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ABSTRACT

Objective: To determine how home hospice patients deal with their impending death and
whether there is a need for greater involvement of mental health professionals in the care
of patients dying at home.

Method: In a pilot study, 12 female home hospice patients with advanced cancer and a
median survival time of 42 days were assessed using structured interviews and brief
questionnaires. Topics of inquiry included facing death, fear of death, pain, fatigue,
depression, and anxiety. Three key themes were extracted from the information reported
by the women: ~1! confronting the issue of death, ~2! fear of dying and death and its
correlates, and ~3! spirituality0religious faith and its role in mitigating fear of death.

Results: First, all subjects reported thinking about their approaching death. For half of
them, this thought was bothersome and these women were frequently troubled by
unresolved issues and higher anxiety, pain, and fatigue. The majority of the subjects
expressed a desire to actively discuss their impending death. Second, more than half of
the patients reported being afraid of death and high death anxiety was associated with
fear of dying in pain, high peak or usual pain, unresolved issues, and difficulty in parting
with family in death. Third, most subjects experienced their religious faith as an
important source of comfort and strength.

Significance of results: A substantial subgroup of home hospice patients expressed
problems dealing with their approaching death. These problems are amenable to
psychological treatment, such as fear of death, unresolved issues, parting with family, and
pain. The findings, thus, highlight the need for close collaboration of mental health
professionals with home hospice institutions.

KEYWORDS: Home hospice patients, Death anxiety, Unresolved issues, Parting with
family, Religious faith

It is so hard to live in the face of death.
People just don’t understand what it is like.

They make inappropriate comments all the time.
Linda, 47

INTRODUCTION

Over the past 20 years, the number of cancer pa-
tients dying at home has increased ~Schachter &

Coyle, 1998!. Hospice programs have been devel-
oped that deliver care to the terminally ill on an in-
or out-patient basis but home care is the more
popular choice ~Schachter & Coyle, 1998!. Compet-
itiveness among hospice programs is strong, and
lack of resources has been identified as one of the
key stressors during the 1990s ~Vachon, 2000!, both
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of which may explain why mental health profession-
als are usually not part of the core staff of home
hospice. This, however, is disconcerting in the light
of a high prevalence of death-related concerns in
the terminally ill, between 50 and 80% ~Cherny
et al., 1994!.

Few research studies inquiring about death-
related worries and concerns have been conducted
directly with hospice patients ~Ita, 1995–1996!, es-
pecially home hospice patients, so it is unclear at
this point how this group experiences living with
the imminence of death and whether mental health
professionals are routinely needed to assist them in
dealing with their approaching death. In the present
study we identified three important death-related
issues in a group of home hospice patients: ~1!
confronting the issue of death, ~2! fear of dying and
death and its correlates, ~3! spirituality0religious
faith and its role in mitigating fear of death.

Confronting the Issue of Death

It has been argued that an individual’s confronta-
tion with the death of self is an unthinkable thought
in that it is impossible for a human being to imag-
ine the nonexistence of one’s consciousness ~Gonda
& Ruark, 1984!. Facing death, thus, brings to the
surface a basic human “conf lict that f lows from the
individual’s confrontation with the ‘givens,’ the ‘ul-
timate concerns’ of existence” ~Yalom, 1980, p. 8!,
stirring feelings of unfamiliarity and separation
from the world and experiences of loss of one’s
perceived identity ~Yalom, 1980!. Avoiding this con-
frontation, however, is at the cost of the perpetua-
tion of suffering ~see Attig, 1979!. In the present
study, we were interested in whether and how home
hospice patients approach the inescapable reality of
their imminent death.

Fear of Death and Dying

“The profundity of the fear of death consists of
this: what is feared is the all-encompassing and
irretrievable loss of existence itself which is the
ground of all potential for the realization of value
. . .” ~Attig, 1979, p. 7!. Few studies on fear of death
so far have focused specifically on the population of
terminally ill patients ~Smith et al., 1983–1984!
but, according to Dougherty et al. ~1986!, those that
have done so show less psychopathology than com-
monly described in the clinical literature. For in-
stance, Smith et al. ~1983–1984! found fear of death
in 20 terminally ill patients to be low both on the
conscious and fantasy level. Fifteen of them were
not afraid of death.

Spirituality and Religious Faith

It has been said that western psychology has long
failed to recognize the relevance of spirituality and
transcendental needs as intrinsic aspects of human
nature ~Walsh & Vaughan, 1982; Welwood, 1983!,
although recent studies indicate the fundamental im-
portance of spirituality to the phase of dying ~Smith
et al., 1993!. For example, strong spiritual aware-
ness and a positive perspective on death, such as
death being a natural process and part of life, were
found to be associated with less psychological dis-
tress ~Smith et al., 1983–1984!. On the other hand,
rigid religious belief systems can promote fear of
death, if ideas of anticipated judgment and punish-
ment are at the core of one’s belief system ~Gonda &
Ruark, 1984!. Studies on the role of religion in death
anxiety have shown higher death anxiety in men with
HIV and0or AIDS who reported greater church at-
tendance, belonged to the religion of their childhood,
referred to religion as “harmful,” and did not have a
spiritual belief system outside their formal religion
~Franks et al., 1990–1991!. It is unclear at this point
how home hospice patients describe the role of spir-
ituality or religion in their journey toward death.

In sum, the present investigation was a pilot study
designed to help determine any areas of psycholog-
ical distress that might require greater involvement
of mental health professionals in the care of home
hospice patients, such as becoming a regular part of
the core home care team to assist patients in coming
to terms with their approaching death.

METHOD

Procedure

Twelve women with advanced cancer were assessed.
They lived within a radius of 30 miles from Stanford
University and were under the care of one of three
cooperating home hospice institutions. Recruitment
of collaborating hospices was especially difficult be-
cause several hospices had been closed just prior to
commencement of the project and one of the partici-
pating institutions was closed during recruitment.
Some hospices felt reluctant to collaborate, as they
did not want to incur additional stress for their staff
or felt uncomfortable about burdening patients with
research at this point in their lives. The study was
approved by the panel on human subjects involve-
ment in medical research at Stanford University.

Patients were eligible for participation if they
were female, had a diagnosis of advanced cancer,
had a prognosis of less than 6 months to live, were
on home hospice care, and were physically and
mentally able to be interviewed. Delirious, disori-
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ented patients and those with debilitating brain
involvement were excluded. Hospice nurses and
social workers identified potential participants and
informed them about the study by handing them a
f lyer. With assent from a potential participant,
they forwarded her phone number to the inter-
viewer who then contacted her to provide further
information about the study and possibly schedule
an interview at her home. It was emphasized that a
participant could withdraw from the study at any
time. All but one of the patients contacted agreed to
participate and none withdrew.

To assure maximum privacy and keep intrusive-
ness to a minimum at a time when breaches of
boundaries were common in other areas of patients’
lives, such as dependence on others for intimate
physical care, it was decided that no tape recording
be done during the interview but notes were taken
with agreement from patients. Interviews were ar-
ranged in a structured way. Questions from stan-
dardized questionnaires were used as a guideline
for tapping specific areas of interest during the
interview and questions on any relevant informa-
tion were added, such as availability of a confidant.
Subjects were allowed to elaborate on each question
as much as they desired. Interviews were chosen
over the questionnaire method as patients were too
tired to read or write. They preferred talking and
felt they needed time and an interactive person in
order to elaborate more deeply on each question.

At a participant’s request, the interview was
divided into two or more sessions. Any person the
participant wished to be present during the inter-
view was welcome but their additional information
was not used for the purposes of the study. Two
husbands, a mother, a brother, and a nurse chose to
be present. Follow-up visits outside the protocol
were undertaken if a patient expressed a desire;
however, any information collected during these
visits was not used for the purposes of the study.
Following the interview, the referring nurse or so-
cial worker was briefed about the interview, allow-
ing for a participant’s reactions to be monitored.

Materials

Data gathered from each subject included a pa-
tient’s written informed consent, overall history of
her cancer, current medications, and information
from the interview. Interviews were based on ques-
tions from standardized questionnaires.

First, the Brief Pain Inventory ~BPI; Cleeland,
1989! is a measure of the severity of pain and its
impact on daily functioning. It consists of 12 items
and is organized in two parts. The first part asks
about the presence and severity of pain at its worst,

least, and usual levels ~five items! and about the
effectiveness of pain medication ~one item!. The
second part asks about the extent to which pain
interferes with daily activities, mood, enjoyment of
life, social interactions, and sleep ~six items!. The
tool is straightforward in its construction and has
been extensively used in the United States, Europe,
and Asia.

Second, the Brief Fatigue Inventory ~BFI; Men-
doza et al., 1999! was constructed in analogy to the
BPI as a means of rapid assessment of self-reported
fatigue severity. It consists of nine items assessing
the level of fatigue and extent with which it inter-
feres with daily activities. Its total internal consis-
tency coefficient is .96 and individual Cronbach’s
alphas range from .95 to .96. Several measures
have shown the validity of the scale, including con-
struct, concurrent, and discriminant validities, a
single-factor model fit, and a factor analysis with
two other questionnaires.

Third, the Death Anxiety Scale ~DA-S; Templer,
1970! measures an individual’s attitude toward
death-related experiences and attitudes. It is com-
prised of 15 items that are endorsed as either
true or false and form one composite score. The
scale possesses high face validity but other forms
of validity have not been established. A test–
retest correlation coefficient of .83 with a three
week interval was demonstrated in a community
college sample. Norms and standardized scores do
not exist but a number of studies reported means
and standard deviations for different samples. The
DA-S is a very frequently used scale on death
anxiety. In the present study, the scale was mod-
ified to fit the requirements of the present sam-
ple. Four items were omitted due to lack of
applicability or appropriateness ~“I dread to think
about having an operation”; “I am not particu-
larly afraid of getting cancer”; “I am not really
afraid of having a heart attack”; “The sight of a
dead body is horrifying to me”!. To allow for a
wider range of answers, the true–false answer
format was modified to a 4-point answer format
consistent with the other questionnaires. As the
questions in this scale were intended to primarily
stimulate verbal discussion of patients’ personal
perceptions and fear of death, the psychometric
drawbacks of altering the scale were accepted.

Fourth, the HospitalAnxiety and Depression Scale
~HAD-S; Zigmond & Snaith, 1983! is an extensively
used psychometric instrument, specifically devel-
oped for a discriminant detection of depression and
anxiety in hospital patients. Both constructs are cov-
ered in 7-item subscales and answers are rated on
4-point scales. Maximum subscale scores range from
0 to 21 for each scale and 0 to 42 for the total scale.
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According to the authors, internal consistency is good
for both the anxiety ~ranging from 0.71 to 0.41! and
depression items ~0.76!. The clinical sensitivity of
the scale was demonstrated in a correlation of the
subscale scores with independent interviewer scores
regarding the severity of mood disturbance. In con-
sideration of the weakness of the patients in the
present study, the interview included an abbrevi-
ated version of the scale for all patients ~n 5 12! and
the full form for those that felt strong enough to do
it ~n 5 8!. The abbreviated version included the first
eight items of the scale, four of which covered anx-
iety and the other four depression.

Analysis

Due to constraints in sample size, questionnaire
data were analyzed conservatively, using nonpara-
metric descriptive statistics. Interview data were
analyzed by way of extracting common themes as
relevant to participants. Furthermore, interview
data were used to support and illustrate the
questionnaire-based findings.

Sample

Socidemographic Information

Twelve women with a median age of 63 years par-
ticipated. They were predominantly Caucasian, ei-
ther married or divorced0widowed, and had children
who were mostly adults themselves. All the women

were well educated, reporting at least some college
training, and most of them belonged to one of the
various Christian denominations ~Table 1!. To eval-
uate any effect of prior exposure to cancer-related
deaths on a participant’s coping with her own death,
patients were asked about deaths due to cancer in
their families. Most women reported at least one
cancer-related death in their family ~Table 1!.

Medical Information

Patients in the sample were diagnosed with perito-
neal, lung, cervical, colon, or breast cancer ~Table 2!.

Table 1. Demographic characteristics of 12 women with advanced cancer

Sample size N 5 12
Age Median: 63 ~range: 41–91!

Ethnicity Caucasian: n 5 10
Asian: n 5 1
Pacific Islander: n 5 1

Marital status Married: n 5 5
Divorced0widowed: n 5 5
Single: n 5 2

Children ~n 5 10! Median number: 2 ~range: 1–4!
n 5 7 with adult children*
n 5 3 with teenage children**

Educational status ~n 5 10! Some college: n 5 3
College degree: n 5 4
Master ’s, Ph.D., or higher education: n 5 3

Religious affiliation n 5 10 Christian ~2 Christian, 3 Catholic, 3 Methodist,
1 Baptist, 1 Episcopalean!

n 5 1 Jewish
n 5 1 None

Previous exposure to cancer-related deaths
in family:

n 5 1 Don’t know
n 5 3 No
n 5 8 Yes, often multiple deaths

*Age 20 or above; **age 10–20.

Table 2. Medical information of 12 women with
advanced cancer

Medical diagnosis
~n 5 12!

Breast cancer: n 5 5
Colon cancer: n 5 3
Cervical cancer: n 5 2
Peritoneal cancer: n 5 1
Lung cancer: n 5 1

Time since first diag-
nosis: ~n 5 12!

Median: 5 ~range: 2 months
to 17 years!

Time since assignment
to hospice: ~n 5 12!

Median: 14 days ~range: 5 to
28 days!

Time from interview to
death: ~n 5 8!*

42 days ~range: 5 days to 14
weeks!

*Two participants were lost to follow-up, 1 is still alive
~16 weeks past the interview!, 1 was removed from
this calculation, as she survived exceptionally long ~11
months!.
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The distribution of the various cancers roughly cor-
responds to their prevalences in the general popu-
lation, except for an underrepresentation of lung
cancer. Median time since first diagnosis was 5
years, and all but two patients had been ill between
2 and 7 years. Subjects’ median time on hospice at
the time of study was 14 days and their median
time from interview to death was 42 days ~n 5 8!.
Due to a sudden closing of one hospice, two patients
were lost to follow-up, one is still alive ~about 3
months post interview!, and one survived exception-
ally long ~11 months!. She was removed from the
calculation of median survival time.

RESULTS

Most participants showed a notable interest in talk-
ing and, despite repeated reminders that a second
interview could be scheduled if subjects were tired,
none of the interview sessions was shorter than
60 min and some as long as 150 min ~median time:
90 min!. Two subjects asked that a second interview
be scheduled. Participants generally expressed sat-
isfaction with the interview, stating that it was “not
too bad,” “helpful,” or “enjoyable.” Five women asked
for follow-up visits outside the study protocol and
four were followed by phone outside the protocol.
Below, we present results from themes that sub-
jects spent the most time elaborating on: ~1! con-
fronting the issue of death, ~2! fear of death and
dying, and ~3! religious faith.

Confronting the Issue of Death

Contemplating Death

Subjects were asked whether the thought of death
entered their minds ~DA-S: item 2!. Eleven women

shared their thoughts on this question and all of
them confirmed that they were thinking about death
at least sometimes ~n 5 4! and most of them did so
often or almost always ~n 5 7!. They felt it was
natural to think about death at this point in their
lives, just as one woman put it “Sure, I think about
death every so often but I do not ruminate about it.”
Asked whether the thought of death bothered them
~DA-S: item 5!, six women felt it was not ~5011! or
only sometimes ~1011! a bothersome experience, but
five reported feeling often or almost always both-
ered by the thought of death. While the importance
of patients’ religious faith did not differ between
those for whom the thought of death was bother-
some and those for whom it was not, there were
trends toward higher fatigue and pain among those
that felt troubled by the thought of death ~Table 3!.
These patients also tended to report higher anxiety
~median: 4! than those that did not feel bothered
when thinking about death ~median: 1.5!, as re-
f lected in the abbreviated version of the HAD-S. All
of the five patients that felt uncomfortable think-
ing about death also reported having unresolved
issues, while only one of the six women that did not
feel bothered when thinking about death had un-
resolved issues.

When asked whether it made them nervous when
people around them talked about death ~DA-S: item
3!, all but one woman ~10011! did not feel nervous
when death was discussed in their presence or with
them. One patient poignantly said, “It doesn’t trou-
ble me to talk about it because that is what is on my
mind constantly.” On the contrary, most patients
expressed relief when having the opportunity to
talk about death and felt disappointed or desperate
when open communication was not possible, for
instance, “I am desperately trying to talk to my
husband about it but he is not coping and won’t

Table 3. Raw scores and medians of fatigue, pain, and anxiety and the importance
of religious faith for 11 women in relation to their feeling bothered
by the thought of death or not

N 5 11
Thought of death bothersome

~n 5 5!
Thought of death not bothersome

~n 5 6!

Fatigue* Median: 8
Range: 5–9

Median: 5
Range: 0–10

Usual pain* Median: 5
Range: 0–7

Median: 3
Range: 0–5

Anxiety** Median: 4
Range: 2–12

Median: 1.5
Range: 1–11

Importance of religious faith Faith important: n 5 4
Faith not important: n 5 1

Faith important: n 5 4
Faith not important: n 5 2

*Self-reported raw scores can range from 0 ~no pain0no fatigue! to 10 ~as bad as you can imagine!.
**Shortened version of HAD-S. Raw scores can range from 0 ~no anxiety! to 12 ~very bad anxiety!.
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listen. I am longing for my sister in Virginia who is
the only one who is understanding and accepting
what is going on.” In fact, the length of the inter-
views and subjects’ eagerness to talk, especially
about their thoughts on death, seemed to ref lect
their interest in sharing their feelings on this topic.
Only one woman, despite discussing her thoughts
about death, said she did not enjoy sharing her
thoughts on this personal topic. Her nurses related
that they were concerned about her never address-
ing the issue of her approaching death.

Hoping for a Miracle

The subjects in the present study were aware of
their impending death. For an individual to be
assigned to hospice, she has to acknowledge in
writing that her estimated prognosis is 6 months or
less. Despite this factual knowledge and its verbal
affirmation during the interview, some women ex-
pressed hopes for cure, usually in the form of a
miracle, such as “I am still hoping that Jesus would
walk through the door and tell me I am cured.” One
subject insisted on the healing powers of herbal
supplements, vitamins, and pomegranate juice, and
inquired about treatment options at hospitals in
Switzerland while acknowledging that neither her
physical condition nor her poor financial situation
would allow her to undertake the trip. Even sub-
jects that did not hope for cure generally hoped for
time. Six of the 12 women reported a personal guess
about how much time they felt they had left but
most often overestimated their actual survival times.
For instance, 2 women who died within one week of
the interview estimated their remaining life spans
to be 3 and 6 months, respectively. Only 1 subject
slightly underestimated her remaining time. Six
subjects reported no personal feeling about the time
left to them and felt that they did not want to know
anyway.

Fear of Death and Dying

Fear of Death

Our sample of home hospice patients had been
living with the diagnosis of a life-threatening ill-
ness for a median time of 5 years. We were inter-
ested in whether they would perceive death and
dying as anxiety provoking, despite having lived
with the threat to life throughout the time of their
illness and choosing hospice care over continuation
of treatment.

Subjects were asked if they were afraid to die
~DA-S; items 4!. Five of the 11 women answering
this question felt that this fear was almost always

present, while the other half ~6011! reported feeling
only sometimes ~1011! or almost never ~5011! any
fear of dying. Women with cancer-related deaths in
their families did not report substantially more or
less death anxiety than those without previous ex-
posure to cancer deaths in their families.

Fear of Death and Fear of Dying in Pain

Subjects were asked whether they were afraid of
dying a painful death ~DA-S: item 7!. About half of
the women ~6011! did not feel worried about a pain-
ful death but three worried sometimes ~3011! and
two did so often or always. The relationship be-
tween fear of death and fear of dying a painful
death seemed complex but clearly separate issues
for most of the women. Some felt frightened of
death but not of dying a painful death, while others
were not afraid of death but feared dying a painful
death. Some, despite being in pain, were neither
afraid of death nor of dying a painful death and
some feared both. Despite the complexity of this
relationship, it appears that severity of pain is
associated with subjects’ fear of a painful death.
The women that did not fear dying a painful death
tended to report lower peak and usual pain than
those in whom this fear was sometimes, often, or
almost always present ~Table 4!. This is interesting
because pain relief through medication was rated as
rather effective by almost all patients ~Table 4!. It is
unclear whether subjects’ experiences of pain pro-
moted their fear of dying in pain or whether fear of
dying in pain sensitized women to experience more
pain. Anecdotal information demonstrates the inter-
dependence between the two factors. One subject felt
anguished about her approaching death and referred
to her life as a waiting game from which she could
not escape. On the one hand, she felt intense fear of
death and hoped that as many days as possible still
separated her from death; on the other hand, she
wished that her days of pain would pass faster and
death bring relief of her suffering.

Fear of Death and Unresolved Issues

Half of the subjects in the present study ~6012! felt
no pressure to resolve aspects of their lives before
their deaths but the other half ~6012! did. Five of
those that reported unresolved issues ~506! also
reported fear of death, while among those in whom
fear of death was rare ~6012!, only one patient
reported unresolved issues. One woman explained
“I feel there are things that are undone and I regret
having pushed them away so long. Now there won’t
be enough time any more. I feel pressured by time:
I am sleeping all the time but have not yet resolved
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the things I wanted to resolve.” She still wanted to
pick an urn and write cards to her grand-children
and thank-you notes to her friends for their sup-
port, yet, felt too fatigued to organize these things.
She feared death much but felt it was coming soon,
which caused a state of urgency in her. Other women
reported being ready to die but still recounted tasks
they wished to accomplish, if there was enough
time. As these things were optional, they were caus-
ing them little emotional strain. For instance, one
woman felt that “although there are many things I
would have liked to do, it is too late for that now
and that is O.K.”

Two relationships were interesting. First, un-
resolved issues appeared to be associated with the
experience of pain in that subjects reporting un-
resolved issues frequently described intense pain,
while those without unresolved issues tended to
report less intense pain ~Table 5!.

Second, there was a connection between un-
resolved issues and age. Women that reported un-
resolved issues tended to be younger than the median

age in the sample, whereas those without un-
resolved issues tended to be older than the median
age ~Table 6!.

Fear of Death and Parting with Family

A predominant concern for almost every subject
was the issue of parting with family in death. Nine
women ~9012! explained, mostly visibly moved, that
the hardest aspect about dying was having to leave
their family. Of those that did not report this as
being difficult ~3012!, one had no family and one
was married but had no children. Parting with
loved ones was closely connected to the question of
unresolved issues. In five of the six patients that
reported unresolved issues, these issues involved
leaving family behind, especially children. A single
mother worried much about who would take best
care of her young son after her death. Typical emo-
tions that accompanied this issue included sadness,
worry, guilt, and a sense of loss. Sadness, for in-
stance, about not seeing one’s children’s lives un-

Table 4. Subjects’ fear of dying in pain in relation to their usual and peak pain scores and
self-reported effectiveness of pain control

Fear of dying in pain
~n 5 5!

No fear of dying in pain
~n 5 6!

Worst pain* Median: 6
Range: 0–10

Median: 5
Range: 0–8

Usual pain* Median: 5
Range: 0–7

Median: 3
Range: 0–5

Self-reported effectiveness
of pain control ~%!**

Median: 100
Range: 50–100

Median: 100
Range: 90–100

*Self-reported pain can range from 0 ~no pain! to 10 ~pain as bad as you can imagine!.
**Self-reported pain control can range from 0% ~no pain control at all! to 100% ~perfect pain control!.

Table 5. Unresolved versus no unresolved issues
in relation to high versus low pain

N 5 12
Unresolved

issues
No unresolved

issues

Usual pain high* n 5 4 n 5 1
Usual pain low** n 5 2*** n 5 5

*Higher than median split of 3.5. Possible range: 4–10.
Actual range: 4–7.

**Lower than median split of 3.5. Possible range: 0–3.
Actual range: 0–3.

***One of the two subjects reported wanting to have the
upholstery of her sofa done before dying but still felt
ready to die any time.

Table 6. Unresolved versus no unresolved issues
in relation to older and younger age

N 5 12
Unresolved

issues
No unresolved

issues

Older age* n 5 1*** n 5 5
Younger age** n 5 5 n 5 1

*Older than median split of 63. Ages: 67, 68, 76, 79, 85,
91.

**Younger than median split of 63. Ages: 41, 42, 47, 50,
51, 59.

***Subject reported wanting to have the upholstery of
her sofa done before dying but felt ready to die.
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folding, was a frequently mentioned feeling as was
worry, especially about the family ’s future and chil-
dren’s lives. One woman expressed great concern
about how her husband would deal with her death.
She was agonized by the fact that he would not
allow her to talk to him about her impending death.
Feelings of guilt, such as prematurely leaving one’s
family and the responsibilities once accepted were
frequently recounted. A mother of two young chil-
dren felt so much troubled by guilt that she often
could no go to sleep. “. . . I have talked to them
@children# about it @death# but still feel guilty. My
mother died when I was 9 and pictures of this are
now coming to my mind. I know what my children
have ahead of themselves. I feel guilty about giving
up treatment because my family may think I am
giving up, although for me it felt wrong to continue
treatment without seeing a real gain.” Loss through
death, especially in relation to separation from fam-
ily, was a difficult issue for a number of subjects.
One woman reported being extremely troubled by
the anticipated separation that death would bring
between her family and herself.

In sum, parting with loved ones ranged on a
continuum from being a difficult, yet natural as-
pect of dying, to representing a pressing unresolved
issue. Whether an issue was a difficult, yet natural
aspect or an unresolved issue seemed to depend on
its perceived significance and urgency.

Religious Faith

Religious Faith and Fear of Death

Subjects in the present study were highly inter-
ested in talking about their spiritual lives and ex-
panded much on it. In light of the literature, it was
interesting to examine any connection between their
religious faith and death anxiety. Nine of the 12
women felt that their religious faith or spirituality
played an important role in their present life situ-
ation, one subject ~1012! said she followed no reli-
gious faith and two ~2012! felt it was not important.
All of those for whom religion or spirituality were
important reported receiving inner strength from
their religious or spiritual lives. One woman looked
at her faith as “. . . my backbone in the illness and
one of the two pillars that help me see it through to
the end. I feel great inner peace that comes from
daily prayer and studying scripture. The other pil-
lar is my family.” Some women mentioned external
support by prayer groups through prayers said for
them and community members actively visiting.
When relating subjects’ self-reported importance of
religion to their death anxiety, death anxiety was
not different for subjects that followed a religious

faith and nervousness talking about death was low
among all subjects, irrespective of how strongly
they felt about their religious faith ~only one sub-
ject felt nervous when death was discussed!.

Belief in an Afterlife and Fear of Death

Subjects expanded on a question as to whether the
issue of life after death troubled them ~DA-S: item
8!. Most of them ~8011! felt the topic did not bother
them, as death was not frightening but associated
with images of comfort, paradise, and a better world.
For instance, “Dying means transitioning into a
new life that is worth looking forward to. There will
be no pain and suffering over there and I will
finally be coming to see Jesus Christ . . .” The single
mother related that her belief in an afterlife com-
forted her: “I’ll go to a better place and watch my
son from above.” Three subjects ~3011! found the
issue of life after death sometimes troublesome.
One of them reported following no faith and an-
other one felt that her illness had caused a religious
crisis for her, leaving her with feelings of ambiva-
lence, especially toward the concept of heaven.
“When the pain is very strong, then I doubt God’s
existence, although at other times I feel like a very
religious person. I have been in this crisis for a long
time but not resolved it yet.” The women for whom
religion and spirituality were important resources
~9012! preferred a wide variety of particular prac-
tices that gave them strength and comfort. Pre-
scribed and free prayers, prayers said by a prayer
group, Bible studies, and talking to a priest were
mentioned as the most helpful means of religious
practice. One subject explained that, while having
been a devout Methodist throughout her life, her
spiritual journey had produced a feeling of “inner
smoothness” in her and the understanding that “it
doesn’t matter, if I am Buddhist or Christian or
anything else. It is all about the same anyway.”

SUMMARY AND CONCLUSION

In this pilot study, we interviewed 12 women with
advanced cancer, all of whom were on home hospice
care and had a median survival of 42 days from
interview. We were interested in how patients on
home hospice programs, which actively promote
acceptance of terminal illness as a central part of
their philosophy ~Ita, 1995–1996!, deal with their
impending death and whether there are specific
issues that call for provision of routine psychologi-
cal care to these patients.

First, all subjects reported thinking about death,
most of them did so often or almost always, thus,
breaking through the common “unwillingness to
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admit and come to grips with finitude and vulner-
ability” ~Attig, 1979, p. 9!. Half of them felt that the
thought of death was bothersome to them and these
women were also frequently troubled by unresolved
issues and somewhat higher anxiety, fatigue, and
pain. Most subjects expressed a desire to actively
discuss the topic of death and reported feeling frus-
trated when having no opportunity to share their
death-related thoughts and feelings with loved ones.
Research has shown that discussion of existential
issues, such as fear of death, results in lower mood
disturbance, less maladaptive coping, and less pho-
bic anxiety ~Spiegel et al., 1981!. Based on the
finding that thinking about death was common and
discussion of death-related thoughts desired by the
women in the present study, expression of death-
related thoughts and feelings in an open atmo-
sphere should be encouraged by mental health care
professionals in order for a dying patient to work
through these thoughts and fears and attain higher
emotional stability.

Second, about half of the subjects in the present
study described being sometimes or always afraid
of death. This is in contrast with the literature,
reporting that fear of death in terminally ill cancer
patients is low ~Smith et al., 1983–1984!, even lower
than in healthy people or patients with a chronic,
yet nonfatal illness ~Dougherty et al., 1986!. High
fear of death in the present sample was associated
with fear of dying in pain and intense usual or peak
pain as well as the occurrence of unresolved issues
and difficulty in parting with loved ones in death.
Pain is multidimensional in nature, comprising not
only physical aspects but other aspects as well,
such as affect, cognition, and social relations, and
these factors are interrelated ~Breitbart & Payne,
2000!. In regard to the present findings, diagnosing
and treating pain must be a primary concern. It has
been shown that pain control is less successful in
patients on home hospice programs than those in
hospital-based hospices, possibly due to less rigor-
ous scheduling of pain medication at home ~Morris
et al., 1986!. Adequate pain treatment in home
hospice patients will also have to include a mental
health professional’s diligent evaluation and treat-
ment of possible psychological and spiritual factors,
such as fear of death and unresolved issues. Little
systematic research exists on the problem of un-
resolved issues, but it has been said that un-
resolved issues are related to anxiety ~Cassem, 2000!,
and that for many patients in the final phase of
their illness, the impetus toward seeking resolution
of their unfinished business reaches a peak ~Gonda
& Ruark, 1984!. Assisting a patient in working
through and possibly resolving important unfin-
ished business, such as parting with loved ones,

must, thus, constitute an important aspect of psy-
chological care that will help a patient face death
more comfortably and less fearfully.

Third, most women in the present study felt that
their religious faith was an important aspect of their
present lives and a source of comfort and strength.
Their reports are in accordance with Reed’s ~1987!
notion that transcendental perspectives, as accrued
over the life span, especially when death is drawing
close, can assist an individual in maintaining a sense
of well-being when faced with the dying process. One
possible explanation is that it is the development of
one’s personal spiritual awareness ~cf. Smith et al.,
1983–1984!, as seen in the majority of the women in
the present sample, rather than an uncritical com-
pliance with an orthodox religious belief system ~cf.
Ita, 1995–1996; Franks et al., 1990–1991!, that af-
fords comfort and internal strength and elicits ex-
ternal support by spiritual companions. Spirituality
and its role in alleviating suffering in cancer pa-
tients has gained increasing recognition over the past
few years. It has been found to be negatively asso-
ciated with anxiety, positively related to social sup-
port in terminally ill cancer patients ~Ita, 1995–
1996!, and negatively associated with psychosocial
distress ~Smith et al., 1993!. It represents the as-
pect that is the deepest and most genuine part of
human nature ~Kearney & Mount, 2000!, thus, rec-
ognizing and treating spiritual distress and provid-
ing spiritual growth is a key area for mental health
experts and pastoral care counsellors that must not
be neglected.

These findings on ~1! confronting the issue of
death, ~2! fear of death and dying, and ~3! the role
of religion0spirituality in terminally ill patients all
highlight the need for improved collaboration of
mental health professionals with home hospice in-
stitutions. Challenges, such as financial constraints
and difficulty in implementing routine involvement
of mental health professionals in the care of home
hospice patients, will have to be faced if optimal
holisitic care for terminally ill patients close to
death is to be ascertained.

LIMITATIONS

Sample size is a major limitation of this pilot study,
which makes any interpretation and extrapolation
of the findings difficult. Furthermore, all patients
were female with advanced cancer and on home
hospice care; thus, generalization to other groups of
terminally ill patients, a male population, or those
in hospitals is not possible. The study is cross-
sectional in nature, relying on interview data col-
lected at one point. It has been demonstrated that
mental states in the dying, such as will to live

Living in the face of death 31



~Chochinov et al., 1999! or denial ~Viederman, 2000!,
f luctuate rapidly and intensely. Thus, the findings
in the present study must be viewed as tentative
results.

While these limitations are acknowledged, it
must be emphasized that the present study was
designed to gather pilot information on psycholog-
ical issues raised specifically by patients on home
hospice care. According to Ita ~1995–1996!, few
studies so far specifically target hospice patients.
However, since 1980, there has been a steady
increase in patients choosing to die at home or in
a hospice ~Schachter & Coyle, 1998!, so this situ-
ation calls for studies specifically focusing on the
concerns of this patient group. The present study
was a first step in the development of a psycho-
social care program for terminally ill cancer pa-
tients on home hospice care.
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