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Abstract

Background: Informal care provided by family members is an essential feature of health care systems world-
wide. Although caregiving often begins early in the disease process, over time informal caregivers must deal
with chronic, debilitating, and life-threatening illnesses. Despite thousands of published studies on informal
care, little is known about the intersection of informal caregiving and formal palliative care.

Objective: The goal of this review is to identify research priorities that would enhance our understanding of the
relationship between informal caregiving and palliative care.

Design: To better understand palliative care in the context of caregiving, we provide an overview of the nature of
a caregiving career from inception to care recipient placement and death and the associated tasks, challenges,
and health effects at each stage of a caregiving career. This in turn leads to key unanswered questions designed
to advance research in caregiving and palliative care.

Results: Little is known about the extent to which and how palliative care uniquely affects the caregiving
experience. This suggests a need for more fine-grained prospective studies that attempt to clearly delineate the
experience of caregivers during palliative and end-of-life phases, characterize the transitions into and out of
these phases from both informal and formal caregiver perspectives, identify caregiver needs at each phase, and
identify effects on key caregiver and patient outcomes.

Conclusions: Inasmuch as most caregivers must deal with chronic, debilitating, and often life-threatening
conditions, it is essential that we advance a research agenda that addresses the interplay between informal care
and formal palliative care.

Introduction backbone of health care systems worldwide."? Broadly
speaking, informal caregivers are family members, friends, or
fictive kin who provide some form of care to an older adult
with whom they have a relationship. Care may involve pro-
viding care coordination, hands-on assistance, and health-
related services such as wound care, financial support, or
monitoring on-site or long-distance to someone with a cog-
nitive and/or physical impairment.®> They are involved in
episodic, transitional, as well as long-term care and may need
to assume responsibilities for care tasks for which they have
little knowledge, training, or support.*™®

Currently there are no precise estimates of the number of
family caregivers. Existing estimates vary widely based on
how caregiving is defined, the sampling strategy used, and
age and conditions of the person receiving care. At one ex-
treme are prevalence estimates that 28.5% of the U.S. adult
population (65.7 million) provided unpaid care to an adult

Providing care to an older family member is an activity that  relative in 2009, with the majority (83%) of this care delivered
spans time, place, and culture. Family members are the to people age 50 or older.” At the other extreme, data from the

THE PURPOSE OF THIS PAPER is identifying research pri-
orities at the intersection of informal caregiving and pal-
liative care. We begin with a brief review of the prevalence of
caregiving in the United States followed by characteristics of
caregivers and care recipients, with the aim of identifying the
subgroup of caregivers and care recipients involved in palli-
ative care. To better understand palliative care in the context of
caregiving, it is important to characterize the nature of a
caregiving career from inception to care recipient placement
and death and the associated tasks, challenges, and health
effects at each stage of a caregiving career. This review pro-
vides a context for identifying key unanswered questions and
recommendations designed to advance this area of research.

Prevalence of Caregiving
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National Long-Term Care Survey suggest that as few as 3.5
million informal caregivers provided instrumental activities
of daily living (IADL) or activities of daily living (ADL) as-
sistance to people age 65 and over.? Intermediate estimates of
28.8 million caregivers (“persons aged 15 or over providing
personal assistance for everyday needs of someone age 15 and
older”) have also been reported.’

High-end estimates tend to be generated when broad and
inclusive definitions of caregiving are used (e.g., “Unpaid care
may include help with personal needs or household chores. It
might be managing a person’s finances, arranging for outside
services, or visiting regularly to see how they are doing.”)'
Low-end estimates tend to be generated when definitions
require the provision of specific ADL or IADL assistance®" !>
for comparison of estimates of prevalence rates.

Who Receives Care

Care recipients are typically women (66%) and older (80%
are age 50 years or older), and their main presenting problems
or illnesses are “old age” (12%), followed by Alzheimer’s
disease or other dementias (10%), cancer (7%), mental/emo-
tional illness (7%), heart disease (5%), and stroke (5%). The
average length of time caregivers report providing care is 4.6
years,” but the length of time may be considerably more de-
pending upon the condition of the individual receiving care. In
the case of dementia, caregiving may range from 4 to 20 years.

Many of the conditions caregivers confront are chronic,
debilitating, and life-threatening illnesses, and thus meet
palliative care criteria, although caregiving often begins early
in the disease process when the illness may not be imminently
life threatening. Conditions such as Alzheimer’s disease,
cancer, heart disease, and stroke are common late life condi-
tions and account for much of the caregiving provided to
older individuals. Although many care recipients would be
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eligible for palliative care, little is known about whether or not
such care is provided.

Caregiving Trajectory

Figure 1 illustrates a common care trajectory for an older
individual with cognitive or physical limitations who is living
at home. Although caregiving may begin suddenly with the
onset of a specific health condition such as stroke or cancer
diagnosis, among older individuals it typically begins gradu-
ally with the emergence of IADL difficulties. Initial forays into
a caregiving career involve providing sporadic support by
being present at routine encounters with physicians or other
health care providers,®' serving as proxy decision makers to
severely ill older adults,'* or providing transient assistance to
post-acute patients discharged from hospital to home."

Caregiving demands and the amount of time required to
provide care increases as an individual no longer is able to
perform IADLs (see Figure 1). Surveys suggest that caregivers
provide assistance with a wide range of IADL tasks, including
helping with transportation (83%), housework (75%), grocery
shopping (75%), and preparing meals (65%).” As the health
condition of the care recipient worsens and disabilities in-
crease, caregiver tasks expand to include more hands-on
physical assistance with ADL tasks such as dressing, bathing,
ambulating, and toileting (see Figure 1). Fifty-six percent of all
caregivers provide ADL assistance such as helping the care
recipient get in/out of bed (40%), dress (32%), and/or bathe
(26%). Caregivers may also be required to closely monitor the
activity of the person receiving care to assure their safety at
home.”

The roles and responsibilities of caregivers tend to expand
incrementally, with care tasks being cumulative over time
(Figure 1). Increasing care demands often result in caregivers
needing to leave the workforce, relocating to the care
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FIG. 1.

Care task demands, health effects and interventions, along care trajectory. Entries based on research evidence. ADL,

activites of daily living such as bathing, dressing, toileting; CG, caregiver; IADL, instrumental activities of daily living such as

cooking, cleaning, shopping.
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recipient’'s home, or having the individual receiving care
move into the caregiver’s home.

Throughout a caregiving career, caregivers play a critical
role in communicating and negotiating with others about care
decisions; providing companionship and emotional support;
interacting with physicians and other health care providers;
coordinating care needs; driving, doing housework and home
repairs; shopping; completing paperwork and managing fi-
nances; hiring nurses and aides; helping with personal care
and hygiene; lifting, transferring, and maneuvering the care
recipient; and assisting with complex medical and nursing-
related tasks (e.g., infusion therapies, tube feedings, wound
care, medication monitoring). Helping with pain and symp-
tom control is often a key caregiver responsibility for condi-
tions such as cancer. Additionally, caregivers make difficult
decisions about service needs and determine how best to ac-
cess all of the services that may be needed, including the
hiring and oversight of paid care providers. Few caregivers
receive adequate instruction in these forms of care or are as-
sessed for their ability or willingness to participate in such
tasks.'®

Caregiving does not terminate with nursing home place-
ment (see Figure 1). Families continue to provide on-site
monitoring and hands-on assistance with daily activities,
participate in decision making about care needs, communi-
cate care decisions with other family members, and monitor
adequacy and quality of care. Thus, caregiving can be time
intensive and emotionally and physically demanding even
with residential placement.'”*®

Although not illustrated in Figure 1, palliative and end-of-
life caregiving is a common feature of most caregiving expe-
riences and typically occurs during the latter stages of patient
functional decline when ADL needs are high.

Health Effects of Caregiving

Understanding the health effects of caregiving is important
for identifying supportive strategies, developing health poli-
cies, and planning for the organization and delivery of ser-
vices. Figure 1 highlights known health effects as they unfold
along the care trajectory. As shown, the negative health effects
of caregiving increase with the amount of time and type of
caregiving tasks required. Psychiatric symptoms (anxiety and
depression) initially emerge in the early stages of caregiving,
with more intensive hands-on assistance leading to significant
physical health effects. Negative health effects can continue
with nursing home placement but appear to resolve following
the death of the person receiving care and hence termination
of care responsibilities.'’

Palliative and end-of-life caregiving pose additional chal-
lenges associated with accepting patient diagnoses, patient
deterioration, and suffering, which together may generate
intense emotional responses such as fear and dread, anger and
disillusionment, anxiety, grief, helplessness, and hopeless-
ness.” Physical health effects are also aggravated at this stage
as the combination of the physical demands of caregiving and
the associated emotional turmoil take their toll on physical
well-being of the caregiver.

Although the literature tends to emphasize the negative
physical and psychiatric effects of caregiving, there are also
positive features of this experience. Caregivers report a sense
of pride, enhanced self-esteem, and mastery associated with
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caregiving; these positive effects are particularly prominent
when the caregiver feels that he or she is able to enhance the
patient’s quality of life through symptom management or
providing emotional support. One interpretation of these
findings is that these responses represent attempts to find
meaning in a fundamentally negative experience and as such
can be viewed as meaning-based coping strategies.”” Positive
accounts are not necessarily positive outcomes.

Supporting Family Caregivers

Figure 1 outlines the needs and range of supportive services
for caregivers throughout the care trajectory. A robust re-
search literature documents that caregiver interventions at
each stage along this trajectory can effectively improve care-
giver well-being. Taken as a whole these studies show that
services, including education, skills-training, problem-
solving, environmental redesign, and social support, can re-
duce stress, burden, and depression, enhance efficacy and
skills, reduce health care utilization, and delay nursing home
placement (see Rosalynn Carter Institute website for
evidence-based caregiver interventions).?! Randomized con-
trolled trials suggest that multicomponent, supportive, and
risk reduction approaches effectively enhance emotional and
physical health, skills and self-efficacy, and sleep quality.”*>
In contrast, one recent randomized trial testing a psychoe-
ducational intervention for family caregivers of patients re-
ceiving palliative care found no significant positive effects for
outcomes such as preparedness to care, self-efficacy, compe-
tence, and anxiety, suggesting that introducing caregiver in-
terventions this late in the trajectory may have limited
impact.*®

Unanswered Questions and Future Directions
for Research on Caregiving and Palliative Care

Although caregiving often begins early in the disease pro-
cess, most caregivers progress to caring for relatives with
chronic, debilitating, and ultimately life-threatening illnesses.
Yet few studies make explicit distinctions between the needs of
family caregivers during palliative, end-of-life, and non-
palliative chronic illness phases. We list below some of the key
unanswered questions about caregiving during palliative care.

® Many caregivers are involved in end-of-life caregiving,
but little is known about the extent to which palliative
or hospice care uniquely affects the caregiving experi-
ence.”’ What are impacts on time use, finances, em-
ployment, physical health, social isolation, lifestyle
changes, and disruptions during palliative and end-
of-life caregiving? This suggests a need for more fine-
grained prospective studies that attempt to clearly
delineate these phases, characterize the transitions into
and out of these phases from both informal and for-
mal caregiver perspectives, identify caregiver needs
at each phase, and identify effects on key caregiver
outcomes.

* A related question concerns the role caregivers do and
should play in the transition from curative to comfort to
end-of-life care. How do caregivers understand their role
and responsibilities, and what are their expectations from
formal health care providers? Caregivers play a central
role in determining the health care utilization of the
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patient throughout the patient’s illness. Under what cir-
cumstances do caregivers opt for ineffective cure-oriented
treatment when palliative or end-of-life care may be more
appropriate? What are the individual and contextual
factors that affect these choices and what is the best way
to facilitate appropriate choices for the caregiver?

® Appropriate tools or strategies for assessing caregiver
needs and preferences during palliative and end-of-life
care phases are lacking.”® We know a great deal about
the needs of caregivers in general, but little about the
unique needs of caregivers during palliative and end-of-
life care phases. For example, having a good relation-
ship, rapport, trust, and communication with health
care providers are likely to be more important during
palliative and end-of-life phases. When caring for a
patient with advanced illness and disability, caregivers
may be reluctant or ambivalent about expressing their
own needs, because they view the needs of the patient
as paramount. This suggests that explicit methods are
needed to solicit the needs of the caregiver.

* How do specialized palliative care services affect care-
giver outcomes while caregiving (e.g., satisfaction with
health care services, perceived suffering of the patient)
and after death of the patient? A small literature sug-
gests that there are both short-term and long-term
benefits to the caregiver when specialized palliative care
services are used. In the short-term, caregivers report
fewer unmet needs, and in the long-term they show
better adjustment to bereavement.”

¢ There is considerable variation in the caregiving expe-
rience as a function of the underlying patient disease
(e.g., neurologic condition versus physical illness); lo-
cation of the patient (e.g., home versus nursing home);
and caregiver attributes including age, relationship to
the patient, race/ethnicity, and socioeconomic status.
These same factors may differentially affect caregivers
during palliative and end-of-life caregiving phases.

¢ Technology is increasingly being used to support care-
giving.30 Technologies such as computers, smartphones,
and web-based clinical care tools can be used to im-
prove symptom monitoring and provide remote ex-
pertise to caregivers and patients and thereby support
family caregiving during palliative care.’’** The appli-
cation of these methods is still relatively unexplored but
holds promise for the future of caregiving.

® There is a growing literature showing a relationship
between caregiving and bereavement. The most
common finding across multiple studies is that pre-
bereavement levels of mental distress such as depres-
sion and anxiety are predictive of post-bereavement
adjustment.®® A related finding is that high levels of
burden, feeling exhausted and overloaded, lack of sup-
port, and experiencing role strain is associated with
negative post-bereavement outcomes. Increased burden
may also in part explain the higher mortality rate ob-
served among caregivers of terminal patients who do
not use hospice services compared to those who do.**
Consistent with these findings, several recent studies
show that interventions designed to treat pre-bereavement
caregiver distress prepare the caregiver for the eventuality
of death and may be particularly effective in reducing
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adverse post-bereavement outcomes.***** These findings
suggest that palliative care services may reduce caregiver
burden and prepare the caregiver for the death of the
patient, and thus contribute to better post-bereavement
outcomes.

Informal caregiving and palliative care are inextricably
intertwined. After three decades of research on caregiving, we
know a great deal about the needs of caregivers, the effects of
caregiving on the caregiver, and supportive interventions for
caregivers. However, we know relatively little about the un-
ique experience of caregivers during palliative care. A strong
research focus on this stage of a caregiving career will likely
yield valuable benefits for patients, caregivers, and the health
care system.
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