the multiple losses that she has experienced. It appears that “complicated
caregiving” might more accurately capture the realities of caregivers like Mrs. Paul,
who are caring for more than one family member simultaneously. These complicated
caregiving roles impose great physical and emotional demands on the caregiver.
Complicated grieving describes the occurrence of closely timed losses that result in
an individual being challenged to address the loss issues from multiple deaths (Doka
1989, 2000). As evidenced in this case, the challenges of complicated caregiving are
influenced by the related challenges of complicated grieving. As a person experiences
losses and deaths that occur close together, coping and adaptation skills are strained.
The balance between caregiver needs and those of ill family members is difficult
to maintain, and the resulting fallout may result in the need for institutional care
of a family member. Many families experience such simultaneous care demands
(McDaniel SH, Doherty WJ and Hepworth J, 2014).

While the need for family-oriented approaches is, therefore, widely called for,
few primary care providers are able to deliver this model of care in today’s managed
care environment (McDaniel et al. 2005). Further, many practitioners have not been
trained to address nor are they exposed to integrated mental health and primary care
service models of practice. Custodial care is generally not valued as a focal point
of healthcare delivery despite the fact that it is integral to the successful implemen-
tation of care for individuals with chronic conditions across the lifespan (Levine
1999). In addition, models of primary care practice do not uniformly incorporate the
provision of on-site mental health services. Currently, there is no general measure
that delineates primary care physician (PCP)/mental health practitioner (MHP) care
patterns or collaboration for a particular provider or primary care site (Gerdes et al.
2001). Researchers have suggested the need to specify the nature of the PCP/MHP
relationship in order to explain outcome variance. In addition, mental health services
are generally not readily available to ethnic and racial minorities (DHHS 1999).

Education and Training

While collaborative relationships between primary care providers and mental health
providers should play a central role in the assessment and care of the mental health of
caregivers, primary care practitioners have varying levels of training in addressing the
mental health needs of caregivers. The importance of collaboration between primary
care and mental health care providers is well recognized (Kates et al. 1997). Primary
care providers serve as the gatekeeper for mental health services that may be greatly
beneficial to the caregiver.
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There are unique differences between primary care mental health services and
traditional mental health services (Frank et al. 2004). The primary distinction is that
primary care mental health services are provided on site versus traditional mental
health services where the provider refers a patient to an outside agency. Consumers
report being more comfortable and feeling less stigmatized when receiving mental
health services at a primary care setting (Kates et al. 2000). Primary care providers
generally have easy access to caregivers and can facilitate the delivery of mental
health care to them.

The education and training of primary care providers varies in its emphasis on
addressing mental health issues in the primary care setting. Providers’ comfort with
and training in regard to addressing mental health issues vary considerably across
subspecialties. Equally important is the primary care provider’s preparation in func-
tioning as a member of an interdisciplinary team. It appears that the culture, training
and practice environment of family medicine also fosters greater provider readiness
to detect and treat mental disorders and to refer caregivers to mental health special-
ists for consultation (Gerdes et al. 2001). However, a large proportion of mental
health care (this number is closer to about a third (20 states or so still have/use carve-
outs)) in this country is currently delivered through managed care carveouts rather
than through integrated health systems (Frank and Garfield 2007; Gerdes et al. 2001).
Mental health carveouts unfortunately present organizational, financial, and commu-
nication barriers to collaboration (Yuen et al. 1999). There needs to be full integration
between primary care and mental health service delivery systems.

Family-centered care is one of the principles of best practices for CSHCN, and
Congress has emphasized the importance of family-centered care. Families are
the recognized experts in the care of their children. Patterson and Hovey (2000)
acknowledge:

There are excellent training curricula in schools of medicine, nursing, public health, social
work, and education; continuing education programs for existing professionals; an increased
number of consumer conferences and organizations to keep parents apprised of their rights
and to develop their savvy as advocates; and federal and state legislation to guarantee needed
resources. (p. 238)

Mental health professionals (psychologists, social workers, and nurses) benefit from
an enhanced understanding of team dynamics and collaborative practice models
due to their in-depth training. The biopsychosocial model provides a framework for
all professionals delivering comprehensive care to the chronically ill. This model
is widely used in medicine, social work, psychology, and nursing, and advocates
for early involvement of family members in patient care (McDaniel et al. 2005).
Providers need to recognize that they have attitudes and biases toward the aged, the
chronically ill, and the disabled that they must examine and assess for their impact
on the provider’s delivery of care (McDaniel et al. 2005). It is also critical that MHP
collaborators develop collaboration implementation strategies sensitive to specific
provider specialties and cultures (Campbell and McDaniel 2000; McDaniel et al.
1995), and collaborative efforts that depend both on organizational care patterns and
personal relationships among providers.
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Research

There has not been extensive research done regarding the impact on a caregiver’s
mental health in providing care for an individual with chronic conditions, to date,
the majority have focused on deleterious effects. Positive aspects of caregiving on
the caregiver’s mental health deserve assessment. Donelan et al. (2002) study of
informal caregivers reported that their caregiver experiences had a positive influence
on their life and their relationships with those they care for; 71 % reported an im-
proved relationship with the care recipient, and 89 % said that the person expressed
appreciation. Further assessment of both positive and negative effects of caregiving
on mental health is needed. Some family members may find it very rewarding while
others experience it differently. We do have knowledge in select areas, including
children and elderly family members with chronic conditions; an emerging area is
caring for someone as they are dying.

Three decades of epidemiological and clinic-based studies of children with
chronic conditions (Cadman et al. 1995; Raina et al. 2005; Silver et al. 1995; Thomp-
son and Gustafson 1996) have reported that mothers predominantly act as primary
caregivers and that they are at risk for secondary mental health problems. Mothers
with chronically ill children, with the highest levels of perceived stress, were apt to
have shorter telomere length, indicative of premature aging at the cellular level on
average of at least one decade of additional aging, compared to low stress mothers
(Ebel et al. 2004). Raina et al. (2005), found that the physical and psychological
health of caregivers of children with cerebral palsy, who were primarily mothers,
was strongly influenced by child behavior and caregiving demands.

A randomized clinical trial of a community-based family support intervention
for mothers of children with chronic illness found that mothers in the intervention
group had less anxiety (Ireys et al. 2001). Family support intervention in this study
improved mental health status of the mothers. Less is known about the effects on
fathers or grandparents who are increasingly raising their grandchildren.

Studies also indicate that the popular notion of American families abandoning
their elderly parents is largely a myth (Brody 1985). Most elderly are cared for
in the community, not in nursing homes. About two out of three older persons in
the community (67 %) rely solely on informal help, mainly from wives and adult
daughters (Stone 2000). A family member accompanied 26 % of elderly patients in
the Direct Observation of Primary Care study (Medalie et al. 1998), and the vast
majority of individuals with chronic conditions are cared for in the home rather than
in institutional settings. Brown et al. (2003) found that mortality was significantly
reduced for individuals who provided instrumental support to friends, relatives, and
neighbors along with individuals who reported providing emotional support to their
spouse. Unfortunately, the researchers did not quantify the amount of caregiving
provided in their operational definition of instrumental support.

In caring for the elderly, the vast majority of research has centered on the
experience of the female caregiver. Husbands are severely under-represented in in-
terventions designed for caregiver support (Russell 2001; Toseland and Rossiter
1989). However, several trends are likely to put increasing demands on caregiving
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men (Kaye and Applegate 1990). Men experience less physical and emotional stress,
tend to use outside assistance better and do not use support groups (Russell 2001).
Male and female caregivers utilize different supports, and interventions should be
designed with this in mind (Kramer 1999; Russell 2001). In addition, Kramer (2000)
reports that interventions should be designed with couples in mind as opposed to
focusing on individual caregivers.

Family caregivers often have their lives turned upside down in caring for their
loved one (Fisher 1998). Caregivers have poorer mental health outcomes than
their peers (Williamson et al. 1998). Covinsky et al. (2003) studied a range of
characteristics of a large, geographically and ethnically diverse population of care-
givers of patients with moderate or advanced dementia and noted that a third
of the more than 5,000 caregivers reported six or more symptoms of depres-
sion. Haley (1997) reported that caregivers of Alzheimer’s patients experience
two to three times greater levels of depression as those in their age group. About
46–79 % of caregivers are clinically depressed with more women providing caregiv-
ing and acknowledging being depressed (Cohen 1990; Family Caregiver Alliance
2000; Mohamed, Rosenheck, Lyketsos, and Schneider, 2010). Elderly caregivers
who experience mental and emotional strain related to caregiving are more likely
to have higher mortality rates than their noncaregiving counterparts (Schulz and
Beach 1999). Cooper et al. (2003) found a differential rate of family caregiver
acceptance of antidepressant medication with significantly lower acceptance among
African-American and Hispanic caregivers than non-Hispanic Caucasians.

Research also indicates that caregivers often care for more than one family mem-
ber. For example, in many families, the reality of HIV disease is that more than one
family member is infected. One or both parents as well as one or more of the chil-
dren may be HIV infected. In these families, children often function as caregivers for
their parents and siblings. These children remain largely outside the purview of the
HIV care providers. The children assume adult roles prematurely. As a result, little
is known about their reality, and few services are extended to HIV-affected youth
caring for other family members. The stigma of HIV disease further isolates them
from community support (Itin et al. 2004).

Practice interventions for caregivers include psychoeducational interventions to
alleviate caregiver stress. Interventions to assist caregivers have tended to be individ-
ualistic in nature, e.g., counseling, education, and/or support groups versus systemic
change (Hooyman and Gonyea 1999). Such interventions can help in a number of
ways, e.g., knowledge about available resources, coping strategies, connection to
other caregivers, and ways to address stress in other parts of caregivers’ lives. Yet
research suggests that the overall stress of caregiving is not reduced (Abel 1991;
Smith et al. 1991). Similarly, support groups for caregivers focus on individual
competence without altering structurally based gender inequities in care responsi-
bilities; nor do they necessarily serve to increase the funding and development of
appropriate, accessible, and affordable services (Abel and Nelson 1990; Hooyman
and Gonyea 1999). The United Hospital’s Fund Family Caregiving Grant initiative,
which awarded funds to seven NewYork hospitals to design and implement programs
to assist family caregivers is one of the first of its kind and provides a good range of
models for health care institutions interested in providing this kind of help (Levine
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2004). Levine initiated a project, Inventing the Wheel, aimed at improving interac-
tions between healthcare providers and family caregivers (Becker 2006). Community
resources are being developed to support family caregivers.

Caring for someone as they are dying, adds another dimension to the caregiver’s
role. Family members become the untrained, untutored carers who so willingly
shoulder immense responsibilities, doing something they have never done before,
every action, every day colored by the knowledge that soon they will lose the one
they love (Doyle 1994; Jacobs 2006). Caregiving at the end of life is characterized
by difficulty, uncertainty, and a frequent lack of support from the health care system
(Zuckerman 2004). With death comes grieving, exacerbating the caregiver’s burden.
In recent years, the World Health Organization has recognized the health and well-
being of family caregivers in their concept of palliative care (Sepulveda et al. 2002).
Despite this, Osse et al. (2006) reported that family caregiver’s needs are rarely
assessed systematically.

As noted earlier, family-centered care envisions the family as the unit of care, tak-
ing into account not only the needs of the identified patient, but the caregiver’s needs
as well. Unfortunately, a family-centered approach to the care of chronic conditions
remains largely outside of mainstream primary care. Focus groups at the United
Hospital Fund report that family members lack basic information about the patient’s
diagnosis, prognosis, and treatment plan; potential medicinal side effects; and whom
to call when problems arise (Levine 1998). Perhaps as a consequence, clinicians have
difficulties with family members regarding acute care decision-making (Levine and
Zuckerman 1999), while family members want increased communication respectful
of their roles in the patient’s life. Fear and anxiety may also complicate the learning
of new tasks, e.g., operating a feeding tube.

Future Directions

Policy Reform

Caregiving is an important societal function and should be recognized as such. Pol-
icy makers are beginning to recognize the critical role families play in the provision
of long-term care and are addressing family-related matters that historically were
thought to be too private for a public response (Feinberg 1997). As the numbers of
chronically ill family members increase, existing care gaps will tend to increase. Is
caring for the chronically ill primarily the family’s responsibility? Are there ways to
develop collective solutions addressing the underlying structural factors (Hooyman
and Gonyea 1999)? Today, the care of the chronically ill is still considered primarily
the responsibility of individual families. The gaps in care and support for the chron-
ically ill and their caregivers are creating a need for reevaluation, and a groundswell
of public support. The trajectory of current managed care is in direct conflict with
efforts to increase familial support. The National Family Caregiver Support Program
created a paradigm shift that incorporates the explicit inclusion of family caregivers
of long-term care reform (Feinberg and Newman 2004).
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Callahan (1994) argued that, for treatment of chronic conditions, the emphasis
should be on care, not cure. In caring for the chronically ill, care options should
support community-based models of care that are less costly than institutional care.
Current social policies provide few financially feasible options to institutional care
(Kramer 2000). Long-term care in the community by family members is assumed to
be preferable to institutionalization (Hooyman and Gonyea 1999), but policies have
focused on the dependent individual, not on those who provide care (Osterbusch et al.
1987). Existing long-term care policies are based on the social welfare model where
government interventions are provided as a last resort. The Nationally Family Care-
giver Support Program provides respite, information, and referral and counseling
through local Agencies on Aging is beginning to address some of these shortcom-
ings. Implementation of this program varies widely from state to state. Whittier et al.
(2005) examined the scope and range of resources for family caregivers from the
perspective of Area Agencies on Aging (AAA) and reported a need for enhanced
efforts to improve the service network for supporting family caregivers.

Reform is needed on a number of fronts. There needs to be a lifespan approach that
incorporates culturally competent care that is accessible in a variety of venues, e.g.,
the patient’s home, doctors’ offices, neighborhood health centers, clinics, and hospi-
tals. It is evident that both patients and caregivers benefit from mental health services
in coping with a chronic condition, and not just the patient. Parity for mental health
care coverage was passed through federal legislation in 2008, although, mental health
remains stigmatized. Health and mental health services are differentially available to
racial and ethnic groups (AHRQ, 2005). Health care reform efforts should consider
reimbursing family health care with a preventive orientation and relational-centered
mental health services on the same basis as physical care (Rolland 1993).

It is clearly inadequate to assess only the individual who needs care and there is
growing emphasis on systematically assessing the needs of caregivers. In the absence
of a unified federal policy, states are selectively responding to the challenges of
caregiving. California, Massachusetts, Minnesota, Pennsylvania, and Washington
have taken the lead in developing plans that assess the needs of the family caregivers
to guide the development of services (Fox-Grage and Gibson 2006). Partnerships
are emerging between the aging services networks and area health care systems to
enhance the support available to caregivers. This shift to a more family-centered
perspective in assessing needs and delivering services appears to be a promising
approach for increasing the well-being of both individual care recipient and family
caregivers (Fox-Grage and Gibson 2006).

Beyond parity of health and mental health benefits, there are concerns about
where mental health services are delivered. As noted previously, racial and ethnic
minorities are reluctant to access traditional mental health services. The US Surgeon
General has recommended that mental health be integrated into primary care settings
to increase access to care (DHHS 1999). The supplement noted that many minority
individuals prefer to receive mental health care in primary care settings (DHHS
2000). Paid services frequently complement and strengthen informal care provided
by family caregivers (Litwak et al. 1994). Thus, it seems reasonable to provide
supports that will assist family members in continuing to provide care within their
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homes. This approach appears to be cost-effective and more favorable on a multitude
of levels as institutional care is the most costly care option. Long-term care requires
a more expansive focus that incorporates the needs of caregivers utilizing a lifespan
approach. The long-term costs associated with not only the care for the chronically
ill but also the long-term effects on the mental and physical health of the caregivers
will be significantly greater if changes are not made to the current mode of providing
care to our chronically ill.

As a consequence of cost containment efforts, families are transformed into
caregivers with little preparation or financial support (Levine 2004). Services for
caregivers require increased financial support in both health care funding and social
security. Restructuring Medicare can help to meet the long-term needs of the elderly
and disabled, as well as address the creation of a more flexible range of options
for home and community-based care (Cassell et al. 1999). The ongoing decline in
government support of public funding for the provision of long-term care in the
community is a major threat to our ability to accomplish community-based care.
Hooyman and Gonyea (1999) call for the modification of the Social Security System
to recognize the economic value of years devoted to caregiving, e.g., a caregiver
wage or attendant allowance. There is bipartisan support for legislation providing a
tax-credit of $ 3000/year for caregivers as well as caregiver support grants for states.
However, legislative enactment is being held hostage by politics (Levine 2000). Car-
ing for dependent relatives is socially important work that must be supported with
public resources and shared by both men and women (Sipla and Simon 1993). A crit-
ical challenge is to ensure that family support is an explicit objective of all federal
and state long-term care policies and programs (Feinberg 2004).

Practice

Family caregivers are essential members of the health care team (McDaniel et al.
2005). The collaborative family healthcare (CFH) model envisions a collaborative re-
lationship between patients, family members, and the healthcare team (Campbell and
McDaniel 2000; McDaniel, Doherty, and Hepworth, 2013). Families and health care
team members need training in this approach. The CFH approach fosters innovation
by changing how services are delivered and what services are available to meet the
needs of caregiving members. As McDaniel et al. (2005) advocate, family-oriented
clinicians need to monitor patients and their caregivers in order to continually assess
and attempt to reduce the burden of care. Routine visits provide an opportunity for
this ongoing evaluation, as the caregiving burden is usually shouldered unevenly by
family members and may change over the course of prolonged illness.

Men and women alike need support in their caregiving roles, and caregivers ben-
efit from connection with community supports that help families to function most
effectively. Where possible, providers should support the use of natural help sys-
tems rather than relying exclusively on professionals (Hooyman and Gonyea 1999).
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Levine (2003) advises physicians to ask patients about their caregiving responsibili-
ties, treat caregiver depression, or make appropriate referrals and provide information
about community resources. Given that caregiving roles vary among ethnic and racial
groups, education needs to occur within the cultural context of the caregiver’s beliefs
and values. In particular, there need to be adequate community services available
that are culturally appropriate. Family-centered care models and feminist practice
models position families and service providers as partners in tailoring services to best
serve the chronically ill individual and his/her caregivers. The practitioner involved
in a true advocacy role would focus on quality of care issues at both the individual
family level and at the system level (Challis 1994).

Rather than wait until a family asks for help, which almost always happens when
they are in crisis (Family Caregiver Alliance 1990), scheduling predictable, preven-
tive contacts with a health care professional can help both caregivers and patients
diffuse problems (Altilio and Rigogliso 2004). Family members benefit when clini-
cians assess the health and functioning of family caregivers, even when these family
members are not the clinician’s patients (McDaniel et al. 2005). The American Med-
ical Association’s (2006) Caregiver Self-Assessment Tool is a simple checklist that
can be used to initiate a conversation about depression. Parks and Novielli (2000)
note that family physicians can have a significant impact on the health and well-being
of caregivers. However, given the current climate, this is rarely the reality, but can be
a vision for the future. We are hopeful that family medicine practitioners and other
primary care practitioners who care for individuals with chronic conditions will also
consider the physical and mental health needs of their patients’ caregivers.

Education and Training

As previously noted, we gain a very different perspective when we view a chronically
ill person, not in isolation, but as an integral member of an extended family. Levine
(1999) notes that “the attitudes, behavior and decisions of specific individuals make
the system work or fail for me” (p. 1587). She provides direction for the training and
preparation of health care providers who work with chronically ill individuals and
their families.

While population health may potentially trigger a return to more limiting, less
effective models of care and education, it also affords the opportunity to reevaluate
what the medical profession considers to be essential to its work (Saba 2000). All
faculties responsible for training health professionals should critically review the
drive for cost-containment under managed care. The biomedical model does not tell
the complete story regarding a person’s health status. Since chronic conditions are
longstanding, practitioners and their patients will benefit from more holistic training
that incorporates the family into the treatment team. Altilio and Rigoglioso (2004)
call for expanded advocacy by the health care team to ensure that patients and their
families obtain benefits, discharge planning, and education and support.
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Research from a Family-Centered Perspective

Building on the earlier discussion, future research efforts would benefit from a
more rigorous conceptualization of caregiving coupled with an expansive assess-
ment of health indicators utilizing multidimensional outcome indicators (George
and Gwyther 1986; Kramer 1997). Caregiving has a positive impact on the care-
giver’s wellbeing and a greater understanding of this will be useful in designing
interventions to facilitate coping and adaptation.

While children are not expected to be caregivers, in reality, they often are. These
children, acting as caregivers for their parents and/or siblings, deserve study, as
more information is needed about the realities of youthful caregiving. Specific to
HIV/AIDS, more information is needed regarding the combined impact of care-
giving and the unfortunate reality of AIDS-related deaths on the development of
HIV-affected youth (Itin et al. 2004). Levine et al. (2005) analyzed two national
studies (from 1998 to 2004) and reported that young adults aged 18–25 years who
are caregivers for ill, elderly, or disabled family members or friends make up to 12
and 18 % of the total number of adult caregivers who had a variety of unmet needs
in caring for another person. Many of these young adult caregivers were men and
they may have unique needs.

Caregiving should be seen as a risk factor when assessing the caregiver’s medical
and mental health. The health of the caregiver also affects the ability to keep the
affected family member within the community. Beyond assessing the impact on the
family member who takes on the role of primary caregiver, one needs to evaluate
the impact of this caregiver’s role on other family members. For example, how are
siblings impacted when one child either becomes chronically ill (Fanos 1996) or
takes on the role of caregiver?

Future intervention studies designed to reduce caregiver stress need to incorporate
both a couple and a family focus. Caregivers identify and want to talk about the
positive aspects of caring for a loved one (Donelan et al. 2002; Kramer 1997; Russell
2001). Caregiving experiences and outcomes influence the total family’s functioning
and well-being, not just that of the identified caregiver.

In summary, the roles, education and training, and combined collaborative efforts
of caregivers, primary care providers, and mental health providers, all need to be
taken into consideration when dealing with chronic medical illness. The financial,
physical, and emotional disparities fall greatly on those family members, typically
women, who are providing the in home care and often times not only for the chroni-
cally ill family member but also for others as well. Future research needs to continue
to explore both the positive, as well as the negative, impacts on family members
caring for their chronically ill relatives. In addition, the burdens placed on such indi-
viduals need to be lessened by creating greater services for these families to support
them financially, physically, and emotionally in this growing segment of our aging
society.
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There has been a remarkable growth of high quality empirical studies in the prevention
of mental illness and the promotion of mental health over the past three decades.
A series of reports (Institute of Medicine (IOM) 1994; National Advisory Mental
Health Council Workgroup 2001; Beardslee & Gladstone 2004) has documented
progress in the prevention of mental illness. More recently, the Institute of Medicine
issued two new reports, one focused entirely on the prevention of emotional and
behavioral disorders in youth (National Research Council and Institute of Medicine
2009a) and another with a specific focus on parental depression (National Research
Council and Institute of Medicine 2009b). This progress has occurred through the
definition of a set of rigorous standards for the conduct of research in prevention (e.g.,
testing of theoretically driven hypotheses, use of valid assessment instruments, blind
assessment of subjects separate from intervention delivery, evaluation of outcomes
over the long term, etc.), primarily using randomized trial designs. Yet, against the
backdrop of successfully conducted prevention trials and efforts to promote mental
health, virtually nothing has been written about the needs of caregivers who engage
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Fig. 1 The preventive intervention research cycle. (Institute of Medicine 1994)

in prevention and health promotion and, in particular, what kinds of special supports
they need. Caring for caregivers in prevention settings is absolutely essential to the
success of preventive intervention efforts to date and will be even more important if
such efforts are to be widely implemented in large-scale programs.

Efforts at Prevention and Health Promotion

Typically, preventive interventions move through an orderly sequence of stages based
first on the identification of risk and resilience, on more detailed knowledge of
protective resources and vulnerability factors, through pilot studies, efficacy trials,
effectiveness trials, and finally through large scale programs (see Fig. 1).1 Each of
these phases influences one another. Perhaps the most successful program to follow
this model over the last half century has been Head Start. Similar large-scale efforts
have been employed in smoking prevention.

A wide range of prevention strategies used at different points across the life span
have shown considerable merit. These programs adopt a public health approach,
and we believe that addressing large scale public health issues is essential if we
have to address the prevention of mental health concerns (Institute of Medicine
1994; National Research Council and Institute of Medicine 2009a; World Health
Organization 2004). For example, during pregnancy and early in the life of the
developing child, high quality interventions focused on improving the mental and
physical health of both the child and the mother are quite efficacious. The Nurse Home
Visitation Program has shown effects on both mothers and developing children some
fifteen years after implementation (Olds et al. 1997; Olds et al. 2007). Similarly, there
is excellent evidence about the value of high quality daycare (Berrueta-Clement et al.
1984). These approaches provide support for the broader programmatic initiatives
such as Head Start and Early Head Start. As children move through the life span
into adolescence, empirically based trials have shown promising results, including

1 The NationalAdvisory Mental Health Council Workgroup on Child andAdolescent Mental Health
Intervention Development and Deployment. Blueprint for change: Research on child and adolescent
mental health. Washington, D.C.: 2001.
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approaches for drug abuse prevention and community wide approaches to antisocial
behavior (Hawkins et al. 2008; Hawkins et al. 1992). The value of social skills
training, particularly for those at high risk for conduct or interpersonal difficulties,
has repeatedly been demonstrated for both grammar and high school students as well
(Institute of Medicine 1994; National Research Council and Institute of Medicine
2009a).

Many organizations are now promoting and supporting prevention efforts. The
founding of the Society for Prevention Research and its journal, Prevention, reflect a
growing interest in prevention. In addition, the World Federation for Mental Health
has made prevention of mental illness a priority.

Health promotion has a much longer history than prevention. There has been some
success in integrating basic public health principles with medical and educational
practices. Recent evidence about the value of diet, exercise, smoking cessation, and
control of alcohol use in adults has emphasized the value of community-wide ap-
proaches to health promotion (Institute of Medicine 1994; National Research Council
and Institute of Medicine 2009a). Within pediatrics, the need for regularly sched-
uled health promotion and well-child visits is well established. Interestingly enough,
one of the recent recommendations from the Surgeon General’s conference to set an
agenda for child mental health was that there should be a similar yearly assessment
of the child’s psychological and emotional needs (U.S. Dept. of Health and Human
Services 2001).

In this presentation, we will first discuss obstacles to prevention and health pro-
motion efforts. We will then relate these obstacles to the need for caregiver support.
Subsequently, we will discuss our work on the prevention of depression, illustrating
one prevention approach, and we will outline our approach to addressing caregiver
needs. Finally, we will outline future directions and provide some concluding re-
marks. We recognize that our approach is limited, but we believe it illustrates some
key principles. In this chapter, we will focus on programs for children and their
families and on the staff who work in these programs (i.e., professional caregivers).
We recognize the great value of lay and family caregivers and believe that many
of the issues we discuss (e.g., lack of support in caring for very ill people) pertain
to these individuals, too. We also recognize the important role of professional and
family caregivers in the care of chronic mentally ill adults and in the rehabilitation
of adults in psychiatric inpatient and outpatient settings. However, to cover all these
areas would be beyond the scope of a relatively short chapter.

Obstacles to Preventive Interventions and Health Promotion

Presently, there is a bias among researchers, policy makers, and practitioners to-
ward clinical programs rather than toward prevention. This bias presents obstacles
to the implementation of prevention programs. Five characteristics of preventive in-
terventions set them apart from clinical programs, although clinical programs have
much in common with prevention programs, and often the same individual delivers
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both prevention services and clinical services. These characteristics form the core
of prevention efforts and also pose difficulties for those supporting caregivers in
prevention.

First, preventive intervention is inherently interdisciplinary. It is very difficult to
demonstrate the prevention of a serious mental illness over time. The randomized trial
designs used to evaluate prevention programs require the enrollment of large numbers
of subjects who by definition are not all ill and, therefore, will not change much with
the initial delivery of the preventive intervention (Institute of Medicine 1994). Thus,
intense, powerful interventions are needed. These often involve multiple domains of
intervention drawn from different disciplines simultaneously. Unfortunately, there
is a lack of support and training for those working within one particular discipline
to employ prevention approaches that require working collaboratively with other
disciplines and in settings other than those used for clinical care.

Second, the focus of preventive interventions differs from the focus of clinical
care. For clinicians, the primary focus is taking care of someone who comes in
with an illness and asks for care. Very often, clinicians’ time is consumed by clients
in crisis. Prevention requires a very different focus, that is, building strengths and
resources that will be useful to the child and the family, 1, 2, 5, and 10 years down
the line. When faced with the dilemma of whether to care for someone acutely ill
or to focus on prevention, clinicians inevitably will focus on the alleviation of acute
suffering and the treatment of current diagnosable illness in the moment of clinical
presentation, and rightly so. But to do only this often neglects preventive intervention
efforts and does not serve the best interests of the clinician or the child over the long
term. We must provide the necessary infrastructure support so that clinicians will be
able to focus on the long-term needs of the child, and so that they are rewarded for
taking such action.

Third, clinicians are trained in pathology-based models. Yet, the science of
understanding healthy child development is the basis for preventive interventions
(Beardslee 2000). More generally, understanding health requires the same discipline
and spirit of scientific inquiry as pathology, yet far less time is spent either in empiri-
cal research or training in clinical disciplines. There is growing awareness of the need
for strength-based approaches across the life span in the development of preventive
interventions and health promotion (Maton et al. 2002), yet these are often not part
of clinical programs.

Fourth, there is a profound societal bias against taking care of the long-term needs
of children. Due to the historical absence of national health insurance, incentives for
prevention are not nearly as strong in the United States as they are in countries that
have national health insurance. Furthermore, even for those with insurance coverage,
if a large number of individuals enrolled in a prepaid health plan turn over in a given
year, there are no incentives to offer care that might influence the long-term future of
the child. The solution to this problem will require systems change. Consideration
of prevention in the United States or in any other setting requires supporting health
care for all children and their families (Beardslee et al. 2011). The passage of health
care reform has already focused attention on prevention, and this focus is likely to
expand.
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Finally, prevention involves considering large scale public health and public risk
factors that often fall outside the domain of a single discipline. For example, risk
factors such as exposure to violence have a large impact on the occurrence of de-
pression and yet, those who treat depression generally are neither trained nor believe
they have the resources to address ways of reducing violence.

Caring for Caregivers

Attention to the needs of caregivers in prevention requires much further study and the
development of both programs and policies to support prevention efforts. Despite
differences, one key overlap between prevention and clinical care is that staff in
both endeavors is often engaged in very taxing and difficult maneuvers to care for
families who face multiple adversities. These, in turn, often stir up feelings and
reactions within staff. Attention to the needs of staff is crucially important, often in a
group setting. We know from experience in the care of patients with cancer or AIDS
that staff members benefit from opportunities to come together and talk about what
they encounter and what it stirs up in them.

Unfortunately, to date limited research has focused on improving support and
preventing burnout among mental health caregivers. Overall, positive functioning
among caregivers, and/or decreased difficulties with burnout, have been associated
with administrators who are considerate and friendly with their staff, perceived sup-
port from supervisors, reassurance of worth and guidance from supervisors, and
peer cohesion and support from colleagues (Leiter and Harvie 1996; Maslach et al.
2001). Informal contacts with colleagues have been found to be particularly helpful
to mental health caregivers. In fact, Reid et al. (1999) found that work colleagues
were a vitally important source of support for most staff, but that they were most
helpful in informal rather than formal support group settings. Staff supervision was
reportedly quite helpful, but less than informal support from colleagues. Reid et al.
found that more formal psychodynamic staff groups were not well received.

Given the dearth of literature addressing the needs of caregivers, in the following,
we offer some reflections based on our own experience in caring for caregivers in a
preventive program. We began our support for caregivers in prevention by providing
groups for staff members offering preventive services because of Dr. Beardslee’s
work with staff groups in clinical settings. In particular, Dr. Beardslee and his
colleague, Dr. David DeMaso, found that staff groups were helpful for front line
caregivers who were dealing with very difficult professional and personal issues
because they were working with children with very severe, often life-threatening ill-
nesses, including childhood cancer and brain and spinal cord injuries (Beardslee and
DeMaso 1982). In working on a neonatal unit in which about 20 % of the youngsters
died before leaving the unit, Beardslee and DeMaso found that having a regular space
and time to talk about the feelings engendered in taking care of these very ill children
was crucial in order for nurses and other frontline caregivers to function effectively.
Such groups offered emotional support, provided an opportunity for people to talk



88 W. R. Beardslee and T. R. G. Gladstone

through what they were experiencing and to come to consensus about the mission,
and to sort out the personal reactions. Moreover, caregivers struggled with the twin
poles of over-involvement and under-involvement. Often, for example, young care-
givers would attend the funerals of children they cared for and talk about it. More
experienced caregivers would be deeply involved with families and were also able to
pace themselves and provide guidance and support to younger caregivers. Also, there
were many issues about the systems in which these caregivers worked that were not
always working well (i.e., excessive over-time, bureaucratic barriers to care), and
being able to talk this through was crucially important. While these programs pri-
marily centered on medical care, the same issues have arisen in developing programs
to care for mentally ill patients.

In starting our prevention efforts, we found that these same principles applied to
prevention approaches. Caregivers needed to make sense and meaning of terrible
difficulties faced by children and their families in order to help them. Prevention
often involves, for example, working with groups that have been disadvantaged, are
quite poor, or are victimized by violence. An approach that allows the staff to get
together, talk about these experiences and find a common ground proved to be as
important in prevention as it had been in clinical care.

Prevention of Depression in Children

The area of the prevention of depression has received considerable attention (Beard-
slee and Gladstone 2001; Gladstone and Beardslee 2009; Munoz et al. 2012), and
it is one of the areas most frequently recommended for further prevention efforts.
In developing prevention efforts for depression, it is important to understand that
there are large, important nonspecific risk factors (e.g., risk factors for depression
and for other disorders), as well as risk factors that are specific to depression. Ma-
jor nonspecific risk factors for depression include exposure to violence or poverty;
a major specific risk factor for depression is the presence of first-degree relatives
with depression (Gladstone et al. 2011; Yoshikawa et al. 2012). In the Institute of
Medicine’s report, the risk factors for depression were outlined (see Table 1).2

Also, the prevention of depression can be a byproduct of attention to other risk
factors. For example, Rick Price et al. (Price et al. 1992, 2002) began developing a
jobs-retraining program. As their work evolved, they found that rapid re-employment
with a good job was a significant protective factor for depression. Put another way,
they found that those who did not become re-employed were at great risk for de-
pression. Similar work by Ricardo Munoz et al. (1995) has indicated the value of
a preventive approach for those at risk for depression because of minority status in
a general practice. Dr. Sheppard Kellam et al. (1991), in the study of various inter-
ventions with children, including one that enhanced reading, showed that those who
learned to read had fewer symptoms of depression.

2 Day Dell Publishing Group, Inc., 1997.
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Table 1 Risk factors for the onset of depression. (Institute of Medicine 1994 (modified))

Risk Factors for the Onset of Depression

Having a parent or other close biological relative with a mood disorder
Having a severe stressor such as a loss, divorce, marital separation, unemployment, job

dissatisfaction, a physical disorder such as a chronic medical condition, a traumatic experience,
or a learning disorder in children

Having low self-esteem, a sense of low self-efficacy, and a sense of helplessness and hopelessness
Being female
Living in poverty
Historical trauma

In the prevention of depression in children, a number of different approaches
have merit. Seligman et al. used a classroom-based approach for youngsters with
depressive symptomatology (Brunwasser et al. 2009; Seligman 1995), and Clarke,
Garber, et al. used a cognitive behavioral approach specifically targeting children of
depressed parents who are also manifesting symptoms, first in a single site (Clarke
et al. 2001) and then in a four-site replication study that showed substantial preventive
effects on episodes of depression, first at nine months (Garber et al. 2009), and then
at 33 months (Beardslee et al. in press). Our own approach was a public health
prevention approach for families based on increasing understanding (Beardslee et al.
1997a; Beardslee Wright et al. 1997b). Like many prevention approaches, all three
of these approaches are built on the principles of enhancing resilience. Seligman’s
work (Seligman et al. 1995) was built on an understanding of resilience and optimism
as an antidote to depression. In work by Clarke, Garber, et al. (Clarke et al. 2001;
Garber et al. 2009), a cognitive behavioral approach was offered aimed at cognitive
restructuring in order to strengthen the cognitive capacity of the individual. As clearly
mentioned below, our own work grew directly from the study of resilient youth whose
parents were depressed.

The Preventive Intervention Project: Our Approach

To address the problem of the prevention of depression in children at risk, we
devised and tested two manual-based strategies: a clinician-based strategy, and a
lecture-based program. Both approaches were designed to enhance the resilience
and strength of families coping with parental depression. Based on quantitative anal-
ysis of resilient youths of depressed parents (Beardslee and Podorefsky 1988) and
also on wide-ranging open-ended interviews, three main characteristics of resilience
were identified. First, youngsters who were resilient were deeply involved in ex-
tracurricular and school activities and were very much active, in contrast to their
parents. The capacity to accomplish age-appropriate developmental tasks is a crucial
aspect of resilience and is often threatened by the presence of parental depression
because youngsters either don’t understand what is going on or don’t feel free to
leave home. Second, resilient youth were involved deeply in human relationships.
These youngsters were deeply committed to friends, family, and extended family.
Third, resilient youth possessed the quality of self-understanding. These youngsters
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described their understandings of themselves and of the illness of their parents as
crucial in their being able to deal with their parents’ illness. They said knowing that
their parents’ illness had a name, that it was an illness, and that they were free to go
on with their own lives was absolutely critical in their ability to cope.

We devised our prevention intervention strategies for use with a wide range of
practitioners from many different disciplines, and we tried to incorporate the core
principles of resilience. We provided direct information to parents about resilience,
about depression, and about ways to obtain treatment for depression for both parents
and children. In our clinician-facilitated approach, we utilized six sessions during
which clinicians met with the parent(s) to obtain a history, provided psychoedu-
cational information about depression, met with the children, worked again with
parents to prepare for a family meeting, and then assisted parents in conducting a
family meeting during which all aspects of depression were discussed and parents
were able to talk with children about ways to promote their health. In our lecture
approach, we delivered the same information in a two-session group lecture format
without children present.

The Preventive Intervention Project: Findings

We demonstrated consistently that both interventions are safe, feasible, do not harm
people, and result in sustained behavior and attitude changes in the parents (Beardslee
et al. 1997a; Beardslee et al. 1997b). In later analyses following all the families
through 2.5 years (Beardslee et al. 2003) and 4.5 years (Beardslee et al. 2007) post-
intervention, we found sustained gains from both forms of intervention with the
greater gains in parent change in the clinician centered intervention. We also showed
a gradual reduction in levels of children’s depressive symptoms, and we found both
parents and children reported better family functioning. Perhaps most surprisingly,
the greater the amount of change that the parents made in response to the intervention,
the greater the increase in children’s understanding of parental illness. This finding
suggests that the interventions increase positive interactions between parents and
children (Beardslee et al. 2003; Beardslee et al. 2007).

From our work, we came to understand that depression profoundly disrupts the
family’s ability to talk together and to make meaning of raising their children (Beard-
slee 2002). When they understood depression as an illness, they were able to build
the resilience of their kids and have some hope; families were able to make meaning
of the illness, fit it into a context, and often find their way back to religious faith
and to their communities. We also learned that many families eventually took on the
capacity to talk together without any intervention from us. We called this process
“the emergence of the healer within.” After an initial conversation about depression
and resilience, families often had many conversations and applied the same strate-
gies to many other issues. In this sense, the parents were caregivers for themselves,
their spouses, and for their children. We found that many parents were convinced
that they had irrevocably damaged their children. We showed them that they had not,
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and that there was much that could be done. Over time, we found that parents could
learn to be effective parents despite depression, and that they were able to move
beyond depression and re-enter the communities and neighborhoods in which they
lived. Many found that their religious faith was crucial in dealing with depression.
We called this process “making peace and moving on.”

The best way to reach families was to provide ways to enhance strengths and
resilience in their children. But to get there, families had to go on a journey, and
the journey often involved making sense of terrible illnesses and experiences. This
orientation that tries to build resources within a family so that they are able to carry
on without the constant intervention of a skilled clinician is an important part of
prevention.

The Preventive Intervention Project: Partnership with Families

One of the crucial issues in prevention, we learned, is to develop a partnership with
families, to move away from the expert and patient model, and to recognize that the
ultimate aim of prevention work is to develop the resources and strengths within the
individual, the family, and the community. This has been reflected to some extent
in the community mental health movement through the empowerment movement
and through the recognition that those who have suffered with mental illness in their
family members should be part of the governing structure in community boards.
Very little has been written about how to get caregivers to engage in a paradigm
shift such that they move away from models based on diagnosis and expert treatment
and move toward partnerships; yet, this is more and more recognized as essential in
prevention work. Most who now are engaged in work with communities or families
would endorse a position that says we must find resources within and must make use
of processes that are started by preventive interventions and are then self-sustaining.
Yet, how this occurs, and how this new orientation can best be facilitated, has received
almost no systematic clinical, research, or policy attention.

It is important to note that prevention and health promotion go hand in hand with
treatment. They are inseparable. In our work with families, we were dealing with
parents who had painful, recurrent illnesses and were trying to prevent illness in their
children. We believed that prevention required doing whatever the family needed,
and this certainly included maintaining quality treatment for the depressed family
member.

It is also important to remember that when exposed to very different adversities
(e.g., bereavement, victimization by violence), family members need to talk through
and make sense of these experiences before they can move forward and develop new
strategies. But timing of intervention is of crucial importance. We recognized that the
multiple responsibilities of family members (i.e., caring for children, caring for one
another, providing income) sometimes confuse the process of engaging in recovery
from the process of developing new strategies that promote family health. We thus
learned that it was very important to engage with families at a time when they were
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not in crisis and had the time and energy to devote to making sense of things. It is
important to note that prevention takes place at a different point than does clinical
care, which more likely occurs when families are in crisis.

The Preventive Intervention Project: Addressing Caregiver Needs

Our work with the professionals conducting our clinician-facilitated preventive
intervention highlighted the importance of attending to caregivers who are focus-
ing on prevention and health promotion. Many caregivers in the professions and in
the community are called upon to treat some family members while simultaneously
developing prevention for other family members. In simplest terms, this means as-
sisting families in making meaning of the difficulties posed by the illness, and in
making arrangements to strengthen non-ill family members so that they are not over-
come by adversity. For caregivers who emphasize health promotion and prevention,
this dual role can stir up significant feelings that must be addressed so that they can
be effective in their care giving role.

Just as we discovered that a narrative approach was helpful in really understanding
what went on with families, we also found that such a strategy was very useful in
understanding what our prevention staff actually did that was helpful (Beardslee
2002). From the beginning, our efforts as a staff were shared. Our prevention team
met weekly and discussed every family that we were working with at length, talking
about what would go on in the next session, trying to strategize about how to offer
the best prevention. The same kinds of meetings were also beneficial for our team
of assessors, who, like the clinical preventionists, were viewed as very helpful.
Assessors were trained to take care of clinical emergencies and to provide support for
families. The families experienced us as a coordinated and integrated team working
together to help them, and this strengthened our prevention approach. Moreover,
our staff meetings provided a vital way for caregivers to refresh themselves, think
clearly, and to come to a common agenda.

The staff group model proved a crucial part of supporting frontline preventionists
by letting caregivers support one another while engaging in a very difficult endeavor.
Very often, the families’ stories stirred up many feelings and concerns in staff mem-
bers. Also, there was great uncertainty about what to do to help families when they
were faced with the recurrence of a painful and impairing illness like depression.
Staff members needed to support families as they struggled to determine what type
of intervention was required (e.g., hospitalization). Just as importantly, they needed
to support one another. When we took our work into an inner city neighborhood
in Boston and engaged primarily with single parent women of the non-dominant
culture, we found it was even more important for the staff to meet together and talk
(Podorefsky et al. 2001). The level of exposure to violence and life disruption was
profound. For example, in one of the families we worked with, the mother experi-
enced depression because her 17 year-old son had been murdered. After his death,
she simply stopped reading, stopped being part of the community, and even withdrew
from church. Gradually, she resumed these activities. Our ability to talk together as
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a staff about how horrifying this was, made our ability to help, we think, much
greater. Similarly, staff meetings and discussion was very helpful when we adapted
our interventions for Latino families, using bicultural and bilingual assessors in an
open trial (D’Angelo et al. 2009).

As ours was the first family-based prevention, we were able to engage in best
practices, and we gave staff members considerable freedom to intervene with families
on their own terms (e.g., at times, they chose to meet them in their homes). Inevitably,
caregivers became guides and supporters for the families in a whole set of ways other
than simply providing information about depression and resilience. Our staff was
comprised of skilled clinicians. When we stopped to look at what we were doing as a
staff, we were inevitably confronted with gross inequities and difficulties in the health
care system. When we were working in a middle class setting with people with health
insurance, often it was very difficult to get care. When we were working in the inner
city, it was even more difficult. We concluded that there was a need for reformation
so that health care was available to all and that there was equal coverage for mental
and physical illness. Thus, a crucial component of staff work in prevention is to
understand how systems work to help families, and to understand how to advocate
for families when systems do not work. Moreover, the acknowledgement that the
systems were dysfunctional helped preventionists see what they could do and what
they could not do with individual families.

Staff meetings also enabled us to work together to rethink our professional ori-
entations. Together, we went through the process of learning how to add to our
usual clinical orientations (i.e., cognitive-behavioral, psychodynamic, family sys-
tems, neurobiological) a preventive, strength-based approach. Finally, we found that
meeting regularly and going over the preventive interventions strengthened them.

The Preventive Intervention Project: Challenges for Caregivers

One of the most frustrating experiences for caregivers occurs when efforts at preven-
tion fail. Caregivers often feel betrayed or confused when, despite their best efforts,
the illness recurs in a parent, a child develops depression, or a family is unable to im-
plement the tools of the intervention. This is a time when caregivers need additional
assistance. Often family members, as well as the staff that works with the family,
blame themselves. Feelings of guilt or inadequacy only compound their frustration
at an already difficult time and impede everyone’s ability to help. The family of the
depressed person needs to be reminded that depression can be an intractable illness
that sometimes fails to respond to even the best efforts of caregivers and the most
advanced treatments currently known to science. In many cases, it is appropriate to
reassure caregivers that, despite the frustrating circumstances, their efforts have still
been beneficial. Combating the sense of hopelessness at these times is crucial. Care-
givers need reassurance that attempts to build resilience are not attempts to encourage
fixed traits, and that someone who appears unable to bounce back from adversity at
one point may well show resilient traits at another time or in different circumstances.
Finally, caregivers need a safe place where they can talk openly about their feelings.
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The particular needs of caregivers when a family does not do well are illustrated
in the following three family situations. The P. family initially appeared to benefit
greatly from the Preventive Intervention Project. The mother’s goal in the intervention
was to protect her three adolescent daughters from suffering the same legacy of
lifelong dysthymia she had suffered. Both parents worked actively with us to promote
resilient characteristics in the children, encouraging the girls in outside interests such
as sports, and holding family meetings to discuss concerns. When the middle daughter
left home to attend college, she inexplicably became depressed. The parents had a
hard time understanding why this happened. They blamed themselves for failing to
instill sufficient resilient characteristics in their daughter. The staff working with the
family also felt discouraged when this seemingly poster family for the Preventive
Intervention Project suddenly encountered difficulties.

Even the best prevention programs cannot always prevent illness. In the case
of this family, there were a number of other stressful events (academic struggles, a
potentially serious medical diagnosis in a sibling) that probably triggered the episode.
The most important task initially in working with the parents was to reassure them
that they had not done something wrong. Just as some physically fit people go on
to develop cardiovascular disease, many offspring of depressed parents (and non
depressed parents) do develop depression. Fortunately, this family demonstrated
many strengths that enabled them to address the girl’s needs. The girl, through
her familiarity with the project, recognized her symptoms and sought help right
away. Family members were able to support one another and communicate openly.
Project staff identified a therapist conveniently located to the girls’ college. With
these additional supports, the girl was able to recover and resume classes after a
short time. Staff members were able to provide this support to the P. family because
they understood that the girl’s illness did not reflect a failure of staff efforts, they
were able to share their frustration with one another, and they had the opportunity to
think together strategically about what could be accomplished.

For the S. family, the steady bombardment of stressful life events never allowed
them the time to benefit fully from the intervention. This family had fewer emotional
resources and, like many families that live in poverty, multiple life stressors. Orig-
inally from an Asian country, they lived in relative isolation from family and other
sources of support. Furthermore, they came from a culture where mental illness is
viewed with great shame. The mother suffered from severe medication resistant de-
pression, and the oldest child in the family was already showing troubling symptoms
at age 11. As professional caregivers, our aim was to help them access services for
their child and develop a shared understanding of events that was less focused on
guilt and blame. At the same time, we needed to adapt our approach so that it was
relevant to the experiences, strengths, and cultural issues of this family (Podorefsky
et al. 2001). Despite our best efforts, the mother’s condition deteriorated to the point
that she required multiple hospitalizations. Our efforts to get the child involved in
treatment and to access school services were stymied when the family decided to
send the child back to Asia to be raised by extended family. Under the strain of so
many adverse circumstances, the marriage dissolved. Nonetheless, we were able to
continue with the family and work with the father, the mother, and the children over
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the years that followed. Eventually, all family members developed a considerable
understanding of depression. Again, this was possible only as the prevention staff
came to see that these were real and important prevention goals, even though they
were more limited than originally thought.

Family C. is a single parent family who has been quite invested in the Preventive
Intervention Project. Ms. C.’s intent was to learn how to talk with her son (G.) about
her own issues of depression so that she could educate him about it, but not frighten
or burden him. By all accounts, she was quite successful, and she believed the project
had a positive effect on her and on her son. She applied the educational component of
our project quite successfully. Not only did she use our principles about prevention
and resiliency in regard to depression, but she was able to generalize them to other
problematic areas of her family’s life as well, of which there were many. At times of
crisis, she requested and received additional time with our clinical staff. She always
came for her yearly assessment meetings, making scheduling of these a priority in
her busy life, and using these meetings as a time to reflect back on and sometimes
reinterpret the events of the past year. At various times this family was exemplified
by our research staff as one who really took full advantage of what our project had
to offer.

Unfortunately, G. had a rocky adolescence marked by poor school performance
(he has been diagnosed with a learning disability), legal problems, and finally a
diagnosis of depression. What is heartening is the fact that Ms. C., by her own
admission very worried about her son, was able to cope with his diagnosis quite
well. She saw to it that he received appropriate mental health services and continued
to advocate for his needs at school. Nonetheless, for the caregivers who worked
with this family over the past 8 years, the son’s continuing difficulties were quite
disappointing.

All of these families were extremely draining for caregivers and illustrate the
need for staff support when providing care to a family. In the Preventive Intervention
Project, there is a support system built into the design of the study. In fact, there
are at least three members of our assessment team working with each family, so that
each assessor always has colleagues with whom to seek a second opinion, share the
burden of obtaining additional help for the family and, most important, give vent to
their frustration and sadness. Likewise, the clinicians had a strong support network
with weekly staff meetings where information about each family was shared and
discussed, and where ample support was available for each caregiver.

As researchers, our relationships with our research participants and our roles as
caregivers are different than traditional patient/therapist relationships. However, it is
no less difficult for us when things don’t turn out as we hoped, despite everyone’s best
efforts. The nagging questions of “Could I have done more?” “Could we have seen
this coming sooner?” “Could we have tried something different?” are always playing
in the background, despite the fact that we are working within the parameters of a
research protocol. The support received from other members of the research team at
these times is invaluable. Group meetings with other members of the research team
enable the caregiver to see the strengths and positive changes made by the family as a
result of his/her “caregiving,” despite the family’s ongoing struggles with depression.
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Lee Schorr (1997) has written about the characteristics of quality interventions
and preventions across an array of successful programs (Table 2).2 We believe that
providing support for caregivers enables them to engage in these actions. We believe
that many of these characteristics are important for caregivers in other domains
covered in this volume.

While the issues in either lay caregiving situations or family caregiving situations
are somewhat different, it is our belief that provision of adequate support to the
caregiver, recognition of a vital role of the caregiver, and consideration of prevention
efforts for families when one member is identified as ill are principles that apply to
other situations as well.

Future Directions

We have several recommendations for future directions on caregivers in health
promotion and prevention.

a. Practice. Particular care needs to be given to how to implement a preventive
intervention in different disciplines. As one example, many interventions devised
in health care settings undoubtedly will find their greatest use in schools. Many
interventions done by health care professionals can be done by community and
family members with the proper training and support. How to bring this about
needs much more attention. Particularly in mental health, we need to encourage
the aim of understanding fundamental positive child and family development and
use this as the basis for practice. We need to orient health care professionals
working in mental health to move beyond simple mechanistic, diagnostic models
and to embrace much more fluid developmental models. We need to emphasize
the translation of work devised in one setting to another setting, and we need to
focus on the dominant effects of race, class, and ethnicity on the transposition
of interventions from one setting to another. As interventions developed in one
setting are applied to new settings, it is essential that we recognize different levels
of support available to caregivers in varied settings, and make certain that across
practice settings, caregivers receive the support they need. When we moved our
intervention from a middle class setting into the inner city, we found there was
great interest in resilience and health promotion, yet very little was written about
how to do this, and about how to support caregivers in this endeavor. Much more
needs to be done.

b. Education and Training. We believe that, precisely because prevention is inher-
ently interdisciplinary and is often based in the community rather than in hospitals,
education and training are often quite uneven. We need to think creatively about
how to put education and training in prevention and in caregiver support more
fully within the curriculum. We believe that training in empirically validated,
manual-based prevention models should be a part of the training of psychiatrists,
psychologists, social workers, and public health specialists. In addition, training
is needed in systems of care, or the effects of neighborhood on development, as
well as in social class and other potent risk factors (e.g., exposure to violence).
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c. Research. We certainly need more research on the basic science of prevention.
The NIMH report, Blueprint for Change (2001), documents a valuable set of
strategies for research that is needed in the future, both at the molecular and basic
science level and at the implementation level. In addition, we currently spend very
little time focusing on the dilemmas of caregivers trying to do prevention while
taking care of ill families. We have spent very little time focused on the particular
dilemmas of caregivers in different cultural settings. We need to empower people
in prevention to think about building partnerships with families, so that families
can ultimately do things on their own. And we need research on ways to support
caregivers so that they are able to achieve this goal.

d. Policy. From a policy point of view, there is little systematic integration of pre-
vention, health promotion, and caregiver support at either state or local levels,
although this varies a great deal. For example, when we wrote the Institute of
Medicine report, it was very difficult to get a sense of what funds were being
spent on prevention at the federal level because it was poorly categorized. This
was particularly true of empirical work. We need much more work on how to
incorporate preventive intervention approaches from a policy point of view at
the federal, state, and local levels. Similarly, it was very difficult to find fam-
ily centered care as opposed to individual centered care. This, too, needs major
attention.

e. Infrastructure Support. Support of caregivers to undertake difficult prevention
maneuvers with families is critical to the success of strength-based preventive
intervention projects and has largely been neglected. We need a much greater
focus on understanding what the key elements are that provide support to staff on
the front lines. We need to determine what level of administrative time and fiscal
support is necessary to enable caregivers to stay with families over the long-term
and to remain active preventionists.

Concluding Remarks

What is stirred up inside a caregiver confronted with someone in great pain? In
prevention, we are asking caregivers to think about the long-term future, to think
about positive strategies, and then to think about all the family—mother, father,
children, and all their interrelationships. Focusing on the family level is a much
more difficult, and much more rewarding, task than focusing on individuals. We need
to determine ways that the infrastructures can support preventionists’ and families’
difficult but rewarding task of engaging together in prevention.

We need to think systematically about how policy can influence the practice of
preventive intervention. All too often, both in health care and in teaching, we have
trained young people who have entered the field, work under very difficult circum-
stances (e.g., in inner city schools), and then burn out after a year or two. We need
to think about ways to support these people at every level. Finally, at the heart of our
prevention efforts is the belief that we must assume responsibility for the long-term
future of children.
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In order to devise programs that have long-term effects, we must devise strategies
that allow preventionists to stay active with families over a number of years and
to maintain their own and the families’ hopes and optimism. This is crucial for
the future of prevention efforts and indeed for the strengthening and preserving of
America’s families in the years to come. We must also be mindful of the need for
fundamental systems reform. In particular, we must strengthen the public health
infrastructure to support prevention and achieve health care for all, and we must
encourage responsibility for the long-term care of children and their caregivers in
the context of their schools, homes, and neighborhoods.
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Systems of Caregiving: The Promotion of
Positive Mental Health Outcomes in Children
and Adolescents

Patricia Stone Motes and Chaundrissa Oyeshiku Smith

Promoting mental health and preventing mental disorders in children and adolescents
is critical to the overall health of our country. Recent epidemiological data suggest
that between 9 and 13 % of children and adolescents have significant functional
impairments at home, at school, with peers, and within the community (U.S. De-
partment of Health and Human Services [HHS] 1999). This estimate would indicate
that about six to nine million children in the USA suffer from a major mental illness.
Successful efforts in promoting mental health for children and adolescents require
attention from a range of caregiving systems, including mental health, education,
juvenile justice, child welfare, developmental disabilities, substance abuse, and the
primary care sector.

This chapter addresses the core caregiving efforts designed to promote positive
mental health outcomes for children and adolescents. Specifically, this chapter de-
scribes the system of care philosophy that largely drives public sector caregiving for
child and adolescent mental health. Within this caregiving approach, the significance
of family caregivers, cultural competency, and community-based interventions are
emphasized. The efficacy of caregiving efforts within a system of care is discussed
in light of practice issues, research on child and family outcomes, and the education
and training of caregivers. The chapter concludes with a look at policy issues and
implications for the future of caregiving and child and adolescent mental health.
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Systems of Caregiving

The promotion of positive mental health outcomes for children and adolescents with
significant emotional and behavioral disorders is complex and requires support and
intervention across multiple caregiving systems. Thus, addressing the mental health
needs of these children and adolescents has traditionally meant navigating many
different systems. Historically, family caregivers have had to contend with mental
health care that was characterized by fragmentation, overly restrictive services, in-
appropriate care, high costs, and poor outcomes (Knitzer 1982; Wagner 1995). In
1982, Knitzer brought attention to the challenges of family caregivers and the sys-
temic problems related to mental health services for children and adolescents when
she published Unclaimed Children. Knitzer pointed out that children were not only
critically underserved but also inappropriately served. Her work exposed significant
gaps in services for children in need of special education, mental health services,
and child welfare services. The study pointed out the lack of comprehensive systems
of care for children, adolescents, and their families. Knitzer’s publication is gener-
ally credited with leading the efforts to reform child mental health services toward
community-based integrated systems of care.

The Child and Adolescent Service System Program (CASSP) was a pioneering
reform effort advocating a comprehensive approach to coordinating and delivering
child and adolescent services across multiple service providers through a “system
of care” (see Stroul and Friedman 1986). In response to Knitzer’s national study in
1982, Congress appropriated funds in 1984 to address the needs of children who were
“unclaimed” by the public agencies responsible to serve them. Thus, this federally
funded effort was established largely as a recognition that the public sector needed
to become more integrated in order to fully and efficiently meet the multiple and
changing needs of children and adolescents with mental health needs. Stroul and
Friedman defined this approach as a “system of care” based on principles and values
that included coordinated services, cultural competency, and community-based care,
with family caregivers as integral to the decision-making in planning and delivery
of services to their children.

The CASSP system integrates a philosophy concerning service delivery to chil-
dren and their families. The actual service delivery is expected to differ on the basis
of the unique strengths and needs of the families and communities. Its framework
is based on three core values: child-centered and family-focused care, community-
based care, and culturally competent care. Further, the fundamental values of this
system of care are supported by ten principles that describe the optimal nature of
the system of care. (See Table 1 for guiding principles within the system of care
framework.)

Building on the values and principles of CASSP, other reform efforts followed:
Robert Wood Johnson Foundation Mental Health Services for Youth, the Anne E.
Casey Children’s Mental Health Initiative for Urban Youth, and the Children’s Ser-
vices program sponsored by the Center for Mental Health Services. The National
Agenda for Achieving Better Results of Children and Youth with Serious Emotional
Disturbance (U.S. Department of Education [DOE] 1994), developed for the Office
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Table 1 Guiding principles within the system of care framework. (Stroul and Freidman 1986,
p. 17)

Guiding principles within the system of care framework

1 Children with emotional disturbances should have access to a comprehensive array of
services that address their physical, emotional, social, and educational needs.

2 Children with emotional disturbances should receive individualized services in
accordance with the unique needs and potentials of each child and guided by an
individualized service plan.

3 Children with emotional disturbances should receive services within the least
restrictive, most normative environment that is clinically appropriate.

4 The families and surrogate families of children with emotional disturbances should be
full participants in all aspects of the planning and delivery of services.

5 Children with emotional disturbances should receive services that are integrated, with
linkages between child-serving agencies and programs and mechanisms for
planning, developing, and coordination services.

6 Children with emotional disturbances should be provided with case management or
similar mechanisms to ensure that multiple services are delivered in a coordinated
and therapeutic manner and that they can move through the system of services in
accordance with their changing needs.

7 Early identification and intervention for children with emotional disturbances should
be promoted by the system of care in order to enhance the likelihood of positive
outcomes.

8 Children with emotional disturbances should be ensured smooth transitions to the
adult service system as they reach maturity.

9 The rights of children with emotional disturbances should be protected, and effective
advocacy efforts for children and adolescents with emotional disturbances should
be promoted.

10 Children with emotional disturbances should receive services without regard to race,
religion, national origin, sex, physical disability, or other characteristics, and
services should be sensitive and responsive to cultural differences and special needs.

of Special Education and Rehabilitative Services, also builds on these same princi-
ples through seven specific targets that address the need for culturally competent,
community-based, family-focused, comprehensive, and collaborative approaches to
planning and service delivery. (See Table 2 for targets for National Agenda.)

Families: Integral to the System of Care

The CASSP framework for community-based caregiving systems has significantly
shifted the roles and expectations of families of children and youth with emotional
and behavioral problems. Historically, families were largely disregarded as important
caregivers. Early mental health efforts either viewed families as nonexistent or saw
them as the causal pathways for their children’s difficulties; currently, families are
more and more regarded as essential partners in the care of their children (e.g., Epstein
et al. 1998; Knitzer et al. 1993). Surgeon General Satcher (Conference on Children’s
Mental Health 2000) stated that while the responsibility for children’s mental health
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Table 2 Targets of the national agenda for achieving better results for children and youth with
serious emotional disturbance. (U.S. Department of Education 1994)

Targets of the National Agenda

1 Expand positive learning opportunities and results
2 Strengthen school and community capacity
3 Value and address diversity
4 Collaborate with families
5 Promote appropriate assessment
6 Provide ongoing skill development and support
7 Create comprehensive and collaborative systems

is dispersed across multiple child-serving systems, families are the primary systems
in caregiving for children and youth with emotional and behavioral disorders (U.S.
Public Health Service 2000). Families are now often involved individually in the care
of their own children and involved in policy and systemic issues through advocacy
organizations (e.g., National Alliance for the Mentally Ill and Federation of Families
for Children’s Mental Health).

Attention to families as decision makers is an integral principle in the community-
based systems of care philosophy. However, this movement toward families as
significant partners in caregiving has not occurred without concerns and issues to
be addressed. Friesen and Stephens (1998) point out that the effort to involve fami-
lies in the caregiving system has largely occurred at a rate faster than what research
and practice have been able to accommodate. Essentially, families have moved into
multiple roles (i.e., service recipients, partners in intervention, service providers,
advocates and policy makers, and evaluators and researchers) in supporting this
caregiving system without the needed research and practice guidelines being put in
place (see later sections of this chapter for a fuller discussion of these issues).

The centrality of family in children’s development is presented by Friesen and
Stephens (1998) through a discussion of “family as context.” In examining the role of
the caregiver and family as context, the authors point out the important roles families
play in the ecology of their children’s lives. One significant aspect of this contextual
relationship is the link between the parent’s behavior and emotions and the children’s
mental health outcomes.

The link between the family system and child and adolescent mental health out-
comes has been extensively examined. Such research has often led to the view that
parents are partly, if not fully, responsible for their child’s mental health condition
(Friesen and Stephens 1998). However, the reciprocal influence of youth mental
health on parental caregiving behaviors must also be recognized, in that youth with
emotional disorders may provide added stress to a caregiver (Suarez and Baker
1997), possibly affecting their caregiving behaviors (Early et al. 2002). Natural sup-
port systems are often reduced for families of children with emotional and behavior
disorders because of stigma, embarrassment, or simply because caregivers have too
little energy to reach out to others. Parents typically report that limited social sup-
ports decrease their quality of life (Crowley and Kadzin 1998). Parents of children
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with emotional and behavioral problems also report feeling less competent, more
depressed, worried, tired, and as having more spousal and familial problems than
other parents (Farmer et al. 1997).

From a practice perspective, Modrcin and Robison (1991) further highlight the
reciprocal interactions between parents and children who have serious emotional and
behavioral disorders. Among the issues highlighted are the lack of preparation for
parenting a child with mental illness, the constant adaptations to the unique child-
rearing challenges, and the loss and grief of recognizing that the dreams for their
child’s future are not likely to be realized. These issues are clearly important in
establishing an effective context for therapeutic intervention that facilitates family
participation.

Family processes including poor parental monitoring and discipline (Dishion and
McMahon 1998), inadequate family management (Hawkins et al. 1992), marital
conflict (Downey and Coyne 1990; Lindahl and Malik 1999), and parenting behaviors
(Lewinsohn et al. 1994) have been linked to child and adolescent mental health
outcomes. Conversely, positive familial processes such as social support from family
(McCabe et al. 1999; Wills et al. 1992), strong familial attachments (Resnick et al.
1997), and parental warmth (McCabe et al. 1999) have been associated with positive
mental health outcomes. The current research largely anchored by an ecological
framework offers links between family behavior and children and youth outcomes
and shapes a focus on prevention and intervention, rather than a focus on blame and
guilt.

According to Knitzer et al. (1993), family participation in caregiving promotes
an increased focus on families, the provision of services in natural settings, greater
cultural sensitivity, and a community-based system of care. Family-focused and
strengths-based service delivery is critical in the successful implementation of a
system of care (Dunst et al. 1994).

Cultural Competency

A value central to the system of care philosophy is that of cultural competence.
Developing a culturally competent system of care that provides services consistent
with the culture of diverse families is viewed as a developmental process occurring
along a continuum, for systems as well as individual caregivers (Cross et al. 1989).
Cultural competence has been defined as a set of congruent behaviors, attitudes, and
policies that enable a system, agency, or individual caregivers to work effectively
in cross-cultural situations. It is further defined as having five essential elements:
valuing diversity, ongoing cultural self-assessment by systems and caregivers, un-
derstanding the dynamics of difference when cultures interact, ongoing development
of knowledge related to diverse cultures, and adapting service delivery practices to
reflect an understanding of cultural diversity (Cross et al. 1989).

The current mental health system is not well equipped to meet the needs of diverse
children and families. The Surgeon General’s report on mental health (HHS 1999)
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points out that there are numerous barriers to diverse groups receiving mental health
services (e.g., differences in help seeking behaviors, lack of trust of the mental health
system, stigma of mental illness, cost for services, bias of caregivers in diagnosis and
treatment). Ample data support the relationship between underutilization of mental
health services and poverty for minority children and families, although the data are
less clear for cultural differences and underutilization. There are limited assessment
procedures and interventions that specifically address cultural differences. A clear
need exists for increased attention to culturally appropriate treatment services to
ensure that services are not only used but are useful to diverse families and their
children.

Placing cultural competence as a priority for a system of care ensures that cultural
issues are integrated into all aspects of practice (e.g., program planning and program
implementation), research, and training. Cultural competency requires caregivers to
be aware of and respectful to the values, beliefs, traditions, customs, parenting styles,
and other culturally specific family interactions. Caregivers must also partner with
diverse communities and work in concert with the natural support systems of these
communities (Greenbaum 1998; Kretzman and McKnight 1993).

Community-Based Interventions

The current framework for caregiving in support of improved metal health outcomes
for children, adolescents, and their families is guided by a shift from institutional
to community-based interventions. Based on an ecological perspective, the CASSP
model focuses on the interactions of multiple factors in determining individual be-
havior. The model is guided by principles designed to ensure that the strengths and
uniqueness of emotionally and behaviorally disturbed children and their families are
valued.

Significant theoretical and empirical data supports an ecological perspective as an
overarching strategy in addressing the needs of children and youth with serious emo-
tional and behavioral disturbance (Bronfenbrenner 1979; Dunst et al. 1988; Hawkins
and Catalano 1992; Henggeler and Borduin 1990). An ecological framework focus-
ing on outcomes for children, youth, and their families bridges interventions across
settings, links interventions to changes in environments and systems, alters processes
in the system by involving multiple change agents, and conceptualizes child, youth,
and family functioning in terms of interactions between and among broader social
environments, rather than solely in terms of individual performance (Motes et al.
1999). An ecological framework, supported by cultural competent practices, encour-
ages caregiving to occur in natural and everyday settings. School-based services and
home-based services are primary community-based interventions that support this
system of care model.
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School-Based Services

Through the school system, 70–80 % of children and adolescents receive mental
health services (Burns et al. 1995). Schools will likely continue to play instrumental
roles in treating children’s mental health needs (Miller et al. 2002) and offer an
opportunity to promote positive mental health outcomes (Holtzman 1992).

School-based services are family oriented and are easily accessible to fam-
ilies. These services are found to be efficient, effective means of providing
low-stigmatizing support to families and children because of the universal nature
of schools and the central focus on academic and social competence. The school
serves as the entry point for services, but the service provision is integrated across
the home, school, neighborhood, and larger community.

School-based programs can offer treatment at an early point to children and youth
who are already exhibiting significant emotional disturbance and assist school staff
(e.g., teachers and counselors) in working with these children. School programs also
have many opportunities to assist children, adolescents, and their families at times of
crisis and to prevent relatively minor, potentially transient problems from becoming
serious, persistent disorders (Petersen et al. 1993). Schools have the capacity to
provide support to parents and siblings (e.g., Dryfoos 1990) and to assist troubled
(e.g., depressed) youth who often are not otherwise identified (Adelman et al. 1993).

Home-Based Services

Like school-based services, a portal for entry for this community-based intervention
is through the home, because these services are consistent with the resources and
needs of the unique family situation. Home-based services, also known as family
preservation services and in-home services, have three major goals. These goals are to
protect the integrity of the family and prevent unnecessary out-of-home placements;
to facilitate a community-based support system for the family; and to build the
strengths and competencies of the family to address the future needs of its family
members (Stroul 1988).

Efficacy of Caregiving in Systems of Care

Practice: Expanded Caregiver Roles

Service delivery in systems of care has been more shaped by philosophy, values, and
principles than by research support for practice guidelines. Both the CASSP system
of care model (see Table 1) and the National Agenda (see Table 2) have provided
the primary guidance to practice within systems of care. While both initiatives lay
out several principles and targets that directly influence caregiving practice, there
are three areas that appear to have significantly expanded the “how” of caregiver
roles concerning children and adolescents with mental health needs. These areas are
family partnership, interagency collaboration, and case management services.
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Family Partnership

In systems of care, the importance of family partnership with other service providers
and full family participation in all aspects of planning and delivery of services, as
respectively indicated by the National Agenda and the CASSP model, is clearly a
priority. Friesen and Stephens (1998) present many of the practice issues that relate
to family partnership within systems of care. They point out that while families con-
tinue to be recipients of care (e.g., parent training, individual therapy, respite care),
the process of receiving services has been significantly shaped by the involvement
of families in service delivery teams. Service teams are more broadly addressing
the needs of the full family, not simply the child or adolescent identified for treat-
ment. Partnership practice requires professionals to reconcile their own expertise
with that of families and balance the roles of sharing power and retaining profes-
sional responsibility. In expanded caregiving practice, family members as service
providers challenge organizations to address issues of ethics, compensation, and
other organizational structures that may support and/or hinder family partnership.

There are some emerging research data that offer support to the practice of family
partnership in systems of care. Family involvement in planning services has caused
families to feel that their children’s mental health needs are being met (DeChillo
et al. 1994). Family involvement in services has also resulted in family members
feeling empowered in their children’s treatment (Curtis and Singh 1996; Thompson
et al. 1997). Additionally, research points to improved coordination of services with
greater parental participation (Koren et al. 1997). While practice efforts adapt and
move forward to support expanded family roles, there is clearly a need for more
research and professional training to help anchor the practice of family partnerships
in systems of care.

Interagency Collaboration

Interagency collaboration is in many ways the cornerstone of the system of care
model; it is a strategy designed to reduce fragmentation and duplication of services
provided by multiple agencies. CASSP principle 5 specifies that services should be
“integrated, with linkages between child-serving agencies and programs” (Stroul
and Freidman 1986, p. 17). The process of collaboration in order to meet the men-
tal health needs of children, adolescents, and their families can take many forms.
However, consistent with the system of care models, collaboration typically centers
on individualized planning that is family centered, community based, and culturally
competent. Interagency collaboration further requires commitment to a structure that
distributes power and shares resources.

Interagency collaboration is the key to the delivery of comprehensive services
to children and their families within a system of care. Successful collaborations
have resulted in improved services to children and their families through gaining
access to resources, identifying gaps in services, and avoiding duplication of services
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(Hochberg 1993). Collaborative efforts also allow organizations to share informa-
tion with each other and help streamline bureaucratic procedures (Hochberg 1993).
However, there are important challenges to community collaborations: inadequate
funding, resistance by key organizations, and turf issues (Floyd 2007).

Case Management

Case management is another significant service delivery component within the sys-
tem of care model. In fact, case management is specified as a mechanism to “ensure
that multiple services are delivered in a coordinated and therapeutic manner” (Stroul
and Freidman 1986, p. 17; CASSP, principle 6). Case management is a model or
process for service delivery, not a treatment intervention per se. One widespread
approach to case management is termed “wraparound.” This comprehensive case
management approach develops an individualized plan that focuses interventions on
the strengths of youth and their families; family participation is key to wraparound
services. Individualized planning for the youth and family occurs with a focus on
strengths and resources across multiple life domains. Typically, the wraparound
planning process includes both nontraditional supports (e.g., extended family mem-
bers, respite caregivers) and traditional services designed to flexibly address the full
continuum of services (Eber and Nelson 1997).

There is fairly limited research on case management services, especially
wraparound services. However, according to the Surgeon General’s mental health re-
port, there is evidence that case management is an effective service delivery practice
for addressing the needs of youth with serious emotional disturbances.

Research: Child and Family Outcomes in Systems of Care

The CASSP system of care framework has facilitated the development and imple-
mentation of practices and programs aimed at improving the level of service to
children with emotional disturbances and their families. A proliferation of programs
exists, with many of them maintaining strategies that coincide with the targets of
the National Agenda. While the goals of these programs are to provide the most
comprehensive services to children and families and ultimately produce improved
mental health outcomes, empirical evidence is limited that supports these objectives.

The task of conducting rigorous empirical investigations of the system of care
frameworks is daunting. These complexities are rooted in the very nature of the sys-
tem of care framework. For example, creating comprehensive and collaborative sys-
tems necessitates utilizing several agencies whose techniques and strategies may be
extremely dissimilar. This may prove difficult, especially when there is a need to im-
plement experimental investigations with fidelity, which often requires practitioners
to be trained in a standard protocol of treatment (e.g., manual treatment) and provide
evidence that the intervention was actually executed (Burns and Friedman 1990).
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Although this standard of fidelity is common in research trials, the real-world ap-
plication of this system of care framework within countless communities across
the USA has been unable to meet such rigorous standards. However, these limita-
tions do not imply that research investigations of the system of care framework are
nonexistent. Several system of care programs have examined various processes and
outcomes associated with this philosophy. Some research endeavors have looked at
broader issues related to the system of care framework such as cost effectiveness
(Skiba and Nichols 2000), reductions of out-of-home placements (Eber et al. 1996),
or consumer satisfaction with services (Bickman 1996).

Investigations of system of care programs have also used a variety of methodolo-
gies. Some investigations have utilized quantitative data collection methods, whereas
many others have relied on qualitative or anecdotal assessments of system of care
services based on information received from stakeholders (McLaughlin et al. 1997).
These data may be useful in understanding the process of system of care programs.
However, these findings may be insufficient in providing relevant information on the
effectiveness of system of care programs as a mechanism for producing improved
mental health outcomes for children with emotional disturbances. The past decade
has produced an increase in research studies that have attempted to support the need
for outcome-oriented investigations of system of care programs. This research has
focused on multiple outcome levels. Among these outcome domains are the system
infrastructure, service delivery, and child and family outcomes (Center for Mental
Health Services 1997). This section will discuss selected program efforts that em-
body the system of care philosophy as they apply to the domain of child and family
outcomes.

The Linkages to Learning (LTL) program has been implemented at elementary
school sites in Montgomery County, Maryland (Leone et al. 1996). The program
has attempted to integrate educational, health, mental health, and social services
at selected after-school programs (Leone et al. 1996). Fox et al. (1999) and Leone
et al. (2002) reported the effectiveness of this program on child socioemotional and
academic outcomes based on longitudinal data collected over a 4-year period from
students receiving LTL services at their school and students attending a matched con-
trol school. Parents of children within the LTL program reported significantly fewer
negative behaviors (i.e., internalizing and externalizing) over time, although at base-
line, the children attending the LTL school were exhibiting higher levels of negative
behaviors than their controlled counterparts. The LTL program also appeared to have
an impact on children’s academic outcomes. Within the LTL school, some children
were not actively receiving LTL services. However, students who were receiving
services maintained significantly higher math scores than those students who were
not receiving services. Although child outcomes are often viewed as foremost within
the system of care framework, it is also imperative that families of these children
are positively impacted. LTL reported trends toward favorable outcomes for family
members as well. LTL families showed significant improvements in family cohesion
that were not found for control families. Additionally, LTL parents exhibited lower
levels of depression over time, whereas control families maintained their existing
depression levels.
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Programs that utilize wraparound systems have been identified as being central to
the system of care concept (Winters and Pumariega 2001). Wraparound efforts serve
children and families with emotional and/or behavioral disorders (Eber et al. 1996)
through assisting communities to develop individually based services for the care of
these children (McGinty et al. 2001). Outcomes for the wraparound process have
been evaluated in Vermont (Yoe et al. 1996) and Illinois (Eber et al. 1996). Yoe et al.
(1996) evaluated outcomes for 40 youth who received wraparound services and found
significant decreases in youth problem behaviors, externalizing and internalizing
behaviors, and abuse-related behaviors after 12 months. Wraparound approaches
have also shown promise in decreasing out-of-home placements (Eber et al. 1996) and
increasing community-based living arrangements (Yoe et al. 1996) among the youth
who were served. However, these findings are limited because they are solely based
on the outcomes of youth participating in wraparound services without a comparison
or control group. As a result, whether the outcomes are due solely to the wraparound
services is unknown.

The results of these previously mentioned efforts are encouraging, although they
must be interpreted with caution because of small sample sizes or a failure to have a
control or comparison group. Duchnowski et al. (2002) noted the challenge of iden-
tifying comparison groups at the community level. Bickman and colleagues (1996,
2000) have attempted to account for these methodological limitations through a pro-
gram demonstration project in Fort Bragg, North Carolina. This quasi-experimental
evaluation implemented a comprehensive health care system within a military com-
munity, replacing the existing traditional services, and compared the outcomes to
two other military communities in which traditional services continued. Several
long-term individual-level outcomes were evaluated for youth receiving services.
Clinically significant differences were not found between youth receiving system
of care services and comparison youth at 12 months (Bickman 1996), 18 months
(Hammer et al. 1997), or 5 years (Bickman et al. 2000). Furthermore, the cost of
implementation of the Fort Bragg project was much greater than in the traditional
settings. Favorable findings were shown in terms of greater access to services, con-
sumer satisfaction in regards to services, and less use of patient hospitalization and
residential treatment.

These previous examples of outcome evaluations have provided preliminary in-
sight into the research status of programs adopting the system of care philosophy.
Similar to other treatment mechanisms aimed at providing services to children and
families with mental health needs, a gap exists between linking research to practice.
This is particularly of concern considering the widespread development and prolif-
eration of system of care programs across the nation. Although empirically validated
treatments have been recognized under the umbrella of system of care, such as multi-
systemic therapy (Henggeler et al. 1994), it is imperative that additional attempts are
made to further validate the system of care framework as a viable means to achieve
outcomes for children with emotional disturbances and their families.

Publications have been produced identifying programs as “best practices” or “ef-
fective” in system of care, although they have not been rigorously tested. It may
be that these programs are identified because of their embodiment of the system of
care philosophy rather than empirical evidence that they are effective. An appeal
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has been made for integrating more evidence-based interventions into the system of
care framework (Kutash et al. 2002) in order to generate the desired improvements
in youth mental health outcomes. It is imperative that this integration becomes a
reality in order for effective interventions to impact the mental health outcomes for
youth and their families. This collaboration necessitates adaptations by both sides.
That is, researchers must be willing to adapt to the concerns of those within the
naturalistic settings, whereas practitioners within these settings must be willing to
adhere to evidence-based practices (Hoagwood et al. 2001). However, both groups
must remain cognizant that programming cannot be developed under the premise
that “one size will fit all,” and programs will need to be adapted to fit the unique
needs of a school or community (McLaughlin et al. 1997).

The obstacles to conducting rigorous experimental investigations may be limit-
ing the incorporation of evidence-based practices within the system of care. Many
evidence-based interventions are often conducted under ideal conditions, in which the
needs of a client and the techniques of a practitioner are highly controlled. Burns and
Friedman (1990) noted that clinical trials, which occur frequently to assess treatment
effectiveness in psychotherapeutic settings, are virtually nonexistent in examining
programs that adhere to the system of care philosophy. Concern often arises when
these rigorous conditions are applied to “real-world” settings, in which clients may
present several mental health concerns or whose concerns do not fit the evidence-
based treatment protocol. It is unknown whether the evidence-based interventions
that are currently available can meet the demands of the public sector’s mental health
needs. Increased collaboration between researchers and community-based mental
health agencies is necessary for interventions to be developed, implemented, and
evaluated for their utility. These partnerships may assist in decreasing the current
gap that exists between researchers and practitioners, allowing for these entities to
work together for the goal of promoting positive mental health outcomes. Ultimately,
these collaborations can assist in the development of rigorous clinical trials within
naturalistic settings.

Education and Training: Support for Practice and Research

The philosophy of system of care recognizes that although families are central to the
mental health development of youth, a multitude of additional individuals serve as
caregiving resources. A number of professionals, such as psychologists, nurses, spe-
cial education professionals, and social workers provide services for children with
serious emotional disturbance and their families (Kutash and Duchnowski 1997).
These persons play a significant role influencing mental health outcomes. Surpris-
ingly, some may have limited training and preparation to do so. As such, there has
been an increasing emphasis on improving the quality of training for practitioners
working with issues concerning youth mental health (Hanley and Wright 1995). In
addition to training efforts supporting practice, training efforts must to be linked
to the growing research based on evidence-based interventions that lead to positive
outcomes for children, youth, and their families (see previous section).
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Schools are often faced with managing youth’s mental health issues. However,
teachers are largely trained to emphasize academic achievement (Waxman et al.
1999). Roeser and Midgley (1997) surveyed approximately 200 teachers and found
that nearly all teachers (99 %) believed that the mental health concerns of their
students were “somewhat” to “very much” part of their roles as teachers. Two-thirds
of the teachers reported feeling “somewhat to very overwhelmed” by their students’
mental health needs. However, these teachers also reported that the challenges they
face in the classroom related to their students’ mental health concerns were not
discussed in their teacher training courses. Roeser and Midgley (1997) recommend
that educator training programs incorporate teaching methods for teachers to assist
youth with their mental health needs. Furthermore, schools can provide teachers with
support (i.e., information and resources) to assist their students.

Among all possible caregiving resources, mental health professionals receive the
most extensive training in treating mental health problems in children and adoles-
cents. Recommendations have been made (e.g., LaGreca and Hughes 1999; Mayes
1999) that outline the skills, competencies, and training requirements for clinicians
who primarily work with youth and families. Some of these guidelines include: (1)
an understanding of early childhood and special education principles, (2) an ability
to conduct assessments of children and their caregiving environments, (3) mainte-
nance of collaborative and interprofessional skills, and (4) knowledge of prevention,
family support, health promotion, and social issues affecting children, youth, and
families (LaGreca and Hughes 1999; Mayes 1999).

Although these guidelines have been disseminated, it is imperative that they
become incorporated into training programs curricula. This implementation is neces-
sary because of the disparity that continues to exist between the training that mental
health professionals receive (i.e., curriculum and approaches) and the actual needs
of individuals for whom the mental health sector serves (Duchnowski and Friedman
1990). Mental health professionals may feel ill prepared to meet the challenges of
public populations because training programs have failed to address these guidelines.
Increased collaboration between academic settings and the mental health sector to
encourage the development of effective mental health interventions may assist in re-
ducing the gap between training programs and real-world application (Duchnowski
and Friedman 1990). Furthermore, these partnerships may promote the utilization of
evidence-based services with real-world applicability.

The stigma associated with mental health professionals has contributed to primary
care professionals serving as “de facto” mental health providers (Olson et al. 2001).
However, fewer than 5 % of primary care pediatricians surveyed by Olson et al.
had received training in dealing with mental health problems in youth, specifically
depression. This same survey found that although 90 % of pediatricians felt that it
was their responsibility to recognize depression in their youth patients, only 25 %
felt responsible for treating the disorder. Primary care professionals attributed their
limited ability to diagnose and treat youth mental health disorders to training limita-
tions and insufficient knowledge of the treatment of depression (Olson et al. 2001) as
well as of the Diagnostic and Statistical Manual (American Psychiatric Association
1994). Treatment recommendations to increase primary care professionals’ ability
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to serve as caregiving agents in treating mental health disorders in youth involve
increased consultations with mental health professionals, improving primary care
professionals’ diagnostic capabilities, and increased utilization of the child and ado-
lescent version of the Diagnostic and Statistical Manual for Primary Care (American
Academy of Pediatrics 1996). Recently, there has been increased interest in assessing
the effectiveness of primary care professionals in treating youth mental health and
behavioral disorders. For example, the evidence-based, multilevel Triple P-Positive
Parenting Program (Sanders 1999) maintains intervention strategies in which pri-
mary care professionals provide brief consultation to parents in order to increase
positive parenting skills and promote positive youth mental health.

Within the context of professionals serving as caregiving resources to youth with
mental health needs, there is additional concern regarding preparation in collabora-
tively working with families, another limitation within the current status of training
programs (Jivanjee and Friesen 1997). Practitioners trained to work primarily with
children and adolescents must develop additional skills and competencies supportive
of partnership practice (e.g., collaborative family efforts across diverse cultures). Of
significance is the ability to work with family members “whose values, culture, at-
titudes, and behaviors are different from the practitioner, and finding an appropriate
balance between sharing power and retaining professional responsibility” (Friesen
and Stephens 1998 p. 245).

The development and use of evidence-based interventions in training programs
and real-world practice needs to be a shared responsibility between researchers,
academics, practitioners, and family members. The challenge to developing a system
of care that promotes positive outcomes for children, adolescents, and their families
is the development of “best practices” based on research findings, supported by
education and training programs.

Conclusion

The promotion of positive mental health outcomes for children and adolescents with
significant emotional and behavioral disorders is complex and requires support and
intervention across multiple caregiving systems. These caregiving efforts have been
shaped primarily by a system of care framework, especially the leadership of CASSP
and the National Agenda. This framework lays out policy guidelines that call for
comprehensive systems of care, focusing on integration across multiple child-serving
organizations. Within this framework, families are viewed as central to the ecology
of their children’s lives and thus central to the system of caregiving. Further, the
framework focuses on community-based interventions (e.g., home and school) that
are delivered in culturally competent ways.

The system of care framework is based on both theoretical and empirical research
regarding the usefulness of ecologically oriented services for both prevention and
intervention to promote social, behavioral, and developmental outcomes for children
and adolescents. Research studies specific to the system of care framework find some
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support for the system of care as a viable approach to fostering an infrastructure and
service delivery process in support of improved child and adolescent outcomes (e.g.,
access to services, reduction in institutional care), although such research efforts are
hampered by many methodological shortcomings. However, there is less evidence
that interventions within the system of care are significantly bettering mental health
outcomes for children than those offered outside a system of care. Although this find-
ing is troubling, it is perhaps more a statement about the status of evidence-based
programs in real-world settings than an indictment of the system of care framework.
Essentially, there are fairly limited evidence-based programs, although the number
is growing, such as Promoting Alternative Thinking Strategies (PATHS) (Greenberg
et al. 1998) and Multisystemic Therapy (Henggeler et al. 1998), but these programs
are largely absent from the specific research on systems of care. When such inter-
ventions are included within systems of care, positive outcomes for children and
adolescents and their families are realized. In many instances, these research-based
programs have not been translated into interventions that can be readily applied in
real world settings of systems of care. As more evidence-based programs are devel-
oped with appropriate training curricula (e.g., manual interventions), they should be
integrated into systems of care, including practice, education, and training programs.
These changes should significantly impact child and family outcomes.

The caregiving practice has been shaped as a partnership with families, within
a service delivery system based on interagency collaboration and coordination of
multiple services (e.g., case management). However, as this chapter points out, there
is a huge gap between practice, research, and training. Policies to anchor the systems
of care framework must require the integration of more evidence-based interventions.
Describing programs as “best practices” or “effective” because they embody the
principles of the system of care is not acceptable. The goal of the system of care is
not to see its principles in action, but rather to see better mental health outcomes for
children, adolescents, and their families.
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Midlife Concerns and Caregiving Experiences:
Intersecting Life Issues Affecting Mental Health

Jane E. Myers and Melanie C. Harper

Midlife Concerns and Caregiving Experiences: Intersecting
Life Issues

Using data from the National Survey of Families and Households, I have determined that
a significant proportion (about 16 %) of the U.S. adult population engages in in-household
or out-of-household caregiving for a disabled family member or friend at any given time.
Caregiving rates peak during the midlife years (ages 35–64) for both women and men.
Caregiving also continues at relatively high rates into young old age. (Marks 1996).

Midlife—the years between 30 and 70, with 40–60 at its core—is perhaps the least studied
and most ill-defined of any period in life. It abounds with changing images and myths—the
“midlife crisis,” the “change of life,” the “empty nest syndrome,” and many more. But we
have little documentation and less understanding of what really happens, biologically or
psychologically, during this extended period of time (MacArthur Foundation n. d.).

These two quotes are illustrative of core aspects of caregiving as well as midlife,
and reflect the intersection of these phenomena in the lives of many individuals.
Consistent with the quote from the John D. and Catherine T. MacArthur Founda-
tion Research Network on Successful Midlife Development, Brim (1992) noted that
midlife is “the last uncharted territory in human development” (p. 171). Lachman
(2001), in the introduction to her seminal Handbook of Midlife Development, under-
scored the complexity of the midlife period and the disparate perspectives that must
be reconciled if we are to achieve an accurate understanding of the experience of
development in the middle years. She suggested that the only way to truly understand
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midlife is to incorporate multiple perspectives, and to recognize “the vast range of
possibilities and variations by historical period, timing of events in the life course,
gender, culture, race, ethnicity, and social class” (p. xviii).

Caregiving is one experience that transcends or perhaps permeates the multiple
perspectives required to understand midlife experiences. The fact that families are the
frontline of care, and that one in four households includes a caregiver, has been well
established (National Alliance for Caregiving & AARP 1997). Among those who
provide care, persons in midlife predominate (Marks 1996). At any time, approx-
imately 20 % of midlife women and 14 % of midlife men provide care to relatives
and friends who are ill or have disabilities. Caregiving during the middle years is
so common that Brody (1985) defined it as a normative midlife experience, a defi-
nition recently challenged by Putney and Bengtson (2001), and Cavanaugh (1998)
explained it as a normative “life event challenge” (p. 131). To get a further under-
standing of caregiving in midlife, it is first necessary to understand midlife and the
normative developmental processes and experiences of this period of life.

In this chapter, common midlife changes and experiences are described, followed
by a review of theoretical perspectives that contribute to an understanding of indi-
vidual psychological and emotional responses in the middle years. This information
provides a foundation for examining caregiving in midlife, including the dynamics
of caregiving experiences, the needs of caregivers, and the resources available to
address those needs. The chapter concludes with a summary of what is known about
caregiving in midlife and a discussion of policies, programs, and resources required
to meet the needs of midlife caregivers now and in the future.

Midlife: Physical, Psychological, and Social Processes

People in midlife have been variously referred to as being in the “command” or
“power” generation, as they occupy positions of power and authority in most so-
cieties, and as the “sandwich” generation, squeezed in the middle between their
adolescent children striving to reach independent adulthood and their aging parents
becoming potentially dependent. The middle years of the life span, called “mid-
dlescence” by some, is seen as similar to adolescence in being a time fraught with
challenges, turmoil, and crisis. Popular language tells us both that “life begins at
40” and one is “over the hill at 40”. Sorting out the mythology of what midlife is
all about requires consideration of the physical, psychological, and social processes
and changes of this challenging developmental period.

Physical Change in Midlife

The physical changes attributed to midlife begin much earlier, actually in the 20s,
but become visible or noticeable around the age of 40 for most people. These include
wrinkling and sagging of the skin due to loss of subcutaneous fat, the development of
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“age spots” due to changes in skin pigmentation, and thinning as well as graying of
the hair. Height begins to decrease and weight tends to increase. Both bone density
and muscle strength begin to decline, with concomitant decreases in energy. Declines
in all body systems are evident, especially vision and cardiovascular efficiency.

Although rates of accidents as well as infectious illnesses decline in midlife,
rates of chronic disease increase. These diseases are characterized by slow onset
and long duration. For women, the most frequent chronic disorders are arthritis,
hypertension, and sinus problems, while for men the most common are hypertension,
arthritis, and hearing impairments (Santrock 2002). Both men and women experience
declines in sexual functioning. For men the climacteric is very gradual and subtle; for
women, menopause can range from a nonevent passage to a life-changing physical
and biomedical condition (Huffman and Myers 1999).

The physical changes of midlife are universal, gradual, decremental, and highly
variable in timing and overt manifestation across individuals. Some, such as declines
in energy, can be mediated by lifestyle choices (e.g., exercise), while others, such as
graying hair, can be masked though not reversed (e.g., through the use of hair dyes
and cosmetics). For many, the most significant impact of physical change is reflected
in psychological responses, rather than physical functioning per se.

Psychological Aspects of the Midlife Experience

The awareness of physical change and decline confronts people in midlife with the
reality that they are no longer young. Additional life and family changes, such as the
aging of parents and the ascendance of adolescent children to adulthood, contribute
to this growing awareness of the life span, and the fact that one’s life is now half
over. Turmoil, anxiety, and fears related to growing older are not uncommon, and
as a consequence about a fourth of persons over the age of 35 report experiencing
a midlife crisis (Wethington 2000). A researcher in the MIDMAC study, the largest
study ever conducted on midlife, Wethington reports that more than half of those who
report having a midlife crisis actually experience stressful life events instead due to
their awareness of the aging process, and the feeling that life might be passing them
by, as well as challenging situations and events, such as job transitions, that require
a response based on the new awareness of personal aging. She also noted, contrary
to popular mythology, a lack of gender differences in the experience of crisis during
this period of the life span.

Transcending all aspects of change in midlife, and integral to understanding per-
sonal responses to change, is a new conception of the meaning of time and mortality;
in fact, the hallmark of the midlife transition is a shift in time perspective (Jacques
1967, cited in Papalia et al. 2002). Where once life was viewed as infinite, midlife
carries a new awareness of one’s mortality and the finite nature of the life span. This
new awareness stimulates a reevaluation of life goals and often an urgency to set and
achieve new goals (Jung 1966; Neugarten 1977). Decisions related to relationships,
such as marriage, and vocations, are made in the context of this new awareness of
time left to live, and new beliefs in one’s ability to achieve satisfaction and success in
meeting life goals with only a limited amount of available time. Relatedly, persons
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in midlife often experience a general mellowing in response to life events, under-
standing that things tend to work out given sufficient time, combined with a renewed
sense of meaning concerning the importance of various life events (Vaillant 1989).

Questions concerning the meaning of life and death, or existential concerns about
one’s purpose in life, are often viewed as the core of the midlife transition and reflect
the spiritual challenges of the middle years. Paproski (2001), following qualitative
analysis of interviews with 7 women and 3 men between 47 and 63 years of age in
British Columbia, concluded that spirituality plays a significant role in the develop-
mental processes of midlife by helping people cope with challenges and losses and
revise their values and identity as a consequence. Although the findings of Paproski’s
study were limited further by the racial and ethnic homogeneity of participants (9 of
the participants were Caucasian and 1 participant wasAsian), the findings support the
premise that for at least some adults, spiritual examination and development provide
a foundation for the examination and resolution of existential concerns during the
midlife transition.

As children reach adulthood and the demands of parenting diminish, persons in
late midlife may experience a greater sense of freedom relative to their time, and goals
once delayed as secondary to parenting and careers may now acquire new meaning.
Moreover, earnings peak in the middle years and adult children leave home, resulting
in more flexible income for many people. This new sense of free time combined with
prospects of retirement creates demands for learning to use leisure time effectively
(Kelly 1996; McGuire 2000). Avocational pursuits postponed during childrearing
years and new opportunities for creative use of free time now become possible and
desirable.

In contrast to the thought of midlife as the generation in “command,” Lowenthal
et al. (1975) reported that the changes of midlife and beyond are more stressful than
those of any other period of the life span, due to physical declines and a loss of roles
and sense of personal power. These losses occurring as opportunities for reaching
expectations (such as raising children or achieving a certain level of professional
success or personal competence) seem to diminish, in marked contrast to the growth
and expansion of earlier adulthood when all dreams still feel possible. They postu-
lated that midlife adults experience the most stress and the least sense of control due
to their inability to delay or prevent the aging process. In particular, these researchers
noted that midlife women experience the greatest challenges to adjustment and the
most maladjustment, reflected in the fact that depression peaks in midlife, especially
for women. In addition to personal processes of aging, many of the sources of stress
in midlife are due to changing social aspects of life.

Social Aspects of Midlife

Social aspects of midlife are as variable across individuals as are physical changes.
Midlife is a time for changes related to the meaningful use of time, including work,
leisure, and planning for retirement. Additional social changes revolve around family
relationships and dynamics, including parental loss and grandparenting.
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Although job satisfaction increases steadily throughout the adult life span, middle-
aged workers today face challenges due to factors such as the globalization of
economies, rapid changes in technology combined with the creation and elimina-
tion of whole classes of occupations, downsizing of organizations, and the option of
early retirement (Avolio and Sosik 1999). Midlife career changes have become in-
creasingly common, stimulated at times by corporate decisions constituting forcible
change. For others, change represents the opportunity for new directions and the
achievement of new goals (Moen and Wethington 1999). In either case, a sense of
urgency may exist relative to midlife career change, as the individual recognizes that
only a finite amount of time exists in which one can obtain training for, employment
in, and advancement across a new career path.

Alternately, midlife carries the certainty that one is approaching retirement and
hence there is a need to plan for one’s lifestyle in the later years. Kim and Moen
(2001) underscored the changing nature of retirement in relation to longevity and
economic transformations. Based on a trend at the end of the twentieth century
toward retirement in the fifth decade of life, combined with increases in longevity,
they suggested, “retirement is no longer the upper boundary of midlife, as men
and women face an extended postretirement phase of activity and vitality” (p. 489).
Although the recent rise in the minimum age for receiving full Social Security benefits
and the reduction in retiree health benefits offered by many employers might reverse
the trend toward earlier retirement, in 2004 there seemed to be a continued steady
decline in involvement in the labor force after the age of 55 (Purcell 2005). Timing of,
attitudes toward, and reasons for exit from the labor force (i.e., voluntary retirement,
forced retirement, and disability) vary by gender (Dentinger and Clarkberg 2002;
Purcell 2005; Szinovacz et al. 2001), race, and ethnicity (Flippen and Tienda 2000;
Szinovacz et al. 2001). For women, who may enter the labor force later than men, the
opportunity to retire may not occur until later in life due to fewer years of service and
lower income (Dietz et al. 2003). Although participation in the labor force during
the past decade has remained fairly constant for midlife and older men, for midlife
and older women, participation in the labor force has increased (Purcell 2005). As
midlife adults prepare for and possibly enter retirement, activity revolves around
social relationships, which, for persons in midlife, “have probably never been more
dynamic—or more complicated” (Antonucci et al. 2001, p. 571).

Social relationships in midlife include friendship, community, and work rela-
tionships, as well as family and intergenerational family relationships. All of these
relationships may be sources of comfort as well as stress (Antonucci et al. 2001).
For example, midlife is a time when the divorce rate increases and new relationships
between individuals and members of blended families are negotiated. Putney and
Bengtson (2001) summarized existing research on midlife families and identified
four key themes or issues: (1) family caregiving and the competing role demands
experienced by persons in midlife; (2) the increasingly longer dependency of adult
children; (3) family solidarity and/or conflict and the impact on well-being of family
members; and (4) kinkeeping, or the maintenance of strong family ties, most often
a task assumed by women. Of increasing significance is the new role of grandpar-
enting, which in itself is among the most variable of social roles during the midlife
years.
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From a traditional perspective, grandparenting provides a source of biological
renewal and continuity, as well as emotional fulfillment (Sanders and Trygstad 1993).
Some individuals adopt a grandparenting style that is fun and interactive, others
choose a more formal role in which the older family member is a source of wisdom
and family history, while others choose a distant role that may include benevolence
but is characterized by infrequent intergenerational contact (Neugarten andWeinstein
1964). Younger grandparents tend to be more involved in multiple social roles and
both less satisfied with and less invested in grandparenting roles, leading Burton and
Bengtson (1985) to conclude that “the experience of grandparenting may be most
strongly related to timing and family intergenerational dynamics” (p. 62). A notable
exception is the significant increase in the numbers of grandchildren living with
grandparents, a number which has doubled in the last two decades. This phenomenon
is discussed later, following a review of major theories of midlife development that
provide a context for understanding the impact of grandparenting as a caregiving
role in midlife.

Theoretical Perspectives on Midlife Development

Staudinger and Bluck (2001) hypothesized that the scarcity of research on midlife
is due to the fact that there is “no clear demarcation of midlife, at least not as
clear as the ones for childhood as the beginning and old age as the end of life”
(p. 4). Chronological age is far less useful in predicting the behavior of adults than
of children, and subjective reports of middle age status tend to be a more reliable
indicator than age of navigation through the middle years (Neugarten and Datan
1996). That said, there is a general agreement about the ages that constitute midlife,
and thus a variety of theories that purport to explain this developmental period. For
purposes of discussion, these theories can be grouped according to views of midlife
in the context of life span development, theories of adult development, and theories
that emphasize context and transition as explanatory of developmental processes.

Life Span Theories

Traditional approaches to development emphasized the critical nature of childhood
with little change occurring in adulthood or later life (Santrock 2002). In contrast,
life span theories emphasize the changing nature of development over the life span,
and suggest that change occurs through sequential stages that are more or less linear
and hierarchical. Erikson (1963) proposed that development occurs through eight
psychosocial stages, each confronting the individual with a central crisis that must
be faced and resolved. In midlife, the central crisis is defined as generativity versus
stagnation. Generativity allows the adult to achieve a sense of immortality by leaving
something of value to the next generation, while stagnation, or self-absorption, occurs
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when the person lacks or fails to fulfill a desire to leave behind a legacy. According
to this theory, adults in midlife are primarily concerned with making a positive and
lasting impact on their maturing adolescent children.

Havinghurst (1974) proposed seven life span stages based on learning theory and
postulated a handful of tasks to be learned in each sequential stage. The tasks of
midlife include achieving adult social and civic responsibilities, establishing and
maintaining an economic standard of living, assisting teenage children to become
responsible adults, developing leisure time pursuits, relating to one’s spouse as a
person, accepting the physiological changes of middle age, and adjusting to aging
parents. Similar to Erikson, Havighurst proposed that the successful accomplishment
of tasks in each stage was necessary for positive developmental progression across
the life span.

More recently, Baltes (2000) defined the life span perspective as incorporating
seven major components. These include the beliefs that development is lifelong,
multidimensional, multidirectional, plastic, and contextual. In addition, the study of
development is multidisciplinary and involves growth, maintenance, and regulation.
These beliefs are reflected in a variety of current theories of adult development.

Theories of Adult Development

Adult development theories attempt to explain observed changes in behavior, cogni-
tion, and affect across the three periods of adult life: young adulthood (20–40 years),
middle adulthood (40–65 years), and late adulthood (ages 65+; Papalia et al. 2002).
Three theories that are particularly salient for understanding midlife include those
of Jung (1966), Neugarten (1977), and Levinson (1978).

Jung observed that midlife is a time for two significant psychological changes:
increased introspection and an increased need for balance. The first change involves
increased interiority, or greater concern with one’s inner life. Consistent with this
change, Jung viewed midlife as a period of significant spiritual growth in preparation
for later life, with diminishment on the personal ego and a growing awareness of
the presence of a higher power in the universe. The second change is reflected in a
variety of behaviors, notably efforts to develop more balance in one’s gender identity.
Thus, people experience “greater autonomy over choices and roles than is offered
by the unitary, society-driven, sex-role orientation of the young” (Staudinger and
Bluck 2001, p. 11). Jung also suggested that midlife is a time when extraversion and
introversion become more balanced, with greater concern directed toward internal
experiencing rather than external demands.

Neugarten (1977) also emphasized the greater interiority of midlife adults, at-
tributing this to the replacement of the biological clock of childhood with the
psychological and social clocks of adulthood. She noted that the changing view
of time experienced in the middle years (i.e., seeing life no longer as time since birth
but as time left to live) permits midlife adults to develop a sense of their own life cy-
cle. This new sense permits comparisons with others along an expected continuum of
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stereotypical social goals (i.e., family and occupational accomplishments) as well as
more in-depth examination of one’s personal goals and priorities. The transitions of
midlife result in greater maturity and a more significant sense of purpose in creating
positive outcomes for oneself and others.

Levinson (1978) also examined the interaction of biological and social influences
in adulthood, and particularly in midlife, through studies of 40 men between 35 and
45 years of age who lived between Boston and New York. The men were evenly
divided among four occupations (hourly workers, executives, academic biologists,
and novelists), were primarily Caucasian (only 12 % were identified as Black), and
were mostly well educated (70 % had completed college). Following extensive bio-
graphical interviews with the men, Levinson proposed that young adulthood is a time
for establishing an identity, defining an occupational dream and career, developing
an intimate relationship, and starting a family. In midlife, a time when men have
typically achieved the goals of young adulthood, a search for meaning in life takes
precedence over achievement. Midlife crisis occurs as men attempt to reorder their
priorities, with greater emphasis on relationships and less on careers. Midlife crisis
typically occurs during the transition into midlife, which requires that one come to
terms with or resolve four major conflicts that have existed since adolescence: being
young versus being old, being destructive versus being constructive, being mascu-
line versus being feminine, and being attached to others versus being separated from
them.

Longitudinal research by Helson (1992) with 88 mostly upper-middle-class White
graduates of Mills College, a private women’s college in California, suggests that
women experience a different progression of stages in adulthood than those proposed
by Levinson to explain the development of men. Helson found that the women, who
were studied between their college graduation (1958–1960) and their mid-50s, expe-
rienced turmoil in their early 40s, however, crisis appeared at other times in their lives
also, such as during early marriage and parenting. Women may experience struggles
for independent identity in work and family during young adulthood, and in early
midlife, common developmental themes include put-downs and barriers to success
in the workplace and abandonment by partners as consequences of independence
and assertiveness at home and at work. One later midlife theme is overload, which
can result from difficulties and changes in relationships with partners, children, and
parents, multiple roles, and economic strain.

Schaie’s (2000) meta-analyses of longitudinal studies focused on the charting of
adult cognitive development patterns. Schaie found that chronic diseases, environ-
mental circumstances, and psychological characteristics during midlife, along with
genetic characteristics, were predictors of cognitive functioning in later life. Care-
giving during midlife could affect these predictors, as caregiving has been associated
with poorer subjective health and changes in activities (National Alliance for Care-
giving & AARP 2004). Thus, caregiving may affect cognitive development years
after caregiving responsibilities end.
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Contextual and Transition Theories

The complexity of individual development has led to a recent emphasis on context as
the foundation for understanding human functioning as well as growth and change.
Sociocultural contexts include the environment or setting, culture, ethnicity, and
gender (Santrock 2002). These contexts are embedded in Bronfenbrenner’s (2000)
ecological theory. In this system theory, five environmental systems affect and are
affected by the individual. These include the microsystem, mesosystem, exosystem,
macrosystem, and chronosystem. The microsystem, or the setting in which one lives,
includes family, peers, school, and neighborhood. The mesosystem involves relation-
ships between various microsystems. The exosystem includes external contexts such
as the government, that have an affect on individuals, and the macrosystem repre-
sents the attitudes and ideologies of one’s culture. The chronosystem is comprised of
patterns of changes and transitions over the life course. Although caregiving may be
viewed as primarily existing in the microsystem, the interrelationships between that
microsystem and the other systems form a more complete context for the individual’s
experience of caregiving. For example, the level of support for and facilitation of the
caregiver role by other family members, friends, the workplace, social and religious
organizations, and governmental agencies can affect the individual’s stress related to
and satisfaction with caregiving. Similarly, cultural attitudes toward caregiving and
past experiences with changing relationships, work transitions, and caregiving (pos-
sibly even as a child observing a parent transitioning to the caregiver role) can yield
a personal environment of confidence and acceptance or hesitance and reluctance as
the midlife adult encounters new caregiving opportunities or demands.

Schlossberg et al. (1995) defined transitions as “any event, or non-event, that
results in changed relationships, routines, assumptions, and roles. Transitions often
require new patterns of behavior” (p. 27). Consistent with other adult development
theorists (e.g., Levinson), Schlossberg, Walters, and Goodman go on to describe adult
development not in terms of linear age-related stages and tasks, but rather in terms
of life events to which the individual must adapt. The adaptation process requires an
evaluation of the type and context of the transition, the assets and liabilities of the
individual, and resources for support and coping. Transitions occur over time, with
the process of adaptation sometimes requiring months or years.

The changes of midlife are among the most significant of the adult life span, and
thus, they result in an extended period of adjustment, or transition individually as
well as collectively. There is general consensus that the ultimate focus of change in
midlife is internal, and external demands from families, peers, employers, and others
may create conflicts that accentuate the challenges of the midlife period. Central to
the present discussion is the role of caregiver, which often has its onset during the
challenging and sometimes tumultuous midlife decades.
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Caregiving in Midlife: Intersections and Interactions

Similar to the normative developmental challenges of midlife, caregiving is a singu-
larly complex and multifaceted phenomenon. Although caregiving has both positive
and negative consequences, responses of caregivers are primarily explained in terms
of stress, burden, and negative comorbid physical and mental health outcomes (e.g.,
Gallagher-Thompson et al. 1998; Haug et al. 1999; Vitaliano et al. 1997). Models
purporting to explain both the positive and negative outcomes of caregiving experi-
ences are primarily based in literature on stress and coping (e.g., Pearlin et al. 1990;
Schulz and Salthouse 1999). Significant midlife issues that can also be explained
in this context include the gendered nature of the caregiving experience, cultural
variations in caregiving, and grandparenting as caregiving. Each of these issues is
explored below, followed by a brief review of the literature addressing interventions
to help midlife caregivers cope with the multiple stresses of providing care.

Gendered Nature of Caregiving

Women, the traditional kinkeepers in most societies, bear the brunt of caregiving
duties (Stone et al. 1987). Moreover, the nature of the caregiving experience dif-
fers for men and women, consistent with a gender-based division of labor (Connell
et al. 2001). Men are most likely to arrange services or care management while
women are more likely to provide hands-on and personal care (Neal et al. 1997).
Women caregivers on average provide more hours of caregiving than men caregivers,
and women provide over twice as much care as men for individuals who need the
highest levels of care (National Alliance for Caregiving & AARP 2004). Although
most midlife caregivers are employed, caregivers providing the highest level of care,
which requires more than 40 hours a week of caregiving, are more likely to be em-
ployed part-time or retired than caregivers who have lesser responsibilities in their
caregiving roles. Possibly, to support different approaches to caregiving or because
of the added demands of caring for persons with greater needs, women tend to re-
tire more quickly and men more slowly when faced with caregiving responsibilities
(Dentinger and Clarkberg 2002). Early retirement and other common work accom-
modations such as reduced hours of work, adjustments to work schedules, and refusal
of career enhancing opportunities can affect women’s long-term financial situations
by reducing career growth, salary, and retirement income (MetLife Mature Market
Institute 1999). This long-term financial impact can increase women caregivers’ risk
for poverty later in life. Most studies report that women also experience higher levels
of depression than men do when placed in caregiving roles (Yee and Schulz 2000);
however, Baronet (1999), following an extensive review of the literature on caregiver
burden, concluded that gender is unrelated to either objective or subjective burden.
Findings from a 2003 national survey of 6,139 adults in the USA, however, indicate
that persons who provide the highest levels of caregiving subjectively experience
greater levels of emotional stress, physical strain, and financial burden than persons
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who provide lower levels of caregiving (National Alliance for Caregiving & AARP).
Considering that women provide a disproportionate amount of higher-level caregiv-
ing than men and are more likely than men to feel that they have had no choice but
to take on caregiving responsibilities, women are more likely to experience a sense
of greater burden from their increased caregiving responsibilities.

Almost two-thirds of adult women are now employed outside the home, leaving
women less available for caregiving duties. Thus, gender differences in patterns
and consequences of caregiving are becoming more of a source of family conflict
(Neal et al. 1997). The addition of the caregiver role for women adds to the already
challenging tasks of midlife. Most midlife women caregivers are married or live with
a partner and work, and most younger midlife caregivers (35–49 years of age) have
children under the age of 18 (National Alliance for Caregiving & AARP 2004). For
about 30 % of midlife caregivers, their caregiving role is multiplied by providing care
to more than one recipient. With the average duration of the caregiving role estimated
at 4.3 years and 17 % of older midlife adults (50–64 years of age) reporting that they
have been providing care for more than 10 years, added caregiver roles can affect
much of midlife. The multiple roles engaged in by women in midlife, combined with
the normative physical, psychological, and social challenges of midlife development,
combine to make women in midlife a population at risk for both physical and mental
illnesses in response to overwhelming and often conflicting sources of stress.

Logsdon and Robinson (2000) underscore the importance of social support in
helping women cope with caregiving stress, however, they also explain a number of
significant barriers that prevent women from receiving support. These include a lack
of adequate alternate care providers, over-involvement in caregiving roles leading
to shrinkage of one’s social support system, and a lack of comfort in asking for or
receiving assistance. In addition, women are socialized to believe that caregiving
duties can be performed without assistance. Such beliefs vary across cultures and
contribute to cultural and ethnic differences in caregiving outcomes (Connell et al.
2001).

Cultural Variations in Caregiving

Cultural beliefs and values affect decision making across the life span. For example,
the meaning of terms such as dependence and aging, notions of health and illness,
and perceptions of the roles of males and females and persons of differing ages
vary across cultures (Olson 2001). Beliefs about help-seeking behaviors and the
appropriateness of nonfamily care also vary across persons of differing cultural and
ethnic backgrounds. As a consequence, informal or family caregivers may experience
inordinate stressors due to cultural beliefs about the nature of care provision and the
singular role of family care to persons in need.

“For groups that stress collectivism, interdependence, and close family ties, de-
pendency of frail elderly parents is an expected and accepted phase of the family
life cycle” (Olson 2001, p. 7). In these cultures, frail older individuals move in with
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younger family members, and multigenerational households, with the stresses atten-
dant to blended families, are common. The kinkeepers in these situations are most
often midlife women, who provide at least three times as many hours providing care
as other family members, while simultaneously attempting to care for young and
adolescent children, maintain intimate relationships with spouses, and maintain em-
ployment to garner needed economic resources for the family. What differs for those
of low socioeconomic status and many ethnic minorities is that women frequently
lack a spouse to share at least some of the duties of economic sustenance as well as
care provision (Putney and Bengtson 2001).

Ethnicity has been found to be an important background variable affecting the
relationship between stress and caregiver well-being (Haley et al. 1996). African-
American caregivers, for example, are more likely to report having a network of
extended family to help in care provision and thus report less caregiving stress than
do Caucasian caregivers. Korean-American caregivers, while reporting higher levels
of family ties, also report greater depression, anxiety, and burden (Connell et al.
2001).

Further, the effects of religiosity on caregiver well-being are mediated by ethnic-
ity (Wykle and Segall 1991). This relationship helps to explain the differences in
subjective burden reported by African-American families when indices of objective
burden (e.g., restriction of social activity) are the same for these individuals and
Caucasian families (Haley et al. 1995). For additional information on the impact of
culture and ethnicity in caregiving, see Chap. 3.

Grandparenting as Caregiving

By the late 1990s, 5.5 % of children under age 18 lived in homes maintained by
their grandparents, a 44 % increase over the preceding decade, representing over
2.5 million households (Fuller-Thompson and Minkler 2001). This caregiving com-
mitment is primarily long term in nature, with 56 % of grandparents providing care
for more than 3 years, and one in five for more than 10 years. A partial explanation
for this burgeoning phenomenon is increases in teen childbearing, which have re-
sulted in a “compression of generations” wherein young grandmothers are raising
both their children and their grandchildren (Bengtson 2001). Additional reasons in-
clude the high rate of divorce, an explosion in the prison population making parents
unavailable to their children, increases in the number of women using crack cocaine,
and increases in AIDS (Glass and Honeycutt 2002).

The consequences of the caregiving role for grandparents can be positive as well
as negative. On the positive side, grandparents may feel needed and enjoy relation-
ships with their grandchildren; on the negative side, they need to deal with a variety
of personal losses, including loss of freedom, relationships with adult children, peer
groups, leisure activities, and employment (Heywood 1999). Fuller-Thompson and
Minkler (2001) analyzed data from the 1992–1994 National Survey of Families and
Households and found that caregiving grandparents have 50 % higher odds of having
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activities of daily life (ADL) limitations; in addition, caregiving grandparents were
more likely to rate their health lower and to report higher levels of depressive symp-
tomatology. Higher levels of stress—financial, social, emotional, and relationship
stress—are reported by grandparents when addictive, illegal, or unethical, or ne-
glectful behaviors of children are the impetus for caregiving (Giarrusso et al. 2000).
Younger grandparents and low family cohesion are also associated with higher levels
of stress (Sands and Goldberg-Glen 2000), along with substance abuse and behavior
problems of grandchildren (Glass and Honeycutt 2002).

Limited available research suggests “there appear to be both subcultural
and/or ethnic differences in the experiences of custodial grandparents. . . (Cultural
differences). . . influence the mental health, role satisfaction, and role meaning of
grandparents raising grandchildren who are experiencing emotional or behavioral
difficulties, either arising from the divorce of or abuse by their parents or related
to difficulties in adjusting to their grandparents who must now raise them” (Toledo
et al. 2000, p. 108). Most cross-cultural research has focused on African-American
grandparents in comparison to Caucasians, in part because of the higher incidence of
custodial grandparenting in this population. African-American grandparents report
feelings of being discounted by providers and isolated from support systems, and
depend heavily on their faith beliefs for strength and consolation (Baird et al. 2000).
Additional information on grandparent caregiving may be found in Intergenerational
Caregiving (Talley, Henkin, and Butts [Eds.], this series).

Interventions for Midlife Caregivers

Not surprisingly, anxiety surrounding both the possibility and the reality of caregiv-
ing affects midlife caregiving families before, during, and after the end of caregiving
experiences. Understanding and alleviating the negative effects of caregiving re-
quires attention to both physical and mental challenges, to antecedents as well as
consequences of the caregiving role, and to factors that can mediate and/or moderate
these consequences. Moreover, successful interventions require consideration of the
extended impact of caregiving on all members of the family system, not just the front-
line care provider (Knight and McCallum 1998; Zarit et al. 1998). Three widely used
types of intervention include respite care, support groups and counseling, and family
interventions. Additionally, interventions that address specific immediate needs of
caregivers should be developed or integrated more effectively into existing programs,
and governmental policies should be reviewed to identify modifications that can help
support caregivers and the persons for whom they provide care.

Respite care provides a “time out” for caregivers by providing an alternate means
of assistance to care recipients for a short period of time, lasting from a few hours to a
few days. McNally et al. (1999) conducted a review of 29 studies of respite care and
concluded that “respite intervention has neither a consistent or enduring beneficial
effect on carers’ well-being” (p. 1). These authors underscored the need for a more
“carer-centered” (p. 1) approach to the respite care experience.
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The strong relationship between social support and caregiver subjective burden
has given rise to an emphasis on support groups for caregivers as a means of reducing
perceived stress. Research on the efficacy of support groups is equivocal. For exam-
ple, using a delayed-treatment control group design, Schwiebert and Myers (1994)
found no differences in caregiver burden as a result of support group participation,
however, there was a significant increase in coping resource effectiveness for 51
midlife caregivers who participated in a structured group experience. Roberts et al.
(2000) conducted a systematic review of literature on services and models of care
for dementia caregivers, and did not even include support groups based on an earlier
conclusion by Lavoie (1995) that support groups simply do not work. In contrast,
Roberts et al. (2000) found that individual, supportive counseling in Canada was ef-
fective in reducing the number of nursing home placements, particularly at the early
stages of dementia, and was instrumental in increasing psychosocial adjustment to
care recipient’s illnesses among caregivers with poor coping skills. Rabins (1998)
also noted the importance of early intervention among high risk (i.e., dementia) care-
givers, suggesting that emotional and social care early in the disease process may
prevent the development of physical as well as emotional problems.

Gallagher-Thompson et al. (1998) reported that 75 % of caregivers feel that care-
giving makes them feel useful; possible positive feelings include contributing to
feelings of self-worth, confidence, and companionship. However, anger, frustration,
and other symptoms of caregiver distress are predominant emotions. Family-based
interventions are needed to help midlife caregivers cope effectively with stress and
the many challenges of role definition and redefinition when the physical and/or
mental well-being of loved ones declines (Cavanaugh 1998; Knight and McCallum
1998; Zarit et al. 1998).

Interventions that address specific immediate needs of caregivers should be de-
veloped or integrated more effectively into existing programs. In interviews with
1,247 caregivers in the USA, 67 % of the caregivers reported that they needed help
or wanted information about at least one of the 14 listed items (National Alliance
for Caregiving & AARP 2004). The most frequently cited items were “finding time
for myself” (35 %), “keeping the person I care for safe at home” (30 %), “managing
my emotional and physical stress” (29 %), and “balancing my work and family re-
sponsibilities” (29 %). Additional frequently reported needs were, identifying “easy
activities I can do with the person I care for” (27 %), learning “how to talk with doc-
tors and other health care professionals” (22 %), and “making end-of-life decisions”
(20 %). Although the least cited need was “finding non-English language educational
materials” (5 %), only about 14 % of the caregivers identified themselves as ethnic
minorities (Hispanic, Latino, or other), making this a concern for nearly one-third
of ethnic minority caregivers. Thus, interventions should target specific needs iden-
tified by caregivers, and these interventions should be delivered in the languages
spoken and read by the caregivers. Designing interventions to meet caregiver needs,
however, is not enough. Interventions must also be designed for convenient access
from trusted sources.

When asked where they would look for information to help them with some as-
pect of caregiving, the caregivers most frequently cited the Internet (29 %), a doctor
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(28 %), and a family member or friend (15 %; National Alliance for Caregiving &
AARP 2004). Although the Internet is not a handy resource for everyone and not
all Web sites contain accurate information, for caregivers who may be bound to
home by their caregiving responsibilities, the Internet may provide an especially
accessible means for gathering information and maintaining connection with and
support from others. Many Web sites (e.g., www.alzfdn.org, www.cancer.org, and
www.caregiving.org) already provide extensive information about caring for peo-
ple with specific illnesses and caregiving in general. However, few Web sites (e.g.,
www.aarp.org, www.caregiver.org, and www.caregiving.com) provide interactive in-
terventions, such as chats, listservs, and opportunities for questions to be answered
by experts through e-mail, which can enable caregivers to access personalized infor-
mation or experience real time connection and support. Adding interactive resources
to existing Web sites or links to Web locations that provide interactive resources
may provide caregivers who feel isolated by their caregiving and their other roles
with new avenues for connection and support. These avenues may increase the social
support that isolated caregivers need, especially women caregivers, who may need
social support in order to cope with caregiving stress.

In addition to increasing Web-based interventions and their visibility, raising the
awareness of doctors concerning the importance of providing care and direction to
their patients’caregivers may help caregivers receive the support they need. Instead of
just being responsive to caregiver questions, doctors could initiate discussions about
common caregiving concerns and offer information about resources that can assist
caregivers with their individual needs. Outreach in the community to educate the
general population about caregiver needs and how best to support caregivers could
help caregivers receive the support they need from family members and friends and
from their workplaces. By designing interventions that are flexible enough to meet
the unique needs of individual caregivers and making those interventions available
through sources that caregivers trust and view as easily accessible, more caregivers
may recognize that support is available and utilize that support.

Governmental policies should be reviewed to identify modifications that can help
support caregivers and the persons for whom they provide care. Considering that
caregivers view keeping the person they care for safe at home as a major concern
(National Alliance for Caregiving & AARP 2004), one way to support the immediate
needs of caregivers is to initiate and support governmental policies that could assist
with safe and adequate long-term care within the home. Policies that could assist in
relieving worries about not being able to continue to provide adequate in-home care
could reduce caregiver stress and allow caregivers to redirect energy to self-care and
caregiving. Although most of the concerns identified by caregivers are immediate
concerns, initiating policies that protect caregivers later in life after caregiving ceases
may be more important in the long term for caregivers. At the time of caregiving, the
career and financial sacrifices that caregivers make may seem reasonable or neces-
sary, but in the long term, these sacrifices may lead to poverty and hardship during
old age, particularly for women caregivers who may have entered the labor force later
in life, who may not earn as much as their male counterparts, and who may retire
earlier in response to the greater demands of higher-level caregiving. Policies that

http://www.caregiving.com
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reduce the future negative financial consequences of career sacrifices for caregiving
(for example, Social Security credits for caregiving work and paid compensation for
providing care that would be community-based if not provided by family members)
would honor the valuable contributions of caregivers to communities, ease caregiver
stress concerning the future, and reduce the poverty that can occur in old age due to
earlier years of caregiving. Policy review should focus on satisfying both the immedi-
ate needs of caregivers and the future needs resulting from sacrifices associated with
caregiving. Review of governmental policies, the development and assessment of
new interventions that address specific immediate needs of caregivers, and the inte-
gration of policy changes and new interventions in existing programs would provide
additional support for caregivers and the persons for whom they provide care.

Future Directions

A brief review of three significant caregiving issues—gender, culture, and
grandparenting—underscores the serious and complex nature of caregiving issues for
midlife adults. Caregiving is a gendered experience that varies across cultures, and
increasingly incorporates and changes traditional conceptions of the role of grand-
parents. In addition to the stresses associated with each issue, the developmental
tasks of midlife create an intersecting and interacting constellation of experiences
and life challenges. From a developmental perspective, persons in midlife experience
new freedoms and physical, psychological, and social changes that result in greater
interiority and greater concern with establishing personally determined goals and
priorities for the second half of life. The demands of caregiving inhibit the search
for personal meaning that is so clearly a hallmark of the midlife transition. Clearly,
the well-being of midlife caregivers is threatened and they comprise a population
at risk. Multiple foci of intervention are needed, including alleviation of distressing
symptomology, prevention of dysfunctional outcomes, and enhancement of caregiver
wellness. Primary, secondary, and tertiary interventions are needed, with the locus
of involvement including the individual, family, care providers, and community.

Midlife caregivers need both social–emotional and instrumental support to deal
first with issues of midlife, second with issues of caregiving, and finally with the
special issues related to caregiving during the midlife period and managing the later
life consequences of assuming the caregiver role. The design of intervention pro-
grams in all areas requires a more extensive knowledge base of the needs of midlife
caregivers than now exists. Meta-analytic studies of demographics, normal develop-
mental issues, stressors, caregivers, and interventions need to be conducted with a
specific focus on the midlife years. Comparisons across age groups with younger and
older caregivers and comparisons within the midlife group on factors such as age,
gender, marital status, urban–rural dwelling, role commitments, and ethnicity need
to be conducted. As new cohorts reach middle and later life, new studies need to be
conducted to verify the nature and extent of cohort differences in the experience of
midlife as well as of caregiving during this time period.
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Of particular importance are studies that discriminate the etiology of negative
health and mental health symptoms for midlife caregivers to determine the variance
in outcomes due to normative midlife issues and to the stress of caregiving. For
example, given that depression rates for women peak in midlife, to what extent are
depressive symptoms a reaction to developmental challenges of this period versus
to the involvement of midlife women in caregiving roles? Accurate information in
relation to these questions is essential for the development of timely and effective
interventions, both proactive and reactive in nature.

Accurate information regarding the intersection of midlife and caregiving issues
is also necessary for policy makers as a basis for informed decision making. Family
leave policies have been instrumental in allowing family members latitude to attend
to caregiving needs. At the same time, family leave increases economic burdens
on families and thus contributes to stress that leads to negative caregiver responses.
Additional means of providing respite to families are needed, based on research that
identifies needs as well as model programs addressing these needs. Family caregivers
are tremendous resources to communities and save large amounts of money that oth-
erwise would be committed to community care for dependent persons of all ages.
Policies that support the needs of midlife caregivers, especially caregiving grand-
parents, will enable continued informal caregiving in spite of the enormous stresses
associated with caregiving roles during the otherwise demanding middle adult years.
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Part III
Local, State, and National Issues Effecting
Caregivers and Mental Health Caregiving



Loss, Grief, and Bereavement: Implications for
Family Caregivers and Health Care
Professionals of the Mentally III

Sherry R. Schachter and Jimmie C. Holland

In the present health climate of managed care, patients remain at home and a major
burden is placed on the family as their primary caregivers. As caregivers, family
members are expected to manage visits to clinic or hospital, change wound dressings
and participate in other hands-on medical procedures that clinicians have prescribed
needing to be done at home, while also maintaining their home environment and
perhaps maintaining a full- or part-time job outside the home. It is a tall order that is
frequently compounded by the graying of Americans with more who are older, and
who will have chronic illnesses requiring lengthy care at home. After the death, the
surviving family member is faced with the grief associated with loss, often without
attention to his/her needs for counseling. Health care policy must increasingly address
this burden in our society which will only grow in the next few decades. This chapter
outlines some of the issues for the family caregiver and the medical caregiver team—
both of whom face significant stresses in this new environment. When there is a dual
diagnosis of mental illness as well as medical illness, the burden for patient and
caregiver is much greater.

Anticipatory Grief

Individuals diagnosed with a life-threatening illness face many losses before their
actual death. Alopecia, loss of energy, loss of limb, and changes in body image are
just some of the losses that patients, families, and clinicians identify (Holland and
Lewis 2000). Other losses are related to financial security (e.g., when the individual is
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no longer able to work; burdens related to health insurance; the hiring of housekeep-
ers, baby-sitters, or health aides to assist at home; etc.) and isolation from friends or
family members (Schachter 2009; Schachter and Holland 1995; Holland and Lewis
2000; Doka 1993). These losses, and the expression of sadness, occurring before the
actual death, are also examples of anticipatory grief (Doka 1993; Rando 1986, 2000).

The concept of anticipatory grief (or anticipatory mourning), was first introduced
by Lindemann (1944). It refers to the grief experience by loved ones as they anticipate
an impending death, often grieving well before the death occurs. For family members
who are able to recognize and talk about their feelings, this can be very supportive
and healing offering opportunities for them to deal with “unfinished business,” face
the potential death and hopefully use the time with the patient for meaningful activ-
ities. However, not all individuals who are forewarned about a death can accept the
reality (Schachter 2009; Rando 1986). Some families even after a lengthy downhill
trajectory have reported saying: “I can’t believe he’s gone. I never thought he was
going to die.” Often, health care providers become frustrated when relatives, and
even the patient, appear not to have “heard” the physician’s discussion related to
poor prognosis and maintain a denial of what is actually happening. Therefore, it
is crucial for physicians (and other health care professionals) to acknowledge that
knowing in advance about an impending death does not equate with patients or fam-
ilies actually preparing or discussing issues related to dying (Schachter 2008, 2009;
Coyle et al. 2001). Just because a patient suspects (or has even been told) that they
have a life-threatening illness or that their disease has progressed does not necessar-
ily mean they (the patient or the family) give up hope and “accept” their impending
death. There is often a disconnect between what people have (or have not) been told,
what they believe, and how they incorporate that information into their consciousness
(Schachter 2009).

Corr et al. (2003) stressed that anticipatory grief should not be viewed as a strategy
for achieving completion or resolution of grieving prior to the death and that: “. . . it
may affect the quality of post-death bereavement, but it need not be any more (or less)
significant” than all other aspects of coping with dying (p. 237). Even when death
is expected (e.g., with a chronic or life-threatening illness) the death of a loved one
is an immense stressor impacting on physical, psychological, financial, emotional,
and existential suffering (Corr et al. 2003; Coyle et al. 2001; Doka 1993). Of all
diseases associated with the aging process, Alzheimer’s is recognized as the one
most stressful for families (Li and Lemke, 1998). These stressors exist for families
whether caring for family members at home or in an institution as many are faced
with having to quit their jobs or drastically alter their schedules to care for their loved
ones. The course of the illness trajectory will affect caregivers’ day-to-day living and
the quality of life for both the patient and family member.

For 3 years prior to her husband’s death, Wanda was able to care for him at home.
At the age of 58, this high-powered Wall Street broker had been diagnosed with early
Alzheimer’s. Initially, Wanda was able to manage her own job as an office manager,
her home, and her husband. However, as Jason’s condition progressed he became
physically abusive and the changes in his mental status no longer allowed him to
remain safely at home despite the hiring of a home health aide. When Jason was



Loss, Grief, and Bereavement: Implications for Family Caregivers . . . 147

placed in a nursing home, Wanda would visit him daily juggling her responsibilities
as wife and caregiver. Wanda was compelled to spend 4–5 h a day with him and
every day after work she would travel to the nursing home to have dinner and spend
the evening together even though he could not converse with her. The stress of this
situation contributed to Wanda’s own physical and emotional decline.

Other chronic and debilitating diseases (e.g., amyotrophic lateral sclerosis (ALS),
multiple sclerosis, myasthenia gravis, etc.) impact the family’s day-to-day activities.
Although frequently frustrating, challenging, and exhausting for family caregivers,
there are potential benefits of being a caregiver.

As a society, we do not deal well with death. Whether one thinks we are a “death
denying” society or a “death defying” society (Aries 1975), the subject of death is
frightening and can provoke increased anxiety. Unlike years ago, when individuals
died at home with family members present actively participating in their care, family
caregivers today often have limited exposure witnessing and experiencing a death
or going through the dying process with someone they love. Patients are apt to have
their family of origin unavailable, perhaps residing scattered across the country or
throughout the world. Increasingly common and problematic today is caring for
the patient who is either geographically or emotionally distant from family or social
supports. These challenges impact the context in which dying occurs and the grieving
process (Corr et al. 2003).

Current Focus on Loss and Bereavement

The shift from an aggressive approach aimed at curing disease to a palliative focus
aimed at aggressively treating physical, psychological, and existential symptoms
and improving quality of life remains a continual and challenging problem causing
distress for physicians, nurses, social workers, other health care professionals as well
as the patient and family (Carver and Foley 2001). There is a general unease that
exists among clinicians which often occurs when having to discuss poor prognoses,
end-of-life issues, dying, or just introducing the option of hospice (Schachter 2009;
Schachter 2008; Clayton et al. 2005; Murillo and Holland 2004; Buckman 1984,
1999; Girgis and Sanson-Fisher 1998). Yet the ability to effectively communicate,
particularly at the end of life, is essential not only for good medical care but also
for maintaining a positive relationship between the patient, family, and health care
providers (Kirk et al. 2004). Clear, concise, open, and effective communications are
potent tools in initiating and maintaining effective interventions (Schachter 2009;
Schachter and Coyle 1998; Schachter and Holland 1995). They affect bereavement
outcome for the survivors. The paucity of training programs for health professionals
in communication skills and the lack of role models in medical, nursing, and social
work schools have further contributed to this problem. Earlier studies by Ferrell
et al. (1999) in a survey of nursing curriculum and nursing textbooks found that few
schools addressed this important aspect of end-of-life care. In 50 nursing textbooks,
an average 2 % of their total pages (total pages of 3,108) related to end-of-life care.
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A similar study was conducted by Rabow et al. (2000) examining medical textbooks
from multiple specialties. Texts having the highest percentage of end-of-life care
content were located in family medicine, geriatrics, and psychiatry. Texts with the
least information were found in surgery, AIDS, oncology, and hematology textbooks
(Rabow et al. 2000).

Similarly, a survey by the American Medical Association (AMA) in 1997–1998
indicated that only 4 of 126 medical schools in the USA required a separate course in
the care of the dying patient (EPEC Project 1999). This initiated the Education on Pal-
liative and End-of-Life Care (EPEC) Project aimed at educating health care clinicians
by providing advanced medical teaching skills (via conferences, workshops) and ac-
cess to web-based curriculum on end-of-life issues, palliative care skills, and care of
the dying. The EPEC curriculum combines didactic sessions, videotape scenarios,
interactive discussions, practical exercises, and role modeling.

While nurses spend more time with patients and families than any other
health professional, supporting the physical, psychological, emotional, and ex-
istential needs of patients and families, research has previously demonstrated
that major deficiencies exist in clinical nursing education about end-of-life-care
(http://www.okabcd.org/ELNEC.htm). The End-of-Life Nursing Education Consor-
tium (ELNEC) Project and curriculum was developed and funded by The Robert
Wood Johnson Foundation to improve nursing skills at the end of life. National EL-
NEC training seminars were initiated to train nurses who were expected to return to
their own institutions to train their colleagues.

Frequently family caregivers prioritize the patient’s needs as being more important
than their own. Discussing with them that there is no “one right way” and no “one right
place” to die is important (Schachter and Coyle 1998) irrespective of where the care is
delivered (e.g., home, hospital, hospice, nursing home, or other facility). However,
achieving clear communication between health care professionals, families, and
patients does not readily happen. Communication skills must be and can be effectively
taught and role modeled. Billings and Block (1997), in their study of deficiencies
in medical education, reported that 41 % of medical students had never observed an
attending talking about death with either the patient or family members, and 35 % had
never discussed the care of a dying patient with a teaching attending. In a survey of
oncologists, almost 50 % felt that their communication skills regarding breaking bad
news to patients was poor to fair (Baile et al. 1999) and nearly one quarter of patients
studied indicated that the information they received about their cancer diagnosis was
unclear and not communicated to them in a caring way (Chan and Woodruff 1997).
The medical models—EPEC Project (1999) and nursing ELNEC Project (2000)—
are educational programs that were developed to address these deficiencies. Many
institutions have benefited from these training programs.

An additional stressor for some physicians may be their unrealistic expectations
about curing the disease. Health care providers may be left feeling helpless and
powerless when they do not cure their patient (Holland 2002). To diminish these
feelings, some clinicians distance themselves. They avoid the dying patient and fam-
ily so much that families angrily say they felt abandoned by their doctors even prior
to their loved one’s death. After the patient dies, some physicians blame themselves

http://www.okabcd.org/ELNEC.htm
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Table 1 Risk factors for
severe grief in bereavement.
(Parkes 2002)

Mode of loss
Sudden or unexpected losses (survivors are unprepared)
Death associated with an overly lengthy illness
Multiple losses
Violent or horrific losses
Death of a child (at any age)
Deaths perceived as preventable
Deaths for which the survivor feels responsible
Disenfranchised losses

Personal vulnerability
Dependence on deceased person (or vice versa)
Ambivalence to deceased person
Persons with poor self-esteem
Persons with a prior history of psychological vulnerability
Persons who are medically frail

Perceived lack of social support
Family absent or viewed as unsupportive
Social isolation
Concurrent stresses

and feel guilty. Dismayed at their inability to “save” their patient, they avoid calling
or writing the family. Contact after the death is a crucial role for all health care
clinicians and should routinely be incorporated as part of end-of-life care. Families
often indicate how meaningful it was to them when the doctor showed “he cared” by
sending them a condolence card or making a telephone call (Holland 2002).

Despite the bond between patient and the physician and primary team, it is not
unusual that after the patient dies, physicians do not remain in contact with the
surviving family (Holland 2002). Yet repeatedly in our clinical work with bereaved
family members, we hear their anguish and disappointment when physicians and
other health care professionals are no longer “present.” Holland (2002) suggests that
caring for the patient does not end when the patient dies and that clinicians have a
responsibility to assess the family in order to determine how they are coping, and if
they are at risk for complicated bereavement. However, in order to feel competent,
one must have the basic skills and knowledge in how loss is experienced (Chochinov
et al. 1998). Identifying resources, including referrals to a bereavement therapist or
other appropriate mental health professional, if needed, should be a routine part of
care. Table 1 indicates several risk factors for more severe grief reactions and Table 2
lists some of the manifestations of normal grief. Most individuals manage their grief
well; in fact, studies show that about 80 % will go through a normal grieving process.
However, about 20 % will experience more severe grief which may become an onset
of depression.

Since caring for dying patients causes confrontation with mortality and death
by the physicians and nurses, unacknowledged anxiety and fear related to personal
death is an added stressor (Schachter 2009). Having some philosophy about life and
death or some spiritual or religious beliefs appears helpful in coping with palliative
and end-of-life care (Schachter 1999). Another factor is helping clinicians understand
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Table 2 Manifestations of grief. (Schachter 1999)

Grieving the death of a loved one is very painful and at times can be overwhelming. Individuals
often worry if they are grieving “the right way” and question if they are “normal.” Grief is not
just sadness or depression; it is a whole host of feelings and emotions. Besides affecting your
emotions, grief reaches into every part of your life: your work, your relationships with others,
and your image of yourself. Not everyone will have the same experiences

1. Profound feeling of sadness, emptiness, and loss of meaning
2. A feeling of tightness in your chest, your throat, or your abdomen
3. An empty feeling in the stomach
4. The need to sigh
5. Muscle weakness
6. Stomachaches, headaches
7. Weight loss or gain
8. An extreme weariness and lack of energy
9. The need to go through a detailed review of all the events that led to the death

10. An intense preoccupation with the life and memories of the deceased; and the need to re-
examine past actions and behaviors toward your loved one

11. Occasional feelings of regrets over things that happened or did not happen in your relation-
ship with the deceased

12. The urge to try and solve the puzzle which led to the death; attempting to make some sense
out of the course of illness

13. The inability to concentrate; you may be absent-minded (get lost while driving, misplace
money, miss appointments)

14. Profound loneliness
15. You may be sensitive to noise
16. May have difficulty sleeping
17. You may dream frequently about the deceased (or wish you did)
18. Occasional untypical anger (at the doctor, God, or the deceased for leaving you)
19. A feeling of numbness
20. A sense that nothing seems real to you
21. You may start or increase your smoking or drinking habits
22. You may have uncontrolled tears
23. You can become restless and engage in aimless activity
24. At times you try to avoid any reminder of the deceased, or you may become fascinated with

objects, activities, or places associated with your loved one
25. You may withdraw or avoid seeing friends or families
26. You may hear or see your loved one—sensing their presence, like expecting the person to

arrive home at the usual time, hearing their voice, or seeing their face
27. A fear you will forget what the person looked like or you will forget the “good” memories
28. You may take comfort in wearing the deceased’s clothes or hold on to articles from the

deceased
29. You may feel that your own “cancer diagnosis” is inevitable or worry that other loved ones

will also be diagnosed with cancer and die
30. Ruminating over the last few hours, days, or months before the death

why they may find a death particularly painful. Knowing one’s “loss history” is often
beneficial because it frequently clarifies our previous relationships and experiences
with death of loved ones. Personal experiences and past issues can influence one’s
clinical decisions as we identify with a particular patient. One physician noted: “I
really liked her. She was so young—young enough to be my wife or my sister. I
never wanted to discuss hospice or palliation with her. I didn’t want her to give up
hope even though down deep I knew the end was close” (Schachter 1999).
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The opposite—an intense dislike, can also occur, without obvious cause but relates
to prior attachments. These unconscious bonds (transference and countertransfer-
ence) influence how we discuss bad news and initiate end-of-life discussions. Several
years ago, an Israeli physician trained in our teaching hospital (MSKCC). He and
his family (wife and two children) spent a year in the USA before returning home.
One of his patients was a young doctor from Israel who had pancreatic cancer. The
fellow could not understand why this patient caused him so much distress. He would
often think about him on the weekends when he was not on call. He was frustrated
when he could not control the patient’s pain. His identification with the young doctor
frequently complicated and impacted on his medical decisions and clinical care.

Another important concept is recognizing disenfranchised grief. Doka (1989)
first described disenfranchised grief as “the grief that persons experience when they
incur a loss that is not or cannot be openly acknowledged, publicly mourned, or
socially supported” (Doka 1989, p. 4, 2002). Typical situations can be observed with
situations including miscarriage, abortion, adoption, and perinatal deaths. Other sit-
uations leading to disenfranchised grief can be observed when the loss is experienced
by an elderly or mentally impaired person; in socially awkward situations in which
the grief or “the other woman” in an extramarital affair cannot be fully recognized.
These bereaved individuals can easily become overwhelmed and frequently lack the
emotional support so gravely needed.

Nearly all of the 2.5 million Americans who died in 2004 were admitted to a
hospital within the past 12 months of their life and half of all deaths occurred in inpa-
tient facilities (Imhof and Kaskie 2005; National Center for Health Statistics 2003).
With the rise of the modern day hospice movement, and more recently the focus
on end-of-life issues and quality-of-life, researchers have identified barriers con-
tributing to what has come to be defined as a “good death” (Buckman 1984, 1999;
Smith 2000; Steinhauser et al. 2000). These barriers can impact on the family’s
bereavement as the circumstances surrounding the death can leave vivid memories;
grief is much easier when the components of a “good death” can be remembered.
A “good death” can be defined as one in which the patient is kept comfortable
and symptoms are controlled as well as possible, particularly pain (Howarth and
Leaman, 2001). A “good death” is one that is “free from avoidable distress and
suffering for patients, families and caregivers; in general accord with the patients’
and families’ wishes; and reasonably consistent with clinical, cultural, and ethical
standards.” A bad death “. . . is characterized by needless suffering, dishonoring
of patient and family wishes or values. . . ” (IoM 1998, p. 24). Table 3 indicates
several components that have been identified as contributing toward a good death.
Unfortunately, many individuals still die in pain causing distress that could have
been prevented or relieved (Desbiens and Wu 2000; Huskamp et al. 2001; IoM 1998;
Teno et al. 2004). The study to Understand Prognoses and Preferences for Outcomes
and Risks of Treatments (SUPPORT 1995) found that 40–70 % of patients had
substantial pain in the last days of their life. Additionally, nearly 40 % of patients
spent the last 10 days of their life receiving care in an intensive care unit.

With the exception of the hospice concept of care, which includes the family,
the focus for most medical teams has been on the patient; this is especially so in
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Table 3 Components of a
good death. (Adapted from
Principles of a Good Death
(Smith 2000))

Effective pain management
Effective symptom management
Relief of needless suffering
Clear decision-making
An understanding of what to expect
Preparation for death
Knowing when death was coming
Having a choice of where death occurs
Able to maintain control of what happens
Access to spiritual and emotional support
Control over whom is present
Having time to say goodbye

There are similar Principles of a Good Death; 12 principles that
should be incorporated into the plans of individuals, professional
codes, and the aims of institutions and health services

tertiary hospitals. However, in hospice, care is aimed at both the patient and the
family ensuring attention to their needs. Hospice and palliative care continues to be
a growing field in the USA as well as worldwide. In 2003, Robert Wood Johnson
Foundation awarded a $ 4.5 million grant to The Center to Advance Palliative Care
(CAPC) to establish palliative care programs. Since 1998, hospital-based palliative
care programs have increased from 300 to 800 in 2001 (CAPC 2003a, b; Imhof and
Kaskie 2005) to over 950 programs in 2002 (Health Forum 2004). However, most
tertiary hospitals, even those providing pain and palliative care services, often do
not offer bereavement services to families. In an audience of over 200 health care
clinicians from throughout New York City (2005, Calvary Hospital), only about ten
clinicians indicated that their institutions provided bereavement services; and less
than half said that they continuously assessed whether their institutions were meeting
the needs of the families they served.

In 1998, Memorial Sloan-Kettering Cancer Center in New York initiated a
hospital-wide bereavement program that addressed these concerns and provided on-
going care for families after a patient died. Within two weeks of a patient’s death, the
family received a handwritten condolence card on behalf of the hospital. This was
followed 3 months later by a letter providing them with information about bereave-
ment resources, and 9 months later, another handwritten card was sent to the family
acknowledging the 1-year anniversary of their loved one’s death. Responses result-
ing from this program had been overwhelmingly positive and many families called
or wrote notes thanking the hospital for their continued commitment and emotional
support. In addition, many took advantage of the free weekly bereavement support
groups which they described as being helpful. This program has since been ter-
minated and a new decentralized program which utilizes Psychosocial Care Teams
associated with each medical disease management team is being developed. They
will follow up with relatives who have died on their service.

Founded in 1899, Calvary Hospital is the only fully accredited acute care spe-
cialty hospital in the USA devoted exclusively to providing palliative care to adult
advanced cancer patients. This one-of-a-kind hospital has 225 beds. Embedded in the
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hospital’s mission is the philosophy of nonabandonment evidenced by the numerous
bereavement services the hospital provides without charge to family members and
the community at large. A major focus of the bereavement services includes adult
bereavement support groups that are closed, time-limited sessions meeting weekly
for 1.5 h. All groups are free, and they are open to the community. In addition, there
are weekly bereavement support groups for children (ages 6–11) and teens and Cal-
vary’s Camp Compass® a weeklong bereavement summer camp for children and
teens (Schachter and Georgopoulos 2008; Schachter 2007).

Family Caregivers

Our experience in conducting numerous bereavement groups have identified recur-
ring themes : acute symptoms of loss; loneliness; anger about terminal care and
feelings of being abandoned during late stages of illness; recurrent images of the last
days of illness; regrets or guilt over what the family perceived that they, or the health
care team, did or did not do. Bereaved families frequently ruminate over the events
of their loved one’s death and recall the sensitivity (or lack of it) of the clinicians
caring for their loved one (Schachter 2009; Murillo and Holland 2004).

For families, being a caregiver can be all consuming and it is not unusual for family
members to neglect their own health while caring for their dying loved one. The
psychological strain of caregiving and bereavement has been shown to put spousal
caregivers and bereaved survivors themselves at heightened risk of death (Schaefer
et al. 1995; Schulz and Beach 1999; Kaprio et al. 1987). It was only after Betty
died of breast cancer that her husband Keith attended to the abdominal pains in his
stomach. Although Keith had symptoms of nausea, vomiting, and pain for some time
he attributed his symptoms to that of being a caregiver and did not seek help until
several weeks after the funeral. He was diagnosed with an unresectable tumor and
started experimental chemotherapy.

Studies, especially with older spouses (Zisook 2000), describe many adverse
psychiatric (e.g., depression, panic attacks, suicidal ideation) and physical health
ailments (decreased energy, high blood pressure, including a tenfold increase in
hypertension; Prigerson and Jacobs 2001). Increased alcohol and tobacco intake,
and changes in sleeping and eating behaviors are also noted during bereavement
(Schulz et al. 1995; Schulz and Beach 1999; Stroebe et al. 2001).

Complex symptoms of grief at sufficiently high and persistent levels represent a
distinct form of psychopathology. Sometimes called traumatic, prolonged, or compli-
cated grief, this form of grief is painful and interferes with function and can continue
for long periods of time with an inability of the survivor to accept their loved one’s
death (Ringold et al. 2005). Symptoms include: separation distress (e.g., yearning,
pining for the deceased; excessive loneliness), feeling stunned and dazed; a sense of
disbelief; numbness; bitterness; and a sense of vulnerability with intrusive thoughts
(Shear et al. 2005).
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Paradoxically, despite the heightened morbidity associated with complicated
grief, it also coincides with a significantly lower utilization of health services (Shear
et al. 2005; Prigerson et al. 2001) indicating that many bereaved family caregivers
do not seek out or receive the health care services they need. This further illustrates
the need for clinicians to be diligent in monitoring bereaved family members for
complicated grief including suicidal risk.

A study (Prigerson et al. 2001) found that the duration of caregiving was directly
associated with a greater number and greater length of hospital stays for medical
problems by these bereaved survivors. One explanation may be that since bereaved
caregivers underutilize and fail to obtain the health care they need, ultimately results
in an increased severity of their illnesses often requiring hospitalization.

Appropriate resources, such as bereavement support groups, are available, al-
though not often readily publicized or made easily accessible. Expecting the bereaved
individual to search out and locate resources is not realistic since families often lack
the energy required to find telephone numbers and websites and making phone calls
for appointments. Another factor is the huge disparity in our health care system,
putting African-Americans or other minorities at risk because of access to fewer
services, coupled with distrust of the medical system (Crawley et al. 2000). Ter-
tiary hospitals must be in tune with the needs of the discrete populations they serve
and address cultural sensitivity issues such as religious beliefs, customs, rituals,
understanding the meaning of the illness, suffering, and death.

Available support groups are highly variable due to the style and competency
of those individuals who facilitate the bereavement support groups (psychologists,
social workers, clergy persons, bereavement counselors, nurses, volunteers) and
treatment modalities (individual therapy, supportive, cognitive, behavioral thera-
pies). While there have been great strides in the area of credentialing professionals,
variations in standards differ from state to state making this an area of concern
(LoCicero 2002–2003). Although there are numerous views as to whether or not
credentialing professionals is a benefit, supporters feel it protects the public from
unethical or incompetent practitioners by establishing standards of practice in the
field. Currently there are a few programs throughout the USA (e.g., College of
New Rochelle in New York, Brooklyn College in New York, Hood College in
Maryland) that offer a master’s program in thanatology where clinicians (e.g.,
nurses, counselors, social workers, hospice personnel, etc.) can obtain more ad-
vanced knowledge and training in areas related to grief, loss, and bereavement. The
Association for Death Education and Counseling (ADEC) is an international, pro-
fessional organization “dedicated to promoting excellence and recognizing diversity
in death education, bereavement counseling, care of the dying, grief counseling,
and research in thanatology. Based on quality research, theory and practice, the
association provides information, support, and resources to its international, mul-
ticultural, multidisciplinary membership and to the public” (ADEC website). A
study of 394 grief counselors who were ADEC members was conducted exploring
the similarities and differences between noncertified and certified grief counselors,
indicating that certified grief counselors have greater experience and background
(LoCicero 2002–2003).
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ADEC provides training and offers a certification process for those individuals
working with the dying or the bereaved. Certification in Thanatology (CT): Death,
Dying and Bereavement is the foundation certification. The individual indicates a
mastery of the body of knowledge, which was developed by topic experts in the field
and later evaluated through an ADEC survey. Individuals pass an examination based
on this core body of knowledge. The CT credential is perceived as a foundation
certification and although a counselor/therapist or educator is defined by his/her
education and work experience, the CT notes the special educational training in
the field. Eligibility requirements include a bachelor’s degree and 2 years of verified
related experience or a master’s or doctorate and 1 year of verified related experience
plus 60 contact hours in thanatology and related topics plus two letters of support
from supervisors or colleagues.

ADEC also initiated a Fellow in Thanatology in an effort to recognize practitioners
and educators in the discipline of dying, death, and bereavement who have met
specific requirements to demonstrate advanced levels of competency in teaching,
research, and/or clinical practice. Requirements include a master’s/doctoral degree
with 5 years experience in thanatology, letters of verification and support, and a
minimum of 12 units in a professional portfolio.

Future Needs/Directions

We have several recommendations for future directions so that bereaved family
caregivers may receive the emotional support they need during this difficult period.

Practice Recommendations

• Clinicians need to be alert to survivors who come in with an ostensible medical
problem which is a manifestation of grief, particularly in older individuals.

• Given that 2.5 million people die yearly in the USA (National Center for Health
Statistics 2003) many individuals are grieving the loss of loved one. Clinicians
need to assess individuals after a significant loss as there are those who will adapt
well, but a significant percentage (at least 20 %) may require additional support
and help.

• Encourage clinicians to assess surviving family members for complicated or
prolonged grief reactions after the patient has died.

• Increase the sensitivity of physicians to cultural factors, coping styles, and gender
differences in bereavement care.

• Encourage the emotional and psychological support of individuals in underserved
populations, improving availability and access to care.

• Encourage bereavement support groups in community centers, senior citizen cen-
ters by collaborating with local hospice, home care facilities, and long-term care
facilities.
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• Develop brochures offering help, support, and information in languages other
than English (e.g., Spanish, Chinese, Italian, etc.).

• Elderly bereaved individuals need special programs due to concurrent losses of
physical well-being, loss of friends, and decreased financial and social supports.

Education and Training Recommendations

• Encourage more systematic approaches to the management of chronic and ter-
minal illness through palliative care and hospice programs by accreditation by
regulatory bodies (Meier 2004). Bereavement assessment at the end of life should
be part of the standard of end-of-life care.

• Educate physicians and other health care professionals to address and care for their
own personal psychological needs; acknowledge their feelings about mortality
dealing with losses.

• Training of health care professionals to improve communication skills and ad-
dress end-of-life issues by utilizing faculty from the individual’s own discipline
in conjunction with an expert skilled in teaching communication (Murillo and
Holland 2004). Utilizing multidisciplinary consultant services facilitates learning
(Imhof and Kaskie 2005). Currently, there are over 900 physicians certified in
palliative care and more than 840 trained in end-of-life care with 7,600 nurses
who are similarly certified (Imhof and Kaskie 2005; Last Acts 2002). In ad-
dition, currently there are over 800 international professionals (psychologists,
social workers, nurses, chaplains from many countries who have completed the
Certification in Thanatology: Death, Dying and Bereavement (Dr. G. Thornton,
personal communication, July 26, 2005).

• Implementation of courses on dying and death into the curriculum of medical
and nursing schools. Workshops and training utilizing techniques such as role
playing or use of videotapes (Delvaux et al. 2005; Hulsman et al. 1999; Jenkins
and Fallowfield 2002; Murillo and Holland 2004; Razavi et al. 2003).

• Lectures and workshops should be more accessible to community organizations
such as churches, synagogues, and other places of worship.

Research Recommendations

• Identify most effective teaching methods;
• Examine grief in women and men with implications for interventions;
• Study factors related to complicated or prolonged grief;
• Evaluate efficacy of psychological interventions;
• Study cross-cultural factors which impact on grieving, its nature, and severity;
• Impact health policy to obtain parity for counseling in end-of-life care and

bereavement (Murillo and Holland 2004).
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Summary

This chapter has outlined the major issues facing family caregivers and their medi-
cal counterparts—demonstrating how psychological issues can complicate medical
decisions, from both the patient-family and physician’s viewpoints. The recommen-
dations given should be carefully considered from several perspectives: the education
of professionals for health care in the new century with a focus on chronic disease
in an aging population, and attention to the potential for prolonged or complicated
grief reactions in survivors. Health care policy makers must set standards for care
that assure adequately trained professionals are available and that they follow clini-
cal practice guidelines based on evidence. Palliative care, in particular, will need to
address the needs of diverse populations and recognize the need to include care of
the bereaved following the death of a patient receiving palliative care.
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Caring for a Family Member with Mental
Illness: Exploring Spirituality

Thomas R. Smith and Mary G. Milano

The authors wish to dedicate this chapter to the memory of David
B. Larson, MD, MSPH, former President of the International
Center for the Integration of Health and Spirituality.

Sir William Osler, the Canadian physician whose pioneering clinic at Johns Hopkins
Hospital was so acclaimed that he has been called one of the most influential physi-
cians of all time, expressed a profound insight about the role of spirituality in health.
He said, “Nothing in life is more wonderful than faith—the one great moving force
which can neither be weighed in the balance nor tested in the crucible. . . mysterious,
indefinable, known only by its effects, faith pours out an unfailing stream of en-
ergy while abating neither jot nor tittle of its potency” (1910). Efforts to measure
faith, religious commitment, or spirituality during the latter part of the twentieth
century tended to support Osler’s thesis that such a concept remains challenging
for researchers. By now, enough research of varying degrees of quality, in numer-
ous different settings, with a large variety of respondents has shown a moderate yet
consistent association between various aspects of health and this other mysterious
variable, regardless of how it is defined or measured. This fact has been especially
found relevant in the area of mental health associated with coping skills. The direct
application of these data to the mental health of caregivers and those who receive
their care will hopefully become apparent.

One must be careful not to assume that profound spirituality or faithful adherences
to religious practices will, in themselves, prevent anyone from enduring chronic or
painful illness or being responsible to care for someone in that condition. Research
has not yet identified convincingly any direct mechanism by which one’s spiritual
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practices or personal faith influences the ways in which one deals emotionally or
mentally with the stresses of caregiving. Evidence is convincing, however, that the
mental health of people under stress is often ameliorated if they can place their stress
in a larger context with some redemptive or humanitarian purpose or with the hope
associated with an improved future defined in some meaningful way. That is to say
that spiritual strength seems to be associated with an improved ability to withstand
the emotional burden of caring for someone and the personal sacrifices associated
with it.

Although people may define spirituality in different ways, there tends to be general
consensus across cultures that spirituality is the aspect of humanity that searches for
transcendent meaning in life. For many, spirituality includes a search for Ultimate
Reality including a relationship with a personal God. For others, Ultimate Reality is
primarily a philosophical concept, but not personal. In any event, for purposes of this
chapter, the spiritual dimension of human beings will be thought of as that which
gives individuals a sense of connectedness between themselves and others, their
environment, and ultimately the universe. It gives a depth of meaning to experiences
in life that otherwise might seem disconnected or utterly impossible to understand.

While spirituality and religion are not synonymous, for most people, religious
traditions and belief systems form the primary means on which personal spiritual
expressions are based. In the last several decades, during a general decline among
Americans in a commitment to organized religion, there has been a growing interest
in spirituality. Nevertheless, the primary ways personal spirituality is fostered and
the benefits enjoyed continue to reflect aspects of religious beliefs and practices. A
Gallup poll (Gallup 1996) revealed that 95 % of Americans say they believe in God
or a Universal Spirit and that 40 % attend religious services weekly or more and
60 % at least monthly. Thus, a majority of Americans are involved in an organized
expression of faith that has the potential of producing spiritual resources within them.
Only 5 % of Americans identify themselves as atheist or agnostic. Although many of
them would not call themselves spiritual, any humanitarian concerns and interests
that they may have and the meaning that they often attach to such caring for others
may be considered spiritual according to this broad definition.

It is important to note that the connections between spirituality and religion are not
nearly as discreet as might seem likely. Many who are devoutly religious and faithful
in a particular religious community hold views of spirituality that are inconsistent
with the official teachings of the faith group to which they belong. An extreme exam-
ple would be a Baptist who believes in the eastern tenet of reincarnation. Similarly,
avowed atheists may adhere to moral codes that promote humanitarian and social
goals that are similar to those that arise from theological premises, and, without
calling such priorities spiritual, nevertheless find such meaning in pursuing those
humanitarian goals that it would appear to some that they are spiritual people. Some
atheists stood alongside Dr. Martin Luther King, Jr. in the struggle for civil rights
and support other social causes that have their origins within religious institutions.
The extent to which such humanitarian activism expresses the pursuit of Ultimate
Reality and/or provides meaning for those involved defines the extent to which those
activities are spiritual.
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Despite the complexity of these interrelationships, the terms spirituality and re-
ligion are often used interchangeably because of the scarcity of scientific research
in this area. When the years of research neglect have been overcome, it can be an-
ticipated that a greater degree of clarity among the concepts of religion, spirituality,
faith, beliefs, and other similar terms will be achieved.

All of these terms, however, reflect the dimension of life that gives meaning to
human experiences. Spirituality applies to all people, yet is unique to each individual.
It is very often the means of hope to people in the midst of suffering and provides a
source of meaning and purpose to their lives (Astrow et al. 2001). Not surprisingly,
an individual’s religious and spiritual beliefs are often brought to the forefront during
times of crisis. Mental illness, indeed, all illness calls into question the way one has
lived life; what life’s meaning has been or might be; whether one’s life has any
genuine value; and whether the quality of one’s relationships with the Transcendent
or with other human beings are in right order. These are spiritual issues that, if
left unresolved, can cause spiritual distress and suffering. Foglio and Brody (1988)
explained the relationship in this way:

For many people, religion forms a basis of meaning and purpose in life. The profoundly
disturbing effects of illness can call into question a person’s purpose in life and work,
responsibilities to spouse, children, and parents, and motivations and fidelity priorities.
Healing, the restoration of wholeness (as opposed to merely technical healing) requires
answers to these questions. (p. 474)

Surveys have found that 94 % of patients consider their spiritual health to be as
important as their physical health (King and Bushwick 1994; see Elmore, this book).
Nearly 80 % of Americans believe in the power of God or prayer to improve the
course of illness (Fitchett et al. 1997), while 96 % of family physicians stated that
they believed spiritual well being was an important factor in health (Ellis et al. 1999).
Additional findings from the 1996 Gallup poll demonstrated that 65 % of Americans
claim that religion is central to their lives and that a majority feel that spiritual faith
can help them recover from illness (Gallup 1996).

A growing body of research has begun to examine the links that exist between
health and spirituality. In fact, more than 1,200 peer-reviewed, published studies
have documented this relationship. Researchers have found a variety of links be-
tween health and spirituality including lower rates of depression, lower levels of
early mortality, lower levels of hypertension, improved surgical outcomes, enhanced
recovery from addictions, shorter hospital stays, and better compliance with clinical
care (Koenig et al. 2001b).

Patients’ Use of Religious and Spiritual Coping

Among these published studies, a large body of research focuses on the impact of
religious and spiritual beliefs on coping with illness (Pargament 1997). Just what is it
about religious or spiritual coping that seems to be so effective? Koenig et al. (2001a)
posited that the religious tradition of emphasizing relationships—relationship to God,
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others, and self—can provide significant support when facing illness or crisis. As
they explain:

Religious beliefs and practices may reduce the sense of loss of control and helplessness
that accompanies physical illness. Religious beliefs provide a cognitive framework that can
reduce suffering and increase one’s purpose and meaning in the face of other previously
relied upon sources of self-esteem. Private religious activities such as prayer reduce the
sense of isolation and increase the patient’s sense of control over the illness. Praying to
God may not only relieve the patient’s loneliness, but belief in an all powerful, loving, and
responsive God can give patients the sense that they can influence their own condition by
possibly influencing God to act on their behalf. (p. 355)

Koenig et al. (1988) examined the ways in which religious coping assists the elderly
in dealing with the stresses of aging and disability. The researchers asked a sample
of 100 older adults about how they had coped with some of the most difficult cir-
cumstances in their lives, including physical and mental illness. Nearly two-thirds of
the women and one-third of the men replied that they used religious coping mecha-
nisms (i.e., prayer, trust and faith in God, reading religious scriptures, depending on
religious institutions or religious leaders).

Koenig et al. (1998b) followed this prior work by examining 850 male veterans at
the Durham Veterans Affairs Medical Center who were admitted to the acute medical
and neurological services unit and 330 men and women who were admitted to the
medical, neurology, and cardiology units at Duke University Medical Center. The
researchers sought to examine how religious coping was used to deal with acute
medical illness in these two populations. Using the Religious Coping Index (RCI),
the researchers found that 20 % of veterans and 42 % of the other patients reported
that their spiritual and religious beliefs were the most important factors that they used
in coping with their illness. When asked further questions, seven out of ten veterans
and nine out of ten of the other patients reported that they used religion at least to
a moderate extent in coping with their illness. In addition, 55 % of the veterans and
75 % of the other patients indicated that they used religious coping to a large or very
large extent.

Interestingly, among the 850 hospitalized veterans, the use of religious coping
was significantly and inversely correlated with depressive symptoms and predicted
lower levels of depression up to six months later. In fact, religious coping was the
most powerful of all 14 covariates measured at baseline in predicting low depression
scores on follow-up (accounting for 45 % of the explained variance). Other studies
have found that spiritual coping, such as seeing God as benevolent, collaborating
with God, seeking a connection with God, or receiving support from clergy or church
members not only resulted in less depression, but also improved quality of life
and compliance with medical care (Koenig 1998). These characteristics of spiritual
coping were also found to be related to enhanced stress-related growth, which resulted
in greater psychological growth as a result of the illness.

In the Fitchett et al. (1997) study of patients’ spiritual coping, 68 % of the psychi-
atric patients indicated that religion was, to “a great deal,” a source of comfort and
support. This compared to 76 % of the medical-surgical patients who responded that
strongly to the question. This area of research is in its infancy, requiring much more
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data on the role of spiritual coping among psychiatric patients. The issue is compli-
cated by the fact that the symptoms of some diseases may include hallucinations or
delusions that include religious themes.

Holland et al. (1999) and Baider et al. (1999) both examined the impact of religious
or spiritual beliefs on coping styles among patients suffering from melanoma. Both
researchers found that those patients who relied more on religious or spiritual beliefs
in coping with their illness used a more active coping style that allowed them to
accept their illness and deal with it in a positive, meaningful way. The researchers
noted that these findings reverse past views of religious coping as a passive or even
avoidant psychological phenomenon.

Roberts et al. (1997) examined the role that religious and spiritual coping might
play among women suffering from gynecologic cancer. Among this patient popu-
lation, 91 % stated that religion helped them to sustain their hopes, 76 % said that
religion had a serious place in their lives, and 41 % said that religion sustained their
sense of self-worth. Interestingly, nearly half of these female patients stated that they
had personally become more religious since their diagnosis, while no patients stated
that they had become less religious since learning they had cancer.

Similarly, high levels of religious and spiritual coping were found among women
battling breast cancer (Johnson and Spilka 1991). Among these women, 88 % con-
sidered religion to be important or very important, 85 % felt religion helped them to
cope with their diagnosis, and 95 % reported being very satisfied with clergy home
and hospital visits.

Among patients undergoing hemodialysis, more than half of the patients saw their
religious beliefs as an important factor in adjusting to their illness. In addition, nearly
half of the patients re-surveyed three years later felt that their religious beliefs had
become even more important to them in coping with their illness (O’Brien 1982).

While numerous studies have found significant correlations between religion or
spirituality and improved coping skills, other studies have found that not all spiritual
or religious beliefs predict better outcomes. For example, a study of 90 HIV positive
patients found that patients’ perceptions of God can influence their coping style
(Kaldjian et al. 1998). The researchers found that patients who felt guilty about
having HIV or who viewed their infection as punishment from God had greater fear
of death.

In contrast, those HIV-positive patients who read the Bible frequently, attended
church regularly and saw God as having a central role in their lives, had less fear
of death. Interestingly, the researchers also found that those who believed in God’s
forgiveness were also more likely to have discussions about resuscitation status,
possibly indicating more of an acceptance of their condition and less overall fear.
The researchers commented, “Belief in a God who forgives and comforts may signify
an ability to accept HIV or premature death.”

Pargament et al. (1998) also supported the idea that God images play a role in
shaping an individual’s coping style and efficacy. They found that negative coping
strategies (i.e., seeing the crisis as God’s punishment or questioning God’s love or
power) were linked to more depression and lowered quality of life as well as a greater
callousness towards others. Other studies have noted that individuals who employ
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coping behaviors that focus primarily on themselves rather than God are at a greater
risk of suffering from depression, lower quality of life, and experience significantly
lower stress related growth (Koenig 1998; Koenig et al. 1998a).

Research has demonstrated that spiritual resources can be useful to patients as
they cope with the rigors of chronic and serious physical and mental illness as well
as other physical and mental disabilities. Similar spiritual resources are available to
caregivers as well. It is useful to examine some of the research results regarding the
ways professional and non-professional caregivers rally the resources of their own
spirituality to help them cope with the physical and emotional demands of taking
care of others.

The Role of Spiritual Coping in Caregiving

The history of medicine has long emphasized the importance of caring for the whole
person—body, mind, and spirit. In fact, the foundation of medicine is deeply based
in religious traditions from the Egyptian culture (Imhotep in the twenty-seventh
century B.C.), Greek antiquity (Aesculapeus, known in mythology as the god of
healing), native American “medicine men,” African “healers and root doctors,” and
Buddhist concepts of physical health as deriving from spiritual health, as well as
Judeo-Christian traditions uniting physical and spiritual aspects of health.

The history of modern nursing also places its roots firmly in the solid soil of
theological commitments. Florence Nightingale, to whom much credit is given for
founding the modern profession of nursing, believed that she was called by God to
respond to the pain and suffering around her. While she promoted improved sanitation
and cleanliness, and incidentally kept records to show the improved outcomes from
following these rigors, she always contended that the nursing profession was a sacred
one (McDonald 1999).

However, as technology has advanced over the last 50 years, the emphasis in med-
ical practice has changed. The curriculum has become understandably packed with
volumes of scientific data on disease diagnosis and treatment. This development has
left little time to emphasize the compassionate part of caregiving. Traditional medi-
cal training has emphasized the study of many of the hard sciences, often leaving out
spiritual issues and focusing on treating the disease rather than the patient. Americans
have felt the impact of this training and have reported their dissatisfaction with our
current health care system. Clinicians need to be encouraged to listen more carefully
when patients wish to talk about what gives their lives meaning.

Today, many clinicians are recognizing the need to return to the roots of their
profession—to reclaim the tradition of caring, not only for patients’ bodies, but also
for their minds and spirits. Clinicians are recognizing the importance of “person–
alizing” medicine—something educators now term patient-centered care. Integral to
a more personalized educational and clinical approach is enhancing practitioners’
recognition of the importance of spirituality in the lives of both patients and care-
givers. Training health care providers to pay attention to their patients’ beliefs and
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values is necessary to ensure that patients have their spiritual as well as physical
needs met. At the core of training health care providers is teaching them to respect
the whole patient and cultivating an effective way of communicating with the people
they serve.

Bergin and Jensen (1990) stated quite directly the issue:

For the more than 70 % of the population for whom religious commitment is a central
life factor, treatment approaches devoid of spiritual sensitivity may provide an alien values
framework. . . a majority of the population probably prefers an orientation. . . that is sympa-
thetic, or at least sensitive to, a spiritual perspective. We need to better perceive and respond
to this public need. (p. 6)

To underscore this, the Association of American Medical Colleges (AAMC) Med-
ical School Objectives Project stated that physicians must seek to understand the
meaning of patients’ stories in the context of their beliefs, family, and cultural values
(AAMC 1998). Other professional associations have also counseled their members
to attend to the psychosocial, existential, or spiritual suffering of their patients con-
fronting serious medical illness (Lo et al. 1999). The U.S. Joint Commission on the
Accreditation of Healthcare Organizations requires the assessment of patients’ spir-
itual needs (Miller 1998), while the American Psychiatric Association recommends
that patients be asked about their religious or spiritual beliefs so that “they may
properly be attended to in treatment” (Committee on Religion and Psychiatry 1990).

Attending to patient’s religious or spiritual issues in clinical care can often have
unexpected rewards, not only for patients, but for the caregivers as well. Researchers
at the University of Pennsylvania found that asking patients if they have religious
or spiritual beliefs that would affect their medical decisions if they became gravely
ill increased the patient’s level of trust in their doctor (Ehman et al. 1999). Sixty-
six percent of study respondents indicated that if their physician inquired about their
religious or spiritual beliefs, their level of trust in the clinician would be deepened. In
addition, of those patients who indicated that their religious or spiritual beliefs would
affect their medical decision-making, 94 % believed that their physician should ask
about these beliefs. Unfortunately, only 15 % of these patients indicated that their
doctors had asked them about the relevance of their beliefs in the medical setting—a
large discrepancy between patient desire and physician practice.

Indeed, while most patients place significant importance on their religious faith,
physicians often misunderstand or even ignore this dimension of patient care. Koenig
et al. (1991) found that while 44 % of hospitalized patients rate their faith as being
very important in coping with their illness, only 9 % of physicians placed this same
level of importance on their patients’ religious beliefs.

These findings confirm earlier studies that found a similar gap between patient
desire and doctor provision. A study published in The Journal of Family Practice
surveying more than 200 inpatients found that 77 % of those surveyed believed
physicians should consider patient’s spiritual needs (King and Bushwick 1994). In
addition, more than one-third of these patients wanted their physician to discuss
religious beliefs with them more frequently, and nearly one-half wanted their physi-
cian to pray with them. A similar survey conducted by USA Weekend in 1997 found
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that nearly two-thirds of patients wanted to talk with their physicians about their
spiritual or religious beliefs, but only 10 % of their doctors had initiated any type of
conversation on the subject (McNichol 1997).

While spirituality and religion can, and often do, play an important role in the
coping patterns of those facing a variety of illnesses, physicians often seem hesitant to
inquire about their patients’belief systems. The fact that so few physicians address the
spiritual concerns of their patients is understandable since spirituality, until recently,
had long been overlooked in research, medical school curricula, and in the standards
of medical care. How can clinicians better respond to this area of patient interest?
What guidelines should physicians follow in addressing their patient’s spiritual and
religious issues?

A variety of published studies have suggested ways in which clinicians can deal
sensitively and ethically with their patients’ belief systems. One of the primary ways
that physicians can learn how best to address their patients’ religious or spiritual
beliefs is by taking a spiritual history. Like a social history, a spiritual history can
gauge a patient’s level of religious or spiritual commitment as well as highlight how
these beliefs might best be used to support the patient during their illness. The spiritual
history can also uncover possible spiritual or religious struggles or problems—areas
that may be best handled by a referral to a chaplain or other clergy person. For
example, Pargament et al. (2001) noted that certain beliefs of patients reflecting their
spiritual struggles could be correlated with early death among seriously ill patients.
In this two-year study of patients 55 years of age and older who suffered from
serious illness, they learned that those who believed that God had abandoned them,
questioned God’s love for them, or believed that the devil caused their illness, were
statistically more likely to have died by the end of the study than those who did not
have those beliefs.

Indeed, the consequences of failing to raise spiritual issues as a part of an over-
all assessment and treatment plan may be more significant than previously thought.
Limiting questions about patients’ spirituality to asking them their religious prefer-
ence may not delve deeply enough into the beliefs of the patients to be useful. One
must keep in mind that the particular beliefs of those being cared for may or may
not represent the official beliefs of the faith community he or she professes. In fact,
patients may not connect their distress or their comfort with their belief system if no
one providing care to the patient raises the question.

Larson et al. (2000) detailed some aspects of taking a spiritual history in Primary
Care Reports:

Taking a spiritual history can occur in a time efficient manner and can save time in the long
run by discovering potential treatment resources like religious social support on the one
hand, or potential road blocks, such as a patient’s reluctance to take a certain medication
or a concern about procedures like blood transfusion. . .A spiritual history may be taken at
an initial visit as part of the social history, at each annual exam, and at follow up visits, as
appropriate. Some patients, particularly those with chronic or serious illnesses, might want
to bring up their spiritual beliefs more frequently. The physician should also remain aware
that religion can be associated with guilt and conflict indicating an appropriate referral to a
counselor or chaplain. It is important to keep the discussion centered on the patient and work
within the patient’s frame of reference or spiritual belief system. It is crucial that physicians
not impose their own beliefs or lack of them on their patients. (p. 168)
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A spiritual history can consist of a variety of questions and formats. Various re-
searchers and clinicians have suggested the following questions to facilitate clinical
discussions about patient spirituality (Kass et al. 1991; Maugans 1996; McBride
et al. 1998):

1. What does your spirituality /religion mean to you?
2. What aspects of your religion/spirituality would you like me to keep in mind as

I care for you?
3. Would you like to discuss the religious or spiritual implications of your healthcare?
4. As we plan for your care near the end of life, how does your faith impact your

decisions?
5. How close do you feel to God or a higher power?
6. How strongly religious/spiritual do you consider yourself to be?
7. How has your religious or spiritual history been helpful in coping with your

illness?
8. How has your belief system been affected by your illness?

The answers to these questions can help to guide physicians’interactions with patients
and aid in medical decision-making. However, certain guidelines in handling patient
spirituality should be observed, according to Post et al. (2000):

Patients should be permitted to express their spirituality, should they wish to, in a respectful
and supportive clinical environment. It would, however, be disrespectful and not beneficial
or supportive of autonomy to encourage patients to “get” religious or spiritual beliefs if
they do not have them. Referrals to chaplains can be critical to good healthcare for many
patients and can be as appropriate as referrals to other specialists. Because many clinicians
do not routinely inquire about patient spirituality and do not appreciate its frequent patient
relevance, such referrals are often not made. The lack of appropriate clinical spiritual referrals
can constitute a form of negligence. (p. 580)

Inquiring non-judgmentally and thoroughly about patients’ beliefs and securing
appropriate assistance from properly trained individuals who can help the patient
address any identified struggles has growing acceptance as the appropriate standard
of professional care. Such a standard, however, requires that an interdisciplinary part-
nership be forged between physicians and nurses who provide overall direct care,
and clinically and theologically trained chaplains, spiritual directors, or other clergy
persons in each healthcare environment.

Spirituality as Coping Mechanism for Professional
Care Providers

Without a doubt, providing care for patients who suffer chronic and serious illnesses
and disabilities produces enormous amounts of stress for those who provide the care.
The demands upon the caregivers often accrue to such an extent that they must fall
back on their own belief system in order to maintain their emotional equilibrium.
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Though little research has been done in the area of physicians’ spirituality, one
study by Waldfogel (1997) suggested that physicians’ religious faith can provide
tools for coping with the rigors of medical training and practice. Spiritual beliefs
can also help medical professionals apply meaning not only to their own problems,
but to the difficulties and suffering their patients may experience. Brallier (1999)
commented that integrating a provider’s spirituality into the caregiving experience
can transform medical care—for the physicians as well as for the patient:

Integration of our spiritual consciousness allows even a nanosecond of caregiving to be felt
as a spiritual connection. Consider how many choices of consciousness we can generate
and project as we take someone’s blood pressure. A patient can experience feeling painfully
squeezed or lovingly hugged by the cuff, largely dependent upon the spiritual and psycho-
logical states of the caregiver. Patients treasure caregivers who practice their science and art
soulfully in spite of time and profit pressures. Testimony to this is the relief and gratitude seen
in the misty eyes of patients who fondly refer to a caregiver as their angel, a trustworthy pres-
ence who has created a meaningful connection with them. The genuine caring in this quality
of connection is likely to also enhance the spiritual strength of the recipient. Meanwhile the
“angels” are also energized by their own expressions of altruism and caring. (p. 1)

Even as they provide critically important and often demanding services to their
patients, it is simply a matter of time until each healthcare provider will become a
patient as well. The spiritual resources that professional providers can accrue in the
midst of their provision of clinical services can eventually prove to be invaluable
when they are confronted with their own human issues and seek meaning from their
personal life experiences.

Spiritual Coping for Family Caregivers

While professional caregivers often face issues of burnout and stress in their profes-
sional lives, it often falls to patients’ family members to endure the most intense,
persistent, and continuous demands for providing care to chronically ill and disabled
patients. It has been estimated that family caregivers provide 80–90 % of all long-
term care in the United States (National Family Caregivers Association 1998). The
stress placed upon such family caregivers is often intense, resulting in adverse phys-
ical and emotional health outcomes for these individuals. Family caregivers have to
endure the constant demand to provide critical care to someone they have loved for
a long period of time. Unresolved issues from experiences in their relationship can
require emotional support that is especially difficult to produce if there is residual
anger, resentment, or a sense of injustice arising from that history. In these instances,
it often falls to the caregiver to find adequate spiritual strength to administer care
faithfully while seeking to forgive the very individual who requires their care.

Recognizing the unique physical and emotional stresses placed on family care-
givers, Rabins et al. (1990) sought to identify coping mechanisms that facilitated
long-term adaptation among those family members caring for chronically ill loved
ones. Religion was found to be one of the most important and helpful resources for
these caregivers. In fact, the strength of the caregivers’ religious faith was related
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to a better emotional state two years later. Pargament (1997), in his seminal text on
religion and coping, probed a bit further with this study, asking,

What is it about religious faith that is helpful? Does it reassure them that their relative will
recover? Does it help them view the illness in a more positive light? Does it provide them
with direction and guidance in their struggles? Does it enable them to find meaning in what
may seem to be a senseless disease? It is not enough to find that general measures of religious
faith or practice relate to general measures of adjustment of well-being. The central question
remains: How does religion come to life in the immediate situation? (p. 166)

Segall and Wykle (1988) asked caregivers of patients suffering from dementia to
identify one special way that they used to deal with their caregiving responsibilities.
By far, the vast majority of family caregivers stated that they relied on prayer and faith
in God to deal with the stresses and strains of their caregiving. Wright et al. (1985)
noted that caregivers who found support in their religious beliefs tended to have a
more positive outlook about their caregiving responsibilities and were more able to
find the “silver lining” in their demanding role. Kaye and Robinson (1994) found that
wife caregivers of dementia patients were more likely than non-caregiving wives of
healthy husbands to have a spiritual orientation or perspective on their lives and roles.
Caregiving wives reported engaging in private prayer and seeking spiritual guidance
with everyday decisions more than non-caregiving wives. Caregiving wives were also
more likely to read spiritual materials, discuss spiritual issues with friends weekly,
and believe that spirituality is an important part of life. While the study did not
assess the caregiving wives’ level of spiritual or religious involvement prior to their
husband’s illness, one can venture to guess, given prior research in the area of coping
with illness, that religion and spirituality became more important to these women as
they confronted the stress of caring for an ailing spouse.

Folkman (1997) studied coping strategies of caregivers and partners of persons
dying of AIDS over a two-year period. He concluded that “spiritual beliefs and
experiences may be especially helpful in supporting adaptive coping during the days
and weeks surrounding the partner’s death” (p. 1214).

Nearly three-fourths of caregivers in Baines’ (1984) study of caregivers of
Alzheimer’s disease patients said that prayer was their primary coping strategy.

A study of 30 married elderly couples by Salts et al. (1991) sought to determine
the interaction of religiousness and their ability to cope with the status of caregiver.
Researchers concluded that “. . . the role of religion appeared to vary systematically
in relation to the various health-related patterns observed” (p. 51). All the couples
involved with short-term care used religious faith to cope, as did the couple with
live-in caregiving responsibility.

Spiritual Resources for Caregivers

Completing the section on religious coping among caregivers, Koenig et al. (2001b)
state, “In summary, religious or spiritual beliefs and behaviors are commonly used to
cope with the stress of caring for a sick family member or loved one. These behaviors
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are generally associated with greater meaning and purpose, more positive appraisals,
greater well-being, and faster adaptation to the caregiving role” (p. 90). Individuals
cannot be expected to sustain the benefits of these spiritual resources alone. Compe-
tent community agencies and institutions are essential to provide a supporting role
in nurturing these beliefs as experiences of stress and sacrifice challenge them.

Communities of faith and houses of worship, particularly African American
Churches, have a strong tradition of working to meet their community’s needs—
both spiritual and physical (Tuggle 2000). Churches have established parish nursing
programs, community health clinics, soup kitchens, housing shelters, and clothing
programs to help meet the needs of disadvantaged community members.

However, some have suggested that faith communities are not maximizing their
ability to meet the needs of family caregivers. In response to this perceived lack
of support, the National Family Caregivers Association (1998) conducted a poll of
congregations in the Washington, DC, area to determine the nature of programs and
services offered by these congregations to family caregivers. Less than one-third
of responding congregations stated that they currently offered programs targeted at
the disabled, chronically ill, elderly, and/or their family caregivers. Only 7 % of
those congregations currently running programs planned on expanding them, and
less than 25 % of those who did not have programs for caregiving families planned
on starting one.

The poll also found that congregations tended to provide traditional services such
as pastoral counseling, transportation to services, bereavement support and counsel-
ing, accessible accommodations for worship, and regular phone calls. Congregations
were least likely to provide caregiver respite, end-of-life education and counseling,
and support groups for caregivers and/or care recipients. Unfortunately, studies have
shown that it is these very services that mean the most to family caregivers. Future
efforts should perhaps be directed at assisting communities of faith to design and
staff programs that more fully meet the expressed caregiving needs of their members
and the communities that they serve.

Communities of faith often find that their most effective use of resources lies in
collaborating with other such communities across denominational lines or within
the denomination, to expand their ability to provide the necessary services. In fact,
most recently some of these services have qualified for additional funding from
government agencies to produce an even more advanced level of service resulting
from government and faith-based partnerships.

Spiritual resources, however, are not limited to those from organized religious
bodies. As critical as religious institutions often are and as effective as they can
be, many people nourish and express their spirituality in private. Prayers prescribed
by various denominations can be quite helpful to individuals when they read them
and find them to fit their life situation. However, personally and privately created
prayers are even more meaningful for many individuals than those written by others,
regardless of how eloquent the language or theologically sound the concepts in them.

Others find meditation, Yoga, Tai Chi, or other disciplines from eastern cultures
to be efficacious in producing renewed inner strength and purpose for their lives.
Still others gain comfort for their souls by listening to music, reading, or listening to
poetry or other literature, experiencing the vastness of the universe under the evening
stars, or enjoying a leisurely walk in a beautiful natural setting.
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Furthermore, many agencies that are not necessarily identified as representations
of religious or spiritually oriented institutions exist as support systems for caregivers,
especially family caregivers. A number of these programs include sensitivity to spir-
itual and religious issues associated with caregiving and can provide multi-faceted
support to those who seek it.

Among these groups with varying explicit interests in spirituality are:

• Caregiver.com
• Christian Caregivers
• Directions in Caregiving
• Family Caregivers Alliance
• National Family Caregivers Association
• National Organization for Empowering Caregivers
• Rosalynn Carter Institute for Caregiving
• Today’s Caregiver Magazine

No single effort to discover a means to find inner strength, peace, and meaning fits
every individual, and no single approach is likely to be effective with any individual
every single time it is employed. Varieties of experiences that produce a renewal of
one’s spirit are often helpful. Patients and caregivers alike may benefit from the help
of a spiritual director or their own trial and error in finding the appropriate processes
to assist them in developing spiritual resources to deal with their own suffering or
the demands of caring for someone who is suffering.

Policy/Advocacy Issues

Given that medical care at the end of life consumes 10–12 % of the total health care
budget and 27 % of the Medicare budget (Emmanuel 1996), and that the value of
the services family caregivers provide is estimated to be US$ 257 billion a year
(Arno 2002), it is critical that a comprehensive national policy of support for these
family caregivers be established. A national policy supporting the spiritual needs of
family caregivers would not only be good for the families burdened with the emotional
and physical responsibilities of caring for a loved one, it would be cost-effective and
consistent with our national “soul.”

For example, the stress of family caregiving for persons with dementia has been
shown to impact a person’s immune system for up to three years after their caregiving
ends, thus increasing their chances of developing a chronic illness themselves (Glaser
and Glaser 2003). Providing resources that would replenish the immune capacity
of caregivers, as spiritual renewal is shown to do, could reduce the overall cost
of healthcare associated with chronic illness and disability. Current initiatives that
have awarded limited resources to faith-based agencies that provide social services to
individuals have been inadequate, at best, to address this growing concern as medical
science enables chronically ill patients to live longer.

A comprehensive national policy that would be a beginning must include, but not
be limited to:
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• Recognizing the importance of the role of non-professional family caregivers
• Providing tax incentives to families that care for chronically ill or disabled family

members
• Funding time off for family caregivers to renew their spiritual resources
• Funding “circuit riding” chaplains to make home visits to chronically ill or

disabled patients who are being cared for at home

Since the national interest is enhanced by the contributions of non-professional family
caregivers, a policy of giving overt recognition to the debt the nation owes to these
people would be a starting point. Organizations of family caregivers have begun this
practice. Importantly, they augment support given by the federal government, which
provides the bulk of dollars supporting family caregivers. However, the amount
allocated by Congress to this effort is lacking.

Caring for a chronically ill or disabled family member is an expensive proposition.
The services of Medicare and Medicaid are indeed useful and essential. On the other
hand, tax breaks to families providing around-the-clock care to loved ones would not
only demonstrate the nation’s resolve in recognizing their contribution to society, but
in some cases, help these families avoid financial disaster. Family caregivers need
a break. Their supply of spiritual stamina cannot endure for long periods of time
without some attention being given to spiritual nourishment. A national policy that
pays for a substitute caregiver to relieve the family caregiver at least once a month
would enable the family caregiver to spend some time in reflection, meditation, or
other spiritual practice that could restore his or her ability to maintain a self identity
while focusing primarily on the one for whom most attention is given.

Many, but not all, families with a chronically ill or disabled patient have a con-
nection to a community of faith with resources that can be useful. However, most
of the spiritual leaders of these faith communities are not trained to deal with the
spiritual issues that arise in clinical situations. Furthermore, a large number of these
families have no connections at all with communities of faith. Having access to
clinically trained chaplains who can work cohesively with the team of medical and
social caregivers would be a most valuable contribution to the health of the patient
and the caregiver. Clinically trained chaplains are able to provide spiritual care to
people regardless of their faith background or religious orientation. They are trained
not to proselytize those with whom they interact. The focus of the services of these
chaplains is the patient and the patient’s family.

These aspects of a national policy could go far to strengthen the ability of non-
professional caregivers to continue to provide the invaluable services they contribute
to the national good while taking care of a family member.

Conclusion

It is evident that more research on the role of spirituality in caregiving is essential.
There is enough research, especially in the area of coping, to justify continued
investigation of the potential links between spirituality and coping with the stresses
of illness or of caregiving. However, more sophisticated research designs will be
required if we are to better understand how spirituality enhances emotional stability
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and reduces physical symptoms even for those under considerable stress by virtue
of illness, disability, or caring for such individuals.

Educational opportunities are also urgently required to apprise those who received
their professional training before these new research findings revealed the importance
of including spirituality as an integral aspect of healthcare. Continuing education
workshops, seminars, and distance learning modules could all produce enormously
beneficial results for those providing professional care.

In addition, family caregivers could benefit from educational experiences that
enable them to learn what to expect in the course of caring for their loved one. Those
who expect far more from themselves than is reasonable could gain the benefit of
setting reasonable goals for their own performance. Those whose coping resources
have been depleted could learn methods for securing renewed spiritual strength in
the midst of their dilemmas.

Ongoing support groups conveniently located so that additional stress is not caused
by efforts to become engaged in them are needed. No one can provide assistance to
others better than those who either have been or continue to be in a similar situation.
It is amazing that a group of individuals, all of whom are overtaxed and burdened, can
produce in each other a reservoir of inner strength. Such small groups are not only
invaluable for providing a sense of identification and connectedness but in providing
insights from their own experience that can assist caregivers in very practical ways.

Experience has shown that most people have strength they are not aware of until
they are put to the test. This inner reserve of emotional and mental capacity required
for such situations can be seen as a manifestation of the human spirit. It is the capacity
for an otherwise seemingly self-absorbed soldier to willingly sacrifice his or her life
for the sake of a fellow soldier. It is the additional burst of energy that allows a
marathoner to overcome pain and fatigue to finish the race. It is no less the selfless
commitment to faithfully tend to the needs of others that sustains one despite the
personal sacrifices and postponed gratification required.

Caregiving is inherently spiritual. Admittedly, researchers have difficulty iden-
tifying spirituality as precisely as other variables may be defined. However, as Sir
William Osler noted, it may be measured by its effects. Some of these effects parallel
those described in the Christian New Testament. Galatians 5:22–23a (New Revised
Standard Version) reads, “The fruit of the Spirit is love, joy, peace, patience, kind-
ness, generosity, faithfulness, gentleness, and self-control.” We increase our capacity
to give care when we nourish that part of ourselves that we call our spirits. When our
spirits are cared for, we achieve our greatest potential for finding meaning in the care
we provide. May that process of self-care synergistically and reciprocally strengthen
those who care for others? May our cultural expectations for those who are dedicated
to caring for others include resources to nourish the spirits of the caregiver as well
as those requiring care.
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Part IV
Issues in Policy and Research



Caregiving and Mental Health: Policy
Implications

Michael J. English, David de Voursney and Kana Enomoto

Evidence that family caregiving is both effective and burdensome is presented
throughout this volume. Lack of public support for family caregiving is also a con-
sistent theme. In this chapter, we will examine the public policy context of family
caregiving and suggest an innovative approach for achieving increased public sup-
port. The policy discussion is important because much of the national health care
infrastructure is built on the assumption that family caregiving will fill needs that the
professional health care delivery system cannot meet. As a result, efforts to improve
health care that do not address family caregiving will be limited in their ability to
produce comprehensive care. This chapter reviews some of the dynamics that are
important to family caregiving policy for families facing mental illness and makes a
range of recommendations. Chief among these is the proposal to build locally based
systems of support for family caregiving.

Unsustainable growth in health care spending has brought health reform to the
forefront of our national agenda. The past half decade has also seen a series of
important developments in health policy which will have a substantial impact on
caregivers of people with mental and substance use disorders. These policy changes
will lead to expanded health insurance coverage, expanded benefit packages that
cover mental health and substance use treatment and services, growth in the use of
health information technology like electronic medical records, increased support for
community-based long-term care, and a wide variety of other important shifts in
health care systems.

These changes come in a time of fiscal constraints and efforts to reduce spending
which may present an opening for advocates for family caregiving. Family caregivers
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reduce costs by providing needed services at a cheaper rate than professionals or
institutional placements, meeting the call for increased coverage while helping to
contain costs.

In order to take advantage of this opportunity, advocates of family caregiving
should demonstrate that family caregivers are effective in providing care and that
they can provide care in a cost-effective manner. Policies that support caregiving can
be crafted in a way that avoids crowd out, a situation where family caregivers bill for
work that they would have done in the absence of policy change. If crowd out is likely,
policymakers will be unlikely to support policy changes. Instead of direct support,
proposed policies may be more viable if they focus on support of the caregiving role
through training and educating family caregivers, providing respite care, and building
community supports to enable family caregiving. In fact, successful advocates may
be able to make the case that supports for family caregiving will reduce reliance
on publicly supported services, allaying policymakers’ concerns about cost while
improving the scope of supports for family caregivers and those they care for.

The complex interaction between public sector commitments to treat illnesses and
traditional family and community values that expect families to “take care of their
own” complicates the formulation of public policies that support family caregiving.
Why should society pay someone to take care of his or her own parent, spouse, or
child? U.S. democratic traditions envision government as having a limited role in
regulating relationships among individuals and groups, who are otherwise free to fend
for themselves. Values of rugged individualism and free enterprise are prized. At the
same time, a tradition of helping those who are less fortunate, and ensuring that people
have access to necessary care provides a basis for the social programs at the core of
the nation’s domestic agenda. The rational for public support of family caregiving
lies at the intersection of these ideological premises. Viewing these principles in
cooperation rather than opposition is the best way to explain the need for an expanded
caregiver support policy. We can help families help themselves.

In addition to ideological issues, there are also concrete reasons for the lack of a
clear consensus about public support of family caregiving. On the one hand, concerns
about costs make any expansion of services difficult in the current fiscal climate. Ad-
ditionally, the notion of family caregiving contradicts the traditional medical model,
where medical experts provide and are reimbursed for the treatment of clearly de-
fined problems in offices or hospitals. On the other hand, there are very practical
reasons to support caregiving. Care provided by family caregivers is less expensive
than care provided by specialty medical personnel and is often provided in settings
that are more comfortable and convenient for the care recipient and their family.
Family caregiving provides the opportunity for a more integrated and comprehen-
sive approach that may be more successful at managing chronic disease. Support of
family caregiving can also improve the ability of caregivers to adapt to the caregiv-
ing role, increasing their ability to provide care and reducing demand on the public
system and corresponding costs. As with the ideological issues mentioned above,
a compromise that addresses concerns about family caregiving while harnessing its
strengths is most likely to be successful. Taking an integrated approach that involves
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family caregivers in the treatment team and maintains a focus on effective practice
would augment the current model of care, better address the needs of health care
consumers and their families, and also manage costs.

Support for family caregiving has significant implications for the field of mental
health. Because mental disorders are relatively common, often strike early in life,
and can be highly disabling without being terminal, they create a particularly heavy
burden for caregivers. Although recovery is an increasingly realistic prospect for
many, severe mental illnesses tend to be long-term in nature (Kessler et al. 2005).

Individuals with disabling mental illness often rely on family resources to remain
in their communities, to perform activities of daily living, and to participate in
school or gainful employment. Also, people with mental illness are more likely to
go without professional treatment than are those with physical illness (HHS 1999).
Left untreated, mental illness can cause disabling symptoms that worsen over time.
Without the benefits of specialized treatment or family caregiving, children with
serious emotional disturbances are more likely to end up in foster care or juvenile
detention, and adults are more likely to become homeless or incarcerated (National
Council on Disability 2002). Under these circumstances, even small changes in
the availability of family caregiving can have dramatic effects on the demand for
specialty mental health services and public institutions.

Improvements in care associated with family caregiving may also reduce costs
and improve outcomes related to other chronic health conditions, especially if they
improve care for mental disorders. The cost of treating common diseases is higher
when a patient has untreated behavioral health problems (Melek et al. 2008). Suc-
cessful interventions for depression can lead to improved self-care of diabetes and
heart medication compliance (Gehi et al. 2005; Gonzalez et al. 2007). Noncompli-
ance with medical treatment is three times greater for depressed patients compared
with nondepressed patients (DiMatteo et al. 2000). Beyond fiscal costs, there is also
human toll that comes with behavioral health problems. People with mental disorders
face higher rates of smoking, obesity, physical inactivity, diabetes, cardiovascular
disease, and asthma than the general population (National Association of State Men-
tal Health Program Directors 2008). People with mental and substance use disorders
are also nearly twice as likely as the general population to die prematurely, often of
preventable or treatable causes (Harris and Barraclough 1998).

Involving caregivers could enable treatment teams to address broader health out-
comes of people with mental illness, allowing for interventions that promote general
wellness in addition to addressing mental illness. In addition to addressing the con-
siderable monetary and human costs associated with mental disorders, it seems likely
that support of family caregiving could have other positive health effects as well.

While caregiving is important to the mental health outcomes of care recipients,
it is important to remember the increased risk of mental health problems faced by
caregivers. Although the value and risk of caregiving are interrelated issues, this
chapter will not address the direct societal costs of mental illness among caregivers.
This discussion focuses on policies and other factors that affect the caregiver’s ability
and willingness to provide un- or undercompensated monetary, social, and emotional
support we know as family caregiving.
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This approach is sensible for a chapter on public policy because care recipients are
already a primary focus of policy in the United States. Large entitlement programs
provide health care and disability benefits for people with mental disorders. Changes
in caregiving policy are likely to have implications for these programs. Of course,
promoting and preserving the mental health of caregivers should be a crucial objective
of the public health system. The onset of mental disorders among caregivers not only
adds to the burden on the health care system, it also affects the extent to which
caregiving is available to the original recipient. As a result, public support for family
caregiving will result in value not only to the care recipient, but also to the family
caregiver and the professional health care community. After a brief summary of
what we know about family caregiving and a review of the critical factors affecting
caregiver support, this chapter discusses policy and describes possible approaches
to increasing public support for family caregiving.

What We Know About Family Caregiving

We define family caregiving as caring for an individual with a mental disorder for
reasons other than compensation by persons without professional training or whose
professional training is not a formal prerequisite for providing care. Of course, the
term “family caregivers” refers to family members providing care, but it can also
refer to a variety of individuals volunteering to be of service. The terms formal or
professional care are used to distinguish the many caregivers who are paid to provide
care and who do so on the basis of certain required qualifications.

Regardless of whether family caregiving is provided by family members or others
who volunteer to help, the services rendered are not only valuable and generally effec-
tive, but also burdensome. Every day millions of uncompensated family caregivers
struggle to maintain a home with a child or adult disabled by a mental disorder. A
tailored approach to caregiving support that addresses discrimination against people
with mental disorders can help these caregivers as they contribute to care recipients’
recovery.

Family Caregiving Is Valuable The health caregiving literature estimates the value
of family caregiving for adults with conditions that limit their daily activities at
US$ 450 billion per year (Feinberg et al. 2011). These estimates are limited to the
value of services to the recipient; they do not include the caregiver’s lost earning
potential and directly related costs. Seven percent of caregivers report mental illness
as the main problem or illness driving the need for caregiving (National Alliance
for Caregiving and AARP 2004), so a significant proportion of this cost is directly
attributable to mental illness. Furthermore, mental illness is often comorbid with
other chronic conditions that require family caregiving, so mental illness is likely
responsible for increased demand on caregivers beyond the 7 % in which mental
illness is their primary concern.
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Family Caregiving Is Effective for the Recipient Other chapters in this volume
describe a wide variety of effective caregiving and caregiver support practices across
a number of fields. This material demonstrates the value of these practices, both in
generating positive client outcomes and in reducing caregiver burden. In mainstream
public mental health programs, family psychoeducation is an evidence-based practice
that is becoming increasingly common. As part of its evidence-based practice initia-
tive, the Substance Abuse and Mental Health Services Administration (SAMHSA)
has developed a Family Psychoeducation Implementation Resource Kit for use by
communities in expanding their use of this intervention (SAMHSA 2009). In ad-
dition to family psychoeducation, a number of other family support and education
interventions have been shown to be effective in improving mental health consumer
outcomes (Dixon et al. 2004; Lefley 1997; Luckstead et al. 2012; Mueser 2001;
Rummel-Kluge and Kissling 2008).

Family Caregiving Is Burdensome Burden includes physical, emotional, financial,
social, and symptom-specific burdens associated with difficult behaviors. Many stud-
ies establish both the magnitude and extent of the burden associated with caregiving
for persons with serious mental disorders (Baronet 1999; Schultz and Rossler 2005).
Both objective and subjective burden has been documented (Cuijpers and Stam 2000).
The stress and burden associated with caregiving for persons with serious mental ill-
ness can cause declines in the physical and emotional well-being of caregivers and
can exacerbate the recipient’s mental illness (Heyde 1997). Caregiver burden also
has been associated with poorer self-reported physical health, increased risk of ac-
tivity limitations, and increased health care utilization by the caregiver (Perlick et al.
2008; Gallagher and Mechanic 1996). For parents of children with serious emo-
tional disturbances, perceived caregiving burden is a better predictor than the child’s
psychiatric status of how parents view the parent–child relationship (Pickett et al.
1997).

Negative Attitudes, Discrimination, and Blame Add to the Burden of Caregiving
The belief that poor parenting and dysfunctional families cause mental disorders

remains strong even among professional clinicians, despite the fact that little evidence
supports this theory (Mohr et al. 2000). Negative attitudes toward consumers and
their families are related to increased difficulty for caregivers and families of people
with serious mental disorders (Struening et al. 2001). Increased stigma is also related
to increased stress and reported emotional and social burden among caregivers (Mak
and Cheung 2008).

The Rise of the Consumer and Recovery Movements, with Their Emphasis on Self-
Direction and Wellness, Could Have a Significant Effect on Caregiver Burden The
recovery and consumer movements have brought a focus on the real possibility of
healing and independence. Currently, mental health services are moving toward
self-direction, and consumers are becoming more autonomous. As a result, depen-
dence on family caregivers may decrease, reducing burden and stress for caregivers
(Lefley 1997; New Freedom Commission 2003). Federal encouragement of the
consumer and recovery movements, exploration of self-directed care models, and
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increased supported education, competitive employment, and independent housing
programs for people with disabling mental disorders could be important elements of
an overall caregiver support initiative (HHS 2005).

The federal government has recognized the importance of recovery and has made
it a central focus of its behavioral health policies. SAMHSA recently released a
definition of recovery, “A process of change through which individuals improve their
health and wellness, live a self-directed life, and strive to reach their full potential.”
This definition (SAMHSA 2012) was accompanied by a recognition that recovery
from mental and substance use disorders is inseparable from four dimensions of life:

• “Health: overcoming or managing one’s disease(s) or symptoms—for example,
abstaining from use of alcohol, illicit drugs, and nonprescribed medications if
one has an addiction problem—and for everyone in recovery, making informed,
healthy choices that support physical and emotional wellbeing.

• Home: a stable and safe place to live;
• Purpose: meaningful daily activities, such as a job, school, volunteerism, family

caretaking, or creative endeavors, and the independence, income and resources
to participate in society; and

• Community: relationships and social networks that provide support, friendship,
love, and hope.”

The recovery definition is also supported by a list of guiding principles, among which
is the principle that recovery is supported through relationship and social supports,
noting that family members are a vital part of support networks for people in recov-
ery. Efforts to increase supports for family caregiving should engage the recovery
movement to ensure that family caregivers respect the right to self-determination and
support individuals as they pursue their own recovery.

Critical Factors in Developing Caregiver Capacity

Money There is little public investment in family caregiving for people with mental
disorders. In a study conducted by the Schizophrenia Patient Outcomes Research
Team (S-PORT), the reimbursement records of persons with schizophrenia revealed
little evidence that medical or mental health systems provide services to families. Of
15,425 consumers included in the study, only 0.7 % had any claim for family therapy
under Medicare and 7.1 % under Medicaid. Of those consumers with reported family
contact, 30 % reported that their families received information about their illness
and 8 % reported that their families had attended an educational or support program
(Dixon et al. 1999).

Health insurance policy is oriented to reimbursement for diagnosed individuals
rather than supporting family-based interventions. Unfortunately, this neglects evi-
dence that caregiver burden appears to be at least as important in predicting formal
service utilization patterns as clinical symptoms. Greater strain/burden on the family
is associated with greater demand on the formal treatment system (Brannan 2001).
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As mentioned earlier, a grave consequence of psychological distress among care-
givers is their elevated risk for mental illness. This risk results in increased demand
for formal psychiatric treatment. These costs should be included in the cost–benefit
equation for family caregiving support along with the other cost savings and benefits
achievable through increased public support of family caregiving.

There has been some federal support for caregivers through the National Family
Caregiving Support Program which was established in 2000 through the Administra-
tion on Aging (AoA). In 2011, the program provided approximately US$ 150 million
to support family caregiving (AoA 2012). This program serves family caregivers who
support elderly care recipients and elderly people acting as caregivers of children or
adults with disabilities. While some caregivers of people with mental disorders can
receive support through the National Family Caregiver Support Program, its primary
focus is on the elderly, and many families facing issues related to mental illness are
ineligible. In 2009, the AoA also established Aging and Disability Resource Centers
(ADRCs) which are authorized through the Affordable Care Act. These centers are
designed to integrate and coordinate the full range of long-term supports and services
from across public and private systems and payers for individuals with physical dis-
abilities, serious mental illness, and/or developmental/intellectual disabilities. The
program provides information and assistance to people in need of public or private
help and to professionals providing or planning long-term care. ADRC programs are
also a single point of entry to long-term supports funded through a variety of sources
(AoA 2012).

In another development that will be important for caregivers, the Obama ad-
ministration combined the AoA, the Administration on Developmental Disabilities,
and the Office on Disability into the Administration on Community Living in 2012.
This new agency will work with the Centers for Medicare and Medicaid Services
(CMS) and other government agencies to meet the needs of seniors and people with
disabilities, by:

• Better coordinating programs and improving policies across federal programs that
support community living

• Enhancing access to quality health care and long-term services
• Acting as a central resource for information
• Complementing community infrastructure (Health and Human Services 2012)

CMS has also instituted changes to support caregiving. In 2008, CMS launched the
“Ask Medicare” website to provide information to caregivers. In addition, CMS ap-
proved billing codes for Medicare which providers can use in a number of settings
to pay for some caregiver education in conjunction with medically necessary face-
to-face visits (CMS 2012). Additional Medicaid policy changes, which may help
caregivers, were enacted as a part of the Affordable Care Act in 2010. An existing
waiver for states called the Money Follows the Person (MFP) program will be ex-
tended through 2016 and allow the investment of an additional US$ 2.25 billion to
states to help institutionalized individuals return to their homes or other community
settings. The Affordable Care Act also expanded the scope of services and the eligi-
bility requirements under the 1915(i) program, allowing states that receive a waiver to
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offer a comprehensive package of home and community-based services to Medicaid
beneficiaries. The Balancing Incentive Program created under the Affordable Care
Act will provide up to US$ 3 billion in extra Medicaid matching funds to states before
2015 so that they can make structural reforms that increase access to noninstitutional
services and supports and avoid nursing home placements. The Community First
Choice program is another new optional state plan benefit created by the Affordable
Care Act that enables federal Medicaid support to states that choose to provide home
and community-based attendant services to Medicaid recipients facing institutional
placement.

The Affordable Care Act also included significant health insurance coverage ex-
pansions that will affect people with mental and substance use disorders and their
caregivers. Under the law, starting in 2014, individuals living under 138 % of the
poverty line in many states will be newly eligible for Medicaid and others who are
not eligible for Medicaid will receive subsidies for health insurance coverage based
on their income level. This, paired with regulations that stop insurers from excluding
individuals with preexisting conditions, will greatly reduce the number of people
who do not have health insurance. The law also lists coverage of treatment for men-
tal health and substance use disorders as “essential benefits” that must be covered,
though the details of what this will mean across states are not available at the time
this chapter is being written. This means that caregivers and the people they care for
should have increased access to and reduced financial costs related to treatment for
mental and substance use disorders.

Recognizing these developments, there has been a historical shortage of supports
for caregivers of people with mental disorders. When polled about support services
for families of adults with serious mental illness, 80 % of state mental health author-
ities reported that their state had no policy about funding any form of family support
intervention. Many states reported that support was provided, mostly by funding
NAMI’s (National Alliance on Mental Illness) Journey of Hope program, but that
their average statewide investment was generally less than US$ 100,000 per year
(Dixon et al. 1999).

While there have been some advances related to caregiving in recent years, ev-
idence about the effectiveness of family caregiving for mental health suggests that
there could be a greater public role in the support of family caregiving for people
with mental disorders. Much of the attention paid to caregiving is currently focused
on the elderly as a result of the aging of the baby boomer generation. Policy makers
should be mindful of the role that caregiving can play for people with disabilities,
and of craft programs that can respond to the needs of these caregivers in addition to
those providing care to the elderly.

Training and Education With a few exceptions, public programs in the United States
are not designed to educate and train caregivers who are caring for people with
disabling mental disorders. Rather, education and training is embedded in some
therapeutic interventions, like family psychoeducation, where treatment objectives
for the consumer predominate. This lack of training is unfortunate because caregiving
for people with mental disorders can be extremely complex and demanding, and is
more effective with evidence-based training and education (Dixon et al. 2001).
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Whatever their prior educational or professional experiences, few people are pre-
pared with the knowledge and skills relevant to the job of caregiving. A frequent
refrain begins, “If I had only known this a few years ago. . . .” The dearth of edu-
cational programs for caregivers about the nature, course, and outcomes of mental
disorders contributes both to ineffective caregiving and to increased stress from
stigma, discrimination, and uncertainty. Managing the aggressive, violent, or oppo-
sitional behaviors of a child with serious emotional disturbance is extremely difficult
and stressful for any parent, and those without specialized training are at a dis-
tinct disadvantage. Unfortunately, promising approaches such as problem-solving
skills training and parent management training are not readily available in most
communities (Farmer et al. 2002).

Clarity of Roles The traditional medical model emphasizes the role of the profes-
sional clinician and his or her relationship with an individual patient even though
most care is actually provided by family caregivers. The role of the caregiver is given
little attention within the therapeutic process. One result is that neither clinicians nor
caregivers have a clear understanding of how to relate to one another and how to
take best advantage of the strengths each brings to the treatment process. Despite the
wealth of knowledge and skills clinicians offer their patients, families often express
dissatisfaction with professional services because they feel left out or blamed. Care-
givers report feeling marginalized by providers who do not seek their opinion and
do not inform them about the illness experienced by the person they are caring for
(Shankar and Muthuswamy 2007). At the same time, clinicians may feel that family
members are uncooperative or resistant to their recommendations and are therefore
unable to partner with them in caring for the recipient. As a result, roles remain
unclear, the unique strengths and capabilities of both parties go underutilized, and
the opportunity to provide the most effective care possible is lost.

As family members become more active participants in the therapeutic process,
family–provider relationships can experience strain. Family members feel more en-
gaged and committed when they feel they are respected by professional providers
and seen as an important source of information (Doornbos 2002). More active par-
ticipation in policy formulation and collaborative relationships between caregivers
and professionals also appear to reduce caregiving stress (Winefield 2000). It is
critical that professional providers include family caregivers in treatment planning
so that stress and burden can be minimized, allowing the caregiver to contribute
more effectively to the person’s care (Vaddadi et al. 1997; Greene 1995). Improved
practice standards in support of including family caregivers are effective in support-
ing increased participation by caregivers (Lakeman 2008). Policies and programs
that emphasize the value of family caregiving and the importance of collabora-
tion between professionals and family caregivers are a critical avenue for caregiver
support.

The literature indicates that the role of family caregiver can lead to both burden
and reward (Heru 2000). Some aspects of caregiving act as incentives for family care-
givers including altruism, self-actualization, and bringing meaning to life (Rhoades
1999). The satisfaction of fulfilling parental duties and personal growth are also crit-
ical incentives for parents providing caregiving to their mentally disabled children
(Chen and Greenberg 2004; Schwartz and Gidron 2002).
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Spirituality and Faith-Based Initiatives Religious factors are recognized as im-
portant coping mechanisms that family caregivers rely on while caring for family
members with disabling mental illness (Chang et al. 1998). Spirituality incorporates
many of the values most closely associated with family caregiving: love, charity,
self-sacrifice, the importance of family, etc. Therefore, it is sensible to acknowledge
and incorporate spirituality into caregiver support programs. Caregivers report that
religion can be an important source of support (Murray-Swank et al. 2006). While
the constitutional principle of separation of church and state complicates the picture,
opportunities exist to deliver support through community-level faith-based organi-
zations that can yield high “supportive” returns at relatively low costs and without
significant government involvement. Faith-based organizations have the advantage of
being community-based, and they may be effective partners reaching and providing
support to caregivers within their faith communities.

Multiculturalism and Caregiver Support As discussed in Mental Health: Culture,
Race, and Ethnicity, the U.S. Surgeon General recognizes that individuals and fam-
ilies from different cultural groups perceive mental disorders and their symptoms
differently (HHS 2001). Not only do they differ in their conceptions of the cause and
source of illness, they vary in levels of perceived burden and in their access to sup-
portive services for easing the burden and improving the quality of their caregiving
(Guarnaccia 1998).

Culture, socioeconomic status, geography, education, race, disability, sexual
orientation, and other demographic characteristics can be significant strengths and
challenges in caregiving. For example, there is some evidence thatAfrican-American
families perceive caregiving as less burdensome and derive more positive benefits
from it when compared with European-American families. This suggests that eth-
nicity can be a factor affecting levels of family caregiving for persons with serious
mental illness (Mak 2005; Horwitz et al. 1996). Lesbian, gay, bisexual, and transgen-
der (LGBT) caregivers face unique hurtles when working with insurers, hospitals,
employers, and others to provide care to their partners. Beyond discrimination, LGBT
caregivers may encounter formal policy and legal barriers to visiting loved ones in
inpatient settings or making decisions about their care (Coon 2003).

Caregiving burden has different meanings and implications across different cul-
tural, racial, and ethnic groups. For example, in an immigrant Chinese-American
family, the perceived shame of having a family member with mental illness and
a reduced social support network in the United States, and unwillingness to seek
help from individuals outside the family may combine to create increased caregiver
burden. Culture influences the degree to which a community values self-sufficiency
and independent living for all its members, regardless of disability. Cultural dif-
ferences may contribute to intergenerational conflicts within families. Furthermore,
divergent views of mental health, mental illness, and their etiologies may lead to
disagreements or misunderstandings between the family caregiver and the profes-
sional provider cultures (Kung 2001). Culture and ethnicity may also play a role in
responses to the caregiving role. Differences in ethnicity have been associated with
variation in aspects of caregiver well-being such as growth, worry, and perceived
benefits (Mak 2005).
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Because factors related to demographics can both support and add to the burden
of caregivers, prudent programs and policies must be sensitive to the roles of culture,
race, ethnicity and other demographic factors for both professional providers and
family caregivers. The objective of emphasizing cultural factors is not only to extend
opportunities for effective caregiving to fast-growing, underserved populations, but
also to learn more from all caregivers about how their cultures (and the cultures of
others) enrich the caregiving experience.

Policy Discussion

Family caregiving is a critical element of successful health care, especially mental
health care. Because family caregiving is valuable and effective, it should be con-
sidered an essential component of the public health system. Caregiving burden is
also well documented, so it makes sense for government at all levels to foster policy
environments supportive of caregivers and the services they provide. Support can
be provided through funding, training, education, research to identify best practices,
and formal acknowledgment of the important role that caregivers play in the health
care delivery system. Caregivers should be appropriately trained and credentialed if
they are providing specialized services, included as members of the treatment team,
compensated for the care they provide, offered continuing education, and recog-
nized for their expertise and important contributions to health care. Assistance to
family caregivers can be provided in many different ways. Beyond financial aid,
caregivers would benefit from other supports like respite care, and increased respect
and involvement in care planning.

Confounding significant needs for resources to support caregivers, the United
States is struggling with rapid increases in the cost of already expensive health care.
The infrastructure is not in place to deliver the education, training, and other sup-
ports necessary for increasing the efficiency and effectiveness of family caregiving.
Although evidence of the effectiveness of family caregiver services continues to de-
velop, many gaps in that evidence base still exist. Furthermore, in the cases where
effectiveness has been demonstrated, there is little careful documentation of ex-
actly what is effective and why. The nation’s mental health services research agenda
should be explicit about learning more about family caregiving as an effective and
sustainable part of our health care system. The yield from investments in caregiver
effectiveness research could be substantial given the broad roles that caregivers play
for persons with mental disorders and the likelihood that lessons learned from these
families can be shared. Findings may also be generalizable to families coping with
other forms of illness or disability.

There is no reason to wait for the results of more research before action is taken.
Family caregiving is effective and moderates demand on the costly professional
health care delivery system. Increased family caregiver support should be contingent
on a number of factors:
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• First, support should help improve caregiver capacity to care for persons with
health problems. Policy should be grounded in what works.

• Second, policy should encourage caregivers to care for their loved ones. Poli-
cies and programs should address discrimination and negative attitudes related to
mental illness. Unlike other health disorders, such as diabetes or heart disease, the
negative attitudes and discrimination related to mental illness can be a profound
barrier to effective family caregiving. Nationwide activities and policies against
stigma and discrimination are critical supports for local efforts in this area.

• Finally, policies should support care options as close to the consumer as possi-
ble, empowering consumers to address their own problems. Taking advantage of
existing strengths and relationships is central to this approach and caregiving can
be a vital part of this approach. Individually tailored and locally based solutions
accommodate unique conditions, preserve human scale, rely on relationships, and
succeed on the basis of manageable partnerships among people who have personal
investments in the outcomes. This perspective is captured in what can be called the
community-level problem-solving approach. It has special appeal within public
health because it embodies many characteristics of the public health approach: It
is population-based, seeks involvement from the entire community, has a strong
prevention element, and is wellness oriented rather than pathology-based.

Community-Level Problem Solving

Community-level problem solving seeks solutions implemented under local lead-
ership that incorporate the unique characteristics of the locality in question. A
community can be large or small, but it represents the public entity that people
relate to most directly. A community-level problem-solving approach implements
solutions in individual communities rather than at the federal level. The role of a
state government in this approach depends on its organization, size, and complexity.
Some states are closely linked to communities and their residents. Others are large,
complex, decentralized, and reliant on county, municipal, or town governments as
the basic governmental units serving communities. Both the states and the federal
government can participate in, or offer support to, community-level problem-solving
efforts. This approach has a fundamental policy implication: By adopting a commu-
nity approach, the federal government takes on a supportive and promotional role,
leaving direct responsibility to local leadership.

Several conditions make the community-level problem-solving approach espe-
cially attractive for increasing caregiver support:

• Family and uncompensated caregiving is a uniquely local phenomenon. Care is
provided by individuals who share a community context. The benefits of caregiv-
ing are felt most strongly at home, but neighbors, friends, and other community
members are also invested in outcomes, consciously or not. Relationships are built
on a personal basis and involve close proximity between the caregivers and the



Caregiving and Mental Health: Policy Implications 193

recipient of care. With a community care perspective, family members are nur-
tured and protected, neighbors are involved, negative attitudes and discrimination
are challenged, and community providers can be better coordinated.

• Most of the incentives to solve the problem exist locally. Many of the costs of
formal services and service failure related to mental illness are borne by local
communities. Personal funds, partially supported by state and local taxes, pay for
the majority of mental health treatment. In many states, counties govern public
mental health services. In others, local authorities manage community programs,
supplemented by state oversight. A person who is unable to care for him or
herself becomes a burden on local health and social agencies. In extreme cases,
persons with mental disorders and no family caregiver network become homeless
or involved in the local criminal justice system. Children without effective support
are more likely to use public systems, and some cases families are forced to give up
custody to the state to receive needed care (GAO 2003). Adults and children with
serious mental illnesses or emotional disturbances can also be forcibly removed
from their communities and placed in state hospitals or out-of-state residential
treatment programs. Providing locally based support to caregivers may help avoid
some of these negative outcomes.

• Increased caregiver support can take many forms besides direct payment. Many
forms of support are uniquely local. Improved provider relationships, participation
on the treatment team, meaning derived from caregiving, and improved social
roles—all have community overtones.

• Problem solving is best accomplished where the resources for solving the problem
are located and the burden for not solving it is most directly felt. Communities have
different values and demographics. They have a variety of governance structures
and different sets of organizations in their service networks. As a result, a locally
tailored approach can best account for these variables.

Several key strengths are associated with the community-level problem-solving
approach:

• The community-level problem-solving approach emphasizes family solutions. In
most communities, families are the primary social unit and are expected to support
their members. Furthermore, family involvement is central to a number of effective
interventions,

• Communities are made up of natural collaborative relationships that mirror the
collaborations demanded by improved family caregiving. Communities often rely
on partnerships to address common problems, for example, hospitals, police sta-
tions, fire stations, and neighborhoods all play a role in local emergency response.
A similar coordinated response that involves families can help improve care and
supports for people with mental disorders.

• Community readiness, a key condition affecting successful change (Edwards
et al. 2000; Thurman et al. 2003), can be assessed and accounted for. Broader
approaches that do not take readiness into account may attempt to implement pro-
grams before communities are ready resulting in reduced effectiveness, or retrace
ground already covered, wasting resources and frustrating stakeholders.
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• Communities are integrated in a manner that better sustains a more comprehensive
and tailored approach to problem solving. Communities are often served by a
group of stakeholders with existing relationships and a nuanced understanding of
local dynamics, improving the changes of program success if there is buy-in.

• Communities provide the best forum for consumer, caregiver, and family leader-
ship. Connecting with state or federal government can be difficult for consumers,
caregivers and family members. Access at these broader levels can be difficult be-
cause of transportation and time constraints. Also, policy at the state or national
level may be so diffuse and removed from the personal situation of a consumer,
caregiver, or family member, that there is little incentive for them to get involved.
The community level provides better opportunities for involvement because ac-
cess is less of a problem, and local policies and practices have direct effects on
the lives of community members.

• Communities naturally gravitate to community-based rather than institutional so-
lutions. Because of natural connections to their own communities, community
members have a more intuitive understanding of solutions at a community level.
This understanding can drive decision making and political will around solutions
tailored at the community level.

Adopting a community-level problem-solving approach has important federal pol-
icy implications. In particular, the federal role changes from directive to supportive.
Using this approach, federal dollars do not buy the result, but rather fuel the process.
This approach is embedded in SAMHSA’s Theory of Change. Under SAMHSA’s
Theory of Change, innovation coming from research and practice-based evidence is
translated into interventions and policies ready for implementation. These interven-
tions and policies are then disseminated and implemented on a broader scale, leading
to wide-scale adoption. Federal investments are made throughout this process with
the expectation that communities and other systems will respond by shifting available
resources to more effective approaches.

In SAMHSA’s Theory of Change, the federal role includes the following:

• Sponsoring more synthesis and transactional research. Scientific evidence about
what works in caregiving and caregiving support is not useful until it has been
synthesized into a body of knowledge, translated into information that is useful
and usable for practitioners and consumers, and converted into strategies for
changing community practices and policies.

• Sponsoring cost-effectiveness and cost-offset studies that provide communities
with the financial information they need to make sound decisions about the in-
vestment of resources in family caregiver support. The lack of reliable cost and
cost-offset data represents a critical gap in the knowledge base needed for problem
solving in this area. Local communities are not in a position to develop extensive
cost–benefit studies both because such research is very expensive and because
cost data can be extremely difficult to access across systems. Indeed, sponsoring
pilot demonstrations may be the only way to obtain useful cost-effectiveness and
cost-offset data.
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• Sponsoring more effectiveness research to determine the extent to which positive
findings of efficacy in research settings can be replicated under real-world con-
ditions. Such research is especially important for family support and education
programs which must compete with direct clinical services for scarce community
resources (Solomon 1996).

• Sponsoring demonstrations. One lesson learned from SAMHSA’s work is that
implementation of model interventions in a real-world settings is difficult and
complex. It is one thing to implement an intervention or program, and another to
do it with sufficient fidelity, implementation supports, and the appropriate level of
adaptation to obtain consistent outcomes. Also, implementation itself is both an
art and a science. The field is still learning about effective methods for introducing
new programs with staying power. Pilot demonstrations can be crucial laboratories
for communities to use to guide their own implementation efforts.

• Identifying and supporting change agents. In addition to sponsoring the custom-
ary meetings and conferences designed to introduce interested community leaders
to new ideas that could benefit their community, federal agencies can offer dis-
cretionary grant funds to individuals and groups who are willing to champion
changes like improving community support for family caregivers. This function
is especially important because it allows caregivers themselves and their care
recipients to become engaged in the change process. Support can include activi-
ties such as training in exemplary practices, or education about the art of change
agency itself. It can also include funds for convening key stakeholders, a critical
resource for persons who wish to champion change. For example, SAMHSA’s
Statewide Consumer and Family Network grants are designed to encourage and
empower change agents to step forward and initiate change in their states and
communities. Many communities include coalitions of active citizens focused on
a variety of issues from substance abuse prevention to health promotion. These
existing bodies can be engaged as allies in advancing change.

• Providing tools. A number of tools are needed to build consensus for change
in communities. These tools can include carefully documented standards and
guidelines that accurately describe the practice to be adopted; data on the costs
and benefits of the proposed change; training and education curricula that provide
key stakeholders with the information they need to participate meaningfully in
the process; information on maintaining fidelity to evidence-based practices while
accommodating local needs and interests; support for local data collection, use,
and evaluation; information-sharing and telecommunication technologies that aid
coalition building; and information about the alternatives available for building
the political and programmatic support necessary to achieve success.

Process facilitation is a key ingredient to consensus building and decision making in
a democratic setting. Effective facilitation strategies can be employed to encourage
active participation, retain interest, encourage compromise, cement shared commit-
ments, and make concrete goals, objectives, and commitments. Information about
financing options and accountability mechanisms is critical in providing the comfort
decision makers need to have before committing limited resources. All of these tools
can be organized and supplied by state and federal agencies for use by local change
agents:
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• Supporting implementation. Technical assistance, training, and performance mea-
surement are classic governmental support devices. They are key elements of any
successful implementation strategy and should be a core element of a program
for supporting increased family caregiver support. In addition, state and federal
support could be provided to assist communities to develop financing strategies
that take advantage of multiple funding streams to supply dollars to caregiver
support initiatives. Although categorical funding streams are a political reality
at the federal and state levels, there are many reasons to assist communities to
coordinate and aggregate funding streams so that comprehensive programs can be
implemented locally. For example, increased caregiver support for families with
children who suffer from serious emotional disturbances could include respite
care funded by the federal Community Mental Health Services Block Grant, care-
giver training funded by discretionary grants, self-/family-directed care models
funded through Medicaid, screening and assessment funded under the Early and
Periodic Screening, Diagnostic, and Treatment (EPSDT) provisions of Medicaid,
wraparound service supports designed to meet caregiver needs funded through the
Children’s Mental Health Initiative, and antistigma and discrimination campaign
resources available from state and federal public education initiatives.

• Including caregiver support in federal financing programs, such as Medicaid,
TANF, and Family Preservation. In the best of all worlds, federal health-care-
financing policy changes to increase funds available for caregiver support would
provide flexibility to communities to choose financing strategies that include
federal payments as part of the funding package for caregiver support services.
Consideration should be given to allow reimbursement for effective family inter-
ventions rather than limiting reimbursement to medical treatment provided only
to the individual with the diagnosis.

• Paying for what works. More than any other strategy, limiting federal reimburse-
ment to demonstrably effective interventions will go far toward increasing family
caregiver support and, ensuring the best possible return on investment in such ser-
vices. This approach allows dollars to be diverted from ineffective interventions
to ones with demonstrated effectiveness. An increased focused on outcome-based
financing instead of fee-for-service model could also change incentives to support
caregiving. Under the fee-for-service system, health care providers are rewarded
for providing services regardless of quality. An outcome-based reimbursement
system would remove this incentive, and provide health providers with incentives
to engage caregivers with effective supports in order to drive better outcomes.

• Insisting on accountability. In any case where federal funds are used to pay for
improved family caregiver support, funding agencies can insist that the funds be
accompanied by appropriate quality assurance and other accountability mech-
anisms, especially outcome-oriented performance measurement. Insistence on
accountability means monitoring the extent to which evidence-based practices
are implemented with fidelity, data is collected routinely on relevant out-
comes (e.g., outpatient and emergency service utilization rates, hospitalization,
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perceptions of caregiving burden, consumer satisfaction, housing stability, etc.),
and family caregiving is integrated into the overall treatment plan for the recipient
who is suffering from a mental disorder.

Avoiding Unfunded Mandates

The downside to policies that promote community-level problem solving is that they
may be interpreted as unfunded mandates for communities to solve problems that
state or federal governments cannot. Recognizing this, communities need to feel
ownership over programs and therefore should share some portion of the costs for
these programs. Increasing caregiver support will require more funding. Most of
the potential avenues for caregiver support—compensation, education and training,
respite services, therapy—require a significant financial commitment. At the same
time, most communities already feel that their budgets and their systems are stretched
to the limit. Current budgetary conditions at the state and federal levels also make
funding increases from these sources unlikely. At any level, demonstrating the effec-
tiveness of caregiving in managing costs and the existence of near-term cost savings
associated with caregiving will be central to obtaining increased funding.

Although funding for caregiver support will be difficult to obtain, policymakers
cannot risk the public health consequences of failing to support family caregiving
programs. Creative solutions must be found. Here we group the possibilities in
two categories: nonfinancial incentives and resource sharing through community
partnerships.

Nonfinancial Incentives A key nonfinancial incentive for family caregivers of per-
sons with mental disorders is the elimination of the negative public attitudes about
having a family member with a mental disorder. Local sponsorship of campaigns
against stigma and discrimination can include messages that convey to communities
that mental illness is not a moral weakness, mental illness is not the fault of the
individual or family, recovery is possible, and treatment works. These messages may
reduce societal stigma and negative attitudes, thereby easing family guilt and making
caregiving a more purposeful and rewarding experience.

Improving relationships between family caregivers and professional treatment
providers appears to be especially important. Improved relationships set the stage
for better communication which permits more education and training, gives family
caregivers reassurance because they understand better what is going on, and sets the
stage for mutual respect. Most important, improved relationships yield supports that
reduce feelings of isolation and give caregivers—both professional and family—a
sense that they are supported and part of a team.

Community Partnerships Lack of family caregiving support can result in more se-
vere illness and publicly supported institutional care, and increased homelessness,
foster care, and/or criminal justice involvement for people with mental disorders.
Untreated mental disorders have ramifications in almost all domains of life and can



198 M. J. English et al.

create high costs across community-level service systems, both public and private.
Lack of family caregiver support also can result in increased physical and mental
illness treatment costs for both the caregiver and the care recipient. However, the
costs and the savings are often realized in agencies and organizations that are fiscally
independent of one another. For example, if a community were to reduce the demand
for nursing care through increased caregiver support, an incentive to continue the
program would exist only if the savings are redirected to provide increased supports
for caregivers. Thus, a need for partnerships is created at the local level. Public poli-
cies that support partnerships that pool power, resources, and commitments would
enable communities to leverage their existing assets and direct them toward the goal
of increasing family caregiver support. Experience tells us that communities can and
do pool categorical resources to achieve common goals more effectively than most
federal agencies or large state governments.

Measures should also be taken to support caregiver participation in employment
and other settings. The Family and Medical Leave Act ensures that caregivers can
take leave to care for sick relatives (Lohrer et al. 2007). Using regulations like the
Family and Medical Leave Act and working in partnership with employers around
issues like flexible work schedules can play a role in supporting family caregivers.
Such measures not only reduce the opportunity cost of caregiving, they can also
allow caregivers to participate more fully in other aspects of life.

Faith-based support for family caregiving is a vital and feasible area for im-
provement. Religion provides a culturally sensitive avenue for caregiver support.
Religiosity among caregivers is associated with better mental health and adjustment
to the caregiver role (Murray-Swank et al. 2006). Communities are in a unique po-
sition to engage their religious institutions in building partnerships for the support
of family caregiving. Given encouragement and some tools, religious organizations
can improve their effectiveness in providing education and training, operating sup-
port groups, linking caregivers to each other, and in publicly recognizing the great
contributions of family caregivers. All of this can be done within the framework of
religious practice that cherishes good works, encourages social responsibility, and is
grounded in the love of self and neighbor. Community partnerships with faith-based
organizations for the purpose of improving caregiver support may be a cost-effective
approach to working toward this goal.

Cultural traditions also provide opportunities to leverage community strengths and
to support family caregiving. Many ethnic groups in the United States have traditions
of extended family involvement and family self-help, so the potential for improving
the mental health of care recipients through increased support to the family is great. In
communities that strongly emphasize filial piety and family cohesiveness, caregiving
can be celebrated as an expression of personal and family values. Community leaders
can encourage their neighbors to learn about being caregivers and to support others
serving in this important role. But communities, especially those with limited English
proficiency or literacy, need information that is accessible, in languages that they
can understand. Caregiving education and training need to be readily available to all,
whether they speak Spanish, Swahili, or American Sign Language.
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Reducing Discrimination and Negative Attitudes as an
Overarching Policy Goal

Although communities can and should actively seek to reduce the stigma and discrim-
ination associated with mental illness, federal and state commitments to reducing
discrimination and negative attitudes are critical as well. It is unconscionable that the
American people have not been given the information they need to understand the
physiological basis of mental illness and the effectiveness of mental health services.
Continuing to assign fault to families and individuals with mental disorders seriously
limits the ability to counteract the seriously disabling effects of these illnesses. Na-
tionwide antistigma and antidiscrimination activities will help to ensure that local
efforts are successful.

Summary

Substantial evidence exists to show that caregiver support can yield significant soci-
etal benefits. Specific supportive interventions have been shown to reduce caregiver
burden, reduce use of expensive health care services, increase positive outcomes
for care recipients, and improve the health and mental health of caregivers. This
evidence, coupled with data on the value of care provided by families to persons
with chronic illnesses (including mental disorders), suggests that it is good policy to
increase caregiver support. But it is impractical to suggest that the policy “solution”
is simply to invest great sums of public dollars in the support services that seem to
help caregivers most. Rather, more realistic policies are exploring the extent to which
the federal government and the states can provide support to communities that are
interested in keeping families intact, reducing the burden on public institutions, and
optimizing the fundamental values of family and community.

By using the community-level problem-solving approach, federal and state gov-
ernments can play a supportive role to communities that seize the opportunities
family caregiving offers to improve health care and control costs. Community solu-
tions involve an increased investment in the backbone of the community—families.
But they also strengthen caregiving by:

• Increasing personal fulfillment by recognizing and respecting the contribution
family caregivers make

• Treating caregiving as an undertaking that requires expertise gained by training
and education, not just experience

• Helping caregivers learn strategies to improve effectiveness and increase self-
esteem as persons who help others

• Reducing negative attitudes and guilt unfairly associated with having a family
member with a mental disorder

• Reducing burden and stress by providing respite and coping skills development
opportunities



200 M. J. English et al.

• Connecting caregivers with their peers so that they can learn from one another,
share successes, and feel supported

The policy implications of this approach are dramatic. They make effective support
the prerequisite for federal involvement. They involve making a place at the pol-
icy table for many different community interests, including providers, consumers,
activists, agency officials, religious leaders, payers, and families.

The key to success will be achieving the best balance between burden and oppor-
tunity. Public systems are strained financially, and caregiving is not an issue that can
be solved by money alone. Families and others caring for loved ones acknowledge
their responsibility for providing care. They do so for many reasons. Absent support,
they cannot give the best and most lasting care possible. When family caregiving
breaks down, the community and its institutions bear the costs. Increased family
caregiving support represents an investment opportunity that could yield dividends
in caregiving capacity, lower health care costs, and better partnerships among fami-
lies and professional providers. These results are worth changes in policy that support
family caregiving.
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Between 1950 and 2050, the proportion of those aged 65 years and older in the pop-
ulation will more than double (Himes 2001). As the population ages, the likelihood
of frailty, dementia, and disabling illness increases. This unprecedented growth in
the elderly population in need of support presents multiple challenges for society
and in particular, for families who are frequently called upon to act as caregivers for
impaired spouses, parents, and siblings. A tremendous degree of burden and psycho-
logical distress are associated with the caregiving role (Schulz et al. 1995). For this
reason, research is essential to identify those caregivers who are most susceptible to
adverse outcomes and to identify and alleviate the burden associated with different
aspects of the caregiving experience. Furthermore, innovative caregiving research
can lead to the development of constructive interventions that will aid families, older
adults, and society at large.

This chapter will present an overview of research in mental health and caregiv-
ing. It will cover the prevalence and demographics of caregiving, consequences of
caregiving on mental health, areas of study related to risk factors for caregiver’s
depression and “distress,” interventions to prevent or ameliorate the negative con-
sequences associated with caregiving, and research priorities in this important field.
Variables related to both caregivers and care recipients will be addressed and we will
conclude with our observations on future challenges in this area.
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Prevalence and Demographics of Caregiving

The majority of dependent older adults live in private households, dispelling the myth
that most are placed in long-term care facilities (Hobbs and Damon 1996). The need
for caregiving from family members, such as spouses and children, is increasing.
Data collected in a comprehensive survey of caregivers to the elderly by the National
Alliance for Caregiving (NAC) and the AARP in 2004 provides the following find-
ings. There are an estimated 44.4 million US households, or nearly one in four,
providing care for disabled or seriously ill relatives. From all the primary caregivers,
61 % are female. About one-quarter of the caregivers are caring for dementia patients,
most commonly, those with Alzheimer’s disease (AD). Approximately four million
people in the USA have AD, and this number will increase to 14 million by 2050
unless a cure or prevention is found (Volicer 2001).

More than half of all caregivers are employed full- or part-time (NAC and AARP
2004). Many experience significant loss of income due to the changes they must make
in their work environment to accommodate caring for a loved one. In addition, the
burden of reduced employment is more likely to be incurred by women and families
of ethnic minorities (Covinsky et al. 2001) than by white men. In a study byArno et al.
(1999), it was estimated that the national economic value of informal caregiving was
US$ 196 billion in 1997, a figure that dwarfs the national spending for formal home
health and nursing home care. For AD specifically, a similar trend in caregiving cost
was described (Harrow et al. 2004). In terms of lost productivity among employees
providing hands-on care, a conservative estimate is that US$ 11.4 billion are lost
annually to US businesses (Langa et al. 2001).

Clearly, the epidemiological data demonstrate that caregivers of those elderly who
suffer from disabling illnesses such as AD are challenged by significantly large and
growing problems. Both government agencies and researchers alike have demon-
strated concern for maintaining caregivers’ health and ability to perform their duties.
Through public policy and advocacy, caregiving research has become an increas-
ingly significant priority for funding through the National Institute on Aging and
the National Institute of Mental Health. In addition, research to prevent caregiver
depression has been supported through the National Institute of Nursing. Caregiver
research has also been coupled with elder abuse as a vital area in need of further re-
search and funding. Only through conclusive data can one advocate for real changes
in public policy.

Caregiver Burden and Its Mental Health Consequences

Caring for a family member with AD has been shown to result in significant psycho-
logical distress and a subjective or perceived burden (Schulz et al. 1995; Schulz and
Williamson 1991). Psychological distress includes emotions such as anger, anxiety,
low levels of life satisfaction, and depression. It is important to note that the negative
consequences of caregiving, such as isolation, anger, resentment, loss of control,
and work pressures are not identical to objective burden, which refers to the care
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recipients’ needs and deficits that affect the caregivers’ practices (Zarit et al. 1986).
Examples of objective burdens include disruption of lifestyle, increased caregiver
vigilance due to patient wandering (in instances of dementia), physical burden for
those who care for the bed-ridden, and alterations in sleep due to disruption by the
care recipient. Other objective variables associated with the caring transaction may
include time spent on caregiving, economic burden (e.g., management of parental or
familial finances), and interpersonal challenges (e.g., hiding the car keys).

Objective burden needs consideration independent of subjective burden, since
the caregivers’ mental state can alter their perception of personal burden and the
patients’ abilities to care for themselves, independent of their actual burden. As
an example, caregivers, at times, may feel responsible and want to help, or they
may feel burdened and angry about their situation, or even both at the same time.
The caregivers’ mental state may then, in turn, alter their subjective impression
of actual care burden, i.e., actual hours spent on their loved one, independent of
the actual number of hours spent providing care. Surprisingly, the severity of actual
burden is not always reflective of poorer caregiver outcome. Caregiving may at times
actually have positive influences such as family cohesiveness, improved self-worth,
and enhanced personal growth (Czaja et al. 2000). These differences may explain
why there is a considerate amount of variability in what caregivers typically appraise
as stressful. In both clinical practice and research, this can be most challenging as
not all caregiving burdens are universally stressful or distressful.

To complicate matters, caregivers often differ in their subjective response to simi-
lar stressful events due to individual differences, such as coping ability, social support,
and additional life stressors (Zarit et al. 1998). In addition, subjective burden may
differ based on the nature of the relationship with the care recipient and vary as a
function of personal qualities of both the caregiver and care recipient. The age, gen-
der, culture, and ethnicity of the caregiver also play a role in this dichotomy between
perception and measured events (Czaja et al. 2000). Clearly, research into caregiver
outcomes must include a multiple array of variables that may add to or diminish
burden.

Due to the amount of stress and burden suffered by caregivers, it is not surprising
that they suffer from greater risks to their health than non-caregivers. Prevalence
rates of self-reported depression among individuals caring for a person with dementia
within the community have ranged from 30 % (Kiecolt-Glaser et al. 1991a) to as high
as 83 % (Drinka et al. 1987). These rates are significantly higher than those reported
in demographically similar controls. In addition, caregivers use prescription drugs
for depression, anxiety, and insomnia 2–3 times as often as compared the rest of
the population (Schulz et al. 1995), implying they have an increased number of
psychiatric disturbances.

In general, spousal caregivers tend to report more symptoms of depression and
overt distress relative to adult child caregivers (Baumgarten et al. 1992; Grafstrom
et al. 1992; Meshefedjan et al. 1998). Wives appear to have particularly high levels
of depression and psychological distress (Bookwala and Schulz 2000; Pruchno and
Potashnik 1989; Pruchno and Resch 1989; Rose-Rego et al. 1998), and women, in
general, may be more prone to negative emotional outcomes associated with the
caregiving experience (Yee and Schulz 2000). Differences in adverse psychological
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outcomes among different types of family caregivers may be affected by such factors
as attentiveness to one’s own emotions, coping styles, and specific caregiver roles
(Rose-Rego et al. 1998).

The consequences of caregiving not only effect the emotions but also the physical
health of the caregiver (Haley 1997).A prospective study of elderly spousal caregivers
showed that the subjects that reported a high level of emotional strain had a 63 %
higher mortality risk than non-caregivers (Schulz and Beach 1999). Adverse changes
in the autonomic and immune systems in caregivers have also been empirically
documented (Kielcolt-Glaser et al. 1991; Wu et al. 1999), and these alterations in
the immune system may lead to increased susceptibility to illness (Kiecolt-Glaser
et al. 1991b). In addition, chronic stress and bereavement have also been associated
with increased medical risks (Bodnar and Kiecolt-Glaser 1994). Well-established
models have suggested that repeated increases in stress hormones, such as cortisol and
catecholamines from the hypothalamic-pituitary-adrenal (HPA) axis and sympathetic
nervous system respectively, due to chronic stress may lead to allostatic load and
physiological dysregulation, making an individual more prone to diseases (McEwen
1998). Other theoretical models imply that stress triggers poor lifestyle choices, such
as poor diet, substance abuse, and sedentary behavior, which, in turn, are risk factors
for cardiovascular and metabolic dysfunction (Vitaliano et al. 2003).

Several studies demonstrate that caregivers suffer more chronic illnesses than non-
caregivers. In a recent meta-analysis, Vitaliano et al. (2003) compared the physical
health of caregivers with similar non-caregivers in 23 studies over a 38-year period.
Caregivers were found to have a 23 % higher level of stress hormones and 15 % lower
level of antibody responses than the demographically matched control group. When
examined across 11 health categories, such as global health, health service utilization,
and medication use, caregivers demonstrated only a slightly greater risk than non-
caregivers. Though these findings do not add credence to the proposal that caregiving
causes illness, they suggest that there are, indeed, potential risks to one’s health.

A recently proposed theoretical model that integrates caregiver stress, poor health
habits, and physiological mediators with subsequent illness outcomes was con-
structed byVitaliano et al. (2003). In the caregiver experience, individual differences,
such as vulnerability (i.e., age, sex, disposition, race, family history) and resources
(coping mechanisms, social supports) as well as caregiving exposure directly inter-
acted with psychological distress (i.e., depression). Caregivers’health habits, in turn,
directly affected their physiological response, which leads to illness expression. By
adding two-way interactions between exposures, vulnerabilities, and/or resources,
the authors predicted distress and health habits better than by using any one variable
alone. Data support this theory (Vitaliano et al. 1991), and allow for the summative
influence of individual characteristics of each specific caregiver on illness risk and
expression. Individual variation and lack of integration of similar stress models may
be one plausible explanation of why studies on caregivers and the risk of physical
illness are conflicting. Future research design needs to integrate multifactorial stress
models that incorporate these numerable variables.

Caregiver burden can also have consequences for the care recipient. It has been
demonstrated that negative reactions due to poor-quality care were quite common
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among those receiving care and may lead to depression and low life satisfaction
(Newsome and Schulz 1998). What is more alarming is that violence has emerged as
a significant clinical challenge in families living with a relative diagnosed with AD.
A study by Paveza et al. (1992) suggests that a person withAD is at 2.25 times greater
risk for a physically abusive episode than an older person living in the community and
that 17 % of Alzheimer’s families experience familial violence. A study comparing
the characteristics of older married men who committed homicide-suicide with an
age-matched group of older married men who committed suicide demonstrated that
half of the homicide-suicide perpetrators were caregivers as compared with 13 % of
the suicides (Cohen et al. 1998). Given their dependent position, frail, medically
ill elderly are potentially vulnerable to abuse and neglect from burdened caregivers.
We may assume that select caregivers with a high degree of perceived burden and
possible psychopathology may place their family members at risk, but specific risk
factors among caregivers are unclear and warrant further investigation.

In practice, due to the high level of morbidity and even possible mortality asso-
ciated with caregiving, health care providers need to be well-informed of the risks
the caregiving role assumes and be able to treat caregivers appropriately. Caregivers
often turn to physicians for help and support. In the case of dementia and AD,
early diagnosis and education are paramount to prevent delays in receiving needed
support and intervention strategies to put caregivers at less risk for depression and
burden. Health care providers must be able to recognize and appropriately treat clin-
ical depression and other mental health illnesses in caregivers who can respond to
medications and/or psychotherapy. Screening for elder abuse and violence is also
needed.

In terms of education and training, geriatrics is still woefully lacking for gen-
eral physicians, nurses, and social workers (Spector and Tampi 2005). However, the
greater recognition of family caregivers as an essential component in treating many
chronically ill and cognitively impaired older adults has facilitated the integration
of caregivers’ needs into the study of geriatrics. For example, physicians training
specifically in geriatric subspecialties, such as geriatric medicine and geriatric psy-
chiatry, are expected to achieve competence in family caregiver assessment for risks
associated with burden and to understand effective treatments and interventions as
part of the larger picture in achieving positive outcomes for their elderly patients.

Risk Factors for Caregiver Depression

As previously described, the negative mental health effects of caring for family mem-
bers are well documented. Caregivers experience such emotions as anger, anxiety,
low levels of life satisfaction, and clinical depression as well as chronic stress (Schulz
et al. 1995).

Table 1 lists variables that have been shown in various studies to affect care-
giver mental health. These represent important areas known to have an influence on
caregivers and each is worthy of investigation.
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Table 1 Risk factors for
caregiver depression

1 Gender
2 Relationship to patient
3 Ethnicity
4 Cultural adaptation
5 Patient’s behavioral and emotional changes
6 Impairment in activities of daily living (ADLs)
7 Coping style of caregiver
8 Interfamily support
9 Community support

10 Religiosity or spirituality
11 Psychiatric history
12 Isolation
13 Alcohol abuse

Gender

Gender is among the most powerful predictors of caregiver depression. Female care-
givers have a higher prevalence of depression than their male counterparts (Cohen
2000). Wives are at the highest risk, followed by husbands, daughters, and daughters-
in-law, sons, and other relatives (Dura et al. 1991). The basis for these differences
is not entirely clear, although the style of caregiving may play a role, with women
tending to provide direct, comprehensive care, as in mothering behavior for chil-
dren, while men tend to delegate care and orchestrate it, creating a greater degree of
interpersonal separation and the perception of more control and mastery. Their ex-
pectations for positive outcomes may be defined as when children grow and require
less care; successful care for frail and demented patients cannot be defined by the
same type of outcome.

Recent data suggest that although women appear more vulnerable to depression
than men, male caregivers may be at an increased risk of physiological dysregulation,
such as decreases in immune function. Scanlan et al. (2001) demonstrated that male
caregivers with depression had less lymphocyte proliferation than non-depressed
men. The same was not replicated in depressed woman subjects. Male caregivers
may be more vulnerable to physical illness through stress mediators due to chronic
stress. This clearly has implications for clinical practice as male caregivers may
require health care providers to pay closer attention to the physical risks they incur,
and plan for intervention to alleviate both physical and psychological pathology.

Relationship to the Patient

Caregiving has a positive component both to caregiver and recipient (MacPhail 1993),
which may, in part, be a result of the relationship the caregiver has with an impaired
relative. There is only scant literature on motivation for family caregiving and the
relationship between caregivers’ motivation and behavior, or their consequences on
the patient or caregiver. Cohen and Eisdorfer (1995) have proposed a theoretical
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model that includes such variables as love, morality, equity, ethics, envy, and greed,
but there are minimal empirical data that examine the significance of such factors,
despite what would seem to be their obvious importance.

Love, arguably our most powerful positive emotion, is poorly understood by
scientists despite its crucial role in interpersonal relationships. Morality recognizes
what is right or wrong, reflects our social code of conduct, and may be associated
with social embarrassment if one does not provide care. Equity refers to a sense
of social justice and an implicit accounting (e.g., look at all that my mother did
for me, and I owe her). Ethics is an inner concern with what is the right thing to
do even if one’s relative has been historically selfish or abusive to the caregiver
and felt to be undeserving. Envy may be a complex motivation related to a history
of sibling or familial rivalry and may be expressed in competition to win the care
recipient’s respect and affection by being the principal helper. Greed speaks for
itself as a motivation to provide care to a wealthy relative, but greed can also create
caregiving conflicts since there is the possible issue of spending the care recipient’s
assets on them or preserving them, while these same assets also represent a possible
inheritance for the caregiver. Although hard to objectify and quantify, these and other
possible motivational issues should be investigated since they represent the unique
relationship the caregiver has with the dependent relative and can play a role in the
outcome of the caregiving process for all of those involved.

Ethnicity and Cultural Adaptation

Race as a variable plays a role. African-Americans had lower rates of caregiver
depression then Caucasians or Hispanics, whereas Caucasian caregivers appraised
behavioral problems as more stressful in comparison to African-Americans, His-
panic, or Asian caregivers (Connell and Gibson 1997; Gallagher-Thompson et al.
2000). African-Americans may be less prone to depression because they perceive
caring as less burdensome and have a higher expectation that they should provide
care. They are also more likely to have extended family and kinship networks within
the community to provide care. Haley et al. (1996) found that mastery, or a sense of
competence in the caregiving role, was higher among African-American than among
Caucasians, which may reflect increased cultural acceptance and family support of
that role. In addition, African-Americans may more likely use spirituality and reli-
gion to cope with the burdens of caregiving (see Caring for a Family Member with
Mental Illness: Exploring Spirituality, this volume, this book).

The link between Hispanics and depression is not entirely clear due to conflict-
ing results in the literature. Mexican-Americans appraise caregiving as less stressful
than other ethnic groups (John and McMillian 1998), but in a study by Mintzer et al.
(1992) it was demonstrated that among caregivers for Alzheimer’s patients, Cuban-
American female caregivers had more symptoms of depression than white, non-
Hispanic matched counterparts. These differences may reflect the diversity among
the various Hispanic groups. Mexican-American daughters have demonstrated
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higher self-efficacy, or belief about their abilities to organize and execute planning
(Depp et al. 2005), and place their family role in caregiving as an honor and an
expected function. For more on cultural/racial caregiving for the mentally ill, see
Cultural Considerations in Caring for Persons with mental Illness, this volume, this
book.

Care Recipient Characteristics

In terms of patient characteristics, the impaired elders’ behavior problems and emo-
tional changes are consistently linked to psychiatric morbidity in the caregiver
(Zarit et al. 1998). In general, the patients’ emotional state seems to be a good
predictor of caregiver distress. Greater severity of patient cognition or physical dete-
rioration clearly plays an important role, but this is more influential in the late stages
of dementia. In caring for the AD patient, the amount of time spent caring for the
patient, misidentifications of the caregiver by the patient, and nocturnal arousal by
the care recipient have all been noted to accumulate to create an emotional “break-
ing point” for the caregiver that can lead to clinical depression and placement of a
dependent relative in a long-term care facility. Overall, caregivers found patients’
impairment in activities of daily living (ADLs; i.e., dressing or bathing) to be less
stressful, possibly due to their greater predictability.

In practice, interventions which improve the cognitive, functional, and psy-
chiatric/behavioral impairments can lessen the objective burden to caregivers and,
in turn, potentially alleviate caregiver stress. Medications, such as cholinesterase
inhibitors, as well as cognitive retraining may improve cognitive impairment. Psy-
chotropic medications and behavioral interventions can be affective for psychiatric
and behavioral disturbances that most likely appear to cause caregiver stress. Func-
tional impairment in ADLs can be improved through behavioral intervention and
appropriate supportive care (Beck et al. 1997). These interventions can lead to re-
ductions in objective burden for the caregiver and possibly better the outcomes for
both caregiver and patient.

Spirituality and Religiosity

The degree of religiosity may also be a significant variable which interacts with
ethnicity/race. Caregivers, especially African-Americans, often rely on prayer and
religion as a helpful coping mechanism, whereas Caucasians more commonly rely
on professional assistance. Attendance at religious activities and membership in
a church, mosque, or synagogue may give them a larger sense of community sup-
port, which further explains why African-Americans suffer less caregiver burden and
psychological distress than other ethnic groups. See Caring for a Family Member
with Mental Illness: Exploring Spirituality, this volume, this book, for additional
details.
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Coping Style

The specific relationship between family caregivers’ coping styles or the way in
which they process and handle stressors and the resultant degree of experienced
psychological distress is also an important factor. Caregivers that demonstrate dis-
tressed or poor coping styles have poorer long-term mental health consequences.
Aneshengel et al. (1995) found that mastery, which indicates more active coping,
was generally related to better well-being of caregivers caring for an impaired rel-
ative at home. Pruchno and Resch (1989) report that different coping styles have
effects on different emotions. The use of emotion-focused coping mediated the im-
pact of stress on depression, and problem-focused coping styles were associated
with a more positive effect. Female caregivers may use more “emotion-focused”
coping rather than “problem-focused” coping, which might result in higher levels
of reported depression and general distress. Goode et al. (1998) suggest that active
approaches rather than avoidant coping styles are associated with better emotional
and health outcomes for dementia caregivers. On the other hand, emotion-based cop-
ing, such as cognitive reappraisal, may be superior to problem-based coping when
situations are unchangeable, such as caring for a loved one with a dementing illness.
Clinically, understanding coping skills is important because they are behaviorally
modifiable.

Interfamily Support

Research into the nature and structure of the family as a social network and the role
of caregivers within the family is an important concern. Becoming a caregiver has
detrimental effects on social relationships. Female spouses tend to have higher rates
of social isolation from family and friends than other family caregivers. Caring for a
family member with AD, in particular, can lead to more social isolation and family
conflict and disruption (Pillemer and Suitor 1996).

Select qualities in a family relationship can have a positive outcome for caregivers.
Qualities that are associated with decreasing caregiver burden include the integrity,
closeness, and cohesiveness of family members. Positive feedback from family and
friends can also be positive for caregivers.

Lack of nearby relatives, decreased frequency of interaction, and history of con-
flict and abuse (e.g., old sibling rivalries that resurface with the stress of increased
family responsibility for caregiving) are detrimental to caregivers and can further
add to both the objective and perceived burden on the part of the caregivers, which
add to worsening health outcomes.

The nature of the caregiver’s marriage (e.g., late life, 2nd or 3rd marriage),
their longevity, and the relationship of children to the care recipient and care-
giver doubtlessly play a role. In the instance of families with older members born
abroad and younger members born and educated in the USA, acculturation will affect
expectations and reactions.
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Community and Group Support

Examples of community programs available to support caregivers include adult day
care programs, which provide structured, supervised activities during the day for
impaired elderly individuals, and respite programs, which give temporary care at
home or in an institution by people other than the primary caregiver. The purpose
of these programs is to provide personal time to caregivers to rest or tend to other
responsibilities. Support groups are used to discuss experiences and ideas about
caregiving for caregivers to provide emotional support to each other. Such support
can be seen as a social factor to reduce isolation and appreciated for its value in
practical support.

Although qualitatively, day care and respite can be practical, they provide mixed
benefit to caregiver burden and well-being (Zarit et al. 1998). This may be due, in
part, to the caregiver’s low rates of use of community programs. Caregivers may feel
guilty leaving the responsibility of a relative to a stranger, feeling that caregiving
should be kept in the context of the family, or even have a lack of transportation
for themselves or their loved one. Support groups intervention research has also had
mixed results. This may also be explained by low rates of use, as caregivers need to
find a safe place for their impaired relative to receive care.

Caregiver Isolation and Psychiatric History

Many caregivers have limited access to information and resources that exist in their
communities, and they frequently report feelings of isolation and inadequate social
support (Stoltz et al. 2004). Perceived isolation and lack of social and practical
support also increase the likelihood of depression and related symptoms as well as
physiologic events (Bodnar and Kiecolt-Glaser 1994). A history of psychiatric illness
or alcohol abuse prior to assuming the caregiver role is another risk factor for caregiver
depression. Those with a premorbid psychiatric history appear to be more likely to
show distress or an exaggeration of symptoms (Schulz et al. 1990) and are more likely
to have an exacerbation of clinical symptoms and functional impairment. In addition,
experiencing acute stressful life events, such as bereavement, increases the risk
over the chronic, day-to-day stressors of caring for an impaired loved one. Previous
roles and role expectations within the family unit may also affect the individual’s
adaptation to the caregiving role. There is a paucity of research on whether cognitive
flexibility, hardiness, and prior efficacy expectations impact the individual assuming
the caregiving role.

Interventions to Assist Caregivers

There have been numerous studies aimed at developing useful interventions to allevi-
ate caregiver burden and lessen the negative consequences of caring for the mentally
ill. The data seem to indicate that there is no single, easily implemented, consistently
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effective method for eliminating the stresses of caregiving. Programs studied have in-
cluded family support groups, respite care programs, community and home services,
and psychoeducational programs, which can range from groups getting information
on illnesses to specific instructions on techniques of care. These interventions have
not always demonstrated consistently positive results, especially when measuring
outcomes of clinical significance (Schultz et al. 2002), which translates to the practi-
cal value of the effects of an intervention. Another reason that these studies may not
have shown consistent positive results is that they are too narrowly focused and that
multicomponent interventions would be better to address all of a caregivers’ needs.

Recent studies have attempted to incorporate a more comprehensive approach to
intervention and evaluate outcomes that are more likely to translate to clinical signif-
icance. For example, subjective appraisals of caregiving stressors and the caregiver’s
depressive symptoms are better predictors of outcome than the frequency of objec-
tive stressors. The adaptation of stress process theory has been applied to research
(Schulz et al. 2000) to help guide and evaluate caregiver interventions. Interventions
can assist caregivers by incorporating multiple variables needed to improve caregiver
burden. They may reduce real or objective stressors, such as behavioral problems,
alter the caregiver’s subjective appraisal of the problems, and strengthen psychoso-
cial support, which may decrease isolation and teach improved coping mechanisms,
and help the caregiver perceive problems as less threatening.

As a part of the New York University caregiver intervention study by Mittelman
et al. (2004), a structured, comprehensive psychosocial intervention for caregivers
was evaluated to see if caregivers’ subjective appraisal of patients’ behavioral prob-
lems due to AD became more benign over a 4-year period. The intervention initially
consisted of individual and family counseling sessions, which were personalized
to the individual characteristics and needs of the caregivers and their entire family.
Next, caregivers joined support groups that provided emotional support and educa-
tion. Lastly, counselors were available by phone, as needed, to help deal with patient
crises and worsening symptoms. The results show substantially reduced caregivers’
negative reactions to patients’ behavioral problems despite the fact that the interven-
tions did not reduce the frequency of behavioral problems. In addition, these results
were consistent over time regardless of worsening of the patients’ behavioral symp-
toms. In previously published results, this approach of comprehensive intervention
has also demonstrated other clinically significant outcomes, such as delay in nursing
home placement (Mittelman et al. 1996) and a decrease in the symptoms of caregiver
depression (Mittelman et al. 1995).

As previously described, caregivers often underutilize community programs
and support groups designed to alleviate burden. In this regard, computer- and
communication-based technologies are an up-and-coming approach to provide ser-
vices for caregivers and their families. The report of the REACH (Relief for Energy
Assistance through Community Help) program, a 6-year project of the National Insti-
tute onAging, indicated that the use of computer-assisted phone to allow for regularly
scheduled group support by conference calls when combined with a structured fam-
ily therapy intervention over a six-month period significantly reduced depression in
an Anglo- and Cuban-American (CA) sample of caregivers (Eisdorfer et al. 2003).
The use of this technology-based intervention was well received by the participants
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and has shown promise as a novel way for caregivers to receive help and support
without leaving their homes. In addition, the inclusion of a structural family ther-
apy intervention, which identifies and restructures specific interactions within the
family and other systems that may be linked to caregiver burden, when combined
with the phone technology, demonstrated a greater, clinically significant reduction
in caregiver depression than the phone calls alone. Of interest, the most depressed
group (CA wives), showed the least favorable responses to the intervention. More
intensive interventions, including psychiatric treatment, may be warranted in more
severe cases.

Environmental designs have also been of interest. Specifically, controlling the
level of stimulation for older patients in the later stages of dementia, using color
to enhance recognition and orientation, separating more confused patients from the
larger groups for meals, and having the staff supply orienting information as part of
interacting with patients in a facility, all seem to show promise. A study conducted
by Gitlin et al. (2003) as part of the Philadelphia REACH Initiative demonstrated
caregivers’ of Alzheimer’s patients improved in management ability, affect, and
select stressors when receiving intervention from the environmental skill-building
program, which combines strategies that provide education, instruction in problem-
solving, and implementation of home environmental strategies, which are tailored
to the needs of each caregiver. Again, a multidimensional approach was theorized
and implemented, and the methods led to good outcomes for the caregivers.

Studies of intervention have targeted the care recipient with medication to
enhance the patients’ abilities to care for themselves or reducing the untoward
clinical problems, such as agitation or depression of the patient. This should, of
course, act to reduce caregiver burden and distress, but the specifics are critical to
planning any intervention and measuring outcome. Again, intervention studies that
target multiple variables, including both the caregiver and care recipient, are needed
and would be most beneficial.

Caring is a time-based process: time per days and weeks, and time over years.
Our ability to extend life also extends the length of the caregiver’s burden. Does
experience over time make it easier or does it wear down the caregiver? Support is
generally valued, but the pattern of support needs to be considered. Is it constant
and predictable or unreliable? If family members pitch in, do they convey emotional
support to the primary caregiver or anger, guilt, and criticism?

Future Considerations

Because of the tremendous challenges that caregivers face now and in the future,
innovative strategies are needed to alleviate the burdens that are likely to emerge from
the needs of a rapidly growing elderly population. Research is needed to articulate the
factors affecting caregiving; help policymakers, professional caregivers, and family
caregivers improve the quality of caring; reduce the possibility of causing harm.

Recent research attention has been focused on the continuing problems expe-
rienced by caregivers after nursing home placement or death of the patient. What
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we have learned is that in most instances, caregivers may continue to be distressed
even when the burden is lifted. Bereavement has clear consequences on the emo-
tions as well as the autonomic nervous system and on immune parameters. Specific
interventions are needed to help families adjust to nursing home placement and
bereavement.

The age of the caregiver should be considered and age cohorts also may dif-
fer along various dimensions, including demands outside the home, the likelihood
of employment, educational attainments, information about community resources,
caregiver health, and other salient variables.

In reaction to caregiving, a greater understanding of gender differences is needed.
Not only are women more likely to be caregivers but also in contemporary society,
they often have careers outside the family. Does this conflict create pressures that
push women over the threshold? Are there stylistic differences involved in the process
of caregiving by women that cause more distress to the caregiver? In addition, men
appear to have a stronger physiological response to caregiving than women. Does
that put them at an increased risk of physical illness?

The nature of stressors relatable to the caregiving transaction also needs to be
separated from the range of those circumstances which are independent of caregiving
and the cumulative load assessed as a factor. In much of caregiving research, only the
caregiving process is assessed. Perhaps there is insufficient attention to other crises
in the caregiver’s life.

In terms of practice and education, professional caregivers will need to better
understand the caregiving role and the need for recognition, diagnosis, and specific
interventions that may benefit both the caregiver and their dependent relative. They
must also be better trained in geriatrics, and recognize caregiving as an important
source of morbidity and even mortality.

In terms of public policy, as data continue to emerge, national funding sources
that target research in caregiving will more than likely take on a more complex,
multidirectional approach, which can answer these and other pending questions.

Conclusion

Caregiving for the mentally ill and their caregivers is a major and growing issue
among families and the community at large. The data show that caring for older pa-
tients or spouses is a powerful risk factor for distress and increases the risk of mental
and physical health problems. A wide array of variables influence the caregiver’s
transaction with the patient; these may either ameliorate or increase subjective burden
associated with the caregiving experience. These factors may be associated with char-
acteristics of the caregiver, such as age, gender, cultural background, coping style,
religiosity, premorbid psychiatric morbidity, and susceptibility to distress as well as
with the caregiver-care recipient relationship. Patient characteristics include level
of cognitive and functional impairment, degree of agitation and behavioral distur-
bance, and psychiatric comorbidity. Other variables, such as objective and subjective
burden, social support from others, and knowledge and availability of community
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resources are all important variables in any models investigating caregiver depression
and perceived burden. There are also subtle, but important motivations that underlie
the caregiving experiences. These transactions occur within the context of caring and
extraneous stimuli, which complicates the lives of caregivers who may already be in
distress. Clearly, future models will have to account for the interactive as well as the
reciprocal relationships present between many of these variables.

Interventions are being explored ranging from pharmacologic treatment of those
receiving care to psychosocial interventions relating to the stage of the patient’s
illness. Caregiver-focused interventions also run the gamut from family therapy and
personal help ranging from coping styles to techniques of support and day care for
the patient. It is likely that one therapy will not fit the needs of every caregiver, and it
will be important to identify the profiles of caregivers that are most likely to benefit
from specific types or combinations of interventions.

While we know that many caregivers are at risk for adverse outcomes, most models
of caregiving distress are not sufficiently complex to allow for the potential inter-
actions of patient- and caregiver-specific and environmental variables on caregiver
outcomes, although recent studies are better adapted to these models. The advent
of latent structural modeling and growth curve analysis offer methods of better ac-
counting for all mediating and moderator variables that may affect outcomes. Highly
operationalized multicenter interventions, such as REACH, will also serve to identify
those interventions that have the most efficacy with different types of caregivers.

It is important to continue to recognize the price caregiver’s pay for their invalu-
able help. The role they play for our larger society in terms of lost earnings and
opportunities is barely recognized, while their role in setting ethical standards and
models for care in our communities is obvious. It is imperative that we do everything
possible to understand and ameliorate the challenging care situations we now face,
including high levels of caregiver dysfunction and disease. Research that addresses
appropriate prevention and intervention is the key.
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Mental Health Caregiving: A Call to
Professional Providers, Family Caregivers, and
Individuals with Mental Health Challenges

Donald Lollar and Ronda C. Talley

The chapters in this volume have provided a wealth of information addressing the
mental health of both family and professional caregivers. The perspectives have
ranged from individual and family approaches to cultural perspectives to public
health prevention models. The first section began with broad themes addressing the
impact of caregiving, the cultural and contextual environments of caregiving, and
the relationship between physical and mental health. The second section focused on
age-related caregiving, beginning with systems for children followed by emphasis on
mid-life caregiving, and ending with mental illness prevention issues and opportuni-
ties. Sections three and four address spirituality and bereavement and implications
for caregiving, along with policy and research challenges and directions. If you are
reading this chapter culmination to this volume, hopefully this reading will consoli-
date some ideas that pervade the chapters. If, on the other hand, you are reading this
chapter as an attempt to forego reading the full text so as to glean the crux of the
material in less time and with less energy, I think you will be disappointed. While
you will find an attempt to organize some of the major themes, you will, however,
miss the enormous wealth of material, both broad and deep, that will help you to
understand the varied dimensions of mental health and caregiving. I encourage you
to start from the beginning. Themes are presented next.

First, let us discuss the array of issues addressed in this volume, beginning with
the caregiving part of the caregiving / mental health dyad. Two types of caregiving
are outlined—family and professional. Several of the chapters outline issues and
strategies to help family caregivers, while others focus on professional caregivers—
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that is, nurses, doctors, therapists, and other professionals who work with care
recipients and their families. Implicit in this distinction is a primary theme—that
is, family caregiving is part of a broader system. There is an attempt to define that
“system” in several chapters, but it is also clear that a second theme addresses the
fragmentation of the system for caregiving in this country. Support of those who
provide care to others is less than optimal. While the chapters outline programs and
policies that have been shown to be support caregiving and caregivers, there is no
coherent national perspective on this important societal activity.

The issue around systems to assist caregivers turns on the notion in our country
that caregiving is an individual and family tragedy. It is clear that these authors wish
that those needing care and those giving care be seen as part of the community—that
is, caregiving is not a family but rather a community responsibility. This basic tenet
of American society—individualism—has been the driving force for our success as
a nation. Caregiving is a part of life where that tenet needs to be complemented
with a sense of group responsibility so that families feel support in their tasks. As
this volume suggests, our society recognizes the contribution of caregiving, but the
mechanisms to support this enormous activity have not been implemented, though
we know much about what could help.

Caregiving is also described across age groups and diagnostic conditions, ac-
knowledging the breadth of caregiving in our country. And across ages and
conditions, the clearest theme is that caregiving is a risk factor for physical and
mental health issues for the caregiver—more so for family than professional care-
givers. Throughout the book there is an acknowledgment of the emotional stress and
physical strain, some would use the term “burden,” of caregiving. It is clear that
caregiving is often associated with substantial negative impact. On the other hand,
the positive emotional impact of caregiving is discussed rather often, providing a
balance to the assumption that all caregiving is arduous, difficult, and a drain on
the physical and emotional well-being of the caregiver. Myers describes the positive
benefits of caregiving as self-esteem and confidence. Gibson, likewise, reinforces
the rewards of caregiving. Elmore reports that if caregiving is not overly strenuous
it is associated with higher optimism and lower stress. Conversely, more stress is
associated with greater physical effects.

Both positive and negative perspectives of caregiving are influenced by environ-
mental factors, especially cultural context. A crucial notion espoused by the Gibson
and Jumper-Thurman article is that culture influences perceptions of illness and care-
giving, and therefore, mental health. In addition, they suggest that the United States
is but one cultural context, and that within the USA, there are numerous cultural
differences. The notion of caregiving as a burden, then, is a social construct.

Mental health is the second part of the dyad. Mental health, as used in this vol-
ume, indicates the spectrum of perceptions, emotions, beliefs, and behaviors and
from health to illness. That is, varied components of mental health and mental ill-
ness are addressed, with programs for family and professional caregivers’ emotion,
attitudes, and behaviors being included. Mental health is also influenced by envi-
ronmental barriers and facilitators, from family to community to national policy
environments. The most cogent observation by Taylor-Brown is that there is a men-
tal health component in every caregiving experience. This most elemental, and yet
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overlooked, dynamic needs to be acknowledged and affirmed as caregiving is ad-
dressed from the individual through the family and to the public health population
level. To forget this connection for a moment makes of caregiving a sterile set of
physical actions without the attendance emotional dimension.

Questions regarding caregiving and mental health were answered across the vol-
ume. The next section will synthesize the answers to some of the most pervasive
questions. How many are there and what do they do? What are the mental health
effects on family caregivers? What affects the impact of caregiving on family or pro-
fessional caregivers? What and where are the supports for caregivers? What services
and programs are needed? What policies will support caregivers more fully?

Taylor-Brown reports that there are 27 million Americans providing long-term
care to family members. Most authors in this text report that women are more likely
to be caregivers. Myers indicates that women who are caregivers report high rates
of clinical depression, between 46 and 79 %. The more caregiving is provided, the
greater stress is reported, with the average duration by women caregivers being 4.3
years, and 17 % giving care for more than 10 years. Schachter indicates that a spouse
caregiver has a greater probability of dying early due to emotional and physical stress.

It is clear that the environment, using that term broadly, impacts caregivers’
emotional health. Cultural issues, most specifically the ways in which illness and
caregiving are interpreted by a group will affect the mental health of those who
become limited, ill, and need and receive care as well as those giving the care. En-
vironment was often discussed but the chapter by Gibson and Jumper-Thurman best
clarified the substantial importance of cultural perceptions for mental health and
caregiving. Given the multicultural nature and growth in the USA, this thread cannot
be underestimated for future research, practice, and policy. In addition, the spiritual
dimension of life, seen as a backdrop, is the second environmental factor interacting
with caregiving to influence caregiving. The perception of caregiving as burden or
blessing, at different times both, is intimately related to the spiritual interpretation
and beliefs of the caregiver and family. Smith and Milano focus their chapter on the
family member with a mental illness, but spirituality is a theme often reported as a
protective factor in research throughout the volume.

Broader environmental factors flow from this cultural issue. That is, if the general
culture looks askance at those with emotional problems, and sees caregiving as a
family issue, the community support will be reduced and the physical and emotional
stress for caregivers will be increased. In addition, cultural changes will be needed
to reduce or eliminate disparities.

National policies are also part of the environment affecting caregiving and mental
health. Taylor-Brown and McDaniel are clear that the USA has no coherent long-
term care policy, much less a broader approach and policy toward caregiving. Several
specific policies are ubiquitous. Throughout the volume, authors emphasize the need
for parity between physical health and mental health benefits under private or public
insurance payments. Reforms in this area have been discussed and implemented in
focused areas. There are not, however, the kind of systemic changes needed so that
mental health coverage is on par with physical health benefits. This policy affects both
those who need assistance by virtue of living with a primary mental illness as well
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as those who are giving care of others with physical or emotional conditions. Mental
health is often a carve-out, separated from and given less strength than physical
health benefits.

It is amazing that informal caregivers, primarily family members, are projected
to provide US$ 306 billion of care (Becker 2006). Crocco indicates that, in addition,
US$ 11.4 billion is lost to US business from employees giving hands-on care. Policies,
such as social security credits for caregivers, have not been implemented. Financial
incentives such as cash and counseling, as discussed by Elmore, and policies relative
to direct respite services are crucial to an integrated set of policies that support
caregiving and thereby the mental health of the caregivers. English and Enomoto want
policies that allow families to address their caregiving and mental health concerns as
close to their homes and neighborhoods as possible. They impress on the reader the
importance of local solutions. Of course, this approach must be connected with the
previous emphasis on community acceptance and positive attitudes toward caregiving
and mental health. Societal attitudes are a foundational aspect of the community
environment.

Another set of themes from the volume address services and programs that sup-
port caregivers’ mental health. Myers has indicated the inverse relationship between
caregiving and support—that is, the more caregiving, the less support. Implicit again
is the notion that more caregiving is often associated with greater isolation for the
caregiver, raising the risk for emotional difficulties. Community support seems to fall
away. At the same time, Elmore has indicated that family function is central to the
physical and mental health of caregivers. If families are not cohesive, therefore, or
become less so under the strain of caregiving, outcomes are undermined. This para-
dox is apparent; that is, the importance of family and community support is crucial
to the physical and emotional health of caregivers; but, it is also clear that services
and programs described are not sufficiently integrated or ubiquitous to provide a
coherent net of support for caregivers.

The volume, however, is replete with services and programs designed to assist
caregivers at various levels—individual, family, community. It would be most helpful
to individuals and families if the services and programs proceed from policies that
show respect for and awareness of the array of needs to be addressed. Myers discusses
the importance of respite services for families—acknowledgment that caregiving,
even when affirmed by the community, can take a toll on the individual caregiver.
Counseling and family intervention are integral to shoring emotional resources of
caregivers. Schachter discusses the importance of group counseling to reduce the
emotional stress for caregivers. A specific approach to counseling is the educational
and guidance services that can be provided over the Internet. Using technology can
be one component of support services, but must have an interpersonal element if it
is to provide the human dimension needed by caregivers.

It is important for community leaders to be cultivated so that they can develop an
awareness of the important role communities have to play in supporting caregiving,
specifically as it affects the emotional health of many of its citizen caregivers. As
awareness of the importance of the role emerges, the second, and often, parallel step
is an assessment of community resources, including specific programs and services,
available for caregivers.
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This synthesis began with emphasis on the public health data suggesting a national
issue related to caregiving and mental health. The themes presented have become
progressively more focused—from environmental and cultural issues, through pol-
icy, practices, and systems. The final focus is on those themes addressing practice at
the individual and family level. An important emphasis at this level is that provided
by Taylor-Brown and McDaniel, as well as Elmore. Elmore suggested that primary
care providers, especially with aging patients, are in a strong position to identify care-
givers experiencing stress and strain. Myers refers to the caregiver as the “hidden
patient.” Taylor-Brown and McDaniel recommended including families in primary
care visits and information gathering and intervention discussions so that critical
identification of difficulties and support of individuals and families can be initiated.
To the extent that caregivers often have several professionals assisting them, inclusion
in interdisciplinary teams is also essential for the caregiver to feel a part of the treat-
ment process. The authors suggest even further inclusion—that is, setting primary
care visits for the family. Gibson discussed critical consciousness for profession-
als working with caregivers and those receiving assistance. Schachter recommends
that caregivers be assessed for complicated grief, a process that undermines both
physical and emotional health. Elmore also discussed the need to manage behavior
problems that might present to professionals. Of course, families are integral to any
interventions to influence difficult behavior. This attention to mental health of the
families and caregivers of individuals experiencing a need for care is presented by
the authors throughout the volume as a basic and relatively straightforward approach
using existing personnel and services.

Across all chapters, the issue of preparation of professionals emerged. While much
of the volume has focused on mental health and family caregiving, parts of numerous
chapters addressed the mental health of providers—professional caregivers. Motes
indicated that fewer than 5 % of pediatricians are trained in the mental health needs of
youth. The usual health care professionals were often included, specifically nurses,
pediatricians, and family physicians. Emphasis included training on screening for
mental health problems among anyone doing caregiving. This is not usual education
for health professionals, but should be an integral part of sensitivity regardless of the
area of medical or health specialty. In addition, however, authors such as Motes and
Smith discussed the need to train teachers, chaplains, community workers. Motes
noted that two-thirds of teachers feel overwhelmed with students’ mental health
needs.

In summary, the health infrastructure depends on “free” family caregiving, accord-
ing to English. Of course, this process is, by no means, free. Its costs are measured
in the mental and physical health of those family members who take the responsi-
bility for helping their mothers, fathers, sisters, brothers, uncles, aunts, cousins, and
other family members. The corporate responsibility needs to be accepted at all levels
of society—certainly beginning with families—but including communities, states,
institutions, and the nation. The supports and resources are not beyond our reach.
What is required is the will to assess and intervene coherently and so that each family
feels support to assist their family member—helping the helpers.
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