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Second, as the intervention was performed by
one facilitator (the second author) and at a sin-
gleinstitution, 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 patents feeling
meaninglessness, in addition to their levels of
burnout and spiritual well being. Further inter-
vention trials with patient-oriented end points
using mained 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-
matsu, Shizuoka

Yosuke Uchitomi, MD, PhD, Psychiaurist,
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 Eawa, 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, Sociologist, Tohoku
University, Sendai Gity, 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 Innovartive 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 Tkenaga, MD, Palliative Care Physi-
cian, Yodogawa Christian Hospital, Osaka

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

Jun Kamoka, 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,
Ketyukai 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

Palliative care for cancer patients receiving chemotherapy in the oulpatient setting is
important. The aims of this study were I) to identify symptom prevalence and intensity in
cancer patients receiving chemotherapy and 2) to describe longitudinal follow-up dala
obtained from repeated assessment using the distress thermometer (DT). Questionnaires were
distributed to consecutive cancer outpatients newly starting chemotherapy at the first
appointment and at every hospilal visit. The questionnaire included the severity of 11
symptoms (M. D. Anderson Symptom Inventory [MDASI], Japanese version), the DT, and
the need for help in four psychosocial areas (decision-making, economic problems, nutrition,
and daily activities). In total, 4000 questionnaires were returned by 462 patients. The
frequently identified prroblems were oral problems (21 %), insomnia (19%), psychological
distress (defined as the DT score of 6 or more; 15%), help with information and decision-
making (14%), severe fatigue (8.2%), and severe appetite loss (6.3 % ). Cluster analysis
identified four symptom clusters: 1) fatigue and somnolence; 2) pain, dyspnea, and
numbness; 3) nausea, appetite loss, and constipation; and 4) psychological distress. Of 165
patients with a DT of score 6 or more, 115 patients (70 % ) demonstrated a DT score below 6
at a median of 17 days’ follow-up. In the remaining 50 patients who had a DT score of 6 or
more at follow-up, 34 patients (68 %) had one or more physical symptoms rated at 7 or more
on an 11-point numeric rating scale. Compared with patients with a DT score below 6 al
Jfollow-up, patients with a DT score of 6 or more at follow-up had higher levels of all physical
sympitoms. Frequent symptoms experienced by cancer outpatients receiving chemotherapy may
be categorized as: 1) psychosocial issues (insomnia, psychological distress, decision-making
support); 2) nutrition-gastrointestinal issues (oral problems, appetite loss, nausea); 3)
Jatigue; and 4) pain, dyspnea, and numibness. Developing a systematic iniervention
prrogram targeting these four areas is urgently required. The DT score may be highly
influenced by coexisting physical symptoms, and future studies to develop an appropriate
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system to identify patients with psychiatric comorbidity are necessary. ] Pain Symptom
Manage 2008;w:m—m. © 2008 U.S. Cancer Pain Relief Committee. Published by Elsevier

Inc. All rights reserved.
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Introduction

Increasing numbers of cancer padents re-
ceive chemotherapy in the outpatient setting,’
and symptom palliation for these outpatients is
urgently required. The recent literature sug-
gests a broad range of palliative care needs, in-
cluding physical symptoms, psychological
distress, help with decision-making, and eco-
nomical and practical support.*~’

Enowledge of symptom prevalence is impor-
tant in clinical practice: 1) to anticipate prob-
lems and needs of patients; 2) to plan care
for patents; and 3) to educate clinical staff
to focus on particular sy'mptoms.s To clarify
symptom prevalence and understanding pa-
tient needs are the first steps to establish an
effective palliative care system for patients.

Although many studies have addressed
symptom prevalence in cancer patients, their
findings may not generalize to cancer outpa-
tients receiving chemotherapy, because: 1)
most studies include cancer patients receiving
no anticancer trcatmcnls,g_m and few have
specifically addressed cancer patients receiving
chemotherapy; 2) sample sizes are usually
small and nonrepresentative (i.e., limited to
a certain specialty or patients consenting to
a research intervention); and 3) no systematic
survey has been performed in Japanese pa-
tients. In addition, cancer patients often have
multiple concurrent sy'n:l]:)toms,“_la and
symptom management has shifted from indi-
vidual symptoms to symptom clusters,'®"*!
but a few empirical studies have examined
clustering symptoms in outpatient cancer pa-
tients receiving chemotherapy. To address
these limitations, the first aims of this study
were 1) to clarify the prevalence of physical
and psychological symptoms and concerns
among a representative sample of cancer pa-
tients receiving chemotherapy in the outpa-
tient setting and 2) to evaluate symptom
clusters in this study population.

One of the most important symptoms is psy-
chiatric comorbidity, including major depres-
sion and adjustment disorders. Despite the
importance of early diagnosis and treatment,
psychiatric comorbidity is difficult to identify
and is often overlooked.”®** Recent empirical
studies suggested that the distress thermome-
ter (DT) can be an appropriate method to
identify cancer patients with major depression
and adjustment disorder.**"*” The study popu-
lations in these studies, however, were limited
to cancer patients referred to a psychiawic
consultation service or a palliative care unit,
or awaiting bone marrow transplantation,
and only crosssectional assessments were ob-
tained. Longitudinal data from the outpatient
chemotherapy setting, where the patient often
experiences short-term deterioration and im-
provement of physical symptoms related to
chemotherapy, are lacking. Clarifying longitu-
dinal changes and the effects of physical symp-
toms on the DT can contribute to better
understanding of the DT as a tool to identify
psychiatric comorbidity in outpatient chemo-
therapy settings. The second aim of this study
was thus to explore longitudinal change and
the effects of physical symptoms on the DT.

Patients and Methods

This study included all cancer patients newly
starting chemotherapy, with primary tumor
sites of the lung, stomach or intestine, pan-
creas, bile duct, breast, ovary, and uterus
from April 2006 to December 2007. At the ap-
pointment regarding chemotherapy, pharma-
cists handed out a selfreport questionnaire,
with coaching on how to complete it.® This in-
terventon was part of general instruction for
outpatient chemotherapy, and required 10 to
20 minutes for completion. All pharmacists re-
ceived an hour of educational instruction by
the second author. Questionnaires were
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thereafter distributed at every hospital visit. If
the patients refused to complete the question-
naire or recognized no need, they were not
obliged to complete it

Demographic and medical variables (age,
sex, primary cancer site, and opioid consump-
tion) were obtained from medical charts. Opi-
oid consumption was calculated as the daily
amounts (mg) of oral morphine using the
standard calculation ratio (transdermal fentan-
yl, 25 ug/hour = oral oxycodone, 40 mg = oral
morphine, 60 mg).

The Institutional Review Board approved the
ethical and scientific validity of a retrospective
analysis of the questionnaire data obtained as
part of routine clinical activity. Admitted
patients gave written consent that their clinical
information could be used for clinical research,

Questionnaire

The study group developed the question-
naire on the basis of existing validated
instruments®***~** (available in our previous
report™). The questionnaire included 1) an
open-ended question about the patient’s great-
est concerns; 2) 0—10 numeric rating scales of
eight physical symptoms (pain, dyspnea, nau-
sea, appetite loss, somnolence, fatigue, consti-
paton, numbness) adopted from the
Japanese version of the M. D. Anderson Symp-
tom Inventory (MDASI)®; 3) presence or ab-
sence of oral problems, fever, and insomnia;
4) a 0—7 numeric rating scale of overall quality
of life adopted from item 29 of the European
Organization for Research and Treatment of
Cancer (EORTC)-C30 questionnaire™; 5) the
DT***!; 6) presence or absence of a need for
help in four areas, i.e., information about
treatment and decision-making, economic
problems, nutrition, and daily activides’%;)
wish for help from the specialized palliative
care service.

Analyses

The prevalence of problems was calculated
for each questionnaire. Analyses of opioid con-
sumption were performed only for patients re-
ceiving opioids. For calculations, we adopted
the definition of moderate and severe symp-
tom intensity for MDASI items as 4—6 and
7—10, respectively. We used cutoff points on
the DT of 6 or more based on previous find-

ings,***! and followup data of the DT was

defined as the score obtained at a visit closest
to two weeks after the initial assessment and
within four weeks. We determined that a pa-
tient had problems if s/he had MDASI symp-
toms score as 7 or more, an oral problem,
fever, insomnia, a DT score of 6 or more, or
an expressed need for any help with informa-
tion and decision-making, nutrition, economic
problems, or daily activities.

For comparisons, age was classified into two
groups (less than 60 and 60 or more years),
and primary rumor sites were classified into
three groups (chest, breast, and gastrointesti-
nal). Univariate analysis was performed by
the Mann-Whitney test or Kruskal-Wallis test,
where appropriate. The effect of age was est-
mated with adjustment for gender and primary
tumor site, and the effect of gender was est-
mated with adjustment for age and primary
mumor site.

We performed cluster analysis and displayed
a dendrogram using average linkage. Clusters
were formed based on the distance between
symptom ratings, which were calculated using
squared Euclidian distances.

To explore the longitudinal change and ef-
fects of physical symptom on the DT, we ini-
tially identified all patients who had a DT
score of 6 or more at any time during the study
period. We then classified them into two
groups: those with a DT score that declined
to less than 6 at the follow-up and those with
a DT score of 6 or more at the follow-up. We
compared their demographic factors and the
intensity of all physical symptoms.

For statistical analysis, SPSS for Windows
(version 11.0) was used.

Results

During this study period, 472 patients newly
started chemotherapy, and 10 refused to com-
plete the questionnaire. In total, we obtained
4000 questionnaires from 462 patents (com-
pliance rate, 98%). Each patient completed
a median of six questionnaires during the
study period. The percentages of missing
values ranged from 2.8% (appetite loss) to
4.8% (dyspnea). Table 1 summarizes the pa-
tent characteristics. Forty-seven patients re-
ceived opioid, with a mean of 36 mg oral
morphine equivalent/day (range, 5.0-170;
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Table 1 Table 2
Patient Characteristics (n=462) Problems Identified in 4000 Questionnaires
n (%) Prevalence Mean =+ 8D
(%) (median)*
Age (yr £5D) 62+ 11
Se Physical problems
:{ 1 209 (45 MDASI items Severe Moderate Total
e oea (55) Fatigue B2 15 28 29425 (L0)
cmale ) Appetiteloss 63 11 17 16+24 (0.0)
Primary sites Constipadon 49 | 16 1522 (0.0)
Lung, chest 150 (33) Somnolence 4.6 91 15 1.7+£22(10)
Breast 113 (25) Pain 5.6 11 14 1.5+20(1.0)
Colon, rectum 65 (14) Dyspnea 35 90 13 1.24+20(0.0)
Stomach 74 (16) Numbness 5.3 69 12 12422 (0.0)
Uterus, ovary 33 (7.1) Nausea 24 6.2 9.0 0.9+ 1.7 (0.0)
Pancreas, bile duct 19 (41) Oral problems 21
Others 8(1.7) Fever 6.8
Chemotherapy regimens Psychological problems
Carboplatin and taxanes 100 (21) Insomma 19
Oral tegafur, gimeracil, oteracil 80 (17) DT 15
with/without taxanes 3
Taxanes 76 (16) (.c;n.;cm ;
g ? o nformation 14
Doxorubicin and cyclophosphamide 75 (16) and help with
Fluorouracil 47 (10) gl P
bt cision-
Gemcitabin 20 (4.3) fiakin
Onxaliplatin and 5-fluorouracil/leucovorin 10 (2.1) Lng
5 " . Nutrition 5.6
Innotecan (with/without taxanes) 9 (1.9) . =
4 . Daily acdvities 46
Transtumab (with/without taxanes) B (L7 e 94
Gefetinib 7 (1.5) bl -
Lowdose cisplatin and 5-fluorouracil 3 (0.6) LoD eI
Vinorelbine 2 (0.4) “The pere ges of resp with mod {4—6) and severe
Oral capecitabine 2 (0.4) (7=10) symprom intensity for MDASI items; the percentages of
Others 23 (7.1) score of 6 or more for the DT; the percentages of problem pres

oral oxycodone, n= 25; transdermal fentanyl,
n=11; and oral morphine, n=11).

Symptom Prevalence and Symptom Clusters

Frequenty identified problems were oral
problems (21%), insomnia (19%), psychologi-
cal distress (defined as the DT score of 6 or
more; 15%), needing help with information
and decision-making (14%), severe fatigue
(8.2%), and severe appetite loss (6.3%) (Table
2). As a whole, problems were identified in
half of all questionnaires.

Table 3 summarizes the effects of age and
gender on each symptom. Younger patents re-
ported significantly higher intensity of pain
and nausea, and male padents reported signifi-
cantly higher intensity of fatigue, dyspnea, appe-
tite loss, and somnolence, after adjustment for
other demographic variables. Opioid consump-
tion was significantly higher in male patients.

Four symptom clusters emerged in this pop-
ulation (Fig. 1): 1) fatigue and somnolence; 2)
pain, dyspnea, and numbness; 3) nausea, ap-
petite loss, and constipation; and 4) psycholog-
ical distress.

ence for other items.
"Mean values calculated for only MDAST items.

Longitudinal Change in the DT

Of 462 patients, 170 patients (37%) had
a DT score of 6 or more at any time during
the study period. Owing to a lack of follow-
up data in five padents, we used 165 padents
for follow-up analyses, and the median interval
from the inidal assessment was 17 days (range,
7—28 days).

Of 165 patients with a DT score of 6 or more,
115 patients (70%) had a score below 6 at fol-
low-up (Fig. 2). In the remaining 50 patients
who had a DT score of 6 or more at follow-
up, 34 patients (68%) had one or more physi-
cal symptoms rated as 7 or more, and an
additional 12 patients (24%) had one or
more physical symptoms rated at 4 to 6.

Compared with patients with a DT score
below 6 at follow-up, patients with a continuing
DT score of 6 or more had higher levels of all
physical symptoms at follow-up, including
pain, dyspnea, nausea, appetite loss, som-
nolence, fatigue, constipation, and numbness
(Table 4). The level of the DT and all
physical symptoms in the initial assessment
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Table 3
Association between Symptom Intensity and Age, Gender, and Primary Tumor Site
Age Gender Primary Tumor Sites
<60 >60 P Male Female P Abdominal Chest Breast P
Fatigue 224928 22+26 051 23+26 21+24 <0001 25+27 15+2]1 235+23 <0001
Pain 1.7+£19 15420 00038 15+20 1721 0.70 16+20 13+20 194£21 <0.001
Numbness 14422 1.1+21 071 09+18B 15+25 0.16 1.1£18 0717 22£30 <0.001
Dyspnea 12419 1.5+20 041 18+20 11+19 <0001 12+18 183+21 12+20 015
Appetle loss 16428 1.7+24 038 18+25 15+22 0004 1925 14223 13121 <0.001
Nausea 1.14£20 08+16 <0001 09+18 09=18 084 12x18 0618 08%].7 <0.00]
Sommolence 1.7+£20 18=23 062 18£23 17£21 <0001 20£23 13420 18&21 <0001
Constipation 1.5+£21 1.6+23 050 1.7+£24 14+21 0042 19+23 12£22 12120 <0001
Psychological distress 3.2+25 8.0+28 0066 29+28 32126 032 821427 26127 35126 <0.001
Opioid consumption® 20+27 2820 020 385£25 18+13 0019 57+28 23415 18x15 <0.001

Pvalues for age were adjusted for gender and primary tumor sites. Pvalues for gender were adjusted for age and primary tumor sites.

"Oral morphine equivalent (mg/day).

demonstrated no significant difference be-
tween the groups.

Di .

This is, to our knowledge, the first large
study to identify symptom prevalence and in-
tensity in cancer patients receiving chemother-
apy, in additon to providing longitudinal
follow-up data from the DT, in the outpatient
setting of a general hospital, a typical regional
cancer center in Japan.

The first important finding of this study was
the clarification of the types of symptoms and
concerns observed in cancer outpatients re-
ceiving chemotherapy. In this study, the pre-
dominant problems were psychosocial issues
(insomnia, psychological distress, concern
about information, and decision-making), nu-
trition-related issues (oral problems and appe-
tte loss), and fatigue. Furthermore, four
distinct symptom clusters were identified: 1)
fatigue and somnolence; 2) pain, dyspnea,
and numbness; 3) nausea, appetite loss, and

constipaton; and 4) psychological distress.
From these findings, the outpatient chemo-
therapy department should establish a pallia-
tive care program targeting: 1) psychosocial
issues (insomnia, psychological distress, deci-
sion-making support); 2) nutrition-gastrointes-
tinal issues (oral problems, appetite loss,
nausea); 3) fatigue; and 4) pain, dyspnea,
and numbness. Pharmacological treatments,
collaboration with mental health care profes-
sionals and dentists, and cognitive-behavioral
nursing interventions are promising, and
should be tested in future intervention trials
of Japanese cancer pat.icnts.“

The second important finding of this study
was longitudinal follow-up data from patents
receiving outpatient chemotherapy who were
repeatedly assessed using the DT. This is the
first study to explore longitudinal changes in
the DT in the outpatient chemotherapy set-
ting. In this setting, 11% of all patients had
a DT score of 6 or more at any time of treat-
ment. The majority (70%), however, demon-
strated the DT score below 6 within four

Rescaled Distance Cluster Combine

CASE 0 5

e

10 16 20 25
+ + + -

Fatigue —]
= =

Nausea
Appetile loss —Hi)

Fig. 1. Symptom cluster.
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Any physical symptoms 27 n=34
4-6 n=12

<4 n=4

DTz8
n=50
DT 26
n=165
DT <6
=115
Follow-up

(median 17 days)

DT: Distress Thermometer

Fig. 2. Changes in the DT.

weeks, and the change in a DT was strongly as-
sociated with changes in physical symptoms.
This result suggests that chemotherapy-related
physical symptoms may highly influence the
DT and result in rapid changes within several
weeks in the outpatient chemotherapy setting.
Future study is required to assess the useful-
ness of the DT as a clinical tool to identify pa-
tients with psychiatric comorbidity. Modifying
the procedure, such as two-point follow-up,
or encouraging symptom control to be

Table 4
Comparison of Patients with a DT of 6 or More
and Below 6 at Follow-up
Patients with Patients with
DT of 6 or More DT below 6

at Followup at Follow-up P

(n=D50) (n=115) Value
Age 63496 68+11 0.26
Sex (male) 56% (n=28) 44% (n=>51) 0.17
At initial assessment
Pain 32426 28+28 0.63
Dyspnea 23+£26 18+25 0.49
Nausea 214+28 224350 0.11
Appetite loss 34+81 34+83 0.58
Somnolence 3.0+25 25+24 0.89
Fatigue 46+8.0 35+28 0.56
Constipation 24126 29132 0.027
Numbness 28+30 18+27 0.16
DT 74+1.2 76+13 0.15
At the follow-up
Pain 35+27 1518 0.001
Dyspnea 3.1+28 L1£1.8  <0.001
Nausea 22427 048£1.0 <0.001
Appetite loss 37+3.0 1.1+18 <0.001
Somnolence 39+27 1.3+1.6 <0.001
Fatigue 5.0+ 5.0 19423 0.005
Constipation 3.1+29 14+23 <0.001
Numbness 5.0+8.1 1.0+1.7 <0.001

Analyses were performed on patients who had a DT score of 6 or
more at any time in this study period (n=165).

maximized before rating the DT, may be neces-
sary. In the meantme, clinicians should note
that a high score in the DT is not simply the
indicator of psychiatric comorbidity. DT often
indicates the need of palliating co-existing
physical symptoms.

Age and gender differences in the symptoms
of cancer BSE:ECD“ are a focus of some
researches. Consistent with previous find-
ings from a systematic review of symptom prev-
alence,* higher pain intensity was significantly
associated with younger age. This result indi-
cates that younger patients need special atten-
ton in terms of pain management and active
monitoring of pain. We also observed gender
differences in some symptoms: male patients
reported a higher intensity of fatigue, dyspnea,
appetite loss, and somnolence, in addition to
a higher dose of opioids, after adjustment for
age and primary tumor sites. This result is
not consistent with a large-scale study of pa-
tients receiving no anticancer treatments that
revealed a gender difference in the prevalence
of nausea.*** Potential interpretations of
these differences include: 1) different mea-
surement methods (i.e., symptom intensity vs.
frequency); 2) different treatment settings (re-
ceiving chemotherapy in the outpatient setting
vs. palliative phase); and 3) analyses with or
without adjustment for other factors. To deter-
mine the effects of age and gender on symp-
tom intensity in this population, more
pooled data from this setting is necessary.

This was a descriptive study of clinical expe-
rience and thus had considerable limitations.
First, as the patients were a heterogeneous
sample of primary tumor sites, stages, and
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chemotherapy regimens, the results cannot be
automatically generalized to specific target
populatons, We believe that this is not a fatal
flaw of this study, but rather can be a strength,
because we need to develop a useful system for
heterogeneous outpatients receiving chemo-
therapy. Second, this was a single-institution
study. We believe, however, that the results
are generalizable to other insttutions, as our
hospital is a typical general hospital function-
ing as a regional cancer center. Third, we
adopted the single-item DT to increase pa-
tients’ compliance. The combined use of the
DT and impact thermometer (i.e., the degree
of interference to daily activity) might de-
crease the influence of physical symptoms. Fi-
nally, we did not analyze the effects of
chemotherapy cycle of each regimen on symp-
tom intensity, and this should be explored in
a future study.

In conclusion, frequent symptoms of cancer
outpatients receiving chemotherapy are cate-
gorized as: 1) psychosocial issues (insommia,
psychological distress, decision-making sup-
port); 2) nuwition-gastrointestinal issues (oral
problems, appetite loss, nausea); 3) fatigue;
and 4) pain, dyspnea, and numbness. Develop-
ing a systematic intervention program target-
ing these four areas is urgently required. The
DT might be an effective toal to monitor psy-
chological distress but can be highly influ-
enced by coexisting physical symptoms.
Future studies are required to determine the
intervention effects in the above four areas
and to develop more appropriate procedure
to identify patients with psychiatric
comorbidity.
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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 (V=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
(o =0.78-0.93, ICC =0.60-0.73) and construct validity was supported (GFI=0.929;
AGFI = 0.819; CFI = 0.749; RMSEA = 0.097).

Conclusions: The 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

burden is associated with family dissatisfaction and
regret in received care [6], depression in family

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.

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




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 briel
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, Led.
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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 §
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 1 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 (5ix 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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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-l2-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 CCL

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.

(2008)
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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 1,
and conducted a confirmatory factor analysis using
data from Parts 1 and 2, separately. Known group
validity was examined using a f 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 [35]. 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 o 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.

Item reduction

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

Table I. Backgrounds of respondents

Part |(N=189) Part 2(N=109)
n % n %
Patients
Age, y (mean+5D) 69412 73411
Sex
Male 108 57 47 43
Female 8l 43 82 57
Hospital days (mean+50) 41137 S5&+/T4
Care setting
General ward 55 29 0 0
Paliative care unit 134 71109 100
Bereaved family members
Age, y (mean150) 57412 0412
Sext
Male 63 33 N 39
Female 122 85 64 59
Time since patient’s deathe  154+5(7-25) 1744(11-24)
months (mean+ 50frange)
Relationship
Spouse 87 46 47 43
Child &4 34 42 39
Child-in-law 20 I 8 7
Other 15 3 o 10
Health status
Good 48 5 — i
Moderate 106 56 — —
Fair 28 15 — —
Poor 5 3 — —
Presence of other caregivers
Present 131 69 — —
Absent 54 ¥ — ==
Living status —_ —_
Living together 157 83 — —_
Mot fiving together 30 6 — —
Religiousness
Much 14 7 - —_
Moderate 34 18 — -
Fair 46 4 — —_
None 85 45 — —
Education
Junior gh school 34 18 — —_
High school 82 43 — -
College 40 21— —
University 3l 16
Household income
(thousand yen)
000-249 (—25008) 3l 6 — —_
250499 [2500-4990%) 74 9 — —
500-749 (5000-74508) 7 0 — —_
750-999 (7500-9390%) 21 I — —
1000- (10000%-) 16 A -

Several tomal 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 = N
Fl F2 F3 F4
Perceived reward domoin
| Mastery (mean =459, 5D = 1.2)
Ql | feel confident enough to manage future life changes 0.91 005 -0.06 Q.04 036
Q2 | have learned 1o cope better with my ife 0.83 -0.10 005 0.8 085
Q3 | came to accept some of the changes in my e 0.75 oll o4 -0.18 0.64
2 Appreciation for others (mean = 55, SD = 1.0)
Q4 | camie to have more appreciation for others — 004 0.96 -003 0.04 090
QB | becarne more aware of love from other people 0.06 0.84 ~-001 0.07 08l
Q6 | came to place greater value on relstionships 006 .71 olo -0.06 058
3 Meaning in life (mean=49, 5D = 1.1)
Q7 | came to find purpose and sense of meaning in my life -004 004 1.00 -0.06 054
Q8 | have a better outlook on my life o9 000 0.64 007 066
QR | ame to believe that there was a meaning in ife no alg -005 0.63 Q.15 0.69
matter what happened
4 Repriomtzation (mean = 5.6, 5D = 1.0)
Qlo | came to understand of the brevity of life and appreciate =002 =001 001 0.99 0.96
each day
Qll | came to notice what is really important in my life 021 047 og9 0.50 0,66
Ql2 | have l=amead the importance of being alive =009 014 042 0.43 06l
Percetved burden domain
Burden (mean =37, 5D = |.6)
Qi3 | feit a physical burden 0.96 058
Ql4 | sacrificed my own time and schedule 0.76 092
Ql5 | feit a mental burden 0.67 0.44
Qls | feit a financial burden 033 ol

Table 3. Concurent validity of Caregiving Consequence In~
ventory

Oveall perceived
Percaved reward domaing
Mastery 037***
Apprecation for others 030***
Meaning in fife 039***
Repriontization 043
Total reward score 044°°*

Figures are Pearson's correlation coefficients. "P<0.05, P<0.0), = P<0.001.

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 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 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 1o 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 (i 262.333 [df=99], P<0.001;
GF1=0.919; AGFI = 0.848; CFI1 =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 (x° 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 validicy 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 reword domains
Mastery 48 12 52 o oo02* 5.1 LI 46 13 o01® 48 I 52 12 op3*
Appreciation for others 55 1.l 56 10 08 56 10 54 12 032 55 10 57 LI QiS
Meaning in life 48 12 54 09 <0O00I®** 52 10 46 13 0001** 42 11 51 I3 0I3
Reprioritization 54 I 58 08 003* 87 09 54 12 006 54 10 59 LI ooo3*t
Total reward score 51 o 55 a7 o001 54 08 50 10 ooI® 51 0% 55 10 003°
*P<005. “P<00l, “P<000l.
0.83 Q
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Figure |. Confirmatory factor analysis of Caregiving Consequence Inventory (Part 1). %°262.333 (DF = 99), P<0.001; GFI = 0.919;
AGF| = 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;
GF1=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 « 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). 72191.6 (DF = 98), P<0.001; GFl = 0.929;
AGFl = 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
Reprioritization 0.60%** 0.60"** 0.69%°* 1.00
Burden 0.07 0.06 iz 007

Figures sre Pearson's correlation coefficients. "P<0.05. TP<001, TP<0.00l.

Table é. The association between caregiving consequence and
psychological distress

Psychological distress

Percenved reword domains

Mastery -0.19*
Appreciation for others ol
Meaning in life -013
Repricritization -0.01
Total reward scome -007
Perceved burden domain

Burden 024°

Figures are Paarion's correlation cosfMcents. P<0.05, “P<0Q0I1, ~ P<0.00l.

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 10min 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

(2008)
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Table 7. Reliabilicy of Caregiving Consequence Inventory

o Icc
Perceived reward domains
Mastery G690 073
Apprecation for others 090 0.60
Meaning in life 0.89 062
Repriontization 086 0.67
Total reward score 093 073
FPerceived burden domain
Burden 0.78 0.60

«, Cronbach's alpha coefficient ICC, intra-class correlation cosfficient.

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 1 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 1 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 | 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 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. I:
absolutely disagree, 2: disagree, 3: somewhat disagree, 4:
unsure, 5: somewhat agree, 6: agree, 7: absolutely agree.
Through caring for your family member,

Mastery

I 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.
T came to place greater value on relationships.

Meaning in life

1 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

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

Copyright © 2008 john Wiley & Sons, Lud.

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,
1 felt a mental burden.

I felt a financial burden.
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