cancer and to identify quality indicators from reviews of administra-

tive data and/or medical charts.
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Abstract

Objective: The aims of this study were to validate an instrument for measuring bereaved family
members’ perceptions of caregiving consequences and to examine the association between
caregiving consequences and psychological distress.

Methods: Cross-sectional questionnaires were administered to family members of patients
who had died in regional cancer centers. We measured the Caregiving Consequences Inventory
(CCI), respondent’s optimism, overall reward scale, and psychological distress and collected
background data. A retest was conducted.

Results: Bereaved families from two regional cancer centers were surveyed (/N= 189 and
109; effective response rate, 57 and 80%). By exploratory and confirmatory factor analyses, we
identified four perceived reward domains: ‘mastery’, ‘appreciation for others’, ‘meaning in life’,
and ‘reprioritization’, and one perceived burden domain. Although the four reward domains
were highly correlated with each other (0.47 <r <0.69), the 4-domain model was superior. The
respondents with less education, strong faith, and less optimism reported fewer perceived
rewards, thus demonstrating known group validity. In addition, perceived reward had little or
no correlation with psychological distress. The psychometric properties of this scale were good
(2=10.78-0.93, ICC=0.60-0.73) and construct validity was supported (GFI=0.929;
AGFI = 0.819; CFI = 0.749; RMSEA = 0,097),

Conclusions: The CCl is valid for measuring caregiving consequences from the bereaved
family member’s perspective in Japan. Furthermore, it is important to use perceived rewards
and burdens as a measure of caregiving consequences for improving the quality of the
caregiving and bereavement experience.

Copyright © 2008 John Wiley & Sons, Ltd,
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Introduction

burden is associated with family dissatisfaction and
regret in received care [6], depression in family
members [7,8], and caregiver mortality [9,10] in the

The World Health Organization concept of pallia-
tive care includes attention to the health and well-
being of the family members caring for a patient,
and it proposes a support system to help caregivers
cope during the patient’s illness and their own
bereavement [1]. Research has shown that caring
for severely ill patients can have a negative impact
on the mental, physical, and financial well-being of
the caregivers [2-5]. In addition, the caregiver’s

Copyright (©) 2008 John Wiley & Sons, Ltd,

course of caregiving and bereavement. Thus,
palliative care specialists and researchers have tried
to help reduce the caregiver’s burden [11-15].
While past research has clearly documented the
negative emotions experienced during caregiving
and bereavement, recent research has investigated
positive consequences of caregiving [16]. Approxi-
mately 60-70% of caregivers have reported



that they could recognize positive aspects of
the experience [17-19], and psycho-educational
interventions have had long-term positive effects
on caregiving consequences [20,21]. Although
several positive outcomes of caregiving such as
appreciation, gratification, mastery, finding mean-
ing and purpose in life, reprioritization, personal
growth, and satisfaction [22-26] have been ex-
plored, the operational definitions of words used
by researchers vary [16] and there is no consensus
on what constitutes positive caregiving outcomes.

In Japan, cancer is the leading cause of death.
Although enhancement of palliative care for
Japanese cancer patients and family caregivers is
a priority in Japan, we found only a few studies
that investigated in detail caregiving for severely ill
cancer patients. To deliver appropriate support for
family caregivers, it is important to evaluate both
positive and negative caregiving outcomes. There
are a few scales that evaluate both positive and
negative caregiving outcomes [27,28]. However, in
these scales, various positive aspects are measured
in | domain only, and it is difficult to understand
the positive aspects of caregiving in detail. More-
over, surveys of families of patients at the end of
life are not culturally appropriate in Japan. Thus,
for considering how to provide care to the families,
it is necessary to assess caregiving consequences,
that is, the positive and negative experiences of the
caregivers from the bereaved family’s viewpoint. It
is difficult to use the scale with many items (more
than 20 items) for vulnerable bereaved families in
Japan. Today, however, there are a few brief scales.

The aim of this study was to develop a brief
measure for evaluating caregiving consequences
from the bereaved family member’s perspective and
to measure the validity and reliability of this new
measure in Japan.

Methods

This survey was made up of two cross-sectional
anonymous mailed surveys of the bereaved family
members of cancer patients in two regional cancer
centers in Ibaraki Prefecture (Part 1) and Shizuoka
Prefecture (Part 2). Both centers have general
wards and inpatient palliative care units (PCU).

Measurements

Caregiving Consequences Inventory (CCI)

To evaluate the consequences of caring for incur-
able cancer patients from the bereaved family's
perspective, we pooled items found through a
systematic literature review of studies that de-
scribed the positive aspects of caregiving
[22-25,29-31], caregiver burden [2-5], caregiving-
related concepts [16,26,32-38], stress-related
growth [39—41], and discussions about the similar-

Copyright © 2008 John Wiley & Sons, Ltd,
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ity of the concepts. Reviewers were a research nurse
specializing in palliative care, a palliative care
specialist, and a researcher specializing in clinical
psychology. Then, we hypothesized a factor
structure prior to psychometric testing of 3
domains of perceived rewards: personal growth,
mastery, appreciation for others, meaning in life,
and reprioritization, and 1 domain of perceived
burden. In Japan and overseas, both a Caregiving
Burden Scale with a clear domain structure [42,43]
and one without a clear structure [44,45] are used.
However, we used 1 domain for the caregiving
burden in this survey for the following reasons: (1)
the size of the contribution of the first factor is very
large compared with the second factor42 and (2)
the caregiving burden in Japan can be assumed to
be included in 1 domain [46,47). We also discussed
the content validity for the items using the
following selection criteria: (1) easily understood
and completed, (2) potentially applicable to both
caregiving and bereavement, (3) comprising hy-
pothesized dimensions, and (4) comprising three or
more items for each domain. We then selected 19
items as perceived reward domains and 5 items as
perceived burden domains. All of the authors were
in agreement on these items and factors. This
process ensured the content validity of the initial
24-item version of the CCI (available from the
authors), These items were rated using a 7-point
Likert scale (1: absolutely disagree, 2: disagree, 3:
somewhat disagree, 4: unsure, 5: somewhat agree,
6: agree, 7: absolutely agree). We used the initial
24-item version in Part | of the survey and the 16-
item shortened version in Part 2.

Overall perceived rewards

We asked about overall perceived rewards with the
statement: ‘It was a good experience for me to care
for my family member’ using a 7-point Likert scale
(1: absolutely disagree, 2: disagree, 3: somewhat
disagree, 4: unsure, 5: somewhat agree, 6: agree, 7:
absolutely agree). We used this scale to examine the
concurrent validity of the CCI in Part 2 of the
survey. We did not have scales to examine details
of positive aspects of caregiving consequences
when the survey was conducted. We therefore used
a single item to measure concurrent validity, the
best method in such a situation [48].

The Life Orientation Test—Revised (LOT-R)

Research has shown that optimism is associated
with positive aspects of difficult situations [18,49].
We hypothesized that the perceived reward domain
score is positively correlated with optimism of the
respondents. The LOT-R is a 10-item (six target
items and four fillers) self-report scale measuring
expectations about positive outcomes in general,
using a 5-point scale from 0 (strongly disagree) to 4
(strongly agree) [49]. The validity and reliability of
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Caregiving consequence inventory

the Japanese version have been confirmed, and
Sakamoto proposed a two-factor model consisting
of optimism and pessimism [50]. Responses are
scored from 0-12 with higher scores on the three
optimism items representing greater dispositional
optimism, while higher scores on the three pessi-
mism items represent greater dispositional pessi-
mism. We used this scale to examine the known
group validity of the CCI in Part 1 of the survey.

The General Health Questionnaire-|2-item version
(GHQ-12)

The GHQ-12 is a screening instrument covering a
range of psychiatric symptoms (e.g. anxiety and
depression) as well as somatic symptoms and social
dysfunction [51]. We used the GHQ-12 to measure
the degree of psychological distress of the respon-
dents and to examine the discriminate validity of
the CCI in Part 2 of the survey.

Background data of caregivers and patients

The patient’s age, sex, and number of hospital
days, time since patient’s death, and care settings
were extracted from medical databases. The
caregiver’s background data included the bereaved
family member’s age, sex, relationship with the
patient, and frequency of attending the patient.

In Part 1, we also asked the respondents about
health status during the caregiving period, presence
of other caregivers, whether the caregiver lived with
the patient, and caregiver’s faith, education, and
household income during the caregiving period.
Research has shown that caregivers with less
education and strong faith reported fewer per-
ceived rewards [52,53]. Thus, we used these data to
examine the known group validity of the CCIL

Participants and procedures

To find potential participants for Part 1 of the
survey, we identified from medical records be-
reaved family members of patients who died from
lung or gastrointestinal cancer from September
2004-February 2006 on the general ward in a
regional health center in Ibaraki Prefecture and
patients who died from all forms of cancer in PCUs
in the same regional health center during the same
period. We mailed questionnaires to potential
respondents in October 2006 and a reminder was
sent in November 2006 to those who did not
respond. The respondents were asked to report the
level of agreement on the initial 24-item CCI and
LOT-R and to supply background data. To
examine test-retest reliability, we sent the same
questionnaire one month later,

For Part 2 of the survey, we identified from
medical records bereaved family members of
patients who died from April 2005-April 2006 in
PCUs of regional cancer centers in Shizuoka

Copyright ) 2008 John Wiley & Sons, Led.

Prefecture. We mailed questionnaires to potential
respondents in March 2007 and a reminder was
sent in April 2007 to those who did not respond.
The respondents were asked to report their level
of agreement with the final 16 items of the
shortened version of the CCI, their overall
perceived rewards, responses to the GHQ-12, and
background data.

The inclusion criteria were the same in both
surveys and were as follows: (1) patient was aged
20 years or more and (2) patient was hospitalized at
least 3 days. The exclusion criteria were the same in
both surveys: (1) participant was recruited for
another survey for bereaved family members, (2)
participant would have suffered serious psycholo-
gical distress as determined by the primary
physician, (3) cause of death was treatment related
or due to injury, (4) there was no bereaved family
member who was aged 20 years or more, (4)
participant was incapable of replying to a self-
reported questionnaire, and (5) participant was not
aware of the diagnosis of malignancy.

Ethical consideration

The protocols were approved by the institutional
review board of each institute. In both Part 1 and
Part 2, if the respondents did not want to
participate in the survey they were asked to return
the questionnaire with ‘no participation’ indicated,
and a reminder was not mailed to them.

Statistical analyses

Scale development

For item reduction, we first deleted items with data
missing for 20% or more of the respondents, or
highly skewed distributions of the ratings defined
as ‘mean + standard deviation’ beyond the scope of
the variable. We then used exploratory factor
analysis using the maximum likelihood method
[54] with a promax rotation for perceived reward
domains and perceived burden domains, sepa-
rately. According to the results of the exploratory
factor analysis, attributes with factor loadings less
than 0.3 (standardized regression coefficient) were
deleted. Among several models tested, we adopted
the model that showed sufficient fitness to the
factor structure based on the hypothesized con-
cepts and clinical validity based on full agreement
of the authors. The items that were finally adopted
for the CCI are described in the appendix. The
domain score was calculated by summing the items
in each domain. The total reward score was
calculated by summing the 12 items in all perceived
reward domains, although we did not provide the
CCI total score, which was calculated by summing
the 16 items, including 12 perceived reward items
and four burden items.
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Scale validation

Validity: To examine concurrent validity, we
calculated the Pearson’s correlation coefficients
between each domain of the CCI and one item
overall for perceived rewards using data from Part
2. In addition, to examine construct validity of the
final 16 items of the CCI, we calculated the
Pearson’s correlation coefficients between each
domain score of the CCI using data from Part I,
and conducted a confirmatory factor analysis using
data from Parts | and 2, separately. Known group
validity was examined using a ¢ test to compare the
reward domain scores of respondents who had
more faith compared with those with less faith,
scores of respondents who had more education
compared with those with less education, and
scores of respondents who were more optimistic
compared with those who were less optimistic.

Faith responses were grouped into a group with
less faith (1: none at all and 2: slightly strong) and a
group with more faith (3: moderately strong and 4:
very strong). In addition, responses about educa-
tion level were grouped into a group with less
education (1: finished junior high school and 2:
finished high school) and a group with more
education (3: junior college graduate and 4: college
graduate). As for optimism and set the threshold
value for optimism was established at 6/7.

In addition, to examine discriminate validity, we
calculated the Pearson’s correlation coefficients
between each domain score of the CCI and
psychological distress. We used GHQ scoring (0-
0-1-1), and set the threshold for psychological
distress at 2/3 [55]. We divided the score into binary
variables whether the score exceeded a cutoff value
or not, and used it as a dependent variable.

Reliability: To examine the reliability of the CCI,
we calculated Cronbach’s a coefficients (Cron-
bach's «) and intra-class correlation coefficients
(ICC) for test—retest reliability using data for Part |
of the survey.

All analyses were performed using the statistical
package SAS version 9.1 (SAS Institute) and
AMOS version 7.0 (SPSS institute). The signifi-
cance level was set at P<0.05 (two-tailed).

Results

Of 344 and 160 questionnaires sent to bereaved
family members in Part 1 and Part 2, respectively,
11 and 23 were undeliverable, and 215 and 121
were returned. Among these, 23 and 12 individuals
refused to participate, and 3 and 0 were excluded
due to missing data. Thus, 189 and 109 responses
were analyzed (effective response rates, 57 and
80%, respectively).

As for follow-up of Part 1, of 175 questionnaires
sent to bereaved families who responded during the
study period, nine individuals refused to partici-
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pate, and two responses were excluded due to
missing data. Finally, 112 responses were analyzed
(effective response rate, 64%). Table 1 summarizes
the background of the respondents.

ltem reduction

In accordance with the above-mentioned item
reduction procedure, we initially excluded oneitem

Table |. Backgrounds of respondents

Part I(N=189) Part 2(N=109)
n % n %
Patients
Age. y (mean +5D) 69412 7311
Sex
Male 108 57 47 43
Female Bl 43 82 57
Hospital days (mean+50) 41 +£37 S56+/74
Care setting
General ward 55 %9 0 ]
Palliative care unit 134 71 109 100
Bereaved fomily members
Age, y (mean+5D) 57412 60412
Sex
Male 63 i3 42 39
Femnale 122 - 59
Time snce patient’s death: 154 5(7-25) 17 +4(11-24)
months (mean + S0/range)
Relationship
Spouse 87 46 47 43
Child &4 34 42 39
Child-in-faw 20 I 8 7
Other 15 9 10 10
Health status
Good 48 5 — —
Moderate 106 56 — —_
Fair 28 15 — —
Poor 4] 3 - —_
Presence of other caregivers
Present 131 69 — —
Absert 54 3 — —
Living status -_ -
Living together 157 B3 — -
Nat lving together 30 16 — -_—
Religiousness
Much 14 7 - s
Moderate 34 1§ — —
Fair 46 4 — —
Naone 85 % — —
Education
Juniier high school 34 18 — -
High school 82 A - -_
College 40 21 — -
University 3l &
Household income
(thousand yen)
D00-245 {—25008) 3l 16 — =
150-499 (2500-4990%) 74 39 — -
500749 (5000-74905) 37 0 — =
750-999 (7500-9990%) 2 A —
1000~ (10000%-) 16 g - -

Several total percents do not equal 100% due to missing values.
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Table 2. Exploratory factor analysis of Caregiving Consequence Inventory

Standardized regression coefficients

FI F F3 F4

Perceved reword domom
| Mastery (mean =49, SD = 1.2)
Ql | fee! confident enough to manage future life changes
Q2 | have leamed o cope better with my life
Q3 | came 1o accept some of the changes in my life
2 Appreciation for others (mean = 5.5, SD = 1.0)
Q4 | came to have more apprecation for others
Qs | bacame more aware of love from other people
Qb | came to place greater value on relationships
3 Meaning in Ife (mean=49, 5D = 13)
Q7 | came to find purpose and sense of meaning in my life
Q8 | have a better outlook on my life
Qs | came to bekeve that there was 2 meaning in ife no
matter what happened
4 Repriontization (mean =56, 5D = |.0)
Qlo | came 1o understand of the brevity of life and appreciate
each day
Qll | came 1o notice what is really important in my life
Qi | have learned the importance of being alive
Percewved burden domain
Burden (mean= 17, 5D = 1.&)
Qi3 | felt a physical burden
Ql4 | sacrficed ry own time and schedule
Qls | felt a mental burden
Qle | felt 2 financial burden

Table 3. Concurent validity of Caregiving Consequence In-
anry

Oveall perceived
Perceved reward domains
Mastery 037***
Appreciation for others 030***
Meaning in life Q39"
Reprioritization 043%*
Total reward score 044%**

Figures are Pearson's correlation coefficients. "P<0.05, TP<0.01, ~F<0001.

due to skewed responses from the initial CCI.
According to the results of the exploratory factor
analysis, 12 items for perceived rewards and 4 items
for perceived burden were selected. The following 4
domains were extracted as perceived rewards: (1)
mastery, (2) appreciation for others, (3) meaning in
life, and (4) reprioritization. The result of the
exploratory factor analysis of the CCI is shown in
Table 2.

Scale validation

Validity

Table 3 shows the concurrent validity. The
correlation of each reward domain of the

Copyright @ 2008 John Wiley & Sons, Led.

CCI and the one-item overall perceived reward
was moderate and ranged from r=0.30
to 0.43.

Table 4 shows the known group validity and
demonstrates significant differences in each reward
domain of the CCI according to the hypothesized
respondent’s characteristics (i.e. the respondent’s
faith, education, and optimism).

Figure | shows the result of confirmatory factor
analysis using data from Part 1 of the survey. This
solution has the most interpretable factors and
showed sufficient fitness to the factor structure,
consistency with the hypothesized concepts, and
clinical validity. Although we hypothesized a
model with five perceived rewards including a
personal growth domain at first, exploratory factor
analysis revealed that the three items we hypothe-
sized as personal growth were due to an improper
solution and no convergence could be attained.
Therefore, we adopted 12 items for four perceived
reward domains and 4 items for the burden
domain. The fit indices for this final model
were acceptable (¢* 262.333 [df =99], P<0.001;
GFI1=0.919, AGFI = 0.848; CFI=0.792;
RMSEA = 0.094) (see Figure 1). The confirmatory
factor analysis using Part 2 data reproduced
acceptable fit indices with one correlated error
term (z* 191.6 [df =98], P<0.001; GFI=0.929;
AGFI = 0.819; CF1 =0.749; RMSEA = 0.097) (see
Figure 2).

Psycho-Oncology (2008)
DO 10.1002/pon




Table 4. Known-group validity of Caregiving Consequence Inventory
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Faith Education Optimism
P-value Povalue Pwvalue
Less More Less More

Less faith More faith educated  educated optimistic  optimistic

Means SD Means SD Means SD Means SD Means SD Means 5D
Perceved reword domons
Mastery 48 12 52 10 0.02° 5.1 1.1 46 1.3 001* 48 L 52 12 003°
Apprecation for others 55 Il 56 1.0 0.63 56 1.0 54 12 032 55 1.0 57 LI Qls
Mearing in life 48 12 54 09 <000I*** 52 10 46 13 0001* 4% LI SI 13 QI3
Repricntization 54 LI SB as 003° 57 k] 54 12 006 54 1.0 59 1.l 0003
Total reward score LY | 10 55 o7 001* 54 08 5.0 1.0 oo1* S 09 55 10 003°

*P<0.05, “P<0.01, ~P<0.00I.

0.
Appreciation yfe2
or for others 0,
Reward
0.8 a8
Meaning ‘&3

0.7

HBHHEEBRORBRRIREE
HOOOOOOOOO OO ODE

Figure |. Confirmatory factor analysis of Caregiving Consequence Inventory (Part 1), 11262‘333 (DF = 99), P<0.001; GFl = 0.919;

AGFl = 0.848; CFl =

The four reward domain scores were highly
correlated with each other (0.47<r<0.69)
(Table 5). We tested the factor structure of reward
further by conducting confirmatory factory
analyses, comparing the 4-reward domain
and l-reward domain approaches. The analysis
revealed that the 4-reward domain model fit
the data significantly better than the l-reward
domain model (¥ 699.4 [df=103), P<0.00l;
GFI = 0.692; AGFI1 =0.652; CF1=0.541;
RMSEA = (0.186).

Table 6 shows the known group validity and
shows that no significant correlation exists between
each domain score and psychological distress,

Copyright [© 2008 john Wiley & Sons, Ltd.

0.792; RMSEA = 0,094

except for a slight correlation with mastery
(r=-0.19, P=005) and burden (r=0.24,
P=10.01).

Reliability

Table 7 shows the internal consistency and
test-retest reliability. Cronbach’s « ranged from
0.78 to 0.93, The Cronbach’s « coefficient of the
total reward domain was 0.93 and of the burden
domain was 0.78. The ICC ranged from 0.60 to
0.73. The ICC of the total reward domain was 0.73
and of the burden domain was 0.60.
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Figure 2. Confirmatory factor analysis of Caregiving Consequence Inventory (Part 2). ¥*191.6 (DF = 98), P<0.001; GFl = 0.929,
AGFI = 0.819; CFl = 0.749; RMSEA = 0.097

Table 5. The association with each other domain score of CCl

Mastery Appreciation for others Meaning in life Reprioritization
Mastery 1.00
Appreciation for others 047" 1.00
Meaning in life 063*"" 049*°* 1.00
Repriontization 0.60%** 0.60""* 069" 1.00
Burden 0.07 006 Q2 007

Figures are Pearson's correlation coefficients. "P<0.05, "P< 0,01, TP<0.001.

Table 6. The association between caregiving consequence and
psychological distress

Psychological distress

Perceved reward domains

Mastery 019"
Appreciation for others ol

Meaning in lfe -0.13
Repriontization -0l

Total reward score -0.07

Perceived burden domain

Burden 024"

Figures are Paarson's correlation coefficients. P<0.05, "P<0.01, TP<0001.

Discussion

The most important result of this study was the
development of an instrument to measure the
bereaved family's perceptions about the caregiving
experience in Japan. The instrument showed good

Copyright © 2008 John Wiley & Sons, Ltd.

internal consistency and test—retest reliability, and
known group validity was also consistent with a
previous study [52,53]. The CCI is 16 items and
takes less than 10 min to complete. Plain terms are
used for these items, so the deficit rate is low 2% or
less. Thus, we believe that this scale can assess
caregiving consequences with few demands placed
on the bereaved family.

Exploratory factor analysis and confirmatory
factor analysis revealed 5 domains consisting of 4
sub-domains of perceived rewards and | domain of
perceived burden: mastery, appreciation for others,
meaning in life, reprioritization, and burden. The
themes of the domains are consistent with our prior
hypothesized concepts.

Items selected for the ‘mastery’ domain repre-
sented the extent to which the respondent felt in
control over his or her life [35,36,56). Although the
operationalization of ‘meaning’ varied widely
across studies and sometimes represented overall
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Table 7. Reliability of Caregiving Consequence Inventory

a IcC
Percened reward domains
Mastery 090 073
Apprecation for others 0:30 0.60
Meaning in fife 0.89 0.62
Reprontization 086 067
Total reward score 093 0.73
Percewed burden domain
Burden 078 0.60

a, Cronbach’s alpha coefficient:; ICC, intra-class correlation coefficient.

positive aspects of caregiving [34,57], items selected
for ‘meaning’ in life domains assessed the sense of
purpose in life and task [57]. The ‘appreciation for
others’ domain included items about gratitude for
relationships and compassion [52], and the ‘repri-
oritization' domain assessed changes in values and
attitudes about living life to the fullest [23,52].
These 4 reward domains are similar to those
identified in other studies of post-traumatic growth
[39,40], and the burden domain included the items
identified important for assessing caregiver burden
[2.3,12,14]. Thus, content validity is assured.

It was not surprising that the 4 reward domain
scores were highly correlated with each other
because a sense of mastery may occur through
the development of new capabilities and finding a
sense of meaning or purpose [32]. In addition,
caregivers described their deeper appreciation for
relationships for one of the changes in values [31].
On examining concurrent validity, each reward
domain of the CCI and overall perceived rewards
were only moderately correlated, and the compar-
isons between the 4-domain and 1-domain models
of perceived rewards revealed the superiority of the
4-domain model. We thus believe that a compre-
hensive assessment of rewards by one overall item
is difficult and evaluation of every domain is
recommended.

As for discriminate validity, almost none of the
reward domains correlated with psychological
distress. Only mastery and burden showed slight
correlation with psychological distress, however
these correlations were very weak. Therefore, we
believe that mastery and burden were not clinically
correlated with psychological distress.

This means that the caregiver considered reward
to be an entity distinct from psychological distress,
and it is important to use perceived reward as a
measure for evaluation of caregiving consequences,
as well as the caregiving burden, for improving the
quality of the caregiving and bereavement experi-
ence.

Although the domains of the CCI demonstrated
sufficient internal consistency, reliability measured
by ICC was of moderate value [58]. Possible
reasons for the moderate reliability are (1) the
test—retest period was longer than | month and (2)

Copyright @ 2008 john Wiley & Sons, Ltd,
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the family member's assessment of the CCI may
have changed over time. However, the sufficient
internal consistency as a measure of reliability for a
cross-sectional study is appreciated; therefore,
these moderate ICCs are not considered critical
limitations of the CCI.

Limitations and future perspectives

The limitations of this study are as follows: first,
the response rate in Part 1 of the survey was 57%.
We think that this was low because the response
rate of the bereaved families receiving care on the
general wards was low (47% on general wards vs
62% in PCU). We believe, however, that the effect
on this study was not crucial because (1) the
objective was to validate a scale, not to survey
actual conditions and (2) comparing the back-
grounds of respondents and non-respondents
revealed no differences in age, gender, the length
of patient’s hospital stay, or time since patient’s
death. Second, we identified the bereaved family
members of patients who died from lung or
gastrointestinal cancer on the general wards in
Part 1 of the survey. We believe, however, that the
effect on this study was not crucial because (1) the
proportion of deceased patients on the general
wards who died from other types of cancers was
only 12% (23/188) in Part | and (2) we identified
the bereaved family members of patients who died
of all types of cancer on the PCU in Parts | and 2
of the survey. Third, we were unable to examine
concurrent validity sufficiently in this study because
we did not have scales to examine the details of
positive aspects of caregiving consequences when
this survey was conducted. Fourth, we set only one
correlation between errors in the confirmatory
factor analysis in Part 2 because of insufficient
sample size. However, we believe this is not a fatal
flaw because the fit indices for this final model in
Part 1 were acceptable. We are going to perform
further confirmation with a larger sample size in
the next step. Fifth, this validation was executed in
Japan, a culturally and ethnically homogeneous
country. It is necessary to examine whether the
structure of CCI can be reproduced in different
cultures.

In the future, we would like to conduct a
national survey on the actual positive and negative
aspects of caregiving consequences in Japan. To
decide the focus of the intervention, it is necessary
to clarify factors related to positive and negative
experience, and to explore the mechanisms that
maintain and increase positive experiences, as well
as those that decrease negative experiences. This
CCI provides a good base for further exploration
of these mechanisms. We also would like to
conduct a prospective survey to clarify factors
related to the change of perceived rewards using
this tool, and hope that this effort will lead to the
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development of intervention programs that focus
on specific aims and examine the effects on
caregiver outcomes.

Conclusions

We validated the CCI in Japanese bereaved family
members. The CCI was a valid scale having
sufficient factor wvalidity, internal consistency,
test—retest reliability, and acceptable construct
validity. The CCI comprises four perceived reward
domains: ‘mastery’, ‘appreciation for others’,
‘meaning in life’, and ‘reprioritization’, and one
perceived burden domain, evaluating both
positive and negative aspects of caregiving con-
sequences from the bereaved family member’s
perspective. As for discriminate validity, reward
has little or no correlation with psychological
distress. Thus, it is important to use perceived
rewards as a measure for evaluation of caregiving
consequences, as well as the caregiving burden, for
improving the quality of the caregiving and
bereavement experience.
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Appendix
Caregiving Consequences Inventory

How do you feel about your caregiving experience with your
family member? Please check the appropriate number. 1:
absolutely disagree, 2: disagree, 3: somewhat disagree, 4:
unsure, 5: somewhat agree, 6: agree, 7: absolutely agree.
Through caring for your family member,

Mastery

1 feel confident enough to manage future life changes.
1 have learned to cope better with my life.
I came to accept some of the changes in my life.

Appreciation for others

I came to have more appreciation for others.
1 became more aware of love from other people.
1 came to place greater value on relationships.

Meaning in life

I came to find purpose and sensc of meaning in my life.

1 have a better outlook on my life.

I came to believe that there was meaning in life no matter
what happened.

Reprioritization

I came to understand the brevity of life and appreciate each
day.

Copyright @ 2008 John Wiley & Sons, Ltd.

I came to notice what is really important in my life.
I have learned the importance of being alive.

Burden

I felt a physical burden.

1 sacrificed my own time and schedule.
I felt a mental burden.

I felt a financial burden.
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This study aimed to clarify and compare the awareness and perceptions qf the specialized
inpatient palliative cave service. A cross-sectional questionnaire survey was performed on the
general population selected by stratified two-stage random sampling (n = 2,548) and

bereaved families who actually received specialized inpatient palliative care at 12 palliative
care units (PCUs) in Japan (n= 513). The respondents reported their awareness and

perceptions of PCUs. Thirty-right percent of the general population answered that they had
“considerable” or “moderate” knowledge of PCUs, but 24 % answered that they had “no”
knowledge. Beveaved families who received PCU care (PCU-bereaved families) were likely to
have better perceptions of PCUs than the general population: “alleviates pain” (68 % of the
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17%, respectively). These perceptions were associated with overall satisfaction with recetved
care, and differed among the 12 PCUs. In conclusion, public awareness of PCUs was
insufficient in Japan. Although PCU-bereaved families were generally likely to have better
perceptions of PCUs than the general population, both groups shared concems that a PCU
was a place where people only wait to die. To facilitate appropriate use of specialized
palliative care services, more efforts to inform the general population about the actual
palliative care system are needed. In addition, the role of PCUs might be reconsidered in terms
of the continuum of cancer care. ] Pain Symptom Manage 2008;35:275—282. © 2008
U.S. Cancer Pain Relief Committes. Published by Elsevier Inc. All rights reserved.

Key Words

Falliative care, end-oflife care, neoplasm, health knowledge

Introduction

The numerous barriers to quality end-oflife
care are related to patients, families, medical
professionals, and the health care system it-
self."~* One recognized impediment to pallia-
tive care is that the general population has
insufficient knowledge about palliative care
and hospices.*™® Population-based surveys
have revealed that although the majority of
the general population had heard of special-
ized palliative care, many are relatively ilkin-
formed about what it comprises.*” In Japan,
the most common type of specialized palliative
care service is inpatient care, that is, care pro-
vided in palliative care units (PCUs), because
home-based specialized palliative care pro-
gramsandtﬁl.liariwca:etemarcsﬁ]lbcmg
developed."'* Although the number of
PCUs has increased dramatically from only
five in 1991 to 135 in 2004, no population sur-
veys have been conducted to clarify the public
awareness and perceptions of PCUs in Japan.

Moreover, patients are concerned about
transition to palliative care services based on
the perception that palliative care equates to
imminent death,’” and families fear that palli-
ative care shortens the patient's life before de-
termining the use of PCUs."” These concerns
may impede appropriate referrals. Nonethe-
less, retrospective surveys of bereaved families
who had actually chosen PCUs as a place of
end-oflife care and received specialized inpa-
tient palliative care showed that these negative
perceptions of PCUs improved markedly after
using the service.'” Given the necessity of pro-
viding sufficient and correct information
about PCUs, it is important to understand

the differences in perceptions of PCUs be-
tween the general population and bereaved
families who have actually received specialized
palliative care (PCU-bereaved families). Al-
though a recent qualitative study suggested
that negative perceptions of PCUs, for exam-
ple, “a place where one dies” and “somewhere
from which you can never return,” were associ-
ated with dissatisfaction with received care
among PCU-bereaved families,'! this associa-
tion has not yet been quantitatively investi-
gated. Clarifying the association between the
perception of PCUs and overall satisfaction
with received care can provide valuable clues
as to how health care providers should offer in-
formation about PCUs and issues that should
be addressed when providing end-oflife care.

This survey, therefore, had the following
aims: 1) to clarify the awareness and percep-
tions of PCUs among a representative sample
of the Japanese general population and PCU-
bereaved families, 2) to clarify the differences
in perceptions of PCUs between these two
groups, and 3) to explore the association be-
tween perceptions of PCUs and overall satisfac-
tion with received care among PCU-bereaved
families.

Methods
Subjects

This study was part of a nationwide survey,
and the protocol has been described in detail
previously.'® We initially identified four target
areas to obtain a wide geographic distribution
for the nationwide sample; these comprised an
urban prefecture (Tokyo) and three mixed
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urban-rural areas (Miyagi, Shizuoka, and Hir-
oshima). A crosssectional questionnaire sur-
vey was performed in a sample of the general
population selected by stratified two-stage ran-
dom sampling and a sample of bereaved fami-
lies who actually received specialized inpatient
palliative care at one of 12 PCUs (PCU-
bereaved families). We initially identified
5,000 subjects within the general population
(that is, the nonbereaved general population
and the bereaved general population) using
stratified twostage random sampling of resi-
dents in the four areas. We mailed question-
naires to potential participants in March 2004
and sent a reminder postcard two weeks later.

To identify bereaved family members, we ini-
tially identified all 37 PCUs in the four areas as
potential participating instimtions. We then
approached the 18 PCUs with available collab-
orative researchers. Ultimately, 12 of the PCUs
(two in Miyagi, five in Tokyo, two in Shizuoka,
and three in Hiroshima) agreed to participate
in the survey. Primary care physicians identi-
fied bereaved families in which the caregiver
fulfilled the following inclusion criteria: 1) pri-
mary caregiver of an adult patient with cancer,
2) older than 20 years, 3) capable of replying
to a selfreported questionnaire, 4) aware of
the diagnosis of malignancy, and 5) without se-
rious psychological distress as determined by
the physician. We mailed self-report question-
naires to potential participants in August
2004, and resent them in October 2004 to those
who did not respond; we requested thart the
primary caregiver filled in the questionnaire.

The protocol was approved by the instimu-
tional review board of each participating
PCU, and met the requirements of the Helsin-
ki Declaration.

Questionnaire (Available from the Authors)
The questionnaire was constructed through
an extensive literature review,* *'* expert con-
sensus among the authors, and on the basis of
a previous study.'” We investigated three topics
in this survey: 1) public awareness of PCUs, 2)
perceptions of PCUs, and 3) overall satisfaction
with received specialized inpatient palliative
care. In addition, we investigated respondents’
age and gender. The general population was
asked whether they had been bereaved through
cancer within the previous 10 years. PCU-
bereaved families were asked about length of

hospital stay, time since the patient’s death,
and the level of the patient’s physical distress

. on a five-point Likert-type scale (1: not dis-

essed at all, 2: not oo distressed, 3: unsure,
4: distressed, 5: very distressed). Despite the pos-
sibility of a recall bias, we selected 10 years as the
limit of experience of bereavement through
cancer in the general population, because
a limit of five years yielded essentially the same
conclusion in this survey.

We asked the general population to rate
their level of awareness of PCUs on a four-
point Likert-type scale (1: no knowledge, 2:
some knowledge, 3: moderate knowledge, 4:
considerable knowledge).

We asked participants who identified them-
selves as having at least some knowledge of
PCUs to rate their levels of agreement with 10
statements regarding a PCU on a five-point Lik-
ert-type scale (1: strongly disagree, 2: disagree,
3:unsure, 4: agree, 5: strongly agree). The state-
ments were “supports patients in living peace-
fully" “supports patients in living with
dignity,” “provides care for families,” “provides
compassionate care,” “alleviates pain,” “expen-
sive," “provides no medical treatments,” “a
place where patients are isolated from the com-
munity,” “a place where people only wait to
die," and “shortens the patient’s life.”

PCU-bereaved families were asked to rate
the levels of overall satisfaction with received
specialized palliative care on a seven-point Lik-
ert-type scale (1: very dissatisfied, 2: dissatis-
fied, 3: somewhat dissatisfied, 4 unsure, 5:
somewhat satisfied, 6: satisfied, 7: completely
satisfied).

Analyses

Initially, we clarified public awareness of
PCUs using descriptive statistics. Then, we con-
firmed similar distributions of variables be-
wween the four areas sampled, and explored
factors associated with public awareness of
PCUs using univariate and multivariate regres-
sion analyses. The independent variables were
age, gender, and experience of bereavement
through cancer. Next, perceptions were ana-
lyzed using descriptive statistics for the two
study groups (the general population and
PCU-bereaved families) and compared the
mean between two groups using a tHest. We ex-
plored the factors that affect perceptions of
PCUs using #tests, linear regression, and
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analysis of variance, as appropriate. The inde-
pendent variables were age and gender (for
both groups), levels of awareness of PCUs
and experience of bereavement due o cancer
(only for the general population), and length
of PCU stay, time since the patient’s death, in-
stitution (as data were collected regarding 12
PCUs), and level of patient’s physical distress
(only for PCU-
bereaved families). These analyses were con-
ducted separately for the general population
and PCU-bereaved families. Finally, we ex-
plored the correlation between perceptions
of PCUs and overall satisfaction with received
care using Spearman’s rank correlation. As
a large sample size may result in an excess of
statistically significant results (P<0.05), we
have mainly described “clinically significant”
results for which the effect size (ES) was over
0.5.'% This eriterion indicates that the mean
value difference as an absolute figure between
two extreme categories was over half of the
pooled standard deviation.

All analyses were performed using the SAS
Statistical Package (version 9.1). Significance
level was set at P< 0.05 (two-tailed).

Results

Of the 5,000 questionnaires sent to the gen-
eral population, 26 were undeliverable and
2,670 were returned to the authors. Among
these respondents, eight refused to partici-
pate, 14 were excluded due to missing data,
and 2,548 responses were analyzed (effective
response rate, 51%). Among the respondents
from the general population, 25% (n=649)
had lost family members from cancer during
the previous 10 years. There were no differ-
ences in gender and age between these respon-
dents and the general population according to
the vital statistics data for 2008."

Among the 866 respondents from PCU-be-
reaved families considered as potental partici-
pants, 72 were excluded due to serious
psychological distress (n= 30), lack of compe-
tent adult family members (n=17), and other
reasons. Of 794 questionnaires sent to the re-
maining bereaved families, 56 were undeliver-
able and 552 were returned to the authors.
Within this group, 27 individuals refused to
participate, 12 were excluded due to missing

data, and 513 responses were analyzed (effec-
tive response rate, 70%). Comparing the back-
grounds of respondents and nonrespondents
revealed no differences in gender, age, or
time since patient's death, but a significant dif-
ference in the length of patient’s hospital stay
(mean =44 vs. 36 days). Table 1 summarizes
the backgrounds of the respondents.

Public Awareness of PCUs (Table 2)

Although 4.8% of respondents answered
“very knowledgeable,” 34% answered “moder-
ate knowledge,” 38% reported having “some
knowledge,” and 24% had “no knowledge”
of PCUs. Female respondents were more likely
to be knowledgeable about PCUs (standard-
ized parial regression coefficieny; §=0.18,
P<0,001), while experience of bereavement
due 1o cancer was not significantly associated
with knowledge of PCUs (f =0.02, P=0.15).

Perceptions of PCUs (Table 3)

Overall, 67%—72% of the general population
and 75%—87% of PCU-bereaved families
agreed that a PCU “supports patients in living
peacefully,” “supports patients in living with
dignity,” “provides care for families,” “provides
compassionate care,” and “alleviates pain.” On
the other hand, approximately 30% of the gen-
eral population and 30%—45% of PCU-
bereaved families agreed that a PCU “provides
no medical treatments,” “isolates patients
from the community," and “is a place where
people only wait to die.” In addition, 61% of
the general population and 41% of PCU-
bereaved families agreed that PCUs were "ex-
pensive” and 8% of the general population
and 17% of PCU-bereaved family thought that
they “shorten the patient’s life.” PCU-bereaved
families were clinically significantly more likely
than the general population to agree that a
PCU “provides care for families," “provides
compassionate care," “alleviates pain,” and
“provides no medical treatments.” However,
they were less likely to agree that PCUs are
“expensive.”

Factors Associated with Perceptions of PCUs
Among ‘the general population, better
awareness of PCUs was clinically significantly
associated with agreement that PCUs “provide
care for families™ (ES = 0.53, P< 0.001), while
other factors (ie, age, gender, and
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Table 1
Demographic Bnckpmmd- of the Rupnndenu
I Pop B d Familics from PCUs
(n=2548) (n=51%)
% n % n
Age (ycars)
<49 2% 613 2L 104
5059 30 758 29 144
60-869 28 710 29 146
=70 17 420 2 110
Gender
Male 47 1,186 32 158
Female 53 1,326 68 343
Bereavement experience” 5 649 100 518
Length of hospital stay: days (mcan + SD/median) 441 49/29
Time since patient's death: months (mecan + SD/median) 281 7/28
Satisfaction with received care
Very dissatisfied 1.4 7
Dissatisfied 1.6 8
Somewhat dissatisfied 28 14
Unsure 7.5 7
Somewhat satisfied 15 76
Satisfied 32 160
Very satisficd 27 134
Completely satisfied 12 60

50 = standard deviation; ['"CUs = palliative care units,
“Experience

of losing a Lamily member from cancer during the previous 10 years.

bereavement experience) were not signifi-
cantly associated with perceptions (data not
shown).

Among the PCU-bereaved families, the re-
spondents who thought their patient had
experienced less pain were clinically signifi-
cantly likely to agree that a PCU “alleviates
pain” (ES=0.56, P<0.001). There were also
significant differences among institutions with
regard to perceptions that a PCU was “a place
where people only wait to die” (ES=1.02,
P<0.001), was “expensive”(ES = 1.01,
P<0.001), “provides no medical weatments”
(E§=10.94, P<0.001), “isolates patients from
the community” (ES=0.82, P=0.02), “sup-
ports patients in living with dignity”
(ES = 0.73, P=0.005), “supports patients in liv-
ing peacefully” (ES=0.72, P=0.03), and
“shortens the patient's life" (ES=0.70,
P=0.01). Other variables, such as age and gen-
der, were not significantly associated with agree-
ment with any statement (data not shown).

Association Between Perceptions of PCUs
and Overall Satisfaction with Received Care
(Table 4)

Four statements of perception of PCUs had
moderate correlations with overall satisfaction:

“provides compassionate care,” “provides care
for families,” “supports patients in living
peacefully,” and “supports patients in living
with dignity.” Another four statements had
weak correlations with overall satisfaction: “al-
leviates pain,” “a place where patients are iso-
lated from the communiry,” “shortens the
patient’s life," and “a place where people
only wait to die.” Neither agreement with “ex-
pensive” nor with “provides no medical treat-
ments” was significantly correlated with
overall satisfaction.

Di .
This study is, to our knowledge, the first
large population-based survey to clarify the

Table 2
General P Awareness
of PCUs (n=2,548)
Awarencss of PCUs % n
No knowledge 24 591
Some knowledge 38 936
Moderate knowledge 34 855
Considcrable knowledge 43 106

PCUs = palliative care units.
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Table 3
Perceptions of PCUs
General Population Bereaved Familics from PCUs
(n=12,548) (n=513)
Somewhat Agree  Somcwhat
(%) Agrec (%) Mcan SD (%) Agrec (%) Mean  SD  PVale® ES

Supports paticnts 37 35 408 106 45 L 412 123 0.067 0.09

in living peacefully
Supports paticnis 32 38 394 093 138 38 412 084 <0.0001 0.19

in living with dignity
Provides care for familics 29 38 390 1852 5 33 438 138 <0.0001 0.53
Provides compassionate carc 28 39 388 118 56 30 436 121 <0.0001 0.52
Allcviates pain 32 36 387 lLos 57 30 440 085 <0.0001 052
Expensive 30 3l 379 094 I8 n 314 098 <0.0001 -058
Provides no medical 12 20 300 108 29 bl 359 132 <0.0001 049

treatments
Isolates patients from 7.5 21 280 0.90 LE ] 21 275 081 0.40 -0.04

the community
A place where people only 11 20 276 119 18 2 308 124 <0.0001 020

wait to dic
Shorwens the paticnt’s life 28 5.3 227 092 74 9.2 244 087 0.006 0.15

PPGUs = palliative care units; S0 = standard deviation; ES = effect size.
“Hest,

levels of awareness and perceptions of PCUs in

Japan. Interpretation of the findings depends
first on an understanding of the health care
system and palliative care system in Japan.

In Japan, each person is obligated to enroll
in a national health insurance system. The sys-
tem is designed so that if a person moves, the
insured person is expected to pay the same
amount for the same amount of care. Medical
fees are set and regulated by the government,
and the maximum out-of-pocket cost for the
patient is 30% of any such fee. In addition,
to curb the expense of high-cost care, the gov-
emment has instituted a monthly cap of
80,100 yen (670 US$) co-payment. Meals and
extra charges for private rooms are not

Table 4
Association Between Overall Satisfaction
with Received Care and Perceptions of PCUs

n=518
R Puvalue

Provides compassionate carc 049 <0.0001
Provides care for familics 049  <0.000}
Supports patients in livi 048  <0.000)
Supports paticnis in living with dignity 040 <0.0001
Alleviates pain 030 <0.000)
Isolates paticnts from the ¢ =027 <0.0001
A place where c only wait 1o diec =097 <0.0001
Shartens the patient’s life =023 <0.0001
Expensive =011 001
Provides no medical treatments =006 019

*Spearman’s rank correlation coellicent.

covered by the national health insurance sys-
tem. The system provides the insured person
with total freedom to choose any physician,
hospital, or clinic.

Enhancement of palliative care for any Japa-
nese citizen with cancer is a priority in Japan;
thus, the Ministry of Health, Labor and Wel-
fare supports dissemination of specialized pal-
liative care services, with services provided by
PCUs. PCUs have been covered by national
medical insurance since 1991. To be approved
as a PCU, institutions must fulfill the ministry's
requirements regarding s@aff numbers, facili-
ties, and equipment.

PCUs provide intensive ay'mpmm control
and end-oflife care for patients with incurable
cancer and their families, and the amount of
money paid by national health insurance to
medical instiutions is fixed, irrespective of
the treamment provided to patients. An ap-
proved PCU is reimbursed at the rate of
37,800 yen (315 US§) per patient per day by
the health insurance system. The maximum
out-of-pocket cost for the patient is 30%,
11,340 yen (95 USS$). The majority of PCUs be-
long to general hospitals and have interdisci-
plinary teams, including ancndmg physicians,
nurses, and other spcualmx

Consmcnt with previous findings in Canada
in 2004," public awareness of specialized palli-
ative care services has remained insufficient in
Japan. Moreover, experience of bereavement
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due to cancer was not significantly associated
with awareness of PCUs, possibly suggesting
that health care professionals do not ade-
quately explain PCUs as an option for end-
oflife care to patients with cancer and their
families.

Of note, the PCU-bereaved families were
likely to have better perceptions of PCUs as
providers of comprehensive and human-
focused care, that is, compassionate care,
symptom control, and care for families. They
were also less likely to perceive PCUs as being
expensive than the general population, These
findings highlight the need for a greater effort
to inform the general population that the pres-
ent palliative care system offers comprehensive
and human-focused care, and that the cost of
its services is covered by the national health
insurance system.

In our preceding analysis of the same survey,
perceptions of PCUs as “alleviates pain" and
“provides care for families” were significantly
associated with preferences for PCUs as place
of end-oflife care.!” It is, therefore, particu-
larly important to disseminate adequate infor-
mation about empirical evidence for effective
pain control and the palliative care concept,
including treatment of the patient and their
family as the unit of care. Future research is
needed to clarify the most effective strategy
to improve public awareness of palliative care.

On the other hand, the general population
is concerned that the PCU is “a place where
people only wait to die,” and “shortens the pa-
dent’s life.” It is of note that PCU-bereaved
families were more likely to agree with both
statements than the general population, de-
splteﬂzefa.adla:paﬂmmmmsmhdp
patients live as actively as possible until death
and mu:nd.! neither to hasten nor postpone
death,” and the reality that patients receive
their u.mal medical treatments in many
PCUs.”

Moreover, it is important that both percep-
tions were significantly associated with overall
satisfaction with care and differed considerably
among institutions. In Japan, there are signifi-
cant differences in medical and nonmedical
care performed in certified PCUs,* possibly
due to each institution's economic and staffing
pressures, and their staff's philosophy of what
constitutes palliative care. Recent literature
suggests that terminally ill cancer patients

oose palliative chemotherapy as a means of
maintaining a sense of hope,”> ** and thus

the fact that no anticancer treatments are avail-
able at PCUs can make patients and families
feel abandoned.* This can become a barrier
to providing palliative care. More discussion
is needed about the most appropriate medical
system for a certain group of patients who
receive chemotherapy and have difficult symp-
toms requiring a specialized inpatient pallia-
tive care service. That is, because patients
and families may have equal access to quality
specialized palliative care whether or not they
receive anticancer treatment, we believe that
PCU administration criteria should change
from focusing on disease incurability to degree
of need for specialized palliative care, and
functional classification of specialized pallia-
tive care services (ie., primary, secomn A
and tertiary PCUs) should be established.?"*%
In addition, further efforts to minimize the
real differences in provided care among
PCUs are essential. This would enable patients
receiving anticancer therapy to temporarily re-
ceive quality symptom control in PCUS5, reflect-
ing a continuum of cancer care.

This study had several limitations. First, be-
cause the respondents were not terminally ill
cancer patients, results cannot be automari-
cally applied to patients. We believe that this
study is valuable, nonetheless, because PCU-
bereaved families could provide worthwhile
suggestions on the basis of their actual experi-
ence. Second, as the response rate among the
general population was not high, response bias
could exist. Third, we did not explore the pos-
sible associations between actual treatment
received and perceptions of PCUs among
PCU-bereaved families. A more detailed survey
is necessary to clarify what kind of care had led
to the difference in perceptions and overall
satisfaction.

In conclusion, public awareness of PCU re-
mains insufficient in Japan. PCU-bereaved
families were generally likely to have better
perceptions of PCUs than the general popula-
tion, but both groups shared concerns that the
PCU is a place where people only wait to die.
More efforts to inform the general population
about the actual palliative care system are
needed, and it is necessary to reconsider the
role of the PCU within the continuum of
cancer care.
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