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End-of life care is one of the principle components of
cancer care. Measurement of the quality of care pro-
vided for end-of-life cancer patients is an important
issue. The aim of this study was to identify the quality
indicators (Qls) for end-of-life cancer care for Japanese
patients using a medical chart review. A modified Delphi
method for the development of QIs was adopted.
Seventeen multi-professional specialists participated
by rating the appropriateness and feasibility of poten-
tial Qls. Thirty Qls for end-of-life cancer care were
ultimately identified within 4 domains: (1) symptom

control, (2) decision-making and preference of care,
(3) family care, and (4) psychosocial and spiritual con-
cerns. These Qls will be useful for monitoring and evalu-
ating end-of-life care for Japanese cancer patients. The
QIs are feasible for use in any clinical setting and cover a
comprehensive area in accordance with the World Health
Organization’s ((WHO) definition of palliative care includ-
ing physical, psychosocial, and spiritual concerns.

Keywords: palliative care; neoplasms; quality indica-
tors; Delphi technique; terminal care; quality of life

on measuring and monitoring the quality of

cancer care for the purpose of improving
clinical practice.'* End-of life care is one of the prin-
ciple components of cancer care; therefore, measur-
ing the quality of care that is provided for end-of-life
cancer patients is an important issue.>’

R ecently there has been an increased emphasis
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In the United States, Earle et al identified qual-
ity indicators (Qls) of end-of-life cancer care from
an administrative database using the Delphi method.*
Those indicators included aggressiveness of care,
hospice use, ER (emergency room) visits, and ICU
(intensive care unit) admissions. They also measured
and validated reliability of data extraction from the
cancer registry and the Medicare database.”'? In
Canada, Barbera et al measured Earle's Qls and iden-
tified factors related to poor quality end-of-life care."
Furthermore, Grunfeld et al investigated 14 Qls of
end-of-life care from the cancer registry, medical
claims, and palliative care databases based on Earle’s
Qls and additional expert panel interview.'? Although
QIs that are identified using administrative databases
are timely and economic,® it is difficult to use this
method in Japan because of an insufficiency in the
cancer registry, inaccessibility of medical claims, and
immaturity of palliative care databases.

As an alternative method, Wenger et al developed
Qls from medical chart reviews and interviews."” In
the ACOVE (Assessing Care of Vulnerable Elders)
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project, they selected 22 conditions to develop QlIs.
The potential candidates for QlIs were extracted from
existing guidelines, systematic literature review, and
expert opinions. The potential candidates were
reviewed by experts, and final QIs were identified for
each domain."* As for end-of-life care, 14 indicators
were identified which included issues of surrogate
decision makers, advance directives, documentation
of care preferences, life-sustaining treatment, and
treatment of distress such as pain, dyspnea, and
spiritual issues.'® Although these QIs were measured
for vulnerable community-dwelling older patients in
the Unites States, the results regarding measure-
ment of end-of-life care were not sufficient in that
sample.’® QIs from medical chart review cover a
broader range of end-of-life care issues than those
from an administrative database'’; therefore, it is
worthwhile to develop more appropriate Qls accord-
ing to culturally specific end-of-life care models.

In Japan, the Ministry of Health, Labor, and
Welfare has strongly supported the dissemination of
specialized palliative care services. National Medical
Insurance has covered inpatient palliative care units
(PCUs) for terminal cancer patients since 1990, and
the number of PCUs has dramatically increased
from 5 in 1991 to 162 in 2006, On the other hand,
the growth of home-based palliative care programs
has been slow, and care provided by palliative care
teams was not covered by National Medical
Insurance until 2002.'®'? Although the number of
PCUs has increased, they provide care for only 5%
of cancer deaths. In 2004, only 6% of cancer deaths
occurred at home, and over 80% of cancer deaths
occurred in general wards. Therefore, Qls that are
applicable to all clinical settings are desirable. In
addition, the Japanese concept of a good death is
slightly different from Western countries.?**! The Qls
that are adequate for Japanese end-of-life settings
are required to evaluate quality end-of-life care. The
aim of this study was to identify Qls for end-of-life

cancer care using medical chart reviews in Japan.

Methods

We adopted the modified Delphi method as the con-
sensus technique for development of the QIs.?*#
Participants included 17 multi-professional special-
ists: 5 palliative care physicians, 1 medical oncologist,
1 general medicine physician, 3 psycho-oncologists,
3 nurses, 2 sociologists, 1 medical ethicist, and 1 expert

on Delphi methodology. This study was conducted
from October 2004 to September 2005.

First, we used the modified Delphi method to
develop the Qls from a systematic literature review
and the opinions from an expert panel (communica-
tion via Internet). Ninety-six potential candidates for
Qls were listed. Second, participants rated each
potential QI from medical chart review using a 9-
point Likert scale for appropriateness of quality end-
of-life cancer care (inappropriate 1-3, intermediate
4-6, appropriate 7-9) and feasibility for extraction
(infeasible 1-3, intermediate 4-6, feasible 7-9).
Third, we summarized those items with high ratings
and deleted items that were equal to or less than 6
for appropriateness or feasibility. This left a total of
60 items. Fourth, the summary (median and differ-
ence between maximum and minimum) of the 60
items was returned to the participants, and the par-
ticipants rated each of the 60 potential Qls using
the same method. Finally, we summarized this second
round of ratings, and the final Qls were identified.
Throughout the above-mentioned steps, participants
discussed via the Internet.

During the first step, we listed potential QIs that
should be documented in the medical chart upon
admission to the medical service or during the last 2
weeks before the patient died. When participants were
rating each of the Qls, we made the following assump-
tions: (1) each QI should be used to measure the qual-
ity of end-of-life cancer care, (2) each QI should be
extracted from the medical chart during the 2 weeks
prior to the patients’ death with meticulous reliability,
and (3) each QI should apply in all clinical settings
including general wards, PCUs, and home care.

The criteria of adoption of the final Qls
included: (1) a median rating above or equal to 7 in
both appropriateness and feasibility, and (2) the dif-
ference between maximum and minimum rating
equal to or less than 4. All analyses were performed
using the SAS statistical package, version 9.1 (SAS
Institute, Cary, NC).

Results

Through the modified Delphi process we identified
30 QlIs of end-of-life cancer care within the follow-
ing 4 domains: (1) symptom control, (2) decision-
making and preference of care, (3) family care, and
(4) psychosocial and spiritual concerns. The final
Qls and median, minimum, and maximum rating for
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Table 1. Final QIs Identified Using the Modified Delphi Method*
Appropriateness” Feasibility*
Median Min Max Median  Min  Max
I. Symptom control
1. Presence or absence of pain 9 9 9 9 9 9
2. Degree of pain 9 8 9 8 6 9
3. Physician's prescription order for pain management 9 El 9 9 8 9
4. Presence or absence of dyspnea 9 9 9 9 4 9
5. Physician's prescription order for dyspnea 9 7 5 9 7 9
6. Presence or absence of delirium or agitation 9 6 9 8 5 9
7. Physician's prescription order for delidum or agitation 9 6 9 8 5 9
8. Observation and care of mouth E 7 9 7.5 : 9
I1. Decision making and preference of care
9. Patient’s preference of place of care 9 8 9 8 6 9
10. Patient's insight of disease 9 7 9 8 4 9
11. Patient's preference of care or advance directives 9 5 9 7 6 9
12. Discussion of strategy of care among physicians and nurses 9 7 9 9 5 9
13. Time of patient’s enrollment in palliative care program and 9 5 9 9 5 9
documented medical history
[11. Family care
14, Configuration of family relationships 9 7 9 9 3 9
15. Key person involved in patient care 9 7 9 9 7 9
16. Family’s preference of place of care 9 7 9 7 - 9
17. Family's preference of explanation of medical condition 9 7 9 8 7 9
18. Explanation of medical condition to patient or family 9 7 9 9 7 B
19. Family's preferences or expectations 9 5 9 7 3 9
20. Discussion with family about do-not-resuscitate order 9 7 9 9 5 9
21. Explanation to family about course of disease until death 8 6 9 7 3 9
22. Explanation to family of patient’s impending death 9 6 9 B » 6 9
23. Explanation to family 1 week prior to patient's death 9 6 9 7 6 9
24. Care strategy for family 8.5 5 9 7.5 2 o
IV. Psychosocial and spiritual concern
25. Degree and content of patient's anxiety 9 8 *9 7 6 9
26. Emotional reaction to explanation of medical condition 9 7 9 7 4 9
27. Patient’s preference of daily living 9 7 9 7 5 9
28. Patient’s religion 7.5 7 9 7 4 9
29. Patient’s preference for bowel and bladder excretion 8 7 9 7 4 9
30. Coordination of social resources when patient had no 8.5 5 9 8 4 9

family or friends

a. All Qls were documented in the medical chart at the admission of medical service or during the last 2 weeks before the patient’s death.

b. Inappropriate 1-3, intermediate 4-6, appropriate 7-9.
¢. Infeasible 1-3, intermediate 4-6, feasible 7-9.

both appropriateness and feasibility are shown in
Table 1.

Symptom Control

Concerning symptom control, the following 8 Qls
were identified: the presence or absence of pain,
degree of pain, physician's prescription order for
pain management, presence or absence of dyspnea,
physician’s prescription order for dyspnea, presence
or absence of delirium or agitation, physician’s

prescription order for delirium or agitation, and
observation and care of mouth.

Decision Making
and Preference of Care

As for decision making and preference of care, 5 Qls
were identified: patient’s preference of place of care,
patient's insight of disease, patient's preference
of care or advance directives, discussion of strategy
of care among physicians and nurses, and time of
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patient’s enrollment in a palliative care program and
documented medical history.
rYy.

Family Care

For family care, 11 Qls were identified: configura-
tion of family relationships, key person involved in
patient care, family's preference of place of care,
family’s preference of explanation of medical condi-
tion, explanation of medical condition to patient or
family, family’s preferences or expectations, discus-
sion with family about do-not-resuscitate order,
explanation to family about the course of the disease
until the patient’s death, explanation to the family
about impending death of the parient, explanation to
the family about the care strategy for the family, and
explanation to the family of impending death about
1 week prior to the patient’s death.

Psychosocial and Spiritual Concern

Concerning psychosocial and spiritual concerns, 6
Ols were identified: degree and content of patient’s
anxiety, emotional reaction to explanation of medical
condition, patient’s preferences or desires related to
daily living, patient’s religion, patient’s preference of
bowel and bladder excretion, and the coordination
of social resources when the patient had no family
or friends.

Discussion

We identified 30 QIs for end-of-life cancer care by
using the modified Delphi method and the expertise
of a multi-professional review panel. Henceforth, we
are now able to monitor and evaluate the quality of
care using these QIs. First, they are feasible for use
in any clinical setting. Second, the measurement is
a reiat_ivcly simplt: pmccdurc, and there are no bur-
dens for patients and families. Third, these Qls
cover a comprehensive area in accordance with
WHO's definition of palliative care including physi-
cal, psychosocial, and spiritual concerns.**

As for symptom control, these QIs cover pain,
dyspnea, and delirium. These are major symptoms
for end-of-life cancer patients.® Pain and dyspnea
are distressing for the patient. Documentation of
these symptoms is essential for clinical practice
among physicians and nurses, and treatment should

be ordered in anticipation of discomfort to prevent
unnecessary suffering. In addition, delirium-related
symptoms are distressing for family members.?¢

As for decision making and preference of care,
place of care is an important issue for Japanese can-
cer patients.?! The preference of care and advanced
directives are more emphasized by ACOVE’s end-of
life Qls." In addition, QIs identified in this study
cover more comprehensive aspects of care including
patient insight®” and coordinated care.®

Family care is an important aspect of Japanese
end-of-life care. In the WHO's definition of palliative
care, family care is emphasized.?* Family consent and
involvement in decision making for end-of-life care
issues are unique characteristics in the Japanese peo-
ple.***! Therefore, identifying the configuration of
family relationships and the key person involved in
care is important. In Japan, the do-not-resuscitate
order is usually obtained from the family.*

Psychosocial and spiritual concerns are also
important. Anxiety and emotional issues contribute
to the psychological distress that patients and fami-
lies experience during end-of-life care. For the
patient, loss of control related to preferences in daily
living activities and bowel and bladder excretion are
among the spiritual concerns for Japanese end-of-
life cancer patients.®

There are some limitations to this study. First,
the feasibility of these QIs is not established by
actual measurement. Second, the relationship
between Qls and outcome measures is unclear. In
future studies, the Qls should be measured, and
feasibility, reliability, and validity should be con-
firmed using data that is extracted from actual
medical charts. Furthermore, it would be desirable
to verify appropriateness of QIs and correlate out-
come measures such as in a study of family
bereavement.**

Conclusion

We identified Japanese QIs for end-of-life cancer
care using a modified Delphi method and medical
chart reviews. Thirty Qls with 4 domains were
identified: symptom control, decision-making and
preference of care, family care, and psychosocial
and spiritual concerns. The confirmation of feasi-
bility, reliability, and validity is a task for future
studies.
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Abstract

Objectives We mvestigated the barriers to referral to inpatient
palliative care units (PCUs) through a qualitative study across
various sources of information, including terminal cancer
patients, their families, physicians, and nurses.

Materials and methods There were 63 participants, includ-
ing 13 advanced cancer patients, 10 family members, 20
physicians, and 20 nurses in palliative care and acute care
cancer settings from five regional cancer institutes in Japan.
Semi-structured interviews were conducted regarding bar-
riers to referral to PCU, and data were analyzed by content
analysis method.

Results A total of 21 barriers were identified by content
analysis. The leading barriers were (1) a negative image of
PCUs by patients and families (n=39), (2) delay of
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termination of anti-cancer treatment by physicians i the
general wards (n=24), (3) unwillingness to end anti-cancer
treatment and denial of the fatal nature of the disease by
patients and families (n=22), (4) patient’s wish to receive
care from familiar physicians and nurses (n=20), and (5)
insufficient knowledge of PCUs by medical staff in general
wards (n=17).

Conclusions To correct these unfavorable images and
misconceptions of PCUs, it is important to eliminate the
negative image of PCUs from the general population,
patients, families, and medical staffs. In addition, early
introduction of palliative care options to patients and
communication skills training regarding breaking bad news
are relevant issues for a smooth transition from anti-cancer
treatment to palliative care.

Keywords Palliative care - Hospice - Neoplasms -
Referral and consultation - Qualitative research

Introduction

Palliative care specialists are faced with extensive barriers
to providing effective end-of-life care [1, 14, 15, 30]. It is
important to explore barriers fo referral to hospice because
late referral results in low family satisfaction with care [25].
Many studies have been done regarding obstacles to
hospice referral [3-6, 10, 13, 19, 21, 23, 29), and various
barriers have been identified. They include the difficulty of
predicting prognosis [3, 29], lack of physician acceptance
of terminal diagnosis and death [1, 6, 14], physician’s
unwillingness to refer to hospice service [1, 5], physician's
unfamiliarity with hospice [5], physician’s negative opinion
of hospice service [5], insufficient knowledge of physician
about hospice service [1], insufficient education for physi-
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cians about palliative care [1, 6, 14], a2 medical system that
does not include hospice as standard care [14, 30], patient’s
and family’s unwillingness to use hospice [1, 19, 23],
patient’s and family's desire for life-prolonging treatment
[29], lack of acceptance of a terminal diagnosis by the patient
and family [23, 29, 30], insufficient knowledge by the
general population and patients and families about hospice
service [10, 13], and social attitudes toward death [30].

In Japan, the Ministry of Health, Labor, and Welfare has
strongly supported the dissemination of specialized pallia-
tive care services. National Medical Insurance has covered
inpatient palliative care units (PCUs) for terminal cancer
patients since 1991, and the number of PCUs has
dramatically increased from 5 in 1991 to 162 in 2006. On
the other hand, the growth of home-based palliative care
programs has been slow, and palliative care teams were not
covered by National Medical Insurance until 2002. There-
fore, the most common type of specialized palliative care
service in Japan is the PCU [7, 9, 17]. Although western
studies are focused on referral to home hospice, in Japan,
referral is usually to the PCU. As there is a difference in
medical systems and cultural background, Japanese barriers
to referral to the PCU should be examined [27].

Morita explored reasons for late referral to the PCU in
Japan and found misconceptions about palliative care among
families, inadequate communication with physicians, and
insufficient preparation of the family for the deterioration of
the patient’s condition [17]. However, Morita’s study sample
included only bereaved family members of PCU patients. He
did not include the families of patients who were not referred
or were denied admittance to the PCU. About 5% of cancer
deaths occur in PCUs in Japan. Many patients who should
have been referred to the PCU are assumed to have died in
general wards, Nonetheless, in Japan, there has been no
research exploring barriers to referral to the PCU. Therefore,
we investigated the barriers to referral to inpatient PCUs
using a qualitative study across various sources of informa-
tion, including terminal cancer patients and their families,
physicians, and nurses.

Materials and methods
Participants

Participants were advanced cancer patients, their family
members, physicians, and nurses in palliative care and
acute care cancer settings of five regional cancer institutes
in Japan (Ibaraki, Gunma, Shizuoka, Hiroshima, and
Yamaguchi prefectures). We predetermined that we needed
to recruit 20 participants in each group as the sufficient
number required for a qualitative study. Then 16 participants
(four for each group) were allocated for each institution, and

_@_ Springer

the patients who met the following conditions were
recruited: having incurable advanced cancer, knowing their
diagnosis, having no cognitive impairment, and being aged
20 to 80 years. The physicians and the nurses in acute care
settings were required to have had more than 2 years of
clinical experience in cancer treatment. The physicians and
nurses in palliative care settings were also required to have
had more than 2 years of clinical experience in specialized
palliative care service. We obtained written informed
consent from all the participants.

Interview procedure

Semi-structured interviews were conducted by five inter-
viewers, including the authors of this article (M. M. and
K. H)), two graduate school students of psychology, and
one research nurse. The interview followed guidelines
developed by the authors through careful consideration of
the purpose of this study. There were two sets of questions.
One set contained predetermined, open-ended questions for
patients and family members, such as the following: “If you
were offered referral to the PCU, what would be the barriers
to admittance to the PCU?” The other set included
predetermined, open-ended questions for physicians and
nurses, as follows: “What do you think are barriers to
referral of patients to the PCU?" For both procedures, the
participants were asked to respond freely to the questions.

Analysis

All the interviews were audiotaped and transcribed.
Content analysis was performed on the transcribed data
[11]. First, a research nurse (M. M.) and a psychologist
(K. H.) extracted all statements from the transcripts related
to the study topics, such as barriers to referral to inpatient
palliative care units. Then, under the supervision of an
experienced palliative care physician (T. M.), they carefully
conceptualized and categorized the attributes from the
transcripts based on similarities and differences in the content
and created definitions for all the attributes. Finally, two coders
among the research nurses independently determined whether
each participant had made remarks that belonged to any of the
attributes according to the definitions. When their coding was
inconsistent, a third coder was the final judge. The concor-
dance rate and Kappa coefficient by the two independent
coders were 89% and 0.55, respectively.

In addition, we conducted descriptive analyses on the
frequencies of the attributes. We summarized four groups
into non-medical populations (patient and family) and
medical staff (physician and nurse), and Fisher’s exact test
was used to test group differences in the responses for each
atiribute. Significance level was set 0.05, and a two-tailed
test was conducted. All statistical analyses were performed
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using statistical package SAS for Windows version 9.1
(SAS Instmute, Cary, NC).

Results
Respondent characteristics

There were a total of 63 participants, including 13 patients,
10 family members, 20 physicians (10 PCU, 10 general
ward), and 20 nurses (10 PCU, 10 general ward; Table 1).
In several institutions, the enrollment of non-medical
populations was insufficient because of the absence of
suitable participants. Although several institutions did not
recruit the required number due to the absence of suitable
participants during the study penods, we did not recruit
additional participants because the number of extracted
attributes was satisfactorily saturated by the end of the
planned study period. Fifty-seven percent of the partic-
ipants were female, and the mean age was 45 years. The
patients’ primary sites of cancer were the lungs (n=3),
pancreas (n=5), liver (n=2), and others (n=2). Patient
expected survival time from interviews was 1-3 months
(n=6), 3-6 months (n=2), 6 months-1 year (n=3), and
unknown (n=2). Patient performance status (ECOG PS)
was 0 (n=2), 1 (n=3), 2 (n=4), 3 (n=3), and 4 (n=2).

Barriers to referral to PCU in Japan

A total of 21 barriers were identified by content analysis.
We classified these barriers into three categories: (1)
patient- and family-related barriers, (2) medical staff-related
barriers, and (3) PCU system-related barriers. Their
frequency is shown in Table 2. The leading attribute was
a negative image of the PCU by patients and families (n=
39). Second was delaying the termination of anti-cancer
treatment by general ward physicians (n=24). The third
barrier was unwillingness to end anti-cancer treatment and
denial of the fatal namre of the disease by patients and
families (n=22). Fourth was the patient’s wish to receive
care by the accustomed physician and nurse (n=20). And
the fifth barrier was insufficient knowledge of PCUs by
medical staff in the general ward (n=17).

Table 1 Participants® demographics

Patient Family Physician Nurse
(n=13) (n=10) (n=20) (n=20)
Age, mean (SD), 62.2 (11.7) 544 (11.5) 38.6(6.5) 34.9(7.6)
year
Male, n (%) 7 (53) 1(10) 19(93) 0(®
Professional career, NA NA 133 (6.1) 12.8 (6.6)

mean (SD), year

Table 2 Barriers to refemal to PCU in Japan (n=63)

Number Percent

Patient- and family-related barriers

(1) Negative image of PCU among patients and 39 62
family members
(2) Unwillingness to end anti-cancer treatment and =~ 22 35

denial of the fatal nature of the disease by
patient and family

(3) Patient's wish to receive care by accustomed 20 32
physician and nurse

(4) Family's request for patient not to be admitted 10 16
to PCU

(5) Insufficient knowledge of the PCU among 8 13

patients and family members
General ward medical staff-related barriers

(6) Delaymng the termination of anti-cancer 24 38
treatment by the physician in the general ward

(7) Insufficient knowledge of PCU among medical 17 27
staff in general ward

(8) Failing to communicate a bad prognosis by the 15 24
medical staff in the general ward

(9) Insufficient explanation of PCU by medical 13 21
staff to the patients and families in general ward

(10) Not proposing PCU as an alternative by 11 17
medical staff in the general ward

(11) Negative image of PCU by medical staff in 10 16
general ward

(12) Desire of medical staff in general ward to care 10 16
for patient until death

(13) Insufficient communication skills of medical 6 10
staff in general ward

(14) Uncertainty of limits of anti-cancer treatment 5 8

by medical staff in general ward
PCU-related bamiers

(15) Poor access to PCUs (shortage of PCUs, 12 19
inconvenient locations)

(16) Environment of PCU (private room, 10 16
loneliness, and isolation from general ward)

(17) Poor communication between PCU staff and 9 14

medical staff in general ward
(18) Discontinuation of enti-cancer treatment in

PCU

(19) Economic problems (expensive private room 6 10
fee, expensive hospital bill)

(20) Doctrinaire beliefs of PCU (emphasis on 5 8
philosophy, stringent rules for admission)

(21) Prospective payment system of PCU 3 5

PCU Palliative care unit

Table 3 shows the differences in responses among
groups. For patients, families, and nurses, a negative image
of the PCU by patients and families was the leading barrier.
For physicians, however, it was delaying the termination of
anti-cancer treatment. The following barriers were signifi-
cantly different among the studied groups: (1) negative
image of PCU among patients and family members, (2)
insufficient knowledge of the PCU among patients and
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Table 3 Differences in responses among groups

Bamers Patient Family Physician Nurse P value
(n=13) (n=10) (n=20) (n=20)
N % n % n % n %

Patient- and family-related barriers

(1) Negative image of PCU among patients and family members 7 M4 3 30 1 55 18 90 0.006

| (2) Unwillingness to end anti-cancer treatment and denial of the fatal nature I 1 2 20 10 50 7 35 033

of the disease by patient and family

(3) Patient’s wish to receive care by accustomed physician and nurse 2 15 1 10 9 45 § 40 012

(4) Family's request for patient not to be admitted to PCU 0 0 1 10 4 20 5 25 024

(5) Insufficient knowledge of the PCU among patients and family members 0 0 0 0 8 40 0 0 0001

General ward medical staff-related barriers

(6) Delaying the termination of anti-cancer treatment by the physician in the 1] 0o o0 0 13 65 11 55 0.001
general ward

(7) Insufficient knowledge of PCU among medical staff in the general ward 0 0o 1 10 8 40 8 40 0013

(8) Failing to communicate a bad prognosis by the medical staff in the general (] 0 0 0 8 40 7 35  0.006
ward

(9) Insufficient explanation of PCU by medical staff to the patients and families 0 0 0 0 4 20 9 45 0.003
in general ward

(10) Not proposing PCU as an alternative by medical staff in the general ward 0 0o o0 0 6 30 5 15  0.047

(11) Negative image of PCU by medical staff in general ward 0 0 0 0 4 20 6 30 0.05]

(12) Desire of medical staff in general ward to care for patient until death 0 0 0 0 4 20 6 30 0051

(13) Insufficient communication skills of medical staff in general ward 0 0 0 0 4 20 2 10 024

(14) Uncertainty of limits of anti-cancer treatment by medical staff in general ward 0 0 0 0 4 20 1 5 019

PCU-related barriers

(15) Poor access to PCU (shortage of PCUs, inconvenient location) 2 15 1 10 6 30 3 15 05

(16) Environment of PCU (private room, loneliness, and isolation from general 2 15 1 10 4 20 3 15 096
ward)

(17) Poor communication between PCU staff and medical staff in general ward 0 0 0 0 4 20 5 25 012

(18) Discontinuation of anti-cancer treatment in PCU 2 13 G 0 3 15 2 10 077

(19) Economic problems (expensive private room fee, expensive hospital bill) 0 0 1 10 1 5 4 20 0.27

(20) Doctrinaire beliefs of PCU (emphasis on philosophy, stringent rules of 0 0 0 0 2 10 3 15 043
admission)

(21) Prospective payment system of PCU 0 0 0 0 2 10 1 5 0,77

PCU Palliative care unit

family members, (3) delaying the termination of anti-cancer  recognized as the most important barrier by patients,

treatment by the physician in the general ward, (4)
msufficient knowledge of the PCU among medical staff in
the general ward, (5) failing to communicate a bad
prognosis by the medical staff in the general ward, (6)
insufficient explanation of the PCU by medical staff to the
patients and families in the general ward, and (7) not
proposing PCU as an alternative by medical staff in the
general ward. The comparison between PCU staff (PCU
physicians and nurses) and general ward staff (general ward
physicians and nurses) was not significantly different for
any attributes (data not shown).

Discussion

This is the first study to investigate the barriers to referral to
the inpatient PCU in Japan. A negative image of the PCU is

a Springer

families, and medical staffs. They described the PCU as a
place of death in that once a patient was admitted to the
PCU, he or she could not be discharged alive. They also
believed that the PCU shortens the patient’s life, isolates
patients from the community, and does not offer medical
treatment. The opinion that the PCU shortens the patient’s
life coincides with the findings of Morita’s study of late
referral [17]. Sanjo reported that the belief that the PCU
isolates patients from the community contributes to avoid-
ance of the PCU [24].

Although PCUs are recognized by the general Japanese
population and bereaved family members as services that
provide compassionate care, helping patients die peacefully
and with dignity, providing care for families, and falleviat-
ing pain, they still view the PCU as a place that shortens
patients’ lives and isolates dying patients from the
community and as an expensive place where people are
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22]

only waiting to die (Sanjo et al., submitted for publication),
In addition, Shiozaki investigated dissatisfaction of be-
reaved family members in the PCU and reported a negative
image of the PCU as one of the major reasons for
dissatisfaction [26]. Of note, many medical staff reported
that the dissemination of these unfavorable images was by
patients to patients and families to families. Patients
admitted to the general wards and their families were told
that the PCU was a place of death by other patients and
families. Although some of these images were true [26],
Morita showed that the unfavorable opmions could be
changed through the experience of being cared for in the
PCU [17]. Therefore, of these negative images, several are
misconceptions or misunderstandings. To correct these
misconceptions, it is imporant to disseminate accurate
information about PCUS5 to the general population, patients,
and families [18].

Delay in ending anti-cancer treatment by physicians in
the general ward could be due to the difficulty of
predicting prognosis [3, 29]. In addition, it may be
associated with the physician’s lack of acceptance of the
patient’s terminal diagnosis and death [1, 6, 14]. Several
study participants in the general wards said that even if a
physician recognized that a patient might be in a terminal
phase, the introduction of palliative care is postponed by
the patient’s desire for anti-cancer treatment and the
uncertainty of the prognosis made the physician. In Japan,
the palliative care option is seldom introduced to patients
who are receiving anti-cancer treatment. Therefore, it is
difficult for the physician to have the opportunity to
communicate bad news, especially because physician
education in this area is so poor. In addition, determining
the time to stop anti-cancer treatment is difficult for the
oncologist. Therefore, early introduction of the palliative
care option to the patient [8] and communication skills
training regarding breaking bad news are relevant issues
(2, 20].

Unwillingness to end anti-cancer treatment and denial of
the fatal nature of the disease by the patient and family are
major problems. Some patients with terminal cancer seek
out anti-cancer treatment even if the possibility of cure is
low [12, 28]. In addition, a Japanese study revealed that a
number of bereaved families experienced serious emotional
burden with the ending of anti-cancer treatment and
transition to palliative care [16]. Early introduction of the
palliative care option and careful and sophisticated com-
munication with the patient and family are important [16].
To that end, it is necessary for the medical staff in the
general ward to have accurate information about the PCU
and palliative care.

In our study, although most of the barriers to inpatient
PCU care are similar to those reported by western countries,
several issues unique to Japan were found. Ten participants

told of the family’s request for the patient not to be
admitted to the PCU. In Japan, it is traditional for the
family to intervene in decision-making [22]. Twelve
participants told of poor access to a PCU. Only 5% of
cancer deaths occur in the PCU. Therefore, the number of
PCUs is insufficient and many patients die in the general
ward while awaiting admission to the PCU. In addition,
some PCUs have stringent admission rules, such as
compelling the patient to recognize the diagnosis or
prognosis, restrictions on the patient’s physical and cogni-
tive condition, and a correct understanding of the purpose
of the PCU by patients. The shortage of PCUs is an
important barrier to providing specialized palliative care in
Japan. An imcrease in the number of PCU beds and the
development of home hospices are needed to deliver
palliative care to all dying patients.

The barmriers to PCU admission significantly differed
according to the group. Patients and families were not
aware of physicians’ attitudes and were not familiar with
their barriers. This indicates an asymmetry of information
regarding medical systems among patients, families, and
medical staffs.

Our study has several limitations. First, we surveyed a
limited number of institutions, and all participating institu-
tions were hospitals with PCUs. If patients, families, and
medical staff in general wards with non-PCU hospitals had
participated, there may have been more emphasis on access
to PCUs. Therefore, generalizing the present results is
difficult. Second, barriers identified by patients and families
were of low frequency. It was difficult to elicit barriers from
patients in terminal stages of cancer and their families.
Therefore, a study targeting an earlier phase might be
required. Third, although we predetermined that we needed
to recruit 20 participants for each group, we could not
achieve such number among patient and family member
groups. However, we believe that the variety of participants
would assure the content validity of this study. Finally,
because the number of participants in the four groups were
different, determining the importance of each barrier by
summing up the answers of the four groups might be not
conclusive.

Conclusions

In conclusion, we identified 21 barriers to referral to the
PCU and determined the frequency of these barriers. The
leading barriers were a negative image of the PCU by
patients and families, delaying the termination of anti-
cancer treatment by general ward physicians, unwillingness
to end anti-cancer treatment and denial of the fatal nature of
the disease by patients and families, the patient’s wish to
receive care by the accustomed physician and nurse, and
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insufficient knowledge of PCUs by medical staff in the
general ward.

To correct these unfavorable images and misconceptions
of PCUS, it is important to eliminate the negative image that
the general population, patients, families, and medical staff
have of PCUs. In addition, early introduction of palliative
care options to patients and communication skills training
regarding breaking bad news are relevant issues for a
smooth transition from anti-cancer treatment to palliative
care,
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Abstract

The aim of this study was to develop a measure for evaluating good death from the
bereaved family member's perspective, and to examine the validity and reliability of the
assessment. A cross-sectional anonymous questionnaire was administered to bereaved
Jfamily members of cancer patients who had died in a regional cancer center from
September 2004 to February 2006. We measured the Good Death Inventory (GDI), Care
Evaluation Scale, and an overall care satisfaction scale. A retest was conducted one
month afler sending the questionnaire, Of the 344 questionnaires sent to bereaved family
members, 189 responses were analyzed (57%). A factor analysis of the responses to the
GDI identified 10 core domains: “environmental comfort,” “life completion,” “dying in
a favorite place,” “maintaining hope and pleasure,” “independence,” “physical and
psychological comfort,” ‘good relationship with medical staff,” *not being a burden to
others,” “good relationship with family,” and “being respected as an individual.” Eight
optional domains also were identified: “religious and spiritual comfort,” “receiving
enough treatment,” “control over the future,” “fesling that ome's life is worth living,”
“unawareness of death,” “pride and beauty,” “natural death,” and “preparation for
death.” The GDI had sufficient concurrent validity with the Care Evaluation Scale and
overall care satisfaction, sufficient internal consistency (alpha= 0.74—0.95), and
acceptable test—retest reliability (ICC= 0.38~0.72). Finally, we developed a short version
of the GDI. The GDI is a valid scale to measwre end-of-life care comprehensive oulcomes
Jrom the bereaved family member’s perspective in Japan. | Pain Symptom Manage
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Introduction

One of the most important goals of pallia-
tive care is achieving a “good death” or
a “"good dying process.” In Western countries,
elaborate efforts have been devoted to concep-
tua]izing a good death, using qualitative re-
search.'™® Quantitatively, Steinhauser et al.
have elucidated lmporta.m factors that influ-
ence the end of life.”® In addition, Steinhaus-
er et al. have measured the achievement of
a good death by terminally ill patients.*'®

However, interviewing or administering
a questionnaire to vulnerable terminally ill pa-
tients is burdensome, and nonresponse be-
cause of severe illness might result in biased
conclusions. Therefore, many studies to evalu-
ate end-of-life care have been conducted with
bereaved family members.*''® The evaluation
of end-oflife care from the bereaved family
member’s perspective requires valid and reli-
able measures. Some instruments have been
developed for this purpose, such as the Toolkit
for After Death Interview,'” Quality of Death
and Dying questionnaire for end-oflife care
settings,® and the modified Quality of Death
and Dgrmg questionnaire for intensive care
units.”” In Japan, Morita et al. developed a sat-
isfaction scale for bereaved family members'?
and the Care Evaluation Scale (CES) focumﬂg
on structure and process of end-of-life care.

In Japan, however, only a few studies have in-
vestigated the elements that constitute a good
death: a qualitative study of hospice nurses,?’
a small investigation of advanced cancer pa-
tients,”> and an observational study of pa-
tients.*® To fulfill the goals of palliative care
in Japan, it is important to conceptualize
what constitutes a good death in Japan. There-
fore, as a first step, we conducted a nationwide
qualitative study to explore attributes of a good
death in Japan; this included a total of 63 par-
ticipants, including advanced cancer patients
and their families, physicians, and nurses.**
For the next step, we conducted a quantitative

study to determine what attributes were con-
sidered necessary for a good death, using
a large nationwide sample of the general pop-
ulation and bereaved family members in Ja-
pan.ﬁ In this study, we identified 18 domains
contributing to a good death for Japanese sub-
jects, including 10 core domains that most Jap-
anese consistently rated as important and eight
optional domains that were not as cons:stenﬂy
rated as important by individuals.*

As a third step, the aim of this study was to
develop a measure for evaluating good death
from the bereaved family member's perspec-
tive based on our previous investigations, and
to examine the validity and reliability of this
new measure in Japan.

Methods

Participants and Procedures

A cross-sectional anonymous questionnaire
was administered Lo bereaved family members
of cancer patients who had died in a regional
cancer center’s general wards and inpatient
palliative care unit (PCU) in Ibaraki prefec-
ture, Japan. The Japanese Ministry of Health,
Labor, and Welfare has strongly supported dis-
semination of specialized palliative care ser-
vices, with coverage of PCUs by Natonal
Medical Insurance since 1990. The number
of PCUs has dramatically increased from five
in 1990 to 163 in 2006. In contrast, the growth
of home-based palliative care programs has
been slow, as inpatient palliative care teams
were not covered by National Medical Insur-
ance until 2002, Therefore, the most common
type of specialized palliative care service in
Japan is the PCU. Although the number of
PCUSs has increased, they cover only 5% of all
cancer deaths. In 2004, only 6% of cancer
deaths occurred in the home and over 80%
of cancer deaths occurred on general wards.
Therefore, death on general wards is an impor-
tant issue in Japan.
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To find potential participants, we identified
bereaved family members of patients who
died from September 2004 o February 2006.
The inclusion criteria were as follows: (1) pa-
tent died in PCU or died on the general
ward from lung cancer or gastrointestinal can-
cer, (2) patient was aged 20 years or more, and
(3) patent was hospitalized at least three days.
The exclusion criteria were as follows: (1) par-
ticipant was recruited for another question-
naire survey for bereaved family members,
(2) participant would have suffered serious
psychological distress as determined by the pri-
mary physician, (3) cause of death was treat-
mentrelated or due to injury, (4) there was
no bereaved family member who was aged 20
years or more, (5) participant was incapable
of replying to a selfreported questionnaire,
and (6) participant was not aware of the diag-
nosis of malignancy.

We mailed questionnaires to potential re-
spondents in October 2006 and a reminder
was sent in November 2006 to those who did
not respond. We asked that the primary care-
giver complete the questionnaire. If the re-
spondents did not want to participate in the
survey, they were asked to return the question-
naire with “no participation” indicated, and
a reminder was not mailed to them. To exam-
ine test—retest reliability, we sent the same
questionnaire one month after sending the
original questionnaire. The ethical and scien-
tific validity of this study was approved by the
institutional review boards of Tsukuba Medical
Center Hospital.

Measurements

Good Death Inventory. The Good Death Inven-
tory (GDI) evaluates end-of-life care from the
bereaved family member’s perspective. Seventy
potential attributes of a good death were asked,
using a seven-point Likert scale (1: absolutely
disagree, 2: disagree, 3: somewhat disagree, 4:
unsure, 5: somewhat agree, 6: agree, 7: abso-
lutely agree). The attributes were gcncratcd
based on agrcviau.s qualitative study,** quantita-
tive study,” and literature review,”®1%15:17-%0
In the qualitative study, we found 58 attributes
of a good death in Japan.?* In the following
quantitative study, we asked 57 questions based
on the previous qualitative study and literature
review. Finally, we concluded, using factor anal-
ysis and Cronbach’s alpha coefficients, that the

Japanese concept of a good death was consti-
tuted by 18 domains.** We then composed three
or more questions for each of the 18 domains.
Therefore, we assumed there were 18 hypothet-
ical domains based on the results of previous
studies. We calculated the domain score by sum-
ming up attributes. A high score indicated the
achievement of a good death in each domain.
Total scores were calculated in three ways: a total
of all attributes, a total of 10 core domain attri-
butes, and a total of eight optional domain attri-
butes. The questionnaire that was finally
adopted is described in the Appendix.

The face validity was evaluated by two physi-
cians, two nurses, and two lay persons. The GDI
was generated based on the previous qualitative
study with 63 participants™ and a nationwide
quantitative study with 3,061 participants.® In
addition, we conducted a literature review and
fully discussed the content validity among co-
researchers. This process ensured the content
validity of our questionnaire.

CES, Short Version. We used the CES, short ver-
sion, to examine concurrent validity. The CES
was developed to measure end-oflife care from
the bereaved family member’s perspective espe-
cially focusing on structure and process of
care.”” The original version of the CES was 10 do-
mains (help with decision making for patient,
help with decision making for family, physical
care by physician, physical care by nurse, psy-
cho-existential care, environment, cost, availabil-
ity, coordination of care, and family burden),
with 28 attributes. The validity and reliability of
this scale have been tested.”” The questionnaire
was designed so that the respondent evaluated
the structure and process of end-of-life care by
rating the necessity of improvement for each
item on a six-point Likert scale from 1: improve-
mentis notnecessary to 6: improvement is highly
necessary. The score was transformed to a 0—100
pointscale, with a high score indicating excellent
care, The shortversion of the CES consisted of 10
items from each domain and validity and reliabil-
ity were confirmed.

Overall Care Satisfaction. We asked the partic-
ipants about their overall care satisfaction in
order to examine concurrent validity The
question was, “Overall, were you satisfied with
the care in the hospital?” The participant was
asked to answer using a six-point Likert scale
from 1: absolutely dissatisfied to 6: absolutely
satisfied.
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Participant Characteristics. The patient’s age,
sex, hospital days, and care settings were ex-
tracted from medical databases. We asked the
bereaved family member’s age, sex, health sta-
tus during the caregiving period, relationship
with the patient, frequency of attending the
patient, presence of other caregivers, living sta-
tus with the patient, faith, education, and
household income during the caregiving
period.

Analysis

For item reduction, we first deleted attri-
butes with 20% or more of the data missing
or highly skewed distribution of the ratings,
defined as “absolutely disagree” or “absolutely
agree” in 80% of responses. We then used ex-
planatory factor analysis, using the principle
method with a promax rotation, for the 10
core domains and eight optional domains sep-
arately. According to the results of the factor
analysis, attributes with factor loadings less
than 0.4 (standardized regression coefficient)
were deleted. In addition, we discussed the fi-
nal adoption of attributes so that each domain
had three items with regard to exhaustibility
and clinical viewpoint.

To examine the validity and reliability of the
GDI, we first examined factor validity with ex-
planatory factor analysis, using the principle
method with a promax rotation, for the final
30 atuibutes with the 10 core domains and
24 awributes with the eight optional domains
separately. Second, to examine concurrent val-
idity, we calculated the Pearson’s correlation
coefficients between each domain of the GDI
and each item of the CES and overall care sat-
isfaction. Third, for internal consistency and
test-retest reliability, we calculated Cronbach's
alpha coefficients (Cronbach’s alpha) and in-
traclass correlaton coefficients (I1CCs).

Finally, we developed the short version of
the GDI. We selected items for each domain
using the standard regression coefficient in
the factor analysis, Pearson's correlation coeffi-
cient between each item and domain score,
and content representativeness. We calculated
Pearson’s correlation coefficient between se-
lected items and overall each domain score
that the item belonged to. In addition, Cron-
bach’s alpha coefficient and ICC of the short
version of the GDI were calculated. The in-
verse items were transformed before all

analyses. All analyses were performed using
the statistical package SAS version 9.1 (SAS In-
stitute, Cary, NC).

Results

There were 388 potential participants. Sub-
jects were excluded for the following reasons:
recruitment in another questionnaire survey
for bereaved family members (n = 23), serious
psychological distress as determined by the pri-
mary physician (n=8), cause of death was
treatment related or due to injury (n=4), no
bereaved family members older than 20
(n=4), and other (n=>5). Of 344 question-
naires sent to the remaining bereaved family
members, 11 were undeliverable and 215
were returned (response rate, 65%). Among
these, 23 individuals refused to participate
and three responses were excluded due to
missing data. Thus, 189 responses were ana-
lyzed (effective response rate, 57%). As for
the retest, of 175 questonnaires sent to be-
reaved families who responded during the
study period, nine individuals refused to par-
ticipate, and two responses were excluded
due to missing data. Finally, 112 responses
were analyzed (effective response rate, 64%).

Participant Characteristics

Participant characteristics are shown in
Table 1. Patient characteristics were as follows:
the mean age % standard deviation was 69 £ 12
years, males made up 57% of the total, the
mean number of hospital days was 41 %37,
and 71% of the patients died in the PCU. As
for bereaved family members, the mean age
was 57 + 12 years, 33% were males, 81% were
in good or moderate health, spouses made
up 46% of the total and children 34%, 69%
claimed to be less religious (fair and none),
51% had a high school education or less, and
the proportion with a household income of
less than five million yen (US $41,700) was
55%.

Factor Validity

In accordance with the above-mentioned
item reduction procedure, 30 attributes for
core domains and 24 items for optional do-
mains were selected. The results of the factor
analysis for core domains is shown in Table 2.
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Table 1 The following 10 domains were identified: (1)
Characteristics of Participants (n=189) environmental comfort, (2) life completion,
n % (3) dying in a favorite place, (4) maintaining
Pidenis hope and pleasure, (5) independence, (6)
Age, y (mean+5D) 69412 physical and psychological comfort, (7) good
Sex relationship with medical staff, (8) not being
Male 108 57 a burden to others, (9) good relationship
Pt s e with family, and (10) being respected as an in-
Hospinal dup (meantSD) L dividual. The cumulative proportion was 83%.
&an'fw e - > The results of factor analysis for optional do-
Palllarive cars e 154 7 mains are .shown in Table 3. Exgh't .domams
were identified, as follows: (11) religious and
Bereaved family members spiritual comfort, (12) receiving enough treat-
Age. ¥ (mesnkSh) Lol ment, (13) control over the future, (14) feel-
Sﬂmc & 5 ing that one's life is worth lLiving, (15)
Female 122 65 unawareness of death, (16) pride and _heaut.y.
Scsiihs st (17) natural death, ':md (18) preparation for
Good 48 25 death. The cumulative proportion was 81%.
Moderate 106 56 These 18 domains coincided with the 18 hy-
g::r 2: lg pothesized domains. The mean value of each
Relationship domain score ranged from 2.7 to 55 and
Spouse @ 46 each standard deviation ranged from 1.1 to
Child 64 34 1.8. We classified these 18 domains into four
%rti‘:“‘h" 2? l} categories by discussion of researchers: (1)
Sibling 1 6 physical and psychological comfort, (2) deci-
Other ) 2 sion making and relation to medical staff, (3)
Frequency of attending patient family relatdonship, and (4) psycho-existential
Every day 133 70 issues.
4—6 days/week 17 9
L:d::rn/mzmcn 2: l; Concurrent and Discriminant Validity
Presence of other caregivers Table 4 shows the concurrent and discrimi-
Present 131 69 nant validity demonstrated by the correlation
S o . between each domain of the GDI and the
Living status item of the CES. The figures represented by
;‘;:';Eﬁfgtt::;’m - 13; ?g bold face were presumed correlations as con-
Religiousness current va.hd:ty. As for physical an.d psychological
Much 14 7 comfort, “physical and psychological comfort”
Moderate 34 18 of the GDI correlated with “physical care by
E’;‘M g i; physician” (r=0.44) and “physical care by
) nurse” (r=0.23) of the CES. As for place of
E‘}m:?ﬁgh — 34 18 care, "'cnvironmcnla] comfort” cor::clat?d with
High school 82 43 “environment” (r=0.34), and "dying in a fa-
College. 40 21 vorite place” correlated with “environment”
Uiereity # i (r=0.24). As for decision-making and relation to
H?_“;:;dd Tacoma:(thoisand ) " 3 medical staff, “good relationship with medical
950—499 74 39 staff” correlated with "hclp with decision mak-
500—749 37 20 ing for patient” (r=0.36), “help with decision
;"33;_999 f‘!) 1; making for family” (r=0.34), “physical care by

Several wotal percents do not equal 100% due to missing values.

physician” (r=0.44), “physical care by nurse”
(r=10.23), “coordination of care” (r=0.40),
and “family burden” (r=0.42). “Receiving
enough treatment” correlated with “help
with decision making for patient” (r=0.32),
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Table 2
Factor Validity of the Good Death Inventory, Core 10 Domains

Standardized Regression Cocfficients

F1 R P

F4 F5 F6 F7 F8 F9 Fl10 Communality

1. Environmental comfort (Mean=5.4, SD=1.3)
Living in quiet circumstances 0.95 -0.09 0.07
Living in calm circumstances 092 000 013
Patient was not troubled by other people 0.84 =001 0,10

2. Life completion (Mcan=4.2, SD=1.6)
Having no regrets =010 0.90 -0.07
Feeling that one’s life was completed -0.09 088 013
Feeling that one's life was fulfilling 011 0.87 014

(-3

. Dying in a favorite place (Mean=4.9, SD=1.7)
Being able o stay at one's favorite place  0.15 —-0.01 0.80
Being able o die at one's favorite place  0.08 008 0.80

Met the patient’s preference of 011 015 0.73
place o die
4. Maintaining hope and pleasure (Mean=1.0, SD=1.6)
Living posidvely =0.07 =0.03 0.07
Having some pleasure in daily life -0.08 -0.11 0.12
Living in hope -0.06 0.10 0.15
5. Independence (Mean=3.7, SD=1.8)
Being independent in moving -0.04 —0.08 0.04
or waking u
Being independent in daily actvities -0.03 —0.06 0.05
Not being troubled with excretion 0.08 015 -0.09
6. Physical and psycholagical comfort (Mean=4.9, SD=1.5)
Being free from pain 0.09 —0.03 —0.02
Being free from physical distress 001 003 0.00
Being free from emouonal distress 0.08 0.15 019
7. Good relationship with medical staff (Mean=5.5, SD=1.1)
Trusting physician 0.05 0.13 =0.01
Having a professional nurse with 0.01 —-0.17 0.00
whom one feels comfortable
Having people who listen -0.08 -0.01 0.15
8. Not being a burden to others (Mean=4.0, SD=1.5)
Not being a burden to athers 0.20 —0.01 —0.20
Not being a burden to family members  0.03 0.07 —0.09
Having no financial worries -0.28 —0.12 0.35
9. Good relationship with family (Mean=5.0, SD=1.2)
Having [amily support 0.11 -0.06 0.14
Spending enough time with one's family -0.02 0.05 —0.11
Having family to whom one can 0.05 0.19 -0.12

express one's feelings
10, Being respected as an individual (Mean=>5.8, SD=1.1)
Not being treated as an object or a child -0.13 —-0.03 0.06
Being respected for one’s values 014 0.15 -0.09
Being valued as a person 0.29 —0.02 —-0.07

Cumulative proportion, 82.7%

-0.09 —-0.02 0.08 -0.04 0.00 0.05 0.05 0.92
-0.05 0.00 0.02 0.02 0.07-0.03 -0.07 0.88
~0.11 -0.02 0.04 007 004 012 0.02 0.85

-0.04 -0.13 0.06 003 —0.04 0.16 -0.05 0.78
000 0.06 001 002 0.00-007 0.05 0.86
-0.05 0.08 -0.06 -0.10 0.01 =0.01 0.05 0.87

013 -0.02 0.01 002 -003 0.00-0.03 0.90
0.029 0.03 0.06 001 -0.02—-0.04 -0.01 0.89
010 —0.01 -0.05 008 -0.01 0.01 0.01 0.85

0.91 0.04 —0.04 003 000 009 0.00 0.91
0.88 —0.08 004 001 0.08 012 001 0.87
0.72 —0.08 021 -0.04 —0.03 0.01 —0.07 0.79

0.03 093 0.09 —-0.09 -0.08 0.06 —0.01 0.80

0.09 0.88 -0.11 0.03 0.07 -0.03 -0.06 0.85
-0.18 0.80 008 008 001 001 003 0.69

0.02 000 093 0.00-001 0.00-001 0.92
0.04 005 0.89 0.05-0.02-0.04 0.04 0.92
0.28 001 047 001 0.09 -0.05 0.00 0.78

-0.06 0.00 -0.08 090 0.05 0.05-0.12 0.80
010 001 0.04 0.80-0.06 0.05 0.07 0.76

-0.0%8 -0.01 0.19 0.73 0.01 -0.07 0.07 0.79

0.07 =0.05 0.03 =0.06 0.91 —0.10 0.00 0.86
0.05 0.04 —0.06 002 087 004 -0.02 0.80
-0.15 0.01 0.03 002 0.79 010 0.05 0.80

=0.02 0.00 -0.18 -0.02 —-0.05 0.80 0.08 0.67
017 003 010 002 0.02 072 0.02 0.72
0.14 002 006 005 007 0.72-0.06 0.80

-0.24 —0.09 0.11 -0.05 0.03 0.12 0.96 0.82
029 004 -0.17 0.14 0.08 -0.18 0.66 0.82
0.20 007 0.01 -0.05 -0.05 0.06 0.65 0.82

F# = Factor 1 to Factor 10.
Boldfaced numbers indicate atonbutes belonging to each d

“help with decision making for family”
(r=0.30), “physical care by physician”
(r=0.37), and “physical care by nurse"
(r=0.16). “Unawareness of death” correlated
with “help with decision making for patient”
(r=0.26), and “help with decision making
for family” (r=0.25). “Natural death” corre-
lated with “help with decision making for

patient” (r=0.38) and “help with decision
making for family” (r=0.32). As for psycho-
existential issues, there were weak correlations
between each domain and “psycho-existential
care.” Finally, “not being a burden on others™
correlated with “cost” (r=0.25).

Table 5 shows the correlation between each
domain of the GDI and total score of the
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Table 3

Factor Validity of the Good Death Inventory, Optional Eight Domains

Standardized Regression Coefficients

F11 F12 F13 Fl4 F15 Fl6 FI17 FI8 Communaliy
11. Religious and spiritual comfort (Mean=2.7, SD=1.7)
Supported by religion 098 —0.01 —-0.02 002 -0.08 —0.02 -0.02 -0.01 0.94
Having faith 097 002 008 003 000 000 -00% -0.02 0.95
Feeling that one is protected by a higher power  0.90 =002 005 000 002 000 004 000 034
beyond oneself
12, Receiving enough treatinent (Mean=5.1, SD=1.5)
Receiving enough treatment -002 090 003 002 006 —001 002 -004 0.89
Believing that one used all available treatments 002 086 008 —-0.06 013 -002 -0.01 0.05 0.85
Fighting against disease undl one’s last moment  0.00 0.86 010 008 =011 002 =002 0.04 0.80
13. Control over the future (Mean=4.0, SD=1.7)
Knowing how long one will live 0.06 -001 092 -0.12 010 002 -003 0.06 0.84
Knowing what to expect about one’s condiionin  0.05 006 089 0.02 -007 0.01 001 004 0.90
the future
Participating in dedisions about treatment -006 018 070 015 -004 -0.04 0.05 —0.06 0.69
strategy
14. Feeling that one's life is worth living (Mean=5.2, SD=1.3)
Feeling that one can contribute to others -0.01 003 -001 094 —-0.02 002 -0.12 0.04 0.87
Feeling that one’s life is worth living 007 -0.04 002 0.86 011 —-0.03 004 —-0.05 0.79
Maintaining one’s role in family or occupation 002 005 —003 0.5 -0.10 005 013 0.09 0.70
15. Unawareness of death (Mean=3.8, SD=1.5)
Dying without awareness that one is dying -005 -008 010 004 09 -0.02 -0.06 -0.07 083
Living as usual without thinking about death -003% 003 008 -0.01 088 000 -0.02 000 0.79
Not being informed of bad news 016 023 -035 -0.08 062 004 011 011 0.72
16. Pride and beauty (Mean=3.4, SD=1.4)
Not having a change in one’s appearance 006 007 -002 -0.08 -0.11 088 -005 003 0.83
Not receiving pity from others -00% =001 005 010 015 0.86 -0.09 —0.02 0.75
Not exposing one’s physical and mental weakness —0.04 —0.07 —0.03 0.01 -0.04 085 012 -0.04 0.74
to family
17. Natural death (Mean=5.4, SD=1.3)
Not being connected to medical instruments or -=0.01 -0.20 0.00 004 001 -0.03 093 009 0.82
tubes
Not receiving excessive treatment 0.02 021 -001 —-0.08 —-010 002 0.87 -010 0.81
Dying a natural death —-008 024 006 0135 018 -002 056 000 0.73
18. Preparauon for death (Mean=4.8, SD=1.4)
Seeing ple whom one wants to see -00% 013 006 -0.06 -0.06 -0.01 -0.01 085 0.64
Feeling thankful o people -005 007 -011 016 -001 -0.05 -0.10 0.79 0.77
Saying what one wants to tell dear people 006 -0.18 0.21 -0.01 007 005 014 074 0.79

Cumulative proportion, 80.6%

18.

F# indicates Factor 11 to Factor
di ib belonging to each domain.

Baldfaced 1. i

CES and overall care satisfaction. The correla-
tion of each domain of the GDI and the total
score of the CES ranged from r=0.07 to
r=0.42, The correlation of each domain of
the GDI and the overall care satisfaction
ranged from r= 0.11 to r= 0.55. Most domains
correlated with the CES and overall care satis-
faction moderately. In addition, the GDI
tended to more strongly correlate with overall
care satisfaction than the CES. All 18 domains
of the GDI correlated with the total score of
the CES (r= 0.26) and overall care satisfaction
(r=0.39), The total of the 10 core domains of
the GDI correlated with the total score of the

CES (r=0.31) and overall care satisfaction
(r=0.41). The total of the eight optional do-
mains of the GDI were not correlated with
the total score of the CES and overall care
satisfaction.

Internal Consistency and Reliability

Table 6 shows the internal consistency
(Cronbach’s alpha) and test—retest reliability
(ICC). Cronbach's alpha ranged from 0.74 to
0.95. The Cronbach'’s alpha coefficient of the
total score was 0.94; of the 10 core domains,
it was 0.92; and of the eight optional domains,
it was 0.87. The ICC ranged from 0.44 10 0.72
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