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previous work, whereas those of action-diagnosis and
action-prognosis are told less. This difference may be
because the contents explained by patients in lower stages
are harder to avoid disclosure. Patients in these stages,
especially in action-hospitalization and surgery, can be
expected to tell their children about their illness although
they find more negative aspects than positive aspects for
telling. Therefore, it is possible that they have great distress
and special needs for support from others. A significant
finding of this research is how to identify the group of
patients who have special needs for support by dividing
patient’s actions that tell about illness to children into
detailed aspects. A quantitative study using the categories
found in this study will empirically prove the detailed
mechanism of the patients’ decision-making process. And
based on the results of a future quantitative study, guide-
lines for supporting patients in telling their children are
expected to be developed.

In addition, this study found that the categories that have
high frequency differ between stages. Especially the
categories of factors that promote explanation that were
indicated varied most by preparatory stage. This means that
the positive aspects of telling about illness significantly
recognized by patients depend on which stage they are in.
In our research, the categories that seem to be in common
with previous research [1], such as fostering comprehension
of the situation, occur more in lower stages but not so much
in higher stages. On the other hand, the categories of factors
that prevent explanation that show high frequency were
common to action-hospitalization and surgery, action-
diagnosis, and action-prognosis. In the four action stages,
there were many references to increasing concerns and
increasing emotional burden. Other than this, there were
many remarks about negative aspects for their children.
This result contradicts the fact that many children benefit
from being told about their parent’s illness [I, 13].
Considering these results, it may be most effective to
emphasize the merit of telling about illness according to the
patient’s stage, thereby reducing patient concems about
negative effects to their children regardless of stage and
supporting the patient. For example, it will be helpful to
hand out leaflets about the benefit of disclosing about
illness. This study has several limitations. First, the number
of participants is small. However, compared with previous
qualitative studies of this kind [1, 18], the number in this
study can be said to be relatively sufficient. Second, the
patient remarks about lower stages did not occur so often.
Participants were encouraged to talk freely about their
experience from the point when they were told about
their diagnosis till the present retrospectively, but there
were few participants who told about their experiences
when they have told their children nothing about their
illness. Further rescarch about the relevant factors for
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patients who have not disclosed their illness to children is
needed for practical support. Third, all participants were
recruited from a cancer institution. In previous studies, it
was reported that the percentage of patients who reveal a
diagnosis to their children is about 50% [2]. However, in
our study, over 70% of participants told their children that
they were diagnosed with cancer. This may be because all
of the participants were patients in a cancer institution and
it is difficult not to reveal the diagnosis when their children
visit them in hospital. Fourth, we did not consider the
influence of stage of cancer, developmental stage of
children, and the time point of data collection in relation
to diagnosis. Especially it is hard to consider the influence
of developmental stage of children. This is because, in this
study, many of participants had two or more children and,
thus, it is difficult to identify which child the patients
regarded each positive or negative aspects of disclosure.
These factors can be thought to relate with patients’
communication style and positive or negative aspects of
disclosure which patients consider. It is expected to
explore these relations in a further study with bigger
sample size.

Conclusion

This study identified the six stages of decision-making by
Japanese breast cancer patients about telling their children
regarding their illness and named these stages as follows:
contemplation, preparation, action-hospitalization and
surgery, action-adjuvant therapy, action-diagnosis, and
action-prognosis. Patients in lower stages, especially in
action-hospitalization and surgery, can be expected to tell
their children about their illness although they consider
more negative aspects than positive aspects and have great
distress and special needs for support from others. The
result of this study provided us with some useful informa-
tion on establishing support guideline for breast cancer
patients telling their children about their illness.
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Abstract

Purpose The aim of this study was to clarify factors related
to the preference of place for end-of-life cancer care and
death, from the perspective of the bereaved family.
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Methods In June 2007, in Japan, a cross-sectional anony-
mous questionnaire, which included a well-validated scale of
component factors of hospice outcome, was administered to
the bereaved family members (N=294) of cancer patients
who had died at home at least 6 months ago. Participants
were recruited from 14 home hospices across the nation. We
asked the preference of place for end-of-life care and death.
Results Fifty-eight percent of participants preferred home
settings for end-of-life care and 68% preferred to die at
home. Multivariate logistic regression identified: (1) males,
participant who had other caregivers, a higher-good death
concept, and those who experienced mastery as a conse-
quence of caregiving were more likely to prefer home for
end-of-life cancer care and (2) males, participant who had
other caregivers, and experienced reprioritization as a
consequence of caregiving and those who were enrolled
in home hospice services for more than 60 days were more
likely to prefer to die at home.

Conclusions Home hospice services need to be developed
in Japan so that family support programs can be initiated
carly enough to support the family burden of houschold
maintenance and caring for the patient. Quality improve-
ment of home hospice services will support patients and
families through end-of-life care and facilitate a good death
at home.

Keywords Preference - Hospice care - Home care service -
Place for end-of-life care - Place of death

Introduction

Although approximately half of Japanese people express a
preference for home care after being diagnosed with a
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terminal illness [1], 94% of patients with cancer died in
hospital wards, and only 6% of patients died in their own
homes (Japanese census data available online at http://www.
mhlw.go.jp). Compared with other countries, the proportion
of home deaths in Japan is very small [2-6]. Dying and
death at a preferred place is an important consideration for a
good death [7], but there is discordance between preference
and actual location and place of death because decision-
making about cancer care and death are related to hope and
complicated by matters such as quality of care, human
resources, emotional and physical burdens, and the experi-
ence and attitude of patients and their families.

The Japanese Ministry of Health, Labor, and Welfare has
supported the provision of palliative care services with
National Medical Insurance since 1990. Specialized home
care suppott clinics were defined in 2006 and are expected
to provide home care for patients in the community, with
24-h care provided by physicians or nurses. In addition,
these clinics are intended to support community-dwelling
patients in cooperating with hospitals, other clinics,
palliative care units (PCUs), and visiting service by doctor,
nurse, helper, pharmacist, volunteer, clergy complying with
patient and family's request. The clinics can obtain
additional remuneration for their work with terminally iil
patients at home and for deaths occurring at home. This
new homecare sysiem is expected to support patients with
cancer at home and to increase the proportion of deaths
occurring at home [8]. But, there are few specialized home
care support clinics and few palliative care teams or home
hospices in Japan. :

While there is general agreement that the majority of
cancer patients prefer home death, there is continuing
discussion over the effects of home death on caregivers.
The caregiver role has a negative impact on such areas as
caregiver health, personal schedule, anxiety, energy, social
life, finances, and family relationships [S, 9-11]; however,
there are also positive influences such area as patient's
quality of life, death in the location the patient desired,
emotional support, overall assessment about quality of
care [12--15]. If political and economical forces compel a
shift from hospital care to community care, in order to
reduce social medical expenses, there could be a failure to
meet the end-of-life needs of cancer patients and their
families {16].

Informal care resources, management of the physical
symptoms, experience of service, and existential perspec-
tives are influential in preference of place of death [17]. For
the most part, recent critical debate about the place for end-
of-life care and place of death have tended to center around
the detection of participant's demographic and clinical
characteristics and structural and institutional aspects. There
is a lack of research about the experience of service and the
existential perspectives and relation to preference. To
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improve quality of home hospice services, we need to
consider the essential elements that promote positive out-
comes of service rather than trying to control difficult
factors. We selected Good Death Inventory (GDI), Care
Evaluation Scale (CES), and Caregiving Consequences
Inventory (CCI) to measure outcomes for hospice care
because these instruments were developed to evaluate good
death, structure and process of care, and caregiving
consequences, respectively. This article focuses on prefer-
ence of cancer care location and place of death and the
relationship of the actual experiences of the bereaved
family in caring, dying, death, and evaluation of services.

Methods
Participants and procedures

This study was part of a nationwide survey in Japan, and the
protocol has been described previously [18]. We asked 17
home hospice agencies to participate, and 14 home hospice
agencies (82%) agreed. The geographical distribution of
facilitics was nationwide. We asked each home hospice
agency to identify eligible bereaved family members for this
study who had experienced the death of a loved one from
November 2004 to October 2006. The inclusion criteria were
as follows: (1) patient died at home before at least § months
ago, (2) patient was aged 20 years or more, and (3) bereaved
family member was aged 20 years or more. Finally, 467
potential study subjects were listed, and 20 were excluded by
exclusion criteria: (1) could not identify the bereaved family
member's address, (2) participant would have suffered
serious psychological distress as determined by the primary
physician, and (3) participant was incapable of replying to a
self-reported questionnaire [18]. Finally, we mailed 447
questionnaires for cross-sectional survey in June 2007, and a
reminder was sent after 1 month to those who did not
respond. We asked the primary caregiver to complete the
questionnaire. Thirteen questionnaires were undeliverable,
and 311 were returned. Among the respondents, 17 refused
to participate, and finally, 294 responses were analyzed
(effective response rate=68%). The ethical and scientific
validity of this study was approved by the institutional
review boards of ecach participating institution and the

. University of Tokyo (Secretariat Office).

Measurements

Preference of place for end-of-life cancer care and place
of death

Participants were asked to choose a preferred place for end-
of-life care and death from three options: a home setting, an
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acute hospital unit, or a PCU. They were instructed to make
the choice under the assumptions that life expectancy was
1-2 months due to incurable cancer; physical symptoms
would be controlled, and assistance would be required to
accomplish daily activities.

Good death inventory, short version

The GDI was developed for evaluating good death from the
bereaved family member's perspective by rating the
agreement for each item on a seven-point Likert scale [7].
A high score indicated achievement of good death. The
validity and reliability of GDI short version were confirmed
{Chronbach's alpha=0.84 in this study) [19].

Care evaluation scale, short version

We used the CES short version to evaluate the structure and
process for end-of-life care from the bereaved family's
perspective by rating each item on a six-point Likert scale.
The score transformed to a 0-to-100-point scale, and a high
score indicated excellent care. The validity and reliability
were confirmed (Chronbach's alpha=0.92 in this study)
[20]).

Caregiving consequence inventory

We used the CCI to measure the caregiver's experience by
rating each item on a seven-point Likert scale. The CCI
has four perceived reward domains (mastery, appreciation
for others, meaning in life, and reprioritization) and one
perceived burden domain with 16 attributes. The validity
and reliability of this scale were tested [21], and
Chronbach's alpha of each domain in this study ranged
from 0.86 to 0.92.

Qverall care satisfaction

We asked the question: “Overall, were you satisfied with
the home hospice service?” The participants were asked to
respond using a six-point Likert scale from 1: absolutely
dissatisfied to 6: absolutely satisfied.

FParticipant characteristics

Information was collected about the bereaved family
membet's age, sex, and health status during the caregiving
period; relationship with the patient; frequency of attending
to the patient; presence of other caregivers; and financial
expenditures during the last month of the patient's life.
Information about the patient's age, sex, site of cancer,
hospital days, and length of time since death was also
collected.

Analysis

The characteristics of participants were analyzed using
descriptive statistics. To define the potential determinants
of place for end-of-life cancer care and death, the
dependent variables were split into two categories: home
and facilities (hospital and palliative care unit), and
preliminary univariate analyses were conducted using Chi
square test, Fisher exact test, linear-by-linear association,
and univariate linear logistic regression as appropriate. The
univariate analyses and multiple logistic regression via
backward elimination analysis (p<0.2) were performed.
Then, the final determinants of preference of place for end-
of-life cancer care and death using independent variables
were identified by univariate analyses (p<0.2). The
significance level was set at p<0.05 (two-tailed), and all
data analyses were conducted using SPSS 14.0 Japanese
version for Windows.

Results
Characteristics of participants

Characteristics of participants are shown in Table 1. Sixty-
two percent of the respondents were male. The mean length
of home hospice days was 68+95. For the bereaved family
members, 20% were males; 93% attended to the patient
every day, and 32% had no other caregiver.

Preference of place for end-of-life cancer care and death

Preferences of place for end-of-life cancer care and
death are shown in Fig. 1. Of 294 participants, 170
(58%) and 200 (68%) preferred the home as the place
for end-of-life cancer care and the place of death,
respectively; 109 (37%) and 82 (28%) preferred the
palliative unit for care and death, respectively; and 15
(5%) and 12 (4%) prefetred the hospital for care and
death, respectively.

Differences among preference of place for end-of-life
cancer care and death: results of univariate analyses

For end-of-life cancer care and preference of place:
gender of patient (p=0.046), gender of primary family
caregiver (p=0.000), presence of other caregivers (p=
0.027), GDI (p=0.001), overall satisfaction (p=0.118),
and each reward domain of CCI (p=0.011~0.087) differed
among groups. For place of death: gender of patient (p=
0.111), gender of primary family caregiver (p=0.007),
length of home hospice care (p=0.114), presence of other
caregivers (p=0.072), GDI (p=0.012), and each reward
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Table 1 Characteristics of participants (N=294)

Table 1 (continued)

Number Percentage Number Percentage
Patients Cost of medicine for the month before death (thousand yen)
Age, in years (mean % SD) 72413 <99 114 39
<49 17 6 100-199 78 27
50~59 30 10 200-399 59 20
60~69 58 20 400-599 14 S
70~79 99 34 >600 16 65
>80 90 30 Time since patient's death, in years 1.340.55
Sex {mean x SD)
Male 181 61 <1 132 45
Female 111 38 12 17 0
Length of home hospice care, in days 68495 >3 43 15
(mean = SD) Good Death Inventory (mean = SD) 4.79 0.80
<60 181 62 Care Evaluation Scale (mean = SD) 82.04 13.81
>60 113 38 Satisfaction®
Origin of cancer Satisfaction 266 90
Lung and bronchiolar 63 21 Dissatisfaction 16 5
Esophagus and stomach 44 15 Caregiver Consequence Inventory
Liver and pancreas 50 17 Appreciation for others (mean = SD) 5.88 097
Intestinal 54 19 Meaning in life (mean £ SD) 5.23 1.21
Others 83 28 Reprioritization (mean =+ SD) 5.72 1.14
Bereaved family members Magtery (mean =+ SD) 5.04 133
Age, in years (mnean * SD) 61+12 Burden (mean =+ SD) 3.82 1.55
<49 50 17 — -
50~59 38 30 PCU plalhatilv; czm:i unit ; | 298 and 1008
60~69 83 28 IS:L::Ir:g tv(::]‘:; N and percentage do not equal and 100% due to
70~79 37 20 * Evaluated using a Likert scale with scoring ranging from 1 to 6
>80 16 5 Score from one 1o three were indicative of dissatisfaction, and score
Sex from four to six were indicative of satisfaction
Male 60 20
Femalo 230 e domain of CCI (p=0.021~0.049) differed among groups
Health status (Table 2).
Good 76 26
Moderately good 157 33 Related factors for preference of home care and home
Moderately poor 40 14 death: results of multivariate logistic regression
Poor 7 2
Relationship Multivariate logistic regression identified four factors (p <
Spouse 166 56 0.2) for those who were more likely to prefer home as their
Child 79 27 choice for end-of-life cancer care: (1) male participants
Child-in-law 34 12 (OR, 3.44; 95% CI, 1.69, 7.03); (2) availability of other
Parent 4 1 caregivers (OR, 1.56; 95% ClI, 0.90, 2.71); (3) higher good
Sibling 6 2 death concept (OR, 1.45; 95% CI, 1.00, 2.10), and (4)
Other 4 1 expetience of mastery as a consequence of caregiving (OR,
Frequency of attending patient 1.21; 95% CI, 0.97, 1.52). Male participants (OR, 3.10;
Every day 274 93 95% Cl, 1.44, 6.67), who had other caregivers (OR, 1.51;
4-6 daysiweek 12 4 95% CI, 0.86, 2.68), and experienced reprioritization as a
Less than 3 days/week 6 2 consequence of caregiving (OR, 1.47; 95% CI, 1.15, 1.88)
Presence of other caregivers and were enrolled in home hospice services for more than
Present 200 68 60 days (OR, 1.62; 95% CI, 0.92, 2.86) were more likely to
Absent 93 32 prefer to die at home (Table 3).
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Fig. 1 Preference of place for end-of-life cancer care and death for participants (N=294)

Discussion

This study was conducted to investigate the preferences of
place for end-of-life care and death and related factors. We
elicited information from the primary family caregiver who
had a loved one who died of cancer at home. We used
outcome measurements of hospice services. We found that
58% of participants preferred home for end-of-life care and
68% preferred to die at home. Gender of participants and
the presence of other caregivers were related to preference
of location for care and place of death. A good death
concept and mastery as a caregiver consequence were
related to the preference of place of cancer care only. For
place of death, reprioritization as a caregiver consequence
and length of home hospice care were related. There are
differences in related factors for preferences for cancer care
location and place of death. Agar et al. reported that “place
of care” and “place of death” are not synonymous,
suggesting that these are related to different concepts and
needed to be asked separately [22].

Among our sample, preference for home as the place for
end-of-life cancer care and place of death was higher in
comparison with the non-bereaved general population of
Japan. Forty-six percent of the non-bereaved general
population preferred the home for cancer care and 55%
preferred to die at home [1]. And the bereaved family who
was familiar with PCU care was likely to prefer PCU as the
cancer care location and place of death [1]. Preferences for
place of care and death are influenced by the experience
and the quality of service not the kind of service. The
general Japanese public assumes that home death is
impossible, because of uncontrollable symptoms, anxiety
about the progressive worsening of illness, and concern
about the burden for the family. Even though there are few
home hospices or PCUs in Japan, there is a need to
decrease anxicty and misunderstanding about home hospice
services and home death. Therefore, active dissemination of
information to the general public about home hospice and
the available support resources is needed to increase the
public's awareness of options.

We found that males were more likely than females to
prefer home for end-of-life care and place of death. This
finding is in accordance with other studies [4, 23-27].
Generally, in Japan, a male would expect his wife to
provide care, but a female would not expect her husband to
assume a caregiver role or to take on the housework and
also would not want to be a burden for the children. This
suggests that home hospice should include family care and
respite care. For those who preferred home, another person
was likely to be available to assist with care. A sufficient
number of caregivers, living with relatives, and frequent
contact with healthcare professionals are important elements
for improving the quality of home hospice care [4, 25, 28,
29]. Therefore, respite care and family care are nceded to
empower family caregivers and reduce caregiver burden,
which would increase the possibility of home death.

Bereaved family members who preferred home for their
place for end-of-life care were likely to have higher
evaluations of decedent's death as good and mastery of life
as a consequence of the caregiving experience. Bereaved
family members who did not prefer the home presented low
in good death inventory and each domain of the caregiving
consequence inventory by univariate analysis. Yao et al.
reported that a home-death group had higher good-death
assessment than a hospice-death group [30]. These results
suggest that improving the quality of dying is an important
factor in the preference of the home for cancer care, and the
caregiver can experience feelings of control over life by
overcoming difficulties.

Those who had reprioritization of life as a positive
caregiving consequence and had mote than 60 days of
home hospice service preferred the home for place of death.
While past research has documented the dichotomous
negative [S] and positive effects of caregiving [21, 31—
33], there has been little research into the details of
caregiving consequences and the influence on preference
for place of care and death. Concerns about being a burden
to others is reported as the major consideration in decision-
aking regarding the place of death [34], but, in our study,
preference for home is likely to be associated with the
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Table 2 Differences in demographic characteristics and clinical characteristics of participants for preference of place (N=294)

Variable Place for end-of-life cancer care Place of death
No. of participants (%) p value No. of participants (%) p value
Home Facilities Hoine Facilities
Patients
Age, in years (mean % SD)*
<49 9 (56) 7 (43) 0.640 11 (73) 427 0.520
50~59 16 (55) 13 (45) 18 (62) 11 (38)
60~69 3257 24 (43) 37 (66) 19 (34)
70~79 S5 (57) 41 (435) 62 (65) 33 (35)
>80 51 (60) 34 (40) 61 (73) 23 (27)
Sex®
Male 93 (53) 83 (47) 0.046* 111 (64) 63 (36) 0.111
Female 68 (65) 36 (35) 76 (74) 27 (26)
Length of home hospice care, in days (mean + SD)"
<60 days 98 (56) 77 (44) 0.458 111 (64) 62 (36) 0.114
>60 days 65 (61) 42 (39) 78 (74) 28 (26)
Site of cancer®
Stomach and esophageal 24 (59) 17 (41) 0.894 28 (70) 12 30) 0.613
Lung 38 (61) 24 (39) 44 (72) 17 (28)
Liver, pancreas 23 (47) 26 (53) 28 (58) 20 (42)
Intestinal : 32 (60) 21 (40) 37 (70) 16 (30)
Others 46 (60) 31 (40) 52 (68) 25 (32)

Bereaved family members
Age, in years (mean % SD)*

<49 27 (56) 21 (44) 0.400 36 (77) 11 (23) 0.968
50~59 47 (55) 38 (45) 50 (60) 33 (40)
60~69 46 (59) 32 (41) 55 (70) 23 (30)
70~79 32 (57) 24 (43) 36 (64) 20 (36)
>80 11 (73) 4Qmn 12 (30) 3 (20)
Sex®
Male 45 (79) 12 (21) 0.000%* 47 (83) 19 (17) 0.007*
Female 115 (52) 106 (48) 139 (64) 79 (36)
Relationship®
| Spouse 97 (59) 67 (41) 0.626 109 (67) 54 (33) 0.795
. Others 66 (56) 52 (44) 80 (69) 36 (31)
( ~ Presence of other caregivers®
Present 120 (62) 73 (38) 0.027* 136 (71) 55 (29 0.072
Absent 42 (48) 46 (52) 52 (60) 35 (40)
Cost of Medicine for the month before death (thousand yen)*
<99 65 (60) 44 (40) 0.854 77 (M) 31 29) 0.741
100-199 42 (58) 31 (42) 46 (63) 27 (37)
200-399 27 (47) 30 (53) 37 (65) 20 (35)
400-599 ) 10 (41) 4(29) 11 (79) 32D
>600 10 (62) 6 (38) 10 (67) 5(33)
Time since patient's death, in years (nean + SD)*
<1 71 (56) 55 (44) 0.666 80 (64) 46 (36) 0.316
1-2 67 (59) 47 (41) 81(72) 31 (28)
>3 25 (59) 17 (41) 28 (68) 13 (32)
Gnr 1.72 (1.25-2.35) 0.001* 1.51 { 1.09-2.10) 0.013*
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Table 2 (continued)

Variable Place for end-of-life cancer care Place of death
No. of participants (%) . p value No. of participants (%) p value
Home Facilities Home Facilities
CES? 1.00 (0.99-1.02) 0.784 1.004 (0.99-1.02) 0.670
Overall satisfaction®
Satisfied 157 (59) 109 (41) 0.118 181 (69) 83 31) 0.258
Dissatisfied 6 (38) 10 (62) 8 (53) 7 (46)
CCI
Appreciation for others® 131 (1.02-1.67) 0.033* 1.31 (1.01-1.68) 0.038*
Meaning in life? 1.23 (1.01-1.51) 0.043 1.32 (1.07-1.63) 0.010*
Reprioritization” 1.36 (1.08-1.70) 0.008* 1.46 (1.15-1.84) 0.002*
Mastery? 1.39 (1.14-1.68) 0.001* 1.38 (1.13-1.67) 0.002*
Burden’ 0.74 (0.46-1.20) 0.220 0.81 (0.49-1.34) 0414

Facilities: hospital or palliative care unit
* Linear-by-linear association

" Fisher exact test

Chi square test

d'Univariate linear logistic regression
#p<0.05

**p<0.001

positive consequences and not the burdens. Thus, emotional
and psychological support is needed so that caregivers can
have a positive point of view about priorities or values.
Participants who had more than 60 days of home hospice
service were more likely to prefer the home for their place
of death. Length of service might be important because it
could affect payment and intensity of the experience. While

there are reports about the differences of length of service
among care settings [35-37], the preference of place and
the relationship to length of service has not been consid-
ered. However, short enrollment periods could impede the
full benefit of hospice care [37]; therefore, we recommend
that short-term enrollment in home hospice is inappropriate -
because early entry would benefit the patient and family

Table 3 Independent factors of preference for home evaluated by logistic regression backward elimination

Variable® Place for end-of-life cancer care Place of death
OR 95% CI p value OR 95% CI p value

Gender of family member 3.44 1.69-7.03 0.001 3.10 1.44-6.67 0.004
Presence of other caregiver 1.56 0.90-2.71 0.112 1.51 0.86-2.68 0.153
Good death concept 1.45 1.00-2.10 0.050 Not in the model

CCl, mastery 1.21 0.97-1.52 0.090 Not in the model

CCI, reprioritization Not in the model 1.47 1.15-1.88 0.002
Length of home hospice care Not in the model 1.62 0.92-2.86 0.094
Cox & Snell R 0.114 0.086
Nagelkerke R? 0.153 0.120

The dependent variable had two categories: home and general hospital or PCU

OR odds ratio; 95% CI confidence interval

Variables with a significance level <0.2 in the univariate analysis of preference place were entered. (These variables are listed in Table 2)
Good death concept and CCI-Mastery are only in the logistic regression model of place for end-of-fife cancer care

Length of home hospice care and CCI Reprioritization are only in the logistic tegression model of place of death

# Variables with a significant correlation with preference place (<0.20) are listed
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who desire home death. There are, however, a number of
problems that remain to be explored, such as the complex
structures of delivery and payment systems which differ
greatly. Our research offers evidence that a good death is
important for place of care, and length of service influences
the preference for place of death. Further research is needed
to explain these findings.

Limitations and future perspectives

Currently, there is no registered home hospice system in
Japan; therefore, we seclected participant home hospice
agencies as a convenience sample. The participating agencies
are staffed by home hospice experts; thus, our findings may
not be entirely representative of care received by bereaved
families in home care settings throughout Japan. In future
studies, we would like to conduct a nationwide survey of
preferences for place of care and place of death from a sample
of patients and bereaved families who use general home care
services. We plan to investigate factors that influence the
decision-making process of cancer care and place of death.

Conclusions

To our knowledge, our report is the first to investigate the
relationship of the experience of a loved one's death in a
home hospice setting to the family caregiver's preference of
place for end-of-life care and death. We identified pre-
dictors of preference of place for end-of-life care and death:
good death concept, quality of structure and process of
service, and caregiver consequences. Home hospice care
and home death are currently difficult to achieve in Japan,
but the desire for home death is linked to the increased
availability and increased public awareness of home
hospice services; therefore, it is important for the public
to be informed. In addition to early entry into home hospice
setvices, quality improvement of specialized clinics, ade-
quate application of nursing care insurance, and a family
support system will empower caregivers.
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9576 General Poster Session (Board #K13), Mon, 8:00 AM - 12:00 PM

Code status documentation in the outpatient electronic medical records of
patients with metastatic cancer. J. Greer, J. Temel, S. Admane, J. Solis, T.
Lynch, W. Pirl; Massachusetts General Hospital, Boston, MA

Background: Advanced care planning is an essential component of cancer
care for patients with incurable malignancies. However, the extent to which
clinicians clearly document end-of-life care discussions and code status
preferences in ambulatory medical records is unknown. The goal of the
study was to investigate the rate of code status documentation in the
electronic longitudinal medical record (LMR) of patients with metastatic
cancers. Methods: We conducted a retrospective review of outpatient
medical records of 2498 patients with metastatic solid tumors seen at an
academic cancer center from 10/1/06 through 2/29/08. An electronic
database was used to gather information ori patient demographics, cancer
type, and visits to the cancer center. The sample consisted of patients with
metastatic breast, colorectal, non-colorectal gastrointestinal (Gl), bladder/
kidney, ovarian, prostate, and lung cancers. For the study endpoints, we
queried the LMR to determine completion and designation of code status,
which could be documented as follows: full code, do not resuscitate
(DNR)/do not intubate (DNI), or DNR/DNI with specific resuscitation
requests. Multiple logistic regression was used to identify independent
predictors of code status completion and resuscitation preference. Results:
Among the 2498 patients, 508 (20.3%) had a documented code status.
Code status was documented more frequently in patients with metastatic
non-colorectal GI (193/609, 31.7%) and lung (179/583, 30.7%) cancers
compared to patients with genitourinary malignancies (bladder/kidney
[4/89, 4.5%], ovarian [4/93, 4.3%] and prostate [7/365, 1.9%] cancers).
Independent predictors of having documented code status included cancer
type and a greater number of visits to the cancer center. Younger patients
and black patients were less likely to be designated as DNR/DNI. Conclu-
sions: Despite the incurable nature of metastatic cancers, a minority of
patients had a code status documented in the outpatient medical record.
Given the importance of advanced care planning for those with terminal
iliness, interventions are needed to encourage discussion and documenta-
tion of end-of-life care preferences in patients with advanced cancer.

9578 General Poster Session (Board #K15), Mon, 8:00 AM -12:00 PM

Exploration of hereditary cancer and feasibility of genetic services atthe end of
life. J. M. Quillin, J. N. Bodurtha, L. A. Siminoff, T. J. Smith; Virginia
Commonwealth University, Richmond, VA

Background: For families, optimal hereditary cancer assessment begins

with an affected relative. End of life could be the last chance for testing or.

DNA banking. Many palliative care oncologists do not feel qualified to offer
genetic services and are rarely doing so (NSGC, 2008). The genetic burden
of cancer in palliative care is unknown. Methods: We investigated preva-
lence of hereditary cancer among dying cancer patients, previous genetic
testing or DNA banking, and -awareness and intentions regarding these
services. In spring/summer 2008 we recruited and interviewed patients (or
surrogate decision makers) from the VCUHS Palliative Care Unit. Genetic
risk was characterized as “strong” using classification criteria developed by
Scheuner et al. (1997) or other consensus diagnostic criteria. Statistics
were assessed using SAS 9.1.3. Results: 43 (47%) patients (including 9
surrogates) agreed to participate. The most common diagnoses were
leukemias/lymphomas (n=9), and cancers of the lung (n=8), colon (n="5),
and breast {(n=4). 8 of 43 (18.6%, 95% Cl = 7.0% to 30.2%) patients had
“strong” genetic risk. Currently available genetic tests could have ad-
dressed risk for several patients, especially for HNPCC and hereditary
breast/ovarian cancer. None had previous testing or DNA banking. Of
strong-risk patients (or surrogates), 7 (87.5%) had heard/read “almost
nothing” or “relatively litile” about testing. All had heard/read little or
nothing about DNA banking. 83% would “probably get tested” if offered,
and 72% would “probably” or “definitely” bank DNA. There were no
significant differences by race/ethnicity, nor by genetic risk. Conclusions:
The genetic burden of cancer may be at least as high in the palliative care
population as in other clinical settings and is not being discovered
upstream. Patient interest in genetic services is high, but awareness is-low.

9577 General Poster Session (Board #K14), Mon, 8:00 AM - 12:00 PM

J-HOPE study: Evaluation of end-of-life cancer care in Japan from the
perspective of bereaved family members. M. Mivashita, T. Morita, K. Sato, S.
Tsuneto, Y. Shima; The Universily of Tokyo, Tokyo, Japan; Seirei Mika-
tahara Hospital, Hamamatsu, Japan; Osaka University, Suita, Japan;
Tsukuba Medical Center Hospital, Tsukuba, Japan

Background: The Japan Hospice and Palliative Care Evaluation (J-HOPE)
study was conducted in 2007 and 2008. The aim of the study was to
evaluate the quality of end-of-life care at regional cancer centers (CCs), .
inpatient palliative care units (PCUs), and home hospices (HHs) in Japan
from the perspective of bereaved family members. Methods: A nationwide
cross-sectional mail syrvey was conducted in 2007 and 2008. The survey
was sent to bereaved families 6-18 months after the death of a patient at
56 CCs, 100 PCUs, or 14 HHs. Outcome measures were the good death
inventory, the care evaluation scale, and overall satisfaction with care. The
protocol of this study was approved by the institutional review boards of
each participating institution. Results: Of the 13,181 bereaved family
members that received the survey, 8,163 (62%) participants returned their
responses. Among bereaved family members, significantly fewer responded
that patients were free from physical distress at CCs (50%) than PCUs
(80%) and HHs (73%) (P<0.0001). Significantly fewer patients trusted
the physicians at CCs (79%) when compared with PCUs (83%) and HHs
(88%) (P<0.0001). Significantly fewer patients were valued as people at
CCs (83%) than PCUs (93%) and HHs (95%) (P<0.0001). In addition,
significantly fewer participants felt physicians should have worked to
improve the patients' symptoms more quickiy at- CCs (55%) when com-
pared with PCUs (78%) and HHs (77%) (P<0.0001). Significantly fewer
participants felt nurse should improve their knowledge and skills regarding
end-of-life care at CCs {51%) when compared with PCUs (76%) and HHs
(78%) (P<0.0001). A total of 51% of participants reported that nurses
should improve their knowledge and skills regarding end-of-life care.
Finally, significantly fewer participants were satisfied with the end-of-life
care provided by CCs (80%) when compared with PCUs (93%) and HHs
(94%) (P<0.0001). Conclusions: Overall, the bereaved family members
appreciated the end-of-life care provided by CCs, PCUs, and HHs in Japan.
However, in some situations, the quality of end-of-life care provided by CCs
was lower than that provided by PCUs and HHs.

9579 General Poster Session (Board #K18), Mon, 8:00 AM - 12:00 PM

Carrelates of hospice use in elders with cancer. C. Owusu, S. Koroukian, E.
Madigan; Case Western Reserve Universily, Cleveland, OH

Background: Use of hospice has remained relatively low. We aim to identify
correlates of hospice in elders with cancer, hypothesizing that the presence
of functional limitations and geriatric syndromes are associated with
hospice usg, independently of age and comorbidities. Methods: The study
population included Ohio residents age 65 years or older, diagnosed with
breast (n=774), prostate (n=271), or colorectal cancer (n=1,011) during
the period 07/1999-12/2001, receiving care through the Medicare
fee-for-service system, and first receiving home health care (HHC) in the 30
days before or after cancer diagnosis. This strategy was aimed at obtaining
clinical data at baseline, as documented in the HHC Outcome Assessment
Information Set (OASIS). Our data source consisted of records from the
Ohio Cancer Incidence Surveillance System (OCISS) linked with Medicare
data, and the OASIS. In addition to descriptive analyses, muitivariable
logistic regression analysis was conducted to evaluate the association
between hospice use, comorbidity, functional limitations, and geriatric
syndromes, after adjusting for patient and tumor attributes. Resuits:
Respectively across the anatomic cancer sites, hospice was used by 9.8%,
22.5%, and 25,1%, of patients. Hospice use increased significantly with
age, and was higher among men than women. No differences in hospice use
were observed by race, Medicaid status, or the presence of comorbidities.
Conversely, hospice use was significantly higher (p < 0.001) among
patients with functional fimitations (24.0% vs. 16.5% in all others), and
those with geriatric syndromes (23.8% vs. 15.3% in all others). Results
from the multivariable logistic regression analysis indicated that comorbidi-
ties and functional limitations were not associated with hospice use,
whereas patients with geriatric syndromes were 1.5 times as likely as those
without geriatric syndromes to use hospice (adjusted odds ratio (AOR): 1.5,
95% confidence interval (1.2-1.9). Conclusions: The findings highlight the
importance of clinical data that extend beyond comorbidities, when
analyzing hospice use. Given marked differences in the disease trajectory
across the anatomical cancer sites, future studies should analyze these
associations separately in breast, prostate, and colorectal cancer patients.
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Value of religious care for relief of psycho-existential
suffering in Japanese terminally ill cancer patients: the
perspective of bereaved family members
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Abstract

Objective: This study aimed to clarify the experience of bereaved family members of cancer
patients regarding the usefalness of religious care (perceived usefulness). The value of this care
to palliate psycho-existential suffering in future patients was also examined (predicted
usefulness).

Methods: A questionnaire was sent to 592 bereaved family members of cancer patients who
were admitted to certified palliative care units in Japan. Responses were obtained from 378
families, indicating whether the patient received religious care, the perceived usefulness of the
care, and its predicted usefulness for palliation of psycho-existential suffering.

Results: About 25% (N = 83) indicated that the patient had received religious care, whereas
75% (N =255) had not received it. Families of patients who had received religious care
evaluated pastoral care workers (86%), religious services (82%), and religious music (80%) as
‘very useful’ or ‘useful’. Families predicted usefulness of religious care for future patients:
attending a religious service (very useful or useful, 56%; not useful or harmful, 44%), a
religious atmosphere (48%, 52%), meeting with a pastoral care worker (50%, 50%), and
religious care by physicians (26%, 74%), and nurses (27%, 73%). Families with a religion
were significantly more likely to rate religious care as useful for future patients.

Conclusions: Families of patients who received religious care generally evaluated this care to
be very useful or useful. For future patients, some families felt that religious care would be
useful, but some did not. In Japan, religious care is more likely to provide benefits to patients
who have a religion.

Copyright © 2009 John Wiley & Sons, Ltd.
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considerable overlap and distinct characteristics of
religion and spirituality [2] The National Cancer

Background

The World Health Organization has stated that
palliative care should be spiritual as well as physical,
social, and psychological [1]. Spirituality has been
identified as one of the key concerns of dying
patients who require support, and spiritual care has
been shown to contribute to patient comfort at the
end of life. Koenig et al. highlighted both the

Copyright © 2009 John Wiley & Sons, Ltd,

Institute defines religion as a set of beliefs and
practices associated with a religion or denomination,
and spirituality as the search for ultimate meaning
through religion or other paths. In the current work,
we use similar definitions of ‘religion’ and ‘spiri-
tuality’. We consider that a religious service such as
prayer in Christianity has a role in spiritual care.



As many as 50% of cancer patients report
becoming ‘more religious’, or that their ‘illness
has strengthened their faith’, and religion and
spirituality are positively associated with better
quality of life, psychological adjustment, and well-
being [3]. Previous studies have shown that the
spirituality of patients who participate in clinical
research is positively associated with quality of life
and that they trust in both God and medicine [4].
Religious and spiritual beliefs provide patients with
a framework for ascribing meaning to the illness
and answers to existential questions [5]. Religious
resources may serve multiple functions in long-
term adjustment to cancer, including maintaining
self-esteem, giving emotional comfort, and provid-
ing a sense of meaning and purpose [6]. Religious/
spiritual coping, which is defined as the use of
cognitive and behavioral techniques that arise out
of one’s religion or spirituality, in the face of
stressful life events [7] may serve similar purposes
and provide a sense of hope [8]. These studies show
the importance of the religious and spiritual aspects
of care for cancer patients.

Chaplaincy provides a kind of spiritual care in
palliative care. Kernohan et al. {9] examined the
spiritual needs of 62 patients in Northern Ireland
and found that 92% had faith in God or a Higher
Being. The majority of the participants (82%) felt
their spiritual needs had been addressed and viewed
their interaction with the chaplaincy service as
positive, Alferi et al. [10] found differences in
religious coping strategies between Catholic and
Evangelical women, including the need for social
support from church members, attending church
meetings, talking to a priest or minister, and taking
comfort in religion. Moreover, Dann et al. [11]
demonstrated a preference of religious care based
on Sacred Gathering, with 80% or more subjects
agreeing that music, prayer, and scripture were
important in care. Astrow et al. [12] found that
many patients wanted to be asked about their
religion or spirituality in a study of outpatients in
the Northeastern United States.

In Japan, Miyashita et al. [13,14] have examined
the concept of ‘good death’ in the general popula-
tion and among bereaved families. Bereaved
families were chosen as participants since many
terminally ill cancer patients are too physically
and mentally vulnerable to participate in such
studies [15]. As a consequence, surveys of termin-
ally ill patients are likely to be unrepresentative
and/or biased [16]. Family members are potential
proxies for terminally ill patients and surveys of
bereaved relatives may therefore be of value. Thus,
postbereavement evaluations of end-of life care
have been conducted worldwide [14]. Miyashita
et al. found that bereaved families in Japan
identified ‘religious and spiritual comfort’ as a
factor in achieving a good death at the end of life
[13]. However, cultural differences were also

Copyright © 2009 John Wiley & Sons, Ltd.
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apparent in this study, since Steinhauser et al.
[17] showed that 89 and 85% of American patients
emphasized ‘being at peace with God’ and ‘prayer’,
respectively, whereas the corresponding figures
were 37 and 52% in the Japanese subjects in
Miyashita et al. [13]. Moreover, 96% of American
subjects [17] but only 50-69% of Japanese
subjects [13] emphasized the importance of ‘know-
ing what to expect about one’s physical condition’
in achieving a good death.

Thus, it is unclear if the results of studies of
religious care in Western countries would also be
obtained in Japan. Therefore, to clarify views on
religious care and improve spiritual care in Japan,
we examined these issues from the perspective of
bereaved families. The aim of the study was to
clarify (1) the perceived value of religious care
performed in certified palliative care units and (2)
the potential value of this care for palliating
psycho-existential suffering for future patients.

Subjects and methods

Participants

The most common type of specialized palliative care
service in Japan is the Palliative Care Unit, There-
fore, we chose bereaved family members of patients
in Palliative Care Units as the subjects of the study.
All these units provide palliative care through a
multidisciplinary team including attending physi-
cians, nurses, psychiatrists, clinical psychologists,
and medical social workers. Some Palliative Care
Units provide regular religious care by pastoral care
workers or priests. The details of the service
contents have been given in a previous study [18].
Primary physicians identified potential partici-
pants based on the following inclusion criteria: (1)
bereaved family members of an adult cancer
patient (one family member was selected for each
patient), (2) aged 20 years old or more, (3) capable
of replying to a self-reported questionnaire, (4)
aware of the diagnosis of malignancy, and (5) no
serious psychological distress recognized by the
primary physicians. The last criterion was adopted
on the assumption that primary physicians could
identify families who might suffer a serious
psychological burden due to this survey. Comple-
tion and return of the questionnaire was regarded
as consent to participate in this study. The ethical
and scientific validity of the study were confirmed
by the institutional review board of each hospital.

Questionnaire

The questionnaire was developed following previous
studies of religious services in palliative care
[11,12,19]. Families rated whether they did or did
not receive religious care on a there-point scale
(‘received in the hospital’, ‘received outside the
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hospital’, ‘not received’). If ‘not received’ was chosen,
the reasons were selected from four choices: ‘Patients
did not need this care or had a bad image of religion’,
‘Consciousness or physical condition became too bad
to receive religious care’, ‘Patients did not know how
to obtain religious care, although they wanted this
care’, and ‘other reasons’. Also, families indicated
whether the patient did or did not have a religion
(Christianity, Buddhism, or Shinto) at the time of
diagnosis as ‘Yes’ or ‘No’. The family was asked to
rate the perceived usefulness of religious care received
by the patient in a palliative care unit on a four-point
scale (‘very useful’, ‘useful’, ‘not so useful’, ‘harm-
ful’). The categories of care included ‘Attending a
religious service’, ‘Reading books or watching videos
about religion’, ‘Listening to reading of Buddhist
scriptures or the Bible’, ‘Listening to religious
music’, ‘Religious atmosphere in hospitals’, ‘Reading
religious periodicals published by hospitals’, ‘Meet-
ing with a pastoral care worker’, ‘Physicians talking
about religious topics and praying’, ‘Nurses talking
about religious topics and praying’, and ‘Physicians
or nurses with a religion’. In addition, families were
asked to report whether the patient had expressed an
opinion regarding the usefulness of religious care,
using a five-point scale (‘very useful’, ‘useful’, ‘not so
useful’, ‘harmful’, ‘did not express’).

The families were also asked to report whether
they had an experience in which they wished for a
religious service, but were rejected to receive such a
service due to a hospital regulation (e.g. a religious
group was not allowed to visit the patients). All
families also rated the usefulness of religious care
for future patients (predicted usefulness) on a four-
point scale (‘very useful’, ‘useful’, ‘not so useful’,
‘harmful’) in the categories of ‘Attending religious
events (such as religious services, prayer, sermons,
worship)’, ‘Religious atmosphere in hospitals’,
‘Meeting with a pastoral care worker’, ‘Physicians
talking about religious topics and praying’, ‘Nurses
talking about religious topics and praying’, and
‘Physicians or nurses with a religion’.

Procedure

The study was performed as part of a large cross-
sectional anonymous nationwide survey of be-
reaved families of cancer patients who had been
admitted to 100 palliative care units in Japan. The
structure of the Palliative Care Unit has been
described in a previous study [18]. Questionnaires
were mailed to bereaved families in June 2007, and
again to nonresponding families in August 2007.
This study was permitted from the Ethical com-
mittee of St. Mary’s College.

Analysis

The differences in predicted usefulness were classi-
fied based on the absence or presence of a religion,

Copyright © 2009 John Wiley & Sons, Ltd.

with the significance of differences determined
using a ” test.

Results

Perceived usefulness of religious care

The survey was conducted for 592 bereaved family
members of cancer patients who were admitted to
palliative care units in Japan. Responses were
obtained from 378 families, and 281 of these
responses were suitable for analysis. Table 1 sum-
marizes the background of the participants
(bereaved family members). Of the responses, 25%
(VN =283) indicated that the patient had received
religious care and 75% (IV = 255) had not received
this care. From the families’ perspective, patients did
not receive religious care because ‘Patients did not
need this care or had a bad image of religion’
(n=113, 44%), ‘Consciousness or physical condi-
tion became too bad to receive religious care’
(n=97, 38%), ‘Patients did not know how to
obtain religious care where there were religious
resources, although they wanted this care’ (n= 10,
4%), and other reasons (n = 36, 14%). Two families
among all respondents (n=2, 1%) reported that
they were denied religious care due to hospital
regulations, although they actually wanted this care.

Table 2 summarizes the perceived usefulness of
religious care received by patients in palliative care
units. Families of patients with religious beliefs at
the time of diagnosis (which we refer to as families
with religion) regarded the following activities to be
‘very useful’ or ‘useful: ‘Attending a religious
service’ (82%), ‘Reading books or watching videos
about religion’ (64%), ‘Listening to reading
Buddhist scriptures or the Bible’ (68%), ‘Listening
to religious music’ (80%), ‘A religious atmosphere
in hospitals’ (78%), ‘Reading religious periodicals
published by hospitals’ (38%), ‘Meeting with a
pastoral care worker’ (86%), ‘Physicians talking
about religious topics and praying’ (54%), ‘Nurses
talking about religious topics and praying’ (64%),

Table I. Characteristics of bereaved family members

Characteristics % Number
Mean age (years) 6004127
Gender 302 114
Male 698 264
Female
Relationships to the patient:
Spouse of patient 505 142
Children of patient 306 86
Sonvin law/wife 64 18
Parent of patient 2.1 6
Brother or sister of patient 68 19
Others 36 10
Religion
Present 373 114
None 627 192
Psycho-Oncology (2009)
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Table 2. Perceived-usefulness for the religious care, which bereaved family members received in palliative care unit

Very useful Useful Very usefultuseful Notso useful Harmful Total

No. % No. % No % No. % No. % No.
Attending a religious service 13 30 23 52 36 82 7 16 | 2 44
Reading books or watching videos about religion 6 17 17 47 23 64 12 33 | 3 36
Listening to reading Buddhist scriptures or the Bible 9 22 19 46 28 68 | 27 2 5 4|
Listening to religious music 16 36 19 43 35 80 8 18 | 2 44
Religious atmosphere in hospitals 15 27 28 45 43 78 2 o 0 0 55
Reading religious periodical published by hospitals 2 6 10 31 12 38 19 59 | 3 32
Meeting with a pastoral care worker 17 35 25 Si 42 86 6 12 i 2 49
(Buddhist priest, priest, chaplain father, sister)
Physicians talking about religious topics and praying 10 29 9 26 19 54 15 43 | 3 35
Nurses talking about refigious topics and praying 7 19 16 44 23 64 12 33 I 3 36
Physicians or Nurses have a religion 14 33 15 36 29 69 13 31 0 0 42

and ‘Physicians or nurses with a religion’ (69%).
Moreover, based on families who reported that the
patient expressed an opinion regarding religious
care, patients found this care to be ‘very useful’ or
‘useful’ (n =39, 98%), ‘not so useful’ (n=1, 1%)
and ‘harmful’ (n =1, 1%).

Usefulness of religious care for future patients

Table 3 summarizes the predicted usefulness of
religious care for future patients based on experi-
ences of bereaved families. The following religious
care was predicted to be ‘useful’ (‘very useful’ or
‘useful’) or ‘not useful’ (‘not so useful’ or ‘harmful’):
‘Attending religious events’ (56% useful, 44% not
useful), ‘A religious atmosphere in hospitals’ (48%,
52%), ‘Meeting with a pastoral care worker’ (50%,
50%), ‘Physicians talking about religious topics and
praying’ (26%, 74%), ‘Nurses talking about religious
topics and praying’ (27%, 73%), and ‘Physicians or
nurses having a religion’ (40%, 60%). In particular,
religious care offered by physicians or nurses was
considered ‘harmful’ by 20-21% of families.

Table 4 summarizes the differences in the
predicted usefulness of religious care for future
patients for those with and without a religion.
Families with a religion felt that religious care was
much more useful than those without a religion:
‘Attending religious events’ (p = 0.001), ‘Religious
atmosphere in hospitals’ (p = 0.082), ‘Meeting with
a pastoral care worker’ (p=10.000), ‘Physicians
talking about religious topics and praying’
(p = 0.146), ‘Nurses talking about religious topics
and praying’ (p = 0.112), and ‘Physicians or nurses
with a religion’ (p = 0.01).

Discussion

Perception of religious care received by patients
in palliative care units

Over 80% of the families of patients who received
religious care felt that attending a religious service,

Copyright © 2009 John Wiley & Sons, Ltd.

listening to religious music, a religious atmosphere,
and meeting with a pastoral care worker was ‘very
useful’ or ‘useful’. In particular, the perceived
usefulness of meeting with a pastoral care worker
(86%) and attending a religious service (82%) was
high in this study. The importance of meeting with
a pastoral care worker is in accord with the study
of Kernohan et al., in which 82% of patients felt
their spiritual needs had been addressed and viewed
their interaction with the chaplaincy service in
a positive manner [9]. The usefulness of music and
a religious atmosphere is also in accord with a
previous study, in which Dann et al. demonstrated
that services (music, ritual, and prayer) in sacred
gatherings were helpful for cancer patients [12]. On
the other hand, the reason for the low percentage
of families who felt that reading periodicals
published by hospitals was useful (38%) may be
that the contents of the periodicals are designed for
general patients, rather than focusing on psycho-
existential care for terminally ill cancer patients. It
is also possible that patients near to the end of life
do not have the strength to read and may prefer
religious care that has a lower physical burden.
Overall, families of patients who received religious
care generally felt that the care was useful. In
addition, 95% (N = 39) of patients who expressed
an opinion on religious care (n = 41) felt that the
care was ‘very useful’ or ‘useful’. Considering these
evaluations, the results indicate that both families
and patients who received religious care were
generally satisfied with the care.

About 75% of patients did not receive religious
care, with the major reason being that the patients
did not want this kind of care. These results differ
from those in a Western study, in which over two-
thirds of 53 admitted patients (70%, n = 37) were
visited by a chaplain within two days. In addition,
14% of families reported that the patient did not
receive religious care because their religion differed
from that of the care offered by hospitals.
Considering these results and those from other
studies that suggest that patients want religious or
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Table 3. Estimated-usefulness of religious care for future patients from bereaved family members’ perspective

Very  Useful Veryuseful+ Notso Harmful Not so useful+  Total
useful useful useful harmful

No. % No. % No. % MNo. % No. % No. % No. %
Attending religious events 32 11 136 45 168 56 116 39 14 8 130 44 298 100
Religious atmosphere in hospitals 32 d 38 143 48 119 40 34 2 153 52 296 100
Meeting with a pastoral care worker 36 12 112 38 148 50 114 39 31 |l 145 50 293 100
(Buddhist priest, priest, chaplain father, sister)
Physicians talking about religious topics and praying 15 5 57 21 72 26 149 54 57 20 206 74 278 100
Nurses talking about religious topics and praying 15 5 6 22 77 27 145 52 58 21 203 73 280 100
Physicians or Nurses have a religion 28 10 85 30 I3 40 136 47 38 I3 174 60 287 100
Table 4. Estimated-usefulness of religious care for future patients separated by presence or absence of a religious belief
Item Families with a religion Families without a religion © P

Very use- Notso  Harmfull! Veryuse- Notso  Harmful/

fulluseful useful nuisance fulluseful useful nuisance

No. % No. % No. % No. % No. % No. %
Attending religious events 67 74 22 24 2 2 84 5 73 4 10 6 134 000!
Religious atmosphere in hospitals 56 60 29 3I 8 9 75 46 69 42 20 12 50 0082
Meeting with a pastoral care worker 67 71 22 23 5 5 66 41 70 44 24 15 218 0.000
Physicians talking about refigious topics and praying 29 34 44 52 2 14 39 25 82 52 36 23 38 0l46
Nurses talking about religious topics and praying 3 3 4 51 12 14 4 26 79 50 37 24 44 0112
Physicians or nurses with a religion 5/ 55 33 36 9 0 5 35 8 52 2i 13 93 0010
spiritual care [12,20], it may be important to  Limitations

develop medical facilities in which religious care
is available in the form desired by patients.

Usefulness of religious care for future patients

About half of the families felt that the following
care would be ‘very useful’ or ‘useful’ for future
patients: ‘Attending religious events’, ‘There is a
religious atmosphere’ and ‘Meeting with a pastoral
care worker’. However, about 70% families felt
that ‘physicians (or nurses) talking about religious
topics and praying’ was ‘Not so useful’ or
‘harmful’. These results seem to be inconsistent
with findings in Western culture that patients
require physicians to participate in their religious
care, with studies showing that most patients want
physicians to consider their spiritual needs in the
overall plan of care [21] and that over 50% of
patients thought it appropriate for physicians to
inquire about their religious belief [12]. One reason
for this difference may be that only about 30% of
the Japanese population has a religion, and most
people want physicians or nurses to act principally
as medical professionals without a religious ele-
ment in their work. The finding that families with a
religion were more likely to find this activity more
useful strengthens this interpretation, and we
believe that religious care in Japan is likely to be
more beneficial to patients with a certain religion.

Copyright © 2009 John Wiley & Sons, Ltd.

This study has several limitations. First, data were
obtained from bereaved family members, and it
thus uncertain if the same view would be obtained
from terminally ill cancer patients. Although we
investigated whether patients expressed an opinion
about the usefulness of religious care, an inves-
tigation of religious care given to terminally ill
cancer patients in certified palliative care units
would be useful. Second, all subjects received
specialized palliative care service, and some of
these services are funded by religious foundations
(mainly Christian) in Japan. Therefore, the results
might not be applicable to other patients and
families.

Conclusion

The families and patients who received religious
care generally evaluated the religious care as
very useful or useful. For future patients, some
families thought religious care would be useful, but
many thought that such care provided by physi-
cians and nurses was not so useful or even harmful.
Religious care may be more beneficial for patients
who desire this care and for those with a religion.
For patients without a religion, general psycho-
existential care [22-24] may be preferable as an
alternative.
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Religious Care Required for Japanese
Terminally 11l Patients With Cancer

From the Perspective of Bereaved

Family Members
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Tatsuya Morita, MD, Kei Hirai, PhD, Ryo Kawamura, MA,

Miyashita Mitsunori, RN, PhD,

Kazuki Sato, RN, MHIthSci, and Yasuo Shima, MD, PhD

The aim of this study was to explore the most suitable reli-
gious care for Japanese terminally ill patients with cancer
based on the opinions of bereaved family members. A
multicenter questionnaire survey on palliative care ser-
vice was sent to 592 bereaved family members of patients
with cancer who were admitted to palliative care units in
Japan, and 430 responded by mail. In the section of the
questionnaire about religious care, 382 responses were
used for quantitative analysis, and 71 responses about
religious care for qualitative analysis. In the current
study, the 71 responses were grouped into families with
and without a religion and were analyzed qualitatively.
Families with a religion (N = 28) chose answers such as
“Instrumental care” such as music or a religious event,

“Freedom of choice of kinds for religious care,” “Staff

involvement of religious care,” “Meeting with a pastoral
care workers,” and “Burden of offering a different kind of
personal religion.” In contrast, families without a religion
(N = 44) chose answers such as “Instrumental care,”
“Freedom of choice whether patients receive religious care
ornot,” “Spiritual care,” “Not being able to accept religious
care,” and “Burden of thinking about a religion and nui-
sance.” These findings suggest that Japanese bereaved
families with a religion generally regard religious care
positively and prefer care through their own religion,
whereas some families without a religion require religious
care but some do not prefer it.

Keywords: religious care; Japanese; bereaved families;
terminal; cancer; qualitative study
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Background

Terminally ill patients with cancer are likely to
search for the meaning of life or existence and may
have concerns regarding religion. Spirituality con-
sists of 2 main factors, the meaning of life and faith
or religious belief,! which refer not just to a particu-
lar religious belief but also to a higher transcen-
dence. The National Cancer Institute has defined
religion as a set of beliefs and practices associated
with a religion or denomination, and spirituality as
the search for ultimate meaning through religion or
other paths. Based on these studies, we define spiri-
tuality as the meaning of life and faith for religious

belief.
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Table 1. Patient Characteristics

Patients Data

Characteristics % Number
Mean age (years) 60.4 (11.7)
Sex
Male 389 28
Female 61.1 44
Relationship to the patient
Spouse 55.6 40
Children 264 19
Son-in-law/wife 6.9 5
Parent 1.4 1
Brother or sister 6.9 5
Others 2.8 2
Religious care in palliative care unit
Yes 26.5 18
No 73.5 50
Religion
Yes 39.4 28
No 60.6 43
Religious background
Buddhism 7
Shin-Buddhism, Pure Land Buddhism 4
Catholic 2
Shingon Buddhism 2
Nichiren Buddhism 2
Christianity (Anglican-Episcopal 1

Church of Japan)
Ontakekyo

Cosmology

Jodo Shu, Honen Buddism
Shinto Religion
Shindoukyo

Tenrikyo

Truthkyo

The Rinzai School

o

Previous studies showed that patients report
becoming “more religious,” or that “their illness has
strengthened their faith,”> because “religious and
spiritual beliefs” provide patients with a framework for
ascribing meaning to their illness and an answer to
existential questions.> Many patients with a variety
of cancer diagnoses consider religion to be important
in providing them with social support and hope and
helping them cope and find meaning in their illness.*
Religion and spirituality are also positively correlated
with a better quality of life, psychological adjustment,
and well-being among patients with cancer.?

Dann et al® showed that patients with cancer and
other attendees found a service with music, ritual,
and prayer somewhat or very helpful, with distinct
preferences and reactions to the service noted for dif-
ferent sexes, patient status, and religious affiliation.

However, 70% of participants had a religion in Dann
et al,” whereas not as many Japanese patients have a
religion. Moreover, patients with and without a reli-
gion may have different requirements for kinds of
religious care. Therefore, the current study was
performed to clarify the kinds of religious services
preferred by terminally ill patients with cancer in
Japanese, based on a survey of bereaved relatives.

Methods

Participants

Primary physicians identified the potential partici-
pants in the study based on the following inclusion
criteria: (1) bereaved family members of an adult
patient with cancer (1 family member was selected
for each patient), (2) aged >20 years old, (3) capable
of replying to a self-reported questionnaire, (4) aware
of the diagnosis of malignancy, and (5) no serious
psychological distress recognized by the primary
physicians. The last criterion was adopted on the
assumption that primary physicians could identify
families who would suffer serious psychological bur-
den due to this survey. Completion and return of the
questionnaire was regarded as consent to participate
in this study. The ethical and scientific validity of the
study were confirmed by the institutional review
board of each hospital. The background of the
participants is shown in Table 1.

Procedure

The study was performed as part of a large cross-
sectional anonymous nationwide survey of bereaved
families of patients with cancer who had been admit-
ted to 100 palliative care units in Japan. The detailed
methods of this survey have been described else-
where.® Questionnaires about palliative care service
were mailed to bereaved families in June 2007 and
again in August 2007 to nonresponding families.

Analysis

In the questionnaire, bereaved families were asked to
respond openly to one question: “What kind of reli-
gious care do you think is desirable or not desirable.”
In Japan, relatively few people have a particular
religion or conduct religious behavior,” and therefore
we separated families based on whether they had
a religion or were not religious. As a qualitative
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