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Second, as the intervention was performed by
one facilitator (the second author) and at a sin-
gle institution, the generalizability might be lim-
ited. This shortcoming should be overcome in
the next study by using different instructors
and a multicenter design. Third, the interven-
tion effects might be nonspecific effects, such
as the supportive environment of a group ses-
sion. We believe, however, that this possibility
is low because specific outcomes, not only gen-
eral burnout, significantly changed.

In conclusion, this educational intervention
had a significant and clear beneficial effect on
nurse-perceived confidence, practice, and atti-
tudes in providing care for patients feeling
meaninglessness, in addition to their levels of
burnout and spiritual well-being. Further inter-
vention trials with patient-oriented end points
using trained instructors are promising.
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Appendix

Members of the Japanese Spiritual Care Task Force

Tatsuya Morita, MD, Palliative Care Physician,
Seirei Mikatahara General Hospital, Hama-
maitsu, Shizuoka

Yosuke Uchitomi, MD, PhD, Psychiatrist,
Research Center for Innovative Oncology, Na-
tional Cancer Center Hospital East, Kashiwa
City, Chiba

Terukazu Akazawa, Medical Social Worker,
Seirei Mikatahara General Hospital, Hama-
matsu, Shizuoka

Michiyo Ando, RN, PhD, Nursing Psycholo-
gist, St. Mary College, Kurume City, Fukuoka

Chizuru Imura, RN, Certified Nurse (pallia-
tive care nursing), Seirei Mikatahara General
Hospital, Hamamatsu, Shizuoka

Takuya Okamoto, MD, Palliative Care Physi-
cian, Eikoh Hospital, Fukuoka

Masako Kawa, RN, PhD, Nurse, The Univer-
sity of Tokyo, Tokyo

Yukie Kurihara, LMSW, LMT, Clinical Social
‘Worker, Shizuoka Cancer Center, Shizuoka

Hirobumi Takenouchi, PhD, Philosopher,
Shizuoka University, Shizuoka

Shimon Tashiro, PhD, Sociclogist, Tohoku
University, Sendai City, Miyagi

Kei Hirai, PhD, Psychologist, Osaka University

Yasuhiro Hirako, Buddhist Priest, Soto Insti-
tute for Buddhist Studies, Osaka

Hisayuki Murata, MA, Philosopher, Kyoto
Notre Dame University, Kyoto

Tatsuo Akechi, MD, PhD, Psychiatrist, Nagoya
City University Medical School, Nagoya, Aichi

Nobuya Akizuki, MD, PhD, Psychiatrist,
Research Center for Innovative Oncology, Na-
tional Cancer Center Hospital East, Kashiwa
City, Chiba

Eisuke Matsushima, MD, PhD, Psychiatrist,
Graduate School of Tokyo Medical and Den-
tal University, Tokyo

Kazunari Abe, Occupational Therapist, Chiba
Cancer Center, Chiba

Masayuki Ikenaga, MD, Palliative Care Physi-
cian, Yodogawa Christian Hospital, Osaka

Taketoshi Ozawa, MD, Palliative Care Physi-
cian, Yokohama Kosei Hospital, Yokohama,
Kanagawa

Jun Kataoka, RN, Nurse, Aichi Prefectural
College of Nursing and Health, Aichi

Akihiko Suga, MD, Palliative Care Physician,
Shizuoka General Hospital, Shizuoka

Chizuko Takigawa, MD, Palliative Care Physician,
Keiyukai Sapporo Hospital, Sapporo, Hokkaido

Keiko Tamura, Certified Nurse (oncology),
Yodogawa Christian Hospital, Osaka

Wataru Noguchi, MD, Psychiatrist, Graduate
School of Tokyo Medical and Dental Univer-
sity, Tokyo

Etsuko Maeyama, RN, Department of Adult
Nursing/Palliative Care Nursing, School' of
Health Sciences and Nursing, Graduate School
of Medicine, The University of Tokyo, Tokyo
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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
(CC1), 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
(a=0.78-0.93, ICC=10.60-0.73) and construct validity was supported (GFI=0.929;
AGFI = 0.819; CFI = 0.749; RMSEA = 0.097).

Conclusions: The CCI 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

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.

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
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
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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 I 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 5
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

Psycho-Oncology18: 657-666 (2009)
DOt: 10.1002/pon
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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-|12-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, Ltd.
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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 seif-
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.

Psycho-Oncology18: 657-666 (2009)
DOI: 10.1002/pon
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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 [,
and conducted a confirmatory factor analysis using
data from Parts 1 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 CClI,
we calculated Cronbach’s a coefficients (Cron-
bach’s «) and intra-class correlation coefficients
(ICC) for test—retest reliability using data for Part 1
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-

Copyright © 2008 john Wiley & Sons, Ltd.
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pate, and two responses were excluded due to
missing data. Finally, 112 responses were analyzed
(effective response rate, 64%). Table | summarizes
the background of the respondents.

ltem reduction

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

Table I. 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
Fernale 81 43 62 57
Hospital days (mean+SD) 41 +37 56+/74
Care setting
General ward 55 29 0 0
Palliative care unit 134 71 109 100
Bereaved family members
Age, y (mean+SD) S7+12 60+ 12
Sex
Male 63 33 42 39
Female 122 65 64 59
Time since patient's death:  1545(7-25) 17+4(11-24)
months (mean + SD/range)
Relationship
Spouse 87 46 47 43
Child 64 34 42 39
Child-in-law 20 I8 7
Other 15 9 10 10
Health status
Good 48 25 — —
Moderate 106 56 — —
Fair 28 15 — —_
Poor 5 3 — —
Presence of other caregivers
Present 131 69 — —
Absent 54 29 — —
Living status — —
Living together 157 83 — _
Not living together 30 16 — —
Religiousness
Much 14 7 — —
Moderate 34 18 — —
Fair 46 24 — —
None 85 45 — —
Education
Junior high school 34 18 — —
High school 82 43 — —
College 40 2t — —
University 31 6
Household income
(thousand yen)
000-249 (—2500%) 31 6 — —
250-499 (2500-4990%) 74 39 — —
500-749 (5000-7490%) 37 20 — —
750-999 (7500-9990%) 21 H — —
1000- (10000%-) 16 8§ - -

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

Psycho-Oncology 1 8: 657-666 (2009)
DOI: 10.1002/pon
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Table 2. Exploratory factor analysis of Caregiving Consequence Inventory

Standardized regression coefficients

Communality

Fl F2 F3 F4
Perceived reward domain
| Mastery (mean=4.9, SD = 1.2)
Ql | feel confident enough to manage future life changes 0.91 0.05 —0.06 0.04 0.86
Q2 | have learned to cope better with my life 0.83 —0.10 0.05 0.18 0.85
Q3 | came to accept some of the changes in my life 0.75 Ol G.14 -0.18 0.64
2 Appreciation for others (mean = 5.5, SD = 1.0}
Q4 | came to have more appreciation for others —0.04 0.96 -0.03 0.04 0.50
Q5 | became more aware of love from other people 0.06 0.84 -0.01 0.07 038l
Q6 | came to place greater value on relationships 0.06 0.71 0.10 -0.06 058
3 Meaning in life (mean=4.9, SD = 1.2)
Q7 | came to find purpose and sense of meaning in my life —0.04 0.04 I.00 —-0.06 0.94
Q8 | have a better outlook on my life 0.19 0.00 0.64 0.07 0.66
Q9 | came to believe that there was a meaning in life no 0.19 ~0.05 0.63 0.15 0.69
matter what happened
4 Reprioritization (mean = 5.6, SD = 1.0)
Qlo | came to understand of the brevity of life and appreciate —-002 —001 0.0l 0.99 096
each day
Qtl | came to notice what is really important in my life 021 0.17 0.09 0.50 0.66
Qi | have learned the importance of being alive —0.09 0.14 042 0.43 0.1
Perceived burden domain
Burden (mean=3.7, SD = 1.6)
Qi3 | felt a physical burden 0.96 0.58
Ql4 i sacrificed my own time and schedule 0.76 092
QIS5 | felt a mental burden 0.67 044
Qlé | felt a financial burden 0.33 o1l

Table 3. Concurent validity of Caregiving Consequence In-
ventory

Oveall perceived

Perceived reward domains

Mastery 0.37***
Appreciation for others 0.30%**
Meaning in life 0.39™**
Reprioritization 043***
Total reward score 0.44™**

Figures are Pearson’s correlation coefficients. "P<0.05, “p<0,01, ""P<0.001.

due to skewed responses from the initial CCL
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, Ltd.

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 1 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 wvalidity. 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 (x* 262.333 [df =99], P<0.001;
GFI1=10.919; AGFI = 0.848; CF1=10.792,
RMSEA = 0.094) (see Figure 1). The confirmatory
factor analysis using Part 2 data reproduced
acceptable fit indices with one correlated error
term (y> 191.6 [df =98], P<0.001; GFI=0.929;
AGFI = 0.819; CFI =0.749; RMSEA = 0.097) (see
Figure 2).
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Table 4. Known-group validity of Caregiving Consequence Inventory

Faith Education Optimism
P-value P-value P-value
Less More Less More

Less faith More faith educated  educated optimistic  optimistic

Means SD Means SD Means SD Means SD Means SD Means SD
Perceived reward domains
Mastery 48 12 52 1.0 0.02* 5.1 14 4.6 i3 00l* 4.8 I 52 12 003*
Appreciation for others 55 R 5.6 1.0 063 5.6 10 54 12 032 55 10 57 LI 015
Meaning in life 48 12 54 09 <000I*** 52 10 46 13 0001** 49 N 5.1 13 013
Reprioritization 54 1.1 5.8 0.8 003* 57 09 54 12 006 54 1.0 59 11 0003**
Total reward score 5. 10 55 07 ool* 54 08 50 10 o00t* sS4 09 S5 10 003"

*p<0.05, “P<0.0l, “"P<0.001.
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Figure I. Confirmatory factor analysis of Caregiving Consequence Inventory (Part I). %2262.333 (DF = 99), P<0.001; GFl = 0.919;
AGFl = 0.848; CFl = 0.792; RMSEA = 0.094

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 I-reward
domain model (¥* 699.4 [df=103], P<0.001;
GFI1=0.692; AGFI = 0.652; CFI = 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.

except for a slight correlation with mastery

(r=-0.19, P=0.05 and burden (r=0.24,
P=0.01).
Reliability

Table 7 shows the internal consistency and
test—retest reliability. Cronbach’s « ranged from
0.78 to 0.93. The Cronbach’s a 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<0.00}; GFl = 0.929;
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Table 5. The association with each other domain score of CCl|

0.749; RMSEA = 0.097

Mastery Appreciation for others Meaning in life Reprioritization
Mastery 1.00
Appreciation for others 047*** 1.00
Meaning in life 0.63*** 0.49*** 1.00
Reprioritization 0.60%** 0.60%** 0.69*** 1.00
Burden 0.07 0.06 0.12 007

Figures are Pearson's correlation coefficients. *P<0.05, "P<001, P<0.001,

Table 6. The association between caregiving consequence and
psychological distress

Psychological distress

Perceived reward domains

Mastery ~0.19*
Appreciation for others 0.1
Meaning in life -0.13
Reprioritization -0.01
Total reward score —0.07
Perceived burden domain

Burden 0.24*

Figures are Pearsan’s correlation coefficients, "P<0.05, “P<0.01, ~"P<0.00I.

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 1 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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DO 10.1002/pon



664

Table 7. Reliability of Caregiving Consequence Inventory

o iIcC
Perceived reward domains
Mastery 090 0.73
Appreciation for others 0.90 0.60
Meaning in life 0.8%9 0.62
Reprioritization 0.86 0.67
Total reward score 093 0.73
Perceived burden domain
Burden 078 0.60

«, 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 I 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 | 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 1 and (2) we identified
the bereaved family members of patients who died
of all types of cancer on the PCU in Parts I 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

Psycho-Oncology I 8: 657-666 (2009)
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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 validity, 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.
I 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 sense of meaning in my life.

I have a better outlook on my life.

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

Reprioritization

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

Copyright © 2008 John Wiley & Sons, Ltd.
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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.

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

I felt a financial burden.
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Abstract

The Japanese Society of Palliative Medicine has developed a clinical guideline to minimize
the large variation in clinical practice of artificial hydration therapy for terminally ill
cancer patients. The primary aim of this preliminary study was to explore the effects of
a five-hour interactive workshop based on the guideline of nurses” knowledge, confidence,
self-reported practice, and nurse-perceived usefulness. The study was designed as a pre-post
anonymous questionnaire survey. The nurses attended a five-hour interactive workshop
based on the guideline and were asked to complete a questionnaire before and after the
workshop. The outcome measures were: nurses’ knowledge (13 items; the total number of
correct answers was defined as the Knowledge score), confidence in caring for terminally ill
cancer patients with reduced oral intake (a single Likert-type scale from 1= "not confident
at all” to 7= “very confident”), and self-reporied practice (nine items assessing the degree
to which nurses think they would perform more frequently recommended practices described
in the guideline after the workshop). Of the 81 nurses who participated in this workshop,
we obtained consent from 76 to complete the questionnaire. The Knowledge score
significantly increased after the intervention from 7.7+ 2.3 to 11+ 1.4 (P < 0.001), and
the Confidence score significantly increased from 3.1+ 1.2t0 3.8 1.1 (P < 0.001). More
than 80% of the nurses reported they would perform six of nine recommended practices
afler the workshop. The percentages of nurses who evaluated this workshop as “‘useful” or
“very useful” were: 84 % (to know the medical indications of artificial hydration therapy),
89% (to know the effects of artificial hydration therapy on patient quality of life and
survival), 71% (to know the physiology of appetite loss and cancer cachexia), 83 % (to
know how to provide nursing care), and 91% (to know ethical principles). Based on these
results, it is possible that a five-hour interactive workshop on artificial hydration therapy,
based on the clinical guideline of the Japanese Society of Palliative Medicine, improves
nurses’ knowledge, confidence, and self-reported practices. The workshop was generally
perceived as useful for nurses. Nationwide dissemination of the guideline with interactive
workshop education for nurses, in combination with physicians, is a promising method for
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improving the clinical practice of artificial hydration therapy for terminally ill cancer
patients. ] Pain Symptom Manage 2009;38:358—364. © 2009 U.S. Cancer Pain
Religf Committee. Published by Elsevier Inc. All rights reserved.
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Introduction

Recent literature reveals a large variation in
physician practice pertaining to artificial hydra-
tion therapy for terminally ill cancer patients.1
This means that patients may suffer unnecessar-
ily because of over- or underhydration. The
establishment of a clinical guideline can con-
tribute to patient well-being by clarifying the
best practice from empirical evidence and avail-
able expert experience. In addition to several
general clinical practice guidelines,2_7 the
Japanese Society of Palliative Medicine recently
published a clinical guideline for artificial hy-
dration therapy for terminallyill cancer patients
using evidence-based and formal consensus-
building methods.® The primary aim of the
guideline is to help clinicians make a clinical
decision about artificial hydration therapy to
ensure a better quality of care for terminally ill
cancer patients. The target population is adult
cancer patients with incurable cancer who
have inadequate oral intake refractory to appro-
priate palliative treatments and who are likely to
die within one to two months. The targeted
users are all health care professionals who treat
the target population.

The guideline assumes that the determinants
of quality of life and the processes of dying and
death vary among individuals, and that individ-
ual assessment is essential to define what is im-
portant for each patient. Palliation of physical
distress, peace of mind, having a good family
relationship, not being a burden to others, com-
pletion of life, fighting against cancer, maintain-
ing hope, and notbeing aware of death are good
death elements that could be related to the de-
cision-making process for artificial hydration
therapy for Japanese patients.® The guideline
strongly recommends that clinicians respect pa-
tient and family values; individualize the treat-
ment for each patient; and assess the situation
comprehensively from a medical, practical,

psychosocial, ethical, and legal point of view.
On the basis of this conceptual framework, clini-
cians should first clarify the general treatment
goal consistent with patient and family values.
Second, clinicians should comprehensively
assess the situation, especially the potential ef-
fects of artificial hydration therapy on patient
physical symptoms, survival, daily activities, psy-
cho-existential well-being, and ethical and legal
issues. Third, clinicians should decide on a treat-
ment plan after discussion with patients and
families. Finally, clinicians should periodically
reevaluate the treatment efficacy at planned
intervals, and adjust the treatment suitable for
each patient.

During this whole process, nurses play an im-
portant role in supporting the decision-making
process of patients and families, providing emo-
tional support and planning nursing assistance
for artificial hydration therapy. Thus, we believe
that educating nurses about artificial hydration
therapy is of great importance, and a useful
education program can assist in the successful
implement of the guideline.

Although simple dissemination of printed
guidelines has minimum effect on the actual be-
haviors of clinicians, an interactive workshop
could contribute toward improving clinical
practice.g’m As the first step of dissemination
efforts to promote the guideline, the primary
aim of this preliminary study was to explore
the effects of a five-hour interactive workshop
on nurses’ knowledge, confidence, self-re-
ported practice, and nurse-perceived usefulness
of this workshop.

Methods

This study was designed as a pre-post
anonymous questionnaire survey. The nurses
voluntarily applied to the workshop across
the country by means of announcements in
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palliative care specialty journals and the Inter-
net. No inclusion criteria for participation
were required. The participants were asked to
complete the questionnaire before and just af-
ter the workshop. Written consent regarding
voluntary participation and confidentiality
was obtained, and the questionnaire was col-
lected at the workshop.

Intervention

The workshop was based on the guideline
published by the Japanese Society of Palliative
Medicine. A task force prepared all materials,
including the visual presentation of this work-
shop, and one member of the task force
(T.M.) conducted the workshop. The task
force consisted of 32 experts: six palliative
care physicians, six surgeons, four anesthesiol-
ogists, three medical oncologists, two home
care physicians, five nurses, a social worker,
two bioethicists, a lawyer, and two epidemiolo-
gists. The workshop was designed to be interac-
tive and consisted of a pretest (10 minutes),
a lecture about the development process of
the guideline (10 minutes), an interactive
seminar about recommendations for physical
symptoms (60 minutes), recommendations
for psychosocial support (60 minutes), recom-
mendations for ethical decisions (60 minutes),
an interactive discussion using vignette presen-
tations (60 minutes), free discussion as a group
and individual (30 minutes), and a post-test (10
minutes). The number of participants was
about 20 per workshop, and four workshops
were held. The guideline and materials (in Jap-
anese) are available from the homepage of the
Japanese Society of Palliative Medicine

(http:/ /www,jspm.nejp/).

Measurement Instruments

Following the descriptions in the guide-
line,® we developed instruments to specifically
quantify nurses’ knowledge, confidence, and
self-reported practice about artificial hydration
therapy for terminallyill cancer patients. We de-
cided to develop a new questionnaire for this
studybecause of alack of existing validated mea-
surements. To examine content validity, a multi-
disciplinary expert panel (two nurses and two
palliative care physicians) rated the appropri-
ateness of each item using the Delphi method,
and items that achieved 8 or more on a 1-9
scale were selected. We had decided not to

perform formal validity and reliability testing
for each measurement instrument, because all
items about knowledge and self-reported prac-
tice were driven by descriptions from the clini-
cal guideline.

Knowledge. 'We evaluated nurses’ knowledge
about artificial hydration therapy using 13
questions (Table 1). We defined a “Knowledge”
score as the total number of correct answers
(“unsure” responses were regarded as incor-
rect answers); thus, the “Knowledge” score
ranged from 0 to 13 and a higher score indi-
cated a higher level of knowledge.

Confidence. Confidence in caring for termi-
nally ill cancer patients with reduced oral in-
take was evaluated on a single Likert-type
scale from 1=“not confident at all” to
7= “very confident.” The question was “How
confident are you in caring for terminally ill
cancer patients with reduced oral intake?”

Self-Reported Practice Scale. 'We conceptualized
self-reported practice as the level of selfre-
ported adherence to recommended clinical
practice guidelines about artificial hydration
therapy for terminally ill patients. Self-reported
practice was evaluated by the degree to which
the nurses thought they would perform recom-
mended practices in about nine areas more
or much more frequently after the workshop
(Table 2). The scale, consisting of nine items,
was Likert-type, ranging from 1 = “would per-
form much less frequently” to 5 = “would per-
form much more frequently.”

Overall Evaluation. 'We asked the respondents
to rate their overall evaluation of the useful-
ness of this workshop in terms of: 1) under-
standing the medical indications for artificial
hydration therapy, 2) understanding the ef
fects of artificial hydration therapy on patient
quality of life and survival, 3) understanding
the physiology of appetite loss and cancer ca-
chexia, 4) knowing how to provide nursing
care for patients, and 5) understanding ethical
principles. The choices were “not useful,”
“slightly not useful,” “slightly useful,” “useful,”
and “very useful.”
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Table 1
Knowledge About Artificial Hydration Therapy

Before the Workshop

After the Workshop

Questions % (n) % (n)

Water supplied by artificial hydration therapy is not retained efficiently in 80 (61) 93 (71)
the veins when the albumin level is low or inflammation is severe. (T)

Terminally ill cancer patients require more calories than patients with 68 (52) 87 (66)
early cancer, because more calories are consumed by the tumor. (F)

Ascites or pleural effusion is not aggravated in patients with a negative 75 (57) 79 (60)
calculated water balance. (F)

Fluid infusion is rarely performed in certified palliative care units 50 (38) 89 (68)
in Japan. (F)

Fluid infusion is the only treatment for patients with reduced oral intake 68 (52) 95 (72)
because of cancer. (F)

Total parenteral nutrition often contributes to improve the quality 58 (44) 80 (61)
of life of patients with a good performance status and (who are)
incapable of oral nutritional intake because of gastrointestinal
obstruction. (T)

Fluid infusion palliates the sensation of thirst in patients expected 55 (42) 95 (72)
to die within a few weeks. (F)

If it becomes impossible to establish an IV route in a peripheral vessel, the 70 (53) 97 (74)
central vein is the only available route of fluid infusion. (F)

In patients expected to die within several days, no improvement in the 64 (49) 88 (67)
general well-being or survival can be obtained by fluid infusion. (T)

Ascites or pleural effusion can be aggravated in patients receiving fluid 71 (54) 86 (65)
infusion of 1000 mL/day or more. (T)

Total parenteral nutrition improves the survival and quality of life 38 (29) 59 (45)
in lung cancer patients with adequate water intake. (F)

More than 90% of Japanese consider that “Fluid infusion is the minimum 16 (12) 64 (49)
standard of care.” (F)

If hyperglycemia occurs during total parenteral nutrition for terminally ill 37 (28) 63 (48)

cancer patients, the addition of insulin improves
the nutritional state and controls the blood glucose level. (F)

T = true; F = false; IV = intravenous.
The percentages of nurses who gave correct answers are shown. The number of nurses who gave the correct answers are shown within brackets.

(7.7% of 13 items) to nine items (69%) after

the workshop (Table 1).

Of the 81 nurses who participated in this
program, we obtained consent from 76
(94%). Their mean age was 33+7.5 years,
and 71 were females. Their institutions in-
cluded general hospitals (n=41), cancer cen-
ters or academic hospitals (n = 13), specialized
palliative care services (n=11), and outpatient
clinics or home care settings (n = 4). They had
a mean clinical experience of 10+ 5.7 years,
and the median number of patients who died
of cancer was 20 per year. Five nurses were cer-
tified nurses (palliative care, cancer pain, or
chemotherapy), and 10 nurses had graduated
from a nursing university.

Confidence

The Confidence score significantly increased
after the intervention from 3.1 +1.2t0 3.8 £ 1.1
(P < 0.001). The percentage of nurses who rated
their confidence as “not confident at all” or “not
confident” decreased from 34% (n= 25) to 15%
(n=11).

Self-Reported Practice

After the workshop, more than 80% of the
nurses reported that they would more or much
more frequently perform six of nine recommen-
ded practices (Table 2). The percentage of
nurses who reported that they would perform

Knowledge

The Knowledge score significantly increased
after the intervention from 7.7+23 to
11+1.4 (P<0.001). The items for which
80% or more nurses gave correct answers in-
creased from one item before the workshop

three medically-related practices more or much
more frequently ranged from 53% to 68%.

Overall Evaluation
The percentages of nurses who evaluated
this program as “useful” or “very useful”
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Table 2
Self-Reported Practice About Artificial Hydration Therapy
More Frequently
or Much More Frequently Perform Unchanged
Questions % (n) % (n)
I will try to explore what worries the patients may have about 89 (68) 3.9 (3)
not being able to eat.
1 will try to understand the patients’ wishes and values 91 (69) 3.9 (3)
concerning fluid infusion therapy.
I will try to explore what worries the patients’ families may have about the 91 (69) 3.9 (3)
patients not being able to eat.
I will observe the oral area and provide mouth care for thirst. 93 (71) 1.3 (1)
I will ask the patients themselves about pain or how comfortable they are. 89 (68) 3.9 (3)
1 will modify the infusion according to the patient’s lifestyle (intermittent 82 (62) 12 (9)
infusion, etc.).
1 will advise physicians to perform subcutaneous administration 53 (40) 29 (22)
if the peripheral IV route cannot be established.
I will advise physicians to perform drug therapy that increases 68 (52) 22 (17)
oral intake other than fluid infusion.
I will advise physicians to reduce the volume of fluid infusion 67 (51) 24 (18)

if ascites or pleural effusion is increased.

were: 84% (n =64, to understand the medical
indications for artificial hydration therapy),
89% (n= 68, to understand the effects of arti-
ficial hydration therapy on patient quality of
life and survival), 71% (n= 54, to understand
physiology of appetite loss and cancer ca-
chexia), 83% (n=63, to understand how to
provide nursing care for patients), and 91%
(n= 69, to understand ethical principles about
hydration).

Discussion

This was a preliminary study to systematically
investigate nurses’ knowledge, confidence,
and selfreported practice about artificial hy-
dration therapy, and to examine the effects
of educational intervention on these out-
comes. The most important finding was the
positive effects of this workshop on nurses’
knowledge, confidence, and selfreported
practice, and the generally high levels of the
nurse-perceived usefulness of this workshop.
In fact, after the workshop, nurses’ knowledge
and confidence significandy increased, and
many nurses reported that they would more
frequently perform the recommended prac-
tices described in the guideline. Moreover,
more than 80% of the nurses evaluated the
workshop useful or very useful.

As to nurses’ knowledge, this study identi-
fied six areas in which nurses had generally in-
appropriate knowledge: availability of artificial

hydration therapy in certified palliative care
units, medical indication of hyperalimenta-
tion, no beneficial effect of artificial hydration
therapy on alleviating the sensation of thirst,
the percentage of public belief that artificial
hydration therapy is the minimum standard
of care, and the role of insulin for hyperglyce-
mia in terminally ill cancer patients. This
finding suggests that future educational inter-
vention should particularly focus on these
areas.

Of special note was that, despite clinical evi-
dence that artificial hydration has no or mini-
mum beneficial effects in alleviating the
sensation of thirst and that nursing oral care
is essential for symptom control in dying
patients,m“15 only half of the nurses had the
correct knowledge. After the workshop, how-
ever, 95% of the nurses had the correct knowl-
edge and 93% reported that they would
perform mouth care more or much more fre-
quently. This result indicates that this educa-
tional intervention could contribute to better
alleviation of thirst through improving nurses’
knowledge and attention to mouth care for ter-
minally ill cancer patients. ‘

In addition, we believe that improvement of
knowledge about the availability of artificial
hydration therapy in certified palliative care
units is of value, Multiple surveys have identi-
fied misconceptions about palliative care units
in their availability to provide medical treat-
ments as a significant barrier for appropriate
referral.'®!7 Although many palliative care
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units actually provide artificial hydration ther-
apy, a considerable mumber of the general
public believe that patients admitted to pallia-
tive care units cannot receive artificial hydra-
tion therapy. Because the Japanese public
and patients generally believe that artificial hy-
dration therapy is the minimum standard of
care,'® 2 whether or not patients can receive
artificial hydration therapy appears to be im-
portant in Japanese treatment settings. An ed-
ucational intervention about the reality of the
availability of artificial hydration therapy in
certified palliative care units could thus con-
tribute to better understanding and the intro-
duction of palliative care units for patients in
general hospitals.

As to nurses’ self-reported practice, after the
workshop, more than 80% of the nurses re-
ported that they would more frequently ask
about patient and family concerns and values
specifically related to artificial hydration ther-
apy, and modify administration methods ac-
cording to the patient’s lifestyle. This finding
is, we believe, of importance and is clinically
relevant because, in our previous study, major
determinants of satisfaction with artificial hy-
dration therapy include an adequate deci-
sion-making process and practical assistance
to reduce disruption in daily activities.? The
clinical guideline also stresses the nurses’
role in eliciting patient and family wishes and
in modifying infusion methods suitable for
each patient.8 This finding suggests that this
workshop has a positive influence on psychoso-
cial and nursing-practical areas of artificial hy-
dration therapy, not only medical aspects, and
could contribute to better patient outcomes.”

On the other hand, in the remaining three
areas, the percentage of nurses who reported
that they would perform them more frequently
was relatively low, that is, 53%—68%. The inter-
pretation of this finding is that these areas are
mainly related to medical decisions, and tradi-
tional nurses are unwilling to “override” physi-
cian decisions. Nonetheless, the fact that more
than half of the nurses reported that they
would more frequently recommend that physi-
cians use hypodermoclysis, pharmacological
treatment for decreased oral intake and vol-
ume reduction for imminently dying patients
seems be encouraging. This finding, however,
strongly indicates that to disseminate this
guideline, an educational intervention will be

required for both nurses and physicians. An-
other project, the PEACE program, is now un-
derway to provide adequate education about
palliative care to physicians throughout Japan.

This study is a preliminary study, and thus,
has considerable limitations. First, as this study
investigated nurse-reported and short-term
outcomes, actual changes in nursing practice
and/or patientoriented long-term effects
should be explored in a future study. Because
of the complexity of clinical practice, im-
proved outcomes in this study should not be
directly interpreted as confirmed improve-
ment in patient outcome. Second, cultural dif-
ferences, especially about the role of artificial
hydration therapy in end-oflife care, might
limit the generalizability of the findings to
other populations. Third, potential selection
bias of participants engaged in this program,
no formal testing of the reliability and validity
of outcome measurements, and the relatively
small sample size weaken the study design.
Finally, the intervention targeted nurses, not
physicians, and thus, the impact on patient
quality of life might be relatively small. We be-
lieve, however, that educating nurses is at least
as important as for physicians, because psycho-
logical support for patients with no oral intake
ability, quality mouth care to improve dry
mouth, and planning a hydration method suit-
able for the patient’s lifestyle are the nurses’
chief roles and would contribute to better pa-
tient outcome.

In conclusion, this five-hour interactive work-
shop based on the clinical guideline of the Jap-
anese Society of Palliative Medicine seems to
improve nurses’ knowledge, confidence, and
selfreported practice, and was perceived as use-
ful for nurses. Nationwide dissemination of the
guideline with interactive workshop education
for nurses, in combination with physicians, is
promising to improve clinical practice of artifi-
cial hydration therapy for terminally ill cancer
patients. A confirmatory study using a larger
number of unselected samples and objective
outcome measures is needed.
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| Abstract
Although palliative care consultation teams are rapidly being disseminated throughout
Japan as a result of government policy, the role of these teams has not been standardized.
The aim of this study was to develop a hospital-based palliative care consultation team
standard. We adopted a modified Delphi method to develop a standard. Twenty-seven
multiprofessional panelists were selected according to two criteria: adequate experience as
part of a palliative care consultation team and representative of 16 palliative care-related
organizations. Panelists raled the appropriateness of 33 statements in a provisional
standard, which was generated by the authors, using a nine-point Likert-type scale in a first-
round survey. We set two criteria for agreement: the median value was 8 or more, and the
difference between the minimum and maximum was 4 or less. There were 15 disagreements
in the first-round survey. Based on discussions through e-mails and a panel meeting, these
15 statements were dealt with as follows: one was rejected, one was combined with another
statement, three were unmodified, and 10 underwent minor revisions. Moreover, two
statements that generated agreement were divided into two statements each. Consequently, the
number of statements was 37. In a second-round survey, three statements engendered
disagreement and were modified. At the end of the process, there were 37 statements in four
areas: “philosophy and policy,” “structure for care provision,” “contents of activities,” and
“quality assurance and care improvements.” This standard may be useful as a clinical
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