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ABSTRACT

Background: This study aimed to understand how caregivers make the transition to end-stage
caregiving and to illuminate its unique aspects using a stress process model.

Methods: Qualitative in-depth interviews were conducted with 74 caregivers of a family
member who had been receiving hospice care for at least 2 weeks. Interviews were tape
recorded, transcribed, and coded for emergent themes using constant comparative analysis.

Results: End-stage caregiving was characterized in the sample as (1) comprehension of ter-
minality (the interrelationship of information, physical and cognitive decline, and personal-
ity change and role losses), (2) near-acute care, (3) executive functions, and (4) final decision
making. The comprehension of terminality emerged from three interrelated experiences: re-
ceiving and assimilating concrete information about the illness, observing the progression of
the disease, and observing the personality change and role loss. The primary stressors (unique
end-stage caregiving tasks) were providing near-acute care, assuming an executive function,
and beginning and final decision making. The secondary stressors were family role conflict,
work conflict, and financial strain. Resources, such as intrinsic and extrinsic religious and
faith practices and social support, were identified. Negative outcomes included intense emo-
tional responses, and positive outcomes included heightened development of meaning mak-
ing.

Conclusion: The findings suggest that palliative care professionals have important oppor-
tunities to provide information and support to family caregivers during the final stages of
the patient’s terminal illness.

INTRODUCTION

VER THE PAST THREE DECADES, increasing num-

bers of family members have been provid-
ing care at home for loved ones who are chroni-
cally ill or disabled. Presently, nearly one in four
households provides care for someone older than
50 years of age who needs daily assistance; this
number continues to rise.! Many studies have ex-
plored the situation-specific needs, concerns, and

experiences of family caregivers of people with
different types of chronic illnesses, such as Alz-
heimer’s disease, other forms of dementia, or can-
cer. This extensive work has resulted in a volu-
minous literature about caregiving.

Although some caregivers have found the
tasks, roles, and responsibilities they experience
to be intensely burdensome, others have de-
scribed the experience as profoundly meaningful
and positive.>” Only recently, however, have re-
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searchers begun to focus on understanding the
unique experiences of family members who care
for terminally ill people who are approaching the
end of life. Family caregivers are most often front-
line care providers for patients enrolled in hos-
pice and palliative care programs.®~® While pro-
viding the 24-hour care that becomes necessary
near the time of death, caregivers commonly re-
ceive information and emotional support from
professionals who are providing medical care to
the terminally ill person.!® Palliative care teams
rely on caregivers to assess and report pain symp-
toms and to administer medications.!'"12 How
family caregivers respond to the intense experi-
ences that accompany caring for someone who is
dying, together with how their needs for educa-
tion, in-home assistance, respite, and emotional
support are met profoundly influence the dying
person’s quality of care.!3-17

Essential precepts of palliative care dictate that
the needs of family and other informal caregivers
should be addressed by professionals who can
help them understand the dying process and pre-
pare them to provide care that minimizes pa-
tients” pain and maximizes their comfort and dig-
nity.!8-20 Previous research has demonstrated
that family caregivers experience emotional, fi-
nancial, and physical burdens and need help
“with coordinating medical and in-home ser-
vices.>721-25 Caregivers simultaneously respond
to the patient’s increasing dependence and needs
for hands-on care while facing the emotional
challenges associated with loss and approaching
death. Calls for resource development and edu-
cation of palliative care nurses,2° social workers,?”
and physicians?® have stressed the need for en-
hanced training in the provision of support and
interventions for family caregivers. To summa-
rize, optimal care of the dying is determined, to
some extent, by family caregivers and should ad-
dress strategies to help them in their role. Un-
derstanding the unique aspects of end-stage care-
giving becomes essential to that effort.

The present study had two primary aims. First,
we sought to understand how caregivers make
the transition to end-stage caregiving, a role
uniquely different from a more general concep-
tion of the caregiving role. This line of inquiry not
only may enhance theoretical conceptualizations
of the transitions within the caregiving career, but
may also have implications for hospice and pal-
liative care programs. Our second aim was to il-
luminate our understanding of unique aspects of
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end-stage caregiving using a stress process
model. There is reason to believe that, given the
intensity of care needs and the emotional chal-
lenges of imminent death, end-stage caregiving
may present unique stressors, challenges, and
outcomes. Understanding the uniqueness of the
end-stage caregiving experience may enhance the
development of interventions to support these
caregivers.

Conceptual framework: family caregiving career

Pearlin and colleagues were the first to con-
ceptualize caregiving as a career that encompasses
three stages and represents major commonalities
in the caregiving experience.?-32 The three es-
sential stages of caregiving are (1) role acquisi-
tion, which is often an insidious process precipi-
tated by onset of the illness and the care
recipient’s needs; (2) role enactment, which tra-
ditionally has been viewed as performance of
role-related tasks within the home or in an insti-
tutional setting (e.g., a nursing home); and (3) role
disengagement, which follows death and typi-
cally involves bereavement and recovery. Ac-
cording to this model,

Each stage of caregiving presents distinctive
sources of stress; offers some strategies for
addressing these difficulties, at the same
time as it precludes alternative options; uti-
lizes various personal, social, and economic
coping resources, while depleting others;
and shapes the choices available in ensuing
stages.3!

An important concept within the caregiving ca-
reer model involves the transitions that occur
from one stage of caregiving to another and the
transitional events that may occur within each
stage.3! Research on the experiences of family
members caring for an older adult with cognitive
or physical impairments has produced the most
empirical data about these transitional events: (1)
onset of the illness, precipitating the start of care
in the role-acquisition stage;*>° (2) nursing
home admission, precipitating institutional care
in the role-enactment phase®; and (3) the pa-
tient’s death, precipitating bereavement in the
role disengagement stage.3”3%41-43 Because these
transitional events occurring between and within
stages represent periods of rapid change, they are
particularly challenging and important to under-
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stand. This research has led to the development
of interventions designed to provide optimal sup-
port to caregivers who are going through the
transitions of the caregiving career; transitions oc-
cur both during and between stages.

It is within the role-enactment stage that most
caregivers are likely to interact with and seek
support from health care and social service
providers. Although previous studies have ex-
plored the predictors of the transition to nursing
home placement, little is known about other tran-
sitions in the role-enactment phase, such as the
transition to end-stage caregiving. Three earlier
studies focused on the experiences of family
members caring for people at the end of life and
made some reference to transitions in caregiving;
however, all three involved extremely small sam-
ple sizes and discussed the transition to becom-
ing a caregiver only in a general sense.*4°

Theoretical framework: The stress process model

The most popular theoretical frameworks ap-
plied in earlier investigations of family caregiv-
ing at other phases of the caregiving career have
been derivatives of stress process models.*” For
example, Kinsella and colleagues*® suggested
that application of this model to the study of
end-stage caregiving presents several concep-
tual, methodological, and practical advantages
and urged palliative care researchers to adopt
this framework. The stress process model de-
veloped by Pearlin and associates®'4? identified
four major components in caregivers’ experi-
ences: primary stressors, secondary stressors,
resources available to moderate caregiving
stress, and outcomes. Because we investigated
these components among end-stage caregivers,
a brief description of each component is pre-
sented next.

Primary Stressors. Stressors are the conditions,
experiences, and activities that are problematic
for caregivers and are directly related to the
enterprise of providing care.! Traditionally, pri-
mary caregiving stressors have been concep-
tualized as the care recipient’s symptoms or im-
pairments (functional, behavioral, and cognitive)
and the actual caregiving tasks required as a re-
sult. The tasks may vary at different phases of
end-stage caregiving.®' In an exploratory study,
Hull®® found that the patient’s symptoms, inter-
actions with others, and concerns about his or her
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own well-being were the sources of stress for hos-
pice caregivers.

Secondary Stressors. Secondary stressors are the
ways that primary stressors influence and disrupt
other areas of the caregiver’s life; they are variable
and uniquely individual.>! These stresses are the
difficulties that may flow from caregiving to other
domains of life, but do not entail the provision of
care directly. Few studies have sought to identify
the secondary stressors of end-stage caregiving.
However, some studies have documented eco-
nomic strains,>? life-style interference,”® and im-
pacts on the family that are secondary stressors for
caregivers of people who are terminally ill. The im-
pact on employment also may be a secondary stres-
sor in end-stage caregiving.3!

Resources. There is tremendous variability in
the outcomes caregivers experience, even when
the demands of care are similar. Pearlin and col-
leagues*® proposed that the social, financial, and
internal resources available to manage stressful
experiences moderate the relationship between
stressors and outcomes and help to explain this
variability. In a study involving a small number
of family caregivers in a hospice service, Hull>3
identified coping and social support as essential
resources used to manage stress. Brinson®* inter-
viewed six hospice family caregivers and identi-
fied coping strategies of support, adaptive activ-
ities, spiritual means, and avoidance. In their
review, Kramer and Vitaliano*” found that cop-
ing and social support were the most widely
studied resources identified in the general care-
giving literature. However, other resources that
end-stage caregivers can draw on to cope with
stress have not been adequately explored.

Outcomes. The stressors involved in providing
care to a terminally ill family member have an ef-
fect on family caregivers’ systemic and mental
health, as well as on their overall well-being, and
often have long-lasting effects. Kramer? docu-
mented both positive and negative outcomes
among caregivers of older adults with cognitive
and physical impairments. A few exploratory
studies have identified negative** and positive
outcomes® among caregivers of people with a
potentially life limiting illness. Other studies have
explored how such factors as income, educational
attainment, caregiving tasks,?>°¢ and characteris-
tics of the illness?* predict psychological and



626

physical well-being and emotional distress
among caregivers of cancer patients.

During our exploration of the components of
the stress process model in end-stage caregiving,
the analytic process was guided by the following
general questions: What contextual variables
have bearing on end-stage caregiving? Are there
primary or secondary stressors that are unique to
end-stage caregiving? Are there interpersonal re-
sources that end-stage caregivers find particu-
larly helpful to them in their caregiving roles?
What are the outcomes experienced by end-stage
caregivers?

METHODS

Procedure

The study used qualitative methods to explore
end-stage caregiving and to provide rich, well-
grounded descriptions of the transitions in par-
ticipants” own words. In-depth qualitative meth-
ods are often used to explore unknown or
understudied phenomenon and to promote the
development of conceptual and theoretical
frameworks. The themes that emerge from qual-
itative studies are often used to develop quanti-
tative measures that realistically reflect and as-
sess important variables for study.

We used hospice admission to identify family
caregivers of terminally ill patients. Patients are
eligible for admission to hospice when a physi-
cian has determined that their medical condition
cannot be cured and will result in death within 6
months.”” However, because there is great vari-
ance in patient-physician discussions about the
end of life® and because these conversations of-
ten occur amid other significant medical events,
the patient’s and family’s awareness of ap-
proaching death can be highly variable and may
change over time.” To ensure that participation
in the study would not become a catalyst for
changing caregivers’ perceptions of the situation
and to understand their transition into end-stage
caregiving more fully, the words “very or seri-
ously ill” were used instead of “terminally ill”
throughout the study. In addition, because many
hospice patients are unstable and have rapidly
fluctuating symptoms, a detailed recruitment
protocol was developed to identify caregivers of
family members who were terminally ill but not
imminently dying. The rationale for this protocol
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was to avoid causing interference during this fi-
nal and sometimes tenuous stage of life.

Recruitment. A letter describing the study was
included in the home care admissions packets of
the participating hospice from May 2000 through
January 2001. The caregiver, defined as the per-
son listed as the patient’s primary caregiver on
the patient’s hospice admission document, was
contacted only if the patient was aged 50 years or
older and had a score of 40 to 50 on the Palliative
Performance Scale (PPS).®° The PPS is a 100-point
scale that is used to assess a person’s functional
decline. A score of 40 to 50 indicates that a per-
son has extensive disease, is mainly bedbound, is
unable to work, requires considerable assistance
with self-care, has reduced food intake, and dem-
onstrates a level of consciousness that may fluc-
tuate from clear to confused or drowsy. PPS
scores of less than 30 may indicate that the final
decline has begun.

Caregivers were contacted by telephone to ex-
plain the study and, if the patient was still at
home after 2 weeks of hospice care, to invite them
to participate in the study. The marker of a 2-
week length of stay at home was used to ensure
that contact about the study did not interfere with
the initial visits of hospice team members or with
important final family times with patients whose
length of stay was short and included only the
patient’s final decline. Appointments were made
at a time and place selected by the caregivers and
were confirmed by telephone on the day of the
interview. Participants received a $15 supermar-
ket gift certificate as thanks for their contribution.

Interviews. Semistructured in-depth inter-
views were conducted with caregivers using an
interview guide designed to obtain the follow-
ing information : history of the patient’s illness,
experiences with health care professionals and
organizations, transition to caregiving, caregiv-
ing stressors, resources, family relationships,
and experiences with end-of-life care. Interview
questions included the following: “It would be
helpful for me to understand the history of your
family member’s illness. Can you please tell me
how your family member became ill?” “How
was hospice admission presented to you and
your family member?” “Please help me under-
stand your experiences as a caregiver; what has
it been like for you?” and “How has caregiving
changed your relationship with [the family



FAMILY CAREGIVING AT EOL

member]?” The order of the questions was not
standardized.

The interviews always began with a discussion
of the patient’s medical history, but because each
story was different, participants sometimes
moved naturally to a discussion of other domains
in a different sequence. Probing questions were
used to explore each domain fully. The interviews
lasted between 1 and 2!/, hours and were con-
ducted by one of three social workers, each of
whom had prior experience in health care, but
was not a hospice employee. The interviews con-
tinued until the point of theoretical saturation
was reached or when no new concepts emerged.
During the course of the interviews, the inter-
viewers incorporated constant comparative anal-
ysis by validating and confirming participants’
descriptions and meaning against concepts that
had emerged from previous participants.

Analysis. Interviews were tape recorded, tran-
scribed, and entered into Non-numerical Un-
structured Data Indexing, Structuring and Theo-
rizing (NUDYIST) software. The first step of data
analysis included organizing and coding textual
data by relocating corresponding sections from
each transcript under categories that were named
for the domains of the interview schedule (e.g.,
transition to end-stage caregiving, changes in re-
lationship) to facilitate within-group analysis.

Next, the data were examined and coded us-
ing concepts from the stress process model: pri-
mary and secondary stressors, resources, and out-
comes.?? The transcripts were reviewed further to
understand the transition to end-stage caregiving
and to enumerate its unique tasks. First, axial
codes were created, and related sections of text
were moved to headings, such as “Tasks” and
“Transitions.”®! Multiple iterations of coding and
constant comparative analysis were used to ex-
tract descriptors of how the transition occurred.®?

The issue of representativeness, or the extent
to which results can be generalized to other situ-
ations, is approached in qualitative research by
using strategies for rigor®®: the degree to which a
qualitative study’s findings are authentic and
their interpretations are credible. There are sev-
eral methods of establishing rigor®3; we used ob-
server triangulation, the independent coding of
transcripts by two coders, and established an au-
dit trail consisting of written documentation of
how the themes were developed.®?%% The themes
were established by examining coded excerpts
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and grouping them under organizing concepts.
Each theme (e.g., near-acute care) was developed
to represent accurately a group of coded excerpts
that had convergent meaning. Ultimately, a ma-
trix of the components of end-stage caregiving
with the stress process model emerged.

RESULTS

Sample

Interviews were conducted with 74 family
caregivers of hospice patients aged 54 to 88 years
(M = 74 years) whose diagnoses at hospice ad-
mission were primarily cancer (81%). All recipi-
ents of care had been determined to have a prog-
nosis of 6 months or less and had received at least
2 weeks of hospice care. The patients with cancer
had either completed or refused treatment.

The caregivers’ ages ranged from 21 to 87
years (M = 56 years); 50 were women (68%) and
24 were men (32%). Forty-six percent of the
caregivers were spouses (23 wives and 11 hus-
bands) and 49% were adult children (23 daugh-
ters, 11 sons, 2 daughters-in-law). The remain-
ing 5% were 2 siblings and 1 grandchild.
Sixty-eight caregivers were Caucasian (92%), 5
were African American, and 1 was Hispanic.
Forty-six percent were Catholic, 31% were
Protestant, and 3% were Jewish. The religious
affiliations of the remaining 20% were classified
as Other, Not active, or None.

Transition to end-stage caregiving

Determining when a patient enters the end-
stage of a terminal illness can be difficult, not only
for people and family members, but for physi-
cians as well. The study results revealed that
end-stage caregiving was characterized by the
following four elements: (1) comprehension of
terminality, (2) near-acute care, (3) executive
functioning, and (4) final decision making. Figure
1 illustrates the progression to end-stage care.

Comprehension of Terminality. A central emer-
gent theme that was evident in the interviews
with all caregivers was the recognition that the
family member was dying. We selected the term
comprehension of terminality to describe a new state
of awareness that death would be the inevitable
outcome of the illness. This conceptualization
was based on the influential work of Glaser and
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Role Enactment

In-Home . End-Stage
Onset of Start of Care Comprel;ensmn Caregiving
lliness Care . or Near-acute care
Managing changes Terminality Executive functioning
Final decision making

Interrelated Experiences

I
I
I
Receiving information about the illness !
Observing physical and cognitive decline !
Observing personality change and role loss |

FIG. 1. Progression of End-Stage Caregiving.

Strauss,® who described five “awareness con-
texts of dying”: open, closed, suspicious, dis-
Counting, or mutual pretense. Each context re-
flects a distinctly different type of shared
understanding about the patient’s condition.
The caregivers’” comprehension of terminality
was clear-cut: They entered this state of aware-
ness when they recognized that death was un-
mistakably approaching. Their comprehension
was influenced by interaction with the patient
(sometimes including the patient’s reflections
on dying), others in the informal support sys-
tem and health care providers. Comprehension
emerged from three interrelated experiences: (1)
receiving and assimilating information about
the diagnosis, prognosis, and progression of the
illness, (2) observing progression of the disease
as it was manifested in the patient’s physical,
behavioral, and cognitive changes, and (3) ob-
serving the patient’s personality change and
role loss.

Although it may seem that hospice admission
would precipitate the comprehension of terminal-
ity, some participants did not grasp the imminence
of death fully until after the hospice team was in
place and had begun providing end-of-life care
and information about the dying process. In other
words, the patient’s admission to hospice was not
necessarily the factor that hastened all caregivers’
comprehension.

Receiving Information About the Illness. Informa-
tion about the patient’s diagnosis and prognosis
and the expected progression of the disease came
from several sources: formal care providers, such
as physicians, social workers, and other health

care professionals; informal sources of support,
such as family members who were medical pro-
fessionals or had been through similar caregiving
experiences; and textual sources, such as libraries
and the Internet. Although communication be-
tween caregivers and physicians was an impor-
tant and primary source of information, the qual-
ity of these interactions was highly variable:
physicians” willingness to spend time and atten-
tion on explaining details to ensure family mem-
bers” comprehension ranged from “wonderful”
to “minimal.” Thus, the information they pro-
vided was often supplemented by family mem-
bers” contact with office personnel, hospice
nurses, and social workers, who provided more
detailed explanations and offered additional sug-
gestions and resources. However, interactions
with formal care providers also were influenced
by the family’s receptivity to hearing bad news.
As one caregiver said,

I wanted to know where we were going
with this, and I listened to every word for
a clue as to—was he [the physician] going
to say this was terminal? Give us a time-
line? Was he going to . . . probably mention
another treatment or option? “We’re gonna
treat the pain and control the symptoms for
how long it takes” was the end of the sen-
tence. It was an afterthought that [he said]
6 to 9 months . . ., and then even more
softly “Er, 4 to 6. . . . ” I could easily have
missed this if I wasn’t listening for it. I re-
alized as I listened to him tell this to the
kids that he’d probably told me this before
and I hadn’t gotten it.
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Caregivers’ conversations with friends or rel-
atives also yielded important information.
Friends or relatives who had been caregivers for
a dying loved one provided important informa-
tion and practical suggestions. Those who were
health care professionals were able to describe
sometimes complex medical concepts in more
understandable terms. One caregiver described
how a family member provided this support
when she said, “My sister-in-law worked at [a
cancer hospital] for 8 years; she was our rock.”
Participants sought information about the pa-
tient’s illness from multiple sources, and they
grasped the realities through these conversa-
tions. A daughter—caregiver’s words illustrated
this:

I came home and called my friend, a nurse
practitioner. She said, “Do you want me to
tell you about it [pancreatic cancer].” At
first, I said no. Then I said, “Yes, I need to
know; I know it is bad.” She started reading
off the symptoms; I've never lived such a
bad half-hour in my life! There’s just no
hope here! I mean you really just passed a
death sentence. You go from Mom is sick to
Mom is dying, Mom is leaving us. It’s a lot
to take in in a short time, you know? I didn’t
know how bad it was gonna be.

Observing Physical Decline. Caregivers’ compre-
hension of terminality also included observations
of medical events or diagnostics, intensifying
symptoms, and behavioral or cognitive changes.
For some caregivers, a sudden and dramatic med-
ical event, such as a blood-soaked pillow, a sei-
zure, or a confirmatory X ray or CT scan, revealed
that the condition had become life limiting and
provided visual cues that enhanced comprehen-
sion. For others, the increasing influence of in-
tensifying multiple symptoms, such as pain,
nausea, anorexia, falls, jaundice, abdominal dis-
tention, weight loss, fatigue, and weakness, be-
came unmistakable. As one caregiver remarked,
“Her body was beginning to deteriorate.” An-
other caregiver said,

Everything’s changing. [My mother] . . .
seems to be shrinking at an incredible rate,
and her whole face is changing. Her skin is
sliding around a lot, but they measure her
belly to see how the tumor is growing. I re-
alized just the other day that all of my mem-
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ories of her somehow show in the pictures.
She doesn’t look like she did at all.

Behavioral changes, particularly with regard to
eating, were often telltale signs for families: “He
couldn’t eat and kept getting weaker” and “We
noticed that he was going from solid foods to
softer foods.” Other behavioral cues included ob-
vious withdrawal from favorite activities, the ap-
pearance of confusion, a flat affect, or wandering
behaviors. One caregiver remarked, “She stopped
watching TV. To me that was a sign.”

Physical and cognitive decline triggered the
need for family members to provide additional in-
direct care, further advancing the caregiver’s
awareness that death was approaching. A patient’s
son illustrated this awareness as follows: “On prac-
tical matters [car maintenance], as I talk she listens
to my voice, and when I get done, she says, ‘Do
what you think is best.” She’s letting go.”

Observing Personality Change and Role Loss.
Caregivers’ comprehension of death’s in-
evitability became clearer as they witnessed
changes in the patient’s personality and family
roles. They described how their loved one’s per-
sonality began “slipping away.” As the intensi-
fying disease process began to wash away the
patient’s salient personality features, it also af-
fected his or her ability to fulfill spousal or
parental roles, which became a daily reminder
of the approaching death. In the words of three
caregivers:

I feel I've lost him a long time ago.

I can’t read my own husband anymore, and
we’ve been married for 45 years. I don’t
know if he’s anxious or having pain.

She’s not herself anymore; she would have
enthusiastically helped me with this project.

Caregivers commingled past, present, and fu-
ture, intertwining memories, current losses, and
visualization of the future without the loved one.
This process made their comprehension grow
clearer, and their sense of loss over the person’s
identity was sharp and powerful. A daughter
watched her father, who had always been in ro-
bust physical condition, during one of these dif-
ficult moments: “It was real hard for me to watch
my dad begging for pain meds in the hospital.
The hardest thing for me was to see him giv-

ing up.”
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Because comprehension of death’s inevitability
emerges from understanding information about
the illness, observing the loved one’s physical and
behavioral decline, and interacting with the dy-
ing loved one, it takes time to acquire. When it
happens, however, everything else takes on a
new perspective.

End-stage caregiving and the stress process model

Background and Context. Individual and family
demographic characteristics, the onset of a pa-
tient’s illness, and its trajectory shaped the con-
text in which caregivers moved from early mid-
dle to end-stage caregiving. In some situations,
the onset of the symptoms and the diagnosis were
sudden and dramatic, occurring “out of the blue.”
In other situations, the symptoms developed
gradually and the person had been through many
earlier phases of treatment and remission. Some
family caregivers had begun caring for the loved
one many years earlier and had weathered many
illness-related crises. The trajectory of each pa-
tient’s illness was individual and varied. In some
situations, the patient denied the seriousness of
encroaching symptoms. For example, one care-
giver expressed her nagging feeling about the on-
set of her husband’s illness:

All this time, he kept saying, “It’s gas.” I
knew it wasn’t gas. I knew he was getting
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pale. I could see the look on his face. I tried
to explain to him so many times that you
don’tsay “It’s gas” when it’s pain. He finally
admitted to the pain.

Figure 2 illustrates a conceptual model that
captures the essential themes that were identified
within the framework of the stress process model
as salient to the experience of end-stage care-
givers.

Primary Stressors. Three primary stressors that
are unique to end—stage care are: near-acute care,
executive functioning, and final decision making.

The term near-acute care characterizes the in-
tense management required during the patient’s
physical decline during the final stage of a ter-
minal illness. It encompasses hands-on care that
begins during earlier stages of the illness (e.g.,
managing the patient’s medications, assisting
with ambulation and transfers from bed to chair)
and is similar to the care provided for patients
with nonterminal illnesses (e.g., assessing safety
risks, such as potential falls, getting to the bath-
room, using stairs, unsupervised smoking). In
end-stage caregiving, however, the hands-on care
required expands to include hygiene, bathing,
toileting, massage, and dressing and indirect care
such as cooking, cleaning, bill paying, managing
medical paperwork, banking, shopping, and run-
ning errands.

¥

Background and
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characteristics

lliness trajectory,

onset of symptoms,

and diagnosis

Progression of the
decline

Primary Stressors:
Caregiving Tasks

Through the continuum of care
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FIG. 2. Stress Process Model and End-Stage Caregiving.
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In near-acute care at the end of life, however,
these tasks become intensified because the care-
giver must manage multiple simultaneous needs
that often fluctuate rapidly and are dramatic and
distressing. Specific changes that characterize the
dying process and require near-acute care include
some combination of uncontrolled pain, nausea,
delirium, hallucinations, confusion, restlessness,
anxiety, diminished food intake, and inconti-
nence.

Maximizing the terminally ill patient’s comfort
while minimizing his or her distress was a chal-
lenge that many caregivers felt unprepared to
handle. However, caregivers can be providing
near-acute care because the patient’s condition
warrants it, yet be unaware that death is immi-
nent.

The term executive functioning was selected to
represent how the caregiver upheld patient’s
wishes and carried out decisions that eased the
patient’s physical comfort and relieved contex-
tual stressors, such as paying bills and making
purchases, while enabling the patient to continue
making decisions when possible. As dying pa-
tients lost the wherewithal to manage their af-
fairs, their caregivers began to take charge and
fulfill an executive function.

Executive functioning differed from the ab-
solute authority that accompanies the roles of a
health care proxy or power of attorney because it
was invoked only when fatigue, confusion, or
physical limitations made it impossible for pa-
tients to manage their affairs. As the patient’s
abilities faded, the caregiver made certain that
bills were paid and managed the situation to en-
sure the patient’s physical comfort and relief from
environmental stress. One participant illustrated
assumption of the executive function as follows:

I told her, “I'm going to sell the old car and
put the money into the house account”; we
agreed. We discuss practical matters or I talk
with her, but it’s getting more and more to
where she listens for the sharing. She listens
to hear my voice and then, when I get done
with the explanation, it's always “What ever
you think is best. Do what you think is best.”

While functioning as the executive, caregivers
asked patients, family members, and physicians
pointed and sometimes leading questions about
treatment or symptom management. As one par-
ticipant said while caring for her father, who was

631

dying of heart disease, “I'll be honest with you;
my father wouldn’t be alive today if it wasn’t for
all the questions I asked his doctors because we
wouldn’t know. Our background isn’t in health
care.”

Caregivers also facilitated exchanges of infor-
mation and often became the messenger of in-
formation to family members who were involved
only peripherally, either because they lived out
of town or did not become involved. Functioning
as an executive also included negotiating assis-
tance with and for the patient and often involved
organizing 24-hour care. In addition, caregivers
facilitated secondary support by answering tele-
phone calls and mail and by arranging visits and
contacts with important friends and relatives.

The term final decision making refers to tasks re-
quired when caregivers recognized that time was
slipping away. Thus, they had to initiate discus-
sions with the patient about the end points of care
(dialing 911 or rehospitalization) and, in some in-
stances, urge the patient to complete an advance
directive or a health care proxy. Decisions also
had to be made regarding the most appropriate
place for the funeral and selecting music, read-
ings, and burial clothing. In some situations, care-
givers helped patients carry out their wishes con-
cerning a party or project or arranged for the
patient to complete financial arrangements, such
as writing a will or selecting insurance beneficia-
ries. When necessary, caregivers made appoint-
ments for an attorney or an insurance agent to
come to the patient’s home to complete necessary
business transactions. One participant illustrated
the stress associated with final decision making
as follows:

It's been tough going through all of these
things, and I've really had to push to get
everything done. We need to do the stuff so
I can take care of his bills. I need to be put
on the checking account; he needs to show
me how to do those things with Medicare.
We need to talk about how he wants it in
the end. I don’t have a clue about cremation
or about planning a funeral. I have to go to
the funeral home and pick out an urn.

Secondary Stressors. The secondary stressors
that participants faced were family and role con-
flicts, work conflicts, and financial strain. The
family responsibilities that participants faced
were similar to the responsibilities of people who
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provide care to patients with nonterminal ill-
nesses: the sometimes conflicting needs of chil-
dren, spouses, grandchildren, or another ill rela-
tive. Family and role conflicts were especially
stressful when the dying patient’s intensifying
needs required round the clock care. A partici-
pant juggling the needs of multiple family mem-
bers and ajob illustrated how these stressors were
intensified when her father’s condition entered
the end stage and she moved into his house to re-
duce the chaos:

My father had custody of my niece, who has
all kinds of behavior problems. I became in-
volved in her care as he got sicker. I decided
to give up my job and move in with my dad.
I'd been living between my house and his
because he was too weak to stay alone.

All the employed caregivers faced conflicts be-
cause of inflexible work schedules, fear of losing
their job, the need for frequent out of town travel,
or coworkers who do not understand the de-
mands of caregiving. During the end stage of
caregiving, however, the demands of the work-
place seem particularly harsh because of the er-
ratic nature of changes patients undergo in the
terminal stage of an illness. For example, how
long a loved one will need increasing care is, at
best, unpredictable and thus difficult to plan for.
Caregivers said they had to call their employer
repeatedly or leave their job when the patient’s
situation changed dramatically and they were
needed at home. When unforeseen changes oc-
curred, the employed caregivers often felt caught
between their responsibilities to the dying family
member and to their employer. An insurance
salesman who was his mother’s caregiver illus-
trated this type of conflict by saying, “I called my
boss and said, “You know, don’t expect much out
of me until this . . . is all over.'”

Unpaid deductibles or co-payments and the
cost of prescription drugs caused financial strain
for caregivers throughout the stages of their loved
one’s illness, and they remained a concern at the
end stage of life. As families struggled to provide
round the clock care during the end stage, how-
ever, the causes of financial strain were com-
pounded. For example, one family’s solution in-
volved a family member who had left her job and
moved across the country to become a full-time
caregiver for her mother, who wasiill. “I was mak-
ing good money, but someone needed to be with
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her, and I'm the one in the family who could
leave. I'll find something else after this is over.”
As a caregiver, however, she encountered family
conflict about who would support her financially
while she provided round the clock care. Other
participants hired aides to stay with the loved one
either for respite or while they were at work

Sometimes work conflict and financial strains
overlapped. Mr. P, an only child, divorced father,
and full-time employee, illustrated this complex
interrelationship:

I have a real high level of responsibility in
my job and a lot of people under me. I was
promoted; it’s a make or break situation—
this is something I know how to do. But I
work 7 days a week, and it does get a little
overwhelming because my dad is so sick
and my son is going back to school so I can’t
count on him being here. I've thought about
hiring someone to stay with him because he
can’t be alone . . ., [but] some of these agen-
cies charge . . . $16 an hour, so I'm looking
for someone I can afford.

Resources. In end-stage caregiving religious and
faith practice involved both intrinsic (intraper-
sonal) and extrinsic (interpersonal) components.
One caregiver described the intrinsic importance
of religion to her mother and herself in the fol-
lowing words:

Ultimately, anyone facing death is stripped
of everything. No doctor or medicine can
help you, no person can help you, and even
the person you love most is helpless. So . . .
all of a sudden, it is you alone and your
maker if you believe in one. I think if you
have a strong belief system—and my mother
does, she was raised a Catholic—that it helps.

During this difficult time, some caregivers
called on the family’s priest, minister, rabbi, or el-
der at the dying person’s request. Others de-
pended on a hospice chaplain for extrinsic and
social support. One participant described the im-
portance of this extrinsic support for his mother
as follows: “Her church has been a big support—
there’s a lot of people who visit and bring food.
I've realized how important ‘church family’ is at
this time.”

Notably, other caregivers depended on family
friends who also were religious leaders for com-
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fort and support. In still other situations, religion
was decidedly absent, and caregivers indicated
that it was neither wanted nor needed. Other dif-
ferential responses included the rejection of reli-
gious involvement or anger at God for allowing
the illness to happen. As one participant said,
“I've never believed in God and I'm not going to
start now.”

Social support such as the presence of and com-
fort from friends and extended family members
helped caregivers handle end-stage care. These
people provided respite for caregivers by sitting
with the loved one while they ran errands and of-
fered important outlets for caregivers to talk
about their feelings. An example of important
friendship and support was provided by a
daughter—caregiver: “I have wonderful friends.
One came with us to the doctor when he said Dad
had 2 weeks to live. There was nothing they could
do. Thank God she was there.”

Outcomes. Family members described various
forms of emotional and psychological distress
that occurred in end-stage caregiving. Partici-
pants universally described “getting upset” as the
convergence of deep sadness, intense anger, and
profound loss and being completely over-
whelmed. They described the fierce intensity of
these coexistent feelings as an emotional roller
coaster, with extreme highs and lows that were
unpredictable and disconcerting. Taking care of
his mother through a 3-year decline from meta-
static ovarian cancer, one caregiver described his
overwhelming feelings as follows:

I had what I call a major meltdown. When
her kidneys went, I hit overload. She was in
the hospital and I was here, and I was try-
ing to work in the yard. And at least three
or four or five times during the day, I liter-
ally fell to the ground sobbing. I was so over-
whelmed.

The wife of a man dying of a brain tumor tear-
fully described her deep sadness by saying, “My
heart hurts.” Some participants directed their
anger at specific sources, such as a physician or
hospital, whereas others experienced more gen-
eralized anger at targets, such as smokers or traf-
fic. One wife—caretaker expressed her enduring
anger about the poor treatment her husband re-
ceived by saying, “I'm still very angry by their
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lack of feeling. I just want to scream; it was un-
called for. It sparks something in me; it angers me
to the depths.”

Family members described positive theme of
meaning making after the recognition that death
was approaching. Some caregivers found mean-
ing in the strength they discovered in themselves
as they faced the challenges of end-stage care.
Others found meaning in renewed and deepened
family relationships, as well as in their changed
perspectives about themselves, life, and death.
One participant described meaning he found in
the challenges of end-of-life caregiving: “Some-
times we’re given things unexpectedly to meet a
situation.” Another spoke about how her family
has found meaning in providing care for her
mother and said, “It’s been really hard to get
through, but it has brought us closer.”

Other participants also described how the ex-
periences of end-stage caregiving were changing
them as people and bringing them a new per-
spective and strength. A daughter described the
meaning she had found in her mother’s impend-
ing death:

She could find the good in anything. I just
hope that I can be like her. Honesty, good-
ness, peacefulness, calm; those are all the ad-
jectives that describe her. And that’s why it’s
going to be so hard. So I keep telling her,
“You've given us all those things. And we
will remember them, and your spirit is go-
ing to keep going, and you can go any time
you want because you've given us every gift
you know how to give.

In addition, she reflected the spiritual meaning
that some caregivers experienced as they pro-
vided end-stage care by saying,

It’s just that it’s never gonna leave me. And
I'll continue to talk to her after she’s gone—
you know, not in the sense of going to a
medium and trying to find her, but just . . .
talking: “Momma, you know if you were
here, this is what I'd be saying to you.”

DISCUSSION

As the results from the semistructured inter-
views conducted with the family caregivers of
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74 terminally ill older adults pointed out, the
transition into end-stage caregiving that ac-
companies the final phase of a terminal illness
depends on the comprehension of terminality.
This transitional event emerges from the inter-
relationship among three factors: (1) the family
receives and integrates information from health
care providers, friends, and written sources
about the diagnosis, (2) the caregiver observes
physical changes, such as weight loss and fa-
tigue, and (3) the family observes changes in the
person’s personality and loss of former roles,
telltale signs that death is approaching. The re-
sults also revealed three functions that charac-
terize caregivers’ entry into end-stage care: the
need to provide increasingly more intense, all-
encompassing care (near-acute care), the need
to facilitate or manage decisions that have be-
come difficult for the dying patient to make and
carry out (executive function), and the need to
ease the patient’s concerns by handling business
matters, funeral plans, or unresolved issues (fi-
nal decision making).

Providing care to a terminally ill family mem-
ber is a physically and emotionally intense expe-
rience for caregivers, but it can be a profoundly
meaningful experience for them as well. It also is
important to note that family caregivers live with
the memories of the final stage of the care recip-
ient’s life. Thus, greater understanding about the
specific stressors and outcomes caregivers expe-
rience can guide palliative care professionals as
they help families that are navigating the un-
known and unforeseen changes related to a fam-
ily member’s approaching death.

Although the participants illuminated our un-
derstanding of caregiving tasks that became
salient in end-stage caregiving, fluctuations in the
course of disease may initiate these functions at
other times. For example, executive functioning
and final arrangements may become a central fo-
cus for family caregivers of people with demen-
tia well before the end stage of caregiving. Final
decision making may become necessary when the
diagnosis of a critical illness prompts relatives to
consider making plans; however, if the symptoms
later stabilize, caregivers may focus on new prob-
lems that emerge.

The finding that hospice admission can hasten
the caregivers’ comprehension of terminality illus-
trates the importance of further studies to under-
stand the predictors, correlates, and outcomes as-
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sociated with comprehension of terminality in con-
texts of care other than hospice and with patients
who have illnesses other than cancer. It also is im-
portant to understand situations in which care-
givers do not comprehend terminality. There may
be important factors that contribute to the differ-
ences between caregivers of terminally ill patients
who do comprehend terminality and caregivers
who do not, because the lack of such comprehen-
sion may create barriers for professionals who at-
tempt to initiate meaningful communication with
families about end-of-life care and decisions re-
garding such matters as Do Not Resuscitate orders
and advance directives.

The results of the present study both build on
and contribute to the knowledge of end-of-life care-
giving. By extending Glaser and Strauss’s work™
on the awareness of dying, the results further enu-
merate the individual elements involved in com-
prehension of terminality. Using and adapting the
concepts from the caregiving career®! and the stress
process model,* the results support prior research
that found end-of-life caregiving is a stressful and
emotionally laden experience,* as well as one that
creates many burdens for family caregivers.>? In
addition, by illuminating the specific stressors as-
sociated with providing care to a family member
with a terminal illness, the results characterize the
highly intense and emotional family climate at the
end of life.1%6465 Furthermore, they not only un-
derscore the important function these intense emo-
tions play in preparation for death and anticipated
loss, but also contribute to the growing body of
knowledge emphasizing the important emotional
work involved in end-stage caregiving for families
facing a loss.>5¢

Implications for professional care providers

The study findings have implications for social
service and health care providers. The emergent
themes regarding end-stage caregiving tasks sug-
gest that professionals can help to prepare care-
givers better for the functions and tasks associ-
ated with near-acute care, executive functioning,
and final decision making. The findings also sug-
gest that physicians, nurses, and social workers
would be well advised to begin their assessment,
intervention, and educational activities by un-
derstanding the caregiver’s perspective concern-
ing the patient’s illness and by determining how
much information the caregiver wants as the ill-
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ness progresses. Supportive and informative con-
tacts that may help families comprehend termi-
nality involve using visual materials and de-
tailed, concrete explanations; allowing time for
family members to process information; and of-
fering suggestions regarding sources of addi-
tional information, such as useful Web sites or
printed literature.

Professional care providers” awareness of how
primary and secondary stressors change as death
approaches is an important component of ad-
dressing the needs of patients and families as a
unit.!® In particular, professionals need to pre-
pare caregivers better for the unique tasks asso-
ciated with end-stage caregiving, for example, by
devising organizational strategies for managing
the patient’s medications, advising caregivers on
how to perform the tasks involved in near-acute
care, and providing them with guidance about
making final arrangements. Such strategies will
help caregivers understand the best practices for
end-stage care, such as recommendations con-
cerning food and fluid intake and the essentials
of symptom management. In addition, profes-
sionals can advocate for flexibility in the work-
place, use of provisions of the Family Medical
Leave Act, and other resources that would sup-
port end-stage caregivers. Palliative care profes-
sionals can enhance caregivers’ well-being, be-
ginning at the role enactment phase after the
death and through bereavement, by providing
emotional support, information, and encourage-
ment. The present study underscores the need to
develop and evaluate the effectiveness of a vari-
ety of interventions.

Implications for researchers

Characterizing and describing the dynamics
specific to end-stage caregiving also is important
for researchers in the field of palliative care. The
themes that emerged from the present qualitative
inquiry can be used to develop quantitative mea-
sures. Specifically, interviews guided by the
themes that emerged during the study would en-
hance professional care providers” understanding
of caregivers’ perspectives concerning these dy-
namics. Using concepts from the stress process
framework as a lens through which to view end-
stage caregiving provides meaningful perspec-
tives on family stress at the end of life. This frame-
work and the study results can guide the
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development and modification of measures for
further study of end-stage caregivers’ well-being,
assess and test variations in the predictors and
moderators of caregiver outcomes, and evaluate
the effectiveness of the interventions offered. Fur-
ther investigation of how various aspects of the
stress process model are affected by the timing,
duration, and onset of illness among caregivers
is needed as well.

Limitations of the study

The study had several limitations. First, hos-
pice admission was used as a mechanism for
identifying the family members of terminally ill
adults. Caregivers of individuals who are not el-
igible for or who lack access to hospice services
may have different end-stage experiences that the
study did not capture. The results of our study
reflect the dynamics of a population that has had
interactions with end-of-life professionals in a rel-
atively resource rich environment. Other dynam-
ics involved in end-stage care might emerge dur-
ing studies with family caregivers who do not
interact with hospice professionals. The perspec-
tives of other populations are important to ex-
plore and to document the transferability to other
populations of the themes developed in the pre-
sent study.®263 Replicating the study procedures
with other populations also would increase the
confirmability of our data.®3

Second, the relatively small percentage of eth-
nically diverse caregivers in our sample limits the
conclusions that can be drawn regarding cultural
variation and applicability. Because studies of
other populations may document divergent ex-
periences across ethnic groups for many aspects
of the stress process model,®”~%° future studies
need to examine the experiences of ethnically di-
verse populations of end-stage caregiving to un-
derstand their needs.

Third, the study had methodological limita-
tions. The cross-sectional design involved only
one interview per participant. Longitudinal stud-
ies would provide information about how the
comprehension of terminality and the stressors
found in end-stage care change over time. In ad-
dition, because all participants were identified
through the same hospice, the transferability of
the results is limited. Finally, the use of concepts
from the stress process model may limit discov-
ery of other naturally occurring dynamics of a ter-
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minal illness, the end stage of which is highly dis-
ruptive and is accompanied by complex emotions
that are highly personal and individual.

CONCLUSION

The concepts from the stress process model
helped us explore the domains of end-of-life
caregiving and provide detailed descriptions of
caregivers’ experiences. These concepts are
practical and useful for research about specific
caregiving situations. The present study height-
ened our understanding of the demands of end-
stage care. Nevertheless, we recognize that our
study was just one way to understand caregiv-
ing. A primary focus on stress does not allow
one to appreciate and understand the natural
resilience and strength that caregivers bring to
the situation. Focusing on the concepts of the
stress model may actually limit the depth of de-
scription that can be attained when learning
from people who are experiencing these life-
changing events.

Considering the needs and concerns of end-
stage caregivers by using concepts from other
theoretical frameworks could lead to important
new perspectives. For example, viewing caregiv-
ing through the lens of resiliency theory may pro-
vide new insights into how family members face
and grow through the unforeseen challenges of
caring for a dying loved one.”® Resilience is the
ability to withstand and rebound from disruptive
life challenges through a process of adapting to
adversity, such as providing end-stage care. Be-
cause family members who provide care for their
loved ones at the end of life undergo profound
change and loss, viewing their experiences from
different perspectives can deepen and enhance
palliative care professionals’ understanding of
families” experiences. We encourage future re-
search to focus attention on identifying more
clearly the primary stressors that arise at differ-
ent junctures of the caregiving career and on un-
derstanding how to support caregivers most ef-
fectively at different stages of that career.
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