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Chapter 1

INTRODUCTION

Barbara Berkman and Linda Krogh Harootyan

Over the past 10 years, Americans have read many times about the
dramatic changes in health care delivery that have been stimulated
by advances in technology and by new approaches to the financing
of health care. They also have read about the significant and equally
dramatic changes in the demographics of the older population. The
statistics, which highlight the increasing proportion of the population
who will be older than 65 years and the increasing diversity of the
older population, are now familiar to all Americans.

People are living longer because of advances in public health, health
care technology, and service delivery. In 1990, 4% of the population
(3 million people) in America was aged 65 or older, compared with
13% (35 million) in 2000 (U.S. Bureau of the Census, 2000a). At the
end of the decade, in 2011, the baby boom population will begin to
turn 65 years old, and by 2050, 20% of the total U.S. population will
be aged 65 years and older (U.S. Bureau of the Census, 2000c). The
fastest growing segment of the older population in the United States
is the group aged 85 years and older, which is expected to grow from
4 million in 2000 to 19 million by 2050. By 2050, about one third of
the elderly population will be composed of Blacks, Hispanics, Asians,
and other minority groups (U.S. Bureau of the Census, 2000b).
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The increasing need for biopsychosocial services to support the
independent functioning of older adults and the needs of their caregiv-
ers means that more social work assistance will be required to address
their health care needs effectively (Browne, Smith, & Ewalt, 1996).
Social work professionals with training in aging are even more essen-
tial in health care to address the social, functional, psychological, and
environmental needs of older people and their families.

This raises the question of whether today’s social work education
will focus on yesterday’s health care practice or whether social work
educators will develop educational programs for future designs of
practice. Today, social work educators can conclude that within social
work, interest in the older person and health care is undergoing a
revival. However, the gaps between research, practice, policy, and
education must be closed. Regardless of their specialty, social workers
need knowledge about aging, yet social work education does not
consistently provide this knowledge outside of aging specializations.
Only 10% of all social work students take a course on aging (Damon-
Rodriguez & Lubben, 1997), although almost all of them will be work-
ing with older adults and their families. With little or no knowledge
about aging, social workers graduate ill-prepared to meet the needs
of the clients and communities they serve.

THE CHANGING WORLD OF
HEALTH AND MENTAL HEALTH

Americans live in a changing political, economic, and social world
that is aging. Each of these domains presents complex issues for health
care and social work. It is understandable that educators, for the sake
of clarity, frequently have found it pedagogically efficient to break
these domains apart and focus on one dimension at a time, for example,
separating health from aging, or policy from psychosocial practice. In
this context, social work is a dramatically changing construct in the
dramatically changing world of health and mental health. Changes in
patient care and in the financing and structure of health care systems
are creating new roles and challenges for social workers. Thus, educa-
tors cannot use a single factorial model in instructing their students.
The biopsychosocial frame is not sufficient without addressing eco-
nomic, political, social, cultural, and environmental factors.

Today, there are significant changes in outcomes of patient care
that are stimulated by technological advances in biomedicine and
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pharmacology. People are living longer with complex chronic physical
and mental health conditions (Berkman, Silverstone, Simmons,
Howe, & Volland, 2000). The leading causes of morbidity and mortality
are almost all related to chronic diseases, resulting in episodes of
illness over a lifetime of chronic complex processes (Paulson, 1994).
These elderly people often have significant activity impairments and
quality-of-life issues. They will represent an increasing percentage of
persons who are served by social workers. Social workers who will
be valued in health care will be those who have the necessary knowl-
edge and skills to work effectively with older people and their families.

Americans are witnessing dramatic changes in the financing of
health care delivery. The corporatization of health care delivery sys-
tems in the United States is having a profound impact on health care
professionals who work with older adults. Currently, health care is
skillful in its ability to provide high-quality, technologically advanced
acute care, but the ability to meet chronic care needs is limited because
the service and financing systems are complex and fragmented into
many minisystems. There is an overlapping, confusing array of service
providers—ranging from the federal government to state and local
governments, the proprietary sector, the voluntary sector, and the
family. Under managed care particularly, there is movement toward
more community-based services. There is the decentralization of ex-
pensive diagnostic services to out-of-hospital sites and increasing use
of ambulatory procedures and services that were once done only on
an inpatient basis.

These changes further complicate the ability of elderly patients and
their families to access and use the multiple systems of care effectively.
It is not surprising that with the fragmentation of service delivery
even the most competent elders and their families have difficulty
deciphering the eligibility requirements of different programs. They
and their families require special knowledgeable interventions from
social workers in order to access and use social and health care systems
effectively. Health care is beginning to respond to the increasing need
for continuity of care through the creation of community-based net-
works that link service providers to a continuum of health care that
includes long-term care, rehabilitation, home care, and community
social services. Thus, there is new opportunity for social workers to
serve the aging population through the continuum of care based on
predetermined vulnerable points in a chronic illness.

It is important to note that the political environment of health
care practice is constantly in flux. Social work practice is affected by
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changing political priorities, the push and pull of various constituen-
cies, the introduction of new ideas and technologies, and the advent
of new policies around health crises, such as HIV/AIDS. The bulk of
health care services are financed by monies from the public domain.
Policy decisions are made that determine the availability of services,
length of service, and type of services provided to patients. Social
workers need to have a voice in developing appropriate policies that
meet the needs of their clients. These issues also must be incorporated
into social work education if social work professionals are to meet the
demands of health care practice with competence.

This is also a time of social changes in the expectations for family
responsibility. Families are increasingly expected to be responsible for
home care needs. With the number of beneficiaries of the Medicare
Home Health Program rising significantly, there has been a simultane-
ous increase in the pressure placed on families (U.S. Special Committee
on Aging, 1996). Recent national surveys suggest that one in four
households was involved in helping to care for a family member who
is aged 50 years or older. More than 9 million people in the United
States are informal caregivers (Berkman & Volland, 1997). At the same
time, there has been a reduction in the number of family members
available to provide care (Scofield, 1995) because of geographic dis-
tances and increased workforce participation.

Older persons are not only receiving care, they also are providing
it. Half of all people caring for elderly family members are themselves
older than age 60, and there are 2.5 million families in the United
States that are maintained by a grandparent (Lipsitz & Rosenberg,
2002). However, families may not have the physical, psychological,
or financial resources needed to provide such care. The capacity of
families to adapt to the patient’s health or mental health condition has
led to a renewed focus on training social workers for intergenerational
family practice.

Another significant social change that is impacting health care and
social work is that patients and their families are increasingly seeking
more active participation in health care decision-making as they are
faced with more complex clinical choices. The complexity of medical
decision-making includes issues around providing or withholding
treatment, organ donations, and complex or risky surgical and other
innovative medical procedures. As individuals and their families be-
come more responsible for decision making, it is obvious that they will
need additional education and support from social workers around



INTRODUCTION 5

psychosocial issues in adjusting and responding to illness and neces-
sary role changes.

Increased cultural diversity among the elderly population who con-
front serious physical and mental health problems is another major
demographic trend that is impacting health care services and social
work practice. There are vast cultural differences in factors that affect
the health care of patients in terms of health care utilization and
patterns of relationships with providers and family members. Social
workers can be leaders among health professionals in understanding
and interpreting the importance of culture on health care service
delivery.

SOCIAL WORK IN HEALTH CARE

After 100 years of social work in health care, social workers are visible
in every facet of service delivery, working as providers in new models
of health and mental health practice. Unfortunately, many of these
models of care are based on a system in which health and mental
health services operate as separate fragmented entities, isolated from
social support services, which raises increased concerns about accessi-
bility, efficiency, and comprehensiveness (Berkman & Maramaldi,
2001). As more social health services are provided in neighborhood
agencies (senior centers, community centers, housing projects, and
churches), there are increased opportunities to develop integrated,
linked service-delivery systems (Mellor, 1996). For example, elderly
patients with chronic-care needs require rehabilitation and a range of
supportive services from home care to meal preparation, counseling
to adult day care, respite care, and acute and long-term care. Social
workers must be prepared to intervene along the continuum of ser-
vice delivery.

As case managers and counselors to vulnerable patients and their
families, social workers can be crucial to maintaining older individuals
in their communities and reducing the cost of health services. How-
ever, interventions must be designed that focus on prevention and
health promotion, early diagnosis of psychosocial problems, and treat-
ment and rehabilitation along the continuum of service delivery. Con-
sumer and staff education and consultation concerning health
coverage and the impact of new technologies are increasingly needed.
Case management and care coordination models must be demon-
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strated. Inherent in these changing roles for social work is the need
for new important skills: alternative intervention strategies, such as
short-term intensive therapies; screening and identification of psy-
chosocial problems using standardized reliable and valid measures;
biopsychosocial assessments that are timely; and the ability to develop
critical-path treatment models (Volland, Berkman, Stein, & Vaghy,
2000).

The acute-care model, long the focus of geriatric social work in
hospitals, is no longer sufficient to meet the needs of the chronically
ill older population who need continuity of care and not just episodic
interventions. Social work’s biopsychosocial and multidisciplinary ap-
proach to care positions social workers to have a principal role within
emerging linked health delivery systems. However, as payers increas-
ingly expect the use of critical-path models and outcomes research to
promote interventions of a particular type or length, social workers
must be able to evaluate the outcome of their practice and use evalua-
tive data in case planning. It is virtually impossible with existing
knowledge to determine the effects on client outcomes of most social
work interventions, such as family treatment, much less to know
whether the effect is preferable to the outcome that may have resulted
from other services (such as peer groups) or no services. Thus, it is
imperative to conduct research on the outcomes of social work
services.

THE GENESIS OF THIS BOOK

Too frequently, social work education has separated the issues of
aging from health and mental health issues. This has been evident in
the development of specializations and concentrations in aging as
separate from health, mental health, and disability. Reality shows
practitioners that the vulnerable, chronically ill elderly patient—
traditionally the major focus of social work services—presents complex
intersecting physical, mental, and social environment problems associ-
ated with aging. It is time to bring the concepts of aging and health
care together in social work educational programs, social-work policy
considerations, social work practice, and social work research. This
book is based on the premise that aging and health care are signifi-
cantly intertwined.

In 1998, the John A. Hartford Foundation began an initiative to
improve the capacity of social work educators to train practitioners
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who would work in geriatric health care to improve the lives of older
adults and their families. One of the first projects funded under this
agenda was the Hartford Geriatric Social Work Faculty Scholars Pro-
gram, which is administered by the Gerontological Society of America.
The program’s goal is to increase the number of faculty in schools of
social work who are leaders and scholars in geriatric health care. One
of the main objectives of the program is to contribute new knowledge
of the contributions of gerontological social work to health care out-
comes by supporting the Scholars in community-based research. The
first 10 Scholars were selected in 1999 after a highly competitive pro-
cess that focused on their potential as scholars and leaders in research,
teaching, policy, and professional activities.

The chapters in this book are based on the research of the first 10
Hartford Scholars and other scholars who were significantly involved
in the beginning phase of the Hartford program. These leaders in
gerontological social work have focused their research career trajector-
ies on the improvement of the health and well-being of older adults
and their caregivers. Therefore, each chapter is focused on an area of
significance in gerontological health-care social work. Each author has
placed the importance of his or her area of gerontological research
within the broader context of the health and well-being of older adults
and their families and has clarified the added value brought by social
work practice to each of these areas.

The unique challenge of social work in integrating aging and health
care is that social workers do not have the luxury of limiting the
number of variables to which health care professionals must relate. If
the goal of social work is to support the social functioning of individual
and family, it must not offer a narrow basis for practice. Care must
be taken that practitioners do not fall into a dogmatic single-factor
causality mode of thinking, which too frequently has directed the
practices of both biomedically based and psychodynamically based
practitioners. And although social work has placed greater emphasis
in past years on the psychological and interpersonal elements of social
functioning, it is evident to those who practice in geriatric health
care that in conceptualizing the content areas necessary in curricula,
educators must encompass a blend of cultural, social, psychological,
environmental, and biological dimensions of social functioning, with
policy issues addressed in each domain.

In framing their chapters, the authors recognize that the issues of
health and aging are multidimensional. They address the political,
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social, and economic issues that drive social work health and aging
policies, which in turn impact the accessibility of health care and the
social and economic well-being of older adults and their families. In
addition, because social work’s dynamic role in practice must be based
on evidence captured through research, the authors examine the evi-
dence-based knowledge available in their specific area by reviewing
prior research, presenting their own current research, and delineating
the needs for further research. As these scholars also are faculty mem-
bers in schools of social work, they make suggestions for integrating
this knowledge into the curriculum of master’s degree educational
programs in social work.

The dramatic changing events—political, social, economical, and
technological—in an aging world must not be lost to social workers
in health care, who must keep their knowledge base current. Thus,
this book represents an effort to present significant issues related to
the health, mental health, and well-being of older adults and their
significant caregivers. We use a multidimensional approach in which
the chapters address critical problems that exemplify the intersect
between the biopsychosocial and political domains. Each chapter be-
gins with an introduction to the area of knowledge addressed and its
importance to social work, to health care, and to the practice and
policy arenas. These chapters are not meant to be all-inclusive of
gerontological health-care knowledge, but are focused on some of the
issues that are in the forefront of gerontological social work in health
care practice in the emerging health care world. Thus, the trends in
health-care service delivery are evident throughout. Furthermore, the
book attempts to emphasize that research, as the means to acquiring
evidence-based knowledge, is an integral part of social-work health
care practice and is the frame for directing policy concerns. The reality
is that there are many deficiencies in the provision of geriatric social
and health care services. Elimination of these deficiencies is a critical
concern to all health care professionals. Social work research must be
motivated by the desire to clarify social work principles of practice
and by the professional concern for questions, such as What are the
knowledge and skills needed to improve the health and well-being
of social work clients?

Social-work gerontological health-care practice has significantly
moved out of the acute care arena and is primarily focused on the
long-term care needs of those with chronic illness. In chapters 2 and
3, Margaret Adamek and Jeanette Semke address the older adult with



INTRODUCTION 9

health and mental health long-term care needs. Dr. Adamek’s chapter
focuses on geriatric depression in institutional long-term care. Depres-
sion is the most common mental health disorder in late life, but is not
a normal part of aging. Dr. Adamek notes that despite our recognition
that mental and physical health are inextricably linked, the emphasis
on medical intervention in long-term institutional care continues to
overshadow attention to psychosocial needs. She raises the concern
that America’s current reimbursement policies in long-term care pro-
mote a unilateral approach. Dr. Semke focuses on older adults with
dementia in community-based long-term care. She clearly identifies
the challenges faced in the coordination of community-based social
and health services to meet the needs of older persons who are experi-
encing comorbid health and mental health problems. In addressing
policy implications, she voices concern that the move away from insti-
tutional care toward community residential care may have preceded
the development of more socially oriented models of care that are
needed to maximize the health and well-being of older persons.

The vulnerable chronically ill patient, traditionally the major focus
of social work services, presents complex interacting medical and
psychosocial problems. They and their families require special inter-
ventions from community-based social workers to access and utilize
social and health care services effectively. Chapters 4 and 5 focus on
older adults with community-based service needs. In chapter 4, Ji Seon
Lee and Irene Gutheil address social work in home health care. While
home health care is a medically oriented service, psychosocial services
are often needed and are essential to positive patient outcome. Dr.
Lee and Dr. Gutheil clearly elucidate the threats and the challenges
to providing psychosocial services posed by the new prospective pay-
ment system (PPS). In chapter 5, Matthias Naleppa reviews geriatric
case-management as a critical component in the continuum of care,
addressing the value of task-centered brief treatment as an intervention
modality for case management. He examines case-management ser-
vices and how its direction has been shaped by social and economic
policy. The chapter details the testing of the intervention process and
is an excellent example of research for evidence-based practice.

The view that illness is a chronic process raises the question of
whether an acute episode can be prevented, placing much more impor-
tance on consumers in determining their health care needs and out-
comes (Berkman, 1996). The focus of care becomes primary care, with
an emphasis on disease prevention and health promotion (Paulson,
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1994). The growing empowerment of older adults who wish to partici-
pate in decision making about their own health care and treatment is
shifting the decision-making role away from the physician and to the
patient. In chapters 6 and 7, Denise Burnette and Suk-Young Kang
and Letha Chadiha and Portia Adams approach this issue from two
perspectives. Dr. Burnette and Mr. Kang emphasize the importance
of patient self-health care as a critical adjunct to professional care in
the continuum of care for chronic health conditions. They focus on
older African Americans who are particularly disadvantaged in terms
of chronic conditions and disabilities. Dr. Chadiha and Ms. Adams
address the challenges faced by older Black women and their physical
health status, health care, and economic well-being. They recommend
empowerment strategies to enable older African American women to
improve their health and economic well-being.

Three chapters (8 through 10) focus on caregiving issues when older
adults assume caregiving responsibilities. In chapter 8, Nancy Kropf
and Scott Wilks address the issue of grandparents raising grandchil-
dren. Current intervention approaches to help grandparents with their
health care needs and social functioning are highlighted and there is
presented an innovative intervention for custodian grandparents who
may typically be outside of existing service networks. In chapter 9,
Philip McCallion and Stacey Kolomer focus on older caregivers of
adults with intellectual disabilities. They emphasize that innovative
responses to the needs of caregivers are required if persons with
developmental disabilities are to remain in the community with quality
of life. And in chapter 10, Cynthia Cannon Poindexter and Nancy
Capobianco Boyer highlight older relatives who are taking care of
grandchildren whose parents have HIV disease. They emphasize that
these caregivers can be remarkably strong and resourceful, but that
social workers must still recognize their need for services that are now
lacking. In chapter 11, Gregory Paveza and Carla VandeWeerd address
the important area of elder care, but with a focus on the underserved
issue of mistreatment of elders by caregivers. They emphasize that
this critical issue is largely underdeveloped in educational offerings,
in research, and in national policies.

The final section of the book focuses on trends that cut across every
problem area addressed in gerontological health-care social work,
biopsychosocial assessments, and consumer-directed outcome mea-
sures. Social work in health care should provide a carefully balanced
perspective that takes into account the person in his or her environ-
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ment and helps social workers assess the needs of an individual from
a multidimensional point of view. Biopsychosocial assessments play
an increasingly important role in health planning and clinical practice.
The authors in this section deal with significant assessment and mea-
surement issues. Particular recognition is given to the increased impor-
tance of consumer involvement in the development of assessment
measures and the evaluation of outcome of services (Berkman, 1996;
Shortell, Gillies, & Devers, 1995; Volland, 1996). In chapter 12, Scott
Miyake Geron and Faith Little lay the foundation by addressing the
importance of geriatric assessment, the characteristics of useful mea-
sures of practice, emerging areas of assessment research, and the
growth of consumer-directed care and consumer-centered outcomes.

Another major demographic trend that is having an impact on social
work assessment and service delivery outcomes is the increased social
and ethnic diversity of the older population. Health care professionals
must be especially cognizant of the cultural diversity among elders
who confront serious physical and mental health problems. In chapter
13, Peter Maramaldi and Marci Guevara emphasize the importance
of cultural considerations when developing, implementing, and evalu-
ating geriatric health care delivery systems.

Social support, social ties, social networks, and social isolation and
loneliness are important assessment variables in geriatrics. They are
frequently used in practice, research, and policy, but not necessarily
with enough specificity. In chapter 14, James Lubben and Melanie
Gironda help us distinguish and understand these constructs as they
focus on the centrality of social ties to the health and well-being of
older adults and the use of standardized means of measurement.

A major trend affecting all health care practice and professionals
is that evaluating the outcomes of health interventions is becoming
increasingly necessary (Corcoran & Gingerich, 1994; Rogut, 1995). In
this emerging health-care environment, social workers will be ex-
pected to demonstrate effectiveness through an evaluative process
based on clinical practice guidelines (Lawlor & Raube, 1995; Shue-
man & Troy, 1994). In chapter 15, Stephanie Robert focuses on the
need for, and issues in, evaluation of quality-of-life outcomes in long-
term home-care programs from the consumer’s perspective, emphasiz-
ing the important role for social workers.

The final chapter in the book is written by Daniel Gardner and
Bradley Zodikoff, two highly experienced gerontological health care
social workers. They acknowledge that health care is changing dramat-
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ically and address questions as to whether gerontological social work
in health care will meet the new challenge posed by community-based
care for complex health and mental health situations. Gerontological
social work is now expanding its focus of concern and articulating a
new vision for the profession. More than 20 years ago, Elaine Brody,
a social work gerontologist, urged social work education to lead rather
than lag (Brody, 1970). We believe that the work of the scholars in
this book represents a beginning leadership effort.
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Chapter 2

LATE-LIFE DEPRESSION

IN NURSING HOME
RESIDENTS: SOCIAL WORK
OPPORTUNITIES TO PREVENT,
EDUCATE, AND ALLEVIATE

Margaret E. Adamek

No pill or regime known, or likely, could transform the latter years
of life as fully as could a change in our vision of age and a militancy
in attaining that.

~—Alex Comfort (1976}

Depression is the most common affective disorder in late life. The
highest rates of late-life depression are found in long-term-care (LTC)
settings where an estimated 30% to 50% of residents experience some
level of depression (Katz & Parmelee, 1997). While currently a small
proportion (5%) of the older adult population lives in nursing homes
(about 1.5 million people), the proportion of the population who are
older is increasing dramatically, particularly with the aging of the
baby boom cohort. Thus, it is anticipated that the number of LTC
residents will triple by 2040 (Katz & Parmelee, 1997). Considering

15
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both the anticipated growth in the LTC residential population and
estimates of the proportion that experience depressive symptoms, and
in the absence of significant changes in approaches to identification,
treatment, and prevention of late-life depression, there will be an
estimated 2.25 million LTC residents living with depression by 2040.

Despite documentation of the high prevalence of depression among
LTC residents, it is estimated that only 10% of their needs for mental
health services are being met (Burns & Taube, 1990). Too often, depres-
sion among older adults, particularly LTC residents, is viewed as a
normal part of aging and hence is disregarded. As G. D. Cohen (1997)
stated, “failure to attend adequately to issues of mental health and
aging in long-term-care settings continues to be a pervasive, major
public health problem” (p. 211). Untreated depression in late life is of
such magnitude that the National Institute of Mental Health identified
depression among older adults as a major public health problem (Na-
tional Institutes of Health Consensus Development Panel on the Diag-
nosis and Treatment of Depression in Late Life [NIH Consensus Panel],
1992). Unreported, undiagnosed, and untreated depression results in
serious consequences in terms of decreased quality of life and in-
creased morbidity, mortality, and health care costs (Buckwalter &
Piven, 1999). Late-life depression is particularly costly because of its
role in producing excess disability (U.5. Surgeon General, 1999). This
issue promises to persist as the growth of the older population, espe-
cially the oldest-old, leads to a continuing need for both institutional
and community-based long-term care.

SIGNIFICANCE TO GERONTOLOGY, HEALTH CARE,
AND HEALTH PROFESSIONALS

Estimates of the prevalence of late-life depression vary widely, from
10% to 15% of older adults in the community (Blazer, 1989) to 17%
to 37% of older adult primary care patients (Garrard et al., 1998;
Glasser & Gravdal, 1997). It is generally agreed that the highest rates
of depression are found in nursing home residents (Masand, 1995),
and that a majority of elderly nursing-home residents experience de-
pressive conditions (Jakubiak & Callahan, 1995-1996). Each year, 12%
of LTC residents will experience a new episode of major depression;
another 18% will develop new depressive symptoms (Reynolds, 1995;
Rovner et al., 1991). More than 64% of nursing home residents exhibit
at least one depressive symptom (Lair & Lefkowitz, 1990).
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Rates of minor depression among LTC residents range from 23%
to 40% (Mossey, 1997). Minor depression is a subsyndromal form of
depression in which elevated symptoms may be reported by older
adults but do not meet diagnostic criteria for major depression or
dysthymia. This may signify an early form of major depression, a
residual of major depression, a chronic mild form of depression, or a
response to an identifiable stressor, that is, loss of independence or
illness. Although the Diagnostic and Statistical Manual of Mental Disor-
ders (1994 [DSM-1V]) does not yet standardize the diagnosis of minor
depression (U.S. Surgeon General, 1999), it can be just as disabling as
major depression (Uniitzer et al., 1997). And given the difficulties in
defining the milder depressions, they have received even less attention
than major depression in terms of case-finding and treatment in LTC
(Mossey, 1997). Late-life depression in LTC is of concern in gerontology
and health care not only because of its extensiveness, but also due to
the lack of efficacious intervention and preventive measures.

There are many barriers to identifying and treating depression in
LTC settings. Limitations in diagnosis by professionals is a primary
impediment. A lack of geriatric mental health expertise among LTC
staff serves as a significant barrier to proper identification and treat-
ment of depression among residents. Many staff members, including
social service staff, physicians, rehabilitation therapists, nurses, and
nurse aides may perceive depression as a “normal” or expected part
of aging or as not being amenable to treatment. In addition, discrepanc-
ies in the identification of depression in LTC are common. Studies
have documented both low recognition of depression by staff (Bagley
et al., 2000) and differential recognition of depression between disci-
plines (Cohen-Mansfield, Rabinovich, Marx, Braun, & Fleshner, 1991).
One study reported only 14% agreement between physicians and psy-
chiatric specialists on both depressive disorders and depressive symp-
toms of LTC residents (U.S. Surgeon General, 1999). Teresi, Abrams,
Holmes, Ramirez, and Eimicke (2001) found that LTC social workers,
who do not typically have graduate degrees or licensure, have low
recognition of depression. Only one third to fewer than one half of
patients diagnosed by psychiatrists were recognized as depressed by
other staff. With the low identification of depression by professionals,
it is not surprising that older adults themselves and their families
often do not recognize depressive symptoms and typically do not ask
for professional help.

Concomitantly, late-life depression often coexists with other psychi-
atric, medical, and neurological conditions. Twenty-five percent of
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adults diagnosed with Alzheimer’s disease meet the diagnostic criteria
for major depressive disorder. Forty-six percent of adults with Parkin-
son’s disease and 60% of post-stroke patients are afflicted with depres-
sion (Dooneief et al., 1992). Thus, even when symptoms are noted,
they may be attributed to coexisting conditions or simply to aging
rather than to a treatable depressive disorder. The presence of demen-
tia with depression, in particular, can complicate the diagnosis of
depression, further contributing to the lack of treatment.

Inadequate or nontreatment of depression contributes to prolonga-
tion of recovery from illnesses and can worsen other chronic condi-
tions, leading to greater physical and cognitive impairment. Non- or
undertreatment can lead to serious consequences such as disability,
increased psychiatric and medical morbidity, and increased risk of
premature death (Ahmed & Takeshita, 1996). Rovner and colleagues
(1991) found that nursing home residents with untreated depression
are less likely to survive a full year after admission than those without
depressive symptoms. Untreated depression also increases the risk of
developing irreversible dementia (Abrams, Teresi, & Butin, 1992).

Given the nature of depression among older adults with its multiple,
complex contributing factors and the likelihood of concurrent demen-
tia and somatic illnesses, a multidisciplinary team approach to inter-
vention is recommended (NIH Consensus Panel, 1992). Existing
models provide some evidence that interdisciplinary, integrated team
approaches can improve the delivery of physical and mental health
care to geriatric patients in both primary care and inpatient settings
(Bultema, Malliard, Getzfrid, Lerner, & Colone, 1996; Eng, Pedulla,
Eleazer, McCann, & Fox, 1997; Oxman, 1996). Although the potential
for a multidisciplinary response to late-life depression in LTC settings
exists, in practice, attending physicians, consulting psychiatrists, and
those who provide hands-on care to residents may not actually partici-
pate in meetings to plan care with the nursing, social work, and
rehabilitation staff, inhibiting a true multidisciplinary approach.

Though federal regulations require that all LTC residents receive
appropriate treatment for mental or psychosocial difficulties (Omnibus
Budget Reconciliation Act of 1987), the current system of care for older
adults is inadequate, fragmented, and passive. An NIH Consensus
Panel (1992}, convened to review the state of the art in the treatment
of geriatric depression, noted a lack of linkages between the health
care, mental health, and social service delivery systems. The panel
reported that while the picture can be bleak for depressed older adults
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in the community, “there are even more immediate treatment needs
among those in long-term care settings” because “few nursing homes
have the staff capability to intervene in appropriate and timely fash-
ions.” Although a range of interventions can be used to effectively
alleviate late-life depression, according to a recent Administration
on Aging (2001) report, generally such interventions are not made
available in LTC settings.

Loss of functional independence and control over one’s daily rou-
tines heightens the risk of depression among LTC residents (Barder,
Slimmer, & LeSage, 1994), especially among newly admitted residents
(Bagley et al., 2000; Krichbaum et al., 1999). Despite this heightened
risk, few facilities seem to offer supportive measures designed to
mentor new residents as they fransition to a LTC setting. Orientation
to a facility may be nonexistent or limited to a tour of the physical
facilities and introduction to a few staff members. Few older adults
transitioning to living in a LTC facility receive the support necessary
for grief and mourning, a common experience of new residents. Unre-
solved grief, in turn, can lead to depression (Butler & Orrell, 1998).

Despite the recognition that mental and physical health are inextri-
cably linked, the emphasis on medical intervention in LTC settings
continues to overshadow attention to older adults” psychosocial needs.
Attending primarily to physical needs and even providing a pleasing
and pristine living environment are clearly not sufficient to promoting
a good quality of life if depression is not recognized or treated.

Effective treatment of depression in LTC residents begins with the
recognition of depressive symptoms by helping professionals, the
older adults themselves, and the family of the older adult. Depression
in older adults is often hidden in psychosomatic complaints, that is,
“masked depression.” The presentation of depression in older adults
may have anxious features and less of the subjective sadness reported
by younger adults. The diagnosis of late-life depression may be compli-
cated further by the overlap with symptoms of dementia. An increased
opportunity for therapeutic intervention for late-life depression would
be possible with greater diagnostic attention to the atypical presenta-
tion in older adults.

The diagnosis of depression as defined by the DSM-1V requires the
presence of at least five of the following symptoms during the same
2-week period: changes in appetite or weight; decrease or increase in
sleep; psychomotor agitation or retardation; loss of energy; feelings
of worthlessness or guilt; difficulty concentrating; and suicidal
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thoughts or ideas. Either a depressed mood or loss of interest or
pleasure in nearly all activities also must be present. According to the
DSM-IV, these symptoms must be accompanied by an impairment in
function that is not better accounted for by bereavement and not
due to a medical condition or substance abuse (American Psychiatric
Association, 1994). It is not clear how applicable standard diagnostic
criteria are to LTC residents. At least one study (Burrows, Satlin,
Salzman, Nobel, & Lipsitz, 1995) raises questions about the application
of standard diagnostic categories to late-life depression among LTC
residents.

Because many older patients with symptoms of depression do not
meet the full criteria for major depression, “minor depression,” a
subsyndromal form of depression, may be diagnosed. Mossey (1997),
noting the prevalence of minor depression among LTC residents, calls
for aggressive and comprehensive screening of all residents at regular
intervals. Along with a comprehensive psychosocial assessment, a
complete medical examination and medical history is important to
rule out physical problems, adverse drug interactions, and reactions
that may contribute to depressive symptoms. Various assessment tools
are available to provide direction for diagnosis and intervention. For
the past two decades, the Geriatric Depression Scale (GDS) (Yesavage,
1988) has been widely used to diagnose and assess the severity of
depression of older adults. A newer version of this scale was recently
developed for use specifically with a residential population (Sutcliffe
et al., 2000). Though nursing home residents are regularly evaluated
for mood disorders as part of the Minimum Data Set compliance
procedures (Burrows, Morris, Simon, Hirdes, & Phillips, 2000), the
sensitivity of this tool to depression among LTC residents has been
questioned by the National Coalition on Mental Health and Aging
(W. Mays, personal communication, June 11, 2000).

PRIOR RESEARCH AND KNOWLEDGE BASE

This section provides a brief review of empirical research on con-
ventional treatments for late-life depression, as well as emerging
knowledge about less common approaches (e.g., environmental modi-
fications). Conventional therapies for treating depression can be cate-
gorized as biological (pharmacotherapy, electroconvulsive therapy) or
psychosocial (individual or group psychotherapies) (Schneider, 1995).
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Pharmacotherapy

Intervention for depression in LTC residents commonly involves phar-
macologic therapies (Dhooper, Green, Huff, & Austin-Murphy, 1993).
Despite a voluminous medical literature on the efficacy of various
psychotropic medications for treating geriatric depression (e.g., Mul-
sant et al., 2001; Reynolds et al.,, 1999), questions about the use of
drugs in nursing homes continue to be raised. The misuse of drug
treatment for depression in nursing homes includes both inappropriate
underuse (Heston et al., 1992, cited in Lebowitz, 1997) and inappropri-
ate overuse (Beardsley, Larson, Burns, Thompson, & Kamerow 1989;
Beers, Avorn, Soumerai, & Everitt, 1988, cited in Lebowitz, 1997).
Although older adults have been found to respond to antidepressant
medication, only a minority receives adequate dosage and duration
of pharmacotherapy (U.S. Surgeon General, 1999). According to a
geropsychiatrist who prescribes psychotropic medications to LTC resi-
dents (J. Dickens, personal communication, October 18, 2001), special
attention is needed when selecting an antidepressant for older adults,
due to the physiological changes of aging, increased vulnerability to
medication side effects, the impact of polypharmacy, and the interac-
tion with other comorbid disorders. Antidepressants are “fraught with
side effects which are often more salient, more intolerable, and more
dangerous” in older adults (Payne, 1987, p. 31).

In practice, many LTC facilities do not have physicians or pharmacy
consultants who are trained in psychopharmacology, and even fewer
have a geropsychiatrist available (Hartz & Splain, 1997). Attending
physicians in nursing homes are often not prepared to make psychiat-
ric diagnoses and may or may not follow the recommendations of
consulting psychiatrists (Abrams et al., 1992). Consequently, Hartz
and Splain (1997) recommend that social service staff learn the basics
of psychiatric medication and, further, that medication decisions be
monitored by a multidisciplinary psychotropic medication committee,
Given that a combined psychosocial-pharmacologic approach is rec-
ommended (NIH Consensus Panel, 1992), social workers should be
particularly alert to instances where psychotropic medication is the
only intervention for depressed LTC residents.

Electroconvulsive Therapy

Electroconvulsive therapy (ECT) is usually reserved for individuals
who do not respond well to antidepressants or who are not able to
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tolerate their adverse effects (Schneider, 1995). ECT is sometimes used
as a jump-start when the patient’s depression is considered a double
or deep major depression (J. Dickens, personal communication, Octo-
ber 18, 2001). The usual course of treatment is a series of 6 to 12
sessions, three times a week, over the course of several weeks. ECT
can be given on an outpatient basis and is extremely efficacious due
to the short time needed to see improvement in the patient’s mood
and behavior (Abrams, 1992). It is the preferred treatment for older
adults with psychotic depression (Mulsant et al., 2001). Treatments
are sometimes followed by a course of antidepressants to prevent
relapse. Despite the proven efficacy of ECT, it is interesting that the
literature does not address its use with LTC residents.

Psychotherapy

Several types of psychotherapy for treating depression in older adults
are mentioned in the literature—psychodynamic, cognitive-behav-
ioral, interpersonal, and reminiscence. According to Hartz and Splain
(1997), none of these approaches has been shown to be more effective
than the others. Although the largest body of literature on treatment
efficacy for depression addresses biological therapies, particularly an-
tidepressants, there is some empirical support for time-limited psycho-
therapy with older adults (Schneider, 1995).

Psychodynamic approaches focus on internal psychological pro-
cesses in relation to coping with late-life struggles (Thompson & Gal-
Jlagher-Thompson, 1997). A variation of psychodynamic therapy is the
use of the “life review” to assist residents in finding meaning in
the absence of situations and relationships that formerly served this
function (Thompson & Gallagher-Thompson, 1997). Key elements of
cognitive-behavioral therapy (CBT) include a collaborative therapeutic
relationship, a focus on a small number of clearly specified goals, an
emphasis on change, and skill training (cognitive, behavioral, and
interpersonal). CBT is based on the view that learning is lifelong and
people can make important changes in their thoughts, feelings, and
actions. Zeiss and Steffen (1996) adapted the basic concepts of CBT
to treatment with older adults; their emphasis is on learning to adapt
to the challenges of aging rather than on treatment for a mental illness.
Core features of the CBT approach to depression are (a) daily self-
monitoring, (b) increasing pleasant events, (c) relaxation (to relieve
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anxiety often accompanying depression), and (d) cognitive restructur-
ing. Efficacy studies have shown favorable results for CBT (e.g., Teri,
Curtis, Gallagher-Thompson, & Thompson, 1994) and other psychoso-
cial interventions (e.g., Niederehe, 1994) with elderly outpatients and,
more recently, with LTC residents (Thompson & Gallagher-Thomp-
son, 1997). Weiss and Salamon (1987) recommend an eclectic approach
to psychotherapeutic intervention with depressed elders in LTC and
suggest that practitioners go beyond traditional psychotherapy and
use whatever modality best ensures an appropriate outcome for
residents.

Thompson and Gallagher-Thompson (1997) describe a number of
emerging psychotherapeutic models that target depression of LTC
residents, including (a) a pleasant-events model based the work of
Lewinsohn, Biglan, and Zeiss (1976); (b) a multifaceted approach de-
veloped at Vanderbilt University that focused on improving communi-
cation among residents, their families, and staff; (c) simulated presence
therapy; and (d) music therapy. Although the efficacy of these ap-
proaches has not been thoroughly examined as yet, these authors
echo Weiss and Salamon’s (1987) recommendation of drawing from
a variety of psychotherapeutic interventions, depending on the needs
and capabilities of particular residents.

Though many studies have examined treatment response to com-
bined therapeutic intervention for depression using both medication
and psychotherapy, such approaches have not been adequately stud-
ied with older adults (Schneider, 1995). Gallagher and colleagues have
demonstrated success rates of 50% to 70% using CBT or CBT with
medication (Gallagher & Thompson, 1982, 1983; Thompson, Gal-
lagher, & Breckenridge, 1987). Schneider (1995) reported similar suc-
cess rates (61% to 84%) from intervention studies using interpersonal
psychotherapy (IPT) or IPT with antidepressants. Although a com-
bined approach of medication and psychotherapy has proven effective
with elderly outpatients (Gallagher-Thompson & Steffen, 1994), the
relative contributions of each component are not clear (Schneider,
1995). The efficacy of a combined approach with LTC residents has
not been studied.

Twenty-five years ago, Ronch and Maizler (1977) called for an end
to prejudices that prohibited insight-oriented psychotherapy with in-
stitutionalized elders. Despite such pleas and subsequent empirical
evidence of the efficacy of psychosocial interventions for depressed
LTC residents, the myth persists that older adults are untreatable. The
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vast majority of LTC residents with depressive symptoms do not
receive planned psychosocial intervention.

Group Intervention

The therapeutic factors that operate in group treatment are uniquely
suited to the needs of older adults (Meuser, Clower, & Padin-Rivera,
1998), and the LTC setting presents an ideal locale for group interven-
tion. A therapeutic group offers psychosocial support for dealing with
the stressors that put LTC residents at increased risk for depression.
Therapeutic orientations may include psychodynamic, cognitive, remi-
niscence, social skills, and eclectic.

The “protective factors” for prevention of depression may include
education about depression and its symptoms, social support, accep-
tance of diminished physical abilities, commitment to seeking help
with a change or transition in life, and meeting with a peer group for
support. Despite these expected benefits, empirical studies on the
efficacy of group treatment for depressed LTC residents are sparse
(Abraham, Onega, Reel, & Wofford, 1997). In light of the fact that
more than 60% of LTC residents have some cognitive impairment
(Parmelee, Katz, & Powell-Lawton, 1989), Lichtenberg (1994) recom-
mends that group intervention with depressed residents emphasize
social interaction instead of skill- or knowledge-building. Focusing on
social interaction seems appropriate, given that depression in LTC
residents is often expressed as a decreased ability to engage, interact,
and experience pleasure (Krichbaum et al., 1999). To the extent that
depression stems from a lack of connectedness, a group intervention
that focuses on relationship-building may prove successful. This prem-
ise is supported in part by studies showing a lack of improvement
on the depression scores of LTC residents who participated in groups
that were focused on skill-building or education (Abraham et al., 1997).

Abraham and colleagues (1997) conducted a series of intervention
studies that focused on the efficacy of cognitive group interventions.
They compared resident outcomes for three different interventions
conducted over a 24-week period: cognitive-behavioral therapy, fo-
cused visual-imagery therapy, and educational and discussion groups
(the control group). Their study demonstrated improvements in over-
all cognitive status of nursing home residents, but no significant reduc-
tion of depression. Thus, Abraham and colleagues concluded that
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cognitive group interventions for depressed LTC residents with multi-
ple impairments may help them to think better but may not help
them to feel better. Considering the frailty of many of their group
participants, they suggest that the lack of well-being they detected
among group participants may not be depression per se, but a realistic
acceptance of some of the constraints in their lives. They further sur-
mised that group interventions to alleviate depression may be suited
to particular subgroups of LTC residents.

In contrast, a social-skills group intervention with 12 depressed
residents yielded improvements in four areas of social interaction
(Frazer, 1997). Dhooper and colleagues (1993) successfully demon-
strated a reduction in depression of LTC residents using an eclectic
group approach. Three fourths of their participants in the treatment
group became depression-free and other residents went from moder-
ate to mild depression. Scogin and McElreath (1994) undertook a
quantitative review of 17 intervention studies involving depressed
older adult outpatients, most of which involved group modalities.
Based on their review of existing studies, they concluded that psycho-
therapy with depressed older adults was as effective as with younger
adults. As with individual psychotherapy, group intervention with
depressed LTC residents has a growing base of empirical support.
However, its implementation in actual practice has not kept pace with
the level of need.

Environmental Modification

The source of depression for many older adults is not so much aging
itself but their environmental circumstances (Blazer, 1994). To the
extent that depressive symptoms of LTC residents are a response to
their environment, it follows that alterations in the environment could
prevent or alleviate some depression. Environmental modifications
encompass alterations to the social environment as well as changes
in the physical facility. The Eden Alternative espouses the presence
of nature in the form of plants and animals as a means of enhancing
LTC residents” well-being (Hamilton & Tesh, 2002; Tavormina, 1999;
Weinstein, 1998). Exposure to bright light is another environmental
intervention that has proven effective in alleviating depression of LTC
residents (Sumaya, Rienzi, Deegan, & Moss, 2001).

Although upgrades to décor and other physical amenities certainly
provide benefit to residents, it is the social environment that has a far
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greater impact on residents’ well-being. For example, research has
shown that comingling cognitively impaired with noncognitively im-
paired residents may lead to greater depression among the intact
residents (Teresi, Holmes, & Monaco, 1993). Teresi and colleagues
(1993) found that cognitively intact residents who roomed with or
adjacent to demented residents had higher depression scores than their
segregated counterparts. One study showed that residents’ perceived
social support from family affected depression levels (Commerford &
Reznikoff, 1996), yet a more recent study demonstrated that relation-
ships with other residents were a much stronger predictor of depres-
sion (Fessman & Lester, 2000). Fessman and Lester (2000) administered
the Zung depression scale and the UCLA Loneliness Scale to 170 LTC
residents and found that social networks within the facility influenced
depression levels more than visits from family and friends. This find-
ing held for both physically disabled residents and those with Alzhei-
mer’s disease.

Although relationships with people both outside and inside the
nursing home are undoubtedly important, Fessman and Lester (2000)
recommend helping residents develop relationships with other resi-
dents as a way to improve their emotional and psychological well-
being. Gutheil (1991) documented several positive aspects of friend-
ships among residents including social support, companionship, and
pleasant interactions. Relationship-building has been identified as one
of four phases LTC residents go through in adjusting to institutional-
ization (Brooke, 1989).

These findings suggest that social workers in LTC settings must be
attuned to engendering social relationships of residents, especially
within the facility. Based on their study of the factors that contribute
to boredom among LTC residents, Ejaz, Schur, and Noelker (1997)
recommend that practitioners make an effort to introduce residents
with similar interests and backgrounds to each other in order to pro-
mote meaningful interactions and positive relationships. They suggest
that groups of residents with similar interests could assist in devel-
oping innovative programs. In addition, social workers must be sensi-
tive to staff behaviors and facility policies that influence resident well-
being. A study conducted in two adult day-care centers demonstrated
that social interactions among the elders were negatively affected by
infantilizing behaviors of the staff and by procedures that limited
elders” autonomy and privacy (Salari & Rich, 2001). One might expect
the negative psychosocial effects of a “total institution” such as a
nursing home to be even more pervasive.
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Innovations in Depression
Intervention and Prevention

According to the first Surgeon General’s Report on Mental Health
(US. Surgeon General, 1999), there has been a rapid growth in the
number of clinical, research, and training centers dedicated to the
mental health-related needs of older adults over the past two decades.
Through preventive education and research, more LTC residents could
be directed to the intervention that is most effective for their condition.
There are several examples of innovative programs aimed at alleviat-
ing or preventing depression through valuing and connecting with
older adults on a spiritual or relational level: the Eden Alternative
(Thomas, 1996); the use of natural helping networks (Cohen, Hyland, &
Devlin, 1999); therapeutic-hugging week (Weisberg & Haberman,
1989); reminiscence (Watt & Cappeliez, 2000); everyday activities
(Mosher-Ashley & Barrett, 1997); peer counseling (McCurren, Dowe,
Rattle, & Looney, 1999); spiritual eldering (Schachter-Shalomi & Miller,
1995); bibliotherapy (Scogin, 1998); and strengths-based approaches
such as transpersonal gerontology and narrative therapy (Ronch &
Goldfield, 2002). Though not all of the approaches mentioned here
have been introduced to the LTC setting as yet, such innovations
warrant further study and replication.

Empirically demonstrating the prevention of depression is a formi-
dable research challenge. Consequently, the literature on prevention
of late-life depression is fairly limited. One exception is the work of
Haight, Michel, and Hendrix (1998, 2000). Based on a 5-year experi-
mental study involving 256 newly relocated nursing home residents,
Haight and colleagues (1998) assert that the life review is an effective
preventive intervention for clinical depression. Depression scores as
measured by the Beck Depression Inventory were significantly lower
for residents who were receiving the intervention of life review com-
pared to controls.

Prevention efforts must be grounded in recognition of the centrality
of social relationships to LTC residents. Despite being in a group-
living situation, LTC residents are susceptible to loneliness, boredom,
and helplessness, identified as the three “plagues of nursing home
life” by Eden Alternative founder Dr. William Thomas (1996). In an
effort to prevent depression, social workers can facilitate relationships
not only among residents, but also between residents and staff (Moss &
Pfohl, 1988), and with volunteers (Nagel, Cimbolic, & Newlin, 1988),
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children (Kocarnik & Ponzetti, 1991; Ziemba, Roop, & Wittenberg,
1988), and on-site pets (Thomas, 1996). Having a resident dog at an
LTC facility was shown to enhance social interactions among LTC
residents and staff (Winkler, Fairnie, Gericevich, & Long, 1989).

With the growing recognition that LTC facilities are a key setting
for the study of late-life depression (Rubenstein & Lawton, 1997), there
have been attendant gains in our understanding of late-life depression
and of efficacious interventions. In contrast to earlier research, for
example, a recent study documented a reduction of depression within
the year after admission to a LTC facility for residents with dementia
(Payne et al., 2002). This improvement in residents’ depression levels
was attributed in part to timely recognition of depressive symptoms
followed by appropriate diagnosis and treatment. The incidence of
depression for the 201 residents studied declined from 19.9% upon
admission to 1.8% at 6 months and 6.4% at 12 months.

CURRENT RESEARCH

It is clear that we need a better understanding of the barriers to
implementing recommended interventions for depression in LTC set-
tings. A multimethod study comparing resident, staff, and family
views about depression-related treatment, training, and outcomes was
conducted by the author (Adamek, 2000). The setting was a 65-bed
unit of a large public LTC facility in Indianapolis. Residents were
primarily low-income minority elders. The general aim of this project
- was to better understand current approaches and barriers to identi-
fying and treating depression among LTC residents. Specifically, the
study aimed to (a) compare resident, staff, and family views about
depression-related treatment, training, and outcomes, and (b) monitor
the impact of an MSW mental health clinician’s involvement with LTC
residents on depression-related care plans, treatments, and outcomes.

The prevalence of depression among residents was attested to, in
part, by nearly one third scoring in the depressed range on the GDS
(Yesavage, 1988). Responses from residents, family members, and staff
members indicate an inconsistent and inadequate approach to identi-
fying and treating depression. Almost all staff members surveyed
indicated there was insufficient staff training on geriatric depression
and that depressed residents occasionally or frequently went without
treatment. Staff respondents estimated that nearly two thirds of the
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residents were occasionally or frequently overmedicated. There were
significant discrepancies in resident, family member, and staff views
about such basic issues as whether the resident was depressed or was
taking antidepressant medication. This confirms the urgent need for
enhanced training about geriatric depression and the involvement of
qualified geriatric mental health practitioners in LTC settings.

Direct observation over a 13-month period of care-plan meetings
involving 59 residents revealed a casual, routinized approach to ad-
dressing depression. Rote verbalization of standard lines about depres-
sion (e.g., “potential for signs and symptoms of depression”) by social
service staff suggested more of a concern for legal compliance than
for proactive problem-solving tailored to individual residents. Psy-
chosocial approaches for intervening with depressed residents were
rarely suggested. More in-depth problem solving and discussion did
occur when a family member or the MSW mental health clinician or
both attended care-plan meetings. Anecdotal evidence from interviews
with residents suggests that much of the apparent depression stems
from a lack of connectedness or social support rather than being pri-
marily a biological condition that is treatable with psychotropic
medications.

FURTHER RESEARCH NEEDS

The heavy emphasis on pharmacologic interventions for treating late-
life depression has limited the extent of systematic research that is
focused on social, behavioral, and psychologically oriented interven-
tions (Rylands & Rickwood, 2001). A study by Rylands and Rickwood
(2001) examining the effect of “accepting the past” on depression levels
of 73 LTC residents suggests that greater attention is warranted to
psychosocial interventions that support personality processes in later
life. Clearly, more empirical investigations are needed to identify and
describe innovative, nonpharmacological approaches to preventing
and alleviating depression. Interestingly, medication remains the pri-
mary treatment for depression despite a long-standing recommenda-
tion for a combined psychosocial and pharmacologic approach. One
study attributed the increased use of antidepressant drugs in residen-
tial care to the wider range of such drugs that have become available
since 1990 (Arthur, Matthews, Jagger, & Lindesay, 2002).

We know that too few LTC staff persons are trained in geriatric
mental health or are skillful in delivering psychosocial interventions,
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and we need to investigate the extent to which staff attitudes are a
barrier to implementing psychosocial interventions. Are professionals
pessimistic about the efficacy of nonmedical approaches? Qualitative
investigations of staff perceptions may point to ways of overcoming
the prevalent view that depression is a normal part of aging. We need
to examine innovative approaches to preventing and alleviating late-
life depression that can be replicated in the range of settings that make
up what Cohen (1997) refers to as the “geriatric landscape.” Pruchno
and Rose (2000) compared health outcomes of residents in assisted
living with those in a nursing home and found that despite the claim
of differing philosophies of these two care settings, health outcome
patterns of residents, including levels of depression, were similar in
both environments.

Research is needed in LTC settings to investigate the barriers to
policy and practice innovation in preventing and treating late-life
depression. Rowe and Kahn (1987) argue that intervention strategies
that address risk factors and have as their goal maintaining health
and preventing impairment and disability may reduce the prevalence
of depression in older adults. A more in-depth understanding of the
risk factors for depression in an LTC population is needed to inform
practice innovations.

We need to know more about how residents’ social relationships
affect their level of depression. Ejaz and colleagues (1997) call for
future studies to determine whether depression precedes poorer rela-
tionships among LTC residents and less involvement in activities or
if the reverse is true. Does participation in a peer support group reduce
residents’ risk of depression? If so, how? Given the intimate nature
of care provided by LTC staff, it may be productive to investigate
how the relationships between staff and residents affect residents’
emotional well-being. One study documented an association between
nurse’s aide empathy and depressive symptoms of LTC residents,
suggesting that others’ views of older adults do affect their level of
depression (Hollinger-Samson & Pearson, 2000). Providing staff with
training on residents’ rights was found to help staff members identify
barriers that created conflicts with residents (Brennan et al., 2002). It
would be helpful to evaluate whether and how in-service training on
topics such as residents’ rights, late-life depression, and the psycho-
social aspects of aging may lead to enhanced social interaction and
improved emotional well-being of residents. Other underresearched
issues relevant to depression intervention in LTC are cultural diversity
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(Thompson & Gallagher-Thompson, 1997) and spirituality. As the
diversity of the older population increases and as spirituality is increas-
ingly recognized as central to the lives of many older adults, the impact
of these issues on late-life depression will need to be investigated.

POLICY IMPLICATIONS

Policy decisions at the federal level concerning LTC financing have
created a significant barrier to treating mental health conditions in
nursing homes (Lebowitz, 1997). As Lebowitz (1997) explains, in order
to be eligible for Medicaid reimbursement, nursing homes could not
have mental disorder as a primary diagnosis for more than half of
their residents. To avoid being reclassified as a mental hospital and
risk losing Medicaid dollars, LTC advocates successfully lobbied to
relabel Alzheimer’s disease as a “neurological and behavioral disor-
der” rather than as a mental disorder. The unintended consequence
of this “victory” was a tacit denial of mental disorders as an issue in
LTC institutions (Rubenstein & Lawton, 1997). Describing this quan-
dary as “the nursing home paradox,” Cohen (1997) asserts that while
mental health diagnoses among LTC residents are the rule rather than
the exception, “denial of this reality is still prevalent...and, as a
consequence, there is insufficient recognition of mental health prob-
lems in nursing home settings, or of the associated responsibility to
develop effective mental health interventions” (p. 213). Given the
nature of the resident population, LTC facilities could be seen as de
facto psychiatric hospitals (Abrams et al., 1992) and yet, for the most
part, care in nursing homes remains focused on physical illness and
disability.

Reimbursement mechanisms often do not support the provision of
mental health interventions to older adults—whether they are LTC
residents or living in the community. Although group treatment using
reminiscence has shown promise in reducing depression (Ratten-
bury & Stones, 1989), groups whose primary emphasis is social or
memory enhancement do not meet the Health Care Financing Admin-
istration’s criteria for reimbursement (Meuser et al., 1998). Health
professionals need to advocate for policy changes that would expand
Medicare, Medicaid, and third-party reimbursements for treatment of
late-life mental health problems; and for greater emphasis on preven-
tive measures. In addition to equitable reimbursement for mental
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health services, several policy changes are needed to make mental
health services more accessible to older adults.

There seems to be a major disconnect between current reimburse-
ment schemes for mental health treatment, which are tied primarily
to pharmacological interventions, and our emerging understanding
of the extent to which late-life depression revolves around social con-
nectedness. As members of a profession committed to enhancing hu-
man relationships, social workers have an opportunity to broaden
policy makers’ views of the etiology and, hence, the appropriate re-
sponse to late-life depression.

Policy makers and insurance providers may perceive geriatric men-
tal-health issues as unimportant, unpopular, or as another drain on
the system. They need to be convinced that with proper professional
involvement (e.g., aging-competent social workers), mental health out-
comes of LTC residents can be enhanced significantly. Empirical stud-
ies demonstrating the efficacy of treatments for various mental
illnesses, including depression, have gained recognition in the policy
arena and, according to Lebowitz (1997), “have provided a scientific
rationale for policy discussions of parity in coverage of mental and
physical illnesses” (p. 231). Reimbursement mechanisms for designing
and implementing training on late-life depression to LTC staff could
lead to greater success in properly identifying and treating geriatric
depression. Social workers can play a role in informing policy makers
that appropriate treatment, in turn, can ultimately prevent further
costly disability and morbidity.

The National Coalition on Mental Health and Aging (1999)—a net-
work of 50 organizations committed to improving the mental health
of older adults—regularly advocates for “improving the availability
and quality of mental health preventive and treatment strategies to
older Americans and their families through education, research, and
increased public awareness” (p. 1). Rosen and Persky (1997) call for
social workers to use their coalition-building skills to replicate such
efforts on the state and local levels.

INTEGRATING KNOWLEDGE
INTO THE CURRICULUM

Multiple strategies will be required to avert the projected “impending
crisis in geriatric mental health” (Jeste et al., 1999). Central to these
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strategies is some level of core training in social work, as well as other
disciplines, in the provision of mental health care to older adults
(Halpain, Harris, McClure, & Jeste, 1999). A critical challenge in edu-
cating social workers is overcoming disinterest and lack of accurate
information about late-life depression, including its extent, symptoms,
causes, consequences, and amenability to treatment. At a minimum,
all social workers need to be aware of some key facts about late-life
depression; for example, depression is the most common mental health
disorder in late life, it is not a normal part of aging, it is especially
prevalent in LTC, and left untreated it leads to greater morbidity and
mortality. Social workers need to be aware that late-life depression is
associated with high rates of elder suicide or, in the case of LTC
residents, a higher incidence of indirect self-destructive behavior
{(McIntosh & Hubbard, 1988; Nelson & Farberow, 1980}. Social work
students need to learn that late-life depression remains fairly wide-
spread despite being highly amenable to intervention. Through greater
awareness of such basic facts, social workers can play a more promi-
nent role in ensuring that late-life depression is more effectively identi-
fied, alleviated, and, ideally, prevented. We have the opportunity to
build upon our expertise in psychosocial functioning to create and
promote intervention models that value and honor older adults.

Mental health issues throughout the life span must be incorporated
in MSW course work. Suggestions about content on late-life depression
to include throughout the MSW curriculum are given in Table 2.1.
We need to distinguish late-life depression from that experienced by
children, adolescents, young adults, and middle-aged adults. LTC
residents could be used as an example of a vulnerable population in
course materials that address underserved and at-risk groups. Given
the need for professional social workers in the field of geriatric mental
health, MSW students should be encouraged and perhaps given incen-
tives to pursue internships in aging-relevant sites (e.g., LTC and other
residential settings, community mental-health centers, home health,
geriatric psych units).

CONCLUSION

Perhaps this is the most fundamental question we must ask as profes-
sional helpers and aging advocates concerned about geriatric mental
health: With late-life depression being so common, why are we not
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TABLE 2.1 Curriculum Recommendations for Mastery of Content About Late-Life Depression

Practice Policy HBSE Research Field
KNOWLEDGE Signs & Medicare/ Prevalence of Evidence-based Context for the
symptoms of Medicaid & depression interventions delivery of
depression private Contributing Practice mental health
Efficacious insurance factors evaluation services to older
interventions reimbursement  Ameliorating adults
Psychoeducational  Intersection of factors Standards of care
therapy mental health/  Social context for late-life
Reminiscent health & LTC Losses, grief depression
therapy systems Long-term care
Preventive Treatment barriers  Psychosocial tasks
measures Prevention models
Discerning
depression,
dementia, &
delirium

Suicide warning
signs
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TABLE 2.1 (continued)

Practice Policy HBSE Research Field
SKILLS Engaging older Advocacy Conducting bio- Being an Interviewing older
adults Tracking relevant psycho- informed adults
Assessment & use legislation spiritual-social consumer of Completing
of screening Networking (e.g., assessments emerging assessments
tools state mental research Being a member of
Interviewing skills health & aging a multi-
Lethality coalition) disciplinary team
assessment
VALUES Inherent worth and dignity of each individual, self-determination, confidentiality, honoring of differences,

therapeutic optimism, belief in an individual's capacity for change regardless of age, respect for elders’

wisdom, autonomy, cultural competence

Note: HBSE = human behavior and the social environment.
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doing more to prevent and alleviate it? If the knowledge base exists
to inform us about the nature, causes, and consequences of late-life
depression and about the efficacy of various approaches to treatment
and prevention, why do we seem to be making so little headway? To
alarge extent, it seems we are simply not implementing the approaches
that have been shown to make a difference. Is the lack of preventive
and nonpharmacologic interventions tantamount to a tolerance of de-
pression among older adults? If so, what accounts for that tolerance
or allowance, particularly in LTC? Could it be that as a society we
are simply more wedded to our outdated notions of later life—notions
of boredom, decline, deterioration, loneliness, and depression—than
we are to empirical findings of success in ameliorating depression
of older adults? The inattention or inadequate response to late-life
depression is in many ways a reflection of deep-seated ageism. Despite
long-standing evidence that aging is not a disease (Curtin, 1972), as
a society we have yet to overcome our negative cultural mind-set
about late life. One wonders whether late-life depression would be
so pervasive if old age were considered a valued commodity rather
than a feared and unwelcome intrusion in life.

Although we would not deny that LTC residents have the same
fundamental psychosocial needs as other adults (i.e., the need to feel
useful, worthwhile, respected, and acknowledged), we must carefully
examine whether our actions and interactions with residents reflect
our professed belief that nursing home residents who are frail are
worthy human beings. We must consider the ways that LTC residents
are devalued and the extent to which this devaluing contributes to
an “existential-meaning vacuum” (Lantz, 2002). Perhaps the phenome-
non of “failure to thrive,” a geriatric syndrome that has been linked
to depression (Braun, Wykle, & Cowling, 1988), would be more aptly
designated a “failure to be valued” or as “unacknowledged worthi-
ness.” Ten years ago, failure to thrive was identified as an aging research
priority by the Institute of Medicine (National Institutes of Health,
1992). Despite the potential benefit of research focused on this syn-
drome and its association to late-life depression, Berkman, Foster, and
Campion (1989) caution that the use of this term in clinical practice
could undermine such benefits if failure to thrive becomes a label that
reinforces negative stereotypes about aging. In the process of describ-
ing and explaining this and other phenomena that contribute to de-
pression of LTC residents, we must guard against the tendency to
view depression as inevitable.
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Most of the published literature on geriatric depression derives
from the medical and nursing fields and hence presents a largely
medical perspective. Social workers can offer a critical, holistic, and
social-environmental perspective on late-life depression that steps out-
side the medical model. A strategic broad-based plan for combating
depression in LTC is needed (see Figure 2.1). Through designing and
implementing innovative psychosocial and preventive intervention
models, social workers can play a significant role in carrying out
the recommendations of the U.S. Surgeon General (1999). Katon and

Improve our understanding of late-life depression including its extent,
causes, symptoms, consequences, and amenability to treatment.

Increase acceptance of, and support for, psychosocial interventions among
practitioners, policy makers, insurers, family members, and older adults,

Enhance the knowledge and skill level of social workers in implementing
efficacious and innovative interventions.

Heighten the extent and impact of prevention strategies aimed at late-
life depression.

Promote the use of integrated, multidisciplinary team approaches.

Design and implement creative ways of building and enhancing older
adults’ social relationships. Recognize the centrality of connectedness to
long-term care residents.

Create ways of valuing older adults, particularly those who lack infor-
mal supports.

Establish wellness programs that address both mental and physical health.

Partner with older adults in understanding contributing and ameliorat-
ing factors.

Aduvocate for an increased role for professional social workers in long-term
care, primary care, and residential settings.

Facilitate older adults’ continuing engagement with life and opportunities
for creative expression.

Provide leadership in eradicating ageism.

FIGURE 2.1 Combating late-life depression: A social work agenda.
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colleagues (1997) suggest that collaborative approaches to addressing
geropsychiatric disorders may lead to more efficacious and cost-effec-
tive interventions. A multidisciplinary team approach would better
facilitate the recommended blend of pharmacological and psychosocial
approaches (Reynolds et al., 1999). Social workers can be a catalyst in
fostering such multidisciplinary efforts. Given their training and skill
in case management and community building, social workers can
promote needed linkages among health care, mental health, LTC,
and social-service delivery systems. Social workers can make a major
impact on LTC environments by educating residents, family members,
health professionals, and policy makers about late-life depression and
its amenability to a variety of nonpharmacologic interventions that
have proven effective in alleviating depression.

Much late-life depression in LTC is avoidable. Greater awareness
among professionals as well as among older adults and their families
of the extent and nature of late-life depression and of efficacious
interventions will go a long way in reducing prevalence rates and
improving residents’ quality of living. Preventive measures and non-
conventional approaches to LTC, such as the Eden Alternative, deserve
more widespread attention and study as to their impact on late-life
depression. Furthermore, the battle against late-life depression must
extend beyond traditional nursing homes to the entire “geriatric land-
scape” (Cohen, 1997), that is, the growing variety of sites where older
adults reside and receive care. Drawing from the premise that no
disabled person should be expected to forsake his or her humanity
in exchange for care, Kane, Kane, and Ladd (1998) present a range of
alternative LTC models for providing both housing and services in a
way that preserves the dignity and autonomy of older adults. Finding
ways to move beyond the artificial dichotomy between social and
medical care will facilitate the provision of high quality LTC without
sacrificing quality of living (Kane et al., 1998).

Reflecting the undercurrent of ageism, studies of aging typically
focus on the pathological conditions that restrict independence and
compromise functioning. Research on geriatric mental health and on
LTC has likewise reflected a predominantly problem-based perspec-
tive. Although the majority of prior research reflects the psychopathol-
ogy of depression, emerging work promotes a greater focus on positive
living and adaptations to aging, such as “aging well” or “successful
aging.” Friedrich (2001) predicts that the transition from baby boomers
to aging boomers will have a significant impact on views of successful
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aging and on the availability of preventive interventions for physical,
psychological, and social aging. The growth in the older population
itself will demand more attention to late-life issues and to both the
societal and personal aspects of aging. Though much of the focus of
the aging-well movement has been directed at community-dwelling
elders (e.g., Ellis & Emmett, 1998; Weiss, 1998), such developments
also can be infused in LTC environments. Social workers can help
transform our notions about nursing homes as institutions for dying to
a view of them as supported-living communities that offer continuing
opportunities for residents’ growth, creativity, and fulfillment. Noting
that the problems of aging can coexist with creative potential, Cohen
(1997) asserts that “tapping into this creativity offers important oppor-
tunities for innovative clinical practice, new directions in research,
and creative social policies” (p. 220).

The future promises a growing demand for LTC. Innovation and
creativity are clearly needed (Kane et al., 1998). The need for geriatric
mental-health care may reach crisis proportions in the absence of wide-
scale change (Koenig, George, & Schneider, 1994). We can no longer
afford to overlook how devaluation of elders results in poor quality
of care, depression, and other negative outcomes. Our views of aging
and of the challenges of late life must be altered. When we progress
to the point of accepting that the challenges of aging are actually
opportunities for a better understanding and improvement of the
whole life process (Jeste, 1999), perhaps then “aging well” will become
a universal goal and ageism a thing of the past.
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Chapter 3

OLDER ADULTS WITH DEMENTIA:
COMMUNITY-BASED LONG-TERM-
CARE ALTERNATIVES

Jeanette Semke

Dementia is society’s most costly mental disorder in later life (Zarit &
Zarit, 1998), not only in terms of social and health care dollars, but
also in emotional costs to those persons who have this condition and
their caregivers. The loss of memory and other functional abilities can
be devastating. In addition, the emotional and physical burden to
those caring for persons with dementia can be considerable and can
lead to health problems. Cognitive impairment because of dementia
is the leading reason for seeking formal community-based and institu-
tional long-term-care services (Kane, Kane, & Ladd, 1998); a change
in symptomatology is a primary reason for older persons who are
receiving community-based long-term-care to be transferred to nurs-
ing homes.

A major expansion in the population of older adults in need of
mental health services and formal long-term care is expected to occur
in the United States in the early twenty-first century (Bernstein &
Hensley, 1993; Furino & Fogel, 1990; Meeks et al., 1990; Talbott, 1983).
A significant proportion of that population will be composed of older
adults with dementia. It is estimated that by the year 2050, 14 million
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Americans will be diagnosed with some form of dementia (Aronson,
1994). This demographic shift will be accompanied by two emerging
trends in service delivery: (a) the growth of community residential
care as an alternative to nursing home care, and (b) the adoption of
managed systems of mental health and long-term care. The result will
be an increasing demand for community residential care by an older
and more severely ill population, many of whom experience cognitive
impairment accompanied by symptoms of depression and behavioral
difficulties (Reichman & Katz, 1996, Tweed, Blazer, & Ciarlo, 1992).
Meanwhile, service systems designed to ration social and health ser-
vice resources proliferate in the public and private sectors. More than
ever, social workers with training in gerontology will be important
contributors to ensuring an equitable and quality community-based
long-term care system.

Many policy observers declare that the United States is in the midst
of a health care crisis. At the center of this crisis is the question of
how the acute, chronic, and social service systems can be coordinated
and designed to effectively and efficiently address the needs of high-
cost health care consumers such as those with dementia. Increasingly,
community residential care is used as an alternative to nursing home
care for this population (Kane et al., 1998). Therefore, the provision
of community residential care for older adults with dementia is an
area of knowledge that is growing in importance in social gerontology.
This topic is important because pressures to save long-term-care costs
may overshadow concerns about how the needs of this population
can best be met. This chapter discusses issues that must be addressed
in order to ensure that community residential-care providers have the
capacity to enhance the quality of life of older adults with dementia,
a population with complicated and special care needs.

SIGNIFICANCE TO GERONTOLOGY, HEALTH CARE,
AND HEALTH PROFESSIONALS

Estimates of the prevalence of dementia in the population as a whole
vary considerably. However, it is clear that prevalence increases with
age, with rates of 1% for people in their 60s, 7% for people in their
70s, and 20% to 30% for those in their 80s (Jorm, Korten, & Henderson,
1987; Zarit & Zarit, 1998). Dementia is “characterized by the develop-
ment of multiple cognitive deficits that are due to the direct physiologi-
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cal effects of a general medical condition, to the persisting effects of a
substance, or to multiple etiologies” (American Psychiatric Association
[APA], 1994, p. 133). It is typified by difficulties in intellectual ability,
functioning, and behavior that affect an individual’s ability to live
independently. Symptoms include memory loss, impaired judgment,
loss of ability to learn new things, disorientation, loss of language
skills, changes in personality, and perceptual difficulties (Aronson,
1994). Individuals with advanced dementia lack the ability to perform
the most basic and routine activities of daily living (ADLs). Those
with dementia often have behavioral symptoms such as agitation,
resistance to care, yelling, and combativeness. Other mental health
symptoms that may be experienced are depression and paranoia; in-
somnia and wandering are also common.

The dementia syndrome can develop from many different disorders.
Several types of dementia, referred to as primary dementias, are not
reversible and worsen and persist over time. Approximately 50% of
cases of primary dementia are associated with Alzheimer’s disease;
10% are dementias of the frontal lobe type; 8% to 18% have characteris-
tics of both Alzheimer’s disease (AD) and vascular dementia; and 8%
to 12% of the cases are caused by vascular disease. Other less prevalent
causes of primary dementia that are not reversible include Parkinson’s
disease, AIDS, Creutzfeldt-Jacob disease, Huntington’s chorea, Pick’s
disease, and substance-induced persisting dementia (APA, 1994; Bach-
man et al., 1993; Cummings & Jeste, 1999). Finally, a number of demen-
tia symptoms, that may or may not be reversible, are associated with
other medical disorders. These secondary dementias can be caused by a
variety of illnesses including depression, acute medical or psychosocial
stressors, nutritional deficits, medications, environmental poisons, and
chronic alcoholism.

The most prevalent form of dementia is Alzheimer’s disease. A
positive diagnosis of Alzheimer’s disease is achievable only through
microscopic examination of the brain postmortem. Such examination
usually shows senile plaques, neurofibrillary tangles, granulovascular
degeneration, neuronal loss, astrocytic gliosis, and amyloid angiopa-
thy (APA, 1994). Life span from the time Alzheimer’s disease is diag-
nosed until death averages about 9 years.

Alzheimer’s disease is insidious and begins with almost impercepti-
ble changes in a person's ability to function and to manage. Subtle
changes include the gradual reduction in the ability to remember
recent events; to learn or remember new information; to recall names
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of familiar persons or objects; to maintain personal appearance and
hygiene; and to concentrate on such activities as watching television
or reading. There also may be changes in mood not typical of past
behaviors. As the disease progresses, tasks that require judgment (such
as driving a vehicle) or abstract thinking (such as balancing a check-
book) become more difficult. As deficits in cognitive functioning be-
come more pronounced, frustration, anger, and depression may be
experienced. In late stages, the ability to recognize loved ones and
perform basic ADLs is lost, including walking, eating, and dressing
(Dixon, 1991}.

Community Residential Care and Dementia

When informal and formal care providers are unable to meet the care
needs of older adults in a person’s home, community residential care
is increasingly used as a substitute for nursing home care. Most clients
prefer homelike settings to the medicalized, institutional environments
typical of nursing homes. Potentially, health care services in commu-
nity-based care can be individualized in a social environment that
offers more choices in day-to-day living than in institutional settings.

Conumunity residential care refers to a form of long-term care that
includes shelter, food, and a number of supportive social and health
services. Across the states, there is no consistent nomenclature that
distinguishes one type of community residential care from another;
however, terms such as assisted living, congregate care, boarding homes,
adult foster care, adult family homes, and personal care homes are commonly
used for community residential care. The settings range from large
institutional-type buildings to small homelike abodes. Although
skilled nursing and nurse monitoring are sometimes provided as part
of a package of community residential-care services, personal care
workers provide the greatest amount of care. Services include, for
example, assistance with bathing, transferring, supervision of medica-
tions, shopping, meal preparation, and laundry. Other social health-
care services that are important for long-term care of clients with
dementia, but not necessarily administered under the auspices of the
residential care provider, include outpatient mental-health services
and inpatient services provided in community hospitals and state
mental hospitals. Housing and service requirements for community
residential settings can be categorized as follows: (a) a homelike envi-
ronment that encompasses homelike public space and homelike pri-
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vate space; (b) a capacity for service that meets routine or regular
needs of the consumer, as well as specialized needs that might arise;
and (c) a philosophy that promotes maximum client choice and control
(Wilson, 1996).

In the past, it was commonly accepted that community residential
care was intended for persons who could no longer stay with their
natural families, but were not so disabled as to require nursing home
care. More recently, however, it has been seen as an alternative for
nursing home care for a more disabled population who in the past
would have been placed in a nursing home. Older persons with de-
mentia seem to thrive in normal living environments that are prosthetic
in the sense that they are designed to compensate for cognitive deficits
and provide opportunities to socialize and to experience appropriate
stimulation (Kane et al., 1998). The preference for community alterna-
tives to nursing home care is in keeping with a philosophy referred
to as aging in place (Klein, 1994; Rowles, 1994), a concept that refers
to residential stability in one’s home or a homelike milieu with mini-
mal disruptions.

Aging in place is made possible with the aid of a range of social,
health, and personal care services that maximize residential stability
without compromising quality of life and health outcomes. The con-
cept has great appeal for care recipients, families, providers, and fund-
ers because of its potential to provide cost-effective services in a
homelike setting while enhancing an individual’s independence. Typi-
cally, health and social services can be provided more flexibly in the
community than in nursing homes and other institutional settings.
Different types and amounts of services can be bundled or unbundled,
depending upon the differing and changing health circumstances of
long-term-care clients. Thus, there is the potential to match services
more closely to the needs of the client than is possible in institutional
settings where a one-size-fits-all approach tends to dominate. As Kane
and colleagues (1998) state, “Assuming that some long-term care cli-
ents will need to move away from their current home, an ideal long-
term care system would present a range of options for new living
quarters where services could be received and daily life would still
go on in a normal manner” (p. 160).

SIGNIFICANCE FOR HEALTH CARE

Community residential care has the potential to affect health outcomes
for both older adults with dementia and their family members. In



54 SOCIAL WORK AND HEALTH CARE IN AN AGING SOCIETY

many instances, such care is sought for a loved one when the stress
and burden to the family caregiver has reached the point that the
caregiver’s health is compromised. Many families struggle against
great odds to maintain family members with dementia at home as
long as possible (Dixon, 1991). A potential for improved care exists
once placement in community residential care has been made and the
formal care provider takes over the care responsibilities that, up to
that time, belonged to the family caregiver. A family caregiver, who
heretofore only had the time and physical or emotional resources to
attend to basic care needs, is now free to engage in a more normalized
relationship with the loved one. Time and energy can be spent on
such things as visits together into the community and involvement
in leisure activities within the community residence. Community resi-
dential care also fulfills care needs for older adults who have no family
or friends to provide care.

One challenge for health care service providers is that of differen-
tially diagnosing the specific type of dementia. Because there are no
definitive markers for diagnosis of dementing illnesses such as Alzhei-
mer’s disease, diagnosticians use behavioral, neuropsychological, and
medical data (Aronson, 1994; Dixon, 1991; Zarit & Zarit, 1998). As
Cummings and Jeste (1999) state, “The current approach to diagnosing
Alzheimer’s disease is time-intensive, labor-intensive, and costly. Its
sensitivity and specificity are largely dependent on the expertise of
the examiner. Improvements in detection, diagnosis, and treatment
are needed” (p. 1175). Detection of mild cases of dementia is especially
unreliable (Callahan, Hendrie, & Tierney, 1995). Therefore, one can
infer that among the population of older adults with symptoms of
dementia, there will be a number of individuals for whom a specific
dementia diagnosis may not be well established.

Nonetheless, differential diagnosis is important because symptoms
for some types of dementia may be treatable. For example, memory
impairment occurs in both delirium and dementia. They can be differ-
entiated by observing evidence about the clinical course. According to
the Diagnostic and Statistical Manual of Mental Disorders (DSM-1V, 1994),

Typically, symptoms in delirium fuctuate and symptoms in dementia are
relatively stable. Multiple cognitive impairments that persist in an un-
changed form for more than a few months suggest dementia rather than
delirium. Delirium may be superimposed on a dementia, in which case both
disorders are diagnosed. In situations in which it is unclear whether the
cognitive deficits are due to a delirium or a dementia, it may be useful to
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make a provisional diagnosis of delirium and observe the person carefully
while continuing efforts to identify the nature of the disturbance. (p. 138)

Delirium caused by a general medical condition that is induced by
toxicity from intake of alcohol, drugs, or medication side effects can
be reversed when treated appropriately. The same may be true for
schizophrenia and major depression.

Another reason that differential diagnosis is important is because
the course of specific dementia diagnoses may differ. Knowledge of
whether the course is progressive, static, or remitting is critical for
the individual, family, and caregivers as they develop care-planning
strategies into the future. For example, the clinical course of vascular
dementia is variable and typically progresses in stepwise fashion,
whereas the severity of impairment in cognitive functioning after
stroke often remains static. Until diagnostic technology improves, de-
mentia of the Alzheimer’s type is treated as a diagnosis of exclusion
where other causes for the cognitive deficits must first be ruled out.

The high prevalence of co-occurring medical and mental health
problems among older adults adds to the complexity of service provi-
sion for those with dementia. The individual client may lack the aware-
ness and vigilance necessary to manage medical conditions without
help and supervision. Most individuals with Alzheimer’s disease expe-
rience symptoms of behavioral dysfunction, including withdrawal,
apathy, depression, hostility, anger, and aggression. Symptoms of
depression are common in Alzheimer’s disease patients (17% to 30%)
and are associated with broad behavioral dysfunction and increased
functional disability (Teri, Logsdon, Uomoto, & McCurry, 1997). Be-
havioral dysfunction is a major influence on the morbidity and disabil-
ity of patients and is central to decisions on patient institutionalization.

There is considerable variation in comorbidity among this popula-
tion, suggesting that a one-size-fits-all approach to community care
is inadequate. For some persons, cognitive impairment may be the
main factor that limits independent functioning. For others, the need
for assistance with ADLs is due to a combination of physical disability
and cognitive impairment. An example would be an individual with
middle-stage Alzheimer’s dementia, a heart condition, diabetes, and
skin problems. Someone with multiple needs would require combina-
tions of several types of services and, in fact, may be at exponentially
increased risk of being admitted to a nursing home.

For most people with dementia, the condition changes over time
with a decline in functioning. However, abrupt deterioration can be
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due to causes that are treatable. For example, delirium in reaction to
other disease conditions or to medication and depression are common
among older persons. Thus, it is very important that persons with
dementia have thorough medical evaluations and periodic reevalua-
tions (Aronson, 1994; Berg, 1994). Also, programs must be designed
so that they are adaptable to changing and fluctuating needs. People
with dementia have good days and bad days. Ideally, a program will
have the capacity to be responsive to a person whose needs for personal
attention by caregivers increases dramatically on a given day.

SIGNIFICANCE TO HEALTH PROFESSIONALS

Dementia is devastating to the ones who have it and to families and
friends who experience the loss of their loved ones as they had known
them. However, an individual’s quality of life remains something to
be cherished and concerned about no matter how ill that person is.
Grandma is still grandma. Auntie is still auntie. Although the person
with dementia will experience memory loss and personality changes,
love can be felt and received, and the human spirit of the loved one
can be accessed. Thus, relocation to community residential care need
not be synonymous with giving in or giving up.

Long-term care is connected with many aspects of life including
physical functioning, mental health, family relationships, social life,
and basic needs for food and shelter. Likewise, it spans historically
distinct areas of professional expertise. Therefore, several professions
are key to an effective community-based long-term-care system for
older adults with dementia. In the field of long-term care, physicians
who practice geriatric medicine, a subspecialty of internal medicine
and family practice, act as consultants. They can provide brief clinical
assessments that include diagnosis and medical intervention. How-
ever, because of the limited number of these geriatricians, they typi-
cally provide consultation and training to others who work with
older adults.

Nonspecialty primary-care physicians, nurse practitioners, and reg-
istered nurses also play a critical role in effective care for this popula-
tion. The need for their ongoing involvement with individuals with
dementia is conspicuous, because people receiving long-term care are
more likely to need medical treatment than the average older person.
Physical therapists, speech therapists, and occupational therapists con-
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tribute substantially to improving and maintaining optimal levels of
functioning for persons with dementia. Also, when new levels of
disability are encountered, these professionals can help the individual
and caregivers understand facts of the condition and how to deal with
them. Mental health professionals, including psychiatrists, psycholo-
gists, and social workers, offer expertise about how caregivers can
manage behavioral symptoms that often accompany dementing
diseases.

Working with older persons who have dementia requires advanced
interpersonal skills and special training. Staff and family can help the
individual to maintain a sense of mastery with environmental cues
and adaptations that help compensate for loss of orientation and other
cognitive deficits that accompany dementia. In many cases, careful
monitoring of an individual’s health condition, good nutrition, exer-
cise, and stimulation can help slow the decline in functioning. Staff
in prosthetic environments does not demand functioning beyond a
person’s capacity and, when appropriate, provide cues for daily activi-
ties. Individuals with dementia do better when activities occur in
smaller areas where there is noise control. Signage and wandering
areas are helpful. These measures engender a sense of mastery while
protecting clients’ safety (Kane et al., 1998). Recognition of the cultural
norms of persons with dementia and their families will help in arriving
at appropriate plans of care. Living situations with shared language
and culturally based food preferences have the potential to greatly
increase a sense of home.

Standards of care across disciplines and caretfully conceived mecha-
nisms for coordinating care of the multiple professions are essential
to maintaining health and functioning of this population. Agreement
upon a common system of record keeping is crucial to the successful
functioning of interdisciplinary teams that serve this population.
Teamwork among the many professionals involved with the client
who has dementia potentially will ensure that the various actors work
together toward the same goal (Kane et al., 1998). Although roles are
differentiated, based on the specific expertise of the different profes-
sions, a successful team approach requires the willingness of those
from the different professions to have intimate knowledge of the work
of the other professionals and to share roles when needed and appro-
priate. The quality of the work environment for staff also is an im-
portant concern and can indirectly influence quality of life for the
resident. Because this work is emotionally demanding, administrators
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must attend to the emotional and physical needs of staff to prevent
staff burnout.

Of necessity, disability and frailty bring persons with dementia into
long-term-care systems and community residential care. Typically,
eligibility for services is determined on the basis of health problems,
an inevitably deficit approach. The medical field is oriented toward
identifying a health problem and fixing it or at least preventing avoid-
able decline among those with chronic disease. Often, the whole person
is forgotten when the focus of assessment and intervention is on unmet
need. This circumstance offers an opportunity for social workers to
intervene, because expectations for their involvement stress the social
and psychological aspects of a problem more than the medical. Al-
though assessment and intervention are focused upon medical prob-
lems and care needs, outcomes for clients can be enhanced when
practice is embedded in a philosophy that recognizes and builds upon
strengths of the individual and his or her social system. The value
base of the social work profession supports such a strength-based
approach to practice. A holistic approach to individual community
residential clients with dementia, their families, and other loved ones
can be promoted by skilled, culturally competent social workers. A
strength-based approach by social workers emphasizes the positive
aspect of life in the residence and the fact that quality of life is an
important concern for those with dementia, just as it is for all long-
term-care clients. In addition, because many social workers are trained
to intervene at multiple systems levels and to take a holistic approach
to individual clients, families, and organizational systems, they can
be expected to contribute significantly to team building and coordina-
tion and integration of care.

PRIOR RESEARCH AND KNOWLEDGE BASE

There is considerable uncertainty about the place of community-based
services in the long-term-care system for dementia patients and in
ongoing health care reforms (Bartels, Levine, & Shea, 1999; Kane, Kane,
Hliston, Nyman, & Finch, 1991; Mehrotra & Kosloski, 1991; Thompson,
1999; Weissert & Hedrick, 1994). This uncertainty is especially salient
when the clients’ needs are complicated by multiple and co-occurring
cognitive, behavioral, and somatic conditions that require interven-
tions by more than one service system. There is some indication that,
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to date, necessary community systems may not be in place to support
frail elders with serious cognitive impairment or behavioral problems
(Bernstein & Hensley, 1993; Hastings, 1993; Semke & Jensen, 1996).
One concern is that community residential care may not be conducive
to the coordination of the distinct service sectors required for individu-
als with multiple, chronic, and varied health and mental health prob-
lems (Boyer, McAlpine, Pottick, & Olfson, 2000; Florio et al., 1996;
Patterson, Higgins, & Dyck, 1995; Proctor, Morrow-Howell, Rubin, &
Ringenburg, 1999). This concern may be warranted by the fact that
there has been little involvement of psychiatrists and other mental
health specialists in nursing facility care (Borson, Liptzin, Nininger, &
Rabins, 1987; Tourigny-Rivard & Drury, 1987) or in home and commu-
nity-based care (Lebowitz, Light, & Bailey, 1987; Light, Lebowitz, &
Bailey, 1986).

Variations in service provision do not arise only from differences
in patient care needs; they also attest to the uncertainties about the
place of community residential care in the long-term-care system.
Other causes of those variations include (a) prevailing views in a
community about what it takes to care for people with varying charac-
teristics (Capitman & Sciegaj, 1995, Hennessy, 1989); (b) health care
resources within a community such as availability of health care pro-
fessionals and nursing home beds (Cohen et al., 1986,1988, 1988;
Greene & Ondrich, 1990); and (c) uncertainty among direct-care deci-
sion makers and program administrators about what types and
amounts of services to authorize (Eddy, 1994; Wallace, 1990; Wenn-
berg & Gittelsohn, 1973; Wolff, 1989). For example, providers of com-
munity residential care may be unprepared to care for individuals
with behavioral problems. This may be especially true among the
Mom-and-Pop type of personal care homes. Responsibility for identi-
fying need and arranging for additional behavioral health-care services
may not be clear and, therefore, may be overlooked. Those persons
with the greatest needs are typically the least able to articulate their
needs and the most difficult to assess and engage (Raschko, 1985).
This is compounded by the lack of training of some providers in
identification and management of emotional and behavioral problems
(Badger et al., 1994; Carney, Dietrich, Eliassen, Owen, & Badger, 1999;
Olfson, Sing, & Schlesinger, 1999). For example, several studies indi-
cate that depression is related to increased disability caused by chronic
medical illness (Evans, 1993; Katon, 1998; Sullivan, Katon, Rosso, Do-
bie, & Sakai, 1992). It can be inferred that untreated depression may
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contribute to an increased likelihood of institutionalization in these
circumstances.

Most studies in this area have been experimental or quasi-experi-
mental evaluations of demonstrations that measured the average or
programmatic effect of supportive community services to a treatment
group. All but one of a group of rigorous studies reviewed by Greene,
Lovely, and Ondrich (1993) found that the community services did
not sufficiently offset nursing home use to cover costs of operations.
Most studies of the effectiveness of home and community-based ser-
vices have focused on the ability of home care services to delay and
prevent nursing home admission. Some studies have found a positive
relationship between personal care services and delay or prevention
of nursing home admission (Hughes et al., 1992; Hughes, Manheim,
Edelman, & Conrad, 1987; Nielsen, Blenkner, Bloom, Downs, & Beggs,
1972; Nocks, Learner, Blackman, & Brown, 1986) and others have not
(Wooldridge & Schore, 1986; Zimmer, Groth-Junker, & McCusker,
1985). After a review of previous studies of risk of nursing home
placement for dementia patients, Tsuji, Whalen, and Finucane (1995)
and Weissert and Hedrick (1994) concluded that differences in findings
could be attributable to differences in research designs, nature of
services received, long-term-care eligibility criteria, and client charac-
teristics. Although a review of the research literature by Weissert and
Hedrick (1994) agrees with these studies, they aptly point out that
the popularity of home and community-based programs, despite the
absence of empirical evidence of effectiveness, suggests that prior and
future research be used to identify ways of making it cost-effective.

CURRENT RESEARCH

The fact that contemporary community residential care clients are
likely to suffer from co-occurring health conditions and require inter-
vention from multiple service organizations raises the question of
whether they receive care in accordance with their multiple needs.
This question is of particular concern for older adults with dementia,
because mental health services may be a key component in successful
community living.

Recognizing these concerns, [ conducted a study of social and health
service use by older adult residents of adult family homes who had
symptoms of mental disorders including dementia (Semke, 2002). The
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study occurred in the State of Washington in cooperation with the
Washington Department of Social and Health Services. I used auto-
mated clinical and service records for calendar year 1998 for the analy-
ses. (Adult family homes in Washington are similar to care settings
that are called personal care homes and adult foster care in other
states.) Although some adult family homes are run by registered
nurses, most are run by individuals who have no professional back-
ground, but have enough training in the fundamentals of caregiving
to qualify as providers. Several additional days of training are required
to be designated as a mental health or dementia-care specialty home.
In addition, 10 hours a year of continuing education are required on
topics relevant to giving adult family home care.

The study population was composed of 2,051 adults aged 60 years
or older who had symptoms of a mental disorder and resided in an
adult family for 6 or more months in calendar year 1998; 77% of the
study population were women. Most or all of the care was paid for
by the State of Washington and Medicaid funds. Forty-four percent
of this group had symptoms of dementia, 42% had behavioral symp-
toms, and 53% had symptoms of depression. Aside from dementia,
depression, schizophrenia, and other forms of mental illness, the most
prevalent diagnoses for the study population were cardiovascular
disease, arthritis, musculoskeletal disability, respiratory disease, and
stroke.

Results of the study showed that a majority (62%) of the study
population received outpatient medical services during the period of
the study, and a minority received mental health services (21%). Three
different types of providers provided mental health services: (a) 11%
received services from specialty mental health staff funded by the
Washington State Mental Health Division, (b) 11% received services
from outpatient nonspecialty medical practitioners, and (c) 4% re-
ceived services from psychiatrists. Some clients received mental health
services from more than one type of provider. These results, although
inconclusive, raise questions about access to mental health services
by this population and suggest that further research examine details
about the mental health needs of older adult family-home residents
and the barriers to receiving needed mental health care.

FURTHER RESEARCH NEEDS

In order to be cost-effective, appropriate types of services are provided
to those who need them, unnecessary services are not provided, and
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services are delivered in the least costly setting. Greene and colleagues
(1993) and other researchers recommend more study of cost-effective-
ness at the individual level of analysis. For example, they found that
additional home-health-aide hours per week significantly reduced the
likelihood of institutionalization and reduced the predicted overall
cost of long-term care for older adults with cognitive impairment.
Increases in personal care hours, however, had no significant effect.
Future studies need to examine whether services from mental health
professionals and mental health services that are provided by primary
care physicians reduce the likelihood of institutionalization and im-
prove quality of life for individuals with cognitive impairment.

In addition, because the types of settings and services required for
individuals with different sets of problems vary, they need to be
more clearly articulated in future research (Kruzich & Kruzich, 1985).
Further research must begin by identifying characteristics of individ-
ual community-residential-care clients that predict positive outcomes
when receiving specific service packages. Service packages must be
broadly defined to consider the role of community health services
outside of the community-residential-care program in prolonging
community tenure and client well-being.

At this early stage in the development of a community-residential-
care-system, one appropriate and cost-effective research approach is to
use secondary clinical and service data to identify which community-
residential-care service attributes are associated with better outcomes.
The fact that older adults with similar illness profiles vary significantly
in types, volume, and mix of services they receive within and across
regions and states creates, in effect, a natural experiment. The natural
experiment allows for the testing of hypotheses about relationships
between social and health service provision and client outcomes.

Qualitative studies about the process of care and the experiences
of older adults with dementia living in community-based residential
care settings would provide in-depth knowledge that would comple-
ment the studies that use administrative data. In addition, studies of
the effect of staff training programs on the quality of community
residential care will be important to address the challenges faced by
paraprofessional caregivers who are trying to meet the complex care
needs of individuals with dementia.

POLICY IMPLICATIONS

National, state, and local governments increasingly are adopting man-
aged care approaches to long-term care in an attempt to control the
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costs of social and health services. It will be important for policy
makers to keep abreast of accumulating evidence about what types
of community-based care and social and health services at varying
levels of intensity produce the best outcomes for a variety of citizens
with diverse needs. This information will be critical to planning and
administering systems of social services, health care services, and long-
term-care services that are coordinated, that recognize the diversity
of the population in need, and that use client outcomes as the measure
of success. Older adults who are frail and who suffer from dementia
compose one important group whose well-being may be significantly
affected by the design and implementation of these systems.

The need for specific social and health services varies among older
adults with dementia. The current system of care can be improved by
increasing its responsiveness to patients” diverse needs. There are a
variety of specialized services that when tailored to the individual
symptoms of the patient have the potential to improve quality of life
and slow functional decline (e.g., treatment of depression).

A better understanding of community residential care in the context
of the larger social and health service systems and the cultural context
of communities in which they are embedded is required if the care
needs of this population are to be appropriately addressed. To improve
the provision of services to diverse populations of older persons with
dementia, several policy goals must be met: (a) increased coordination
of existing social and health service systems, (b) increased emphasis
on the cultural context of different communities in which long-term-
care services are provided, (c) dramatic development of the commu-
nity-based long-term-care workforce, and (d) increased institutional
support to case managers that will enable them to accurately assess
need for care.

An important barrier to meeting these goals is the fragmented long-
term-care system, characterized by multiple payers and organizations.
Fragments include different payers such as Medicare, Medicaid, and
private insurance. Fragments also include different systems for mental
health, primary care, long-term care, specialty medical care, inpatient
services, and home health care. As the care needs of older people in
long-term care change, immediate access to an array of services with
varied and flexible levels of intensity will enhance the likelihood of
achieving optimum outcomes, preventing health care crises, and
avoiding premature decline in health and well-being (Lebowitz et al.,
1987). Often the fragmentation that is typical of most health care
systems creates barriers to timely and appropriate responses to clients’
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complex and changing needs (Estes & Swan, 1993). Although provid-
ers of day-to-day personal care may be in the best position to detect the
need for early interventions with community-residential-care patients,
the knowledge and skills of residential care providers may not be
sufficient to the ongoing assessment task. Also, a lack of coordination
of services among multiple providers within the fragmented social and
health service systems in most communities may result in significant
deficiencies. These include (a) insufficient follow-up and monitoring
of chronic conditions, (b) poor communication about co-occurring
illnesses and the potential interactions of medications, and (c) redun-
dancy in care and subsequent cost inefficiencies, all of which are a
burden to the patient, the system, and the caregivers.

Serious health conditions might be prevented by early detection and
referral to the appropriate health care professional service. Therefore, it
is critical to a long-term care-system that policy measures increase the
incentives and capacity for coordinating disparate service delivery
organizations, of which community residential care is one important
component. Several policy areas stand out as fundamental to improv-
ing community residential care for persons with dementia: (a) raising
public awareness, {b) improving standards of care, (¢) developing the
personal care workforce, and (d) testing models of social service
integration.

Public Awareness

Although they support research that may lead to a cure for Alzheimer’s
disease (the leading cause of cognitive dysfunction in older adults),
policy initiatives at the national and local levels must address the
stigma attached to dementia. The prevalent all-is-lost attitude can be
countered with public information campaigns that stress the impor-
tance of maintaining dignity regardless of cognitive status and with
media stories about successful and positive aspects of dementia care.
Also, it is important to provide more public education about the array
of choices available in dementia care. Persons with dementia may
successfully live in their own homes with a combination of formal
and informal care; in family-like homes where room, board, and per-
sonal care are provided by a nonrelative; in assisted living facilities
or boarding homes; and in nursing homes. The individual preferences,
personal strengths, needs, and cultural context of persons with demen-
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tia will lead to a variety of housing arrangements. An important
consideration for all those who are anticipating formal long-term care
for themselves or their loved ones is the chosen facility’s capacity to
adapt care to the changing needs of the client. Too many older persons
have moved into a particular community-based facility, dazzled by
its offerings, only to find out that they must move when their care
needs increase.

Standards of Care

Unlike nursing homes, community residential care has not been highly
regulated. Therefore, accountability and standards for appropriate
care are of great concern to consumers, their families, professionals,
and policy makers. Several commonly used vehicles for assuring qual-
ity care are (a) education of consumers about their rights, (b) programs
that would be responsible for taking complaints and mediating prob-
lems on behalf of residents of personal care homes, boarding homes,
and nursing homes, (c) criminal checks of employees and licensing
requirements for professionals and agencies, (d) systems of continuous
quality improvement initiated by providers that are designed to iden-
tify problems in the delivery of services and then to take corrective
action, (e) case management by personnel outside the provider agen-
cies, and (f) systems of monetary rewards and penalties to providers.
In the evolving long-term-care industry, new mechanisms for regula-
tion will be needed to allow for flexibility and to support innovation
in care. Currently, regulations that specify the qualifications of direct
care providers who are allowed to provide different types of services
often constrain and limit flexibility in caregiving. To encourage the
development of innovative, cost-effective approaches to care in com-
munity residential settings, mechanisms for assuring quality of care
and safety for older persons with dementia must be designed in a
such a way to allow for creativity and flexibility.

Development of the Workforce

The long-term personal-care labor market is characterized by part-
time jobs, low wages, and low benefit packages (Estes & Swan, 1993).
Attrition is high. To increase the quality of personal care workers,
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policies must be made that increase wages and benefits, training, and
supervision for this important work force.

Models of Service System Integration

Integration and coordination of services have the potential to improve
long-term-care systems by increasing availability, accessibility, and
acceptability (Wallace, 1990). Planning and structuring an array of
services at the macro level is important to ensure the availability of
different types of services. If services that meet the special needs of
persons with dementia are not provided in the first place, then the
system of care is incomplete. Accessibility of services to those who
need them, when they need them, can be improved through integra-
tion and coordination efforts. Putting a professional in charge of care
management for patients with multiple needs who require multiple
providers is one way to accomplish accessibility (Yordi, 1990). Con-
sumers are more likely to use and gain maximum benefit from services
that they perceive as acceptable. Certainly, different types of living
situations appeal to different people. An ability to honor the prefer-
ences of individual consumers for particular types of residential care
will increase acceptability of long-term-care services.

Long-term-care service systems in the United States can be im-
proved through vertical integration of different levels of long-term
care and horizontal integration among acute- and long-term-care pro-
viders. The goal of integrating levels of care is to provide continuity
in persons who interact with consumers over time, regardless of the
level of care they are receiving. Policies designed to promote integra-
tion have the potential to avoid situations where, for example, a man
with dementia is abruptly moved from a community residential setting
that has become his home to a completely unfamiliar environment
elsewhere because his care needs have increased. Also, coordination
of primary medical care and long-term care potentially can prevent
avoidable functional decline that can result from unmet needs
(Weiner & Illston, 1994). A number of exemplary systems of care
management include the Program for All Inclusive Care for the El-
derly, Social Health Maintenance Organizations (Kane et al., 1998),
and the New York State “Commonwealth” Managed Long Term Care
Demonstration.



COMMUNITY-BASED LONG-TERM-CARE ALTERNATIVES 67

INTEGRATING KNOWLEDGE INTO
THE CURRICULUM

Community residential care for older adults with dementia can be
addressed in bachelor’s and master’s social-work practice and policy
courses. Social work practice in the area of dementia care is challenging
and can be rewarding. The work may be difficult, but with it comes
the opportunity to increase the quality of life significantly for individu-
als with dementia, caregivers, and family members. Specialized skills
are required for direct practice and can be integrated into a variety
of direct practice courses. Students will learn that much can be done
to maintain the dignity of a person with dementia and to prevent
excessive disability from occurring. Key components of this knowl-
edge and skill area include (a) guidelines for providing a safe environ-
ment, (b) guidelines for setting realistic goals that maximize
independence and health for each person, (¢) understanding the course
of different types of dementias (e.g., Alzheimer’s disease progresses
through phases and cognitive changes are accompanied by behavior
changes and losses in functional ability), (d) provision of meaningful
and doable activities, (e) ways to successfully communicate with an
individual with dementia, (f) how to manage problematic behavioral
symptoms, and (g) establishing competency in communicating with
family members.

Important topics to be included in health-care-policy courses are
health insurance policy, including Medicare, Medicaid, and private
insurance; and long-term-care insurance. Every citizen faces the possi-
bility of needing care for a chronic illness and for long-term care.
The prospect of dementia brings to the forefront the importance of
including a behavioral-health benefit that is in parity with a physical-
health care benefit in both medical health insurance policies and in
long-term-care insurance policies.

Courses on mental health policy should include dementia as one
important form of cognitive impairment. They should also address
the issue of how individuals with dementia often are underserved in
a bifurcated, fragmented social- and health care system. Too often
medical practitioners view dementia as the responsibility of the mental
health system, whereas mental health professionals view it as the
responsibility of the medical field or of long-term-care providers.
Meanwhile, the person who has dementia may not receive needed
services.
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CONCLUSION

This chapter has introduced the issue of dementia among older adults,
a condition that is creating an increasing demand for dedicated, highly
skilled practitioners at the micro, meso, and macro levels of social
work practice. Community residential care has the potential to enhance
the quality of life for individuals with dementia by enhancing indepen-
dence and dignity in a homelike milieu that is safe. The fact that this
type of care is increasingly used as an alternative to nursing home
care for individuals with dementia heightens its importance as a focus
in social work training.

The most important concern that this trend raises is that, in some
communities, the move away from institutional-type care towards
community residential care may be premature. Care providers who
use models of care that were designed for a more able and healthy
population may not be prepared to address medical needs of the
changing community long-term care population. It is important that
policy planners assure that models of community care accommodate
the needs of a population that is increasingly more physically and
mentally ill. This chapter has introduced some important clinical as-
sessment and treatment issues and stressed the importance of an inte-
grated approach to care for persons with chronic and complex health
and mental health needs.

Intervention in community long-term care involves working with
the person with dementia, with family systems, organizations, social
and health service systems, and state and national policy makers. To
optimize the likelihood of older persons with dementia living in dig-
nity with maximum health and well-being, work must occur at all of
these levels. Social workers are change agents and are in a good
position to bring to the table issues of quality of life and social and
emotional issues for persons with dementia, their families, and their
caregivers. They are trained to consider the whole person within his
or her cultural context and community. They bring a social justice
perspective to their work, which is an important contribution in this
area of practice, because individuals with dementia may be especially
vulnerable to social injustices. This group is highly vulnerable to abuse
and neglect from those caring for them. Also, families need support
to counter the stigma surrounding dementia and to cope with the
sometimes overwhelming burden of caregiving. Therefore, there is
critical need for social workers as advocates for clients with dementia
and their families.
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Chapter 4:

THE OLDER PATIENT
AT HOME: SOCIAL
WORK SERVICES AND
HOME HEALTH CARE

Ji Seon Lee and Irene A. Gutheil

As the population ages, many older persons face living with a disabil-
ity that limits their activity. In 1997, more than 4.5 million elders
reported having difficulty with carrying out their activities of daily
living (ADLs) (Administration on Aging [AOA], 2001). Many of these
elders, who are frail and coping with chronic illness, live in their
homes and are in need of supportive services. Home health care (HHC)
has been an important source of services available to older patients
since the inception of the Medicare program.

HHC is a benefit widely used by Medicare beneficiaries. In 1999,
about 8 million individuals in the United States received services from
more than 20,000 home care providers, with an estimated $36 billion
in annual HHC expenditures (National Association of Home Care
[NAHC], 2001). Medicare home-health use grew rapidly in the 1990s.
The proportion of Medicare beneficiaries using home health increased
from 5.8% in 1990 to 10.8% in 1997. Between 1987 and 1997, the annual
average number of home health visits per patient rose from 23 visits
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to 73 visits per user. In addition, there was a significant increase of
patients who received more than 200 visits, rising from less than 1%
in 1987 to 10% in 1997 (Health Care Financing Administration [HCFA],
1999). These heavy-use patients represent more than 46% of the total
Medicare expenditures for HHC (HCFA, 1999).

The types of home-health-visits have also changed since 1987, when
about 51% were for skilled nursing care and 33% were for home-
health-aide services. Types of visits shifted by 1997, where skilled
nursing services fell to 41% and home-health-aide services rose to
48%. This shift may reflect older patients using HHC for long-term
care services rather than using it for a short-term service focused
on patient with skilled nursing care needs (HCFA, 1999). Medicare
spending on HHC has also grown rapidly, reflecting the growth in
utilization. Total Medicare home-health expenditures increased at an
annual rate of 21% between 1987 and 1997, from 2% of total Medicare
spending in 1987 to 9% in 1997 (HCFA, 1999).

To curb the rise in HHC expenditures, the Centers for Medicare
and Medicaid Services implemented a new payment system in October
2000. A prospective-payment system (PPS) was implemented to re-
place the traditional cost-based reimbursement system and focus on
improving patient outcomes while motivating HHC providers to con-
trol costs. Under PPS, the ways in which social work can help with
the recovery process provide opportunities to better integrate social
work into the HHC service delivery system and effectively respond to
the emerging needs of patients. To capture these unique opportunities,
social work must demonstrate effectiveness in impacting patient
outcomes.

SIGNIFICANCE TO GERONTOLOGY, HEALTH CARE,
AND HEALTH PROFESSIONALS

Older consumers of HHC are most commonly diagnosed with a
chronic illness, which often requires help with disease management
and psychosocial support. In 1998, more than half (50.6%) of persons
aged 75 and older reported a limitation caused by a chronic illness
compared with 28.8% aged 65-74 (AOA, 2001). For these older adults,
HHC provides important services to those who wish to receive care
at home. Medicare home-health users tend to be older than the overall
Medicare population. Proportionately, the largest users of Medicare
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home health are beneficiaries aged 85 and older (HCFA, 1999). Al-
though those who are aged 85 years and older only represent 11% of
all Medicare beneficiaries, they represent 26% of all home health users
(HCFA, 1999). Between 1987 and 1997 home health users have in-
creased rapidly across all age groups, yet HHC use has increased the
most among the oldest (85 and older) and youngest (disabled)
beneficiaries.

Medicare home-health users are also likely to be female. Sixty-seven
percent of all Medicare home-health users are women, compared with
55% of Medicare home-health nonusers (HCFA, 1999). Home health
users are also poorer than nonusers and are more likely to be dually
eligible for Medicare and Medicaid. Home health users are more likely
to live alone (40%) compared with nonusers (30%) (HCFA, 1999).
Medicare beneficiaries who use HHC also have more limitations in
their ADLs than nonusers of HHC. As shown in Figure 4.1, compared

100%
80%

[TNo ADUIAbL inipairmcnts |
— Impairments in 1ADLs only

60%

B 1 or 2 ADL impairments

40%

B 3 or more ADL impairments |,

20%

0% =

HHC Users Nonusers

FIGURE 4.1 Activities of daily living (ADLs) impairments of
medicare home health care users and nonusers.
Note: From Health Care Financing Administration (1999).
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with 5% of Medicare nonusers of HHC, 39% of HHC users have three
or more limitations in their ADLs (HCFA, 1999).

Although Medicare beneficiaries utilize home health services for a
variety of diagnoses, the 10 most common diagnoses in 1997 in order
of prevalence were diabetes, hypertension, heart failure, osteoarthrosis
and allied disorders, cerebrovascular disease, chronic skin ulcers,
chronic airway obstruction, other forms of chronic ischemic heart
disease, cardiac disrhythmias, and general symptoms (HCFA, 1999).
Thus, these users of HHC, who are mostly elderly, often enter HHC
due to an acute episode of a chronic illness, such as diabetes, hyperten-
sion, or heart failure, and have psychosocial issues that compound
their illness, requiring care from multiple care professionals including
social workers.

The various care professionals in HHC may consist of a skilled
nurse who is the primary care coordinator, a physical therapist, a
speech therapist, and a social worker. The chronic nature of the elderly
HHC patient’s illness raises the need to address psychosocial factors,
which are closely related to improving patient outcomes. This is where
social work can add significant value to the HHC team. With the
implementation of PPS in Medicare HHC, it has become critical for
home health providers to find ways to improve patient outcomes
under an epISOdIC case payment system. To care effectively for patients
under PPS, it is essential to identify factors that contribute to negative
outcomes and to intervene with appropriate help in a timely manner.
In addition to the medically oriented services, elderly patients can
benefit from complementary social work services, which can help
reduce negative outcomes such as rehospitalization (Berkman & Ab-
rams, 1986). To address the psychosocial factors effectively, social
workers require efficient screening methods to determine patient
needs. Early screening and true integration of social work services are
the keys to helping older patients and their families, which adds value
to the health care and well-being of older adults and to the broader
health community (Berkman, Millar, Holmes, & Bonander, 1990).

Social work in HHC can be a valuable part of the HHC team,
improving patient outcomes and benefitting not only the patient but
also other health professionals. Social workers, who are trained to
view their patients from a systems perspective, assess their patients
as “person-in-environment.” They understand that the patient and
family are within a system that influences how they function. Thus
social workers can provide a wide range of services that are helpful
to both patients and the system that serves them.
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Although social workers perform various functions in HHC (Table
4.1), there are four primary ways in which a social worker can help
other members of the HHC team reach their patient outcome goals.
First, social workers can help reduce social and emotional problems
that may hinder the patients’ ability to follow treatment recommenda-
tions (Abel-Vacula, Nathans, Phillips, & Robbins, 2000). Social workers
can assist patients in developing better coping skills to help them
focus on the treatment of their illness. Second, it has been shown that
early intervention of social work services can reduce the length of
time a patient spends in HHC (Blanchard, Gill, & Williams, 1991).
Under PPS, positive outcomes combined with shorter length of stay
may be the ultimate goal for the patient and for all members of the
HHC team. Third, addressing the social and emotional needs can
support a patient’s ability to remain at home (Abel-Vacula et al., 2000).
Acute relapses that can result in rehospitalizations or institutional
admissions may be prevented if the patient is able to cope and focus
on his or her treatment. Fourth, social workers can help mediate be-
tween the patient and family and other health care professionals.
Often a patient receives multiple services but is unable to cope with

TABLE 4.1 Current Roles of Social Workers in Home Health Care

Indirect Patient
Activities

Direct Patient Activities Organizational/

Professional Activities

Education of other
professionals in home
health about the roles of
social work

Counseling patients and  Coordination of

family members: services:

¢ Short-term therapy s Referrals to other

* Placement of community services

patients after .

discharge
Crisis intervention

Education of patients
about services

Counseling about legal
rights

Placement of
patients after
discharge
Completing applications
for government benefits

Collaboration with other
health care professionals

Advocating for patients

Dealing with managed
care organizations
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managing the conflicts in personality and care that frequently occur
with multiple caregivers.

With proper and timely assessment of the older patient, social work
services can help the elderly person cope with and manage the limita-
tions associated with their chronic illness. For example, a major issue
for older patients receiving home health services following a hospital
discharge is in the understanding of, and compliance with, medication
needs (Gray, Mahoney, & Blough, 2001). Furthermore, home health
users are primarily older women who live alone and face psychosocial
problems related to isolation or lack of social support. Not only can
social work services help patients, but they can also help caregivers
of chronically ill elders, who may be especially vulnerable to caregiver
fatigue, anger, and depression, which leads to a complex problem of
caregiver burden (Pilisuk & Parks, 1988). Caregiver burden is a main
predictor of posthospital functioning of elderly adults. Elderly patients
with caregivers who have high levels of burden are more likely to be
rehospitalized than patients who have caregivers with less burden
(Marely, 1993). Both caregivers and older patients can therefore benefit
from social work services that provide psychosocial support, thereby
reducing caregiver burden and improving the caregivers’ ability to
care for their loved ones. Thus, social work services in HHC are vital
in helping reduce the vulnerability of elderly patients and family
caregivers, which can improve their health and well-being (Kerson &
Michelsen, 1995). By helping the patient or family communicate more
effectively, the care can be better coordinated, which may result in
better patient cooperation with the treatment plan.

PRIOR RESEARCH AND KNOWLEDGE BASE

The home care literature has been widely reviewed (Hedrick & Inui,
1986, Hughes, 1985; R. A. Kane & Kane, 1987; Salisbury et al., 1999;
Williams, Lyons, & Rowland, 1997), however, the body of research in
this area is broad and diffused. Typically, home health agencies, home-
care-aide organizations, and hospices are grouped together in data-
bases and are known as “home care organizations” (NAHC, 2001).
Benjamin, Fox, and Swan (1993) point out that much of the home care
literature does not distinguish between skilled and nonskilled services
in their analyses, which does not reflect the multifaceted and diverse
service needs of frail elders at home. Given the various types and
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financing of home care services, it is important to examine the specifics
in more detail in order to understand the effect of individual programs
on patient care.

Although HHC expenditures are the largest within home care, stud-
ies specifically examining “home health care” have been sparse (Benja-
min et al,, 1993; R. L. Kane, 1989; McAuley & Arling, 1984) and the
topics covered are broad (e.g., caregiver issues, home health aides,
case management, compliance with medication). Starting from the
mid-1990s, the policy changes in HHC increased the literature in this
area and studies began to focus more on service use and patient
outcomes (Chen, Kane, & Finch, 2000; R. L. Kane et al., 1998; Shaugh-
nessy, Crisler, & Schlenker, 1998; Shaughnessy, Schlenker, & Hittle,
1995).

Compared with the growth of the literature on HHC, studies focus-
ing on social services in HHC have been stagnant, mostly limited to
roles of social work, barriers to social work services, nurse and social
worker conflict, or ethical concerns of social work in home health care
(Berger, 1988; Egan & Kadushin, 1999; Fessler & Adams, 1985; Lee,
2002; Levande, Bowden, & Mollema, 1987; Vincent & Davis, 1987).
A small subset of studies has included social work services when
examining the effectiveness of interdisciplinary teams in HHC (Fes-
sler & Adams, 1985). However, new empirical research is limited on
psychosocial interventions and social work-related outcomes, even
with recent changes in the reimbursement policies in HHC. This may
reflect the heavy emphasis on medically oriented outcomes in HHC
and the relatively low status of social work and psychosocial outcomes.
Furthermore, the difficulty in developing meaningful social work-
related outcomes measurements in HHC also contributes to problems
in conducting empirically based social-work outcomes research.

CURRENT RESEARCH AND RESEARCH AGENDA

A study on social work and patient outcomes was conducted during
the year 2001, which was supported by the J. A. Hartford Foundation.
There were three major phases to this study: documenting social work
roles in HHC; study of social work and patient outcomes in HHC;
and a policy roundtable. In the following section, findings from these
three components will be briefly reported as an exemplar of a study
that shows the importance of the intersection between home health,
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aging, and social work practice that is influenced by a changing policy
environment—the implementation of PPS in HHC.

Phase 1: Documenting Social Work Roles in HHC

Focus groups with home health nurses and social workers were con-
ducted to document the current roles of social work in HHC and to
identify barriers related to social work practice in HHC (Lee, 2001).
Using Egan and Kadushin’s (1999) model, current social work roles
were categorized into three areas—direct, indirect, and organiza-
tional/professional activities. These activities are summarized in Table
4.1, with the identified roles consistent with the prior literature (Egan &
Kadushin, 1999). However, the findings of this study also identified
three types of barriers—informational, systems, and organizational
and interprofessional (Lee, 2002)—posing challenges to providing care
for both social workers and nurses.

Informational Barriers

The focus group revealed HHC nurses’ lack of understanding of social
work roles. Home health nurses and social workers have different
perceptions of the actual functions of social workers, leading to differ-
ences in identifying patients who need social work services. Both
groups agreed that social workers were needed to help patients with
dementia, those who had caregiver issues, and those who were victims
of abuse or neglect. The nurses, who are the case managers in HHC,
also identified patients with administrative issues (e.g., repeat patients)
as needing social work services, whereas social workers wanted refer-
rals of patients with depression, those who had financial needs, and
those who lived alone.

Systems Barriers

Two systems barriers were identified. First, Medicare takes a medical
model orientation to home health benefits, which makes the psychoso-
cial aspects of care a secondary service. This further creates “turf”
battles between the nurses and social workers, especially under PPS,
where it does not matter who provides the services as long as positive
patient outcomes are achieved under a set rate. Second, organization-
ally, the high percentage of per diem social workers creates communi-
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cation barriers in managing patient needs between the case
manager—the nurse—and the social worker.

Interprofessional Barriers

Due to the differences in their education and orientation, the ap-
proaches to patient treatment differ between social workers, who use
a psychosocial and patient empowerment model, and nurses, who use
a medical treatment model. This can create interprofessional conflicts
when developing a coherent treatment plan for patients.

Phase 2: Social Work Outcomes Study

Based on the findings from phase 1, this exploratory study examined
the relationship between social work and patient outcomes using dia-
betes as an exemplar. Because diabetes can strain elders’ biopsychoso-
cial functioning, social workers can make a difference in helping them
cope with their illness (DeCoster, 2001). In addition, social workers
can help diabetic patients by identifying and helping with psychosocial
factors that affect outcomes (Auslander, Bubb, Rogge, & Santiago,
1993). Two questions were explored. First, does the sociodemographic
profile of diabetic elderly patients who are receiving social work ser-
vices in HHC differ from diabetic elderly patients who did not receive
social work services? Second, is there a relationship between social
work services and patient outcomes in HHC?

The study used elders with diabetes (50 and older) who received
no social work services as the control group (1 = 100) and elders
with diabetes who received social work services while in HHC as the
comparison group (n = 32). These patients were interviewed 30 days
postdischarge from HHC. Although differences existed in the profiles
of elders who received social work services and those who did not,
there were no statistically significant differences between the two
groups in age or in perceptions of unmet needs. However, interesting
differences were found in the number of patients who were rehospital-
ized or used the emergency room. Although not statistically signifi-

cant, about 14% of patients who did not receive social work services
had rehospitalizations or emergency room visits, compared to less
than 7% of patients who received social work services. These data
indicate that there may be some relationship between social work
services and these patient outcomes. The small number of patients in
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the sample who received social work services may contribute to this
lack of significant difference found between the two groups. Further
study needs to be conducted to see whether social work visitation is
indeed a significant factor that contributes to better patient outcomes.

Phase 3: Policy Roundtable

A policy advocacy roundtable discussion on the “Impact of Prospec-
tive Payment System (PPS) on Social Work Services in Home Health
Care” was held in April 2001 at Fordham University to learn about
PPS and its impact on social work services as well as to set an agenda
that can influence policy changes. Three major challenges for social
work were identified. First, under PPS, it is critical that social workers
demonstrate that their efficiency and effectiveness in improving pa-
tient outcomes contributes to the revenue of an agency. Second, it is
critical to improve communications with other health care profession-
als in HHC (Lee, 2002). Because social work relies on referrals from
other health care professionals within HHC, social work needs to view
not only the patients as their consumers and stakeholders, but also
the nurses, physical therapists, and speech therapists. Third, social
work must advocate to become an equal member of the interdisciplin-
ary HHC team. In both hospital and primary care settings, social
workers have been incorporated into interdisciplinary teams and have
been shown to improve patient outcomes (Sommers, Marton, Barbac-
cia, & Randolph, 2000). However, in HHC, social work still struggles
to be accepted by other health care professionals despite the contribu-
tion of social workers to patient care (Baer, Blackmore, Foster, Rose, &
Trafon, 1984).

Nine action steps were developed from this roundtable to advocate
policy changes and address the various issues related to social work
and the implementation of PPS (Lee & Rock, 2001). The steps are
as follows:

1. An integrated health care system with seamless transition be-
tween acute care and long-term care should be created.

2. Caregiver/natural-helping-network education and support
should be integrated into the HHC PPS case-mix methodology.

3. Independent case findings should be established for social work
services, in place of the current system that depends on nurses and
physicians for referrals.



SOCIAL WORK SERVICES AND HOME HEALTH CARE 83

4. An HCFA (Medicare, Medicaid, and State Children’s Health
Insurance Program Agency) waiver program should be established,
allowing for demonstrations of alternative case-mix models. Social
care models and models incorporating caregivers should be demon-
strated and researched.

5. In order to deal with the opportunities endemic to PPS and
capitation for stinting on or rationing care, it is proposed that a system-
atic mechanism be created to safeguard against such practices, includ-
ing comprehensive quality-assurance programs. Mechanisms such as
“trip wires,” which immediately detect a potential problem and notify
administrators for change, should be established for additional case
reimbursement when the cost of care of complex cases exceeds the
PPS case mix. Mechanisms must also be established to counter the
potential for abuse of such trip wires.

6. Social work roles should be clearly defined in HHC and under-
stood by other health care professionals.

7. Development of true interdisciplinary HHC teams (which in-
clude social work) will be the key to successful patient care under PPS.

8. [Evidence-based research on the effectiveness of social work
services must be conducted for the survival of social work in HHC.

9. Screening instruments for social work services should be devel-
oped for use in HHC to ensure that all patients will receive timely
social work services.

FURTHER RESEARCH NEEDS

Research on social work services in HHC is still in its infancy. How-
ever, there are four major areas in which social work can focus its
research to support its services under the new PPS environment.

1. Conduct evidence-based research on patient outcomes related to social
work services in HHC: Given the current reimbursement environment
in health care, advocacy for changes to include social work services
can only begin with the social work profession’s ability to demonstrate
its capacity to improve patient outcomes in HHC.

2. Validate the importance of including caregiver supports in the HHC
PPS case-mix methodology: Similar to what had happened with diagnos-
tic related groups (DRGs), there is concern that PPS is based on a
biomedical view of health care and ignores or limits social and psy-
chosocial factors. Systematic attention to these factors has been demon-
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strated to be value-added to both cost containment and quality. Large-
scale waivers may be the way to test out different models for PPS
that include caregiver supports.

3. Develop social work screening to help other professionals in HHC
identify high-risk patients: To address the psychosoc;ai needs of home
health patients appropriately, effective screening is the key to de-
termining which patients need social work intervention. As nurses
continue as the case managers under PPS, it is critical to provide easy-
to-use tools to help nurses identify patients in need of social work
services. Early identification and intervention will be critical to address
the patients” psychosocial needs while they receive medical care, as
well as to plan for their discharge.

4. Conduct cost-effectiveness studies related to social work services in
HHC: It is critical to demonstrate social work’s effectiveness on the
traditional cost-based outcomes, such as length of stay, hospitalization,
and readmission, as agencies are looking toward all professionals in
home health to show their cost-effectiveness and efficiency related to
positive patient outcomes.

POLICY IMPLICATIONS

On October 1, 2000, a change in the reimbursement system for HHC
was implemented to curb the rising cost of Medicare HHC and to
improve patient outcomes (St. Pierre & Dombi, 2000). Similar to what
had happened to Medicare’s hospital reimbursement system, home
health agencies (HHA) now have to provide adequate and appropriate
care under a set rate for each patient. This major change can pose
both an opportunity and a threat to social work and to the older
patients receiving HHC.

The new reimbursement system links patient outcomes to reim-
bursement. The reimbursement system has changed from a cost-based
system to PPS. PPS sets a rate for each type of patient before services
are provided. The payment calculation for HHC patients is based on
a 60-day episode and then case-mix adjusted. The purpose of using
a case-mix adjustor is to recognize the differences in costs of caring
for various types of patients and to control for the difference in types of
caseload for each HHA. Case mix was created using OASIS (Outcomes
Assessment Information Set) data collected by the HHAs and is based
on clinical, functional, and service utilization dimensions (Goldberg &
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Delargy, 2000). Using these dimensions, a patient can be assigned to
1 of 80 possible groups. The payment is also adjusted for geographic
differences by applying a wage index. Although payment for each
patient is adjusted for various patient characteristics, a special outlier
provision exists to ensure appropriate payment for those beneficiaries
who have the most expensive care needs. It is hoped that by adjusting
for payment to reflect the HHA's cost in caring for each beneficiary,
including the sickest, all beneficiaries will be ensured access to the
HHC services for which they are eligible. This case-mix system works
for the patient, HHA, and Medicare. PPS provides higher payments
for high-need patients, which may make accepting these patients more
attractive to HHAs. Also, with various payment groups, PPS reduces
the average difference between set payment and actual cost, which is
good for Medicare and HHAs (Goldberg & Delargy, 2000). There are
six main features to HHC PPS:

Payment is for a 60-day episode.

It is case-mix adjusted.

It provides outlier payments.

Adjustment is made for beneficiaries who only require a few

visits during a 60-day episode.

» Adjustments are made for beneficiaries who experience a signifi-
cant change in their condition.

¢ Adjustments are made for beneficiaries who change HHAs.

* » o @

PPS and Social Work

PPS poses both opportunities and threats to social work services.
Medicare requires that every HHA make social work services available
to patients (HCFA, 1992). However, under the previous cost-based
system, there was no requirement that social workers see patients or
participate in the planning of their care (Dhooper, 1997). Furthermore,
the home health nurse, usually the case manager, determines the need
for and referral to social work services. Because reimbursement is no
longer based on the type of professional visit and it rewards care
that promotes positive patient outcomes, social work can be more
aggressive in its offerings to address the psychosocial needs of the
patient. To capture this opportunity, social work must demonstrate a
relationship between positive outcomes and social work services. So-
cial work needs to document efficiency and effectiveness and correlate
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them to agency revenues. In addition, PPS provides an opportunity
for social work services to be truly integrated in the HHC system
rather than just being a secondary service. As agencies try to find an
optimal mix of services for each patient that yields positive outcomes,
agencies may be more open to social work’s becoming a part of the
core services HHC offers. However, if social work cannot capture this
opportunity, PPS may be a threat. Given the current outcomes-focused
health-care policy environment, any service that cannot document its
effectiveness to patient care will be pushed aside.

As PPS is being implemented, policies that deal with rationing of
care must be in place. Similar to what happened with inpatient care
when the DRGs were introduced in the early 1980s, there is a clear
danger of rationing of care for the most vulnerable (often the most
expensive) patient population. Although it is clear that cost contain-
ment is necessary, it must take place in the context of building on
comprehensive policy provision and a seamless, continuous delivery
system, with the protection to ensure the highest quality of care.
Therefore, quality assurance programs must accompany all HHC pro-
grams under PPS.

Furthermore, social workers must advocate for a biopsychosocial
approach to HHC under Medicare. In order to fully incorporate this
aspect of care, policy makers need to understand clearly and integrate
into Medicare policy that HHC for patients should not be limited to
medical considerations, but that Medicare fully recognizes the impor-
tance of addressing the psychosocial needs of the patient. Without
this understanding, patients may not receive needed services.

INTEGRATING KNOWLEDGE
INTO THE CURRICULUM

The current situation in HHC provides a lens for considering ways
to enhance the gerontological base in social work education. Social
work experience in HHC provides an avenue for increasing geronto-
logical content in the social work curriculum through a focus on health
care. There are many avenues for addressing evidence-based knowl-
edge priorities through courses in both the foundation and in the
advanced curricula. The following suggestions are the most apparent,
but certainly not the only, choices:

e Policy courses provide a good context to introduce material about
the role of social work services in controlling or reducing costs
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of care, as well as an understanding of ways to effectively convey
this information to the larger health care community. Changes
in HHC are a significant example to use in a primary course.

e Practice courses are the choice for material on HHC assessment
and treatment of psychological factors and social factors that
affect, or are affected by, physical health or illness. In addition,
practice courses should integrate material on assessing caregivers’
capacities and needs and enhancement of their ability to sus-
tain caregiving.

e Research courses are a good forum for examining HHC interven-
tions that have been shown effective in enhancing psychological
and social functioning or ameliorating the negative effects of
impairment.

¢ Practice, research, and human behavior and the social environ-
ment courses all provide good forums for understanding the
contributions of social workers to HHC interdisciplinary teams
and factors that support effective teamwork.

One of the most effective ways to introduce and examine this mate-
rial is by using case studies. Cases can be introduced through material
that is developed prior to class by the faculty, or they can emerge
from students” own field experiences. The most effective cases may
be those with an intergenerational focus because the material will feel
relevant to students and faculty who do not have expertise or even
an interest in aging. Intergenerational cases demonstrate the integra-
tion of aging issues into the larger contexts of families and communi-
ties, which helps counteract a tendency to marginalize aging issues.

Cases can be used in individual classes or on a school-wide basis.
For example, Fordham University’s Graduate School of Social Service
holds an annual case-study event that brings together all foundation
students around the use of a single case (Cohen, Koch, & DiDonna,
2002). During the class day, the case is used in both a large gathering
of all students and in individual courses. The overall purpose of the
case study event is to demonstrate the integration of all courses in
the foundation curriculum. The case-study-event model can provide
an effective avenue for introducing additional gerontological content
into the social work curriculum.

CONCLUSION

Social work service is an essential component in HHC. This is espe-
cially true for older patients who are facing chronic illnesses and may
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have many psychological and social needs. However, social workers
need to be acutely aware of the changes they will encounter in the
new health-policy environment, where producing positive outcomes
is the ultimate goal. For home health social workers, this change may
present opportunities to be better integrated into the service delivery
system. Conversely, this opportunity can only be capitalized on by
demonstrating social work’s value in contributing to positive patient
outcomes. Research on the effectiveness of social work in HHC is
currently limited. Much more research is needed to demonstrate social
work’s effectiveness with older patients in HHC by capturing accu-
rately, and meaningfully tapping into, the relevant dimensions of
social work outcomes. As with any area in health care, social work
services in HHC will be in jeopardy without active outcomes research.

These difficult realities also come at a time when social work stu-
dents are not being prepared adequately to serve older clients. This
is especially true in health care settings where social workers may not
directly work in a setting that serves only elderly patients but fre-
quently encounters older patients as their clients. As the baby boomers
enter older adulthood, the future of social work’s ability to provide
much-needed services rests on how well social workers will be edu-
cated, By first acknowledging the enormous population shift that is
currently taking place and infusing gerontological knowledge into all
aspects of the social work curriculum is an essential step in helping
older adults and their families maneuver through the current health-
care maze in the United States.

To bring about these vital changes, social workers need to tap
into their heritage and be more involved in social action. With the
implementation of PPS, partnerships with various organizations—
such as community and health care organizations, the National Associ-
ation of Social Workers, the Council on Social Work Education, and
the American Network of Home Health Social Workers—are essential
to creating the strong alliances needed to advocate for social work
services in HHC.
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Chapter 5

GERONTOLOGICAL SOCIAL WORK
AND CASE MANAGEMENT

Matthias J. Naleppa

As the elderly population increases within the overall population,
there will be an increasing number of persons who have chronic health
conditions related to age. This will be compounded as the baby boom
generation enters this life stage. Currently, more than 40% of those
who suffer from chronic conditions have more than one such condition
(Institute of Medicine, 2001), and some form of assistance with every-
day activities is required by about one third of persons older than age
75 and half of those older than 85 (U.S. Bureau of the Census, 2000).
This poses a considerable challenge to the health care and service
delivery system, as elderly persons and their caregivers frequently
require help in negotiating complex and fragmented service delivery
systems (Applebaum & Austin, 1990; Austin, 1993; Quinn, 1995). Case
management is an approach that was developed in response to the
need to assist people in accessing and coordinating services.

SIGNIFICANCE TO GERONTOLOGY, HEALTH CARE,
AND PROFESSIONALS

Many services for older adults are part of a continuum of care, a
concept that has been developed as a result of provisions in the Older
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Americans Act of 1965 (Wacker, Roberto, & Piper, 1997). The contin-
uum of care consists of a graded continuum of services, including
social, financial, medical, mental health, and personal care. It grew
out of efforts to control growing health care costs in the 1980s as part
of a shift from fee-for-service to prospective payment systems (Pu,
2001). Typically, the term continuum of care is used to describe the
range of types of services as well as the mechanisms to integrate them.
The goal of the continuum of care is to match a person’s individual
needs with the appropriate level of care and services. Community-
based in-home services, which typically focus on assisting with activi-
ties of daily living, are at one end of the spectrum. At the other end
are acute care hospitals and long-term-care facilities. Some of the more
common services in the continuum of care are senior centers, legal
services, nutritional services, nonmedical home care, skilled home-
health care, respite care, adult day care, assisted living, hospitals,
nursing homes, and hospice care. This wide range of service in the
continuum of care can result in difficulties for elderly clients and
caregivers in finding and accessing appropriate resources. Case man-
agement is embedded in this system of services.

A trademark of case management is interdisciplinary or multidisci-
plinary practice. Case management teams can include social workers,
nurses, physicians, and other therapeutic staff collaborating on a case
(Austin, 2001). There are many models of interdisciplinary and multi-
disciplinary case management. Although findings on the effectiveness
of case management teams are inconclusive (Schofield & Amodeo,
1999), teams are typically valued by their members (McClaran, Lam,
Snell, & Franco, 1998). After social workers, nurses are the most com-
mon professional group in case management.

Social work plays an important role in the continuum of care. In
addition to being one of the primary professional reference groups
for case management, social workers assume numerous roles, ranging
from clinical therapist in the community to hospital social worker
and discharge planner to nursing home administrator. Clinical case
management has been identified as a hallmark of gerontological social
work practice (Morrow-Howell, 1992). Many clinical social workers
who practice with elderly clients assume some case management func-
tions, including conducting assessments, helping clients access and
link to services, monitoring service delivery, and providing important
counseling functions. A growing number of social workers now spe-
cialize as private geriatric case managers.
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Background

Although many of its concepts date back to the beginnings of social
work, case management became popular in gerontological social work
in the early 1970s. Previously, institutionally based health care services
were the primary services for which costs were reimbursed. Conse-
quently, many community programs such as home health care and
outpatient mental-health services did not receive adequate funding
and attention (Quinn, 1993). Escalating medical costs and sophisticated
technologies that could be delivered on an outpatient basis led to a
reexamination of the focus of service delivery and a consideration of
new ways of financing, coordination, and providing care. In 1975, the
Social Security Act and the Older Americans Act led to increased
funding for home and community-based services, a trend that contin-
ued throughout the 1980s (Quinn, 1993). The Omnibus Reconciliation
Act of 1981 included a mechanism for waiver programs that enabled
states to incorporate health care, personal care, and case management
expenditures in one funding source (Quinn, 1993). The ensuing waiver
demonstration projects evaluated various innovative approaches to
integrating and coordinating services, systems of case management
and care coordination, financing schemes, and service eligibility crite-
ria. The more prominent demonstration projects included On Lok
(California), Nursing Homes Without Walls (New York), ACCESS
(New York), Triage (Connecticut), and the Multiservice Senior Project
(California). Some of these programs are still in existence, including
some of the channeling demonstrations (see below) and On Lok, which
continues as PACE replication projects in several states (Branch, Cou-
lam, & Zimmerman, 1995; Rich, 1999).

In 1980, the federal government, concurrently with the state Medic-
aid waivers, initiated the National Long-Term Channeling Demonstra-
tions at 10 sites across the country. At the center of these projects were
two approaches for channeling services to elderly persons who are at
risk for entering a nursing home. In the financial channeling model,
case managers worked with pooled funding, which included money
from Medicaid, Medicare, Title III of the Older Americans Act, and
Title XX of the Social Service Block Grant (Applebaum & Austin, 1990).
Case managers could purchase an extensive range of services for their
clients with these funds. They were allowed to expend up to 85% of
the comparable nursing home costs per client, as long as they stayed
within 60% of those costs for the total caseload served by the program
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(Applebaum & Austin, 1990). Except for services funded through
waiver funds, case managers had the authority to authorize services.
The second approach, basic channeling, used a broker model, in which
case managers primarily accessed and coordinated services already
existing in the community. In addition, they had access to some Social
Service Block Grant and Title [II funding (Quinn, 1993), as well as funds
to establish services to fill existing gaps (Applebaum & Austin, 1990).

In 1984, the Deficit Reduction Act made possible the Social/Health
Maintenance Organizations (5/HMOs) (Applebaum & Austin, 1990).
Similar to an HMO, the S/HMO unites services and providers under
the same auspices, but adds chronic care and case management to the
service mix (Quinn, 1993). In the 1990s, the Health Care Financing
Administration implemented the Medicare Alzheimer’s Disease Dem-
onstrations to apply some of the findings from other demonstration
projects to case management with cognitively impaired clients (Arns-
berger, Fox, & Xiulan, 1999).

Since its inception in 1978 as one of the early demonstration projects,
On Lok and its successor PACE have moved through several stages
of development. Interdisciplinary team members function as case man-
agers, administering intake, assessing, monitoring, and directly pro-
viding some of the services (Rich, 1999). The program provides all
medical, health-related, and social services in one consolidated pro-
vider system. Sources of funding are Medicare, Medicaid, private
insurers, and individual copayments (Branch et al., 1995).

S/HMOs function on a prepaid, capitated payment system, fi-
nanced through Medicaid, Medicare, and enrollee fees. Contrary to
many demonstration projects, S/HMOs include acute care and long-
term care in their program. They also differ in terms of participants,
because members of SHM/Os include elderly clients with all different
levels of functioning. Services offered include all regular HMO ser-
vices, as well as expanded community care and nursing care services.

Consumer-directed case management programs have recently re-
ceived significant attention. Although most programs still focus on
younger Medicaid-eligible persons with disabilities, efforts have been
undertaken to extend consumer-directed care to older adults. Con-
sumer-directed programs focus primarily on social and supportive
services such as homemaker and personal assistance, rather than
highly skilled services (Benjamin & Matthias, 2001). Using this ap-
proach, the client recruits, selects, hires, supervises, and fires providers
of services. Research from the Cash and Counseling Demonstration
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and Evaluation, a consumer-directed program initiative, indicates that
at least one third of older adults would be interested in such models
of accessing and coordinating services (Mahoney et al., 1998).

A case management model based on the strengths perspective has
been presented by Tice and Perkins (1998). Thls model follows the
regular case management structure (intake, assessment, case planning,
etc.), but rather than focusing on client problems, it emphasizes client
strengths and the uniqueness of their situations. The partnership be-
tween client and case manager is collaborative in nature and includes
client needs and wants as the treatment focus.

Several implementation projects made an effort to integrate case
management into physicians” practices (Netting & Williams, 1999a).
These projects employed teams that consisted of nurse and social
worker case managers who partnered with physicians in conducting
in-home assessments, linkage, and coordination of services. The “phy-
sician ownership” was found to be a critical factor for success (Anker-
Unnever, 1999). In another noteworthy project, family members were
trained as case managers. This study found that training increased the
amount of caregiving tasks that family members undertook, compared
with those families that received only the regular caregiving supports
(Seltzer, Litchfield, Kapust, & Mayer, 1992; Seltzer, Litchfield, Lowy, &
Levin, 1989).

GERIATRIC TASK-CENTERED
CASE MANAGEMENT

In this section, a detailed discussion of the processes involved in
geriatric task-centered case management is given. The geriatric task-
centered case management model is a synthesis of three practice con-
cepts: (a) empirically based case-management core functions (Roth-
man, 1991); (b) task-centered practice (Reid, 1978, 1992); and (¢)
modular treatment (Dupree, 1994). Ample research supports the effec-
tiveness of task-centered practice (Reid, 1997). Before inclusion in the
newly developed model, it was successfully applied to geriatric social
work practice (Dierking, Brown, & Fortune, 1980; Fortune & Rathbone-
McCuan, 1981; Scharlach, 1985). Geriatric task-centered case manage-
ment consists of a core intervention model (initial, middle, and termi-
nation phases), parallel functions, and practice guidelines (see
Figure 5.1).
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FIGURE 5.1 The task-centered case management model.
Source: Naleppa and Reid, 2000, p. 6.
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Initial Phase: Access, Intake, and Assessment

Outreach to potential clients occurs through various channels, includ-
ing networking with other providers, marketing, and active collabora-
tion with physicians and primary care providers. When clients come
to the attention of the case management program—through a provider
or a self-referral—an intake interview to assess the appropriateness
for the case management program is conducted. A determination is
made as to whether the client may be participating in another case
management program already or whether he or she may be better
suited for a different service provider. If a client is deemed appropriate,
an assessment interview is scheduled. The assessment visit begins
with an explanation of the general procedures and a time frame for
the intervention. In order for clients to participate actively, they need
to know what the treatment process will involve. Thus, the purpose
of intervention is explained and an overview of the steps that the
practitioner and client will undertake is provided. The respective roles
of all involved are clarified, and the active client role in making and
implementing care decisions is emphasized. Task-centered case man-
agement uses time limits in a slightly different way than task-centered
practice. Rather than contracting for a specific number of sessions, as
is common in the clinical practice utilization of the model, the time-
delimited nature of client problems in geriatric case management often
does not call for efforts to control the length of service. Thus, an
estimate of the overall length of the case management process, as well
as time frames for addressing needs, are provided at the onset of
treatment. These time frames may range from a few days to a few
months, depending on the type of problem or need that is being
addressed.

The initial assessment includes the client-centered problem assess-
ment process of the task-centered practice model and standardized
multidimensional assessment instruments. Case management pro-
grams often utilize comprehensive multidimensional assessments, and
some programs and jurisdictions mandate specific multidimensional
tools like Uniform Assessment Instruments (UAI) and the Minimum
Data Set (MDS). As in regular task-centered practice, geriatric task-
centered case management places much weight on client-defined prob-
lems and goals. Autonomy and active involvement in client decision-
making and implementation of care-related actions are always at the
forefront of the case manager’s planning. The focus of task-centered
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case management is on client-acknowledged problems (Naleppa &
Reid, 2000). Thus, in addition to completing a standardized assess-
ment, the practitioner requests that the client describe the presenting
problems in general terms and in his or her own words.

Middle Phase: Task-Centered Case Planning

Case planning begins with a detailed exploration of the identified
target problems. Although some information about the client’s prob-
lems and needs has been collected at this time, more comprehensive
knowledge is needed for treatment planning, for example, factual
description and frequency of typical occurrences, duration of the prob-
lem, the seriousness or severity of the problem, previous client prob-
lem-solving attempts, and context of the problem. At the end of this
process, the client is asked for explicit acknowledgement of his or her
problems and an agreement that he or she will become the focus of
their collaborative work. Next, all client problems are prioritized, that
is, the client is asked to list the sequence in which they should be
addressed. The case manager guides this process and contributes infor-
mation that may help in developing the priorities. If required, the case
manager should also express concerns about the way priorities are
set. In general, however, client choices for setting priorities should be
respected. Finally, all identified problems and needs are included in
the initial case plan. The case plan should include information on the
time frame in which they will be addressed and the short-term and
long-term goals.

Developing Tasks

The client and case manager begin to develop tasks to address the
problems. Task alternatives are generated through brainstorming by
the client and case manager. This process focuses on identifying actions
that could change the problem or need. Once task alternatives are
developed, potential obstacles to their implementation are reviewed.
Obstacles can be defined as whatever prevents clients from solving
their problems (Reid, 1992). Together, the case manager and client
think through any eventuality that could hinder task implementation.
After devising plans to deal with such contingencies, an agreement
is made on one or more tasks. Clients should be willing to implement
tasks or agree that another person will carry them out on their behalf.
At the end of this process of generating, selecting, and agreeing on
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them, tasks are operationalized—a statement is developed that in-
cludes a description of who will do what, how, and by when. Common
case-management tasks focus on care planning, home and personal
safety, caregiving, respite, living and care arrangements, health, and
mental health. It should be noted that occasionally situations exist in
which the task-centered structure is not followed, for example when
working on issues of loss and grief.

Task-Centered Implementation

Case management tasks are implemented during or between sessions.
Clients should take on at least some tasks, but caregivers or case
managers may assume tasks on their behalf, if clients are not able to
do so or clearly express that they want help. Client or collaborative
task-performance is preferable to tasks completed by the case manager.
The more frail a client, the more tasks will have to be assumed by
caregivers and case managers. Practice experience and data from a
field test indicate that case manager tasks led to only slightly higher
levels of completion than shared or client tasks, whereas caregiver
tasks received the lowest completion ratings (Naleppa, 1996).

Monitoring

Monitoring occurs through an ongoing review of task achievements
and problem changes at the beginning of each client contact. The client
and case manager review the tasks that were implemented and rate
their completion. This review may call for further action. In such cases,
any encountered obstacles are reviewed and another task is planned
that takes this new information into account. Concurrently, changes
in the client’s problems are evaluated.

Reassessment

In addition to ongoing monitoring, a formal reassessment is regularly
conducted. This reassessment includes an evaluation of all problems
and needs, as well as whether any changes in their status and sever-
ity occurred.

Termination Phase

Task-centered case management is the bridge between the short-term
requirements for direct interventions and the long-term case manage-
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ment relationship. Consequently, termination differs slightly from reg-
ular task-centered practice. Time limits (or time frames) concentrate
on the current service episodes. Once that episode is completed, an
assessment is made as to whether any other needs exist that require
immediate attention. If not, the case management affiliation either
becomes dormant or is terminated. In the first scenario, the case man-
ager indicates the continued availability and that services can be
started whenever new needs arise. A complete termination occurs
when the client moves to a service provider that does not require case
management (e.g., skilled nursing facility) or if the client dies.

Parallel Functions

Paralle] functions cover those activities that a case manager carries
out on behalf of a client but, differing from the core intervention
model, may not ask for the client’s explicit agreement. Such activities
may be client-oriented or agency-oriented. Parallel intervention func-
tions in this practice model include resource indexing, interagency
coordination, class advocacy, and outcome evaluation. The last of
these parallel functions, outcome evaluation, is increasingly important.
Measuring changes in problem status and task completion is a routine
accountability activity and is integrated into regular practice. Changes
in problem status do not always take place at the same time that tasks
are completed. Tracking provides a measure of the process of case
management as well as the outcomes. For example, while a significant
amount of task work may have been completed toward moving into
an assisted living facility, the actual placement (change in problem
status) may not occur until a few weeks later due to a lack of open
apartments.

Practice Guidelines

The purpose of practice guidelines has recently received attention in
the gerontological and social work research community (e.g., Dupree,
1994; Howard & Jenson, 1999; Reid, 2000). Practice guidelines are
typically a described set of practice procedures that practitioners un-
dertake to address a client problem or need. They are “based on
research findings and the consensus of experienced clinicians” (How-
ard & Jenson, 1999, p. 285). Practice guidelines assist social workers
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in day-to-day practice by reducing clinical uncertainty and supporting
scientifically based decision making (Howard & Jenson, 1999).

One type of practice guideline that is developed for specific problem
situations is the task planner. The development of these task planners
is based on a systematic review of the research and practice literature,
as well as practice evidence (Reid, 2000). Thus, they follow the call
by Howard and Jenson (1999) that practice guidelines should be based
on empirical evidence, practice experience, and social work values. The
task-planning practice guidelines are descriptive in nature, describing
task alternatives that have been shown to work for addressing specific
problems or needs.

Each task planner comprises a description of the problem or need,
references to relevant literature and research, and a menu of possible
actions that can be completed to resolve the problem (Reid, 2000).
They also describe how a practitioner can facilitate these problem-
solving actions. Because each case and situation differs, they need to
be modified to reflect the client’s reality. To date, more than 50 task
planners have been developed for geriatric case management, focusing
on resources and care planning, home and personal safety, living and
care arrangements, caregiving, respite, health and mental health, and
end-of-life decision making (Naleppa & Reid, in press). Case manage-
ment lends itself to practice guidelines, as it addresses a wide range
of problems and needs through a multitude of differential interven-
tions. The case manager uses a variety of skills and techniques to
address the need for linkage and brokering, education, clinical inter-
vention, and so on. Task planners can help in developing tasks that
fit the individual case, thus assisting the planning and decision-mak-
Ing process.

PRIOR RESEARCH AND KNOWLEDGE BASE

Research on the previously discussed demonstration projects focused
primarily on evaluating and improving systems-level aspects of ac-
cessing, financing, and coordinating care. Recent studies and publica-
tions have increasingly emphasized research on direct practice issues
(e.g., Geron & Chassler, 1994; Hennessy, 1993; Netting & Williams,
1999b; Raiff & Shore, 1993; Soares & Rose, 1994; Vourlekis & Greene,
1992). Several studies have looked at new ways of collaborating on
the delivery of case management interventions. Examples are the train-
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ing of family members as case managers (Seltzer et al., 1989) and
the interdisciplinary collaboration between physicians, social workers,
and nurses (Netting & Williams, 1999a, 1999b). However, despite the
knowledge gained through these projects, a need continues to exist
for empirically tested clinical-practice strategies for case management
with older adults and their caregivers. Available research has focused
on case management core functions, time limits, and consumer-
directed care.

Core Functions

Although a range of structural models for case management exists,
there is agreement on the core functions that any model should ad-
dress. At a minimum, case management core functions include screen-
ing, assessment, planning, linking, monitoring, advocacy, and
evaluation (Austin & McClelland, 1996, Moxley, 1989; Rubin, 1987;
Weil, 1985). Rothman (1991) presents an empirically developed set of
case-management core functions that integrates a client and systems
perspective through a primary intervention model and several parallel
practice functions. The geriatric task-centered case management
model, presented earlier in this chapter, includes this dual focus on
client and systems-level practice considerations (Naleppa & Reid,
2000).

Time Limits

Ample research has demonstrated that outcomes for short-term time-
limited case management interventions are usually as effective as long-
term interventions (Bloom, 2000; Koss & Shiang, 1994; Reid & Shyne,
1969). Time limits help to mobilize and motivate clients and prac-
titioners alike. Thus, they lead to a more effective use of time. More-
over, client motivation has a positive impact on reaching treatment
goals.

The pace and brevity of interventions with elderly clients deserve
special attention. Although case management usually takes place over
long periods of time, a case manager is likely to intervene during an
acute crisis when there is limited time to intervene and a need for
quick action. Although short-term treatment models and the long-
term goals of case management might seem to be conflicting, time-
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limited interventions can be successfully integrated within case man-
agement (Naleppa & Reid, 1998, 2000). New problems and needs can
be conceptualized as recurring service episodes (Naleppa & Reid, in
press). Problems that are identified for help in case management are
often specific and their course delimited, thus they may be dealt with
in short-term treatment.

Consumer-Directed Care

Systems-level considerations have long been at the forefront of the
development and evaluation of new ways of delivering case manage-
ment services. Demonstration projects have looked at issues such as
cost containment, gatekeeping, and increasing efficiency. At times,
these efforts overlooked the quality of life and the wishes of the elderly
clients on whose behalf case management occurs. Active client involve-
ment has recently received increased attention. Consumer-directed
personal assistance programs are a way to enhance the involvement
of clients (National Institute of Consumer Directed Long-Term Care
Services, 1996).

Consumer direction is a philosophy and orientation to the delivery of home
and community-based service whereby informed consumers make choices
about the services they receive. ... Consumer direction ranges from the
individual independently making all decisions and managing services di-
rectly, to an individual using a representative to manage needed services.

p-4

Consumer direction may seem most challenging in those service
delivery arrangements that focus primarily on cost containment, such
as managed care organizations (MCOs). Evaluating a national sample
of MCOs, Meiners and associates determined that significant varia-
tions exist in the amount of client participation and consumer direction
in making decisions (Meiners, Mahoney, Shoop, & Squillace, 2002).
Their study also found that consumer direction and managed care are
compatible and can be integrated. Another study evaluated whether
the age of clients had an impact on service outcomes (Benjamin &
Matthias, 2001). It found that younger clients were more favorable
toward consumer direction. However, service outcomes were found
to be similar among both younger and older clients. Although research
on the effectiveness of consumer-directed care is still limited, several
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state and federal agencies are planning the implementation of demon-
stration projects (Benjamin & Matthias, 2001).

CURRENT RESEARCH

The geriatric task-centered case management model has been devel-
oped following the intervention research paradigm set forth by
Thomas and Rothman (Rothman & Thomas, 1994; Thomas, 1984). The
goal of model development and intervention research is to generate
concrete strategies for practice utilization. Intervention research is
presented as typically going through a sequence of six stages: problem
analysis and project planning; information gathering and synthesis;
design; early development and pilot testing; evaluation and advanced
development; and dissemination (Rothman & Thomas, 1994). To date,
the model has been taken through the first four stages. A systematic
review has been completed of research and practice literature as well
as existing programs that address community-based practice with
older adults. An initial practice model has been designed and tested
in an exploratory field trial (Naleppa, 1996; Naleppa & Reid, 1998).
Revisions have been made to the practice model to address the findings
from the field trial. Two projects have looked at the adaptability of
the model to German and Korean social work practice (Huh, 1998;
Naleppa, 1999). An ongoing project is implementing another field test
of the model with an older adult client population (Naleppa, 2002).

Continued development and revisions of the practice guidelines
are integrated into the current practice model. Tasks carried out by
clients and case managers are recorded as part of the regular practice
activities. These records of task completion are reviewed on a regular
basis. If a task planner already exists, it is updated with any additional
new information from these task records. Updates also include a re-
view of the literature for recent developments relating to the treatment
module. Tasks that were not successfully completed are not added,
but the existing task planners are reviewed to assess whether they
need to be changed in light of the new information. Successful tasks
that are not yet covered by a task planner are the basis for new
practice guidelines, which are developed in the same way as was
described previously.

During the most recent geriatric task-centered case management
project, the task planners were also redesigned to fit a Web-based
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format, in which they were cross-linked to related treatment modules
as well as to a Website with contact information for continuum of
care programs. When logging off a Web-based task planner, users are
asked to provide feedback on several aspects and, after implementing
tasks with their clients in the field, are requested to provide any
additional useful information for the task planner. This information
is used in the ongoing improvement of the structure and content of
the task planners.

FURTHER RESEARCH NEEDS

Case management has become a widely utilized approach for negotiat-
ing and coordinating services for elderly clients and their families. A
review of the literature and research indicates that most attention
has been given to systems-level aspects, such as funding, targeting,
gatekeeping, and system coordination. Less consideration has been
placed on the practice of case management and the skills that case
managers utilize. Although general agreement exists as to the core
functions of case management models, the structure of the delivery
systems into which these core functions are embedded varies signifi-
cantly across specific client populations, regions, and types of
problems.

Because of changing policies and service delivery systems a contin-
ued focus on the improvement of case management delivery systems
is required. Many managed care providers include case management
as part of service delivery and care coordination. As new ways of
financing and managing care continue to be implemented, it is critical
to ensure that case management practice is provided by qualified
professionals and that access to services is not based solely on cost
considerations. The professional literature indicates the need for multi-
ple qualified professionals to carry out case management. At the same
time, a conflict is emerging in the field concerning which professional
reference group is best suited to provide case management. In this
context, it is important to test the benefits of interdisciplinary teams
in providing case management,

The primary focus of research on case management has been on
improving the effectiveness of systems of care delivery and coordina-
tion and evaluating mezzo- and macro-level factors, to some extent
neglecting clinical micro-level aspects of case management. Although
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demonstration projects evaluated case management in long-term care
for the elderly, the focus was almost exclusively on macro-level issues.
This points to a continued need for intervention research, the develop-
ment of innovative medels of case management practice, and the
evaluation of their effectiveness. Improving the practice knowledge
and the skills that case managers utilize should be considered as
important as improving the systems in which these practitioners and
clients interact.

Little attention has been given to the intervention skills that prac-
titioners employ within the core functions and frameworks of case
management. Because the frameworks, and the policies that dictate
them, change over time and across settings for case management,
preference should be given to case management practice approaches
that are flexible enough to be implemented in diverse situations and
settings. Special attention should be given to the growing influence
of managed care approaches on social work and case management
practice. This will require an increased emphasis on the development
and evaluation of case management models that foster accountability
and easy access to outcomes-related information. Short-term interven-
tions that can be applied within Jong-term case management are prom-
ising because they combine time limits with established effectiveness,
but should be studied further.

Geriatric task-centered case management is a model that includes
the client in making and implementing care decisions. Although it
uses a professional case manager to guide the treatment process, active
client participation is one of the basic tenets. Future research should
focus on a controlled evaluation of the model’s effectiveness, the opti-
mum levels of client direction, and which clients are best suited for
this practice approach. Research has begun to look at consumer-
directed care models. Clients vary greatly in their abilities to actively
participate in consumer-directed care, so research should look at client
involvement as a continuum and evaluate which mix would best fit
which client and problem situation,

Generating and evaluating practice guidelines such as the geriatric
task planners merits more attention in geriatric social work research.
One stringent approach to generating such practice guidelines would
be to take only practice approaches that have been validated through
empirical research and systematically develop them using panels of
expert scholars. Evidenced-based intervention should be the priority
and serve as the foundation of practice guidelines. If no empirical
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evidence is available, no practice guideline is developed. Case manage-
ment must be able to address a wide range of problems, which requires
the availability of sufficient research in each area. Currently, many
gaps in the research exist.

A second approach to developing practice guidelines is through
experts, including representatives from the research and scholarship
community as well as experienced practitioners. If no empirical evi-
dence exists, the information is supplemented by knowledge and evi-
dence that is transferred from other research as well as from practice
experience. If the source of practice knowledge is clarified, that is, an
indication is made whether the module is based on empirical evidence,
knowledge transfer, or practice experience, the user can make an
informed decision about whether and how to apply it.

A third approach to developing practice guidelines is to integrate
research and knowledge building into geriatric practice. The practice
guidelines of the task-centered case management model are an exam-
ple of how this could be accomplished. As practice guidelines are
used by practitioners, they are continuously updated and improved.
However, this integration into practice enhances the development,
but cannot replace the inclusion, of research-based knowledge.

POLICY IMPLICATIONS

Case management practice is strongly shaped through social and eco-
nomic policy. In few areas of social work practice is this connection
more obvious than in geriatric case management. Whether policies
increase or restrict services through adjusting eligibility criteria, pro-
vide open-ended funding or cap costs, or make service available only
in certain catchment areas, these factors influence the way case man-
agement practice occurs.

Primary Mission

When looking at the primary mission of a case management program,
it is important to establish the program’s orientation: Is the intention
of policy to contain cost or to facilitate client access to needed services?
The former is a systems-level goal, whereas the latter is a client-
oriented goal. When client access is the primary goal, the focus is on
optimizing the care package a client receives. The amount of gatekeep-
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ing, expressed in the extent to which a case manager has control over
resources, continues to vary greatly. In some programs, the main goal
is to manage costs. Gatekeepmg mechanisms serve to control the
amount of services that are accessible, usually by using narrow eligibil-
ity criteria (Applebaum & Austin, 1990).

Targeting Criteria

Programs are mandated by policies to specify the target group eligible
for their services. Some programs cover only certain catchment areas.
Some programs have broad disability criteria, serving clients with a
wide range of needs, whereas other programs employ narrow disabil-
ity-based eligibility requirements, such as being at risk of nursing
home placement as in the National Channeling Demonstration
(Applebaum & Austin, 1990). Other programs use needs-based eligibil-
ity criteria, focusing on clients with specific functional impairments.
Recent discussion in several programs has focused on increasing effi-
ciency by further narrowing the functional-needs requirements for
eligibility.

Systems of Service Delivery

Case management is employed in various parts of the service delivery
system, from long-term care to MCOs and health care providers to
private practitioners. Each of these areas demands different policy
and program decisions. The priority areas for improving health care
identified by the Institute of Medicine (2001) are relevant for devel-
oping programs and policies for case management and care coordina-
tion. Service delivery systems should be safe and avoid additional
harm to the client. Decisions on whether to provide specific services
should be based on empirical evidence about their effectiveness for the
particular client and problem (Institute of Medicine, 2001). Developing
and evaluating programs that provide services in a client-centered
manner should continue. A client’s personal preferences, needs, and
values should be taken into consideration when making care and
service decisions. The consumer-directed care models and the Cash
and Counseling Demonstration and Evaluation projects mentioned
earlier are a first step in this direction. Future policies should continue
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to balance the consumer’s involvement with the system's
requirements,

Policies should foster the delivery of services in a timely and efficient
way. Services and programs should be equitable, reducing fluctuations
in quality and coverage of services due to geographic, racial, gender,
and socioeconomic factors. Information and knowledge should flow
freely, allowing client access to all relevant information. To facilitate
this process, Kane (2001) proposes developing sources of consumer
information as a policy priority. In a similar vein, the various profes-
sionals who coordinate care should be supported in better communi-
cating, collaborating, and accessing the information they need
(Institute of Medicine, 2001).

Policy priorities for systems of service delivery:

Increase availability of noninstitutional programs and services.

Streamline and improve access to services.

Improve quality of home and community-based services.

Develop and evaluate programs that foster client-centered deci-

sion making.

5. Include a focus on micro-level practice of case management
when developing and evaluating programs.

6. Include quality of care as a major evaluative component when

designing case management services and long-term-care

programs.

Ll A

Funding of Case Management

Funding has a significant impact on the practice of case management.
Despite the creation of the continuum of care, the system of services
for older adults continues to be fragmented and difficult to navigate:
“Form follows funding . . . splintered funding produces disconnected
and discontinuous service delivery” (Austin & McClelland, 1996, p.
267). Reducing fragmentation should become an overarching goal of
policy and funding decisions. Case management can assist in bringing
pieces of this system together on behalf of clients. However, as Austin
and McClelland (1996) caution, the individual case-manager’s role in
changing systems should not be overstated. They assert that meaning-
ful changes can only come about through a substantial policy and
organizational reform of the service delivery systems and the current
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funding structures. The way a funding system is set up influences the
case management provider’s capability to control costs. Experimenta-
tion with different systems of funding was the main objective of many
demonstration projects.

There are significant variations in how case management programs
and the services they coordinate are financed. The funding for services
is as fragmented as the service system. One way this fragmentation
can be decreased is by pooling funds, an approach that integrates
various funding sources into one pool, out of which services are fi-
nanced (Austin, 1990). In a second approach, prospective financing,
a fixed amount of funds is established and made available to the
provider a priori. The provider has to offer services within these
preset limits. In contrast to this is a third variation, retrospective
reimbursement, based on the actual services provided. When funding
is capped, a per-client limit of expenditures exists. A final alternative is
open-ended funding, which takes into account each individual client’s
eligibility for services (Applebaum & Austin, 1990). Although cost
containment is of prime interest to the funding system, it can have
disadvantages for clients, for example, when certain services are not
provided because they are out of the financial range of a prospective
capitated pool of funds. Furthermore, pooling finances establishes a
new fund that is easy to truncate (Kane, 1988).

Each of these funding approaches has direct consequences for case
managers and their clients. From a systems and policy perspective,
“cost containment and quality services are usually twin goals in case
management systems” (Austin & McClelland, 1996, p. 12). Until now,
the focus has typically been on the development and evaluation of
one funding approach at a time. An alternative approach to current
funding mechanisms would be the utilization of blended methods of
payment (Institute of Medicine, 2001). Rather than providing only
retrospective reimbursement, pooling all funds, or capping all ex-
penses, alternative approaches could differentiate between certain con-
ditions for which bundled payments would be provided and others
that would be reimbursed in a retrospective manner.

Policy priorities for funding of case management:
1. Increase coordination between various sources of program and

service funding.
2. Develop and evaluate blended funding approaches.
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W

Evaluate costs and effectiveness of consumer-directed care.

4. Evaluate which services and delivery approaches work best for
whom and improve targeting them to those clients.

5. Improve screening and targeting of services to those at high
risk of institutionalization.

6. Develop and evaluate mechanisms to better match clients with
appropriate services, especially for high-cost services.

7. Balance cost-containment requirements and improvements of

the quality of care.

Payment policies should be realigned with improved quality of
care; they should eliminate obstacles to quality improvement and
create incentives for the enhancement of quality (Institute of Medicine,
2001). Kane (2001) concurs that client quality-of-life issues deserve a
more prominent place in any initiatives to reform the system. Programs
and policies for case management continue to face a difficult balancing
act between good access to high-quality services and low costs of
service delivery to older adults. In this environment we have to make
sure that

policy efforts to contain expenses, to limit care to the most-in-need, and to
create ambitious schema for forging community-wide relationships do not
lose sight of the importance of the individual, the much larger scope of
unfunded need, and the obligation to integrate case management with actual
support for direct service delivery. (Raiff & Shore, 1993, p. 154)

INTEGRATING KNOWLEDGE
INTO THE CURRICULUM

Geriatric task-centered case management is still in the early to middle
stages of development. Although this model incorporates empirically
based case management core functions (Rothman, 1991) and task-
centered practice, one of the most researched and empirically validated
social work models (Reid, 1992)—the integrated geriatric task-centered
case-management model—still has to undergo empirical testing
through controlled research studies. Initial evidence points to the ap-
plicability and positive outcomes of the geriatric task-centered case-
management model (Naleppa & Reid, 1998, 2000). Furthermore, it is
one of the few case-management practice models that is being evalu-
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ated from a micro practice perspective, rather than from a systems-
level perspective.

The best-practice treatment modules are in an early stage of devel-
opment in social work and case management practice. The medical
field has applied such practice modules with great success. Efforts to
replicate such models in social work are underway (Howard & Jenson,
1999). As more best-practice treatment modules become available, they
will make a significant contribution to social work practice and field-
based education.

Case management lends itself well to serving as a foundation prac-
tice model for gerontological social-work elective courses as well as
for inclusion into the regular foundation practice curriculum. The
geriatric task-centered case-management practice model provides
clearly structured and easy-to-implement intervention guidelines.
Case management also can serve as the basis from which to integrate
knowledge and skills specific to geriatric assessment: communication
with elderly clients, practice with caregivers, the continuum of care
and service delivery systems, and so on. The inclusion of task-centered
practice—a mainstream social-work practice model—into case man-
agement practice should facilitate student learning. Empirical evidence
on the effectiveness of task-centered practice, as well as the inclusion
of outcome measures in the case management model, can serve as an
example of evidence-based social work practice in the foundation
practice curriculum and in gerontological social-work elective courses.

The task planners or practice guidelines also are well suited for
integration in foundation practice. More important, however, they can
aid students in their field-based education. Through their design—
basic knowledge on problems, needs, and resources—they can assist
students and beginning practitioners in identifying and 1mplementmg
change strategies. In addition, they provide a guideline for developing
interventions with elderly clients.

Finally, the impact of policy decisions on the realities of practice is
very evident in geriatric case management. How a program is funded,
who can access which programs and services, and who coordinates
care in which way are all affected by policy and systems-level deci-
sions. The demonstration projects can serve as an example of how
policy can influence research, practice, and future policy decisions.

CONCLUSION

As the older adult population continues to increase, a growing number
of elderly clients will experience problems with accessing required



SOCIAL WORK AND CASE MANAGEMENT 119

assistance in a service delivery system that is fragmented and difficult
to navigate. This chapter has presented several ways of characterizing
case management. Research and demonstration projects have evalu-
ated numerous ways of providing case management; however, the
findings are often mixed and do not provide clear endorsement for
any one approach. Moreover, evaluations of demonstration projects
have generally focused attention on systems-level aspects of service
delivery such as targeting, funding, and coordinating care. A need
for more knowledge about the practice of case management continues
to exist.

In should be reiterated that elderly clients in case management
vary greatly in their level of cognitive, physical, psychological, and
emotional functioning. Moreover, many elderly clients who are frail
have caregivers who participate in the intervention, either as providers
of informal services or as corecipients of treatment. Thus, case-manage-
ment practice models should be flexible to adapt to various levels of
client participation. Because a case manager, just as any other geronto-
logical practitioner, will encounter clients with and without caregiver
involvement, treatment models should accommodate both practice
situations.

The discussion in this chapter has also highlighted how policies
influence case management, for example, by mandating case manage-
ment activities, funding only certain services, or requiring practitioners
to serve as gatekeepers. Case management has been applied in a range
of service environments, from health, mental health, and managed
care to long-term care and private practice. Although the general
approach to case management is similar in these service environments,
the specifics of implementation vary greatly. Future research on case
management will continue to face the dilemma of significant differ-
ences in these various service delivery systems. As one of the primary
intervention modalities in practice with older adults, knowledge and
skills in geriatric case management should be a major focus in training
future social workers.
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Chapter 6

SELF-HEALTH CARE
BY URBAN, AFRICAN
AMERICAN ELDERS

Denise Burnette and Suk-Young Kang

The National Center for Chronic Disease Prevention and Health Pro-
motion of the Centers for Disease Control defines chronic diseases as
illnesses that are prolonged, do not resolve spontaneously, and are
rarely completely cured. An estimated 100 million Americans have at
least one chronic health condition, and these conditions limit the rou-
tine activities of one in six, or 41 million, persons. Barring unforeseen
biomedical advances that might eradicate or appreciably ameliorate
these diseases, their prevalence will continue to increase as a function
of population aging, and individual and societal objectives will remain
focused on managing their progression and impact.

The first and foremost strategy for managing these conditions is
the complex, still poorly understood process of self-care. Although
often posited as the antithesis of formal medical care and associated
with less informed treatment (lay, folk, traditional), studies routinely
show that (a) self-evaluations of symptoms and self-treatment are both
the basic and predominant form of primary health care across age
groups and cultures (medical consultation, when sought, tends to be
contingent on lay symptom evaluation and decision making and to

123



124 SOCIAL WORK AND HEALTH CARE IN AN AGING SOCIETY

be preceded and followed by self-treatment); and (b) most self-care
strategies are appropriate and effective (Dean, 1986a, 1986b; Eisenberg
et al., 1993; Hickey, Akiyama, & Rakowski, 1991).

According to Haug, Wykle, and Namazi (1989, p. 171), Levin, Katz,
and Holst (1976) first defined self-care as a layperson functioning on
his or her own behalf to promote health and detect, prevent, and treat
disease. The concept gained currency during the 1980s in opposition
to a trend toward the biomedicalization of common health and illness
events (De Friese, Woomert, Guild, Steckler, & Konrad, 1989). It has
since evolved to refer to the participative roles that laypersons play
in shaping the processes and outcomes of professional care—roles
that extend to self-management of chronic health conditions (Ory,
DeFriese, & Duncker, 1998). An inclusive definition is offered by a
special working group of the World Health Organization (as cited in
Ory et al., 1998):

Self-care in health refers to the activities individuals, families, and communi-
ties undertake with the intention of enhancing health, preventing disease,
limiting illness, and restoring health. These activities are derived from
knowledge and skills from the pool of both professional and lay experience.
They are undertaken by lay people on their own behalf, either separately
or in participative collaboration with professionals. (p. xvii)

Rapid growth in the prevalence of chronic diseases, coupled with
major structural changes in health care delivery—most notably man-
aged care—has fostered a wealth of social science and health services
research on the behavioral aspects of disease management. Much of
this work has focused on understanding the processes and outcomes
of self-care. Drawing on knowledge from multiple disciplines, inter-
vention models to enhance self-care have proliferated. Theoretical
developments in the field have lagged, although most interventions
aim to help individuals develop and maintain appropriate self-care
behaviors through cognitive-behavioral and rational decision-mak-
ing processes.

Leventhal, Leventhal, and Robitaille (1998) offer a compelling argu-
ment for theoretical approaches to knowledge development, par-
ticularly for understanding replication failures and reconciling contra-
dictory findings (e.g., identifying personal and sociocultural factors
such as ethnicity and age that moderate self-care outcomes) and for
developing effective educational and therapeutic interventions for be-
havioral change. These authors critically review the two main types
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of psychological models: (a) those based on risk perception, for exam-
ple, the health beliefs model (Rosenstock, 1966) and the theory of
reasoned action (Ajzen & Fishbein, 1980); and (b) those based on
behavioral change and skill acquisition, for example, social learning
theory (Bandura, 1977) and cognitive behavior therapy (Meichen-
baum, 1977).

Concluding that these models ignore significant dimensions of self-
care and fail to account for individual differences, Leventhal and
colleagues (1998) propose a self-care model based on self-regulation
that incorporates motivation and integrates risk perception with re-
sponse performance. This model, which has shown promise in empiri-
cal research, posits that self-care is an ongoing problem-solving process
that (a) accounts for disease change over time, (b) relies on emotional
processes that directly inhibit and motivate self-care, and (c) occurs
in the context of individual personal characteristics and sociocultu-
ral factors.

Prohaska and colleagues (Prohaska, 1998; Prohaska & DiClemente,
1983) further posit a promising transtheoretical model of behavior
change that highlights its temporal features and has been used success-
fully in self-care programs for older adults (Barke & Nicholas, 1990;
Clark, Kviz, Prohaska, Crittenden, & Warnecke, 1995). Emphasizing
that self-care is a process of change, this model assumes that people
alter their behaviors by moving through stages of precontemplation,
contemplation, preparation, action, and maintenance. Accordingly,
interventions are designed to facilitate movement from one stage to
the next. These and other developing theoretical approaches to self-
care can effectively guide research, practice, and policy on this topic
in gerontology and in social work.

SIGNIFICANCE TO GERONTOLOGY
AND HEALTH CARE

Self-care is a vital component of health promotion and disease preven-
tion and management across the life course, but it has special salience
for older adults and, more broadly, for an aging population. Acute
conditions abate with advancing age, and the likelihood of chronic,
disabling conditions rises rapidly. Citing national health statistics,
Hoffman and Rice (1996) note that four of every five older Americans
have at least one chronic health condition, and 69% have multiple
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conditions. Twelve million, or 40%, of noninstitutionalized elders are
limited by these conditions, and 3 million are unable to perform routine
activities of daily living (ADLs). Furthermore, chronic diseases account
for 70% of all deaths, and more than 60% of the nation’s medical care
costs. The individual and societal costs of lengthy, disabling illnesses
thus accrue in terms of morbidity and disability, mortality, and health
care expenditures.

Appropriate self-care can enhance quality of life and reduce health-
related costs for persons who have these conditions by preventing
or postponing progressive disablement and functional decline, the
development of mental and other physical comorbidities, and the need
for intensive informal and formal caregiving (Morrongiello & Gottlieb,
2000; Stearns et al., 2000). To realize these benefits, however, health
planners, policy makers, and practitioners must address the social,
cultural, behavioral, and economic dimensions of chronic, disabling
conditions.

Of special concern are well-documented racial and ethnic disparities
in the prevalence, costs, and quality of care for these conditions. The
risks and burdens of chronic illnesses are borne disproportionately by
low-income and ethnic minority persons, owing to both the cumulative
effects of low educational attainment and underemployment over the
life course and current social and economic disadvantage (National
Institute on Aging, 2000). Efforts to understand the processes and
outcomes of self-care in later life must attend, therefore, to the current
needs and developmental histories of specific subgroups of older
adults. Yet research to date on this topic has focused almost exclusively
on non-Latino Whites.

Taken together, the epidemiological shift toward chronic diseases,
the increasing diversity of the older population, and well-documented
racial and ethnic disparities in health risks and negative outcomes of
chronic diseases in later life constitute a compelling rationale to better
understand and enhance the self-care practices of African American
elders through applied practice and public policy.

The non-Latino White population aged 65 years and older is pro-
jected to increase by 91% between 1990 and 2030, compared to a 150%
projected increase for older African Americans, who compose the
largest group (8%) of ethnic minority elders. National health statistics
on African American elders reveal that overall mortality ratios relative
to Whites are high and that they peak in middle age, then decline in
old age. A number of studies have shown a mortality crossover effect
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whereby Black/White mortality ratios at advanced ages decline to
less than 1.0; however, this phenomenon has been questioned because
of the dubious accuracy of self-reported age (Markides & Miranda,
1997).

With respect to health status and health outcomes, Clark and Gibson
(1997) cite national health statistics that confirm the health disadvan-
tages of African American elders relative to same-aged Whites for
chronic conditions and disabilities in early old age. Yet with the excep-
tions of obesity and disability (assessed by ADLs), these relative risks
tend to decline or disappear after age 80 years. The diseases most
commonly related to progressive functional limitations and disability
in later life are arthritis, diabetes, heart disease, hypertension, cancer,
hip fracture or osteoporosis, and stroke (Guralnik et al., 1993). Diabetes
and hypertension are especially problematic for African American
elders.

SIGNIFICANCE TO PROFESSIONAL PRACTICE

Patient education activists and health care professionals, including
nurses and physical, occupational, and speech therapists, physicians,
public health workers, and social workers are increasingly incorporat-
ing knowledge and principles of self-care into their routine practice
with older adults. Drawing on disciplinary and interdisciplinary
knowledge and skills, they are developing, implementing, and evalu-
ating educational and supportive self-care strategies, most often with
the aim of enabling people to manage symptoms of specific chronic
diseases. These activities take place across community (e.g., home
health, senior centers, primary care, and supported living) and institu-
tional (e.g., nursing homes, rehabilitation facilities) service settings.
Through activities such as the collection and analyses of data on
the etiology and effects of late-life chronic health conditions, public
testimonies, and legislative research and action, practitioners also help
define policy issues and develop policy options to enhance the motiva-
tion, opportunity, and capacity of older adults to accomplish self-care
goals. The ethical and economic aspects of health and social policies
that govern behavioral health practices are of special relevance to self-
care. Autonomy and choice are basic tenets of health care decision-
making in the United States. Practitioners must ensure that older
people have sufficient knowledge of their options and the requisite
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resources to realistically pursue their choices. Punitive practices and
policies that treat personal responsibility for prior and current high-
risk health behaviors as a justification to limit services, must be es-
chewed in favor of those that account for and promote such knowledge
and resources.

Policies that facilitate access to culturally sensitive approaches to
self-care also foster the health benefits of distributive justice (Daniels,
Kennedy, & Kawachi, 1999) and, through secondary and tertiary pre-
vention, have the potential to yield long-term cost savings (see Lorig
et al., 1999). Finally, interventions and policies should account for
the fundamental fact that self-care is but one component of the care
continuum; as such, it should supplement rather than supplant infor-
mal and formal sources of care, particularly for persons who have
complex needs and sparse resources.

SOCIAL WORK AND SELF-HEALTH CARE

In 1987, nearly 30,000 social workers worked full- or part-time with
older adults. By 2020, a projected 60,000 to 70,000 social workers will
be needed, with the greatest demands in health and aging (National
Institute on Aging, 1987). In a recent Delphi study on setting national
research priorities for geriatric social work, two expert panels—one
of academic researchers, and the other of practitioners—identified
chronic illness among the field’s 10 most pressing concerns (Burnette,
Morrow-Howell, & Chen, in press). As a core profession in the interdis-
ciplinary fields of aging and health, social work makes a number of
unique contributions to practice, policy, and research on self-care in
late life.

First, social work’s dual focus on person and environment provides
an exceptional vantage point from which to identify and address the
social, behavioral, and environmental sources of risk and resilience
associated with chronic conditions. Social workers possess critical
knowledge of complex psychosocial factors that can create and exacer-
bate risks and impede appropriate self-care, and they routinely assess
informal and formal sources that can facilitate and support these prac-
tices. The profession’s life-course perspective on human development
also enables social workers to contribute to our understanding of the
developmental nature of illness and self-care processes.
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Second, because social workers are extensively involved in frontline
service delivery to older adults and their families, they are optimally
positioned to go beyond identifying problems to translate self-care
research in applied practice and policy settings. Most social workers
express a need for the knowledge and skills to work with older adults
even though only a minority of them work solely in aging settings
(Gibelman & Schervish, 1997). For example, in a National Association
of Social Workers membership survey, more than three fifths of re-
spondents indicated a need for aging knowledge (Peterson & Wendt,
1990). And in a Council on Social Work Education (2001) survey on
practice competencies in aging, practitioner and academic respondents
endorsed more than half of 65 competencies listed as needed by all
social workers. Social workers thus play a key role in formulating
best-practice guidelines for self-care with older adults and can imple-
ment and test these in both aging-specific and more generic health
settings.

Third, many traditional functions of professional social work (e.g.,
assessment, information and referral, case management, patient educa-
tion) and emerging consumer-informed and consumer-driven roles
are highly commensurate with the basic elements of teaching, monitor-
ing, and supporting appropriate self-care practices and identifying
the need for professional care (Von Korff, Gruman, Schaefer, Curry, &
Wagner, 1997). Social workers are also responsible to both employing
social service agencies and funding sources for the efficient planning
and delivery of cost-effective services. In considering social workers’
vital role in containing spiraling health care costs, self-care can be
seen as a key arena for immediate and long-term-cost containment.

Finally, social workers are exquisitely positioned to inform the de-
velopment and delivery of ethnic-sensitive strategies for self-care and
to inform research in this area. Professional social-work education
stresses the influence of sociocultural and economic factors on social
and health problems of diverse populations. Mastery of knowledge,
skills, and values for effective practice with diverse individuals, fami-
lies, small groups, and communities is an essential outcome of the
educational process. Because social workers practice extensively with
socially and economically disadvantaged elders, including members
of ethnic minority groups, they are well-equipped to hone effective
practice modalities with diverse clientele over time and to inform
social work research on the crucial impact of social and cultural condi-
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tions and self-care practices on health status (see Pincus, Esther, De-
Walt, & Callahan, 1998).

PRIOR RESEARCH AND KNOWLEDGE BASE

Epidemiological data provide information on morbidity, mortality,
and disability, and social science research enhances understanding of
the social and cultural aspects of illness and behavior and health
service use (Dean, 1989). These knowledge bases, as they pertain to
African American elders (the focus of this chapter), are reviewed next.

With respect to social science research, Clark and Gibson (1997)
posit a chronic disease-disability continuum (based on Johnson &
Wolinsky, 1993; Nagi, 1990; Patrick & Bergner, 1990; Vebrugge & Jette,
1994; Wilson & Clearly, 1995) that provides a useful heuristic for
considering social, behavioral, and cultural influences in the dis-
ablement process. The starting point of the model is disease, the under-
lying pathology of which can lead to physiological impairment that can
physically or emotionally limit functioning and may in turn produce
disability. Each step in the continuum is also influenced by four inter-
dependent factors—genetic endowment, culture, behavior, and social
and physical environments—plus various resources. Disability is usu-
ally identified through biological and physiological evaluations and
through cognitive and sensory assessments, often in the form of signs
and symptoms. Once a condition is identified, a chief task for persons
with a chronic condition is to minimize its progression and impact by
managing symptomatic acute exacerbations and maintaining normal
activities. Self-care is thus heavily influenced by perceptions of, and
responses to, states of ill health as experienced and expressed through
symptoms. Burnette’s (2002) study, described later in this chapter,
focuses on understanding how African American elders evaluate and
respond to symptoms of chronic conditions and on how cultural,
behavioral, and environmental factors and resources influence these
processes.

Davis and Wykle (1998) note that the health attitudes, beliefs, and
behaviors of African American elders stem from cultural history and
from enduring social and economic inequalities in the formal health
care system. In a discussion of Black folk medicine, they explain that
many health beliefs and practices of older African Americans origi-
nated in West African and Caribbean cultures and in the American
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South and are based on beliefs that disease and illness stem from
natural (e.g., physical conditions such as adverse weather) and unnatu-
ral (e.g., evil spirits, bad luck, ill fate, or interpersonal conflict) causes.
Such beliefs encourage the routine practice of self-care, including tradi-
tional folk remedies, as does limited access to high-quality formal
care. Those people who have directly or vicariously experienced dis-
criminatory practices in the health care system may be especially prone
to delay or forgo seeking help from the formal health care system,
even when needed.

CURRENT RESEARCH

We turn now to a study by one of the authors of this chapter (Burnette,
2002) that used a prospective health diary in conjunction with focus
groups and a multidimensional health assessment interview to explore
symptom-focused aspects of self-care for chronic health conditions in
a sample of community-dwelling African American elders. Noting the
narrow focus of most self-care research on the association of specific
health behaviors and disease outcomes or on predictors of service use,
Dean (1989) calls for innovative methodologies—specifically, prospec-
tive health diaries—to assess the daily complexities of illness experi-
ence and symptom management for various groups.

Health diary studies with older adults have examined preventive
and symptom-related attitudes, beliefs, and behaviors and have been
used fruitfully to explore correlates and patterns of self-care. Daily
diaries offer an especially promising approach to underexamined
questions of how non-White ethnic elders view their illnesses and
manage the exigencies of these conditions in daily life (Becker, Beyene,
Newsom, & Rodgers, 1998). We begin with an overview of the study,
then present general findings and discuss how the project builds on
and advances extant knowledge. Following Haug and colleagues
(1989) and Stoller (1993), we explore self-care in terms of responses
to perceived symptoms rather than preventive health behaviors.

This study explored self-care for symptoms of chronic health condi-
tions in a nonprobability sample of 144 African American persons in
the Harlem community of New York City. Respondents, who were
55 years of age or older and have at least one physician-diagnosed
chronic condition, were recruited from three senior centers. Two initial
focus groups comprising 6 and 8 African American elders were con-
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ducted at a fourth senior center to explore health attitudes, beliefs,
and behaviors; clarify and address questions and concerns about the
health assessment interview; and ensure the content and structure of
the health diaries was relevant, feasible, and culturally sensitive. Four
focus group members served as respondents in piloting the interview
and diary instruments. Once finalized, two fully trained African Amer-
ican interviewers (one male and one female) who were indigenous to
the community conducted the health interviews face-to-face upon
study enrollment. This interview gathered information on sociodemo-
graphic characteristics and psychosocial and illness-related correlates
of self-care (e.g., mental health, social support, health beliefs, service
use, types and severity of conditions).

Interviewers then scheduled and administered a semistructured,
symptom-focused 14-day health diary to assess participants” percep-
tions, interpretations, and responses to 26 symptoms of chronic condi-
tions commonly experienced by older adults (Table 6.1; see Stoller,
1993). Of the 144 study participants, 129 (90%) completed the health
diary. The interviewers collected the diary data in person during the
late afternoon at senior centers on Monday through Friday. Respon-
dents were asked to recall symptoms experienced during the previous
24 hours and to respond to a series of questions about each symptom
(described later in this section). They recorded their own responses
during the two weekends, then carefully reviewed these with the
interviewers on Monday. The content and quality of data recorded
by the interviewers and the participants were consistent. Sole reliance
on self-recording would have been less expensive, but this option was
rejected because the focus groups suggested that monitoring would
be difficult and that issues such as vision problems and low literacy
would be problematic for some respondents.

Sixty-two percent of the sample was female, their average age was
74.4 (SD = 8.3), and their average years of formal education was 11.2
(SD = 3.0). Sixty-four percent were born in the American South, and
two thirds were living alone. Only 15% were married; 22% had never
married, 33% were widowed, and 29% were divorced or separated.
The average monthly family income was $1,024 (MD = $800); 60% had
annual incomes under $10,500.

Participants reported fairly good health overall, but about 40% rated
their health fair or poor; about the same proportion reported functional
limitations, and two thirds stated that pain interfered significantly
with their usual activities. Respondents’ overall mental health and
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TABLE 6.1 Health Diary: Typical Frequency of Symptom Experience and Percentage of Experienced Symptom
at Least 1 Day During 14-Day Diary Period

Aggregate Grid of Symptom Assessment

Symptom Never Occasionally Often Regularly At least 1 day in
2-week diary period
1. Fever or chills 84.5 15.5 e — 3.1
2. Runny nose 67.4 28.7 2.3 1.6 18.6
3. Sore throat 82.21 17.1 0.8 e 2.3
4. Cough 58.9 36.4 16 3.1 22.5
5. Shortness of breath 61.2 31.0 4.7 3.1 16.3
6. Chest pain 79.8 194 0.8 e 12.4
7. Heart palpitations 80.6 17.8 23 6.2 4.7
8. Swelling 72.9 18.6 2.3 62 194
9. Stomach pain 87.6 10.9 1.6 — 109
10. Nausea 87.6 124 — e 23
11. Diarrhea 86.8 132 e e 31
12, Constipation 63.6 28.7 3.1 4.7 11.7
13, Indigestion/gas 55.8 36.4 2.3 54 15.5
14. Rectal bleeding 96.1 3.9 — — 0.8

{continued)
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TABLE 6.1 (continued)

Aggregate Grid of Symptom Assessment

Symptom Never Occasionally Often Regularly At least 1 day in
2-week diary period

15, Vision problems 519 318 7.0 9.3 25.6
16. Headache 76.0 21.7 1.6 0.8 11.6
17.  Weakness/numbness 66.7 279 2.3 3.1 23.3
18. Fainting 97.7 2.3 m— e 0.8
19, Dizziness 814 17.8 e 0.8 116
20.  Urination problems 67.4 202 7.0 39 15.5
21. Tiredness/fatigue R4.7 344 7.0 3.9 27.9
22. Falling 96.9 3.1 e — 0.8
23. Muscle/joint pain 51.2 357 7.0 6.2 41.9
24. Sleep difficulties 734 14.8 6.3 55 15.5
25.  Nervousness 752 209 0.8 3.1 10.9
26. Depression 73.6 209 3.1 2.3 7.8

Note: From “Self-care Responses to Symptoms of Older People,” by E. P. Stoller, L. E, Porster, and 5. Portugal, 1993, Medical Care, 31(1), pp.
40-42. Copyright 1993 by Medical Care. Adapted with permission of the author.
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social supports appeared fair to good, but again, a sizeable minority
reported problems in these critical domains. Health beliefs and atti-
tudes (including health locus of control, self-reliance, and personal
vulnerability in health) were all in the moderate range, and most
respondents expressed a willingness to seek professional help for
problems perceived to be potentially serious.

The health diary queried individuals about the daily incidence of
26 symptoms (Table 6.1) and about five specific dimensions of each
symptom: perceived seriousness, pain or discomfort, interference with
routine activities, causal attribution, and response to the symptom.
The average number of symptoms reported over the 14-day period
was three. As seen in Table 6.1, symptoms reported by at least 20%
of diarists were (a) muscle and/or joint pain, (b) tiredness and/or
fatigue, (c) vision problems, (d) weakness and/or numbness, and
(e) cough. Few respondents interpreted their symptoms as definitely
serious. However, Vzrtually all experienced symptoms were reported
to cause at least some pain or discomfort on at least 1 day of the diary
period, and between two thirds and three quarters of persons who
had diarrhea, dizziness, urination problems, or sleep difficulties noted
that these symptoms interfered “some” or “a lot” with routine
activities.

Causal attributions were conceptualized as medical or nonmedical;
most respondents who had chest pain, swelling, stomach pain, vision
problems, weakness and /or numbness, dizziness, urination problems,
and muscle and/or joint pain attributed these to medical rather than
nonmedical causes. Almost half of those with urinary difficulties attrib-
uted this problem to the aging process, as did one third of those who
had constipation and tiredness and/or fatigue. With the exceptions
of cough and depression, participants who sought help for symptoms
appealed far more often to lay than professional sources.

Finally, behavioral responses to symptoms were categorized as (a)
self-care (do nothing, or wait and see), prayer, over-the-counter medi-
cation, dietary home remedies, other home remedies, medication pre-
scribed for others, stay in bed, cut back activities, read about
symptoms, change behaviors, and pursue leisure activities); (b) medi-
cal care (medication prescribed for self, saw physician in emergency
room or walk-in clinic, and saw physician in office); or (c) self-care plus
medical care. Most respondents used self-care rather than professional
care to manage their symptoms.

These data thus show a group of inner-city, community-dwelling
African American elders who have fair to good physical, functional,



136 SOCIAL WORK AND HEALTH CARE IN AN AGING SOCIETY

and mental health and social supports. Their health attitudes and
beliefs suggest a balance of internality and externality. And, consistent
with literature reviewed above, the prospective health diaries show
a propensity to use self-care rather than professional care, particularly
for symptoms perceived as less serious, and to appeal to lay rather
than medical sources for help managing their symptoms. Also note-
worthy for intervention planning, diarists’ perceptions, interpreta-
tions, and responses to symptoms varied considerably by symptom,
and some symptoms that posed the greatest threat to daily activities
(e.g., sleep and urinary difficulties) are very responsive to behav-
ioral treatment.

This study advances knowledge about self-care in later life by pro-
viding fresh insights into how African American elders experience
and respond to symptom-related illness experiences. It confirms the
role of various psychosocial and illness-related facets of self-care and,
through the use of a prospective health diary, it advances our knowl-
edge of the complexities and symptom-specific features of managing
the exigencies of chronic conditions in day-to-day life. It also demon-
strates the feasibility and worth of combining methods of data collec-
tion to obtain a fuller picture of a phenomenon of interest.

FURTHER RESEARCH NEEDS

DeFriese, Ory, and Vickery (1998) note that although research on self-
care has matured over the past quarter century, much room remains
for systematic inquiry in all three domains of self-care, including health
promotion and disease prevention, chronic disease and assistive care,
and medical self-care. Together with findings from previous research,
the current study suggests directions for future research on this topic
in terms of developing more sophisticated, thoroughly integrated theo-
ries, research methodologies, and targeted interventions.

As noted in the introductory section, current interventions are based
largely on psychological principles of individual change. Theoretical
insights about readiness for change and processes of change could be
enhanced by research on how health attitudes, beliefs, and behaviors
develop over the life course and within the singular and combined
contexts of family, community, and health care systems. Studies might
also focus on variations in self-care across subgroups, whether in
terms of setting (community, for example, home health, senior center,
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primary care, supported living) or institutional, for example, nursing
home, rehabilitation; geographic area (rural, suburban, and urban);
population subgroups (gender, ethnicity, and age cohort); or service
delivery mechanism (different providers or types of health care organi-
zations; DeFriese et al., 1998). Studies are also needed on (a) self-care
for comorbid physical and mental health conditions, (b) decision-
making processes (how conscious are self-care decisions? how symp-
tom-specific? how modifiable?), and (c) pathways among changes in
self-care behaviors and outcomes of interest.

DeFriese and colleagues (1998) further argue the need for a progres-
sion of research designs at multiple levels, including developmental
and theory-based research, pilot and observational studies, and con-
trolled studies and randomized clinical trials. Improved means of
assessing and monitoring self-care (e.g., technological innovations
such as beepers, hand-held devices, and telemetry) will improve re-
porting accuracy. Establishing standard measures of key variables,
including outcomes, and common measuring points for self-care prac-
tices, will facilitate more systematic approaches to understanding self-
care processes. Prohaska (1998) also highlights the need for increased
attention to recruitment and attrition in self-care studies. Knowing
who does not get recruited and who fails to go beyond the early stages
of change would enable practitioners to target precise stages of self-
care and to specify subgroups to target at various stages.

Intervention studies should explore variable mixes of level and
types of self-care for specific conditions, symptoms, behavioral risk
factors, and so forth and combinations of self-care, informal care,
and professional care. Building on a growing body of knowledge on
individual behavioral responses to illness and symptoms, researchers
will also do well to develop and test specific interventions that enhance
the acquisition and maintenance of appropriate self-care knowledge,
attitudes, and skills. Additional knowledge is also needed about the
development and dissemination of informational and instructional
materials for self-care, which have been shown to be effective in im-
proving functional outcomes and lowering health care utilization costs
{DeFriese et al., 1998).

Finally, there is much to be learned from research on complementary
and alternative medicine (CAM) and traditional healing approaches
in self-care. For example, in a study to assess predictors and patterns of
CAM therapy use by older adults, Astin, Pelletier, Marie, and Haskell
(2000) assessed 728 Californians enrolled in a Medicare risk program
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that covered acupuncture and chiropractics. Forty-one percent of re-
spondents reported using CAM therapies (chiropractic services, 20%;
acupuncture, 14%; herbs, 24%; and massage, 15%); and 80% noted
benefits of these therapies—yet 58% did not discuss their use with
their physicians. Research is thus needed to better understand older
adults” use of complementary and alternative methods of self-care,
the effectiveness of such approaches, and their interface with more
traditional treatment modalities.

POLICY IMPLICATIONS

Inasmuch as the main goal of self-care is to maintain functioning and
independence, its potential to enhance the long-term social and health
independence of older adults, and hence its national policy signifi-
cance, is substantial. The quality and costs of health care associated
with chronic health conditions is, of course, the most obvious policy
arena relevant to issues of self-care. As DeFriese and colleagues (1998)
note, apart from policies and programs directed at individual, lay
decision making, there is an emerging call to incorporate self-care
more broadly within organizational and societal efforts to restructure
health care systems. To do so would at once acknowledge the centrality
of self-care in health and further construe it as a possible means to
effectively manage the ever-increasing demand for expensive health
care services. Adequate reimbursement mechanisms for teaching and
monitoring self-care could, for example, prevent premature morbidity
and disability and inappropriate hospitalizations and emergency
visits.

A major policy question in the field of self-care is the appropriate
site for education and practice (DeFriese et al., 1998). These functions
might be reasonably incorporated as core services in community-based
health delivery systems, such as home health and outpatient clinics.
Providing these services in clinical settings means, however, that these
skills must be incorporated into the professional education of provid-
ers and that policy practice research on self-care would do well to
examine systematically the implications of service delivery in these
and other settings.

Managed care programs increasingly include older adults, and be-
havioral health has emerged as a major focus of health promotion,
prevention, and disease management under managed care plans. The
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development and implementation of policies governing self-care for
older adults must therefore be guided by empirical knowledge about
correlates and patterns of self-care for various diseases and for people
at different life stages and from sociocultural backgrounds. Policies
that deliberately seek to reduce health disparities by targeting high-
risk populations, including older African American persons, are espe-
cially critical.

Finally, Medicare coverage of prescription medications and the
expansion of state and local coverage (e.g., through Medicaid and the
New York City Elder Pharmaceutical Insurance Coverage) to include
effective over-the-counter drugs, proven complementary and alterna-
tive treatments, and appropriate assistive devices for enhanced func-
tioning are vital policy issues for self-care in later life.

INTEGRATING KNOWLEDGE
INTO THE CURRICULUM

Evidentiary knowledge about self-care for chronic health conditions
in later life is now sufficiently developed to suggest several points
for inclusion in social work curricula. A first point of established
knowledge is that self-care in combination with, and supported by,
informal and formal sources of care is a major component of the
care continuum for chronic health conditions. Second, knowledge is
growing about various types and classes of correlates of self-care that
can facilitate and impede older adults” acquisition of knowledge and
skills for appropriate self-care. These include personal factors (e.g.,
gender, race and ethnicity, educational attainment); social, psychologi-
cal, economic, and environmental conditions (e.g., health beliefs and
attitudes, social supports, depression, income); and illness-related fac-
tors (e.g., diagnoses, severity, duration, level of related impairment).
And third, behavioral change, including changes needed for appro-
priate self-care, occurs incrementally and can be facilitated and sus-
tained through educational and supportive interventions.

Content on these key knowledge points about self-health care could
be readily introduced and integrated into social work curricula in
several ways. Organizing themes that transcend curricular areas are
(a) health and illness as developmental processes over the life course,
(b) family and community contexts of self-care, and (c) sociocultural
influences on health and illness. And, more specific topics could be
introduced in both foundational and advanced, specialized courses.
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First, and perhaps most generally, fostering self-help and autonomy
is a core practice concept across fields of practice and client popula-
tions. Older adults are often portrayed as frail and dependent due to
multiple chronic health conditions. Enhancing students’ understand-
ing of self-care is an effective way to demonstrate that most older
adults are self-directed, autonomous decision-makers who are capable
of mastering even complex care regimens to stabilize and improve
their own health and functional status.

Principles and methods for improving clients’ self-care capacities
through knowledge and skills enhancement could be taught in generic
or health- or aging-specific practice courses and could focus on evi-
dence-based interventions at the individual, group, and community
levels. Client-centered psychoeducation models that facilitate and sup-
port decision making and behavioral change have a particularly strong
empirical base.

Self-care as a psychological and sociocultural concept related to
autonomy, independence, and empowerment might be introduced in
human-behavior and social-environment courses. Developmental, risk
and resilience, and systems models would be especially useful. A
developmental life-course approach, for example, could further stu-
dents” understanding of how epidemiological and social scientific as-
pects of chronic health conditions are a function of individual lives
in the context of larger social forces over time and are outcomes of
life-long sources of risk and resilience, including those associated with
race, ethnicity, and gender (see Wykle & Haug, 1993). Students might
be asked to conduct a life-history narrative of personal or family
health, either their own or that of a client system.

Research on self-care could also provide instructive illustrations
in research courses. Methodological issues might include sampling
(community versus health-system based samples); measurement (tri-
angulation of data types and sources, ethnic-sensitive norms and psy-
chometrics, rapid assessment instruments, scales and indices for
attitudinal and behavioral measures); and data collection (ethno-
graphic studies, qualitative health interviews, standardized assess-
ment instruments). Students might be assigned the task of developing
a rapid assessment instrument to screen for acceptable levels of self-
care for a specific condition.

Finally, knowledge about self-care might be incorporated into social
policy courses in the context of health policy or long-term-care policy.
Relevant topics might be costs and benefits of various service delivery
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models and methods of reimbursement for supporting self-care (e.g.,
consumer-health education programs, assistance with monitoring
care); and determining the optimal balance of nonmedical and comple-
mentary and alternative supports for self-care. Exploration of appro-
priate venues and providers for such services would also be important,
as would costs and benefits of self-care alone versus self-care and
various configurations of informal and formal sources of care. Students
might be asked, for example, to examine national, state, or local health
statistics to assess the epidemiology of a specific chronic condition,
its expected future course, and the self-care requirements for managing
that condition.

CONCLUSION

As the nation ages in the coming decades, long-term, incurable condi-
tions will continue to characterize the health problems of most Ameri-
cans. Practitioners, policy makers, and researchers must collaborate
across disciplines and with consumers on the planning and delivery
of effective, equitable health and social services to support both the
prevention and management of these conditions. There is growing
attention to the need to better understand the principles and processes
of self-care, which is increasingly viewed as a practical, effective, and
relatively inexpensive means to improve quality of life and contain
health care costs among older adults.

Social work has a pivotal role to play in the current movements
toward managed health care, consumer-driven and collaborative ser-
vice-delivery models, renewed emphasis on personal responsibility,
and recognition of the importance of self-care as a critical adjunct of
professional care. Social workers are proximal to the health experiences
of older adults, particularly those at high risk for chronic illnesses and
poor health outcomes across a wide range of settings. As noted, for
example, health professmna}s know that African Americans are partic-
ularly disadvantaged in terms of chronic conditions and disabilities
in early old age, that hypertension and diabetes are particularly trou-
blesome, and that the main health concerns of this population are
excessive functional impairment and disability. Professional knowl-
edge and skills enable social workers to provide key services for
initiating and monitoring self-care for these and other older adults,
and social work strengths in these areas will be enhanced through
active partnerships with providers from other professions.
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As health professionals work collaboratively to advance theoretical
knowledge, improve methodological sophistication, and develop ef-
fective practical applications of self-care in the lives of older adults with
chronic disabling conditions, they will do well to aim for strategies
that will maximize functional independence and health-related quality
of life.
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Chapter 7

PHYSICAL HEALTH

AND ECONOMIC WELL-BEING
OF OLDER AFRICAN
AMERICAN WOMEN:
TOWARD STRATEGIES

OF EMPOWERMENT

Letha A. Chadiha and Portia Adams

The physical health status and economic well-being of older Black
women are complex interwoven issues of substantial import to geron-
tology and social work, because a disproportionate number of older
Black women will live most of their aged years with a chronic illness
and in poverty. Health has been defined by the World Health Organiza-
tion as a “complex state of physical, mental, and social well-being”
and not just disease absence (Johnson & Misra, 2001, p. 104). It also has
been defined as “a complex and multi-determined issue, influenced by
a wide variety of factors,” both internal and external to people (Ro-
din & Ickovics, 1990, p. 1018). This chapter will provide empirical
evidence supporting both definitions of health. For example, improved
physical health of older Black women may depend, in part, upon their
self-empowerment to prevent disease or delay its onset. Or improved
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health may depend on governmental support through policies for
better health services, flexibility of hours, economic issues of pay
equity, and expanded health insurance coverage. Our discussion is
guided by the work of Grason, Minkovitz, Misra, and Strobino (2001).
These researchers have expanded the biomedical model of health,
which focuses on prevention, detection, and treatment of disease, to
include social factors such as age, race and ethnicity, women’s status,
social class, and caregiving roles.

SIGNIFICANCE TO GERONTOLOGY, HEALTH CARE,
AND HEALTH PROFESSIONALS

The minority elderly population (aged 65 years and older)—
designated as Black or African American, Asian and Pacific Islander,
Hispanic, and American Indians/Alaskan Native—is 16.4% of all el-
derly people (U.S. Bureau of the Census, 2001). (The words Black
and African American are used interchangeably.) According to this
estimate, older Blacks comprised one half (8.2%) of the minority elderly
population (Administration on Aging, 2001). Women comprised the
largest share of the Black elderly population. The gender ratio is an
indicator of the greater number of older women in the Black popula-
tion. In 1995, for example, there were 71 Black men per 100 Black
women for the young-old group, those aged 65 to 74 years (Siegel,
1994). There were only 40 Black men per 100 Black women for the
older Black age group, those aged 85 years and older. The low ratio
of men to women in old age is due, in part, to a lower life expectancy
rate among Black men (Siegel, 1994). Also, older Black women, like
older women in the general population, owe their greater representa-
tion in the elderly Black population, in part, to a dramatic leap in
life expectancy over the past century (Ephraim, Misra, Nguyen, &
Vahratian, 2001). In 1900, the life expectancy at birth for Black women,
Black men, White women, and White men was 33.5 years, 32.5 years,
48.7 years, and 46.6 years respectively (Ephraim, Misra, Nguyen, et
al., 2001). Fifty years later, all four groups showed significant gains
in life expectancy—>Black women at 62.7 years, Black men at 58.9 years,
White women at 72.2 years, and White men at 66.5 years. Toward the
end of the twentieth century, there were even greater gains in life
expectancy for all groups: Black women at 74.8 years, Black men at
67.6 years, White women at 80.8 years, and White men at 74.5 years.
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Although the gap in life expectancy had closed between Black women
and White men, Black women'’s life expectancy lagged 6 years behind
White women’s (Mouton, 1997). Despite improvements in overall
health and socioeconomic status (SES) of older Black women over the
past century, the quality of their physical health and SES has yet to
achieve parity with non-Hispanic White women’s physical health and
SES (Grason et al., 2001). Because of inadequate research on mental
health conditions in the Black elderly population, particularly at the
national level (Johnson & Misra, 2001), we have not included these
conditions in this chapter.

There is growing evidence that the physical health of older Black
women depends upon a complex set of interrelated social factors
such as age, race, gender, class, and social roles (e.g., caregiving).
Empowerment literature suggests that improving the health status of
older Black women will require social workers to not only use a
multilevel practice approach that targets individual needs, but also to
seek to empower these women through sociopolitical change (Gutier-
rez, 1990; Lee, 2001). Empowerment, according to Cox and Parsons
(1996), is “a process through which individuals and groups become
strong enough to participate within, share in the control of, and influ-
ence events and institutions affecting their lives” (p. 130). Critical
elements in the empowerment process include education, mutual sup-
port, self-help, consciousness raising, collective action, coalition build-
ing, and resource mobilization (Cox & Parsons, 1996; Gutierrez, 1990;
Lee, 2001; Solomon, 1976). In addition to building people’s capacity
through mobilizing resources to change deleterious environments,
empowerment practice that builds coalitions with clients and other
health professions may facilitate both practice and policy with older
Black women.

Social work, as a field of study, considers both prevention and
intervention to be of import to clients’ weH—bem5 Fried (1996) has
noted that “clinical preventive health care is highly revelant to the
health status and care needs of older adults” (p. 176). As clinicians
and service providers, social workers are able to influence the physical
health of older Black women through services offered in both the social
service and health sectors. It is well established that social workers play
a major role in providing services to older people (Rosen & Zlotnik,
2001). As helping professionals, social workers are involved with older
adults on multiple levels of practice (e.g., with elders and their families,
agencies, government). Thus, social workers are placed in an ideal
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position to help facilitate effective prevention and intervention strate-
gies that will enhance the physical health and SES in older Black
women.

PRIOR RESEARCH AND KNOWLEDGE BASE

Ephraim, Misra, Nguyen, et al. (2001) have defined a chronic condition
as one requiring periodic medical attention or medication or both.
Chronic physical health conditions are the major cause of illness,
disability, and mortality in the U.S. population (Ephraim, Misra, Ngu-
yen, et al., 2001; National Academy on an Aging Society [NAAS],
1999}, In ranked order, a list of chronic conditions for Black women
between the ages of 45 and 74 included hypertension, arthritis, sinus-
itis, orthopedic impairments, and diabetes (NAAS, 1999).

An assessment of a person’s physical health over the life span
involves the rate of mortality, prevalence of chronic disease and illness,
and life expectancy. The Waomen's Health Data Book (Ephraim, Misra,
Nguyen, et al., 2001) documented the death rate for women from the
10 leading causes of death in 1998 and reported that the mortality rate
for women varied by race and ethnicity, as well as by age. The death
rate per 100,000 for older women aged 65 or older, in the categories
of “all causes” and for some specific causes of death (i.e., malignant
neoplasms, heart diseases, cerebrovascular diseases, and diabetes),
was higher for older Black women than for older non-Hispanic White
women or Hispanic women. In contrast, death rates for accidents
and adverse effects, pulmonary diseases and allied conditions, and
pneumonia and influenza were lower for older Black women than
they were for older non-Hispanic White women.

Among older Black women aged 65 and older, heart disease was
the number one cause of death in the United States in 1998 (Ephraim,
Misra, Nguyen, et al., 2001). Older Black women were more likely
than White or Hispanic women to die from heart disease. Statistically,
older Black women had a death rate from heart disease of 1,799.1 per
100,000 compared to 1,671.9 and 959.8 per 100,000 for White and
Hispanic women, respectively.

Hypertension, a major risk factor for heart disease for women,
is the most common chronic condition for Black women. Chronic
conditions vary more by gender than race across the life span, although
certain chronic conditions are more associated with race and age than
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others. According to the NAAS (2000e), more elderly women than
elderly men have hypertension: 63% of the elderly population with
hypertension are women. More Blacks than Whites across the age span
have hypertension. The greatest race divergence on the prevalence of
hypertension is found in persons aged 55 to 64 years old, where twice
as many Blacks as Whites have hypertension. The rate of hypertension
for Blacks decreases for 65- to 74-year olds and rises again for those
75 years old and older. Because the Black elderly population is com-
posed of women disproportionately and more women than men will
live to be 75 years old, hypertension is of considerable import for
older Black women.

Besides hypertension, other known risk factors for heart disease
include menopause, diabetes, high cholesterol, overweight, lack of
physical activity, and smoking cigarettes. Black women through the
course of life are at high risk for heart disease, in part because of a
high rate of hypertension, diabetes, and obesity and a low level of
physical activity (Leigh & Lindquist, 1998). Older persons tend to
engage in lower levels of physical activity (Brownson et al., 2000;
Crespo, Smit, Andersen, Carter-Pokras, & Ainsworth, 2000; Young,
Miller, Wilder, Yanek, & Becker, 1998). Evidence indicates that older
Black, Hispanic, and Asian American women may engage in less
physical exercise than older White women (Ephraim, Misra, Strob-
ino, & Vahratian, 2001). Physical activity can reduce not only a wom-
an’s risk of heart disease but also her risk of osteoporosis and obesity
(Ephraim, Misra, Strobino, et al., 2001). However, osteoporosis, a pre-
ventable condition in old age, may be affecting older Black women
because of the lack of knowledge, the misinformation about risk factors
(Huff & Sadler, 1997), and the failure to engage in high levels of
physical activity (Ephraim, Misra, Strobino, et al., 2001; Wilcox, Castro,
King, Housemann, & Brownson, 2000). Young and older Black women
are less likely than young and older White women to report smoking
cigarettes; consequently, cigarette smoking is not considered a high
risk factor for older Black women (Ephraim, Misra, Strobino, et al.,
2001). The role that genetic or biological factors may play in heart
disease among older Black women has been neither confirmed nor
refuted (Landrine & Klonoff, 1992).

Diabetes mellitus is more common among older women of color
than among older White women (Ephraim, Misra, Nguyen, et al.,
2001), and more older Black than older White women will die from
diabetes or related diabetes complications (McNabb, Quinn, & Tobian,
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1997). Statistically, among women aged 60 to 74, Black (32.4%) and
Hispanic women (32.5%) are twice as likely to have diabetes as White
women are (16.0%) (Ephraim, Misra, Nguyen, et al., 2001). According
to McNabb and colleagues (1997), Black women older than age 50 are
more likely to have non-insulin-dependent diabetes, by far the most
common type of diabetes affecting Black women in their late adult
years. Risk factors for diabetes in Black women include race, gender,
age, genetics, obesity, low physical inactivity, SES, urban residence,
and institutional racism in disease diagnosis. Diabetes can lead to
other health complications such as kidney disease, eye disease, lower
extremity vascular disease, and heart or coronary artery disease
(McNabb et al., 1997). Diabetes, according to McNabb and colleagues,
is a serious public health issue for African Americans because of
late diagnosis and high treatment costs. Screening for diabetes and
developing “community-based lifestyle modification programs” may
prevent or delay the early onset of the disease (McNabb et al., 1997,
p. 290).

Breast cancer is the most frequently occurring female malignancy
among U.S. women (Dignam, 2000). National data show that breast
cancer incidence is greater among White women than Black women;
however, more Black women than White women die from breast
cancer (Chu, Tarone, & Brawley, 1999). Breast cancer mortality rates
decreased in the last decade for White women but not for Black women
(Chu et al., 1999; Dignam, 2000). During a time when early detection
through mammography screening and advances in treatment have
contributed to improved survival rates of breast cancer, Black women,
particularly those aged 70 or older, have lower survival rates (Chu et
al., 1999). Since the early 1980s, decreasing age-specific breast cancer
mortality rates were reported by Chu and colleagues for Black and
White women across two age groups: those younger (aged 30-39) and
those older (aged 40-69). However, for Black women aged 70+, cancer
mortality rates began to increase around 1987 and this trend continued
through the 1990s, the latest time period for which breast cancer data
was reported. Older Black women are less likely to report having a
mammogram, as compared with relatively younger Black women or
White women of any age group (Leigh & Lindquist, 1998). Thus,
older Black women may be less likely to benefit from increased early
detection of breast cancer by mammography and improved breast
cancer treatment therapy, factors contributing to higher breast cancer
survival rates among White women.
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Although research has documented continuing racial disparities in
health and mortality rates from heart disease for Black and White
women, evidence by Chu and colleagues (1999) has indicated a nar-
rowing of the race gap for deaths from breast cancer. These researchers
found that Black and White women baby-boomers (those born after
1946) had similar breast cancer mortality rates, thus suggesting a
convergence in declining mortality from breast cancer among this
birth cohort. Despite a narrowing of the gap in breast cancer mortality
among baby boomers, the overall situation with high breast cancer
mortality for Black women has not reversed. Chu and colleagues (1999)
have noted: “The racial disparity in breast cancer mortality rates has
grown despite indications that the percentage of black women from
1990 through 1994 having mammography is close to that of white
women” (p. 526). Dignam (2000) provides a brighter picture on Black
women’s breast-cancer mortality and the equal treatment of Black and
White women. Through a review of data from key national studies,
he concluded that “black women, diagnosed at comparable disease
stage as white women and treated appropriately, tend to experience
similar breast cancer prognoses and survival” (p. 50).

To reiterate, health is “a complex and multi-determined issue, influ-
enced by a wide variety of factors,” both internal and external to people
(Rodin & Ickovics, 1990, p. 1018). Older Black women’s experience with
chronic disease is complicated by greater disease morbidity associated
with aging (Ephraim, Misra, Nguyen, et al., 2001). Older Black women
relative to younger Black women are at greater risk of having multiple
diseases including hypertension, heart disease, stroke (a complication
of hypertension), end-stage renal disease, arthritis, and dementia
(Leigh & Lindquist, 1998; NAAS, 2000a, 2000d, 2000e). A growing
amount of literature suggests that structural factors such as institu-
tional racism may affect the quality of health care services offered to
older Black women. For example, older Black women with chronic
conditions may receive poorer quality health care than older White
women, even when medical services are being delivered to patients
covered by government insurance and critical demographic variables
are controlled (Ayanian, Udvarhelyi, Gatsonis, Pashos, & Epstein,
1993; Gornick et al., 1996; Schneider, Zaslavsky, & Epstein, 2002). In
a study of Medicare enrollees in managed health care plans, Schneider
and colleagues (2002) found that Blacks were significantly less likely
than Whites to receive mammograms, eye examinations in the case
of diabetes, beta-blocker drugs after heart attack, and post-hospital
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treatment for mental illness. Racial disparities remained statistically
significant among Medicare enrollees even when controlling for age,
sex, Medicaid status, income, education, and rural residence. Conse-
quences of these findings for older Black women'’s health are found
in the words of Schneider and colleagues: “To the extent that (Blacks)
fail to receive quality care, they may be at risk for complications that
could otherwise have been ameliorated or prevented altogether” (2002,
p. 1288).

It is important to note inconsistent findings about the role that race
may play in determining services received. For example, a study on
medical services received found no race differences between Whites
and Blacks (Miller et al., 1997). Inconsistent findings among studies
may be a result of different outcome measures (e.g., services versus
treatments versus mortality) and the type of samples used. Despite
data inconsistencies, an abundant literature implicates race as a struc-
tural factor in poor quality health care of Blacks (Hummer, 1996;
Jackson et al., 1996; Krieger, 1990; Krieger, Rowley, Herman, Avery, &
Phillips, 1993; Leigh & Lindquist, 1998; National Institute on Aging,
2001; Williams, 1992a, 1992b, 1999; Williams, Lavizzo-Mourey, & War-
ren, 1994).

In conclusion, the physical health status of older Black women is
a complex issue requiring attention not only to individual factors but
also to the role that structural factors play in predisposing these women
to poor health status and health care. The role of different factors
directs social workers and health professionals to multiple rather than
single strategies of prevention and intervention in older Black women’s
physical health care.

PRIOR RESEARCH AND KNOWLEDGE BASE

On the basis of extant literature, we have identified three salient eco-
nomic indicators of older Black women’s economic well-being: em-
ployment, income, and poverty. Despite noticeable improvements in
economic well-being of both the Black and elderly populations over
the last three decades, economic inequalities persist. Employment and
income inequalities, as well as poverty, provide compelling evidence
that women of color—especially Black women-—are highly disadvan-
taged in old age.

With regard to employment, Black women historically have partici-
pated in the labor market at a higher rate and for longer periods than
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White women have. Using Social Security Administration data, Ozawa
(1995) found that older Black women, defined as aged 62 and older,
had longer adult working lives than either White or Hispanic women
of similar age. However, their higher rate of labor market participation
has not yielded rewards similar to those of older White and, to some
degree, older Hispanic women. Black women averaged the lowest
social security benefit—53% of White men’s average as compared with
Hispanic and White women, 56% and 62% of White men’s average,
respectively (Ozawa, 1995).

Oliver and Shapiro’s (1995) work suggests that a history of low
wages and individual and institutional discrimination, coupled with
unequal and restricted asset accumulation, may help explain the camu-
lative effect of older Black women’s economic disadvantage. The in-
come and earning disadvantage of elderly people increases with age,
in part because of a drop in labor market participation (U.S. Bureau of
the Census, 1999). Older Black women are among the most vulnerable
groups of older workers for having low income and low earnings in
old age, again because of a lifetime of employment in low-wage and
low-skill jobs before and after retirement (NAAS, 2000c).

Marital status, a social factor, intersects with age to further increase
women’s economic disadvantage in old age (Collins, Estes, & Bradsher,
2001). Older nonmarried Black women are highly vulnerable to income
disadvantage in old age, in part because of nonmarital status over
the life span but in old age in particular (Ozawa, 1995). Collins and
colleagues provide data showing that older nonmarried women and
men across five age groups (65-69, 70-74, 75-79, 80-84, 85 or older)
are more likely to have lower median incomes than married couples,
and nonmarried women’s median income is the lowest of all three
groups. In short, marriage may be a protective factor serving to shield
older Black women from not only isolation and loneliness but also
from economic disadvantage (Tucker, Taylor, & Mitchell-Kernan,
1993). Older Black women’s economic disadvantage associated with
nonmarital status may derive from a decline in marriage among Afri-
can Americans in general over the last four decades (Tucker & Mitch-
ell-Kernan, 1995). Poverty is a known risk factor for older adults
(Rank & Hirschl, 1999a, 1999b), especially for unmarried older women
who fare the worse in terms of poverty (Ozawa, 1995). Statistically,
in Ozawa’s study, 62% of unmarried Black women in the age group
of 62 to 64 fell below 125% of the poverty line, as compared with 24%
and 32% of White and Hispanic women, respectively. For unmarried
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women in the age group of 65+ and below 125% of the poverty line,
there were 62% of Black women, as compared with 31% of White
women and 45% of Hispanic women (Ozawa, 1995).

Not only do older Black women have lower incomes and earnings
than older White women, but they also have fewer sources of income,
less wealth, and fewer assets than White women have. In a study by
Ozawa (1995), white women’s income sources were more likely to
include private pensions, annuities, and assets whereas Black and
Hispanic women's income sources were more likely to include public
aid. On the basis of a study by Oliver and Shapiro {1995), Collins and
colleagues (2001) concluded that the net worth of Whites in old age
is nearly five times the net worth of Blacks in old age. In a profile of
young retirees and older workers, the NAAS (2000f) reported that
“net household wealth for black retirees is approximately $18,000
compared to $120,000 for white retirees, and blacks comprise only 2
percent of retirees in the top wealth quintile” (p. 5). Income and wealth
disparity by race and gender in old age is highly relevant for older
Black women because they comprise a disproportionate number of
the Black elderly population. For the most part, a person’s income
and wealth in old age has accumulated in prior years; both income
and wealth are related to the opportunities and life chances that a
person has had prior to old age. Older African American women
may have had less opportunity to accumulate substantial income and
wealth largely because of structural barriers such as institutional dis-
crimination in the labor market (Ozawa, 1995).

In sum, older Black women have longer work histories, less income,
greater poverty, fewer income sources, fewer assets, and less wealth
than their White counterparts have. A life-course perspective suggests
that Black women'’s greater economic disadvantage and poorer health
in old age represents a lifetime of social and economic disadvantage
(Jackson, 1996). A life-course perspective assumes that prior life experi-
ences and events shape current life events; prior life experiences are
cumulative over the life course (Hareven, 2000).

CURRENT RESEARCH ON OLDER
BLACK FEMALE CAREGIVERS

Taken together, prior discussion provides considerable evidence about
the poor physical health and economic well-being of older Black
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women. However, there is a critical piece missing from this discussion
because prior evidence is heavily focused on across-race comparisons.
Such comparisons, as Stoller and Gibson (2000) have argued, portray
a partial reality of older Black women. These researchers also argue
that “To fully comprehend the situation of any group of older people,
we also need to consider differences within that group” (p. 80). On
the basis of this argument, we provide data from current research on
chronic health conditions, health behaviors, and economic factors in
a sample of Black rural and urban women caregivers. The significance
of caregiving as a known risk factor for women'’s poor health and
economic status is well established (Arno, Levine, & Memmott, 1999;
Grason et al., 2001). This research adds to the knowledge base of our
discussion on older Black women’s chronic health conditions and
health behaviors, as the findings yield insights into the intersection
of older Black women's aging, caregiving role, health, and economic
status as well as addressing within-group heterogeneity.

An aging population portends a larger share of older caregivers
assisting elderly family members (NAAS, 2000b). More than three out
of four caregivers of older Blacks are Black women (National Alliance
for Caregiving and American Association of Retired Persons, 1997).
Although prior literature documents the economic well- bemg of care-
givers (see Arno et al., 1999), little is known about the chronic health
conditions, preventive health behaviors, and economic well-being of
older Black women caregivers. Thus, the data presented herein repre-
sents a step toward closing this knowledge gap. We analyzed data
for phvmcal health (chronic conditions and health behaviors) and so-
cioeconomic variables (household income and education) using fre-
quency distributions, chi-square (categorical variables), and f-test
(continuous variables) statistical analyses.

The sample of 93 rural and 103 urban caregivers was a subgroup
of 521 Black women, aged 18 and older who cared for a dependent
Black elder (aged 65 years and older) living in the community." We
chose the lower limit of age 60 rather than age 65 because evidence
shows that chronic dz%ases such as hypertension and diabetes tend to
occur much earlier than 65 years of age among Black women (Ephraim,
Misra, Nguyen, et al., 2001; Leigh & Lindquist, 1998).

'This cross section study of urban—rural Black women caregivers’ mental health, social
functioning, and service use was funded by the National Institute on Aging and Office of
Research on Women's Health (Grant AG15962). More information about the study can be
obtained from L. Chadiba.
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With regard to chronic conditions, the highest percentage of caregiv-
ers reported that a doctor had told them they had hypertension (74%),
and the lowest percentage of caregivers reported that a doctor had
told them they had cancer or stroke (5%, respectively). The next highest
percentage of caregivers, 56%, reported that a doctor had told them
they had arthritis or rheumatism. Almost one quarter (23%) of older
Black women caregivers reported that a doctor had told them they
had diabetes. Slightly less than one third of caregivers (31%) reported
that a doctor had told them they had high blood cholesterol and
slightly more than one third of caregivers (35%) reported that a doctor
had told them they were overweight.

Caregivers ranked their overall subjective health as good to excellent
on a scale that ranged from poor, fair, good, very good, to excellent.
Regarding health-enhancing behaviors, 86% of women caregivers re-
ported that they did not smoke cigarettes. A majority of caregivers
reported good preventive health behaviors. Specifically, on average,
caregivers reported having an annual physician checkup, a mammo-
gram, and a clinical breast examination within the past 12 months.
Caregivers also reported doing breast self-exams averaging once a
month.

A within-group comparison between rural and urban caregivers
revealed that urban caregivers were significantly more likely than
rural caregivers to report that a doctor had told them they were over-
weight (x> =4.29, df = 1, p = .04). Rural caregivers reported significantly
lower levels of educational attainment in years of schooling completed
than urban caregivers did (t =4.83, M =947, SD =292, t = 4.88, M =
11.76, SD = 2.50, p < .0001, respectively). Rural caregivers reported
significantly lower levels of annual household incomes than urban
caregivers did. For example, 69% of rural caregivers reported annual
household incomes under $18,000 compared with 43% of urban care-
givers who reported annual household incomes under $18,000 (y* =
13.35, df = 3, p < .0004).

In conclusion, hypertension results in this subgroup of older Black
rural and urban women caregivers are highly consistent with national
data on older women in the general population. Hypertension is a
leading risk factor for heart disease and a contributing factor to older
Black women'’s relatively higher mortality rate (Ephraim, Misra, Ngu-
yen, etal., 2001). Although relatively fewer older Black women caregiv-
ers reported that a doctor had told them they had high blood
cholesterol, diabetes, and were overweight, all three conditions when
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combined with hypertension form a constellation of risk factors for
heart disease. Arthritis or rheumatism, chronic conditions affecting
the joints, is the second most frequently mentioned chronic condition
by older Black women caregivers. Current research findings on older
Black women caregivers coincide with reports about arthritis being
prevalent among women in general (NAAS, 2000b). The National
Academy on an Aging Society has reported arthritis as a “a leading
cause of disability in the United States” (p. 1). An aging population
portends more women with arthritis and disability, as a disproportion-
ate number of women across all age groups have degenerative arthritis,
osteoporosis, or inflammatory arthritis. Additionally, people with ar-
thritis experience more functional limitations, financial difficulties,
and occupational difficulties, and have lower levels of life satisfaction
and optimism than people without arthritis (NAAS, 2000b). Caution is
warranted because current findings are descriptive and not predictive.
Nonetheless, findings on significant urban-rural differences of caregiv-
ers’ being told by a doctor that they were overweight, caregivers’
education in years, and caregivers’ annual household incomes support
the claim of group differences within older Black women, as suggested
by Stoller and Gibson (2000).

FURTHER RESEARCH NEEDS

Progress has been made in documenting the physical health status,
and to some extent the health care, as well as the economic well-being
of older Black women. More research is needed on the physical health
status and economic well-being of older Black women, particularly in
social work research where these women are largely invisible. Social
work researchers have a great deal to offer to a research agenda on
older women inasmuch as social workers integrate knowledge from
a variety of sources and apply this knowledge in ways that facilitate
both practice and policy. We have adopted nine recommendations
from the Women of Color Health Data Book for further research needed
(Leigh & Lindquist, 1998). Recommendations are consistent with the
aforementioned review of literature and the empowerment approach
to social work practice presented in this chapter.

1. Develop intervention research programs to empower older
Black women in their use of health care, including preventive health
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behaviors such as mammograms, cervical pap smears, and breast
self-exams.

2. Increase health promotion and disease-prevention research pro-
grams by facilitating older Black women’s participation in clinical
trials and disseminating results to these women. Additionally, identify
barriers from the participant’s point of view that prevent older Black
women from participating in clinical trials.

3. Encourage research on the impact of managed care on the qual-
ity and equity of care received by older Black women.

4. Involve older Black women at the community level on research
projects as participants in the research process. This will empower
older Black women as consumers of their right to seek quality
health care,

5. Develop culturally and ethnically appropriate outcome
measures.

6. Design more within-race or gender studies to tap the heteroge-
neity within older Black women, particularly rural-urban differences.

7. Develop effective outreach strategies when conducting clinical
trial research to identify older Black women who never seek health
care or who do so only during crisis.

8. Collaborate with Black women on a community level by locating
research centers within the community and by collaborating with
Black churches or other community-based organizations.

9. Use research to give back to the community by providing health
care, education, training, and employment to older Black women,
using a life-course approach and both qualitative and quantitative
methods to examine the economic opportunities and inequalities in
different age cohorts of older Black women.

In summary, research is needed to determine the effects of chronic
illness caused by physical health conditions and the effects of poor
economic well-being on quality of life for older Black women. Such
research should consider both risk and protective factors in the physi-
cal health and economic well-being of older Black women.

POLICY IMPLICATIONS

Evidence unveiled in this chapter about older African American wom-
en’s physical health and economic well-being has policy implications.
One policy implication is the need for affordable health insurance
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prior to age 65 to cover preventive health and critical gaps in women’s
health insurance coverage. Women of color are highly vulnerable to
lack of insurance and gaps in insurance coverage. For example, the
Women of Color Health Data Book (Leigh & Lindquist, 1998) highlighted
health insurance as a critical issue in a discussion on the health status
of women of color. These women were more than half of the 19 million
uninsured women in the U.S. in 1995 even though they were only
about a quarter of all U.S. women. Lillie-Blanton, Bowie, and Ro (1996)
noted that the inclusion of preventive health-care services for Black
women will facilitate access to their health care, given that a dispropor-
tionate number are poor or near-poor and cannot afford to pay out-
of-pocket. Fried (1996) stated that “improved health care coverage
could make a substantial difference in the use of needed care by older
women” (p. 198). Beckerman, Hawkins, Misra, Salganicoff, and Wyn
(2001) noted that women of color are disproportionately disadvan-
taged economically while they also “have a disproportionate share of
morbidity and mortality across a wide range of health conditions”
(p. 174). Using data from the Commonwealth Fund Survey, Fried
(1996) concluded that not having insurance was a “significant, inde-
pendent factor” in whether an older woman had a primary care physi-
cian, had an annual well-woman physical, or used preventive services
prescribed for her age group (p. 198). After age 64, health insurance
issues for older women are less about coverage because a majority of
older persons benefit from Medicare or supplemental health insurance
coverage (Beckerman et al., 2001). Rather, health insurance coverage
for older women after age 64 is more about their increasing need for
good quality health care, prescribed medications, and coverage gaps
that engender problems of health care access.

Second, educating the public about women’s health is warranted
and the link between it and women’s economic disadvantage, particu-
larly for participants in the labor market, on a local, state, and national
level (Fried, 1996; Wyn, Brown, & Yu, 1996). Public education is needed
to inform older Black women about the importance of disease preven-
tion with aging, as Fried (1996) has noted that prevention is essential
to curtailing both disease and disability among older women. Addi-
tionally, public education about risk factors and preventive health
behaviors should target the current and future generations of older
Black women, and young and old Black women who have not com-
pleted high school. Women with less than a high school education
appear to be at greatest risk of poor physical health and low levels of
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preventive health than women who complete high school and beyond
(Lillie-Blanton et al., 1996).

Third, evidence about race and health disparities in the U.S. health
care system in this chapter suggests that social and political factors
influence the physical health status of older women. Health care ser-
vices may be available, but older Black women may not use services
because they feel powerless—they may not feel an ability to influence
control over their health care. Racism and sexism may not only impede
access to health services for older Black women: they may also influ-
ence the quality of care received. Policies are needed to eliminate
access problems to health services and to equalize services received.
Furthermore, policies are needed to build professional capacity by
increasing the number of minority professionals (social workers, phy-
sicians, and researchers) and to educate White care service providers
to reduce service system biases.

TOWARD STRATEGIES OF EMPOWERMENT

An important goal of this chapter was to recommend strategies of
empowerment and ways to enhance knowledge in social work practice
and policy about the physical health and economic well-being of older
African American women. Empowerment is a process in which social
workers work with clients to help them define their problems, make
decisions to solve problems through individual and collective actions,
and to build on clients’ strengths in order to help clients access critical
environmental resources (Gutierrez, 1990; Lee, 2001). Social workers
help facilitate empowerment strategies to increase life quality in areas
of health and SES.

An empowerment approach embraces collaboration and teamwork.
Working with multidisciplinary teams of providers on different prac-
tice levels, social workers can help facilitate older Black women’s
capacity building by providing accurate and timely knowledge about
risk factors predisposing all women to certain diseases and disease
complications. Social workers can help empower older Black women
in their physical health by raising their awareness of the role they
may play in controlling their own health. Along with raising awareness
of older Black women, social workers can foster older Black women'’s
self-care in terms of putting themselves first before they care for
other people.
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Empowerment literature suggests that issues of economic disadvan-
tage warrant collective actions that seek to raise older Black women’s
awareness of economic deficits and to increase political solutions to
such deficits. On empowering impoverished older Black women, social
workers can take note of the National Association of Social Workers Code
of Ethics. The code states that “The primary mission of the social work
profession is to enhance human well-being and help meet the basic
human needs of all people, with particular attention to the needs and
empowerment of people who are vulnerable, oppressed, and living
in poverty” (as cited in Rank & Hirschl, 1999a, p. 212). As Rank and
Hirschl have concluded about poverty and policy, social workers can
facilitate the empowerment of vulnerable people by working for poli-
cies that ameliorate poverty. We think that social workers will want to
go beyond ameliorating poverty to protecting current national policies
that greatly benefit older Black women, particularly Medicare and
Social Security. In its action plan for aging research, the National
Institute on Aging (2001) has asserted that as a group, minority elderly
depend more heavily on Social Security and have fewer economic
assets than their White counterparts.

Social workers may facilitate the empowerment of older Black
women in the area of physical health by working to eradicate both
individual and institutionalized racism in the health care delivery
system. To reiterate the point of Schneider and colleagues (2002), when
Blacks do not receive quality care, they are placed at risk of disease
and illness complications that may have been avoided. Many older
Black women may delay seeking help or not seek it altogether for
disease and illness because of past experiences in discrimination from
service providers. The evidence we have presented about racial dispar-
ity in the health care delivery system would justify older Black wom-
en’s fear of discrimination. Whether older Black women's fear of
discrimination is real or perceived, social workers need to work to
reform and transform a health care system that may play a role in
older Black women’s delay in seeking help or failure to seek help at all.

An important challenge to the physical health and economic well-
being of older Black women is their family role responsibilities as
caretakers or caregivers. Research suggests that older Black women
who engage in multiple caregiving roles (e.g., caring for grandchildren
and others) may be predisposed to physical health risks as a result of
juggling multiple roles (Casper & Bryson, 1998; Chadiha, Adams,
Biegel, Auslander, & Gutierrez, 2002; Grason et al.,, 2001, Whitley,
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Kelley, & Sipe, 2001). When older Black women allow caregiving
responsibilities to take priority over their health, then caregiving may
interfere with their ability to practice preventive health behaviors and
to avoid poor health. Social workers might consider an empowerment
approach to help older Black women take better care of themselves
through engagement in small group interactions with similar caregiv-
ers (Cox & Parsons, 1996; Gutierrez, 1990). Neither the self-care of
older Black women nor their strong coping will eradicate the panoply
of social and individual factors associated with their poor health status,
health care, and economic well-being. Research, practice, and policy
can go a long way, however, to eliminate such factors.

INTEGRATING KNOWLEDGE INTO
THE CURRICULUM: AN ILLUSTRATED
COURSE OUTLINE

Older women, especially Black women, represent an invisible stream
in social work curriculum. To gain a comprehensive understanding
of older women, social workers must be familiar with their heterogene-
ity—age, race, ethnicity, nationality, culture, sexual orientation, place
of residence, and so on. Understanding older Black women’s heteroge-
neity especially is essential to developing and implementing ethnically
and culturally sensitive practice with regard to their physical health
and economic well-being. Given the lack of content about older women
in social work curriculum, we have developed an illustrative course
outline on this topic (see Appendix A). Although the focus is on older
women in general, we pay special attention to women of color because
of their health and economic vulnerability. Though we have identified
that there is enough information to require a specific course on older
women, nonetheless we think it is also important to infuse content
about older women, particularly older Black women, into direct prac-
tice, human behavior and social environment, and social policy
courses.

CONCLUSION

Although older Black women experience many rewards in old age,
these women face prodigious challenges in both their physical health
status, health care, and economic well-being. Their SES (e.g., employ-
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ment, income, poverty, and occupation) is a strong determinant of
their mortality and morbidity across the life course. On the whole,
evidence presented in this chapter implies a nexus between the social
factors, physical health, and economic well-being of older Black
women. In comparing the health and SES of older Black women with
that of White women, the experience and outcomes of systematic race-
and gender-related inequalities are evident. Thus, it may be easy to
portray older Black women as victims of such inequalities (Hughes &
Mtezuka, 1992). We are reminded that older Black women have spent
much of their lives having to confront race and gender stereotypes
(Stoller & Gibson, 2000). The statistical comparisons that researchers
make between older Black women and White women, although accu-
rate in numbers, may engender stereotypical images of older Black
women (Stoller & Gibson, 2000). Older Black women are survivors of
a lifetime of gender and race inequalities that have adversely impacted
their lives in similar ways to other women of color. In a treatise on
older women, Hughes and Mtezuka (1992) have noted that older
women are survivors as much as victims of oppression. For example,
older women's personal biographies “are endowed with resources
and experiences which are not sufficiently acknowledged” (p. 232). A
comprehensive understanding of older Black women involves know-
ing their challenges, survival strategies, and social supports.

We would be remiss if we failed to acknowledge older Black wom-
en’s strength in very old age. Despite poor physical health and eco-
nomic well-being, many older Black women, after years of hard work,
engage in paid work and family caregiving roles. Their work and
caregiving roles serve as a testament to their resiliency in old age.
Further evidence of the resiliency of older Black women is also ob-
served in what Gibson (2000) labels their age-by-race advantage
around and after 75 years old. Specifically, after age 65 and prior to
age 75, Blacks appear to be more disadvantaged in mortality than
Whites do, whereas after age 75, Blacks appear to gain the advantage
in mortality over Whites. The question for social workers is how
to use the knowledge about older African American women's poor
physical health status, economic disadvantage, multiple role vulnera-
bilities, and resiliency to increase the quality of their lives. A full
discussion of older Black women's survival strategies and social sup-
ports was beyond the scope of this chapter. Instead, we highlighted
these women'’s vulnerabilities in physical health and SES as a way of
challenging rather than validating their image as victim.
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APPENDIX A: ILLUSTRATIVE COURSE SYLLABUS
IMPACT OF THE SOCIAL CONTEXT ON

OLDER WOMEN'S PHYSICAL HEALTH

CREDIT HOURS: 3

I. Course Domain and Boundaries

In the Women's Health Data Book (Misra, 2001}, Grason, Minkovitz,
Misra, and Strobino report a substantial increase in the number of
older women (aged 65 or older), tripling from 6.5 million in 1950 to
more than 20 million in 1998. The U.S. population of older women is
ethnically and racially diverse with women of color (e.g., Black, His-
panic, Asian and Pacific Islander, American Indian and Alaskan Na-
tive) comprising a larger share of the population. This course considers
the impact of race, ethnicity, gender, culture, age, social class, and
family and household characteristics on both poor and good health
of older women. Special attention will be paid to the vulnerability
and strengths of women of color. This course will use the stress and
coping, life course, and empowerment frameworks to facilitate exami-
nation of how social and cultural factors are interconnected to one
another and related to the physical health of older women. Students
will evaluate practice and policy recommendations to address the
empowerment and capacity-building preventive interventions for ad-
dressing older women'’s physical health.

II. Course Objectives

1. To enable students to know and understand demographic
trends in the older female population and the relationship be-



III.

Upon
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tween such trends and the physical health status and health
care of older women

To provide students with specific theoretical frameworks for
understanding older women’s physical health status and care
To enable students to develop an understanding of the impact
of race, gender, ethnicity, culture, age, social class, and family
and household characteristics on both good and poor physical
health of older women

To enable students to develop an understanding of the intercon-
nectedness of race, gender, ethnicity, age, and social class to
social and economic justice in relation to the physical health
status and health care of older women, particularly older
women of color

To enable students to develop knowledge of, and skills in,
identifying and assessing evidence-based prevention and inter-
vention capacity-building programs with older women, particu-
larly with older women of color

To enable students to develop knowledge of, and skills in, using
social work values, and recognizing and responding appropri-
ately to ethical dilemmas that may arise within the social and
cultural context of social work practice with older women

To enable students to translate knowledge about older women's
physical health into practice and policy recommendations that
facilitate the empowerment of older women

Educational Outcomes
completion of this course, students are expected to

know and understand demographic trends in the older female
population and the relationship between such trends and the
physical health status and health care of older women;

know specific theoretical frameworks for understanding older
women's physical health status and care;

demonstrate understanding of the impact of race, gender, eth-
nicity, culture, age, social class, and family and household char-
acteristics on both good and poor physical health of older
women;

demonstrate understanding of the interconnectedness of race,
gender, ethnicity, age, and social class to social and economic
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justice in relation to the physical health status and health care
of older women, particularly older women of color;

5. demonstrate knowledge of, and skills in, identifying and as-
sessing evidence-based prevention and intervention capacity-
building programs with older women, particularly with older
women of color;

6. demonstrate knowledge of, and skills in, using social work
values, and recognizing and responding appropriately to ethical
dilemmas that may arise within the social and cultural context
of social work practice with older women;

7. demonstrate ability to translate knowledge about older wom-
en’s physical health into practice and policy recommendations
that facilitate the empowerment of older women.

IV. Selected Suggested Textbooks and Readings

Calasanti, T. M., & Slevin, K. F. (2001}. Gender, social inequalities, and aging. Walnut
Creek, CA: Altamira Press.

Estes, C. L. (2001). Sex and gender in the political economy of aging. In C. L.
Estes and Associates (Eds.), Social pelicy and aging (pp. 119-135). Thousand
Qaks, CA: Sage.

Falik, M. M., & Collins, K. 5. (Eds.). (1996). Women's health: The Commonwealth
Fund survey. Baltimore: Johns Hopkins University Press.

Hughes, B., & Mtezuka, M. (1992). Social work and older women: Where have
older women gone? In M. Langan & L. Day (Eds.), Women, appression and social
work (pp. 220-241). London: Routledge.

Jackson, J. S. (1996). A life course perspective on physical and psychological health.
In R. J. Resnick & R. H. Rozensky (Eds.}, Health psychology through the Hfe span
{(pp. 39-57). Washington, DC: American Psychological Association.

Krieger, N., Rowley, D. L., Herman, A. A., Avery, B., & Phillips, M. T. (1993).
Racism, sexism, and social class: Implications for studies of health, disease,
and well-being. American Journal of Preventive Medicine, 2, 82-122.

Landrine, H., & Klonoff, E. A. (1992). Culture diversity and health psychology.
In A, Baum, T. A. Revenson, & ]. E. Singer (Eds.), Handbook of health psychology
{pp. 851-891). Mahwah, NJ: Erlbaum,

Lee, I. A. B. (2001). The empowerment approach fo social work practice. Building the
beloved community (2nd ed.). New York: Columbia University Press.

Leigh, L., & Lindquist, M. A. (1998). Women of color health data book. Bethesda,
MD: Office of Research on Women’s Health, Office of the Director and National
Institutes of Health.

Misra, D. (Ed.). (2001). Wosmen's health data book: A profile of women's health in the
United States {3rd ed.). Washington, DC: Jacobs Institute of Women's Health
and the Henry J. Kaiser Family Foundation.
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V. Organization of Course

Lectures, class discussion, audiovisual materials, small group exer-
cises, and older women guest speakers.

VI. Course Assignments

A short critique on the strengths and weaknesses of one of three
theoretical frameworks (stress and coping, life-course perspective,
empowerment) used to frame the physical health and health care
experiences of older women (8-10 pages). A midterm take-home exam-
ination; a term paper on an issue relating to older women'’s physical
health or health care with practice and policy strategies (20-25 pages).

VII. Course Outline (Possible Topics)

-y

Demographic trends in the general and older female population

Health status, disability, and health care of older women

3. Stress and coping, life course, and empowerment frameworks
as theoretical lenses

4. The social context of older women’s health: impact of race,
gender, ethnicity and culture

5. The social context of older women’s health: impact of social

class, family characteristics, household characteristics, and mul-

tiple roles

N
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6. Social and economic justice issues in delivering health care to
older women

7. Evidence-based and capacity-building preventive health pro-
grams for older women

8. Evidence-based and capacity-building intervention health pro-
grams for older women

9. Policy considerations: coverage, access to services, and public
education needs for older women
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Chapter 8

GRANDPARENTS RAISING
GRANDCHILDREN

Nancy P. Kropf and Scott Wilks

Over recent decades, the number of grandparents who are raising
grandchildren has increased dramatically. This family form, termed
custodial grandparenting or skipped generation parenting, has become
more common within various social welfare and health care contexts.
The latest U.S. Census reports that there are about 2.4 million grand-
parent caregivers in the United States with about 75% who have taken
care of grandchildren for more than 1 year (Bryson, 2001). On the
basis of numbers of grandchildren, estimates indicate that about 3.9
million children live in households with grandparents (Lugalia, 1998).
Taken together, these figures indicate that intergenerational families
are numerous and are involved in multiple service networks, and
social workers across a variety of contexts and practice roles will have
involvement with clients within these family systems.

Although grandparents have historically been involved in family
life and have served as supports for child care, the reasons for care-
giving have become more complex. The major factor for coresidence
of grandchildren and grandparents is the drug addiction of a parent,
especially crack cocaine (Burton, 1992; Minkler, Roe, & Price, 1992;
Minkler, Roe, & Robertson-Beckley, 1994; Roe, Minkler, & Barmwell,
1994; Roe, Minkler, Saunders, & Thomson, 1996). Concomitantly, social
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problems associated with drug addiction are also precipitating factors,
such as incarceration and child maltreatment (Barnhill, 1996; Dressel &
Barnhill, 1994; Grant, Gordon, & Cohen, 1997). In addition, HIV/AIDS
has also been a significant factor as children whose parents have
died or are physically incapacitated frequently are raised by their
grandparents (Caliandro & Hughes, 1998; Poindexter & Linsk, 1999;
Whetten-Goldstein & Nguyen, 2001).

Because of the significance of this issue for social work, this chapter
will highlight several of the social, physical, and emotional issues of
raising grandchildren. Practice and policy implications will be summa-
rized to help motivate social workers and allied professionals to be
more responsive to the needs within these families. In addition, an
individualized intervention approach will be highlighted that has spe-
cific use with grandparents who are outside of existing support ser-
vices. Finally, educational strategies will be presented to help educate
future social workers about this family form.

SIGNIFICANCE TO GERONTOLOGY, HEALTH CARE,
AND HEALTH PROFESSIONALS

Because custodial grandparenting is an intergenerational issue, there
is significance for a number of professions. Specifically, social workers
may become involved with a number of health providers around
issues of the health and well-being of the grandparents. In addition,
this issue is significant to child welfare as personnel may work with
more older adults in kinship care roles. This section provides an over-
view of the various issues associated with custodial grandparents
across a variety of professional areas.

Fairly recently, the field of aging has become more involved in
research and practice on grandparents raising grandchildren. Exam-
ples are recent issues of the Journal of Aging and Mental Health and the
Journal of Gerontological Social Work that are entirely devoted to this
family form (Burnette, 2000, McCallion & Janicki, 2000). Because of
the changing demographics, the field of aging has developed a litera-
ture on older adults who have responsibility to care for younger
generations. Besides custodial grandparents, other late-life caregiving
roles include parents of adults with developmental, psychiatric, or
physical disabilities (e.g., see chapter 9 in this volume). Attention to
late life caregivers has expanded the way that caregiving has been
conceptualized within the field of aging.
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From a gerontological perspective, the research on these intergener-
ational families has focused on the experience of the grandparents.
Like other caregiving roles, the care of grandchildren includes both
stress and reward (Pruchno, 1999). The various responsibilities that
accompany caregiving tasks can compromise physical and social func-
tioning in late life. Examples of particular problems include a sense
of isolation, economic vulnerability, and depression, yet the experience
of raising grandchildren also includes positive aspects. In research on
rewarding experiences, grandparents report having a sense of com-
panionship, holding an important social role, and being able to keep
the care of their grandchildren within the family system (Morrow-
Kondos, Weber, Cooper, & Hesser, 1997; Poindexter & Linsk, 1999).

A great deal of research has been conducted on the health and
well-being of custodial grandparents. Raising children is a physically
demanding task, and grandparents who are in mid or late life may
experience health problems as a result of performing within this role.
For example, research that compared caregiving and noncaregiving
grandparents found that those who were raising their grandchildren
had poorer physical and mental health outcomes than grandparents
in noncustodial roles (Bowers & Myers, 1999; Jendrek, 1993; Morrow-
Kondos et al., 1997; Musil, 1998; Poindexter & Linsk, 1999; Szinovacz,
DeViney, & Atkinson, 1999). In addition, when custodial grandparents
were compared with other types of care providers, such as spouses
and adult children, grandparents experienced more health problems
and stressful life events (Strawbridge, Wallhagen, Shema, & Kaplan,
1997). Although grandparents who assume care have been termed
silent saviors for many children (Creighton, 1991), the experience of
care provision may compromise their overall health and well-being.

Social well-being also may suffer when grandparents have care-
giving responsibility for grandchildren. The demands of caregiving
can potentially decrease the degree of contact between the grandparent
and his or her established social network (Burnette, 1999b; Jendrek,
1993; Minkler et al., 1994; Strawbridge et al., 1997). Social isolation
may also be the result of managing stigmatizing situations, such as
the HIV status of a grandchildren (Caliandro & Hughes, 1998; Linsk &
Poindexter, 2000). As grandparents spend time raising their grandchil-
dren, they have less energy, time, and motivation to connect with
family, friends, and other relationships within their communities.

Because of the intergenerational nature of this family form, several
service networks may be involved with grandparents who are raising
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grandchildren. One service sector that has contact with many grand-
parents is child welfare, as kinship care has become a primary method
to increase stability and permanency of care for children. Within child
welfare, personnel work frequently with grandparents who are in
either formalized or informal kinship care arrangements (Kolomer,
2000). The primary focus is on child well-being, yet attention to the
entire family system must be considered to assure permanency of care.

The school setting is another child-related institution that is in-
volved with custodial grandparents. School social workers, teachers,
and other personnel are becoming more aware of the numbers of
grandparents who are raising grandchildren. If grandchildren have
special needs, grandparents may be involved in constructing individ-
ual education plans, managing behavioral challenges, and handling
other school-related issues. In addition, grandparents may have to
initiate a school change if their grandchildren had to relocate to reside
with them.

Grandparents may also need the services of professionals in the
health care system. In addition to their own healthissues, grandparents
may also be in the role of managing severe and chronic emotional
and physical conditions of their grandchildren (cf. McCallion & Janicki,
2000). As stated, precipitating factors for co-residence may include
parental addiction, abuse, or HIV. In these situations, there are associ-
ated health, behavioral, and emotional risks for the children.

Legal professionals are also commonly involved with intergenera-
tional families. Attorneys may be involved with grandparents in secur-
ing formal custody or adoption. In addition, numerous other issues
may require legal attention such as drafting wills or more extensive
estate planning. These families may also need the assistance of attor-
neys if they experience problems as a result of raising grandchildren
such as housing or entitlement programs.

SOCIAL WORK CONTRIBUTION

Because of the person-in-environment orientation of social work, the
profession holds a leadership role in promoting the health and well-
being of custodial grandparents. As a broad profession, social workers
practice in a wide context of areas and fields of practice. Social work’s
investment in this area will be presented from an ecological frame-
work, that is, spanning practice with individuals to a transformation
of social policy.
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At the micro system level, social work practitioners assess and
intervene with the individual and family system. In practice with
custodial grandparents, several areas are potential issues for interven-
tion. One is with the family system, as intergenerational families often
confront challenging issues within family subsystems and boundaries
(Bartram, 1996; Goldberg-Glen, Sands, Cole, & Cristofalo, 1998). For
example, grandchildren often struggle with what name to call their
grandparent—is it grandma or mama? This semantic question opens
the larger issue of the confusion that many grandchildren feel about
the role of the grandparent in their lives. In addition, grandparents
struggle with ways to move from a traditional grandparenting role
to assuming parenting, including dealing with discipline issues and
boundary setting. In addition, other subsystems within the family may
be affected by the child-raising role, including the marital partnership
and relationships to other children or grandchildren within the family.
These family level challenges may be issues that social workers experi-
ence in their practice with intergenerational families.

Micro system issues also include the experiences of individuals
within the family, for both the grandparents and grandchildren. For
grandparents, the experience often involves feelings of grief and loss.
If the precipitating factor for caregiving is due to the death of their
son or daughter, the experience of raising their grandchildren is com-
bined with the “off-time” loss of losing their own child. In other
situations, losses are associated with their disappointment in their
child’s ability to parent and their management of the tension between
retaining hope that the child’s parent may be able to assume care at
some point. This experience of holding divided loyalties between their
son or daughter and grandchildren can be extremely confusing and
complicated for grandparents. The grandchildren in intergenerational
families may also benefit from social interventions. Often, these chil-
dren perceive that they are different from peers and may feel stigma-
tized about living with grandparents. In addition, role relationships
may be extremely confusing for grandchildren, especially in situations
where they have contact with their biological parent. Brief periods of
reconnection, such as times when a parent is drug free, may lead to
renewed feelings of abandonment when the parent leaves again. This
period is often a time for the child to exhibit hostile or angry behavior
toward the grandparent.

Social work interventions are also appropriate at the mezzo system,
which involves the relationships between the family and other systems
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within the environment. At this level of practice, social workers can
work to transform community organizations and networks to be more
responsive to the needs of this family form. Examples of initiatives
include helping child welfare and aging services to work in a coordi-
nated manner, as often the needs of intergenerational families span
both of these service networks. In addition, social work case-manage-
ment services are important at the mezzo system. Frequently, grand-
parents may feel confused or isolated from services that do exist in
the community because often they have been out of the child-raising
role for several years. Case managers can assist families to receive
services including public welfare, Supplemental Security Income (SS1),
and children’s recreational programs. Unfortunately, grandparents
may be unaware of the types of resources that may be available to
them and their grandchildren.

At the macro level, social workers can serve as advocates to change
policies that impact intergenerational families. These typically include
child custody, family leave, and tax credits that can support families
and provide economic resources. In addition, many intergenerational
families live in communities that have limited resources that are avail-
able to assist them with caregiving (Myers, Kropf, & Robinson, 2002).
Other macro-level practice roles include promoting effective and effi-
cacious programs and interventions within areas that currently un-
derserve this family form.

PRIOR RESEARCH AND KNOWLEDGE BASE

Research on intergenerational families has been conducted in several
disciplines including gerontology, child welfare, and family studies.
Although studies of intergenerational families may be based upon
various theoretical frameworks, several themes have emerged in the
type of research that has been conducted. Descriptive research pro-
vided a profile of custodial grandparents across a variety of contexts.
Other studies have estimated the impact of care provision upon the
grandparent, specifically in the areas of health, social functioning,
and well-being. Research at the family system level has identified
precipitating factors for caregiving and the impact of raising grandchil-
dren upon the family unit. Finally, a limited body of outcome literature
is emerging to assess the impact of interventions with custodial
grandparents.
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Descriptive Research

In descriptive research, studies have described the population of inter-
generational families from an individual and family system perspec-
tive. The average age of grandparents who are raising grandchildren
is 59 years (Fuller-Thomson, Minkler, & Driver, 1997) with an age
range between mid 30s and upper 80s (Caputo, 1999). In addition,
other research has focused on the racial and ethnic proportions of
intergenerational families (Chalfie, 1994). Although the greatest num-
ber of intergenerational families is White, African American and His-
panic families are disproportionately represented. Gender issues of
caregiving have also been investigated. Similar to other caregiving
roles, the majority of grandparents who are raising grandchildren are
female (Fuller-Thompson et al., 1997). Geographically, families have
also been found to live largely in urban areas (74%), yet a significant
percentage (26%) live in nonurban settings (Pebley & Rudkin, 1999).

Health and Well-Being

The impact of the child-raising experience on health and well-being
has also been a focus of research on grandparents. These studies
investigate the outcomes of the caregiving experience on grandparents.
In comparisons of various types of caregiving roles, custodial grand-
parents have been found to experience poorer health than either non-
custodial grandparents or caregivers in other roles (e.g., adult children,
spouses) (Bowers & Myers, 1999; Strawbridge et al., 1997; Szinovacz
et al., 1999). Social issues have also been addressed and indicate that
grandparents who are raising grandchildren report feelings of isola-
tion, loneliness, and disconnection from friends (Kelley, 1993; Musil,
1998). In addition, grandparents also report negative psychosocial
outcomes including anxiety, depression, and feelings of disempow-
erment (Burnette, 1999a; Minkler, Fuller-Thompson, Miller, & Driver,
1997; Robinson, Kropf, & Myers, 2000; Sands & Goldberg-Glen, 1998).

Other health research has investigated the ability of custodial grand-
parents to care for their own health needs. Research on health promot-
ing activities (e.g., exercise, good diet) indicates that grandparents
neglect these positive practices in their own lives. In addition, grand-
parents also report engaging in lifestyle behaviors that negatively
impact health and functioning such as skipping medical appointments
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and alcohol or tobacco use (Emick & Hayslip, 1999; Minkler et al.,
1992).

Family-Level Research

In addition to research on individual members, studies have been
conducted at the family system level. Qualitative research into care-
giving has identified various pathways that grandparents take into
the caregiving role (Jendrek, 1993; Kropf & Robinson, 2002). These
include immediately assuming care (as in the case of sudden parental
death), the dissolution of a multigenerational family system where
the parent generation moves from the household and the children
stay with the grandparents, and an incremental pathway where the
grandparents assume care after attempting remediation strategies with
the children’s parents. Depending on the pathway into care, the grand-
parents may have different experiences in child-rearing and service
needs.

Other research has focused on subsystems within the family, such
as the marital dyad. Some research indicates that raising grandchildren
impacts marital quality negatively (Jendrek, 1993). Other research,
however, suggests that the quality of the marriage may not suffer,
yet the tasks associated with raising the grandchildren are primarily
assumed by the grandmother (Minkler et al., 1994).

Using an ecological perspective, the linkage between family and
community has been studied. In research on rural grandparents, find-
ings indicated that grandparents felt a sense of disempowerment
within their communities (Robinson et al., 2000). Other research in
this area has found that there is limited knowledge about resources that
are available within community settings (Whitley, White, Kelley, &
Yorker, 1999). Taken together, these studies indicate that grandparents
may not be linked to resources that potentially could be sources of
support within their caregiving role.

Intervention Approaches

Although various intervention strategies have been described, a lim-
ited body of outcome literature exists with custodial grandparents.
Burnette (1998) measured the impact of a psychoeducational group
for Latino grandparents. The intervention, based upon a stress and
coping framework, reduced caregiver depressive symptomology and
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enhanced their coping repertoire. In addition, the participants reported
high levels of satisfaction with the group experience. In addition, an
empowerment group with African American custodial grandparents
has also reported positive outcomes such as increased self-efficacy
and problem solving skills (Cox, 2001).

The predominant intervention model for custodial grandparentsis a
support or psychoeducational group (Minkler, Driver, Roe, & Bedeian,
1993). Typically, these groups have the goals of providing an avenue
to increase social networks of custodial grandparents, assist with skill
development to enhance the caregiving role, and provide a mutual
aid context for shared problem-solving. Often these groups are the sole
intervention that is provided for grandparents within a community.

Even though these groups may be effective for participants, disad-
vantages exist in providing interventions within a group format. Al-
though a large number of groups exist, there are still not groups
available within every community, for example, in rural or isolated
geographical areas. Unfortunately, many grandparents may not bene-
fit from resources even when they are available within community
settings, as barriers to participation may still exist. These include the
grandparents’ lack of transportation, lack of child care options, or
inability to attend during established meeting times.

Case management projects have also been implemented with inter-
generational families, with goals of providing linkages to community
resources (cf. Whitley et al., 1999). Within case management models,
interventions may benefit the entire family system or be structured
to assist either grandparents or the grandchildren. In both cases, the
intended outcome is to enhance the goodness of fit between the family
and their environment.

An evaluation of a multidisciplinary case-management model has
also been conducted. In a study on grandparents in a large urban
area, a multidisciplinary intervention that consisted of case managers,
nurses, legal assistance, and support groups was evaluated (Kelley,
Yorker, Whitley, & Sipe, 2001). After participating in this program,
custodial grandparents reported lower stress and higher levels of social
support than prior to the intervention. Although the outcomes may
be beneficial, several potential disadvantages are associated with a
case management model as well. These projects tend to be labor-
intensive as the case managers carry a caseload of families that are
seen on a regular basis. In addition, case management programs tend to
be demonstration projects that are not owned by any service network.
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Because the needs of intergenerational families span diverse service
sectors (e.g., aging, child welfare, health, and mental health, etc.), a
lack of ownership may exist where the family is not considered a
client of any service system. Unfortunately, this perception may lead
to a lack of responsiveness on the part of service providers.

CURRENT RESEARCH—LET’S TALK:
AN AUDIO INTERVENTION
FOR CUSTODIAL GRANDPARENTS

The intervention reported now, developed by one of the authors of
this chapter (Kropf, 2001), was based upon a unique, individualized
intervention approach with custodial grandparents. The intervention
was structured to reach grandparents across geographic areas and
those individuals who may be outside of current services to grandpar-
ents. In addition, the goal was to provide information and support
across various behavioral and functional domains.

Let’s Talk is an audio-based curriculum that was developed and
produced specifically for custodial grandparents (Kropf, 2001). Using
a theoretical framework of self-efficacy (Bandura, 1977, 1978), the inter-
vention promotes health, well-being, and caregiving competence. The
series consists of eight audiotapes and employs a dialogue format that
simulates conversations between grandparents and various service
providers (hence the title of the series, Let’s Talk). Through the discus-
sions on the tapes, grandparents are encouraged to construct individu-
alized plans to enhance functioning within their own lives.

The intervention was constructed using both theoretical and empiri-
cal methods. As an initial step, the literature on intergenerational
families was reviewed across gerontology, child welfare, and family
studies. An analysis of the major themes about the role of custodial
grandparents was performed and substantive issues were identified.
From a list of the major areas that emerged within the literature, a
list of topics was constructed that was pilot tested with a sample
(n = 14) of custodial grandparents. These grandparents were asked to
rate each of the topics on a Likert scale of very important to unimportant
in their role of raising grandchildren. In addition, the grandparents
were asked to identify particular areas within the themes that were
most relevant to them. For example, the theme that achieved the
highest rating was their health, with all of the grandparents agreeing
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that this topic was very important or important to them. Making time
to care for themselves and methods to preserve energy in the context
of raising grandchildren were some of the areas that grandparents
identified as important in the area of health.

After completing the pilot test phase, the topics were combined
into eight categories and scripts were written. Each script was con-
structed to meet the following three objectives: (a) provide basic infor-
mation on the topic’s content, (b) identify risk situations that
potentially could escalate into major problems or crises, and (c) pro-
mote behavioral change in the lives of grandparents. The length of
each tape ranges from about 12 to 23 minutes. The content areas that
constitute the series are health issues, child behavior issues, identifying
and using community resources, legal questions and concerns, school
issues, self-care, and social support issues.

To evaluate the impact of this intervention, the tape series was
administered using a prescribed protocol to ensure treatment fidelity.
After completing a pretest, grandparents received the first tape in the
series, “Let’s Talk About Raising Grandchildren.” This tape provides
a context for understanding themselves as custodial grandparent, in-
cluding demographics of this family form, various pathways into care,
and typical concerns and experiences within their caregiving role. In
addition, this first tape gives a descriptive summary of the remaining
tapes in the series. Afterwards, grandparents receive two tapes twice
a month and can individualize the order in which they listen to the
remaining tapes. In this way, participants can prioritize the topics that
have the most relevance within their own lives. During each 2-week
period, every grandparent receives a phone call from a member of
the project staff. The purpose of this contact is to encourage the partici-
pants to listen to the tapes, if they have not done so already, and
specify the selection for the next round of tapes. The purpose of this
structured format for the intervention is to increase compliance with
the intervention (e.g., to determine that they listen to all the tapes
within the series), as well as to provide an empirical way to determine
the priorities in topical areas across the participant sample. The final
tape in the series, “Let’s Talk Again,” provides a recap of the other
topics and leaves the grandparent with a final message of hope for
the caregiving role.

The evaluation of the intervention tape series is currently being
conducted. The study hypothesizes that after listening to the Let's
Talk tape series, grandparents will be more effective in their role as
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caregivers for their grandchildren and take better care of themselves
both physically and socially. Grandparents who are not involved in
grandparent support programs have been recruited. The instruments
that are used in a pre- and posttest design are Ways of Coping Scale
(Folkman, Lazarus, Pimley, & Novacek, 1987), Grandparent Burden
and Reward Scale (Pruchno, 1999), Parental Locus of Control (Campis,
Lyman, & Prentice-Dunn, 1986), and the Brief Symptom Inventory
(Derogatis & Melisaratos, 1983).

FURTHER RESEARCH NEEDS

The Let's Talk tape series is an innovative intervention that provides
an individualized method of providing information and support to
custodial grandparents. Although this method is one way of ex-
panding the service options to these grandparents, additional outcome
research is necessary to determine particular interventions that have
beneficial effects. In addition, researchers also must conduct studies
with intergenerational families to promote a more comprehensive
understanding of the dynamics of these caregiving relationships.

Research Evaluating Interventions

Interventions for custodial grandparents have increased, yet there is a
lack of outcome research on the efficacy of these programs to determine
whether, and under what conditions, participation promotes positive
change within the lives of these caregivers. Research needs to further
the outcome literature on custodial grandparent programs. Qutcome
studies need to determine which program models have potential to
make the greatest degree of change with different constellations of
interventions. Case management may produce a greater degree of
change than participation in a support group, for example, but the
labor and resource intensity may limit this program model to narrow
geographic areas.

In addition, researchers need to undertake studies using various
subpopulations of grandparent caregivers. Great diversity exists
within the custodial grandparent population on many variables in-
cluding race and ethnicity, age of grandparent, age of grandchildren,
geographic location (urban or rural), and gender. Program interven-
tions that benefit a certain profile of grandparent may be ineffective
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with another. Clearly, additional data on the effect of various interven-
tion approaches is warranted.

Research on Risk Situations and Junctures

Using a life-course perspective, the experience of being part of an
intergenerational family is dynamic and changing. Anecdotally, ser-
vice providers may develop practice wisdom about types of situations
that can precipitate problems. However, theoretical models of life-
course transitions have not been developed specifically to address
issues within these family systems. Where are the points that hold
particular risks within the family? In the absence of valid assessment
models, practitioners may miss opportunities to intervene prior to a
crisis situation.

Thus, one area of needed research is on the various junctures that
create stress within the family system. Because most grandparents
raise grandchildren in informal kinship arrangements, one stressful
juncture may be at the point where the family establishes linkages
with external systems. Problems may occur around decision-making
authority on the part of the grandparents if a child requires medical
care or other services, for example. In addition, institutions may have
changed tremendously from the time when grandparents were raising
their own child (e.g., schools), which can cause confusion about roles
and procedures. These types of linkages with external systems may
be confusing, intimidating, and overwhelming for some grandparents.

Another risk situation is when a grandchild’s behavior mirrors the
problems experienced by his or her own parent. Experimentation with
alcohol or drugs is not unusual in adolescence, but these behaviors
may be intolerable if the teen has a parent with an addiction. Sexual
experimentation may create the same level of tension if the child’s
parent was infected with the HIV virus as a result of a sexual relation-
ship. In these situations, the grandparent may fear that the grandchild
is following in the path of the parent and may feel overwhelmed and
unable to cope.

Similar to other off-time caregiving relationships, another stressful
juncture is the point at which the care provider experiences a health
care problem. Since the national average age for custodial grandpar-
ents is 59 years, many of these adults are beginning to experience
health-related changes. In addition, the demands of child care may
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exacerbate an existing health problem and precipitate a medical crisis.
In these situations, family homeostasis and stability may be threatened.

Another threat to stability is the pattern of sometimes parenting that
happens within the context of some family systems. Especially if addic-
tion is present, the child’s parent may reenter the family for brief
periods (e.g., come over when high, or move back into the household
during a period of sobriety). This situation can be traumatic for all
members, as roles and subsystems need to rebalance. For example,
does the grandparent retreat into a nonparenting role when a mother
spends the weekend? This experience can also be extremely confusing
for the grandchildren who are uncertain of the role relationships be-
tween themselves, their parents, and their grandparents. In addition,
the children may reexperience a sense of abandonment after the parent
leaves the household (e.g., goes back to drinking or drugging) and
act out anger and hostility in behaviorally challenging ways.

Longitudinal Studies

The research on intergenerational families is largely cross-sectional.
Although this type of analysis provides a description of the families’
experiences at a given point in time, this design lacks a dynamic
perspective. Longitudinal research has the potential to identify
changes and experiences across the life course of a family.

One area for longitudinal research is determining how grandparents
and grandchildren fare within an intergenerational family system.
The concomitant aging process of the children and grandparents may
change the family experience over time. For example, limited data
indicates that the constellation of the older grandparents raising older
grandchildren fares more poorly on functioning and well-being mea-
sures than younger grandparents and grandchildren (Robinson et al.,
2000). The empirical question is whether this change is a result of the
concurrent aging process or poorer initial outcomes that were present
within these families initially. Using a longitudinal design, researchers
would track functioning within families over time to address this and
related questions.

An additional area for longitudinal research is to assess the changes
if the grandchild and parent are reunited. In some caregiving situa-
tions, a parent does reassume caregiving for the child upon being
released from prison or achieving sobriety. How do grandparents
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reorganize their lives after grandchildren leave the household? How
do the parents and grandparents renegotiate their changed roles and
their role with the child? Although grandparents may welcome the
opportunity to have the parent regain the caregiving role, there are
also losses that are experienced, such as companionship. In addition,
the grandparent may question the permanency of the caregiving and
worry that the child will reenter their household at some later point.
These questions would be answered with longitudinal research about
changes when a parent reenters as care provider of the child.

POLICY IMPLICATIONS

Numerous policy changes need to be implemented to support custo-
dial grandparents. These initiatives call for social workers to serve in
a variety of roles to promote more comprehensive policies at the state
and federal level. One role is to function as an advocate to change
social welfare policy to be more responsive to intergenerational fami-
lies. Because many custodial grandparents are raising grandchildren
in informal care arrangements, they may lack entitlement to financial
and social support. In addition, laws and policies vary geographically.
For example, 26% of custodial grandparents live in rural areas (Pe-
bley & Rudkin, 1999). Traditionally, these locations have minimal
resources to assist grandparents, who then face economic and social
problems without support.

In addition, social workers need to participate in research to deter-
mine the efficacy of various demonstration projects for intergenera-
tional families. There is no comprehensive service system for these
families, and various small, idiosyncratic programs are found across
diverse locations. Research can determine the outcomes of various
types of interventions at the family level and for grandparents. These
outcome data can be used to make sound decisions about expanding
successful programs to serve greater numbers of families.

To provide a more comprehensive system to support intergenera-
tional families, various issues that have particular relevance to these
families need to be considered and evaluated within policy arenas.
Particular issues include establishing eligibility for social programs,
guardianship and custody, and flexibility with labor force options.
Policy changes that allow intergenerational families options to meet
the needs of their particular situation would enhance functioning and
well-being for the grandparents and grandchildren. '
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Eligibility for Social Programs

Social welfare programs are provided in an array of fragmented and
uncoordinated services. One area of confusion and frustration for
grandparents is the assortment of programs that exists, specifically in
the area of economic support such as Temporary Assistance for Needy
Families (TANF) or the SSI program (Flint & Perez-Porter, 1997). Some
programs, such as 5SI, are based upon the particular situation of the
child (e.g., parents are dead or disabled). Other programs, such as
TANF, involve calculation of household resources. These various ap-
proaches to social programs are confusing for many families, and too
often these families do not qualify for resources that could potentially
support their functioning and well-being.

Guardianship and Custody

A major legal issue that grandparents confront involves custody deci-
sions. Formalizing a child-care arrangement may bring certain advan-
tages, such as additional financial support. However, most
grandparents are informal kinship-care providers and often resist
moving to a more formal arrangement such as legal custody or adop-
tion. Various options and decision-making capacities also create confu-
sion within the family (Karp, 1996).

There are numerous reasons why most family caregiving remains
at the informal level. First, grandparents may fear that their grandchil-
dren will be placed in foster care. This sentiment translates into a lack
of trust in formal systems, with the typical outcome of remaining
outside of formal child welfare services. Second, cultural norms and
values may be at odds with public policy that seeks to reconfigure
authority and relationships within the family system (Burnette, 1997).
In addition, the movement toward a formal custody arrangement also
has clinical meaning for grandparents. Even in cases where there are
significant rewards (e.g., financial, decision making), grandparents
may feel that formalizing the relatmnshxp with their grandchildren
sends a message that they have given up on their own child. The
tension of divided Isyaltleq between their own son or daughter and
their grandchild can be very emotional for the grandparent.

Because of these issues, custody needs to have a more fluid and
flexible structure for grandparents. Although the structure and process
for legal custody vary by state, most have fairly restrictive procedures
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for grandparents to receive services and entitlements that involve
formalized custody arrangements. Additional analysis of more fluid
structures needs to be performed, such as grandparents who care for
grandchildren for shorter periods of time (e.g., less than 1 year) or
with irregular circumstances.

Labor Force Policy

Raising grandchildren may also impact labor force participation of
grandparents. Like other caregivers, grandparents may need to alter
employment because of child care demands (Sands & Goldberg-Glen,
1998). Because of economic stresses, some grandparents need to retain
jobs past their expected time of retirement. Other grandparents may
need to leave their jobs or forego advancements such as promotions,
in order to be available to their grandchildren. These care providers
have to juggle child care and work and may lose the opportunity for
enhancing their income.

Several changes in labor force policy may create an environment
that is friendlier to custodial grandparents. Raising a child is expensive,
and adequate child tax credits may help families preserve income for
basic necessities. In addition, policies that promote family-centered
employment situations (such as on-site day care or adequate family
leave policy) may relieve the stress in handling multiple demands of
work and family.

The structure of the typical work pattern is another area that is
problematic for families with children. The most common employment
pattern is the 40-hours-plus position. Unfortunately, part-time jobs
may be rare and lack fringe benefits such as insurance or pension
plans. Policy changes that make part-time employment or job-sharing
strategies more attractive to businesses may provide families with
greater labor force options. If a grandparent is able to work less than
a 40-hour week, it might promote time to be in the household when
the children are home and allow older grandparents to reserve some
physical and emotional energy for childcare demands.

INTEGRATING KNOWLEDGE
INTO THE CURRICULUM

Because of the nature and prevalence of this family form, students
need to be exposed to practice and policy issues of intergenerational
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families. However, discussion of custodial grandparents should not
be confined to gerontology courses, especially when one considers that
being a grandparent is certainly not restricted to the older population.
Content regarding life experiences of grandparents raising grandchil-
dren can be infused into various required and elective courses (c.f.
Kropf & Burnette, 2003). Samples of ways to present content on inter-
generational families are offered.

Cultural Diversity

The impetus for social work education to implement a course on
cultural diversity begins with the values and ethics of the profession.
One has to look no further than the National Association of Social
Workers Code of Ethics to see social work’s commitment to cultural
diversity (NASW, 1996). Specifically, section 1.05 of the Code (Cultural
Competence and Social Diversity) recognizes social workers’ obliga-
tion to understanding the nature of social diversity and strengths
within all cultures and populations. In terms of grandparents raising
grandchildren, there are at least two themes that are germane within
the curricula of cultural diversity coursework: (a) acknowledging and
understanding the prevalence of custodial grandparents as a distinct
culture, and (b) understanding and affirming the ethnic diversity
within this culture, particularly in African American and Hispanic
families.

Persell (1987, p. 47) defined culture as “the accumulation of customs,
values, and artifacts shared by a people.” In this fashion, the popula-
tion of custodial grandparents is indeed a social culture. In a society
where a parent is deemed the natural custodian of the child, grandpar-
ents share a characteristic of assuming time-disordered roles as care-
givers. Other shared characteristics of many within this culture include
relatively small household incomes (compared to the median house-
hold income), a feeling of empowerment in raising grandchildren, and
the belief that their primary caregiving role is permanent (Hey-
wood, 1999).

How predominant is this culture? Roughly 10% of American grand-
parents are raising their grandchildren in the absence of the parents
(Fuller-Thomson et al., 1997). Compared with only 4% of White fami-
lies in America, the prevalence of custodial grandparents in African
American and Hispanic families is more pronounced (Pinson-Mill-
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burn, Fabian, Schlossberg, & Pyle, 1996). More than 13% of African
American children and 6% of Hispanic children are being raised by
their grandparents. For both the custodial grandparent population as
a whole and within ethnic cultures, the numbers are eye-opening,
certainly enough to merit attention within the cultural diversity
curricula.

Human Behavior and
the Social Environment (HBSE)

Human behavior and the social environment courses usually cover
broad themes in content, expounding upon theories of human behav-
ior that influence a variety of paradigms in social work practice. Gen-
eral elements of HBSE coursework include traditional and alternative
perspectives of individuals (e.g., developmental theories and identity
development), families (e.g., family-centered practice and feminist per-
spectives), groups (e.g., group theory and ecological perspectives), and
communities (e.g., social systems and social justice). HBSE provides a
forum for readdressing and redefining the concept of family to include
the diversity of modern American families. The concept of kinship
care (Schriver, 1998), which emerged from African American scholars,
is currently noted in literature as an alternative definition of family.
Referring to any relative (by blood or by marriage) who may care for
children who may otherwise be placed in out-of-home care, the kinship
care family certainly includes households with custodial grandparents.
In fact, Schriver noted in his HBSE text that kinship care may be
responsible for preserving the African American family.

Advanced Practice and Intervention

There are a number of issues within the life experiences of custodial
grandparents and their grandchildren that could be addressed in prac-
tice courses. In conducting family-centered practice with this popula-
tion, it is important to examine factors that lead to grandparents’
assumption of caregiving, such as drug addiction, HIV/AIDS, incar-
ceration, or death of the birthparents (Kelley et al., 2001). Additionally,
these factors may lead to potential physical problems (e.g., neurologi-
cal disorders and developmental delays) or psychological problems
(e.g., depression or anxiety) in the grandchildren.
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There are a number of assessment and intervention strategies that
foster healthy custodial grandparent-grandchild relationships, as well
as empower grandparents so that they may confidently make decisions
regarding their grandchildren (Kelley et al., 2001). Examples include
strengths assessment, support groups for these grandparents, individ-
ual and group counseling, narrative therapy, and legal intervention
(to improve the legal status of custodial arrangements). Advanced
practice and intervention curricula provide opportunities for social
work students to understand various techniques in improving the
psychological and social well-being of custodial grandparents.

Religion and Spirituality Courses

Places of worship (churches, synagogues, mosques, temples) are fix-
tures in the lives of many custodial grandparents. In seeking and
maintaining cultural connectedness, particularly in African American
families, support groups for these grandparents often convene in
churches (Roe & Minkler, 1998-99). Jendrek (1993} mentioned the
church’s significant impact on the caregiving lifestyle of grandparents
raising their grandchildren.

Religious faith is an institution that is a source of resilience, courage,
and togetherness in many American homes. Numerous studies have
shown that a person’s relationship with a Higher Power is a key source
of strength in a number of ways: defeating loneliness, promoting a
sense of purpose, instilling a sense of self-worth, and providing hope
for the future (Ellison & Levin, 1998, Hodge, 2001; Pargament, 1997).
If it is determined that a client’s (in this case, the custodial grandparent
and family) strength includes religious beliefs, the relationship with
his or her God can be explored and nourished—the same process that
therapists use to explore other client relationships.

The previous four examples are a brief illustration of the need to
integrate the issues of grandparents raising grandchildren across the
continuum of social work education. The numbers for this population
continue to rise. For social work educators, addressing the strengths
and concerns of custodial grandparents complies with the Council on
Social Work Education’s ethical tenet to understand, affirm, and re-
spect persons of all cultures.

CONCLUSION

The numbers of grandparents and grandchildren who are members
of intergenerational families have increased dramatically over recent



GRANDPARENTS RAISING GRANDCHILDREN 197

years. Although aging services is one area where social workers and
allied professionals will work with custodial grandparents, service
providers in diverse service sectors—health care, school settings, men-
tal health, juvenile justice, family service agencies—will also have
clients who are part of these family systems. Clearly, there is a need
for formal service professionals to understand the complex issues that
exist within these family systems.

A number of issues related to custodial grandparents have been
summarized in this chapter. A profile of intergenerational families
was presented, with particular emphasis on health and social function-
ing. In addition, current intervention approaches were highlighted
and critiqued. Specifically, the research project conducted as part of
the John A. Hartford Geriatric Social Work Faculty Scholars Program
was summarized. Titled Let's Talk, this intervention has specific utility
with a large population of custodial grandparents who typically may
be outside of existing service networks. In addition, content on inter-
generational families was presented within the framework of the social
work curriculum. Because this family form has increased dramatically,
students within social work and related disciplines will need to learn
content and skill development to work effectively with these families.

REFERENCES

Bandura, A. (1977). Self efficacy: Toward a unifying theory of behavioral change.
Psychological Review, 84, 191-215.

Bandura, A. (1978). Reflections on self-efficacy. Advances in Behaviour Research and
Therapy, 37, 139-161.

Barnhill, 5. (1996, Spring). Three generations at risk: Imprisoned women, their
children, and grandmother caregivers. Generations, 39-40.

Bartram, M. H. (1996). Clarifying subsystem boundaries in grandfamilies. Confem-
porary Family Therapy, 18, 267-277.

Bowers, B. F.,, & Myers, B. . (1999). Grandmothers providing care for grandchil-
dren: Consequences of various levels of caregiving, Family Relations, 48,
303-311.

Bryson, K. R. (2001, November). New Census Bureau data on grandparents raising
grandchildren. Paper presented at the 54th Annual Scientific Meeting of the
Gerontological Society of America, Chicago, IL.

Burnette, D. (1997). Grandparents raising grandchildren in the inner city. Families
in Society: Journal of Contemporary Human Services, 78, 489-499.

Burnette, D. (1998). Grandparents rearing grandchildren: A school-based small
group intervention. Research on Social Work Practice, 8, 10-27.

Burnette, D. (1999a}. Social relationships of Latino grandparent caregivers: A role
theory perspective. Gerontologist, 39, 49-58.



198 SOCIAL WORK AND HEALTH CARE IN AN AGING SOCIETY

Burnette, D. (1999b). Physical and emotional well-being of custodial grandparents
in Latino families. American Journal of Orthopsychiatry, 69, 305-318.

Burnette, D. (Ed.). (2000). Mental health of grandparent caregivers [Special issue].
Journal of Mental Health and Aging, 6(4).

Burton, L. M. (1992). Black grandparents rearing children of drug-addicted parents:
Stressors, outcomes, and social service needs. Gerontologist, 32, 744-751.

Caliandro, G., & Hughes, C. (1998). The experience of being a grandmother who
is the primary caregiver for her HIV-positive grandchild. Nursing Research,
47, 107-113.

Campis, L. K., Lyman, R. D., & Prentice-Dunn, S. (1986). The Parental Locus of
Control Scale: Development and validation. Journal of Clinical Child Psychiatry,
15, 260-267.

Caputo, R. K. (1999). Grandmothers and coresident grandchildren. Families in
Society: Journal of Contemporary Human Services, 80, 120-126.

Chalfie, D. (1994). Going it alone: A closer look at grandparents parenting grandchildren.
Washington, DC: American Association of Retired Persons.

Cox, C. B. (2001). Empowering African American custodial grandparents. Social
Work, 47, 45-54.

Creighton, R. (1991, December 16). “Silent saviors”: Grandparents raising grand-
children. U.S. News & World Report, 83-89.

Derogatis, L. R., & Melisaratos, N. (1983). The Brief Symptom Inventory: An
introductory report. Psychological Medicine, 13, 595-605.

Dressel, P. L., & Barnhill, 5. K. {1994). Reframing gerontological thought and
practice: The case of grandmothers with daughters in prison. Gerontologist,
34, 685-691.

Ellison, C. G, & Levin, J. 5. (1998). The religion-health connection: Evidence,
theory, and future directions. Health Education and Behavior, 25, 700-720.

Emick, M. A, & Hayslip, B. (1999). Custodial grandparenting: Stress, coping skills,
and relationships with grandchildren. International Journal of Aging and Hunan
Development, 48, 35-61.

Flint, M. M., & Perez-Porter, M. (1997}. Grandparent caregivers: Legal and eco-
nomic issues. Journal of Gerontological Social Work, 28, 63-76.

Folkman, 5., Lazarus, R. S, Pimley, 5., & Novacek, |. (1987). Age differences in
stress and coping processes. Psychology and Aging, 2, 171-184.

Fuller-Thomson, E., Minkler, M., & Driver, D. (1997). A profile of grandparents
raising grandchildren in the United States. Gerontologist, 37, 406411,

Goldberg-Glen, R., Sands, R. G,, Cole, R. D., & Cristofalo, C. (1998). Multigenera-
tional patterns and internal structures in families in which grandparents raise
grandchildren. Families in Society: Journal of Contemporary Human Services, 79,
477489,

Grant, R, Gordon, S, G., & Cohen, 5. T. {1997). An innovative school-based
intergenerational model to serve grandparent caregivers. Journal of Gerontologi-
cal Social Work, 28, 47-60.

Heywood, E. M. (1999). Custodial grandparents and their grandchildren. Family
Journal, 7, 367373,



GRANDPARENTS RAISING GRANDCHILDREN 199

Hodge, D. (2001). Spiritual assessment: A review of major qualitative methods
and a new framework for assessing spirituality. Social Work, 46, 203-215,

Jendrek, M. P. (1993). Grandparents who parent their grandchildren: Effects on
lifestyle. Journal of Marriage and the Family, 55, 609-621.

Karp, N. (1996, Spring). Legal problems of grandparents and other kinship caregiv-
ers. Generations, 57-60.

Kelley, 5.7.(1993). Caregiver stress in grandparents raising grandchildren. IMAGE:
Journal of Nursing Scholarship, 25, 331-337.

Kelley, S. ], Yorker, B. C., Whitley, D., & Sipe, T. A. (2001). A multi-modal
intervention for grandparents raising grandchildren: Results of a pilot study.
Child Welfare, 53, 27-50.

Kolomer, 5. (2000). Kinship foster care and its impact on grandmother caregivers.
Journal of Gerontological Socinl Work, 33, 85-102.

Kropf, N. P. (2001). Let’s Talk: An audio tape series for grandparents raising grandchil-
dren, Athens: University of Georgia, Office of Instructional Development.
Kropf, N. P., & Burnette, D. (2003). Grandparents as family caregivers: Lessons

for intergenerational education. Educational Gerontology, 29(1), 1-11.

Kropf, N. ., & Robinson, M. M. (2002, February). Pathways into caregiving for rural
custodial grandparents. Paper presented at the Annual Program Meeting, Council
on Social Work Education, Nashville, TN.

Linsk, N. L., & Poindexter, C. C. (2000). Older caregivers for family members
with HIV or AIDS: Reasons for caring. Journal of Applied Gerontology, 19, 181-202,

Lugalia, T. (1998). Marital status and living arrangements: March 1998. Washington,
DC: US. Bureau of the Census.

McCallien, P., & Janicki, M. P. (Eds.). (2000). Grandparent carers of children with
disabilities: Facing the challenge [Special issue]. Journal of Gerontological Social
Work, 33(3).

Minkler, M., Driver, D., Roe, K. M., & Bedeian, K. (1993). Community interventions
to support grandparent caregivers. Gerontologist, 33, 807-811.

Minkler, M., Fuller-Thompson, E., Miller, D., & Driver, D. (1997). Depression in
grandparents raising grandchildren: Results of a national longitudinal study.
Archives of Family Medicine, 6, 445-452.

Minkler, M., Roe, K. M., & Price, M. (1992). The physical and emotional health
of grandmothers raising grandchildren in the crack cocaine epidemic. Gerantolo-
gist, 32, 752-761.

Minkler, M., Roe, K. M., & Robertson-Beckley, R. J. (1994), Raising grandchildren
from crack-cocaine households: Effects on family and friendship ties of African-
American women. American Journal of Orthopsychiatry, 64, 20-29.

Morrow-Kondos, D., Weber, |. A., Cooper, K., & Hesser, J. L. (1997). Becoming
parents again: Grandparents raising grandchildren. Journal of Gerontological
Social Work, 28, 35-46,

Musil, C. M. (1998). Health, stress, coping, and social support in grandmother
caregivers. Health Care for Women International, 19, 441-455.

Myers, L., Kropf, N. P., & Robinson, M. M. (2002). Grandparents raising grandchil-
dren: Case management in a rural setting. Journal of Human Behavior in the
Social Environment, 5, 53-71.



200 SOCIAL WORK AND HEALTH CARE IN AN AGING SOCIETY

National Association of Social Workers. (1996). Code of Ethics of the National Associa-
tion of Social Workers, Washington, DC: NASW.,

Pargament, K. L. (1997). The psychology of religion and coping. New York: Guil-
ford Press.

Pebley, A. R., & Rudkin, L. L. {1999). Grandparents caring for grandchildren:
What do we know? Journal of Family Issues, 20, 218-242.

Persell, C. H. (1987). Understanding seciety: An infroduction to sociology. New York:
Harper and Row.

Pinson-Millburn, N. M., Fabian, E. 5., Schlossberg, N. K., & Pyle, M. (1996).
Grandparents raising grandchildren. Journal of Counseling and Development,
74, 548-554.

Poindexter, C. P., & Linsk, N. L. (1999). I'm just glad that I'm here: Stories of
seven African American HIV-affected grandmothers. fournal of Gerontological
Social Work, 32, 63-81.

Pruchno, R. (1999). Raising grandchildren: The experience of Black and White
grandmothers. Gerontologist, 39, 209-221.

Robinson, M. M., Kropf, N. P., & Myers, L. (2000). Grandparents raising grandchil-
dren in rural communities. fournal of Aging and Mental Health, 6, 1-13.

Roe, K. M., & Minkler, M. (1998-99, Winter). Grandparents raising grandchildren:
Challenges and responses. Generations, 25-32.

Roe, K. M., Minkler, M., & Barnwell, R. 5. (1994). The assumption of caregiving:
Grandmothers raising the children of the crack cocaine epidemic. Qualitative
Health Research, 4, 281-303.

Roe, K. M., Minkler, M., Saunders, F., & Thomson, G. E. (1996). Health of grand-
mothers raising children of the crack cocaine epidemic. Medical Care, 34,
1072~-1084.

Sands, R. G., & Goldberg-Glen, R. 5. (1998). The impact of employment and serious
illness on grandmothers who are raising their grandchildren, fournal of Wonien
and Aging, 10, 41-58.

Schriver, . M. (1998). Human behavior and the social environment: Shifting paradigms
in essential knowledge for social work practice (2nd ed.). Boston: Allyn and Bacon.

Strawbridge, W. M., Wallhagen, ]. L, Shema, S. |, & Kaplan, G. A. (1997}, New
burdens or more of the same? Comparing grandparent, spouse, and adult-
child caregivers. Gerontologist, 37, 505-510.

Szinovacz, M. E., DeViney, 5., & Atkinson, M. P. (1999). Effects of surrogate
parenting on grandparents” well-being. fournal of Gerontology: Social Sciences,
54B, 5376-5388.

Whetten-Goldstein, K., & Nguyen, T. Q. (2001). Characteristics of individuals
infected with the human immunodeficiency virus and provider interaction in
the predominantly rural southeast, Southern Medical Journgl, 94, 212-222.

Whitley, D. M., White, K. R., Kelley, 5. ., & Yorker, B. (1999). Strengths-based case
management: The application to grandparents raising grandchildren. Families in
Society: Journal of Contemporary Human Services, 80, 110-119.



Chapter 9

AGING PERSONS

WITH DEVELOPMENTAL
DISABILITIES AND
THEIR CAREGIVERS

Philip McCallion and Stacey R. Kolomer

Adults with developmental disabilities are living longer, which raises
concerns about a growing need for caregivers and a demand for ser-
vices and special attention that many states and localities are ill-pre-
pared to address (Braddock, 1999; Seltzer & Krauss, 1994). In addition,
social workers and other professionals have little training in meeting
the special needs of this population group (McCallion, 1993).
Historically, state disability systems gave more attention to devel-
oping educational and vocational services for children and work-
age adults with developmental disabilities than to the needs of those
persons who reach old age (Braddock, 1999; McCallion, 1993). Dis-
agreements over how to proceed have also slowed the development
of needed services. For example, which service system should be
responsible—aging or developmental disabilities? Is the primary client
the aging caregiver, the person with a developmental disability, or
the family? Finally, what are appropriate service models—maintaining
the family living situation, planning for transitions to out-of-home
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placement, or promoting the independence of the person with a devel-
opmental disability (McCallion & Janicki, 1997)? A further complica-
tion is the well-documented conflictual relationship between older
caregivers who provide long-term care and formal service providers
(McCallion & Tobin, 1995; Smith & Tobin, 1993).

The pressing need for attention to this population arises in part
because until recently, few people with developmental disabilities
lived to old age. Those who did reach later adulthood were often
invisible because family members provided lifetime care (Roberto,
1993). In recent decades, the likelihood has increased of aging persons
with developmental disabilities living into retirement years and outliv-
ing family caregivers has increased (Fujiura, 1998). Hence, there is a
growing and pressing need to address the aging vyears.

The aging of persons with developmental disabilities is frequently
not a part of discourse on the graying of society. This has significant
implications for the health care system, the roles of social workers
and other professionals, the operation of public-funded services, and
for policy assumptions. Limited attention also has been given to life-
long caregiving by the parents of these individuals. The literature has
primarily focused on child care in young-adult and middle-adult years,
parent care in late middle-adult years, and spouse care in older-adult
years. The more recent discovery of “sandwich” caregivers—those
caring for multiple generations—and of grandparents caring for their
grandchildren also challenges the initial assumptions of that literature.
A better understanding of older caregivers of persons with develop-
mental disabilities may provide further insights into the needs and
resilience of all caregivers. Similarly, understanding how the develop-
mental disabilities service system is working within the community
to accommodate the needs of aging persons, particularly those with
symptoms of dementia, may suggest alternatives for the care of all
persons with dementia.

This chapter will present some recent developments on the aging
of this population and their caregivers and will review both prior
knowledge and research, relating this information to policy and curric-
ulum implications. Cultural differences and recent work on grandpar-
ent caregivers also will be included. Some definitions are offered here
to guide the review.

As defined in the Developmental Disabilities and Bill of Rights Act
of 2000 (Public Law 106-904), a developmental disability is a severe,
chronic disability that (a) is attributable to a mental or physical impair-
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ment or combination of mental and physical impairments; (b) is mani-
fest before age 22; (c) is likely to continue indefinitely; (d) results in
substantial functional limitations in three or more areas of major life
activity such as abilities in self care, receptive and expressive language,
learning, mobility and self-direction, capacity for independent living,
and economic self-sufficiency; and (e) reflects the need for a combina-
tion and sequence of special, interdisciplinary, or generic care, treat-
ment, or other services that are of lifelong or extended duration and
are individually planned and coordinated.

Traditionally, services have been primarily targeted to people with
mental retardation (persons with Down’s syndrome would be consid-
ered a subgroup of persons with mental retardation; Janicki & Dalton,
2000). The historic focus on this group also is reflected in the labels
used to describe such individuals, “persons with mental retardation”
currently being the most common. However, there are efforts to change
this to “persons with intellectual disabilities.” Regardless, publicly
funded formal services continue to be largely concentrated on persons
with mental retardation.

Permanency (or futures) planning also is an important aspect of
developmental disabilities services and is related to the later stages
of life of both the family member with a developmental disability and
his or her parents. It refers to establishing future life arrangements
for the person with a developmental disability, generally outside the
parent-child household, in the areas of residential living, legal protec-
tion, and financial well-being (Smith & Tobin, 1989). Examples of
residential-living permanency planning include consideration of inde-
pendent living; of shared households with siblings, other relatives, or
family friends; and of transitions into supervised apartment, adult
foster care, and group home programs. Legal protection issues include
consideration of legal guardianship, trusteeship, and conservatorship
of person and property issues, including the drafting of wills and
other documents. Financial issues include arrangements to ensure
continued financial eligibility for needed services for the person with
a developmental disability, while providing a safety net should those
services be unavailable or insufficient (McCallion, 1993). As persons
with developmental disabilities age, future living arrangements and
the associated legal and financial concerns become major issues, either
because older caregiving parents are no longer able or available to
provide care or because prior out-of-home placements no longer seem
suitable for age-related needs. These are often primary concerns for
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social workers who come in contact with aging individuals who have
developmental disabilities.

SIGNIFICANCE TO GERONTOLOGY, HEALTH CARE,
AND HEALTH PROFESSIONALS

There are no accurate and complete counts of people in the United
States who are aging with developmental disabilities. Estimates sug-
gest that their life expectancy has increased from an average 18.5
years in 1930 to 59.1 years in 1970 to an estimated 66.2 years in 1993
(Braddock, 1999). Based upon analyses of New York State data, Janicki
and colleagues go further, projecting continued increases that more
closely match the life expectancy of the general population (Janicki,
Dalton, Henderson, & Davidson, 1999). Indeed, there are estimates
that by 2020 the number of persons with developmental disabilities
older than age 65 will have doubled (Janicki & Dalton, 2000).

When persons with developmental disabilities were not expected
to live into old age, there was a reasonable expectation that parents
would outlive their offspring and offer a lifetime of care. Because most
care was provided in the home, services for old age were not developed
or provided. As can be seen in Figure 9.1, a majority of persons with
developmental disabilities still live at home. Approximately 10% are
in out-of-home placements. Some individuals live with spouses; they
and those who live independently represent small percentages and
tend to have less profound impairments than do those who live with
caregivers. For the first time, there are sizeable groups of individuals
with developmental disabilities who are aging and needing related
services.

As shown in Figure 9.2, many individuals are already in households
where the caregiver is older. By 2020, a majority of those who are
being cared for by older caregivers will themselves be older than 60
and will likely be cared for by the same but much older caregiver.
Caregivers currently in their 40s and 50s will be in their 60s and 70s
in 2020. Therefore, the growth of the aging population for this group
of individuals has double the implications. There are aging needs for
both the person with a developmental disability and his or her care-
giver, and a likelihood that greater demands will be placed on limited
out-of-home services because the caregiver is no longer able or avail-
able to provide care (Braddock, 1999).



AGING PERSONS WITH DEVELOPMENTAL DISABILITIES 205

Supervised Residential Setting

- 434,357

‘10‘%)

Own Household

583,428
With Family Caregiver
2,644 874 15%
With Spouse
661,218

Total Estimated Population with a
Developmental Disability: 4,323,877

FIGURE 9.1 United States: Distribution of individuals with a devel-

opmental disability by living arrangement, 2000.
Note: Adapted from Braddock, Emerson, Felce, & Stancliffe (2001), and Fujiura (1998).

Caregivers Aged 60+
676,492

Caregivers Aged <41
1,040,031

Caregivers Aged 41-59
928,351

Total Estimated Population of Persons with a
Developmental Disability Living with Family Caregivers: 2,644,874

FIGURE 9.2 United States: Distribution of individuals with a devel-
opmental disability living with family caregivers, 2000.
Note: Adapted from Braddock et al. (2001}, and Fujiura (1998).
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Health Issues

A recently completed systematic study of the health needs of persons
with developmental disabilities aged 40 and older, living in group
homes in two catchment areas of New York State, found them to be
similar to other adults of the same age in terms of overall health
status (outside of expected disability-related conditions and physical
conditioning). For example, psychiatric and behavioral disorders
tended to decline in frequency with increasing age, whereas cardiovas-
cular diseases and sensory impairments increased with age (Janicki
et al., 2002). However, low rates of exercise and high rates of diet-
related conditions were evident. More than half the cohort was classi-
fied as obese according to their body mass index (BMI) (Flegal, 1999).
Obesity among these individuals, however, was not often noted by
their physicians as a concern. Other researchers also have observed
this. The discrepancy raises concerns that health practitioners may
accept obesity as normal among adults with developmental disabilities
and not address as aggressively the health consequences. Similarly,
although cardiovascular and respiratory diseases and cancers have
been reported as causes for death for these individuals as frequently
as for the general population (Evenhuis, 1997), there was a relatively
low reported rate of these diseases in the two catchment areas. This
may be due to the relatively younger age of this group of adults (mean
age, 54), but given the risk status of this population for these diseases
due to high BMIs and infrequent exercise, these results were consid-
ered surprising and may reflect underrecognition of health conditions
{Janicki et al., 2002).

Findings of low-quality health care delivery is fueling an ongoing
concern within the developmental disabilities field about the relation-
ship between the health care provided and the mortality of persons
with developmental disabilities (for a review, see Hayden, 1998). Some
argue that those receiving institutional care actually have greater lon-
gevity as opposed to community-based care, and that this may be due
to better access to specialized and consistent health care (Strauss &
Kastner, 1996). Yet there is a need to ensure that community-based care
is pursued as the preferred option for persons with a developmental
disability who are aging (Hayden, 1998).

Dementia

Like the population at large, persons with developmental disabilities
are at greater risk of Alzheimer’s disease and other dementias (ADD)
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as they age (Brookmeyer, Gray, & Kawas, 1998). Responding to this
risk has become a major concern of the developmental-disabilities
services system in the United States and elsewhere (University of
Stirling, 2001). It has been estimated that in the United States there
may be as many as 140,000 such older adults who are affected by
ADD, and that this number will triple within the next 20 years (Jan-
icki & Dalton, 2000). Because existing disabilities often mask symptoms
of dementia, concerns noted earlier about the quality of health care
available to these individuals are magnified. It also makes assessment
more difficult, and concerns about the absence of treatment alterna-
tives discourage diagnosis and active treatment (Janicki, McCallion, &
Dalton, in press). Yet diagnosis and active responses are possible and
available (Dalton, Tsiouris, & Patti, 2000; McCallion & Janicki, 2002;
McCarron, 1999).

Among persons with developmental disabilities, adults with
Down’s syndrome are generally at higher risk of ADD (Holland, Kar-
linsky, & Berg, 1993). In a secondary analysis of out-of-home-care data
maintained by state agencies in New York, Janicki and Dalton (1999)
observed that the prevalence of ADD in adults with developmental
disabilities was about 3% of adults aged 40 years and older and 6%
of adults aged 60 years and older. For adults with Down’s syndrome,
the rates were 22% and 56%, respectively, for these two age groups.
No data are available on families who are caring for individuals with
developmental disabilities at home. Yet, as was noted earlier, the
population cared for at home is larger than those participating in
developmental-disabilities service systems (Braddock, 1999), and there
is every reason to believe that ADD is as prevalent among this group.
The first recognition of ADD symptoms usually occurs in the mid-
60s for adults with other developmental disabilities and in the early
50s for adults with Down’s syndrome. With respect to the course ADD
takes, it appears to mirror that of the general population among adults
with other developmental disabilities. However, for adults with
Down’s syndrome, the course tends to be compressed, the duration
short, and the decline precipitous (Janicki & Dalton, 1999).

SOCIAL WORK AND CAREGIVING IN
DEVELOPMENTAL DISABILITIES

As noted earlier, family caregiving is the most prevalent care of adults
with developmental disabilities and many of those caregivers are
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themselves aging (Braddock, 1999; Fujiura, 1998). It is estimated that
the length of time older parents provide care can extend to four and
five decades (Essex, Seltzer, & Krauss, 1999; Walsh, Conliffe, & Birk-
beck, 1993). Caring for an individual at home includes the following:
shopping, personal care, food preparation, financial support, and deci-
sion making. In addition, the severity of disability has an impact on
the quantity of instrumental care a parent provides. Even when the
adult is not living with a parent, there are still many caretaking tasks
that can consume an older parent’s time. For example, one task is
ensuring sufficient financial resources in ways that do not reduce a
person’s eligibility for governmental benefits (Bigby, 1997; Essex et
al,, 1999). In addition to the burden of caring for an adult with a
developmental disability, aging parents must cope with their own
impending health problems and eventual death. Questions and con-
cerns about who will be responsible for their dependent adult child
can become overwhelming. Conversely, social workers and other pro-
fessionals often do not recognize the caregiving strength of these
family members, even as they cope with their own diminishing health
(McCallion & Toseland, 1993). Further, social workers may view the
mutual emotional and financial support they often encounter as not
in the best interest of the individual with a developmental disability
(McCallion & Tobin, 1995).

One priority for social workers is to assist these families with putting
formal arrangements in place for the adult child should the parent
become incapacitated or die. Survey responses from administrators
and practitioners suggest that many times when these plans are not
in place, the illness or death of a caregiver requires a crisis response
(McCallion & Tobin, 1995). This often precludes choosing the best
options for the person with a developmental disability. However, it
has been found that social workers need to carefully consider the
timing of transitions and be sensitive to gender-based, cultural, and
family values when assisting families with permanency care plans
(McCallion & Grant-Griffin, 2000).

PRIOR RESEARCH AND KNOWLEDGE BASE

Traditionally, women have been the primary caregivers in families,
and this is also true when there is a person with developmental disabil-
ities. The lifelong nature of caregiving that begins in younger years
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increases the likelihood that two parents are or have been involved.
However, in families with a child who is disabled, parent roles have
been found to be even more traditional than in homes with a child
who does not have an identified disability (Heller, Hsieh, & Rowitz,
1997). Most often in these homes, fathers work to support the family,
while mothers stay at home to take care of the person with a develop-
mental disability. Because, they are less likely to provide hands-on
care, fathers are often found to be less familiar with the support
network and services (Essex et al., 1999, 2002). In the aging vears,
there is evidence that these patterns continue. Even after retirement,
fathers are unlikely to take on additional responsibilities within the
home (Essex et al., 1999; Heller, Hsieh, et al., 1997). However, it is
important for social workers not to stereotype families and fathers.
There is evidence that a small number of men are the primary caregiv-
ers for adults with developmental disabilities and they often feel iso-
lated and judged by assumptions that it is a mother’s role (McCallion &
Kolomer, 2001).

Coping Strategies

Coping can be defined as the different ways in which people respond
to stressful events (Essex et al., 1999). Providing care to an adult with
an intellectual disability is likely to be perceived as both rewarding
and stressful (Heller, Miller, & Factor, 1997; McCallion & Toseland,
1993). Mothers have been found to use a variety of coping strategies
as they provide care for their adult child, which include acceptance,
positive reinterpretation and growth, turning to religion, and planning
(Hayden & Heller, 1997). In a longitudinal study, Essex and colleagues
(1999) found that mothers were significantly more likely than fathers
to use problem-focused coping strategies as a means of addressing
stress with their dependent children who have intellectual disabilities.
Problem-focused coping includes using cognitive and behavioral prob-
lem-solving efforts as a technique for reducing stress (Essex et al.,
1999). In analyzing whether significant differences exist between
younger and older caregivers, Hayden and Heller (1997) found that
older caregivers sought spiritual support more often than their
younger counterparts, and younger careglvers more often experienced
greater personal burden than older caregivers. Understanding the
different ways mothers versus fathers and older versus younger care-
givers cope is important for social workers in designing interventions.
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Rewards of Caregiving

Despite the demands of caring for an adult with a developmental
disability, there are several associated rewards. Older mothers caring
for adults with mental retardation have been reported as having high
morale and as rating their health as good or excellent (Seltzer,
Greenberg, Krauss, & Hong, 1997). Mothers who cared for adults with
chronic disabilities reported more caregiving satisfaction than did
fathers (Heller, Hsieh, et al., 1997). In contrast with mothers caring
for an adult child with a mental illness, mothers caring for an adult
child with an intellectual disability reported more social support, less
subjective burden, and more effective coping strategies (Greenberg,
Seltzer, Krauss, & Kim, 1997; Seltzer, Greenberg, & Krauss, 1995; Selt-
zer et al.,, 1997},

Long-Term Planning for Adults
With Developmental Disabilities

Parents are often averse to creating detailed future care (permanency)
plans for their adult children with developmental disabilities (Bigby,
1996). Stress, concerns for safety, and anxiety all contribute to parents’
reluctance to make concrete plans (Freedman, Krauss, & Seltzer, 1997;
Heller & Factor, 1991; Kaufman, Adams, & Campbell, 1991; Seltzer &
Krauss, 1994). For example, Heller and Factor (1991) found that almost
75% of family care providers for persons older than 30 years of age
who have a developmental disability did not make plans for future
living arrangements for their family member. Often, too, there was a
reluctance to speak of future living arrangements with other family
members. Therefore, the expectations that other family members
would assume care responsibilities were often implied rather than
formally documented (Bigby, 1996). In a sample of 340 mothers, fewer
than half had a specific long-term-care plan in place should the parent
no longer be able to provide care (Freedman et al., 1997).

In a qualitative study of 62 adults with a developmental disability,
Bigby (1996) identified four types of planning by parents. The first
two are explicit and implicit key-person succession plans, which trans-
fer the responsibility of overseeing to an appointed person. Key-person
succession plans ranged from formal documented plans (explicit) to
open-ended and vague plans (implicit). Family members who have
been designated the implicit key person are usually aware of their
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designation and are usually unsure of the exact expectations that
accompany the role.

The third type is a financial plan. These are decisions about income
and monies for future care. Often, well-intentioned plans have been
found to have unintended consequences, as families do not understand
the implications of their financial arrangements for future eligibility
for services.

The fourth type is a residential plan. This concerns planning where
the person with a developmental disability will reside following the
parent’s death or inability to continue to provide care. Again, these
may be marked by unrealistic expectations of what the service system
can provide or may be based on outdated information. Among 62
adults with a developmental disability living in a family home, Bigby
(1996) found that plans were most often implicit and much of the
emphasis was placed on informal network supports. Residential care
plans were least likely to have been discussed or put into place by
families. Indeed, Bigby found that parents who designated a key per-
son for succession of care often felt relieved of the responsibility to
make emotionally charged decisions, such as future residential
planning.

Siblings of Adults Who Have
Developmental Disabilities

When parents are no longer available, siblings have been found most
often to be the caregivers to adults who have developmental disabili-
ties (Bigby, 1997). Most available literature identifies a positive connec-
tion between persons with developmental disabilities and their
siblings. However, there are limited data on sibling relationships in
later life. Zitlin (1986) characterized five different types of sibling
relationships based on a study of 35 adults with mental retardation.
Relationships ranged from intensely close to having no contact with
the sibling at all. Relationships were often influenced by parental
expectations, were hierarchical, and rarely offered opportunities for
reciprocity. Yet the person with a developmental disability often had
a strong emotional attachment to his or her brother or sister (Krauss,
Seltzer, Gordon, & Friedman, 1996; Seltzer, Begun, Seltzer, &
Krauss, 1991).

Research to date suggests that support by siblings is expressed in
a variety of ways. Most often siblings provide emotional, affective
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support, for example, through telephone calls and visits (Seltzer et
al., 1991). Siblings are less likely to provide hands-on or instrumental
care. Parents are more likely to expect that their other children will
take on the role of overseer, rather than as the hands-on care provider
to their sibling (Seltzer, Begun, Magan, & Luchterhand, 1993). When
one sibling is unmarried and childless, there is a greater likelihood of
instrumental support as the siblings age (Bigby, 1997). In addition,
siblings who identify themselves as the future care providers of their
adult brothers or sisters are more likely to be older than the person
with a developmental disability, and more likely to be sisters rather
than brothers. Persons with developmental disabilities who have fewer
behavior problems were most likely to have a plan to live with a
sibling (Krauss et al., 1996; Seltzer et al., 1991). Without stereotyping
families and siblings, this is important information for social workers
concerned with helping families plan for the future.

Caregiving Across Cultures

Disabilities can and do occur in all cultural groups. However, persons
of diverse cultures with a developmental disability and their families
have been found to be underrepresented among those enrolled for
services with public developmental disabilities agencies (Grant-Grif-
fin, 1995). The cultural background of a family contributes to decisions
about caregiving. One’s culture—the values, beliefs, customs, behav-
iors, structures, and identity by which a group of people define them-
selves (Axelson, 1993)—does appear to influence one’s willingness to
use services.

Three sets of assumptions appear to be used to inappropriately
justify not targeting services to persons with developmental disabili-
ties who are from a minority group and their families. The assumptions
are that (a) they prefer to use family, cultural, and community-based
supports rather than formal services; (b) the role of culture in their
day-to-day lives has diminished and does not need to be considered;
and (c) they can be accommodated by existing formal agencies and
services (McCallion & Grant-Griffin, 2000). The existence of mediators
of culture, such as migration and assimilation, does mean that there
is no single cultural profile for families from diverse cultures. This
often causes practitioners, administrators, and policy makers to miss
the significance of culture, or to argue that its impact is overrated or
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of declining significance over time. Culture does affect caregiving and
the use of services, but its effects may be difficult to discern and may
vary across families. Findings from focus groups suggest that, rather
than being dismissed, the impact of culture should be assessed, family
by family, if culturally competent interventions are to be initiated
{McCallion, Janicki, & Grant-Griffin, 1997).

Indeed, findings from research with inner-city African American,
Latino, Haitian, and Chinese American caregiving families refute the
assumption that they can be accommodated by traditional agencies
and existing services. The findings suggest that social workers and
others must recognize and harness the strengths offered by local multi-
cultural agencies and involve them in the expansion of services to
underserved populations (McCallion et al., 1997; McCallion, Janicki,
Grant-Griffin, & Kolomer, 2000). Such agencies have always existed;
some are church-based, others are fraternal in nature. Many offer a
combination of social, cultural, and human services, and most of their
funding is raised within the community they serve. These agencies
serve locally based cultural communities that do not have services,
or where existing services are not appropriate, or when a cultural
community’s language and customs make accessing formal services
difficult. They are also (a) easily accessed, do not require appointments,
and have longer hours of operation than other agencies; (b) are seen
by families as more likely to understand cultural concerns; (c) are
more likely to see culture as an intervention facilitator rather than an
intervention barrier; and (d) are likely to help families change their
environment, rather than looking at families for the source of the
presenting problems (Iglehart & Becerra, 1996; McCallion et al., 1997).

Interviews with families also yielded other areas for culturally com-
petent practice. Social workers are often surprised when their help is
rejected, or when families are fearful or suspicious of their intentions.
Families often attribute much of the conflict to social workers’ insensi-
tivity of cultural concerns and to a lack of recognition of the need to
build up trust sufficiently so that families feel comfortable discussing
cultural and family issues with them. They argue that social workers
are rarely open to family structures and ways of caring that are differ-
ent from their own. Given this, social workers need to recognize that
they are working with families, not just the presenting family mem-
bers. Just as important, social workers should avoid stereotyping fam-
ily members by virtue of gender, or by society’s or the social worker’s
own cultural expectations. Social workers also must be open to recog-
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nizing that different values and structures may mean different services
are called for. These findings emphasize the critical need for culturally
competent practice (McCallion & Grant-Griffin, 2000).

CURRENT RESEARCH

Current work by the authors and their colleagues addresses dementia
care for persons with developmental disabilities and interventions
with a newly considered group of caregivers: grandparents.

Dementia Care

A recent survey of 54 group homes (Janicki et al., in press) caring for
at least one person with a developmental disability and ADD found
that a range of factors influenced agency decision-making about main-
taining individuals in the community. These factors include the presen-
tation of ADD symptoms, the staff and home capabilities, and the
resources that the agency had available to provide ADD-related care
on a continuing (or long-term) basis. Yet the survey also found that
when attention was given to these issues, some service providers did
adapt their current approaches to provide ADD care in small-group
living or family-situation settings, irrespective of long-term disability.
Several strategies proved important: (a) modifying the physical plant
(to increase safety, access, and independence); (b) increasing adminis-
trative preparation in terms of planning, fiscal management, and
resource allocations (to provide a supportive administrative environ-
ment for clinical services); (¢c) adapting best practice models for staff
training (to ensure staff readiness and capability); and (d) recruiting
and training staff for ADD-capable environments (to maintain a work-
force familiar with ADD-related care). Conversely, lack of attention’
to symptoms, inappropriate staffing, training and programming, and
poor connections to service systems meant that decisions about the
person with a developmental disability and ADD were made in re-
sponse to crises in care, and often resulted in placement in more
restrictive settings. These finding have informed the development
of several training packages (McCallion & Janicki, 2002; McCallion,
Janicki, & Dalton, 2001).
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Grandparent Caregivers

A more recent caregiving phenomenon is grandparents caring for
children with developmental disabilities (Janicki, McCallion, Grant-
Griffin, & Kolomer, 2000). The scant data previously available were
drawn from data from kinship foster-care systems. Kinship foster care
is formal care of a child that is provided by family members other
than the child’s biological parent under the supervision and legal
custody of the child welfare system. Compared with their peers, these
children have been found to have a higher incidence of health prob-
lems, more frequent difficulties in school, and more serious emotional
challenges (Berrick, Barth, & Needles, 1994). These children were also
found to have higher occurrences of visual and hearing problems,
asthma, arrested growth, obesity, anemia, developmental disabilities,
psychosomatic complaints, and dental problems (for a review, see
Kolomer, 2000). Given that the most frequent reasons for placement
of a child with a grandparent are parental substance abuse and child
abuse and neglect, it should not be surprising that children are likely
to have emotional difficulties and disabilities, as substance abuse and
child abuse are also risk factors for these conditions.

Data collected in New York City on more than 600 caregiving grand-
parent families with and without children who have developmental
disabilities both confirmed earlier findings and shed further light on
their unique experiences. Grandparents caring for a child with a dis-
ability were found to receive less social support than other family
caregivers, and they experienced high levels of role strain, financial
strain, and life disruption (McCallion et al., 2000). Caregiving for
children with disabilities in less formal grandparent caregiving ar-
rangements was equally challenging, and there were often even fewer
formal resources available (Kolomer, 2000; McCallion et al., 2000).
There were individual reports of grandparents caring for adult grand-
children with developmental disabilities. These grandparents indi-
cated that they had fewer permanency planning options than the
older parents previously discussed. For all grandparent caregivers,
the unexpected need to provide care appeared to be associated with
heightened symptoms of depression (Janicki, McCallion, Grant-Grif-
fin, et al., 2000; Kolomer, McCallion, & Janicki, in press).

A more focused intervention study, using a randomized experimen-
tal design, also has been undertaken, involving 97 grandparents caring
for children with developmental disabilities. The study found that
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intensive case management and support-group interventions signifi-
cantly increased a sense of caregiving mastery and reduced symptoms
of depression (McCallion et al., 2000).

FURTHER RESEARCH NEEDS

Research should continue to document the current and growing needs
of aging persons with developmental disabilities and to test model
programs for addressing the health and dementia care needs for these
individuals and supports for their family caregivers. For example,
more work is needed in testing and refining the training packages
being developed for dementia care and interventions for grandparent
caregivers as reported in this chapter’s section on current research.
The goal of maintaining people who have developmental disabilities
in the community faces new challenges as this population ages. Too
often service responses for this population are made in response to
crises and are not carefully planned out (McCallion & Tobin, 1995).
Knowing that the population of aging persons will continue to in-
crease, research has an important role to play in defining and testing
the effectiveness of options to prepare for, rather than merely respond
to, this challenge. A related challenge is to offer insight into more
family-oriented responses and service options rather than the current
approach, where funding and services are targeted on an individual
basis. This has important implications for greater outreach to families
of diverse cultures and grandparents, and the likelihood of an increase
in the mutual support needs of older persons with developmental
disabilities and their aging family caregivers.

POLICY IMPLICATIONS

To date, care of aging persons with developmental disabilities has
remained largely within the purview of developmental disabilities
service providers. There also have been efforts to include these persons
in generic services such as senior centers. Indeed, the National Family
Caregiver Support Program funded under the Older American Act
Amendments of 2000 (Public Law 106-501) has identified this group
and its family caregivers as a targeted population for area agencies
on aging. This will represent an important bridging role for social
workers and an area where they may be involved in addressing barri-
ers. Some of the barriers have been identified and include the follow-
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ing: (a) two service systems, aging and developmental disabilities,
which have different languages, philosophies, and priorities; (b) lack
of knowledge about the specific needs of older families caring for
adults with developmental disabilities, which makes it difficult to plan
for their inclusion in services; (c) major differences in how services
are funded and organized within each system; (d) lack of clear-cut
goals in both systems, which makes joint planning more difficult; (e)
the time expended on meetings, training sessions, and consultations,
which is often perceived by workers in both service systems as an
additional hindrance to their efforts to meet needs they poorly under-
stand; (f) resistance by other aging constituencies to including persons
with developmental disabilities in aging services planning and spend-
ing; (g) those brokermg cooperative efforts are rarely seen as impartial
by either service system; and (h) lack of personnel who are trained in
both service systems, although such training seems critical to coopera-
tive efforts (McCallion & Janicki, 1997). New solutions and genuine
integration of persons with developmental disabilities as they age will
also require sustained advocacy by social workers and others for health
care, dementia care, grandparent support, and culturally competent
practice.

Health Care

At the very least, it does appear that access to quality and aggressive
health care in the community for aging persons with developmental
disabilities is impaired by communication difficulties, a low priority
given to their health care needs, inadequate physician preparation,
low reimbursement, and a failure to recognize that prolonged life
is becoming more normative for this population (Carlsen, Galliuzzi,
Forman, & Cavalieri, 1994; Evenhuis, 1997, Evenhuis et al., 2000;
Harper & Wadsworth, 1992; Henderson & Davidson, 2000; Janicki et
al., 2002). Here is a critical arena where social workers must play a
role in raising awareness of these concerns, locating physicians who
understand and are interested in this population, and advocating for
adequate levels of reimbursement so that complete and appropriate
assessment and care of health conditions are provided.

Dementia Care

The developmental disabilities service system and its group homes
were designed to serve a young-adult and middle-adult population.
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Existing programming and staffing models were not designed to meet
the unique needs of persons with developmental disabilities and
symptoms of ADD. With the aging of adults who have developmental
disabilities, providers of community services are being challenged to
provide a new range of in-home and other community-based supports
(Janicki et al., in press). Because the occurrence of ADD is expected
to rise due to increases in longevity, agencies and agency social work-
ers must raise the “index of suspicion” among care staff and families,
advocate for the adaptation of services to become “ADD-capable,”
help address environmental barriers in family homes and group homes
to promote staying in the community, work to improve diagnostic
and technical resources, convince families to connect with providers,
and locate services critical to maintaining persons in the community,
including clinical services and end-of-life care supports (Janicki et al.,
in press; McCallion, 1999; McCarron, 1999; Udell, 1999; University of
Stirling, 2001).

Lessons from the experiences of caring and adapting care in family
homes and in small out-of-home placements for persons with develop-
mental disabilities may be transferred to the care of the general popula-
tion of persons with dementia, reducing the reliance on nursing home
care. Social workers potentially can play important roles in document-
ing these opportunities and in disseminating useful findings and infor-
mation to generic service networks for persons with dementia.
Similarly, there are service models and best practices in generic demen-
tia services that may be of value to the developmental disabilities
service system. Social workers may be key conduits for gathering and
translating this information. One example is in the area of program
modification. The policy framework for the developmental disabilities
service system places great value on programming to ensure continued
acquisition of skills and has emphasized work and day program avail-
ability. In one state this had an unintended consequence. A program
evaluator required a provider to obtain a doctor’s prescription so that
a 75-year-old individual could take a nap each afternoon. Advocacy
by a social worker resulted in training for all evaluation staff on
dementia issues and the development of more age-appropriate and
dementia-sensitive programming expectations.

Grandparent Caregivers

Grandparents form a group that genuinely falls between service sys-
tems. As one grandparent stated, “I need a case manager for my case
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managers.” There is no single responsible service system or gateway,
and grandparents must balance conflicting regulations and expecta-
tions. Indeed, grandparents” acceptance of needed services from one
system (e.g., a subsidy from the foster care system) may exclude them
from seeking needed services from another (e.g., disability-related
services for the child from the developmental disabilities service sys-
tem) (Kolomer, 2000). This needs to be addressed along with concerns
about the consequences of welfare reform for grandparents seeking
to provide full-time care at home, difficulties with guardianship and
conservatorship, and access to special education services.

Culturally Sensitive Services

The emphasis in contemporary developmental-disabilities service sys-
tems on person-centered permanency planning—a technique that was
developed with little input from diverse communities—is an area
needing the attention of social workers. This technique needs reexami-
nation as developmental disabilities agencies begin to expand services
to include more culturally varied communities. Person-centered plan-
ning focuses on the individual’s development of personal relation-
ships, positive roles in the community, and skills for self-
empowerment. Six principles underpin this approach:

1. Services based upon the person’s choices rather than fitting the
person into existing services

2. Services that are meaningful, functional, and build upon the
person’s strengths and abilities

3. Client access to community resources such as jobs, housing,
and friends and movement away from segregated services

4. Services coordinated around the life of the person instead of
the needs of staff and programs

5. Recognition of the abilities of neighbors, coworkers, families,
and other citizens to teach skills, form relationships, and sup-
port participation

6. Formation of a diverse group of people willing to know, value,
and support the person (McCallion & Grant-Griffin, 2000)

Current policy applications of these principles emphasize the needs
of individuals over families, and even differentiate between individual
and family needs, which sets up conflicts among members of diverse
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communities who place high value on the family and unity of the
family structure. Cultural variations in family orientation and decision
making should receive more serious consideration (McCallion &
Grant-Griffin, 2000). Yet this approach, for other and often good rea-
sons, has become institutionalized in policy and practice. Changes to
this approach, or at least reorienting it to be more inclusive of family
care will require intervention and advocacy at multiple levels.

INTEGRATING KNOWLEDGE
INTO THE CURRICULUM

To ensure that social workers are able to lead policy-based and prac-
tice-change efforts, there is a need for coursework on developmental
disabilities and aging. In specialized aging courses, such training
should address the health and dementia issues described here, and all
coursework should offer social workers intensive training in culturally
sensitive approaches. Other specific, evidence-based content, offered
in specifically designed courses or as modules in existing courses,
should address permanency and futures planning (Heller & Factor,
1991); dementia care (McCallion & Janicki, 2002); and community
outreach, cross-agency approaches, and service delivery (McCallion
et al., 2000). Contacts with state developmental-disabilities planning
councils; the federal Administration on Developmental Disabilities;
university-affiliated programs at universities in each state; the Rehabil-
itation Research and Training Center on Aging with a Developmental
Disability at the University of Illinois at Chicago; the ARC of the
United States; and the American Association on Mental Retardation
(which includes a social work membership division) will yield curricu-
lum materials, Web sites, listservs, model courses, and potential
guest speakers.

Intensive work on understanding the roles of families, reducing
family-professional conflict, and delivering support groups and other
helpful interventions also can be addressed through practice courses
and continuing education. Such endeavors will be enriched by addi-
tional research on changing family forms, supports needed to maintain
persons with developmental disabilities in the community despite
advancing age and health concerns, and sustainable retirement
activities.
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CONCLUSION

Persons with developmental disabilities will continue to grow older,
and in their old age they will be a more diverse group of individuals
who are interested in accessing services. Whereas in the past their
family caregivers were almost exclusively their mothers, in the years
ahead we are likely to see greater roles for siblings and grandparents.
There also may be an increase in the number of fathers who assume
primary responsibility. Out-of-home providers also face important
challenges. More complex and aging-related health needs, the presence
in some of symptoms of dementia, and the need for programming
models that respect aging and reflect growing diversity will require
innovative responses if persons with developmental disabilities are
to remain in the community and enjoy quality lives. Social workers will
be called upon to be advocates and facilitators of these innovations. The
introduction by social workers of best practices from generic aging
services can contribute to our success in addressing the aging needs
of persons with developmental disabilities as they age. Those generic
services also will benefit from social work’s translation and advocacy
for what is best in the developmental disabilities service system. Of
particular interest will be how well dementia care is managed in small,
community-based homes.
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Chapter 10

STRAINS AND GAINS OF
GRANDMOTHERS RAISING
GRANDCHILDREN IN THE
HIV PANDEMIC

Cynthia Cannon Poindexter
and Nancy Capobianco Boyer

SIGNIFICANCE TO GERONTOLOGY, HEALTH CARE,
AND PROFESSIONALS

Despite encouraging pharmaceutical and medical advances in the
treatment of HIV disease, the HIV pandemic remains a public health,
economic, social policy, and humanitarian catastrophe in the United
States. Older persons constitute the preponderance of family caregiv-
ers for adults living with HIV disease (Allers, 1990; Brabant, 1994)
and for the minor children of these adults (Caliandro & Hughes, 1998;
Joslin, Mevi-Triano, & Berman, 1997). Most of these older caregivers
are women, including grandmothers who are caring for HIV-affected
and HIV-infected children (Chalfie, 1994). It has been conservatively
estimated that between 13,530 and 20,625 grandmothers are custodial
parents to somewhere between 27,060 and 41,250 children who were
orphaned by AIDS in the United States (Joslin, 2000). Despite the
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growing problem, however, social work, gerontology, and the HIV
field pay insufficient attention to older HIV-affected caregivers in
research, practice, and educational efforts (Brabant, 1994; Gutheil &
Chichin, 1991).

Gerontology has done an outstanding job of exploring the experi-
ences of those who take care of elders. In addition, gerontologists are
now attending to grandparents who are raising grandchildren because
of the permanent or temporary absence of parents (e.g., Burnette, 1997;
Burton, Dilworth-Anderson, & Merriwether-deVries, 1995; Dressel &
Barnhill, 1994; Fuller-Thomson, Minkler, & Driver, 1997; Goldberg-
Glen, Sands, Cole, & Cristofalo, 1998; Minkler, Roe, & Price, 1992). The
HIV pandemic has contributed to the phenomenon of grandparents
raising grandchildren, but the ramifications of this new care situation
are less studied and understood. Elders who are giving care to minor
children who are infected with HIV or who have lost parents to HIV
should be of concern to gerontologists. These elders are often silently
and invisibly burdened with HIV care and may not be prepared and
supported financially, physically, socially, or emotionally to be parents
to children who have been orphaned and/or are living with an infec-
tious, life-threatening illness. Practitioners who work in geriatrics need
information on how to recognize, assess, support, and study this in-
creasing group of caregivers.

Providing custodial care to grandchildren often has negative conse-
quences for the older caregiver’s mental and physical health, such as
depression (Burton, 1992), insomnia (Minkler & Roe, 1996), and in-
crease in disabling conditions (Kelley, Yorker, & Whitley, 1997). HIV-
affected grandparents not only face these circumstances, but also HIV
stigma (labeled AIDS-related stigima by Herek and Glunt in 1988), in-
creased social isolation, grieving for the deceased or ill adult child,
stressful relationships with the grandchild’s biological parent, and
worry about the HIV-positive child’s health and survival (Caliandro &
Hughes, 1998; Emlet, 1996; Joslin & Harrison, 1998; Poindexter, 2002;
Reidy, Taggart, & Asselin, 1991). Hughes and Caliandro (1996} found
that the caregivers of HIV-infected children had higher levels of stress,
depression, and anxiety than comparison groups. This population,
although struggling with increased physical and mental health chal-
lenges, tends to be invisible and underserved by the truncated social
service system (Linsk, Poindexter, & Mason, 2002). If professionals in
health care, gerontology, HIV, and social work could better reach
older HIV-affected caregivers and design services and research that
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recognized their existence and assessed their need, the health and
well-being of these caregivers might improve.

Attention from practitioners and scholars is important for the sake
of the caregivers as well as for the HIV-infected adults and children
who rely on them. Without services and support, the health, well-
being, and longevity of HIV-affected grandmothers can be negatively
affected, which will leave the already bereaved HIV-infected and HIV-
affected grandchildren without care and facing more familial up-
heaval. Not only will practitioners be neglecting the grandmothers if
their needs are not attended to, but the grandchildren also will then
be thrown into the overburdened child welfare system or left to fend
for themselves. Health care professionals who are working with adults
or children with HIV are positioned especially well to identify and
serve HIV-affected older caregivers. Practitioners are encouraged to
assess the level of HIV caregivers’ burden, stress, and strain; determine
the extent of any health and aging impairments; and evaluate their
knowledge about HIV and their readiness and ability to contend with
the unpredictability and difficulty of the disease in its end state (Bra-
bant, 1994).

Caregivers typically accompany their HIV-positive family members
to medical and social service appointments, even when they do not
have the time and resources to attend to their own medical needs
(Ogu & Wolfe, 1994). These caregivers often face daily logistical chal-
lenges, which are also barriers to accessing services. They are less
likely to consider their own service needs when they are consumed
with providing care, and they may not have the luxury of researching
to find possible programs for help (Joslin et al., 1997; Poindexter, 1997).
They may not have transportation or be able to leave the care recipient
alone. These realities mean that service providers cannot wait for older
HIV-affected caregivers to come to them, but may need to reach out
to this population and strive to design relevant services for them.

Social workers are in a unique position to address the intersection
of HIV and aging because we operate out of an ecological model, are
family-centered, work with the most hidden and vulnerable, and have
a strong value of social justice and equal access to care. Social workers
may have opportunities through practice to raise the awareness of
other helpers (such as physicians, nursing home staff and administra-
tors, recreation providers, and outreach workers) about the intersec-
tion of HIV and aging. Gerontological social workers should be
charging ahead to push the aging network, established scholarly socie-
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ties, and academic educators and researchers to face HIV disease and
its devastating effects on elders. Social workers in the aging network,
in hospitals and clinics, and in AIDS service organizations should
work hard to identify vulnerable caregivers who are supporting family
members with HIV and offer them support groups, information, advo-
cacy, counseling, and care management. Because older persons are
often either unfamiliar with HIV-related services or afraid of seeking
help from them, social workers in the HIV field need to reach out to
this population in creative ways that are welcoming.

PRIOR RESEARCH AND KNOWLEDGE BASE

Research on HIV-affected grandparents has documented many chal-
lenges in HIV caregiving. Caring for an adult child with HIV when
one has already launched children may add another level of family
responsibility, stress, burden, and obligation to what might have been
an empty nest (McKinlay, Skinner, Riley, & Zablotsky, 1993). Older
caregivers may have physical limitations that make it difficult to per-
form logistical personal care tasks (Powell-Cope & Brown, 1992). They
may be living with the physical and emotional pain of the care recipient
(Lego, 1994) and conflicts associated with reintegration of the person
with AIDS into the household (Cates, Graham, Boeglin, & Tielker,
1990). They may be overburdened with grief, anticipating the death
of an adult child from AIDS, or they may be already grieving such a
death while they are parenting grandchildren, and they may fear the
death of one of those minor children as well (Brabant, 1994; Calian-
dro & Hughes, 1998; Gutheil & Chichin, 1991; Joslin & Harrison, 1998;
Levine, 1995a; Michaels & Levine, 1992),

Older HIV-affected caregivers are sometimes also caring for some-
one other than HIV-positive loved ones, such as a frail partner, a
disabled adult child, or other grandchildren or great-grandchildren
for whom they have parenting responsibilities (McKinlay et al., 1993;
Ogu & Wolfe, 1994; Poindexter, 1997). Although not bearing HIV
stigma directly, HIV-affected grandmothers can feel associative stigma
acutely (Poindexter, 2002). They may fear rejection, practice secrecy,
lack trust, and report reduced social supports (Joslin, 2000; Poin-
dexter & Linsk, 1999). The HIV diagnosis may trigger disclosure of
sexual orientation or drug use, which can be difficult subjects for
elders to accept or discuss and may influence their ability to accept
the care recipient into the home (Allers, 1990; Gutheil & Chichin, 1991;
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McKinlay et al., 1993). They may have an uncertain future if the
children or grandchildren upon whom they counted for their own
personal and financial care have become disabled or have died because
of HIV (Levine, 1995b). Finally, they tend to deny their own needs
and withdraw from social interaction as the needs of the children or
adults with HIV become more pronounced; they seek help for their
own needs late in the process if at all (Ogu & Wolfe, 1994; Reidy et
al., 1991). Raising a minor who has HIV or who has been orphaned
due to HIV brings many challenges. However, recent studies have
also suggested that the stresses are accompanied by inner resources,
spiritual strength, and resilience (Poindexter, 2001; Poindexter &
Linsk, 1999).

CURRENT RESEARCH

This chapter reports on an exploratory qualitative study funded by
the Hartford Geriatric Social Work Faculty Scholars Program (for a
full discussion of methods and findings, see Boyer, 2002), which high-
lights the complex situations of grandparents raising grandchildren
because of HIV. Six grandmothers, aged 53 to 73, who had been
providing full-time custodial care for a year or longer to a school-aged
grandchild, participated in open-ended interviews in Massachusetts in
2001. Half had become adoptive parents to the grandchildren and half
were legal guardians. Three respondents (pseudonyms Linda, Nina,
Susan) were raising an HIV-infected child; two (pseudonyms Barbara
and Katie) were raising one HIV-affected child; and one (pseudonym
Eileen) was raising two HIV-affected and one HIV-infected child. The
HIV-positive mothers of the grandchildren of four respondents had
died. Three grandmothers were of African descent and three were of
European descent. They had been providing custodial care to these
grandchildren for 1 to 15 years. The study relied on grounded theory,
so themes, patterns, and concepts emerged from the coding of the
data (Strauss & Corbin, 1990). This chapter presents challenges and
benefits of HIV caregiving that were harvested from the respon-
dents” accounts.

Caregiving Challenges

Four major challenges emerged from the grandmother’s open-ended
interviews: being unprepared to take on parenting again late in life;
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facing one’s own health and functional difficulties while raising a
child; feeling burdened by the uncertain trajectory of the disease; and
guarding against HIV-related discrimination.

Being Unprepared

For each of these grandmothers, the decision to take over full-time
care was unexpected, precipitated by an emergency with the parent
who was HIV-positive and/or using substances. Not only were they
shocked by the crisis of having to take in the grandchild at a stage of
life when they had moved beyond child-rearing duties, but they were
also looking forward to the traditional grandmother role and focusing
on themselves. Linda’s comment about this unplanned situation is
illustrative of the surprise and stress:

I never dreamed I'd be doing this. I thought I would be a grandmother
maybe. But not full care. I get jealous and angry with my friends who do

all the fun things with their grandchildren. . . . I finally got all my kids out
of the house, all grown, no more school w ork I was starting to take care
of me, doing what [ wanted to do for the first time in my life. . .. Then all
of a sudden I am back to square one again.

The caregivers were also not expecting to change from the grand-
mother role to the mother role. The responsibilities and relationships
can be quite different when one is a noncustodial grandparent. Barbara
illustrates the losses associated with the change:

I used to spoil [my granddaughter] more and give her more, give into her
more. But now I am more firmer with her. [ was thinking today that maybe
one day, once in a while I will just be a grandmother role. [ want to switch
back and forth sometime, [ dor’t know how that will work though but we
give it a try. . . . Nothing special but just to be a grandmother and she can
talk to me and tell me anything like she used to.

These grandmothers were surprised at having to become a primary
parent later in life, and they also described problematic or ambivalent
relationships with the surviving but absent biological parents, often
feeling that they were left holding the bag as caregivers and that
the grandchildren were ignored by these parents. In addition, the
grandmothers realized that the children will be bereft of good memo-
ries when the parent dies. Eileen explains this concern: “Parents should
be involved whenever they can, even if they are strung out. . . . Because
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when something happens to the parent, [the children] have nothing.
There is nothing there.”

Caregiver Health

All participants, regardless of age, were somewhat affected by diseases
or disabilities. There was a continuum of impairments, including high
blood pressure managed through medication (Eileen and Barbara);
sleep disorders and chronic hip pain (Katie); heart disease requiring
bypass surgery (Susan); diabetes, high blood pressure, weight gain,
and high cholesterol (Nina); and weight gain, depression, anxiety,
panic attacks, chronic pain, high blood pressure, and fatigue (Linda).
These chronic conditions, which tend to become more common in
older adulthood, can affect one’s ability to keep up with the demands
of raising a child, especially when the child also moves in and out of
acute illness, periodically needing more attention and care. Having
concerns about one’s own health also raises worry about one’s ability
to care for a special-needs child over time. Linda realized that she
was not taking care of herself, and that this could affect her ability to
parent her grandson Joseph, yet she is not yet able to take action: “For
some reason I am not doing what I need to do.... Why don't I take
care of myself so I can take care of him? . . . Joseph is suffering because
I'm not taking care of me.”

The Nature of HIV

Participants spoke at length about child-rearing challenges that could
exist for any custodial grandparent, such as discipline conflicts, advis-
ing the child or teen about sex and dating, watching for drug use,
and managing problems at school, as well as the strain of taking on
a child when one is past the usual parenting age and stage. In addition
to these challenges, however, the fact that the care was framed in HIV
complicated the responsibilities and relationships. Barbara, Eileen,
Nina, and Katie were raising children whose parents had died of HIV;
Linda and Susan were raising HIV-infected children whose parents
were completely absent. This meant that the grandmothers and grand-
children were missing and grieving their middle generation. Four
caregivers were raising HIV-infected minors, which required them to
be constantly on their guard about health and sexuality.

These grandmothers spoke about the difficulties of managing and
making decisions about a complicated, life-threatening illness; super-
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vising complicated medication protocols and possible side effects;
discerning normal childhood illnesses from medication side effects or
HIV-related infections; trying to give the grandchild as normal a life
as possible; worrying about their practicing safer sex; and living with
fears and uncertainty about the child’s health and survival. Nina ex-
pressed the constant anxiety about having a child with HIV and never
knowing what is going to go wrong physically:

Everything happening you think it's coming from the virus. ... Oh my
god, what is thisnow?” . . . You get nervous. It's just not like a normal child.
If something happened tc) one of my kids, I said, “There’s nothing wrong,”
but if something happens here, I stay home most of the day because you
never know when you are going to get a call from the school. ... A typical
day with a sick child is not easy. And you know this is something that she
is not going to get over soon. ... You don’t know what day or what hour
or what minute that something is going to go—Bam!

Disclosure Decisions

Managing a complicated, infectious, fatal illness is a challenge for a
custodial grandparent, but there is an added dimension with HIV.,
The threat of HIV-related stigma and discrimination complicates the
situation, because disclosure decisions are complex and constant. Un-
like with other childhood diseases, the disclosure of the HIV-positive
child’s diagnosis can lead to hurt feelings, rejection, or discriminatory
action. All respondents spoke of being constantly aware of others who
were ignorant, rude, and fearful of HIV. All had disclosed the HIV
status of the adult children and minor grandchildren to immediate
family members, but reported making careful decisions about who to
tell outside the family, due to fear of reprisal, mistreatment, or ostra-
cism. The grandmothers often learned through experience that they
had to be careful with disclosure. One illustration of this comes from
Susan, whose granddaughter was rejected by a private school after
she disclosed her HIV status:

I made a mistake, see. When L was going to send her to parochial school, .. . 1
talked with the nun that she did have the AIDS virus and [ would like the
nun to know that. Oh no, no, no, no, no, they wouldn’t take her. And you
couldn’t do a damn thing because it is private. .. . They made such a big
thing about this that I never again was honest with the thing again.

The grandmothers managed stigma through disclosing the presence
of HIV to selected persons only, not admitting what disease had killed
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their adult child, avoiding situations where people might ask personal
questions, coaching the child about how to avoid disclosure, and
making sure medication was given in private. As Eileen summarlzed
succinctly, “You really have to be careful of who you tell.” Many
grandmothers decided that it was not wise to tell the child’s friends
or their friends’ parents, out of fear that they would be cut off socially.
An example of coaching a child comes from Katie, who told her
granddaughter when she went to school, “ ‘T wouldn’t tell everybody
that your mother died of AIDS because you never know.” I didn't
want her to be hurt.”

Caregiving Benefits

Although participants were surprised by having to parent again and
were forthcoming about the challenges of providing that care, none
of them regretted the decision to take in their grandchildren. They
noted four overarching positive aspects of HIV caregiving. One was
emotional reward, such as satisfaction or joy. The respondents said
that loving, caring for, and taking care of their grandchildren was
mutually emotionally rewarding and sustaining, that they felt good
at being able to provide for the children, and that they derived joy
from watching the children grow, learn, and blossom. Linda spoke
with joy of living with her grandson: “He’s always here with
me ... he’s really a pleasure....It's really uplifting, it really is.” A
second benefit was the relationship and companionship with the
grandchildren, which helped to ameliorate the caregivers’ loneliness
and partially filled the void left by the deceased children. Eileen com-
ments on the value of the relationship: “We love each other. See, so
that makes a big difference.” A third benefit was that parenting helped
them to stay active and busy. The effort associated with unexpected
parenting in later life was reframed into a positive aspect. Nina listed
her grandchild’s energy as a benefit to her and her husband:

Good things—that he is here with me and my husband, having a small kid
in the house gives us something to do . . . she keeps us going, keeps us on
our toes. And she is a lot of fun for my husband because every time he
looks she wants to follow him.

Despite being aware of HIV stigma and making careful decisions
about how to manage its effects, three participants mentioned a fourth
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benefit: being able to support and be partners with their grandchildren
in HIV education and activism. They had ventured out into the HIV
world by wearing slogans on buttons or participating in the AIDS Walk
and wanted to do more. Two of the HIV-negative granddaughters
had done some public speaking about their mothers” illnesses: Katie’s
granddaughter spoke at her school, and Barbara’s granddaughter read
a letter at her mother’s memorial service. Barbara and Nina had ex-
pressed to their grandchﬂdren a hope that someday they would edu-
cate others about what it is like to live with the disease or to be the
orphaned child of someone who died from AIDS. Barbara planned to
move into more activism herself, alongside her grandchild: “The more
[ talk about it will help somebody else and let people know it is
nothing to be ashamed about, that there is help out there in the commu-
nity. ... I told her that it is a mission for me and her both to do and
go out and teach people about AIDS, to tell them about our story
about AIDS.”

In sum, this exploratory study (Boyer, 2002) contributes to a small
but growing knowledge base by opening a window into the lives of
HIV-affected custodial grandmothers. The data led to a recognition
of four major areas of struggle and four mediating factors for HIV-
affected custodial grandmothers. Their situations were complex and
can be categorized neither as completely challenging nor completely
beneficial. This study’s findings support other research (see Poin-
dexter & Linsk, 1999) that grandmothers have mixed responses to
their caregiving role: parenting an HIV-infected or HIV-affected
grandchild is an achievement that they do not regret, despite feeling
challenged stressed, and isolated. HIV caregiving is full of pitfalls as
well as opportunities for growth, a mix of strain and gain.

FURTHER RESEARCH NEEDS

The next step is designing societal interventions to lessen the deleteri-
ous effects of HIV caregiving and to help families negotiate the
emotional and medical minefields. Asking what HIV-affected grand-
mothers think about possible service and policy responses could assist
this effort. Participatory, collaborative research is necessary to deter-
mine gaps in service systems and in public policy. There are many
questions left unanswered concerning gerontological theory, grand-
parent caregiving in general, HIV caregiving in particular, and re-
sponses from service systems.
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1. Theory: What existing gerontological theory is applicable to
understanding this population? Are there models, frameworks, and
interventions from other areas that can illuminate the experience of
living with a life-threatening, stigmatized illness?

2. Grandparent caregiving: What affects the health and well-being
of grandparents who are providing unexpected custodial care? What
factors and combinations of circumstances determine whether an ele-
ment of the care context is perceived as strain or gain or both? Does
passage of time have a positive or negative effect on coping? Is coping
related to age, individual characteristics, or family history? Do older
men experience custodial grandparenting differently than women do?

3. HIV caregiving: Are the strains of raising an HIV-infected child
different when the caregiver is an elder? Do HIV-affected elders experi-
ence HIV stigma more acutely than younger caregivers? What factors
affect a grandmother’s ability to cope successfully with HIV care-
giving? Do caregivers’ philosophies concerning illness, HIV stigma,
and family duty have an impact on physical, mental, emotional, and
spiritual coping? Does culture, ethnicity, or socioeconomic status make
a difference?

4. Systems: What informal and formal supports could maximize
the caregiver’s maintenance of physical and mental health? Are there
useful models that can be tested or adapted for bridging the gaps
between the child welfare, HIV, aging, and income maintenance sys-
tems? What would make grandparent caregivers feel more comfort-
able approaching a social service system and asking for support?

POLICY IMPLICATIONS

At this time, there are few avenues available to address the unique
needs of older caregivers and help them feel connected to each other
and the community and more able to provide adequate care. HIV-
affected custodial grandparents could benefit from respite services,
child care, home health, support groups, benefits advocacy, counsel-
ing, education about HIV and caregiving, bereavement support, trans-
portation, and financial assistance. However, a potent mix of ageism
and HIV stigma influences access to social services for HIV-affected
grandparents, who may feel out of place both in the AIDS service
network, which they perceive to be tailored to younger people; and
in the aging network, which they see as unreceptive to, or judgmental
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of, HIV concerns. Furthermore, few programs in either system have
been designed for the specific needs of older HIV-affected caregivers.
Consequently, persons with needs related both to aging and to HIV
are often inadequately served.

The HIV and aging fields often compete with each other for scarce
resources, fail to acknowledge their common ground, and neglect to
communicate and coordinate (Gutheil & Chichin, 1991). The multilay-
ered needs in HIV-affected families suggest the need for collaboration.
Barriers have been created by a service system that is divided by
funding source and legislative authority (i.e., AIDS service organiza-
tions, child welfare network, and aging network). Most home- and
community-based services determine eligibility through the situation
of the HIV-infected child or adult, and the family context is not as
readily considered. Policies should address the caregiver as well as
the care recipient so that practitioners and planners in The Aging
Network, hospitals, and HIV service organizations can consider fami-
lies as a unit. HIV and aging-service systems should develop family-
centered care plans across service systems. In addition, service provid-
ers should strive to see that the needs of both older caregivers and
younger care recipients are included in the overall plan.

It would be beneficial to modify reimbursement and funding mecha-
nisms to accommodate the needs of older HIV-affected caregivers and
increase the options to support caregivers for the care of others and
themselves. It would also be advantageous for AIDS service organiza-
tions to expand services so that care management and support does
not stop with the death of the infected person.

Existing provisions in the aging and HIV service networks could
be used to support older HIV-affected caregivers. The Older Ameri-
cans Act of 1965 (OAA) could be used to support older HIV-affected
caregivers, even though that is not the original or primary intent of the
legislation. The typical services that OAA funds, such as educational
programs in senior centers, family-oriented care management, infor-
mation and referral, advocacy, legal services, outreach, and nutrition
and home-delivered meals, could be used to educate and support HIV-
affected caregivers older than 60. In addition, the OAA was recently
expanded to include the National Family Caregiver Support Program.
This new program (Part E of Title [II) provides services for relative
caregivers of a child younger than 18, which could ease the burden
for older grandparent caregivers who are raising grandchildren due
to the illness or death of the parents (Older Americans Act, 2000).
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Educational sessions for professionals in the aging network, funded
by Title IV of OAA, could include information on older caregivers,
both HIV-affected and others. State units on aging and area agencies
on aging could evaluate their eligibility criteria to facilitate serving
older caregivers.

The Ryan White Comprehensive AIDS Resources Emergency
(CARE) Act of 1990 [CIS 90 (1990)] targets persons with HIV, but
contains diverse possibilities for responding more effectively to family
caregivers; however, most of these are not explicit. Title I planning
councils and Title I consortia, charged with assessing and meeting
community needs, are often concerned about HIV caregivers, but may
not be aware of the hidden population of older caregivers. Education
and advocacy are needed to challenge these bodies to incorporate
outreach and support to this population. Title IV in particular is family-
centered in intention and could provide care management, counseling,
logistical support, respite, day care, parenting education, and perma-
nency planning if the definition of family were broadened to include
older caregiving relatives. Because the CARE Act is targeted to persons
with HIV, the caregiver no longer has access to these services when the
HIV-infected adult or child dies or leaves the home. Service providers
could, if funding permits, incorporate bereavement support for older
caregivers. The National AIDS Education and Training Centers are
funded to teach professionals in all disciplines about the needs of
persons with HIV and could include information on isolated and
stressed older caregivers.

Housing Opportunities for People with AIDS (HOPWA) funds may
be used for a broad range of housing, including emergency shelter,
shared housing, apartments, single-room occupancy units, group
homes, and housing combined with supportive services. HOPWA
does not specifically target grandparent caregivers, but it has the
goal of housing at-risk HIV-affected families, especially those who are
homeless or at great risk of becoming homeless. HIV-affected families
may live together in a HOPWA-supported housing arrangement,
which can include parent and grandparent caregivers. Unfortunately,
when the adult or child with HIV is absent or deceased, HIV-negative
caregivers cannot receive HOPWA support. An important step in
alleviating the service gaps for older HIV-affected caregivers is to be
aware that they exist and to strive to provide outreach and a safe
environment for them so that they are not overlooked.

Any service provider in any network could use the following
strategies:
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1. Provide HIV-related educational programs in senior centers and
nutrition sites so that the topic is less taboo. Caregivers may in this
way be encouraged to come forward and disclose to staff members
or peers that they are struggling or bereaved.

2. Respecttully ask older persons if they have any HIV questions
or concerns. In this way, providers can help normalize the issue and
break the silence. Older caregivers may feel that they have permission
to speak about caring for a family member who has HIV.

3. Offer workshops on HIV and aging to social workers, health
care practitioners, and gerontologists through continuing education
programs and professional conferences to raise awareness and to foster
problem solving and coalition building.

4. Offer a support network or group for HIV-affected elders.

INTEGRATING KNOWLEDGE
INTO THE CURRICULUM

As a discipline concerned with all levels of problems and solutions,
including families, organizations, and communities, social work
should in general be concerned about HIV-affected grandparent care-
givers. Introductory and general courses could include articles, case
studies, and discussions of the assets and needs of this population.

Gerontological texts and classes tend to view caregiving as flowing
toward the elder Many elders do become frail and require caregiving;
however, that is not the only reality of aging. There is not enough
recognition of elders as caregivers for younger family members, which
is another common situation. In addition, courses on aging have
tended to neglect HIV as a concern for older adulthood, whether the
elders are infected or affected. Gerontological courses should incorpo-
rate information on grandparent caregivers in the context of HIV
and other situations and highlight the commitment, resilience, and
contributions of elders who are struggling without adequate support
in an overwhelming pandemic.

Courses on human behavior in the social environment, which are
organized around developmental stages and emphasize human diver-
sity, should take care not to isolate aging as a one-class topic, but
rather integrate information on multigenerational families and their
needs and assets. Human behavior courses should include grandpar-
ent caregiving as an increasing reality in later life, as well as study
this family configuration within the context of cultural competence.
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Specialized courses addressing substance use and HIV should
broaden the focus to include more than the individual and incorporate
material on elders who are family caregivers in these contexts. Courses
in individual counseling, family therapy, group work, and community
organizing could acknowledge the unique struggles of HIV-affected
multigenerational families, present the resilience and needs of older
caregivers, and examine service models for them.

Courses and content on social work ethics can include case examples
of the dilemmas faced by workers and consumers when elders are
overburdened by HIV care or when truncated systems fail to meet
their needs. Learners in the classroom and field can be challenged to
examine their preconceived notions of aging and of HIV-affected
families.

Throughout social work curricula, where systems and empow-
erment theories are the organizing concepts, it is helpful to use the
situation of HIV-affected grandparent caregivers as an illustration of
how truncated social-service systems can fail to provide safety nets
for families, how stigma and secrecy can short-circuit social support
and stymie personal agency, and how social service providers can
inadvertently wear the same blinders that society does regarding hid-
den populations. Because all courses are built on values-based practice,
an ethical approach to this population can be infused throughout
the curriculum.

Social work interns in AIDS service organizations, in the aging-
network, and in generic social service agencies could be sensitized to
the hidden nature of HIV-affected older caregivers so that they could
be more prepared to recognize and serve these caregivers. Integrative
seminars for students in field placements could use case studies of
HIV-affected grandparents.

CONCLUSIONS

The challenges of HIV caregiving could be partially ameliorated by
the efforts of scholars, educators, and practitioners who could identify
and address the needs of HIV-affected custodial grandparents. Because
this topic is relatively new in scholarship and the studies are explor-
atory, the implications for research, educational efforts, and policy
must also be viewed as tentative. There are both strains and gains to
be found in HIV caregiving. The grandmothers in the exploratory
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qualitative study reported here did not feel prepared to take on child-
rearing later in life, had significant health impairments of their own,
were struggling mightily with the uncertainty and fear surrounding
HIV disease in the family, and were constantly aware of the need for
secrecy in order to protect the family from stigma. Nevertheless, they
were glad that they were providing the care and reported positive
benefits stemming from satisfaction, joy, companionship, relationship,
staying active, and—for some of them-—feeling part of an activist
community.

Although HIV-affected custodial grandmothers can be remarkably
strong, resourceful, and dedicated, we should not, as practitioners
and policy makers, take for granted their shouldering this care without
appropriate and adequate services. Policy makers should be aware of
the tendency of overburdened older caregivers to neglect their own
needs, because this situation could lead to physical and mental melt-
down. Practitioners should advocate to include older caregivers in
legislative authorization for HIV programs and older adult programs
and to encourage organizations to incorporate their needs as part of
a family-centered approach.

Custodial grandmothers, who each day face uncertainty, stigma,
and challenges to their well-being to raise a grandchild because the
HIV-positive adult parent has died or is absent, are among the most
challenged and hidden of our elders. This group is little studied, so
there are many unanswered questions. However, we know that they
are stressed, stigmatized, and neglected, so perhaps we know enough
to proceed with outreach, advocacy, and targeted services. Because
they are familiar with finding, serving, and advocating for older adults,
gerontological social workers could be in the forefront of these efforts.
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Chapter 11

ELDER MISTREATMENT AND THE
ROLE OF SOCIAL WORK

Gregory J. Paveza and Carla VandeWeerd

A CASE HISTORY

Sally is an 83-year-old woman who presented to a shelter with bruising
to her forearms, chest, abdomen, and jaw that was in various stages of
healing. When asked about her condition she replied that she had been
living with her daughter and son-in-law and had been experiencing
this form of violent treatment for more than 4 years. When asked why
she had taken so long to leave, she stated that she never felt she had
anywhere else to go, and that perhaps in exchange for the burden of
her care, she should expect the occasional outburst. When asked what
had finally changed her mind, she said it was simple: One day a social
worker in an emergency room finally asked her privately about her
situation, and then showed her she had options.

SIGNIFICANCE TO GERONTOLOGY

Concern about elder mistreatment developed in the late 1970s when
persons working with older adults became concerned with what was

245



246 SOCIAL WORK AND HEALTH CARE IN AN AGING SOCIETY

then called “granny bashing.” Among the American leaders in the
field was Dr. Rosalie Wolf, who would become a central figure in the
field of elder mistreatment for more than 25 years. She played pivotal
roles in attracting many of the current senior researchers in elder
mistreatment into the field, the senior author of this article included.
Moreover, Dr. Wolf was crucial to bridging the gap between the re-
search and practice communities. It was her vision of the need to
address elder abuse as a matter of national policy that led to her work
to establish both the National Center on Elder Abuse (NCEA) and the
National Committee for the Prevention of Elder Abuse (NCPEA). Dr.,
Wolf remained a vital and contributing member to the field until her
death in 2001.

At the same time Dr. Wolf was engaging in her efforts to focus
attention on elder mistreatment, elder abuse research broke into public
view with the hearings of the House Select Committee on Aging
(Pepper & Oakar, 1981). The committee report was the first to call
national attention to the problem in the policy-making arena. It was
also one of the first to offer initial estimates of the numbers of persons
affected by elder abuse and suggested that as many as 1 million
individuals older than age 65 were physically abused each year. Al-
though this report was one of the first to provide any prevalence data
on elder abuse, of more importance was the critical impact of the
national hearings, which raised the level of discussion and made elder
abuse and neglect legitimate areas of scientific inquiry and a focus for
calls for intervention.

Although elder mistreatment has been a focus of research inquiry
and clinical practice for 25 years, we are still no closer to accurate
incidence data, the number of new cases in a given time frame; and
prevalence data, the total number of cases in a given time frame.
Prevalence estimates range from as high as 9% to less than 1% of
the population older than 65 (Gioglio & Blakemore, 1983; Hickey &
Douglas, 1981; Homer & Gilleard, 1990; Lau & Kosberg, 1979; National
Center on Elder Abuse, 1998; Pepper & Oakar, 1981; Pillemer & Fin-
kelhor, 1988). This large disparity in prevalence and incidence esti-
mates has resulted in suggestions by some policy makers that the
whole issue of elder mistreatment is little more than a tempest in a
teapot. Other policy makers see mistreatment as a grave problem and
react as if every older adult is being mistreated. Neither position
seems particularly useful for adequately addressing the problem. It
is important to recognize that the estimates used to bolster both posi-
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tions are methodologically flawed. Currently, the prevalence estimate
that is considered the strongest by standards of scientific methodologi-
cal rigor is the one provided by Pillemer and Finkelhor, derived from
their random telephone survey of persons living in the Boston area.
Their estimate puts abuse at about 2.5% of the population over the
age of 65 (Pillemer & Finkelhor, 1988). In terms of incidence, the widely
distributed estimate from a national incidence study suggests that the
incidence of all forms of mistreatment is about 500,000 persons per
year (National Center on Elder Abuse, 1998). This study however, has
been criticized on a number of methodological grounds including
sampling issues and the choice of sentinels (surrogates from whom
data about suspected cases of abuse were collected) (Cook-Daniels,
1999; Otto & Quinn, 1999) and has left the prevailing sense that this
incidence estimate remains an underestimate.

The use of the term elder mistreatment is rather new in the lexicon
of social work. It has come to mean the group of behaviors that cause
harm to older adults and includes physical and sexual abuse, neglect,
and financial exploitation. The term and the Behaviors associated with
it are further limited by requiring that the person committing the act
be in a trust or caregiving relationship to that older person. Among
those who might be included in this category of trusted others are
siblings, spouses, children, grandchildren, other relatives, friends, at-
torneys, and formal caregivers such as home health aides, homemak-
ers, certified nursing assistants, nurses, doctors, social workers, trust
officers, and others. Acts of self-neglect are excluded from our discus-
sion according to the definition we use. Also excluded are those physi-
cally or sexually abusive acts committed by strangers, or acts of a
financial nature that are either illegal or prey on older adults but are
committed by strangers. This is not to say that these are unimportant
behaviors for social work consideration when working with older
adults. Rather it is our belief that these acts stem from a different
theoretical and intervention perspective than the majority of elder
mistreatment behavior. Generally, when strangers commit acts of
abuse or financial exploitation, these acts need to be viewed within
their criminal context and treated as such. Indeed many states have
included enhanced penalties in their criminal statutes when criminal
actions are targeted at vulnerable populations, including older adults.
Moreover, when acts involve self-neglect, they need to be viewed from
the appropriate mental health or social welfare background.

As a result of these methodological and definitional inconsistencies,
the impact of elder abuse becomes difficult to define. The field lacks
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estimates of the proportion of older adults admitted to nursing homes
as a result of elder mistreatment. No estimates exist of the numbers
of older persons who may have filed for bankruptcy, or experienced
some lesser financial hardship, as a result of the unscrupulous actions
of family or fiduciaries. There are no estimates of the acute medical
care or long-term-care costs that can be attributed to elder mistreat-
ment. Lachs and colleagues have provided one important indication
of the impact of elder mistreatment (Lachs, Williamson, O’'Brien, Pil-
lemer, & Charlson, 1998). Their research suggests that persons subject
to abuse are at significantly greater risk for death than other members
of their age cohort who did not experience abuse or who self-neglected.

Although exact information on the impact of elder mistreatment
on elders remains sparse, the impact on caregivers of being accused
of elder mistreatment or of having committed elder mistreatment has
not been studied. To further complicate the treatment and prevention
of elder mistreatment, no significant research exists in the scientific
literature on interventions or other programs to assist the victims of
elder mistreatment or those who engage in abusive, neglectful, or
exploitive behaviors. And although the information we have on do-
mestic elder mistreatment is sparse, the field has even less information
on elder mistreatment in institutional settings, both acute and long-
term-care. The research that does exist suggests that some of the abuse
in long-term care settings is the result of the stress experienced by
workers in these settings (Pillemer & Moore, 1992). To date, much
of the information needed to inform practice is inadequate, largely
anecdotal, or based on unevaluated clinical experience, with little or
no confirmatory research. Thus, as can be seen, though a concern
about elder mistreatment has existed among policy makers at both
federal and state levels for more than 20 years, research has offered
little help in understanding the scope of the problem.

SIGNIFICANCE TO HEALTH CARE
AND HEALTH PROFESSIONALS

The lack of solid research evidence of the numbers of older adults
affected, of clear identification of the risk factors associated with elder
mistreatment by type, and of clearly specified intervention strategies
contributes to the general lack of training in schools of social work
and other health professions. Recent research suggests that the amount
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of time devoted to elder abuse as a topic in social work education is
often less than 2 hours per year in all social work courses, including
human behavior, practice theory and methods, field seminar, and
research (Milonas, 2001; Paveza, VandeWeerd, & Milonas, 2001a,
2001b). This lack of attention is systemic, however, to most of the
helping professions and includes not only elder mistreatment, but all
areas of family violence, as was documented in the recent Institute of
Medicine report on health professionals” education on family violence
(Institute of Medicine [IOM], 2002). Although this report notes that
there are an increasing number of educational programs available to
assist in providing vital information to health-professionals, it further
notes that few health professional education and training programs,
including social work, have instituted such programs (I0M, 2002).

Older adults, especially mistreated older adults, are among vulnera-
ble and oppressed populations and, as such, are among those popula-
tions with which social work as a profession should be most concerned.
Moreover, it is social workers and those persons in social service
positions who are most often charged with addressing the problem.
It is social workers who make up the bulk of Adult Protective Service
Workers, therapists, and case managers. Much of the Adult Protective
Services and elder abuse legislation came about as the result of the
House Select Committee hearings (IOM, 2002) and the calls by many
social workers working with disabled and older adults for the states
to address a growing problem. Moreover, many of these same workers
endeavored to have mandatory reporting provisions written into the
elder mistreatment statutes. All 50 states and the District of Columbia
have some form of elder mistreatment legislation and as noted in the
IOM (2002) report, only 10 states have no clear mandatory reporting
provision. In all states with mandatory reporting, social workers are
among the named mandated reporters.

PRIOR RESEARCH

Research in the field of elder abuse first emerged in the middle and
late 1970s. To a large extent, it has followed a classic developmental
pattern for many areas of the social and behavioral sciences, including
child abuse and intimate partner violence. The early research was
largely descriptive in nature. It used key informants for obtaining
information, including social service professionals, clergy, and health
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care professionals. These informants were asked to identify persons
with whom they had had contact who they believed had been abused.
The researchers provided a definition of abuse, and the informants
provided information about their contacts who met the definition.
This research provided some initial demographic information, which
ultimately shaped the profiles of both abusers and those at risk for
abuse (Gioglio & Blakemore, 1983; Hickey & Douglas, 1981; Lau &
Kosberg, 1979; Pepper & Oakar, 1981). Although these studies were
critical for the early definition of the problem, they lacked scientific
rigor because they used convenience samples and obtained data from
third persons. Moreover, most of these early studies failed to include
a nonabused group with which comparisons could be made. This
research also aggregated all individual forms of elder mistreatment
under one broad mistreatment heading, so the profiles provided were
aggregate profiles as opposed to behavior-specific ones. Thus the abil-
ity to use these profiles to identify an older adult at risk for a specific
form of elder mistreatment is limited.

These initial studies were followed by a series of small-sample
explanatory studies that often produced contradictory results based
on the limitations of the sample (Anetzberger, 1987; Pillemer & Wolf,
1986; Steinmetz, 1988). These studies were valuable, however, because
they pushed the field to question some of the earlier conceptualizations
derived from the descriptive studies. At the same time, it was with
the publication of these studies that the field of elder mistreatment
diverged from the other areas of family violence. If one looks at the
fields of child abuse and intimate partner violence, it is apparent that
after the small-sample exploratory studies, these areas initiated more
rigorous, population-based studies to better determine at-risk charac-
teristics, outcomes, and interventions for victims. Elder abuse research
has lagged behind in this area. Although there have been studies
attempting to address these areas (Coyne, Reichman, & Berbig, 1993;
Dayton, Anetzberger, & Matthey, 1997; Lachs et al., 1998; Paveza et
al., 1992; Pillemer & Finkelhor, 1988; Pillemer & Suitor, 1992; Quayha-
gen et al., 1997; Reis & Nahmiash, 1997), the number of studies in
elder mistreatment is quite small when compared with the research
output in the companion areas of child abuse and intimate partner
violence at similar points in their historic development.

The lack of research development may reflect the difficulty that the
field of elder mistreatment has had in developing adequate theoretical
underpinnings. A number of factors have played into this lack of
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theoretical development, including the nature of the early research,
which suggested that those who were abused were older women being
abused by overwhelmed and burdened female caregivers (Gioglio &
Blakemore, 1983; Hickey & Douglas, 1981; Lau & Kosberg, 1979). These
data suggested that elder mistreatment theory should be similar to
theory underlying work in child abuse and neglect such as that of
Garbarino and Gilliam (1980), Green (1980), and Nelson (1984). How-
ever, later data in the field (Pillemer & Finkelhor, 1988; Pillemer &
Wolf, 1986) began to suggest that elder mistreatment theory might
need to reflect more closely the theories underlying research in inti-
mate partner violence (Borkowski, Murch, & Walker, 1983; Dobash &
Dobash, 1979; Roberts, 1984), which focused on issues of power and
control. More recently, theoretical explanations have begun to attempt
to use models that incorporate both issues by adopting a vulnerabilities
and risk model of development (Fulmer & Paveza, 1998; Pillemer &
Suitor, 1992). These models allow for a variety of factors to be consid-
ered and enhance the capability of elder mistreatment researchers to
move forward with both explanatory and causal research.

The continuing discussion of whether elder mistreatment is a social
and behavioral problem or largely a legal problem adds to the diffi-
culty of developing an adequate theory. In the estimation of these
authors, this debate has at time diverted energy from the need to
develop useful explanatory theories. Additionally, the concern about
the impact of this phenomenon on a highly vulnerable population has
at times pushed the field to concentrate on interventions without
proper evaluation. Furthermore, self-neglect among some older adults,
a phenomenon we do not discuss in this chapter, has placed prac-
titioners and administrators in the position of directing attention and
resources to this population of older adults. The call for research then
often devolves into a debate between clinical issues—such as forensic
markers and intervention evaluation—and explanatory research to
provide models that define risk that could then inform and guide
interventions. Both of these areas of inquiry are critical to the field and
both need to receive research support from government and private
funders. Though theory and research have been slow to develop, this
does not imply that no research is currently underway.

CURRENT RESEARCH

One of the noticeable deficiencies when looking at current research
is that not one of the major foundations that support research in aging
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has made elder mistreatment a priority area for the investment of
research funds. Though many foundations have supported some re-
search in the field from time to time, their lack of significant commit-
ment tends to reinforce the concept that this is not a vital research issue.

Most of the major funding for research in the field comes from
the National Institute on Aging (NIA); the second most significant
provider is the Department of Justice, through either the Office of
Victim Assistance or the National Institute of Justice. Considering the
size of the problem, the total number of projects is hard to determine.
Stahl (Stahl, Prenda, & Cooper, 2001), in a recent internal report for
the NIA, was able to determine 12 recently completed or currently
active projects on elder mistreatment funded by the NIA. Two of the
projects directly involve the authors of this chapter and are discussed
in detail with the remaining 10 in Appendix A.

At the time this chapter was being written, all of the current NIA-
supported research in elder mistreatment being conducted by social
workers was being done by the Elder Mistreatment Research Labora-
tory of the School of Social Work at the University of South Florida.
However, there are a limited number of social work researchers being
supported by nonfederal sources.

The Elder Mistreatment Laboratory

The Elder Mistreatment Research Laboratory (EMRL) in the School
of Social Work at the University of South Florida (USF) is one of
the few research endeavors specifically targeting research in elder
mistreatment. EMRL had its beginning in a single research project
supported by the Florida Mental Health Institute of USF and the
Research and Creative Scholarship Fund of USF Research Council.
The initial project (Pav