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Abstract

Context. It is unknown whether cancer patients with different life expectancies
have different attitudes and emotions toward death and an afterlife. Also, it is
unclear whether these attitudes and emotions toward death and afterlife
influence patients’ distress.

Objectives. To assess the relationship of attitudes and emotions towards death
and an afterlife with quality of life, depression and hopelessness in cancer patients
without evidence of disease and advanced cancer patients facing death.

Methods. Ninety-one cancer patients without evidence of disease and 57
advanced cancer patients completed the Dutch Attitudes Toward Death and
Afterlife Scale. Emotions toward death were measured using the Self-
Confrontation Method. Quality of life was measured with the Satisfaction with Life
Scale and the European Organization for Research and Treatment of Cancer
(EORTC) Quality-of-Life Questionnaire. Depression and hopelessness were
measured with the Beck Depression Inventory for Primary Care and the Beck
Hopelessness Scale.

Results. Average scores on attitudes and emotions toward death and an afterlife
were not significantly different between the two groups. However, in the no
evidence of disease group, a negative association between negative emotions and
social functioning was observed, which was not present in the advanced cancer
group. In the advanced cancer group, associations were observed that were not
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present in the no evidence of disease group: positive associations between an
explicitly religious attitude and global health status and between reincarnation
belief and role and cognitive functioning, and a negative association between
other-directed emotions and social functioning.

Conclusion. Patients without evidence of disease and advanced cancer patients
do not differ in attitudes or emotions toward death, but the relationship between
these attitudes and emotions and aspects of quality of life varies. When there is no
evidence of disease, negative emotions play the most important role, whereas in
the advanced cancer situation, attitudes toward death and an afterlife, which may
provide meaning and value, become more prominent. ] Pain Symptom Manage
2011;41:1048—1059. © 2011 U.S. Cancer Pain Relief Commattee. Published by Elsevier

Inc. All rights reserved.
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Introduction

Cancer is one of the most frequent causes of
death in the Western world. Therefore, despite
the fact that many people can be cured,
the diagnosis of cancer is still associated with
imminent death. As a consequence, at least
temporarily, the comfortable sense of both
invulnerability and immortality is shattered,
making the patient thoroughly aware that life
is finite and limited." To cope with cancer
implies, among other things, to cope with the
inescapable finitude of life. For patients with
advanced incurable cancer, this process is even
more complicated. The clinical course of
apatientwith advanced cancer has been charac-
terized as a “living-dying experience” in which
the individual and his or her family attempts
to maintain control and continue everyday life
despite the confrontation with the incompati-
bility of life and death.? Patients with advanced
cancer have to perform the hard work of living
in the face of death.® This may be a period of
life review and give the opportunity to close
old conflicts, to say good-bye, seek forgiveness,
and fulfill life goals, but it also can be a period
of overwhelming distress.* Patients are con-
fronted with problems such as fear of death,
unresolved issues, parting with family, and
pain.” Knowledge of end-oflife issues is vital
for distress management and to provide com-
prehensive cancer care.”

Direct comparative studies in cancer
patients with different life expectancies that
explore the perspectives on and feelings to-
ward death and an afterlife in relation to

distress are limited and report conflicting re-
sults. For example, McClain-Jacobson et al.®
showed that among 276 terminally ill cancer
patients, belief in an afterlife was associated
with lower levels of end-of-life despair (hope-
lessness, desire for a hastened death, and sui-
cidal ideation) but not with levels of
depression or anxiety. However, when multi-
variate analysis included a measure of spiritual
well-being, the beneficial effect of afterlife be-
liefs disappeared. No comparison with cancer
patients in a less advanced stage of disease
was made. Of note, in this study, belief in an af-
terlife was measured with just one single ques-
tion (“Do you believe in an afterlife?”),
without distinguishing between different after-
life beliefs. It may well be that a more differen-
tiated approach toward afterlife beliefs would
have led to different results.

Previously, it has been observed in a group
of 35 cancer patients with a life expectancy
of less than two years that patients were signif-
icantly more afraid of death than healthy con-
trol subjects on a nonconscious level, although
most patients disclaimed fear of death on a ver-
bal level.’ Similarly, in a study of 102 inpatients
with hematologic malignancies treated with
curative intent, these patients had significantly
more preoccupation with death than a control
group of 33 patients with benign dysfunc-
tion.'” In this study, preoccupation with death
was related to a depressive coping style and
symptoms of depression and anxiety. Sherman
et al.!! reported higher death anxiety in 38
patients with advanced cancer compared with
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36 cancer patient caregivers. Greater death
anxiety was associated with lower quality of
life. In contrast, in a study of 90 young adult
male cancer survivors and a normative compar-
ison group, death anxiety was related to
somatic and psychological distress, but the can-
cer survivors did not have higher death anxiety
than the comparison group.12 Also, in a recent
study of 254 patients with Stage I—IV ovarian
cancer, 55% reported fear of dying. However,
stage of disease and number of prior treat-
ments were not associated with worry about
dying."?

Thus, the question remains whether cancer
patients with different life expectancies have
different attitudes and emotions toward death
and afterlife. Also, it is unclear whether these
attitudes and emotions toward death and after-
life influence patients’ distress. Therefore, in
the present study, the following three ques-
tions were addressed:

1. Do attitudes and emotions about death
and afterlife differ between cancer
patients without evidence of disease and
advanced cancer patients who are facing
death?

2. Do these attitudes and emotions about
death and afterlife influence patients’ dis-
tress, operationalized as quality of life,
depression, and hopelessness?®

3. Do the relationships among attitudes and
emotions about death and afterlife, and
distress differ between cancer patients
without evidence of disease and advanced
cancer patients?

We approached patients’ attitudes toward
death and afterlife in a differentiated way
and distinguished among an agnostic attitude,
three nonexplicitly religious attitudes, and an
explicitly religious attitude'*'® Moreover, we
did not only examine negative emotions
toward death but also positive, self-directed,
and other-directed emotions."®

Methods

Patients

As part of a larger project on quality of life,
a self-administered questionnaire was given
out to patients without evidence of disease and
advanced cancer patients from the departments

of surgery, urology, gynecology, internal med-
icine, and medical oncology and the palliative
care unit of one university and two general
hospitals; two hospices; and a regional con-
sultation service for palliative care in the
Netherlands. The study was approved by the
institutional medical ethics board, and all par-
ticipating patients gave written informed con-
sent. The inclusion criteria for patients
without evidence of disease were patients
with a history of treatment for a solid tumor;
end of treatment less than one year ago; no
signs of acute treatment toxicities; and no ev-
idence of disease at the moment of inclusion.
Patients who were on adjuvant hormonal
therapy also could be included in this group.
The inclusion criteria for the advanced can-
cer patients were patients with advanced solid
tumors; no longer receiving antitumor thera-
pies; and recovered from acute treatment tox-
icities at the moment of inclusion. Exclusion
criteria for both groups were inability to
read Dutch or extreme morbidity precluding
filling out a questionnaire.

Measurement Instruments

Sociodemographic data were collected from
all participants. Disease information was pro-
vided by the treating physician. Participants
also were asked to indicate whether they
believed in God or a higher being on a scale
from 1 (absolutely not convinced) to 5 (abso-
lutely convinced).

To measure attitudes toward death and after-
life, we used the Dutch measurement instru-
ment developed by Scherer-Rath et al."*'® for
patients who were in the middle of a suicide
crisis. Although the situation of patients in
a suicide crisis may be quite different from
patients confronted with cancer, the common
denominator in these two patient populations
is that they are both confronted with a radical
existential life event. To accommodate poten-
tial differences between the two groups, we
performed a new factor analysis on the origi-
nal items of the instrument (factor analysis
fixed to five factors, oblimin rotation, commu-
nality = 0.2, factor loading = 0.4). Five differ-
ent attitudes toward death and afterlife were
distinguished: an agnostic attitude, three non-
explicitly religious attitudes, and an explicitly
religious attitude (total explained variance
68%). The distinction between agnostic and
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religious attitudes reflected the fact that both
religious and agnostic people try to come to
terms with death. The agnostic attitude
referred to death as a natural ending of life
or doubt about the possibility of any meaning
of death (Cronbach’s alpha [a]=0.73). The
distinction between nonexplicitly religious
and explicitly religious attitudes reflected
that God or transcendency is not always
brought up explicitly. In the nonexplicitly
religious attitudes, the concepts “soul” and
“higher reality” symbolized the transcenden-
tal, whereas in the explicitly religious attitudes,
reference was made to the “one God.” For the
explicitly religious attitude, Cronbach’s a was
0.96. Nonexplicitly religious attitudes were fur-
ther differentiated into the beliefin the continu-
ation of the soul despite death (“continuation,”
Cronbach’s o= 0.92), belief in reincarnation
(“reincarnation,” Cronbach’s o = 0.83), and be-
lief in the reencounter with and community of
all deceased after death (“community,” Cron-
bach’s =0.95). In the data set of Scherer-
Rath, both the religious attitude and agnostic
attitude could be further differentiated. How-
ever, these further differentiations were not
found in our patient population and were, there-
fore, not used in the present study. Each attitude
was scored on a scale from 1 (fully disagree) to 5
(fully agree).

Emotions toward death were measured using
the Self-Confrontation Method developed by
Hermans.'® This is an idiographic method
that may be used to identify specific domains
of value in someone’s life and assess which emo-
tions are attached to these domains.'”'® In our
study, respondents were asked to think of their
own death and then rate the relevance of eight
emotions that reflect four domains of self-
valuation: 1) self-enhancement (strength,
pride: self-directed emotions; Cronbach’s
a=0.69), 2) attachment to others (carefulness,
love: other-directed emotions; Cronbach’s
o =0.85), 3) positive affect (security, warmth:
positive emotions; Cronbach’s a=0.74), and
4) negative affect (loneliness, powerlessness:
negative emotions; Cronbach’s o = 0.68). For
each domain, a sum score was calculated, 0 indi-
cating that the emotion was not present at all
and 10 indicating that the emotion was very
much present.

Opverall quality of life was measured with the
Satisfaction with Life (SWL) scale'® and the

score for global health status from the European
Organization for Research and Treatment of
Cancer Quality-of-Life Questionnaire version
2 (EORTC QLQ-C30v2).*° For the SWL,
a sum score was constructed,'” 5—9 indicating
extremely dissatisfied, 10—14 dissatisfied,
15—19 slightly below average, 20—24 average,
25—29 high satisfaction, and 30—35 very high
satisfaction. The scale for global health status
of the EORTC QLQ-C30v2 ranged from O,
very bad, to 100, excellent (cf. reference values
for the EORTC QLQ-C30 at http://groups.
eortc.be/qol/downloads/reference_values_
manual2008.pdf). The subscales physical func-
tioning, role functioning, social functioning,
and emotional and cognitive functioning of
the EORTC QLQ-C30v2 were used to measure
quality of life in functional terms. The scales
ranged from 0, very bad, to 100, excellent.
The EORTC QLQ-C30 has proven to be a reli-
able and valid measure of quality of life, also
in palliative care cancer patients.”'

Depression was measured by Beck’s Depres-
sion Inventory for Primary Care (BDI-PC).22
The assessment of depression in cancer
patients can be confounded by physical symp-
toms caused by the cancer or its treatment.
The use of the BDI-PC can circumvent this prob-
lem, because it does not include somatic items.
The BDI-PC contains seven items, scored on
a 0—3 scale. A sum score of =4 indicates clini-
cally relevant depression. As depression and
hopelessness are mutually reinforcing but dis-
tinct constructs,”® hopelessness was measured
separately with Beck’s Hopelessness Scale
(Oindicated no hopelessness, 20 indicated max-
imum hopelessness).**

Statistical Analysis

Associations between attitudes and emotions
toward death (low vs. high) and patient charac-
teristics were analyzed using the chi-squared
test and ttests when appropriate. Agreement
with an attitude toward death was computed
“low” if a patient scored <3.5 and “high” if
scored =3.5 (on ascale from 1 to 5). Agreement
with an emotion toward death was computed
“low” if a patient scored <6 and “high” if
scored =6 (on a scale from 0 to 10). To answer
the first research question—Do attitudes and
emotions about death and afterlife differ be-
tween patients without evidence of disease
and advanced cancer patients?—differences in
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means between the two groups were assessed
using covariance analysis with the significant
associations between sociodemographic vari-
ables and attitudes and emotions toward death
as covariates.

To answer the second research question—
Do these attitudes and emotions about death
and afterlife influence patients’ distress, oper-
ationalized as quality of life, depression and
hopelessness’—we  performed correlation
and regression analyses. Associations of atti-
tudes and emotions toward death and afterlife
with measures of quality of life, depression,
and hopelessness were analyzed by partial
correlation analysis including relevant socio-
demographic factors. Relevant factors were
considered to be those sociodemographic
patient characteristics that were significantly
associated with both an attitude and feeling
toward death and any of the measures of qual-
ity of life, depression, or hopelessness. Patient
age, sex, and belief in God or a higher being
were identified as such factors. Significant
associations with a correlation coefficient
r= 0.2 were taken up in a stepwise regression
model including the relevant sociodemo-
graphic factors. In stepwise regression in
SPSS (SPSS Inc., Chicago, IL), each variable
was entered in sequence and its value assessed.
If adding the variable contributed to the
model, then it was retained, but all other vari-
ables in the model were then retested to see if
they were still contributing to the success of
the model. If they no longer contributed sig-
nificantly, they were removed. This method
ensured we would end up with the simplest
equation with the best predictive power. In
case more than one attitude or emotion
toward death and afterlife correlated with
the same outcome variable, they were all taken
up in that regression model.

Finally, to answer the third research
question—Do relations of attitudes and emo-
tions about death and afterlife with distress
differ between patients without evidence of
disease and advanced cancer patients?—it
was assessed whether a significant partial cor-
relation coefficient identified in one patient
group was significantly different from that
in the other patient group, using Fisher’s
r-to-Z formula.”

All statistical analyses were performed with
SPSS (version 16.0.1). Statistical inferences

were based on two-sided tests, with P< 0.05
considered to be statistically significant.

Results

Participants

A questionnaire was administered to 236
eligible patients, 123 cancer patients without
evidence of disease, and 113 advanced cancer
patients. Twenty-three patients without evi-
dence of disease and 40 advanced cancer pa-
tients did not return the questionnaire. In
both groups, the most important reason (50%
in the no evidence of disease group and 39%
in the advanced cancer group) for not partici-
pating was not specified (“I just don’t feel like
filling out the papers anymore”). Eleven pa-
tients in the advanced cancer group deterio-
rated or died before they could return the
questionnaire. Nine patients without evidence
of disease and 16 advanced cancer patients did
not fully complete the scales on attitudes and
emotions toward death and were excluded
from the analysis. Thus, data from 91 patients
without evidence of disease and 57 advanced
cancer patients were available for analysis. Par-
ticipants and nonparticipants did not signifi-
cantly differ by age or sex.

Breast cancer (17%), and prostate, colorec-
tal, and lung cancer (all 7%) were the most
common tumor types. Baseline characteristics
of the sample and baseline characteristics of
the sample by level of agreement with the atti-
tudes and emotions toward death are pre-
sented in Tables 1 and 2.

Research Question 1: Do Attitudes and
Emotions About Death and Afterlife Differ
Between Patients Without Fvidence of Disease
and Advanced Cancer Patients?

The average scores on attitudes toward
death and afterlife were quite similar for pa-
tients without evidence of disease and ad-
vanced cancer patients (Table 3). Both
patient groups scored highest on an agnostic
attitude toward death and afterlife, directly fol-
lowed by belief in the continuation of the soul
despite death. Also, the scores on the emotions
about death were statistically significant be-
tween the without evidence of disease group
and the advanced cancer group, although on
average patients without evidence of disease
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Table 1
Patient Characteristics

No Evidence of  Advanced

Patient Group Disease Cancer
Age (mean £ SD) 53 +14 62+ 10
Karnofsky Performance 95+6 62+17
score (mean £ SD)
Sex (%)
Female 48 (53) 28 (49)
Male 43 (47) 29 (51)
Living with a partner
Yes 75 (84) 38 (68)
No 14 (16) 18 (32)
Education level
Less than vocational 38 (42) 27 (47)
level
Vocational level or 52 (58) 30 (53)
higher
Employment
Yes 41 (46) 17 (30)
No 49 (54) 40 (70)

Believe in God or
a higher being
Yes 69 (76) 43 (77)
No 22 (24) 13 (23)

SD = standard deviation.

scored lower on all emotions toward death
compared with advanced cancer patients. Neg-
ative emotions and other-directed emotions
scored highest in both patient groups.

Research Question 2: Do Attitudes and
Emotions About Death and Afterlife Influence
Patients’ Distress, Operationalized as Quality
of Life, Depression, and Hopelessness?

Tables 4 and 5 show partial correlation and re-
gression analyses of attitudes and emotions to-
ward death and afterlife with SWL, measures
of quality of life, depression, and hopelessness.
In the advanced cancer group, the explicitly re-
ligious attitude was positively correlated with
global health status, but in the regression analy-
sis, it did not show predictive value. In both the
no evidence of disease group and the advanced
cancer group, the agnostic attitude was posi-
tively associated with hopelessness, which re-
mained significant in the regression analysis.
Also, in the advanced cancer group, the agnos-
tic attitude was negatively associated with SWL,
although in the regression analysis the variable
negative emotions toward death was the only
significant predictor for SWL. Of the nonexpli-
citly religious attitudes, the attitude reincarna-
tion was associated with the outcome variables
role function and cognitive function. This

association also had predictive value in the re-
gression analysis.

In the advanced cancer group, other-
directed feelings were negatively associated
with and had negative predictive value for so-
cial function. Although positive emotions
were negatively associated with social function,
this was not significant in the regression analy-
sis. Self-directed feelings were negatively asso-
ciated with and had negative predictive value
for physical function. In the no evidence of dis-
ease group, negative emotions were negatively
associated with social and emotional function
and positively associated with depression.
This remained significant in the regression
analysis.

Research Question 3: Do Relations of Attitudes
and Emotions About Death and Afterlife With
Distress Differ Between Patients Without
LEvidence of Disease and Advanced Cancer
Patients?

Overall, in the no evidence of disease group,
four significant partial correlations were ob-
served of attitudes and emotions toward death
and afterlife with the outcome variables SWL,
measures of quality of life, depression, and
hopelessness. In the advanced cancer group,
nine significant correlations were observed.
Directly comparing these partial coefficients
between the two groups, using Fisher’s r-to-Z
formula, the association negative emotions-
social functioning in the no evidence of dis-
ease group was significantly different from
the advanced cancer group. The following as-
sociations in the advanced cancer group were
significantly different from the no evidence
of disease group: explicitly religious attitude-
global health status; reincarnation-role func-
tioning; reincarnation-cognitive functioning;
other-directed emotions-social functioning.

Discussion

To the best of our knowledge, this is the first
study examining the relation between attitudes
and emotions toward death and afterlife, and pa-
tients’ distress in a group of patients without evi-
dence of disease and advanced cancer patients.
On average, no significant differences were ob-
served in the mean scores on attitudes and emo-
tions toward death for both patient groups. This
is in line with earlier findings that self-reported



Table 2
Patient Characteristics by Level of Agreement with Attitudes and Feelings Toward Death and Afterlife
Karnofsky Living with Education: Belief in God
Attitude or Emotion Performance a Partner <Vocational Employment or a Higher
About Death Patient Group Score Age (SD, n) score (SD, n)  Male Sex (%, n) (%, n) Training (%, n) (%, n) Being (%, n)
Explicitly religious No evidence of disease Low  51.6“ (13.5, 73) 94.9 (6.1, 71) 35 (47.9,73)  63“ (88.7, 71) 29 (40.3,72) 33 (45.8,72) 26’ (35.6, 73)
High  58.6 (12.9,18) 94.4 (7.8, 18) 8 (44.4, 18) 12 (66.7, 18) 9 (50.0, 18) 8 (44.4,18) 18 (100.0, 18)
Advanced cancer Low  59.8“(9.1,36) 64.7 (17.0,30) 22 (61.1, 36) 25 (71.4, 35) 18 (50.0, 36) 12 (33.3, 36) 8 (22.2, 36)
High  66.4 (10.4,21) 58.9 (17.9, 19) 7 (33.3, 21) 13 (61.9, 21) 9 (42.9, 21) 5 (23.8,21) 20 (100.0, 20)
Agnostic No evidence of disease Low  49.2% (13.8, 39) 94.9 (6.4, 39) 20 (51.3, 39) 31 (83.8, 37) 16 (42.1, 38) 21 (53.8,39) 21 (53.8, 39)
High 55.8 (12.8,52) 94.8 (6.5, 50) 93 (44.2,52) 44 (84.6,52) 22 (42.3,52) 20 (39.2,51) 23 (44.2, 52)
Advanced cancer Low 63.3 (11.5, 27) 57.0 (14.3, 23) 12 (44.4, 27) 14 (53.8, 26) 12 (44.4, 27) 10 (37.0,27) 16 (59.3, 27)
High  61.3 (8.6,30) 67.3 (18.7, 26) 17 (56.7, 30) 24 (80.0, 30) 15 (50.0, 30) 7 (23.3,30) 12 (41.4, 29)
Reincarnation No evidence of disease Low  52.8 (13.9, 83) 95.0 (6.5, 81) 40 (48.2,83) 70 (86.4, 81) 36 (48,9, 82) 36 (43,9,82) 38 (45.8, 83)
High  54.5 (10.0,8) 925 (4.6, 8) 3 (37.5, 8) 5 (62.5, 8) 2 (25.0, 8) 5 (62.5, 8) 6 (75.0, 8)
Advanced cancer Low 62.2 (9.8,52)  62.6 (17.9, 45) 28 (53.8, 52) 35 (68.6, 51) 25 (48.1, 52) 15 (28.8,52) 24 (47.1, 51)
High  62.6 (13.2,5) 60.0 (11.5, 4) 1 (20.0, 5) 3 (60.0, 5) 2 (40.0, 5) 2 (40.0, 5) 4 (80.0, 5)
Community No evidence of disease Low 53.7 (12.8, 78) 95.0 (6.2, 76) 39 (50.0, 78) 68" (88.3, 77) 31 (40.3, 77) 33 (42.9, 77) 35 (44.9, 78)
High 484 (17.4,13) 93.8 (7.7, 13) 4 (30.8, 13) 7 (8.3, 12) 7 (53.8, 13) 8 (61.5, 13) 9 (69.2, 13)
Advanced cancer Low 62.7 (9.4, 45)  64.4 (17.8, 41) 27° (60.0, 45) 31 (70.5, 44) 23 (51.1, 45) 11 (24.4, 45)  18° (40.9, 44)
High  60.7 (12.4, 12) 52.5 (11.6, 8) 2 (16.7, 12) 7 (58.3, 12) 4 (33.3, 12) 6 (50.0, 12) 10 (83.3, 12)
Continuation No evidence of disease Low 54.4 (12.7, 64) 95.0 (6.2, 62) 30 (46.9, 64) 58° (90.6, 64) 29 (46.0, 63) 25 (39.7, 63)  25” (39.1, 64)
High  49.6 (15.2,27) 94.4 (7.0, 27) 13 (48.1, 27) 17 (68.0, 25) 9 (33.3, 27) 16 (59.3, 27) 19 (70.4, 27)
Advanced cancer Low  59.8“(8.2,33) 65.2 (18.2,29) 21 (63.6, 33) 24 (75.0, 32) 16 (48.5, 33) 9 (27.3, 33) 8” (25.0, 32)
High  65.6 (11.5,24) 585 (15.7, 20) 8 (33.3,24) 14 (58.3,24) 11 (45.8,24) 8 (33.3,24) 20 (83.3, 24)
Other-directed feelings  No evidence of disease Low 51.3 (14.0, 65) 95.0 (6.4, 64) 34 (52.3, 65) 55 (87.3, 63) 25 (39.1, 64) 30 (46.2, 65) 31 (47.7, 65)
High  57.1 (11.5,26) 94.4 (6.5, 25) 9 (34.6, 26) 20 (76.9, 26) 13 (50.0, 26) 11 (44.0, 25) 13 (50.0, 26)
Advanced cancer Low 59.1¢(8.3,27) 67.1 (16.8,24) 17 (63.0,27) 20 (76.9,26) 12 (44.4,27) 11 (40.7,27) 11 (40.7, 27)
High  65.1 (10.7, 30) 58.0 (17.1, 25) 12 (40.0, 30) 18 (60.0, 30) 15 (50.0, 30) 6 (20.0, 30) 17 (58.6, 29)
Self-directed feelings No evidence of disease Low 53.7 (12.6, 72) 95.2 (6.1, 71) 34 (47.2, 72) 61 (85.9, 71)  26“ (36.6, 71) 30 (42.3, 71) 35 (48.6, 72)
High  50.1 (16.8,19) 93.3 (17.7, 18) 9 (474, 19) 14 (77.8, 18) 12 (63.2, 19) 11 (57.9, 19) 9 (47.4,19)
Advanced cancer Low 63.2 (9.7,48)  63.1 (17.9, 41) 24 (50.0, 48) 30 (63.8, 47) 22 (45.8, 48) 12 (25.0, 48) 24 (50.0, 48)
High  57.2 (10.8,9) 58.8 (14.6, 8) 5 (55.6, 9) 8 (88.9,9) 5 (55.6, 9) 5 (55.6, 9) 4 (50.0, 8)
Positive feelings No evidence of disease Low 52.6 (12.8, 67) 95.0 (6.4, 66) 34 (50.7, 67)  59“ (89.4, 66) 28 (42.4, 66) 32 (48.5, 66) 33 (49.3, 67)
High  54.0 (15.7,24) 94.3 (6.6, 23) 9 (87.5, 24) 16 (69.6, 23) 10 (41.7, 24) 9 (37.5,24) 11 (45.8, 24)
Advanced cancer Low  61.1 (8.5,40) 64.7 (17.6,36) 23 (57.5,40) 28 (71.8,39) 19 (47.5,40) 13 (32.5,40) 16“ (40.0, 40)
High 649 (12.9,17) 56.2 (15.6, 13) 6 (35.3, 17) 10 (58.8, 17) 8 (47.1, 17) 4 (23.5,17) 12 (75.0, 16)
Negative feelings No evidence of disease Low 52.1 (14.3, 64) 95.0 (6.4, 64) 30 (46.9, 64)  49“ (79.0, 62) 28 (43.8, 64) 29 (45.3, 64) 28 (43.8, 64)
High  55.1 (11.5,27) 94.4 (6.5, 25) 13 (48.1,27) 26 (96.3,27) 10 (38.5,26) 12 (46.2,26) 16 (59.3, 27)
Advanced cancer Low 63.7 (9.8, 34)  61.3 (19.1, 30) 18 (52.9, 34) 23 (67.6, 34) 17 (50.0, 34) 12 (35.3, 34) 17 (50.0, 34)
High  60.1 (10.1, 23) 64.2 (14.6, 19) 11 (47.8, 23) 15 (68.2, 22) 10 (43.5, 23) 5(21.7,23) 11 (50.0, 22)

SD = standard deviation.

Karnofsky Performance score was measured on a scale of 0—100, in which 0 indicates dead and 100 indicates asymptomatic. Agreement with an attitude toward death and afterlife was computed “low” if
a patient scored <3.5 and “high” if scored =3.5 (on a scale from 1 to 5). Agreement with an emotion about death was computed “low” if a patient scored <6 and “high” if scored =6 (on a scale from

0 to 10).

“Significant difference between low and high scores, P< 0.05.
’Significant difference between low and high scores, P< 0.01.
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Table 3
Mean Values of the Attitudes and Feelings
Toward Death and Afterlife

No Evidence of Advanced

Disease Cancer

Explicitly religious

Mean 2.86 2.80

SE 0.09 0.11
Agnostic

Mean 3.48 3.42

SE 0.08 0.10
Reincarnation

Mean 2.47 2.29

SE 0.09 0.11
Community

Mean 2.63 2.74

SE 0.09 0.12
Continuation

Mean 3.04 3.23

SE 0.09 0.11
Other-directed

feelings

Mean 4.11 5.27

SE 0.35 0.45
Self-directed feelings

Mean 2.75 3.52

SE 0.29 0.38
Positive feelings

Mean 3.50 4.10

SE 0.32 0.41
Negative feelings

Mean 4.34 4.97

SE 0.33 0.42

SE = standard error.

Mean scores and SEs of attitudes and feelings about death and af-
terlife are given for the group of patients without evidence of dis-
ease and advanced cancer patients. Mean values are corrected for
the sociodemographic variables sex, age, living with a partner, ed-
ucation, and belief in God or a higher being that were significantly
associated with attitudes or feelings about death and afterlife
(cf. Table I). For scale ranges, see Methods. To assess differences
in means, covariance analysis was performed using sex, age, living
with a partner, education, and belief in God or a higher being as
covariates. No significant differences between the two patient
groups were observed.

fear of death was not significantly different in
a group of terminally ill patients compared
with controls or across different disease
stages.”'*?% Looking at the four associations
of attitudes and emotions toward death and
afterlife with aspects of quality of life observed
in the palliative group, which were absent in
the curative group (i.e., explicitly religious
attitude-global health status; reincarnation-role
functioning; reincarnation-cognitive function-
ing; other-directed emotions-social function-
ing), this may suggest that the relation of
attitudes and emotions with quality of life is
stronger in the group of advanced cancer pa-
tients who were facing death than in the group
of patients without evidence of disease. How-
ever, vice versa, in the group without evidence

of disease, an association was observed that
was not present in the advanced cancer group
(namely, negative emotions-social function-
ing). Therefore, in patients with advanced can-
cer, the relation between attitudes and feelings
toward death and quality of life, depression,
and hopelessness was not necessarily stronger
compared with patients without evidence of dis-
ease, but rather in both groups different rela-
tionships were observed.

Let us look in more detail into the observed
relationships. In the group without evidence of
disease, only (negative) emotions toward
death were related to aspects of quality of life
and depression. Attitudes toward death and af-
terlife were not related to any of the outcome
variables, except for the association of the ag-
nostic attitude with hopelessness, which we
will discuss below. In contrast, in the advanced
cancer group, several attitudes toward death
and afterlife were related with measures of
quality of life and hopelessness. This suggests
that when one is faced with imminent death,
finding meaning and value becomes a more
central focus of attention.?” In fact, in termi-
nally ill patients, concerns about meaning
and value may be more prominent than com-
plaints about physical symptorns.28 All emo-
tions toward death showed negative
correlations with measures of quality of life
and a positive correlation with depression.
Apparently, any emotion toward death, even
if its content is positive, has a negative conno-
tation in terms of distress. However, this does
not imply that the content of the emotion is
of no importance at all, because, for example,
other-directed feelings were specifically related
to social function and self-directed feelings to
physical function.

In both the group of patients without evi-
dence of disease and the advanced cancer pa-
tients, the agnostic attitude was associated
with hopelessness. Previously, it has been ar-
gued that not the content of a belief is impor-
tant but rather the certainty with which a belief
is held.”® Patients appear to derive comfort
from a firm belief, whatever the content of
that belief may be. Based on our results, this
conclusion should be nuanced. Patients with
a firm belief that life ends with death and there
is no meaning to death score higher on hope-
lessness. The lack of meaning may be crucial in
this respect. In dealing with the finitude of life,



Table 4
Partial Correlations Between Attitudes and Emotions Toward Death and Afterlife and Measures of Quality of Life, Depression, and Hopelessness
Explicitly Other-Directed Self-Directed Positive Negative
Religious Agnostic Reincarnation Community Continuation feelings feelings Emotions Emotions
NED Adv NED Adv NED Adv NED  Adv NED Adv  NED Adv NED Adv NED Adv NED Adv
SWL r —0.308“ 0.259 —0.351"
sig 0.039 0.086 0.018
Global health  r 0.388" —0.207 0.278 —0.228
status sig 0.009 0.059 0.064 0.132
Physical r —0.248 —0.323“ —0.226 0.260
function sig 0.101 0.031 0.135 0.084
Role r 0.448" —0.225
function sig 0.002 0.138
Social r —0.420" —0.293 —0.296" —0.255°
function sig 0.004 0.051 0.049 0.019
Emotional r -0.258 —0.330"
function sig 0.087 0.002
Cognitive r 0.297¢ 0.208
function sig 0.048 0.171
Depression r —0.249 0.295"
sig 0.099 0.006
Hopelessness  r 0.263“  0.366"
sig 0.016 0.013

NED =no evidence of disease group; Adv = advanced cancer group.
Partial correlation coefficient ris given when r=0.200. Control variables were age, sex, and belief in God or a higher being.

“P<0.05.
'pP<0.01.

9¢01

1D 12 UINOYADDT UDN

1102 2unf 9 “oN It 19



Vol. 41 No. 6 June 2011

Perspectives on Death and Afterlife 1057

Table 5

Stepwise Regression Analysis of Attitudes and Emotions Toward Death and Afterlife and Measures of Quality
of Life, Depression, and Hopelessness

Dependent Independent Standardized
Variable Group Model Variables Coefficients Beta  Sig. R change R Adjusted B
SWL Advanced cancer 1 Negative —0.298 0.027  0.089“  0.089“ 0.072
emotions
Physical function No evidence of 1 Belief in God or —0.223 0.034 0.050“ 0.050“ 0.039
disease a higher being
2 Belief in God or —0.222 0.031 0.047°  0.097“ 0.077
a higher being
Sex —0.218 0.034
Advanced cancer 1 Self-directed —0.317 0.018  0.101“  0.101 0.084
emotions
Role function Advanced cancer 1 Sex —0.278 0.038 0.077“  0.077¢ 0.060
2 Sex —0.385 0.005  0.107*  0.184" 0.153
Reincarnation 0.344 0.011
Social function  No evidence of 1 Negative —0.223 0.024
disease emotions
2 Negative —0.232 0.024  0.050“  0.050“ 0.039
emotions
Age 0.217 0.035  0.047“  0.097“ 0.076
Advanced cancer 1 Other-directed —0.302 0.027  0.091“  0.091“ 0.074
emotions
Emotional No evidence of 1 Negative —0.343 0.001 0.118° 0.118" 0.108
function disease emotions
Advanced cancer 1 Age 0.275 0.040 0.076“  0.076" 0.058
Cognitive Advanced cancer 1 Reincarnation 0.316 0.018 0.100“ 0.100" 0.083
function
Depression No evidence of 1 Negative 0.315 0.003 0.099” 0.099” 0.089
disease emotions
Hopelessness No evidence of 1 Agnostic attitude 0.241 0.022  0.058“  0.058“ 0.047
disease
Advanced cancer 1 Agnostic attitude 0.287 0.037  0.082"  0.082“ 0.064

Stepwise regression analysis was performed of attitudes and emotions toward death and afterlife on relevant measures of quality of life, depression,
and hopelessness as determined from the correlation analysis (see Methods). Patient age, sex, and belief in God or a higher being were entered in
each model as independent relevant sociodemographic variables. Per outcome variable, all significant models are shown with the independent

variables, which were entered successively.
“P<0.05.
’P<0.01.

the ability to ascribe meaning is essential and,
indeed, may be more important than the spe-
cific content that reflects this meaning.* How-
ever, if the only “meaning” that can be given is
“meaningless,” this may not provide the com-
fort and sense of hope that patients need
when they are confronted with death. It should
be noted that hope is essential for the well-
being of patients, even in the last phase of
life.”>*' Hope should not be equated with
hope of cure because it also may be hope for
valued and caring relationships or reconcilia-
tion with life and death.”™

Limatations of the Study

Clearly, from our study, no definite conclu-
sion can be drawn about the causal or influen-
tial relationship between the life phase of
a patient (no evidence of disease vs. advanced
cancer) and the relation of attitudes and

emotions about death and afterlife with dis-
tress. A longitudinal follow-up study would be
necessary to corroborate our suggestion that
the relation between attitudes and emotions
about death and afterlife, and patients’ distress
changes in the course of illness, when the pros-
pects of a patient change from the curative to
the palliative setting, or even vice versa.>® Also,
our patient group was relatively small, and we
have tested multiple hypotheses, with the pos-
sibility of reporting spurious associations.
Ideally, because of our relatively small study
sample, our results should be validated in
a second independent set of data to allow for
definite conclusions. Finally, the observed cor-
relations were not very strong, and it is still an
open question whether direct counseling of
patients, either in the curative or the palliative
setting, on attitudes and emotions about death
and afterlife will reduce distress, although
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a pilot study has suggested that preparation
and life completion discussion may improve
functioning and quality of life in seriously ill
patients.?’7 Awaiting the results of further stud-
ies on this issue, we advocate that if physicians
are confronted with patients who are overtly
struggling with the finitude of their lives,
they should start an appropriate counseling
trajectory. Therefore, clinicians should be at-
tentive to beliefs and feelings of patients re-
garding death and afterlife. As many
clinicians feel uncertain about these issues,
well-developed training programs for clini-
cians are urgently needed.*®*

Conclusion

Patients without evidence of disease and ad-
vanced cancer patients do not have different
attitudes or emotions toward death, but the re-
lation of these attitudes and emotions with
quality of life, depression, and hopelessness
varies between the two groups. When there is
no evidence of disease, negative emotions
play the most important role, whereas in the
setting of advanced cancer, attitudes toward
death and afterlife, which may provide mean-
ing and value, become more prominent. A
careful exploration of these attitudes and emo-
tions is essential to provide optimal cancer
care.
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