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ABSTRACT

Objective: A key aspect of the role of clinicians caring for patients in the setting of
advanced illness focuses on attending to the needs of informal caregivers during the
end-of-life period. The purpose of this study was twofold: (1) to complement and enrich
existing quantitative findings regarding caregiver burden near the end of life, and

(2) to identify potential solutions to caregivers’ unmet needs in an effort to assist
clinicians in the development of clinical interventions.

Methods: This qualitative study, using focus groups and content analysis of
transcripts, was conducted in a comprehensive cancer center in Washington, DC.

Seven focus groups were held: three with recently bereaved caregivers and four
with active caregivers of patients with metastatic cancer and an expected survival
of 6 to 12 months.

Results: Data were stratified into two broad categories: (1) general problems and
(2) behaviors/activities that were helpful/would have been helpful in alleviating these
problems. Within each of these two categories, five subcategories emerged: medical care
(including provision of information, coordination of care, bedside manner, satisfaction with
care), quality of life (including well-being, role adjustments), help from others (including
practical assistance, social support), positives of caregiving, and unsolicited themes
(including job flexibility, impact of the disease on the family, informational needs,
relationship with patient).

Significance of results: Results suggest caregivers may benefit from more information
about patient prognosis and hospice, attention to quality-of-life issues, and enhanced,
direct communication with clinicians. Although information of this nature is likely to be
known to palliative care clinicians, the specific details and verbal insights provided by
caregivers give an important voice to existing quantitative data and may provide more
detailed information to assist palliative care clinicians seeking to develop interventions
to meet caregiver needs during the period near the end of life.
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INTRODUCTION

Current estimates reveal that approximately 52
million Americans serve as family caregivers for an
ill or disabled adult (U.S. Department of Health
and Human Services, 1998). Demographic trends
such as the aging of the population (U.S. Bureau of
the Census, 1999; National Institute on Aging, 2000)
and the age-related incidence of illnesses such as
cancer (Ries et al., 2000; Edwards et al., 2002) are
likely to increase the proportion of the population
in need of care. For example, within the next 50
years, the total number of cancer cases is expected
to double (Edwards et al., 2002). Paralleling these
demographic trends is an increased emphasis on
control of health care costs, resulting in shorter
hospitalizations and shifts in care to outpatient
settings (Covinsky et al., 1994; Arno et al., 1999).
These trends are likely to increase the prevalence of
and need for informal caregiving.

The psychological, physical, and financial bur-
dens associated with caregiving are well docu-
mented (Kiecolt-Glaser et al., 1987; Stone et al.,
1987; Gallagher et al., 1989; Cohen et al., 1990;
Pruchno et al., 1990; Schulz et al., 1990; Dean,
1995; U.S. Department of Health and Human Ser-
vices, 1998; Arno et al., 1999; Metlife Mature Mar-
ket Institute, 1999; Schulz & Beach, 1999), and
these burdens are known to worsen as patients
near the end of life (Emanuel et al., 2000; Soothill
et al., 2001). Data from the SUPPORT study pro-
vided important epidemiologic information regard-
ing the characteristics of caregivers (Covinsky et al.,
1994), while other studies have documented the
significant role strain and psychological burden of
caregivers of patients with substantial care needs
(Emanuel et al., 1999, 2000). Yet, in spite of this
knowledge, studies continue to report that the needs
of caregivers remain unmet (Hileman et al., 1992;
Mor et al., 1992; Silviera & Winstead-Fry, 1997,
Anderson et al., 2000). This finding has fueled the
development of two recent reports from the Insti-
tute of Medicine calling for a removal of barriers to
optimal palliative and end-of-life care and improve-
ments in the training of palliative care clinicians to
increase sensitivity to the needs of caregivers during
this period (Field & Cassel, 1997; Kesselbeim, 2001).

In an effort to further explore the nature of
caregivers’ unmet needs during the end-of-life pe-
riod, a series of focus groups was held with infor-
mal caregivers of cancer patients. The purpose of
this study was twofold: (1) to complement and en-
rich existing quantitative findings regarding care-
giver burden near the end-of-life, and (2) to identify
potential solutions to caregiver unmet needs in an
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effort to assist clinicians in the development of
clinical interventions.

METHODS

Participants

Participants were active (n = 17) and bereaved (n =
15) informal caregivers of patients with metastatic
cancer. A caregiver was defined as the individual
providing the majority of emotional and/or physical
care to the patient throughout his/her illness. All
enrolled caregivers were nonpaid, nonprofessional,
and English-speaking. Bereaved caregivers were
bereaved for a minimum of 3 months and a maxi-
mum of 36 months to be eligible for participation.
Exclusionary criteria for both patients and caregiv-
ers included severe cognitive impairment and lack
of access to a telephone.

For the active caregiving groups, a total of 41
patients were approached for consent. Of those,
17% (n = 7) refused to allow their caregiver to be
approached regarding participation. Caregivers of
the remaining 34 consenting patients were then
approached, and 50% (n = 17) participated. For the
bereaved caregiving groups, 26 caregivers were ap-
proached regarding participation, and 58% (n = 15)
participated.

Procedure

Over a 6-month period, seven focus groups were
held, four with active and three with recently be-
reaved caregivers. All participants were recruited
through an NCI-designated comprehensive cancer
center in Washington, DC. We employed a maxi-
mum variation sample (Elder & Miller, 1995), seek-
ing to increase diversity at each group by considering
factors such as caregiver race and gender, relation-
ship to patient, and patient tumor site. This study
was approved by the Georgetown University Insti-
tutional Review Board.

All caregivers were identified through the lung,
breast, gastrointestinal, and palliative care pro-
grams. Active caregivers of patients with metasta-
tic disease and the potential for having a prognosis
of 6-12 months were referred by attending physi-
cians or the specialist oncology nurses. Eligible
patients provided consent for the research assistant
to approach their caregivers regarding participa-
tion. Bereaved caregivers were identified as having
served as a primary caregiver prior to their pa-
tient’s death. All participants provided informed
consent.
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Focus Groups

Each focus group was approximately 2 h in length
and was moderated by two research team members.
The moderators had no previous personal or profes-
sional contact with the participants. Guided by a
semistructured focus group guide, moderators first
solicited general opinions regarding broad topics
related to caregiving, and subsequently explored
more targeted questions (Stewart & Shamdasani,
1990). The broad topics covered were: (1) caregiver
satisfaction and trust associated with medical care/
treatment decisions, (2) caregiver burden (defined
as emotional, physical, professional, or financial ac-
tivity restriction resulting from caregiving), (3) pos-
itive aspects of caregiving, (4) caregiver physical
health, and (5) caregiver depression and anxiety.
Within each category, moderators prompted partici-
pants to consider two questions: (1) What general
problems were encountered? (2) What helped or
would have helped in dealing with these problems?
At the conclusion of each focus group, investigators
modified the focus group guide to include any new
topics relevant for exploration in subsequent groups.
Focus groups were conducted until it became ap-
parent that no new themes were emerging.

Coding and Analysis

All focus groups were audiotaped and transcribed
verbatim. Transcripts distinguished the statements
of different speakers, but did not identify individual
speakers by name. Therefore, individual caregivers
could not be used as the unit of analysis. Instead, a
“turn” (Castonguay et al., 1996; Goldfried et al.,
1998), or the sentence(s) comprising each partici-
pant’s alternating turn at speaking, was used as
the recording unit of analysis (Krippendorf, 1980;
Stewart & Shamdasani, 1990).

The constant-comparative method was used in
the analysis of the seven focus group transcripts
(Glaser & Strauss, 1967; Glaser, 1978; Strauss &
Corbin, 1990). “Open coding” was used to break
down, conceptualize, and categorize the data into
common themes (Strauss & Corbin, 1990). Three
coders reviewed one transcript to establish a set of
coding rules and preliminary themes. Two of the
three coders then proceeded to independently code
and come to consensus on all seven transcripts,
with one coder reviewing all transcripts to main-
tain consistency. Throughout the process, prelimi-
nary category names were modified and category
exemplars were shifted as new concepts emerged,
until a final, comprehensive list of themes had been
identified.
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Measures

After each focus group, participants were sent home
with a questionnaire packet to complete and return
via mail. Included were the SF-12 (Ware et al., 1996),
a generic measure of general health-related quality
of life, and the CES-D (Radloff, 1977), designed to
measure depressive symptomatology. The SF-12 con-
tains Physical and Mental Component Summary
Scores and has excellent test-retest reliability (Ware
et al., 1996). The CES-D is a widely used 20-item
scale with high internal consistency and good test—
retest reliability. It is useful for epidemiological eval-
uations of depressive symptoms in high-risk groups
in the general population (Radloff, 1977).

There are no potential conflicts of interest in this
article. The study sponsor did not have a role in the
study design, data collection and analyses, or manu-
script preparation. The authors had full access to
all of the data, and accept full responsibility for the
integrity and accuracy of the data.

RESULTS

Table 1 presents descriptive characteristics of the
sample. On average, caregivers were spouses in
their mid to late 50s with middle- to upper-range
income and educational levels. Table 2 provides the
normative scores based on age for the SF-12 phys-
ical and mental component summary scores (Ware
et al., 1996, 1998), along with the standard cutoff
score indicating possible depression for the CES-D
(Radloff, 1977). Of note, although both active and
bereaved caregivers reported levels of physical func-
tioning within the normal range of the general
population on the SF-12, active caregivers reported
more depressive symptoms and poorer levels of
mental health than the general population on these
standard measures.

Data were stratified into one of two broad cat-
egories based on the focus group guide: (1) general
problems, and (2) behaviors/activities that were
helpful or would have been helpful (i.e., potential
solutions) in alleviating these and other problems.
In an attempt to enhance the generalizability of the
findings in our small sample, we asked caregivers
to consider their experiences in all health care set-
tings encountered throughout the course of their
patient’s illness, both in the comprehensive cancer
setting in which the study took place and in other
institutions (e.g., primary care settings, specialty
care settings, and other comprehensive cancer care
institutions). Resembling the broad categories de-
fined in the focus group guide, themes fell under
five headings: medical care, quality of life, help
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Table 1. Characteristics of Study Participants

Active (n = 17) Bereaved (n = 15)

% (n) % (n)
Age
Caregivers 30-79 years, M = 52.2, SD = 12.3 38-86 years, M = 57.4, SD = 13.3
Patients 49-78 years, M = 59.9, SD = 10.8 N/A
Gender
Male 58.8 (10) 40.0 (6)
Female 41.2 (7) 60.0 (9)
Race
Caucasian 76.5 (13) 86.7 (13)
African American 11.8 (2) 13.3 (2)
Asian 59 (1) —
Indian — 6.7 (1)
Refused 59 (1)
Relationship to patient
Spouse 64.7 (11) 86.7 (13)
Daughter 29.4 (5) 6.7 (1)
Niece 59 (1) —
Friend — 6.7 (1)
Education®
Graduate degree 41.2 (5) 53.8 (7)
Undergraduate degree 25.0 (3) 23.1 (3)
Some college 33.3 (4) 23.1 (3)
Employment?
Full-time 75.0 (9) 46.2 (6)
Part-time — 7.7 (1)
Retired 25.0 (3) 38.5 (5)
Full-time homemaker — 7.7 (1)
Income?
$70,000+ 66.7 (8) 61.5 (8)
$50-69,000 16.7 (2) 7.7 (1)
$30-49,000 8.3 (1) 154 (2)
$10-29,000 8.3 (1) 7.7 (1)
<$10,000 7.7 (1)
Patient disease
Breast 35.3 (6) 20.0 (3)
Lung 29.4 (5) 26.7 (4)
Gastrointestinal 23.5 (4) 26.7 (4)
Ovarian 11.8 (2) 6.7 (1)
Other — 20.0 (3)

aBased on responses to a self-administered questionnaire sent home with participants: Active n = 12,
bereaved n = 13.

from others, positives of caregiving, and unsolicited
themes. Unsolicited themes is comprised of four
themes that arose from unprompted, spontaneous
discussion within each focus group. Table 3 pro-
vides a detailed description of the themes and ex-
emplars comprising each category. We present the
results in the format in which they were elicited in
the focus groups, first with a description of the
difficult experiences and problems encountered, fol-
lowed by a discussion of the potential solutions and
positives of caregiving. Data are stratified by the
two broad categories, and examples of each of the
five headings within each category are provided.
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GENERAL PROBLEMS

Caregivers were asked to describe the general dif-
ficulties associated with caregiving.

Medical Care

Noticeable cutbacks in the nursing staff in many
health care settings, delayed diagnoses due to poor
communication among health care professionals,
lack of organization of patient charts, and mis-
placed scans and test results were several of the
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Table 2. Characteristics of Study Participants—Mental Health

Active? Bereaved?
Mean (SD) Mean (SD)
SF-12 Scores
Mental health scale 33.9 (9.8) [50.45] 47.7 (11.5) [50.57]¢
Physical health scale 57.0 (9.1) [49.71] 49.6 (8.5) [46.55]°¢
CES-D scores 22.1 (12.0) [16]¢ 14.0 (10.4) [16]¢

2Based on responses to a self-administered questionnaire sent home with participants:

Active n = 12, bereaved n = 13.

PNormative scores for the general population aged 45-54 on the SF-12 (higher scores
indicate better health-related quality of life, with an average score of 50 and SD = 10).
‘Normative scores for the general population aged 55-64 on the SF-12.

dCutoff score indicative of possible depression for the CES-D: higher scores indicate more

depressive symptoms.

problems that were emphasized during the focus
groups. One active caregiver reported:

It’s very unsettling to understand that the doctor
is looking at the report for the first time five
minutes before you see him. I know that’s how a
clinic operates, but that doesn’t give me a lot of
confidence or trust in it.

Suboptimal performance by one clinician may lead
to extended dissatisfaction and mistrust of other
medical professionals. This active caregiver de-
scribed her husband’s missed diagnosis and her
resulting distrust of subsequent physicians and “the
system”:

We came in with full trust until we found out that
the physician last year forgot to tell him that he
had a spot on his lung. Then we changed . .. we
are really in a negative mode. I mean we don’t
trust the doctor. We don’t trust anything.

Lengthy stays in hospital waiting rooms prior to
appointments and administrative frustrations (e.g.,
repetitive paperwork) have escalated beyond a mere
annoyance to this active caregiver:

The patient’s time, it means nothing, and the
caregiver’s time means nothing. ... Nine hours
for a CAT scan? What are you complaining about,
we got it done by one o’clock in the morning? . ..
And the message behind that is that your time
isn’t valuable. And the message behind that is
that you're dying and they don’t care. Now, they
don’t feel that way, but that’s the message behind
it. Your time doesn’t matter.
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Many examples arose concerning the physical, emo-
tional, and practical impact of caregiving. These
bereaved caregivers stated:

There were points in time where I was so tired 1
didn’t know what I was doing.

I was angry, frustrated, it was a lot going on and
I am not sure it was all appropriate, and I'm not
sure if I was angry at her or angry at cancer or
angry at other people.

I sort of stopped planning at all for the future. . . .
Just very difficult to think of the future and any-
thing but the most immediate and vital terms.
Everything’s a crisis.

Similarly, one active caregiver reported:

I didn’t want to eat, I lost weight. But since then,
I don’t want to do anything, I don’t want to exer-
cise. I don’t want to—I don’t really care about the
things I cared about in the past with my own

health.

Additional difficulties in balancing home, work,
and personal life in addition to caregiving respon-
sibilities were described. This bereaved caregiver
reflected on the adjustments she had to make when
her husband became too ill to perform his usual
duties:

One of the things I experienced was role reversal
in a lot of the things he always did . .. particu-
larly drive. When we would come into the city, he
always drove. . . . But me driving into the city the
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Table 3. Definitions and Examples of Themes

Theme

Definition

Exemplar

Medical care
Provision of information
by medical professionals

Satisfaction with care

Coordination of care

Bedside manner/
interpersonal skills

Quality of life/burden
Caregiver well-being

Caregiver roles

Help from others
Practical assistance

Social support

Positives of caregiving
Positives of caregiving

Unsolicited themes
Relationship of the
caregiver with

the patient
Informational needs

(nonprofessional)
Job flexibility

Impact of disease on
the family

Statements pertaining to the content of the
information provided/not provided by any
health care professional

General comments relating to the quality
of care and technical skill of the HCT

Statements regarding the administrative
and organizational functioning of the
health care system, or issues of access,
convenience, and proximity to care

Statements relating to the manner in which
medical professionals communicate with
both patient and caregiver

Statements regarding the physical or
emotional state of the caregiver

Statements relating to the variety of
responsibilities caregivers must take on
and balance as part of the caregiving role

Includes all support—whether by profes-
sionals or lay persons—that assist
caregivers in the practical, hands-on
aspects of caring

Statements relating to support received by
caregivers from other nonprofessionals to
provide emotional relief

These statements reflect what caregivers
view as positive aspects that have come
out of their caregiving experience

These statements are emotionally focused
and relate to interpersonal issues between
caregiver and patient

Information seeking by caregivers from
sources other than the HCT.

Characteristics of caregivers’ workplace that
helps/hinders their ability to care for
their patient

These statements relate to the ways in
which the caregiver perceives the
patient’s illness has affected his/her
family

“My private physician told me there are counseling sessions and support groups I can go to.”

“And my husband will say to me, ‘Well I know I'm not dying because nobody’s told me I'm
terminally ill.””

“The care has been real good.”

“I trust the doctor’s professional judgment.”

“The surgery team was just not communicating at all with the oncologist and the other people
involved with the care.”

“No one had all of the paperwork in one spot.”

“I would’ve liked to have some time or a phone call [from the physician] to myself, just to tell
me exactly what was going on.”

“People would come into the room, unannounced, and they wouldn’t introduce themselves, we
wouldn’t know why they were there.”

“I can’t sleep ... I can never sleep.”
“Maybe that was anger, washing the floor at 3 am. . .. It might have been putting it into an

energy of some sort.”

“Writing down all the medicine, keeping track of when he’s supposed to take this and that. It
can be very confusing.”

“When there were multiple teams taking care of different aspects of my wife’s health, I felt
like I couldn’t figure out which ones were important, who was in charge, and what I needed
to get from home”

“My daughter, she has actually taken over giving the shots.”
“It would have been nice to have meals prepared. . . . Have the house cleaned or walk the dog
or whatever it is.”

“I have four children who are very supportive and a family that’s very supportive”
“We have our church. We have other organizations that provide support.”

“I wanted to be a positive example for the kids . . . that’s a positive thing that came out of it.”
“We’ve definitely grown closer because of the time we’ve spent together.”

“The sicker they are, the more and more it is that you are together because you can’t stand not
to be.”

“It impacts her as she sees me getting run down and that upsets her.”

“The internet was a very big help.”

“Things are really sugarcoated when you read the books.”

“This was before the Family Leave Act. You're also using up all your vacation time.”

“My office and everyone in it was lovely.”

“But for my daughters, twenty-two and twenty, both kind of in the busiest part of their lives in
college . . . it restricts them.”

“He never talks about his mom, so I have to wonder whether there’s a lot more going on in
there.”

414
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first few times. . .. I was a wreck. . .. That was a
big role reversal to tell him, “Sit back and try to
relax because now I am going to drive.” I remem-
ber that was a big step for us.

Active and bereaved caregivers both reported hav-
ing little time to themselves and difficulty coordi-
nating their work schedules to ensure proper care
for their patients. In addition, the role of protecting
their patient’s autonomy while at the same time
ensuring patient health and safety as health de-
clined proved to be difficult for some. Caregivers
also reported having to take on the responsibility of
shielding children and other family members from
the impact of the patient’s illness. One bereaved
caregiver with school-aged children stated:

That was a burden for me, making sure that they
were emotionally tuned into where they should be,
whether they saw their mother enough, when they
saw her, were they behaving correctly, that it wasn’t
a stressful visit. How often do I bring them? How
often does she want to see them? What’s it like
when they’re there? ... The crisis of getting her
out of the house in an ambulance a couple of
times, when the ambulance is at the front door

when the kids come home from school, it’s pretty
bad.

Help from Others

The notion of negative social support arose as par-
ticipants described a fine line between well-
intentioned interest from friends and family and
burdensome attention:

It’s a real dilemma. People who care, call. We’ll

come back from the chemo and there will be calls

from friends and family. Well, that’s the third

time you tell the story. You don’t want to do that. . . .

They’re very well-meaning, but just rehashing it

just to rehash it, especially if it isn’t great news
. it really does wear on you.

Unsolicited Themes

Caregivers reported concerns about the impact of
their patients’ disease on their families, particu-
larly their children:

There was really nothing at all in place at [the
hospital] or any place else that we went ... it
wasn’t like I was going to take him to chemother-
apy . .. it’s sort of not a good place for a nine, ten
year old child.
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Many caregivers also worried about the conse-
quences of revealing their true emotions to their
patients:

Sometimes I wonder is this contributing to mak-
ing her want to give up so that it’s easier for me.
And I never want her to feel that way. I do think
1 go out of my way to make her not think that way.

POTENTIAL SOLUTIONS

Caregivers were next asked to describe behaviors
that ameliorated problems related to caregiving.
Additionally, they reported behaviors or services
that they believe would have been helpful had they
been available.

Medical Care

Active and bereaved caregivers agreed that better
communication between all members of their pa-
tient’s health care team (HCT), more reliable sched-
uling and handling of test results, and easier access
to specialists and test facilities would have made
the caregiving process easier. This active caregiver
suggested:

I think time, longer hours, or even Saturdays
occasionally would be helpful. And being able to
actually get in for these tests before four or five
days or before a weekend passes.

Caregivers also suggested several services that they
felt would have been useful to them had they been
made a part of the standard of care. These active
caregivers recommended:

I think an initial appointment with a mental
health provider when she was diagnosed. ... I
think they should have turned to me or turned to
her and said, “Who is your primary caretaker?
Let’s get her in here . .. and let’s just talk to that
person and just assess that person’s needs at that
time.”

You might have available organization skills type
of thing, so you help people with the type of thing
you need to keep on top of, the schedules and
appointments and stuff ... the insurance forms,
the receipts. . . .

The significance of physician competence and tech-
nical skill was emphasized as a major component of
overall satisfaction, particularly by those still in
the active caregiving phase. Knowledge of cutting-
edge treatments, awareness of clinical trials and
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other treatment protocols in hospitals around the
country, and successful pain management were all
cited as preferred skills. One active caregiver be-
lieved that perceptions of physician competency
might impact a patient’s outcome:

If you think you’ve got somebody that’s really
competent, then you’re much more prone to—I
think the patient is more prone to respond.

Both active and bereaved participants reported that
the interpersonal and communication skills of the
HCT were an extremely important component of
the provision of care near the end of life. Inclusion
of the caregiver by the physician in conversations
regarding the patient’s medical care was consid-
ered to be of special importance. One bereaved
participant noted:

I found in my case that [the doctor] was very open
and took my phone calls and would talk to me,
treated me, even though I wasn’t the patient, [like]
I was part of the team.

The importance of open, honest, and direct com-
munication from the day of the patient’s diagnosis
regarding the realities of the caregiving role was
also stressed. These bereaved caregivers explain:

You have to be very clear with caregivers about
their role and when it’s going to happen. I think
there’s this whole thing about being soft and they
can’t cope and being gentle with caregivers. I
actually, in my opinion, I would have done much
better if people had been much more direct with
me.

If somebody had just pulled me aside and said,
“. .. Here’s what’s going to happen to you, here’s
what you're going to go through.”

Special efforts made by the caregiver’s physician to
address the potential physical and emotional con-
sequences that may arise from caregiving were also
highly praised by participants. Another bereaved
participant stated:

He would turn to me and say, “How are you
doing?” ... He would say, “Youre the caregiver.
There’s a lot on you. You're doing an awful lot. You
did a great job,” pumping me up and patting me
on the back.

The need for effective communication from the HCT
was an important factor in sustaining trust and
satisfaction with care. Consensus between physi-
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cian expectations and treatment goals and patient’s/
caregiver’s concerns was considered vital. As one
active caregiver explained:

I think there was a period when I didn’t fully
understand. . . . That is the only time there was
ever a question about trust. I thought they began
to lose control over what they were doing. And
once I began to understand and became a little
more enlightened about what the battle was. . . . I
have just nothing but praise for them.

Caregivers reported that the HCT served as their
primary source of information, ranging from treat-
ment and disease-related information to commu-
nity resources and support groups. Many expressed
a need to have received more information about the
patient’s disease course and prognosis:

I would have liked to have known more about the
physical process of his disease.

If I knew he wouldn’t live a month longer, I would
have taken time off.

In addition, bereaved caregivers expressed some
ambivalence about the subject of hospice being
broached during treatment:

I know it’s a double-edged sword, because when
you tell somebody that they’re going to die, they
probably will, but I think that hospice should be
brought in much earlier in the process than they
are.

Quality of Life

Caregivers reported many behaviors in which they
could engage themselves to enhance well-being. Reg-
ular exercise, health checkups, and religious activ-
ities were all described as helpful. Caregivers
described the desire to have more time to them-
selves, to go for a walk, to rest, or just to grieve
privately from their patient. Thinking back, this
bereaved caregiver reflected on his emotional state:

I should have gotten that counseling ... and
antidepressants.

Another bereaved caregiver described a need to be
reminded of her own needs during the most intense
period of her caregiving:

I think if someone had made me talk during that
period, made me actually say my own name. . . .
I had a hard time starting sentence with “I.”
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I really felt like, “Don’t you want to hear about my
husband’s cancer?”

The adoption of new roles and responsibilities was
also common among caregivers. Participants re-
ported several behaviors that are considered help-
ful in that they increased their ability to serve as
effective caregivers. Patient advocacy was a skill
highly touted by both active and bereaved caregiv-
ers. Two active participants stated:

I think that the caregiver who’s with that person
in the hospital is the one . . . to sort of be the one
pushing, the person who will push or watch and
oversee.

I'm still, every day, finding out more and more
things about how to work the system better for my
wife.

Record keeping was another skill considered vital
by active and bereaved caregivers:

I made up my own phone list. . .. Every time we
changed from one protocol to the next, I changed
the people on there so we know how to get through
to people when we need them.

Unconditional patient support was also reported to
be a key component to quality caregiving:

The bottom line is that it’s my wife who has the
disease. And, as long as she feels good about what
she’s hearing from her physician and he is labor-
ing and he responds to all the concerns that we
have, I guess I can live with it.

Help from Others

Caregivers described the usefulness of family and
community support in easing the emotional burden
of caregiving. Examples of support included thought-
ful letters and messages from friends or church
members, and adult children, extended family, and
medical staff responding compassionately and be-
ing available to listen and provide encouragement
in times of need. This caregiver described his sat-
isfaction with attending a support group for his
patient, but hesitated at the notion of a group
specific to his own needs:

We do go to the cancer support group and it’s been
wonderful for both my wife and me. I have not
joined a caregiver support group. I know at some
point I will. I just have other priorities and things
that are scheduled. I have other things to do.
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Similarly, caregivers detailed the importance of
practical assistance with activities related both to
caregiving and outside personal responsibilities of
the caregiver. Active and bereaved caregivers agreed
that assistance with hands-on tasks involved with
caregiving (e.g., administration of medications, in-
travenous fluids, intravenous feeding) was helpful,
as were offers of assistance with meals, transpor-
tation, and babysitting services for caregivers with
young children. This bereaved caregiver described
her need for help during the time when her pa-
tient’s practical care needs were highest:

In retrospect ... my sister should have been
trained, or somebody, to actually watch me for two
weeks . .. you need to watch that caregiver and
make sure she’s getting sleep and actually has her
wits about her.

Similarly, this bereaved caregiver recognized that
her perspective on her own caregiving needs has
changed since her patient passed away:

I didn’t think so at the time, but I think respite
care and counseling would have helped me a lot.

Positives of Caregiving

This category was devoted strictly to helpful behav-
iors or emotions that arose as a result of caregiving.
Participants described the respect they felt for their
patients, showing appreciation for their vulnerabil-
ity. This bereaved caregiver reflected on the level of
closeness it created for her entire family:

It was also very positive for my adult children.
They all came home and took care of their father
in a way they never, ever thought they would. It
was a very beautiful, wonderful experience for
them and for me to see this happening.

Unsolicited Themes

In this category the interpersonal dynamics of the
patient—caregiver relationship were often described,
including the process of working through emotions
as the patient neared the end of life:

I was telling my wife that the hospice people are
here, but I have all this hope and I want to convey
this hope to my wife [so I told her] that I told the
hospice people that [she’s] sicker than [she is]. I
kind of exaggerated to my wife, thinking that she
needed to have that hope, and she didn’t. She let
me know that she didn’t need it. . . . She brought
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me along in that way. That was just a prime
example how she brought me along.

DISCUSSION

Results from this study enrich existing quantita-
tive data generated from large studies of caregiver
needs (Hileman et al., 1992; Covinsky et al., 1994,
Silviera & Winstead-Fry, 1997; Emanuel et al., 1999,
2000; Anderson et al., 2000). The language used by
these caregivers gives a voice to existing data and
can be used by clinicians involved in the delivery of
palliative care to enhance their understanding of
caregiver burden and illuminate possible solutions
to these problems.

Caregivers in this study reported a need for
more information about patient prognosis, hospice,
and challenges accompanying the caregiving role.
These data support the conclusion drawn in a re-
cent report outlining a need for improvements in
palliative care for cancer (Kesselbeim, 2001), stat-
ing that patients and caregivers are often under-
educated on the medical and psychosocial realities
of the end-of-life period, and that even when they
are educated, they may misunderstand the infor-
mation (Smith & Swisher, 1998). Further evidence
reveals that patients and families are unlikely to
initiate discussions about death and dying them-
selves (Pfeifer et al., 1994); yet, until such discus-
sions occur, patients and caregivers cannot prepare
for the end-of-life period or gain any control over
the patient’s plans for dying (Abrahm, 2003). Be-
reaved caregivers emphasized the importance of
physician bedside manner, communication, and
trust, echoing the results of a recent study of the
preferences of bereaved family members for pa-
tients at the time of death (Steinhauser et al.,
2000). Clearly, palliative care clinicians are in an
important position to help educate caregivers and
to assist them in facing the uncomfortable realities
that occur near the end of life.

Our results also suggested that caregivers may
benefit when physicians are attentive to quality-of-
life issues such as depression and anxiety, physical
health, and role strain. Caregiver scores on the
SF-12 mental health subscale and the CES-D cer-
tainly suggest a population for whom trials of in-
terventions would be important. Although the role
of the palliative care team in the provision and
coordination of services to alleviate burden has not
been extensively studied in the United States, our
data suggest that if clinicians can provide help in
tangible ways by, for example, assisting caregivers
in their advocacy role or by improving access to
services and reducing barriers to treatment and
disease education, they may reduce caregiver bur-
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den by reducing the need for caregivers to “work
the system.” Similarly, opportunities exist for clini-
cians to offer practical advice regarding how to keep
track of medications and results and assist in care
coordination near the end of life. Finally, our data
raise the question of the importance of regular
monitoring of caregiver psychological health with
the goal of attending to issues of depression and
anxiety. A recent study reported that caregivers
who report that physicians listened to their opin-
ions about the patient’s illness were significantly
less likely to be depressed than those whose physi-
cians did not listen (Emanuel et al., 2000). It will be
important to investigate further the ways in which
clinicians may assist caregivers in maintaining their
well-being, perhaps through improved clinician—
caregiver communication or through assisting with
the establishment of approaches to the provision of
medical, social, and practical support.

Our respondents suggested that trust in physi-
cians may be damaged when there is a lack of
effective communication and full disclosure regard-
ing the patient’s health. Despite the emphasis on
the importance of physicians’ technical skill as a
component of trust, frustrations about communica-
tion and lack of attentiveness can have a negative
impact on patients’ and caregivers’ sense of trust.
Although some studies have evaluated the complex-
ities of trust in physicians, satisfaction with medi-
cal care, and their relationship to patient and
caregiver outcomes (Safran et al., 1998, 2001), this
area remains an important one for future explora-
tion, particularly during the time when a patient’s
physical health is declining.

The complexity and diversity of caregiver needs
and preferences was demonstrated in this study.
The caregivers in this study revealed many conflict-
ing preferences. For example, while some com-
mented that the availability of respite care would
be useful, others reported that they were not com-
fortable allowing others to help care for their pa-
tient. Additionally, some caregivers believed that
physicians should have addressed the issue of hos-
pice earlier in the process, yet others were con-
cerned that such discussions would have prompted
patients to “give up too soon.” Some caregivers
believed that other caregivers could benefit from
support groups or individual counseling, yet com-
mented that such would not be useful for them-
selves. Still other caregivers reported not wanting
such interventions at all. It was not uncommon for
bereaved caregivers to reflect that, in hindsight,
support and/or other interventions may have been
helpful. Indeed some reported that they had re-
fused support interventions offered by clinicians
yet later reflected that they wished they had con-
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sidered such recommendations. These contradic-
tions illustrate the complexity of cultural, personal,
and societal factors that must be considered when
caring for caregivers, and may provide some in-
sights into the mixed effectiveness of a limited num-
ber of interventions targeted toward caregivers to
date (Pasacreta & McCorkle, 2000; Thompson &
Briggs, 2000; Given et al., 2001; McCorkle & Pasa-
creta, 2001). The inconsistencies and variability in
preferences for interventions also illustrate the sig-
nificance of communication between clinicians and
patients/caregivers, as well as the importance of
communication between the primary oncology team
and other specialists to ensure that caregivers and
patients receive an individualized plan of care that
is responsive to their needs over time.

The sample represented in this study is unique
in several ways. First, they are younger on average
than most samples found in other caregiving stud-
ies. Additionally, male and female caregivers were
represented almost equally, whereas women are
often overrepresented in other studies. Despite be-
ing a highly educated population with significant
financial resources that may have served to in-
crease access to care, this sample nevertheless
encountered significant problems. Although the pop-
ulation of active caregivers scored in the normal
range for physical health on the SF-12, their scores
for mental health were somewhat lower compared
to population norms. Similarly, scores were slightly
elevated on the CES-D. These data serve both to
describe this population and to provide data upon
which outcomes could be established for the assess-
ment of caregiver interventions. This study is also
unique in its inclusion of both active and bereaved
caregivers to evaluate potential differences in in-
sights into the end-of-life period. While there was a
trend for bereaved caregivers to be more apt to
discuss positives of caregiving and affirmative com-
ments in the category of relationship of caregiver
with patient, overall, stated priorities for care were
similar between active and bereaved groups.

This study was limited by a small sample size
and sample selection bias resulting from the possibil-
ity of a lower referral rate of caregivers of patients
with more complicated cases. Further, the demo-
graphic homogeneity of the sample and the low
response rate (approximately 50%) limit the gener-
alizability of these findings. In spite of these limi-
tations, the present study has added depth to the
caregiving literature by identifying potential solu-
tions to caregivers’ unmet needs through qualita-
tive analyses. Additionally, while the specific needs
and recommendations of caregivers may depend
upon the nature of the care recipient’s illness or
disability, the diverse responsibilities of cancer pa-
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tient caregivers (Given et al., 2001) make them an
excellent group from which to draw recommenda-
tions. Caregivers of patients with diseases other
than cancer have reported similar needs for infor-
mation and support (Ward & Cavanagh, 1997,
Zwygart-Stauffacher et al., 2000; Cohen et al., 2001),
along with a like set of goals addressing support
and educational needs, coping strategies, and prac-
tical caregiving skills (Parks & Novielli, 2000; Sil-
liman, 2000).

In pursuit of the goal to improve end-of-life care,
it is important for clinicians to develop interven-
tions that attend to both the personal needs of
informal caregivers and to their needs in relation to
their efforts to ensure that those they care for are
well supported. Recently in the United States, the
Council on Scientific Affairs of the American Med-
ical Association recommended a model of care that
urges physicians to validate the difficulty and sig-
nificance of the caregiving role (Council on Scien-
tific Affairs, 1993) and that considers the caregiver
as a partner with the physician in the patient’s care
(Council on Scientific Affairs, 1993; McWhinney,
1997). Such validation may provide a buffer against
stress and burden (Zarit et al., 1980; Council on
Scientific Affairs, 1993), thereby increasing the car-
egiver’s quality of life and potentially enabling them
to better serve their patients. The detailed accounts
provided by the caregivers in this study can serve to
illuminate the development of interventions de-
signed to meet caregiver needs and improve the
overall quality of palliative and end-of-life care.
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