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Background: The aim of this study was to validate the
Caregiver Reaction Assessment (CRA) among care-
givers of community-dwelling advanced cancer patients
in Japan. Methods: A cross-sectional questionnaire was
administered to advanced cancer patients and their care-
givers who were cared for at day hospices and home pal-
liative care services. We translated the CRA into
Japanese, and then verified factor validity, reliability,
construct validity, concurrent validity, and known
groups’ validity. To address construct and concurrent
validity, we calculated Pearson’s correlation coefficient
between the Japanese version of the CRA and the Bur-
den Index of Caregivers (BIC). To address known
groups’ validity, we used the ¢ test or analysis of variance

(ANOVA). Results: A total of 57 caregivers participated
in the study. Five factors were extracted (“impact on
schedule,” “caregiver’s self-esteem,” “lack of family sup-
port,” “impact on health,” and “impact on finances”) and
reliability was good. Construct and concurrent validity
among the subscales of the BIC were good. Regarding
known groups validity, the subscale score of “impact
on schedule” for the groups that cared 6 hours or more
per day was higher than the other group (P = .04).
Conclusion: The CRA-] is valid and reliable. This scale

is useful for caregivers of cancer patients in Japan.
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Introduction

It is important for advanced cancer patients to be
able to remain in their favorite place, but there are
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many barriers to achieving this goal. According to
a survey in Japan, 91% of cancer patients died in
hospitals at 2007. Of these patients, 6% died in
hospices or palliative care units. Meanwhile,
only 6% of cancer patients died in their own
home."? Previaus studies have pointed out the bar-
riers to remaining at home for advanced cancer
patients, and one of the barriers is burden on the
family.>">

In the West, day hospices and home palliative
care services serve an important role in easing the
burden on the families of patients who are cared for
at home.®'? But in Japan, as such services are just
getting started, only a few pioneering facilities offer
them. Consequently, the burden on family caregivers
of patients who receive day hospice or home pallia-
tive care services is not well understood.
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Additionally, few studies have examined the care-
giver burden for patients with advanced cancer, and
there is no standard scale to evaluate the care burden
on family caregivers in Japan. The Zarit Burden
Interview (ZBI) has been validated and is in wide-
spread use in Japan.'*>”' However, the ZBI does not
include some important aspects involved in caring
for cancer patients, such as financial burden. There-
fore, the ZBI might not be suitable. In addition, in
recent years, studies have increasingly reported on
the beneficial effects of caregiving.***’ However,
very few scales focusing on both the positive and neg-
ative aspects of caregiving have been developed in
Japan for the caregivers of community-dwelling
advanced cancer patients.

In contrast, the Caregiver Reaction Assessment
(CRA) has been used in a large number of studies
in Western countries for caregivers of cancer
patients.**>* The CRA is a multidimensional scale
and consists of 5 subscales. The CRA would probably
be useful in Japan, but the Japanese version of
the CRA (CRA-]) has not been validated. Therefore,
the aim of this study was to verify the validity
and reliability of the CRA-] among caregivers of
community-dwelling advanced cancer patients.

Methods

Participants and Procedures

A cross-sectional questionnaire was administered to
caregivers of community-dwelling advanced cancer
patients. In all, 3 day hospices and 8 home palliative
care clinics/visiting nurse stations in Miyagi Prefec-
ture, Hiroshima Prefecture, and the Tokyo Metro-
politan Area participated in this study. The
inclusion criteria for primary caregivers of advanced
cancer patients were as follows: (1) patient had to
have advanced cancer, (2) patient was aged 20 years
old or more, (3) patient used these institutions 2 or
more times, (4) caregiver had to be a family member
who had been providing the most care, and (5) care-
giver was aged 20 years or more.

The study physicians or nurses explained the
aims of study to the participants who signed consent
forms. We asked that the primary caregiver complete
the caregiver questionnaire. We gave a coupon book
worth 1000 yen (US$9.55) to participants. In addi-
tion, a study physician or nurse filled out the medical
information sheet. This study was conducted from
September 2006 to March 2007. The ethical and

scientific validity of this study was approved by the
institutional review boards of the University of

Tokyo.

Measurements

Caregiver Reaction Assessment. Two independent for-
ward translations by native Japanese speakers fluent
in English led to the first Japanese consensus ver-
sion. Two independent backward translations of the
consensus Japanese version were prepared by bilin-
gual native Japanese speakers who had no access to
the original English version. These Japanese back-
ward translations were reviewed together with 2 of
the authors. The Japanese consensus version was
finally revised with input from all forward and back-
ward translators. This translation obtained approval
from the original author (CWG).

The original CRA consists of 24 items, which can
be divided into 5 subscales: caregiver’s self-esteem,
impact on schedule, lack of family support, impact
on health, and impact on finances. The subscale
“caregiver’s self-esteem” has 7 items that measure
the extent to which caregiving imparts individual
self-esteem. The subscale “impact on schedule” has
5 items that measure the extent to which caregiving
interrupts usual activities, causes the elimination of
some activities, and interferes with relaxation time.
The subscale “lack of family support” has 5 items
that assess the extent to which the family supports
and works together with the caregiver. The subscale
“impact on health” has 4 items that measure the
caregiver’s physical capability and energy to provide
care. It also assesses the caregiver’s health in relation
to the caregiving role. The latter 4 subscales assess
negative experiences of caregiving. The final sub-
scale “impact on finances” has 3 items that look at
the adequacy, difficulty, and strain on the financial
situation of the caregiver and family.

The Burden Index of Caregivers.®> A care burden
scale for caregivers of patients with intractable neu-
rological disease or stroke developed by Miyashita,
comprises 11 items assessed by a 4-point Likert scale
to provide a total score of 0 to 44, with a higher score
representing a greater care burden. The Burden
Index of Caregivers (BIC) is short and thought
to be suitable for Japanese caregivers. The BIC is
a self-reported questionnaire that measures the
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burden experienced by caregivers. It includes 5
domains and an overall care burden question.

Regarding demographic factors, we collected
information on the caregiver’s age, gender, working
status, hospital visits according to the illness the
caregiver had, relationship to the patient, duration
of caregiving, minutes per day spent caring for the
patient, minutes required for close supervision of the
patient, and household income. Income was categor-
ized into 1 of 5 levels.

Analysis

First, we performed an item analysis to confirm the
presence or absence of the ceiling or floor effect. The
floor or ceiling effect means that most of the answers
are biased to the lowest or highest points, respec-
tively, so that the measurement has little meaning for
the items of the scale. We then verified the validity
and reliability of the CRA-J. We calculated the
descriptive statistics for scores of each item. We then
performed explanatory factor analysis (least-squares
method with a promax rotation) to examine factor
validity and examined reliability using Cronbach’s «
coefficient. To address construct and concurrent
validity, we calculated Pearson’s correlation coeffi-
cient among the CRA-J and preexisting BIC sub-
scales. We assumed domains that were correlated
between the 2 assessments were as follows: “impact
of schedule” and “time-dependent burden,” “care-
giver's self-esteem” and “emotional burden,” “care-
giver's self-esteem” and “existential burden,” and
“impact on health” and “physical burden.” Known
groups’ validity was examined by ¢ test or trend test.
Regarding “impact of schedule,” “caregiver’s self-
esteem,” “lack of family support,” and “impact on
health,” we divided participants into 2 groups
according to minutes per day spent caring for the
patient and then examined the results of the ¢ test.

All statistical tests were done with a significance
level .05 and a 2-tailed test. All analyses were per-
formed using the statistical package SAS version
9.1 (SAS Institute, Cary, NC).

Results

Participant Characteristics

A total of 57 caregivers participated in the study. We
show the participants’ characteristics in Table 1. The
mean age + SD of the patients was 73 & 12 years

Table 1. Participant Characteristics
n %
Patients
Age, y, mean + SD 73 £ 12
Gender (male) 26 46
Length of service use, wk, 27 + 35
mean + SD
Opioid use 22 39
Chemotherapy 12 21
Intravenous hydration therapy 9 16
Oxygen therapy 11 19
Metastasis 41 72
ECOG Performance scale
0 3 5
1 7 13
2 15 27
3 16 29
4 15 27
Caregivers
Age, y, mean + SD 57 + 13
Gender (male) 12 23
Working status (employed) 29 57
Hospital visit according to the 21 41
illness the caregiver had
Relationship {spouse) 27 52
Length of caregiving, mo, 22 + 38
mean + SD
Time spent on care per day, 458 + 418
min, mean + SD
Time required for close 224 + 345
supervision of the patient
per day, min, mean + SD
Household income per year
<2 million yen 5 11
2 to <4 million yen 14 30
4 to <6 million yen 8 17
6 to <8 million yen 9 19
8 to <10 million yen 5 11
>10 million yen 6 13

and the proportion of men was 46%. The mean age
of the caregivers was 57 + 13 years and the propor-
tion of men was 23%. The relationship between
patient and caregiver was spouse in 52% of the par-
ticipants. Of the caregivers, 57% were employed.
The average duration of caregiving was 22 + 38
months, and the average time per day spent on care
was 458 + 418 minutes.

Item Analysis

After we confirmed the face validity and content
validity of the CRA-J, we checked the presence or
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Table 2. Factor Analysis
Factor 1 Factor 2 Factor 3 Factor 4 Factor 5 Communality
Impact on Schedule
Visit family/friends less 0.85 0.01 0.12 -0.07 -0.15 0.73
Activities centered on care 0.83 0.14 0.07 -0.19 -0.09 0.60
Eliminate from schedule 0.77 -0.11 -0.15 0.14 0.15 0.73
Stop work to care 0.75 0.03 0.04 0.05 0.12 0.63
Interruptions 0.69 -0.05 0.00 0.19 0.14 0.69
Caregiver's self-esteem
Privilege to care 0.04 0.89 0.01 0.18 —-0.15 0.77
Caring is important to me 0.01 0.80 -0.05 0.10 0.08 0.64
Want to care 0.05 0.76 ~0.18 0.12 -0.03 0.62
Caring makes me feel good -0.25 0.72 0.12 -0.21 0.11 0.77
Enjoy caring 0.07 0.63 0.04 -0.22 0.06 0.48
Lack of family support
Family left me alone —0.07 0.04 0.87 0.14 0.00 0.76 .
Others avoid caring —-0.02 —0.08 0.74 0.21 0.00 0.65
Feel abandoned 0.16 —0.04 0.74 ~0.19 0.15 0.74
Difficult to get help 0.10 0.01 0.74 0.03 -0.05 0.57
Impact on health
Health has gotten worse 0.04 0.10 0.13 0.64 0.14 0.49
Tired all the time 0.46 —-0.02 0.06 0.53 —0.14 0.76
Impact on finances
Financial strain on family 0.14 0.06 —-0.04 0.04 0.97 0.95
Difficult to pay -0.16 -0.05 0.29 0.07 0.65 0.66
Cumulative proportion of variance explained 0.77
absence of the ceiling or floor effect. No items Table 3. Reliability
demonstrated a ceiling effect or floor effect. Factor Cronbach's & Coafficient
1. Impact on schedule .89
Factor Vahdlty Cafegiver’s self-esteem .87
When we performed exploratory factor analysis, the %aCk of family support 88
mpact on finances .83
result of our factor structure was not the same as the Impact on health 73

original one. Next, we excluded the reversed scored
items. However, item 18 (physical strength) contributed
to the subscale “impact on schedule.” Consequently,
we excluded the reversed scored items and item 18
(physical strength) and got the result in Table 2
because of the Japanese cultural characteristics and
statistical nature. Five factors were extracted, and the
cumulative proportion of variance explained was 76.6%.

(r = .75), “caregiver’s self-esteem” and “emotional
burden” (r = .66), “caregiver’s self-esteem” and
“existential burden” (r = .54), and “impact on
health” and “physical burden” (r = .75; Table 4).
Therefore, construct validity and concurrent validity
were good. Correlation was weak between “impact
on finances” and BIC.

Reliability

One domain’s Chronbach’s a coefficient was slightly
low (ot = .73), but the reliability of the other domains
were high (0.83-0.89; Table 3).

Known Groups Validity

To address known groups’ validity, we examined the
t test or trend test. On average, the subscale score
of “impact on schedule” was 17.0 for 6 hours or less

Construct and Concurrent Validity

The pre-assumed correlations before the study were
“impact on schedule” and “time-dependent burden”

and 19.7 for more than 6 hours (P = .04). Likewise,
the subscale of “caregiver’s self-esteem” was 15.4
and 13.4 (P = .16), the subscale of “lack of family
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Table 4. Construct and Concurrent Validity®

Caregiver Reaction Time-Dependent ~ Emotional Existential Physical ~ Service-Related  Total Care BIC

Assessment Burden Burden Burden Burden Burden Burden Total
Impact on schedule 0.75" 0.36° 0.38° 0.62° 0.14 0.52° 0.66"
Caregiver’s self-esteem 0.22 0.66" 0.54° 0.09 0.47° 0.35¢ 0.52%
Lack of family support 0.15 0.31¢ 0.43° 0.38° 0.10 0314 0.37°
Impact on health 0.56" 0.29¢ 0.28¢ 0.75" 0.12 0.55° 0.60°
Impact on finances -0.14 -0.02 0.10 0.04 -0.24 -0.02 -0.08

Abbreviation: BIC, Burden Index of Caregivers.

2 Figures show Pearson correlation coefficients. Underlined figures show items that are assumed correlations.
g g

b p < .001.
°P<.01.
4p < .05.

support” was 8.7 and 7.8 (P = .41), and the subscale
score of “impact on health” was 5.3 and 5.6 (P = .57)
for 6 hours or less and more than 6 hours, respec-
tively. The subscale scores of “impact on finances”
were 5.8 for the group whose income was less than
2 million yen, 5.2 for 2 to 4 million yen, 4.4 for 4
to 6 million yen, 3.6 for 6 to 8 million yen, 4.8 for
8 to 10 million yen, and 3.5 for 10 million yen and
above (P = .02).

Discussion

This study confirms the reliability and validity of the
CRA-]. Financial impact is a frequently reported
problem, as is influence on caregivers’ quality of
life.>**? Therefore, the CRA, which contains a
financial subscale, is thought to be useful for care-
givers of cancer patients. Additionally, the CRA
includes not only negative aspects of caregiving but
also positive ones. Lawton et al have pointed out that
it is important to comprehend both aspects. So far,
few scales that measure positive and negative impact
of caregiving have been tested. This is especially true
in Japan because we have few suitable multidimen-
sional scales as yet. However, the CRA-J allows mul-
tidimensional evaluation of responsiveness for
interventions. Consequently, the CRA is of growing
importance in clinical practice and research.

As for factor validity, we did not replicate the
original results. This is due to the fact that “impact
on schedule” and “impact on health” contributed to
the same factor, and therefore item 18 (physical
strength) was misinterpreted. We assumed that item
18 would contribute only to the “impact on health”
subscale. However, it might have contributed to the
“impact on schedule” and “self-esteem” subscales

as well. We believed that caregivers would think this
item was intended to measure physical and emo-
tional burden. In addition, the original scale include
reversed score items. That is, in subscales that had a
negative meaning, a few positive questions were
included and the respondents might have been con-
fused. We, therefore, calculated these items by rever-
sing the scoring, for example from 0 to 5 rather than
4 to 1, We think that Japanese caregivers are not
accustomed to reversed score items. Therefore, we
excluded the reversed score items with cultural dif-
ferences. Nijbouer et al, who validated the Dutch
version of the CRA, pointed out a similar thing.??
The internal consistency of the subscales was
sufficient.

Construct and concurrent validity were accepta-
ble. The correlation between the CRA-J and BIC
shows that the subscales of CRA-J strongly correlated
with the supposed subscales of the BIC. The results
showed that “impact on finances” weakly correlated
with the BIC. The BIC has no comparable subscales,
so this result is reasonable. Known groups’ validity of
the subscales is supported. This study calculated the
Spearman’s correlation coefficient between 2 sub-
scales of the CRA-J and time spent on care per day
and “impact on finances” and income, because previ-
ous studies showed inconsistent results and did not
fully examine known groups validity.?®*3* There are
several limitations in this study. First, the number of
participants was small. Second, known groups validity
was not fully examined.

Conclusions

In conclusion, the CRA-]J is valid and reliable. This
scale is useful for caregivers of cancer patients, and



Japanese Version of the Caregiver Reaction Assessment Scale / Misawa et al

is expected to be used widely to evaluate the negative
and positive aspects of caregiving. As the use of day
hospices and home palliative care services become
more widespread in Japan, it is recommended that
these results be reconfirmed.
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There has been a debate in appropriateness of legali-
zation of death with dignity and euthanasia in Japan.
To clarify views about these issues, we conducted a large
nationwide study of the bereaved whose family member
died at palliative care units., The percentages of 429
bereaved family members (response rate 65%) who
affirmed legal authorization were 52 for death with dig-
nity and 45 for euthanasia and who affirmed assignment

at the discretion of the physician involved were 37 for
death with dignity and 38 for euthanasia. In conclu-
sion, views about legalization of death with dignity and
euthanasia among the bereaved are inconsistent, No
consensus is reached as to legislation of these issues.
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Introduction

Following recent advances in health care technology,
it is now possible to prolong the survival period of
terminally ill patients. At the same time, there has
been active debate on choices of treatment at the end
of life in many countries. In the Netherlands and
Belgium, active measures have becn legally autho-
rized for euthanasia and physician-assisted suicide
for terminally ill patients. In France, withdrawal or
withholding of life-prolonging measures at terminal
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stages of illness has been legally permitted. In the
United States, physician-assisted suicide has been
authorized legally only in Oregon State.

Currently in Japan, euthanasia is strictly restricted.
But withdrawal or withholding of life-prolonging mea-
sures was accepted in court judgments as if the patient
was terminally ill and expressed an intention to with-
draw or withhold such measures in advance. These
court judgments were based on the patient's right of
self-determination and limitation of the physician's
duty of treatment. However, because no statute or
public guideline is currently available on these topics
in Japan, it has been assigned at the discretion of
medical professionals whether they take such
measures.

The Japanese Ministry of Health, Labor, and Wel-
fare has strongly supported the provision of specia-
lized palliative care services. Palliative care units
(PCUs) have been covered by National Medical
Insurance since 1990. The number of PCUs has
dramatically increased from just 5 in 1990 to 178
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in 2007. Although the number of PCUs has been
increasing, the proportion of cancer deaths covered
was 6% in 2006 and 7% in 2007. More than 80% of
cancer patients died in a general hospital ward.
The most common type of specialized palliative care
service in Japan is therefore the PCUs.

It has been reported that among the patients
admitted to PCUs, 10% desired euthanasia and the
reasons for these desires were (1) general malaise,
(2) concerns about future distress, (3) burden on oth-
ers, and (4) pain.' According to a survey of medical
professionals belonging to the Japanese Society for
Palliative Medicine, more than half of these physi-
cians had been asked by patients to hasten their
death.? These previous survey results indicate that
some members of the general public and patients
receiving palliative care in Japan desire euthanasia.

To clarify views about legalization of death with
dignity and euthanasia, we conducted a large nation-

wide study of the bereaved whose family member
died at PCUs.

Methods

Participants

In September 2005, the executive office for this study
mailed a protocol explaining the objectives of the
study of bereaved families and an informed consent
form to 153 PCUs across the country. One hundred
PCUs (65.4%) consented to the study. We asked these
PCUs to furnish the executive office with a list of 80
family members who satisfied the inclusion criteria
and met none of the exclusion criteria (given below)
and who had experienced the death of a family mem-
ber between November 2004 and October 2006. The
participants of this study were part of the bereaved
for the Japan HOspice and Palliative care Evaluation
study (the J-HOPE study) held for quality assurance,
evaluation, and improvement.?

The inclusion criteria were as follows: (1) patient
died at a PCU or at home, (2) patient was aged >20
years, and (3) bereaved family member was aged
>20 years. The exclusion criteria were as follows:
(1) could not identify the bereaved family member’s
address, (2) participant would have suffered serious
psychological distress as determined by the primary
physician, and (3) participant was incapable of reply-
ing to a self-reported questionnaire.

Each bereaved family member enrolled in the study
was asked to answer both a common questionnaire

and questions pertaining to 12 research topics.
Bereaved family members were divided into 12
groups and were asked to answer I of the 12 different
questionnaires (containing common questions and
questions specific to a given research topic) corre-
sponding to the 12 groups. The study pertained to
1 of the 12 research topics. A questionnaire carrying
common questions and questions specific to this
research topic was sent to 661 bereaved family
members. Valid responses were collected from 429
bereaved family members (65%). Ethical and scien-
tific validity of the study was checked and autho-
rized in advance by the ethics committee of each
participating PCU and the ethics committee of the
Graduate School of Medicine, The University of
Tokyo, in which the executive office for the study
was located.

Survey

Death with dignity. Death with dignity was defined as
“discontinuation of treatment which is aimed at
prolonging the life of the patient but is useless to the
patient, on the basis of the desire of the patient and
his/her family members."” The bereaved were asked to
select 1 of the 3 choices regarding death with dignity:
(1) death with dignity should be authorized legally;
(2) whether to take measures for death with dignity
should be assigned at the discretion of the physician
involved; and (3) death with dignity should be banned
legally.

Euthanasia. Euthanasia was defined as “administra-
tion of drugs causing death of the patient by a physi-
cian, on the basis of the explicit desire of the patient,
where the patient is suffering from severe pain and
there is no means to relieve the patient of the pain.”
The bereaved were asked to select 1 of the 3 choices
regarding euthanasia; (1) euthanasia should be
authorized legally; (2) whether to take measures for
euthanasia should be assigned at the discretion of
the physician involved; and (3) euthanasia should
be banned legally.

Background variables. Each subject was additionally
asked about the following background variables: (1)
gender of the patient, (2) age of the patient, (3) period
of stay in the PCU, (4) primary site of cancer, (5)
gender of the bereaved family member, (6) age of the
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bereaved family member, (7) relationship to the
patient, (8) health status of the bereaved family mem-
ber during care of the patient, (9) frequency of atten-
dance at the PCU, (10) presence/absence of any other
person having cared of the patient, and (11) cost of
care billed during the 1-month period béfore death.
The health status of the bereaved family member
during care of the patient was rated on a 2-category
scale: (1) good health status (family members
answering “good” or “fair”) and (2) poor health status
(family members answering "bad"” or “quite bad").

Statistical Analysis

Fisher's exact test was used for comparison of each
parameter. Data were analyzed using the statistical
computer program SAS (SAS Institute; version 9.1,
Cary, NQC).

Results

Demographic Data

Table 1 summarizes the demographic data for the
429 bereaved family members studied. There were
118 men (28%) and 311 women (72%), with a mean
age of 59 years. The most frequent relationship to the
patient was spouse (n = 215, 51%), followed by child
(n = 134, 32%) and brother/sister (n = 28, 7%).

Death With Dignity (Withdrawal of
Life-prolonging Treatment)

To the question about death with dignity, 52% (n =
223) chose “death with dignity should be authorized
legally,” 37% (n = 160) chose “whether or not to take
measures for death with dignity should be assigned at
the discretion of the physician involved,” 3% (n = 12)
chose “death with dignity should be banned legally,”
and 8% (n = 34) gave no answer, '
Demographic data significantly affecting the
answer to the question about death with dignity were
the age of the bereaved family member and the rela-
tionship to the patient (Table 2), The answer “death
with dignity should be authorized legally” was chosen
significantly more by the bereaved younger than 60
years (P = .001), and the bereaved whose relation-
ship to the patient was not the spouse (P = .003).

Table 1. Backgrounds of the Bereaved Family
Members
Patients

Gender
Male 58.0% (n = 249)
Female 42.0% (n = 180)

Age (years) 70.1 £ 116

Period of stay in the
palliative care 43.4 £+ 55.4

unit {days)

Primary site of cancer
Lung 21.0% (n =90)
Liver/biliary tract/pancreas 17.9% (n = 77)
Esophagus/stomach 16.6% (n = 71)
Colon 11.9% (n =51)
Prostate/kidney/bladder 7.9% (n = 34)
Breast 5.6% (n = 24)
Uterus/ovary 4.7% (n = 20)
Head/neck 40% (n = 17)
Others 10.3% (n = 44)

The bereaved family members

Gender
Male 275% (n = 118)
Female 72.5% (n = 311)

Age (years) 59.4 + 12.0

Relationship to the patient
Spouse 50.5% (n = 215)
Child 31.5% (n = 134)
Siblings 6.6% (n = 28)
Sons/daughters-in-law 5.6% (n = 24)
Parents 1.4% (n = 6)
Others 4.5% (n = 19)

Health status of during care of the patient
Good 75.3% (n = 318)
Bad 24.6%(n = 104)

Frequency of attending the patient
4~7 d/wk 83.7% (n = 355)
0~3 d/wk 16.3% (ri = 69)

Presencefabsence of any other
person having cared of the patient
Presence
Absence
Cost of care billed during 1-month
period before death (yen)

67.6% (n = 288)
32.4% (n = 138)

>200000/month 58.2% (n = 241)
<200 000/month 41.8% (n = 173)
Euthanasia

To the question about euthanasia, 45% (n = 192)
chose “euthanasia should be authorized legally,” 38%
(n=161) chose “whether or not to take measures for
euthanasia should be assigned at the discretion of
the physician involved,” 6% (n = 26) chose "euthana-
sia should be banned legally,” and 12% (n = 50) gave
no answer.
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Table 2. Views on Death With Dignity

Should be Assigned at
Should he Clearly Should be Clearly the Discretion or the
Authorized by the Law Banned by the Law Physician Involved
n % n % n % P Values
Patient age (years)
>60 186 58 10 3 125 39 450
<60 37 50 2 3 35 47
Patient gender
Male 130 57 9 4 88 39 .370
Female 93 55 3 2 72 43
Length of hospital stay (days)
>340 77 55 1 I 63 45 073
<40 id46 57 il 4 97 38
Age of the bereaved family member (years)
>60 92 47 9 5 95 48 001
<60 130 66 3 2 63 32
Gender of the bereaved family member
Male 80 54 2 2 49 34 Ol
Female 163 58 10. 4 108 38
Health condition of the bereaved family
member during the patient hospitalization :
Good, not so bad 176 59 9 3 112 38 205
Not good, seriously bad 47 51 2 2 44 47
Relationship to the patient
Spouse 99 50 10 5 91 48 003
Others 124 64 2 i 67 35
Frequency of attending the patient
Every day, 4-6 d/wk 177 54 12 4 138 2 093
1-3 d/wk, none 44 67 0 0 22 33
Presence/absence of any others person
having cared of the patient
Presence 154 58 7 3 106 40 674
Absence 69 55 5 4 52 41
Cost of care billed the last month (yen)
>200000 129 59 8 4 83 38 340
<200000 85 53 4 2 72 45

Demographic data significantly affecting the
answer to the question about euthanasia were the
age of the bereaved family member and the relation-
ship to the patient (Table 3). The answer “euthanasia
should be authorized legally” was chosen signifi-
cantly more by the bereaved younger than 60 years
(P = .001) and the bereaved whose relationship to
the patient was not the spouse (P = .003).

The percentages of the bereaved choosing “death
with dignity” were significantly different from those
choosing “euthanasia.”

Discussion

According to the survey conducted in 2003 by the
Ministry of Health, Labor, and Welfare, 13% of the

general public stated that they want euthanasia if they
are terminally ill and suffer from pain.* Furthermore,
46% of the general public prefers euthanasia as a
means of treating severe refractory physical distress,
and those who prefer euthanasia tend to regard "con-
trol over the future” as important for a good death.’
The advanced legal systems regarding euthanasia
in several Western countries have been attributed
to the following factors: (1) improved awareness,
attaching importance to the patient’s autonomy and
self-determination and (2) an increase in the per-
centage of individuals who desire control of the end
of their life, instead of following a natural course.®®
In past surveys of the awareness of patients and
their family members, major reasons for desiring
euthanasia are psychological, social, or spiritual
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Table 3.

Views on Euthanasia

Should be Clearly
Authorized by the Law

Should be Assigned at
the Discretion or the
Physician Involved

Should be Clearly
Banned by the Law

n % n % n % P Values
Patient age (years)
>60 161 52 9 6 128 42 .302
<60 31 44 7 10 33 46
Patient gender
Male 105 49 16 7 94 44 706
Female 7 53 10 6 67 41
Length of hospital stay (days)
>40 70 51 4 3 63 46 057
<40 122 50 22 9 98 40
Age of the bereaved tamily member (years)
>60 83 44 8 4 97 52 .001
<60 108 57 18 10 62 33
Gender of the bereaved family member
Male 57 52 8 7 34 40 905
Female 135 51 18 7 114 43
Health condition of the hereaved family member
during the patient hospitalization
Good, not so bad 145 50 15 5 128 44 063
Not good. seriously bad 47 54 10 11 30 34
Relationship to the patient
Spouse 82 43 12 6 97 51 003
Others 110 59 i4 8 62 33
Frequency of attending the patient
Every day, 4-6 d/w 62 61 7 7 33 32 051
1-3 d/wk, none 129 47 19 7 125 46
Presence/absence of any others person having
cared of the patient
Presence 136 53 20 8 102 40 278
Absence 56 47 6 3 57 48
Cost of care billed the last month (yen)
>200000 109 52 16 8 86 41 711
< 200000 75 48 10 6 70 45

factors rather than physical pain.''%'? In the
Netherlands, where euthanasia has been authorized
legally, euthanasia is permitted in cases where all
kinds of suffering (including nonphysical suffering)
are difficult to alleviate and most physicians believe
that euthanasia could be appropriate in some
cases.'® But the number of cases where euthanasia
or physician-assisted suicide was implemented in the
Netherlands has been decreasing in recent years.'*

Regarding a difference in awareness between the
general public and the medical professionals, it has
been reported that members of the general public
(including patients and bereaved family members)
often affirm euthanasia, while the medical profes-
sionals often deny euthanasia.'>'” According to a

survey conducted in Japan, the percentage of physi-
cians and nurses who affirmed euthanasia as a means
of pain relief was about 1% and none of the physi-
cians involved in palliative care affirmed it.'® A dis-
crepancy in awareness about euthanasia between
the general public and the medical professionals
tends to be commonly seen in many countries,'”*!?-2

In previous surveys of the general public about
death with dignity (discontinuation of life-prolonging
treatment) in Japan, 74% to 76% answered: "If
T am at a terminal stage of cancer, | want to discon-
tinue treatment simply aimed at life prolongation,"*
According to an opinion poll in 2007, 89% of the
respondents desired no life-prolonging measure
(eg, treatment with a ventilator) if only life-prolonging
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treatment is available, and 80% affirmed the neces-
sity of legislation about discontinuation of life-
prolonging treatment. Many members of the general
public expressed a view affirming death with dignity,
and more than 80% of medical professionals
affirmed it.?! However, in response to the question
about death with dignity in this study, 52% of the

bereaved affirmed the legal authorization as many

as 37% of the bereaved affirmed the assignment at
the discretion of the physician involved. Thus, there
are still controversial issues about death with dignity
in Japan.

The percentages of the bereaved who affirmed
legal authorization of death with dignity and eutha-
nasia were significantly higher among those younger
than 60 years and those whose relationship to the
patient was other than a spouse. It was previously
reported that younger individuals tend to attach
more importance to the patient’s autonomy?? and
more often tend to provide positive responses to
physician-assisted suicide and euthanasia.”?* The
results of this study endorse these previous findings.
In most previous surveys, the gender of family mem-
bers was found to have no significant impact on views
concemip§ suicide or euthanasia for terminally ill
persons.”®?* This previous finding also coincides
with this study.

There are several surveys of Japanese general pub-
lic for views about discontinuation of life-prolonging
treatment and euthanasia, the distinction of our
study is that the bereaved whose family member died
at PCUs were surveyed. We thought it important that
views about legalization of death with dignity and
euthanasia among those who experienced specialized
palliative care service were surveyed in Japan.

A limitation of this study is that the percentage of
valid responses was not a high rate (65%). In a past
survey of the Canadian general public, respondents
who failed to distinguish between euthanasia and
treatment withdrawal or withholding treatment in
hypothetical scenarios were more likely to support
euthanasia.?* Inadequate distinction between death
with dignity and euthanasia in the awarencss of
individuals may be one of the factors explaining the
high percentage of the bereaved who affirmed legal
authorization of euthanasia in this study.

In this study, the percentage of the bereaved who
affirmed legal authorization was 52 for death with
dignity and 45 for euthanasia. The percentage of the
bereaved who affirmed assignment at the discretion of
the physician involved was 37 for death with dignity

and 38 for euthanasia. Thus, views about legalization
of death with dignity and euthanasia among the
bereaved is inconsistent. No consensus is reached as
to legislation of these issues,
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The aim of this study was to clarify patients’ character-

istics and the level of symptom management in the

transition to specialized home palliative care, and to
examine prospectively real-time evaluation of both ter-

minal cancer patients and their families. This study was -

conducted at one of the largest institutions offering
specialized home palliative care in Japan. We asked
both the patient’s and the family’s health status at the
initial assessment and 2 weeks later. One hundred sets
of patients and their families were included in this

study. Regarding patient characteristics at the time of -
referral to the specialized home palliative care service,
patients referred from outpatient settings had more
severe physical symptoms than patients referred from
inpatient settings. The specxahzed home palliative care
service could contribute to patients’ symptom and fam—
1hes psychosocial status.

Keywords: terminally ill; cancer; palliative care; home;
prospective study

Introduction

A shift to community-based rather than hospital-
based palhatlve care programs has been seen around
the world.! ‘

In Japan, cancer is the leading cause of death.
Palliative care units, which provide specialized
palliative care service within inpatient care systems,
have gained the support of the Ministry of Health,

Labor and Welfare, and have spread throughout the -

country. However, improvement of support in the
community for terminal cancer patients has been
slow, and the availability of interdisciplinary specia-
lized- home palliative care (SHPC) services and

outpatient palliative care services are very limited.?

‘.
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As a practlcal matter, in’ Japan, the proportxon of
cancer patients who diéd at home was only 6%.* In
addition, many people regard a home death as unrea-
lizable, although those surveyed expressed preference.

- for a home care setting as their.preferred place of

end-of-life care.® Therefore, enhancement of palliative
care at home for cancer patients is a priority in Japan.
. To improve palliative care at home, it is necessary

. to demonstrate that SHPC can have positive impact "

on terminal cancer patients and their families. In
general, the i impact of SHPC service was more positive
than negative in studies of western countries, In
particular, indicating improved care satisfaction and
pain and other symptom control.® However, transition
to palliative care and lwmg at home are still considered
difficult processes,””® and to date, there have been no
studies specifically dealing with experiences of transi-
tion from the hospital or outpatient setting to SHPC in
Japanese cancer care. Additionally, the need for pro-
spective study was pointed out from the viewpoint
both patients and families as a future issue.”
The aim of this study was to clarify patients’ char-
acteristics and the level of symptom management in
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the transition to SHPC, and to examine prospectivelly
real-time evaluation of both patients and families,

Patients and Methods

This study was a prospective study conducted at one

of the largest institutions (Okabe Clinic, in Miyagi
Prefecture) offering SHPC in Japan.

Setting

The Japanese medical system does not necessarily

provide for homme visits by the family physician during
home care for patients living at home. Typically, the
form of home care is based primarily on collabora-
tion between home care nurses and the family physi-
cian and/or the hospital hysician.> However, in one
organization, mainly the SHPC service of Okabe
Clinic is provided by multiprofessionals and offers
comprehensive services to terminal cancer patiénts.
The basic members of the SHPC service comprise
palliative care physicians, nurses, caseworkers, and
so on. If the SHPC service requires other care
specialists, inpatient care, day care, and so on, they
are made available in regional networks. In principle,
all patients were continuously followed after the ini-
tial assessment by at least a physician and a nurse.
Each patient was. visited at least once per week by a
physician and at least 3 times per week by a nurse.
If required, a visit was also carried out every day.

Participants

The participants were termir}al cancer patients and
their families who had been referred to the SHPC
service.

The inclusion criteria were as follows: the patient
(a) was aged 20 years and more; (b) was able to
participate in a brief interview; (c) did not suffer from
a severe mental or cognitive disorder, as determined
by the physician; and (d) the patient and his/her fam-
ily were living together. When a patient did not meet
the inclusion criteria, we investigated only the family.
A written informed consent was obtained from each
patient and his/her family. This study was approved
by the Institutional Review Board of Okabe Clinic. .

Design and Procedures

This study was conducted via a prospective question-
naire survey. We consecutively enrolled patients and

their families as potential partlcxpants after.they had
been newly referred to the SHPC service. Within
72 hours after a medical examination by the primary
responsible physicians, the researchers fully explained
to each patient and family the purpose of the study,
both orally and by providing relevant reading material,
at the patient’s house. After obtaining written
consent, we recorded both the patient’s and the
family’s health status on a structured data collection
sheet at the initial assessment and, then, 2 weeks

later, through home visit interviews and chart reviews,

Patients and their families were enrolled between
‘January 2004 and January 2005 and followed-up on

until February 2005.

‘Measurements

Quality of life: Self-reported health status by patients
(EQ-5D). Data was.collected by conducting face to
face interviews. EQ-5D is a standardized instrument
used to measure health outcomes and is applicable to
a wide range of health conditions and treatments.'®
The EQ-5D descriptive system consists of 5 dimensions:
mobility, self-care, usual activity, pain/discomfort, and
anxiety/depression. Each dimension has 3 levels from
1 (no problem) to 3 (extreme problem).

Patient symptoms assessed by medical profession-
als. The severity of pain, numbness, fatigue, dyspnea,

- cough, sputum, nausea, vomiting, abdominal swelling,

diarrhea, dry mouth, somnolence, and insomnia was
rated by the medical members of the SHPC service
using the Japanese version of the Schedule for Team
Assessment Scale (STAS-J).!! We rated symptom
levels as O (none), 1 (mild), 2 (moderate), 3 (severe),
or 4 (extreme). Appetite loss, constipation, and fever

- were clinically rated as none (0), mild (1), and moder-

ate to severe (2). This evaluation schedule was devel-
oped in a nation-wide project to establish a standard
assessment data sheet in palliative care settings, in
which more than 20 palliative care units participated,
Families’ health status and families’ perception -
of patients’ health status, Data was collected by
conducting face to face interviews, We asked the
families about their anxiety regarding care at home,
and their sleep situation and physical status. Anxiety
regarding care at home was rated on a 5-point Likert
scale ranging from no anxiety at all to constant anxi-
ety, and the sleep situation was recorded according
to the reply to a question about the frequency of
night-time awakening for patient care purposes
using a 5-step scale ranging from never to 5 times
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or more péi‘ night, Physical status was scored from 0
(very poor status) to 10 (very good status).
In addition, we asked the families about their

perception of patients’ health status. Patients’ physi- .

cal and psychological status was respectively rated on
a 5-point Likert scale ranging from no pain at all to
constant pain.

Other information. We collected data on patient
and family characteristics, such as age, gender,
patient’s tumor site, and Performance Status

(ECOG) using chart reviews.

Analyses

Descriptive statistics were calculated for the study
sample, and we compared patient and family charac-
teristics and patients’ symptoms at the initial assess-
ment according to the care setting before the start of

the SHPC service. To compare each group we used the

Wilcoxon rank sumtest, Student t test, the Chi-square
test and Fisher exact test, where appropriate.

We also compared patients’ and families’ eva-
Iuations between the initial assessment and an
assessment 2 weeks later (day 14). The Wilcoxon
signed-ranks test was performed for comparisons
between these 2 occasions.

All analyses were conducted using the SAS statis-
tical software package version 9.1. The significance
level was set at P < .05 (2-tailed).

Results

One hundred and forty-nine patients started to
receive the SHPC service during the study period,
and 100 sets of patients and their families were
included in this study. The reasons for éxclusion
were as follows: the patient had a serious medical
condition (n = 19); the patient had a severe mental

or cognitive disorder (n = 13); the patient was living-

alone (n = 11); and other reasons (n = 6). .

Patient and Family Characteristics in
Transition to the SHPC Service

Table 1 summarizes the characteristics of partici-
pants by care setting before the start of the SHPC
service, Forty-five patients were referred from outpa-
tient settings and 55 patients were referred from
inpatient settings., Only 3 patients from the outpati-
ent settings and 3 patients from inpatient settings
received a specialized palliative care-service before

referral. Patients had ariy of a variety of primary sites,
and many patients’ performance status was >3. A
comparison showed no significant differences between
patients from outpatient settings and patients from
inpatient settings.

Table 2 demonstrates patient symptoms by care
setting before the start of the SHPC service at initial
assessment. Patients from the outpatient setting suffered
from more serious pain (P = .03), fatigue (P = .02),
sputum (P = ,04), dry mouth (P = .03), and appetite loss
(P = .02) than patients from the inpatient setting, Simi-
larly, the number of moderate to extreme symptoms was
significantly more frequent in patients from the outpati-
ent setting than in patients from the inpatient setting

(P = .02).

Change in the Patients’ | Quality of Life
and Symptoms

Table 3 shows changes in the patients’ quality of life
during the 2-week period. Responses were obtained
from 56 patients. There were significant deteriora-
tions in self-reported health status scores for mobi-
lity (P < .001) and self-care (P = .01). There were
no significant deteriorations regarding the scores for
pain/discomfort and anxiety/depression.

Table 4 summarizes the changes in patient symp-
tom severity assessed by medical professionals during
the 2-week period. The responses were obtained from
74 patients. There were significant improvements
in symptom scores of pain (P = .02), appetite loss
(P = .001), and constipation (P <.001). Similarly, the
number of moderate fo extreme symptoms decreased
significantly (P = .01). However, no significant
improvement was observed in symptom score for dry

mouth (P = .003).

Change in the Families’ Health Status
and Families’ Perception of Patients’
Health Status ‘

Table 5 shows changes in the families’ experiences
with the SHPC service during the 2-week period.
The responses were obtained from 74 families. There

- was a significant improvement in anxiety regarding

care at home (P = .002). However, there were signif-
icant deteriorations in the frequency of night-time
awakening for patient care (P < .001) and in the
physical status (P = .01). The families' perception
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Table 1. Characteristics of Participants by Care Setting Before the Start of Specialized Home Palliative Care
(SHPC) Service
Outpatient Settings Inpatient Settings
n=4s (100%) n=>55 (100%) P Value
Patient characteristics
Age (years, mean + SD) 75.0 + 10.8 73.3 £ 9.6 39"
Gender B
Female : 23 (51) 22 (40) 27
Male 22 (49) - -33 (60)
Anti-neoplasm medical treatment
End/untreated 39 (87) 49 (89) 710
Under medical treatment 6 (13) -6 (11)
Primary site
Lung 10 (22) 14 (25) A7°
Stomach 3 (7) 7 (13)
Esophagus 0 (0) 2 (4)
Colorectal 6 (13) 5 9)
Liver 3 (7) 8 (15)
Pancreas 4 9 1 (2)
Urological 4 (9 5 9
Breast 2 @ I )
Brain 4 ©) 1 @
Unknown 6 (13) 5 9)
Others 3 7n -6 (11)
Performance status : : :
1 _ 2 (4 2 (4) 0.874
2 . 6 (13) 7 : (13)
3 23 (51) 29 (53)
4 : 14 1) 17 31)
Use of specialized palliative care service®
Presence . 3 (7) 3 (5) 1.00°
Absence 42 (93) 52 (95)
Family characteristics
Age (years, mean + SD) 62.4 £ 13.0 59.5 + 12.3 0.27°
Gender
Female 39 (87) 48 (87) 0.93"
Male . 6 (13) 7 (13)
Relationship with patient . ' )
Spouse 21 (47) 32 (58) 0.40°
Child - 12 (27) 12 ©(22)
Parent 2 4 0 {0)
Child's spouse 10 (22) B ¢ ~ (20)
27 + 1,9 2.7+ 1.8 0.97°

Number living together (n, mean. £+ SD)

2 Student t test.
b Chi-square test.
¢ Fisher’s exact test.
4 Wilcoxon rank sum test.

¢ Use of specialized palliative care service, such as Palliative Care Unit and Hospital-based Palliative Care Team.

of patients’ physical and psychological status did not
change significantly. .

Discussion

We clarified the real-time évaluations of 100 sets of

-consecutive terminal cancer patients and their

families referred to a SHPC service in Japanese can-
cer care settings. In Japan, very few attempts have
been made at such observation.

Our participants no longer benefited from
tumor-directed therapy and had been given a diagno-
sis of terminal cancer. Many patients’ performance
status were poor at the time of starting the SHPC
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Table 2. Patient Symptoms by Care Setting Before
the Start of Specialized Home Palliative Care
(SHPC) Service at Initial Assessment

Outpatient Inpatient
Settings Settings
(n = 45) {n = 55) P

Mean + SD Mean £+ SD Value®

Pain 17412 12410 .03
Numbriess 02408 04+08 .11
Fatigue 19+10 14+10 .02 .
Dyspnea 05 £ 09 04 % 0.8 73
Cough 05+08 03+07 .18
Sputum 0.6 + 09 04 + 0.9 .04
Nausea ’ 03407 05+08 .07
Vomiting : 01404 01%05 .50
Abdominal swelling L.1+11 L1+10 .88
Dry mouth 1.1+1.0 0.7 £+ 0.8 .03
Diarthea 0.1+£03 02+£05 .16
Somnolence 0.7 £ 0.9 0.5 4+ 0.8 26
Insomnia 08 £ 1.0 0.7 £ 0.9 99
Appetite loss® 1.5+07 -12£07 .02
Constipation® 15409 13+.09 .21
Fever® , 01405 02405 .56
Number of moderate to 4.4 + 2.2 33 + 24 .02

extreme symptoms®

® Wilcoxon rank sum test.

b Appetite loss, constipation and fever; none (0) to moderate/

severe (2), other symptoms; none (0) to extreme (4); Schedule
for Team Assessment Scale.

¢ Number of moderate-to-extreme symptoms: minimum (0) to
max (16).

service. Also, most patients experienced multiple
moderate-to-severe symptoms. Regarding patient
characteristics at the time of referral to the SHPC

service, patients referred from outpatient settings -

had moreé severe physical symptoms than patients
referred from inpatient settings, despite the lack of
difference in the patients’ backgrounds. Those find-
ings suggest. the insufficiency of symptom manage-
ment for patients in outpatient settings. Patients in
outpatient settings may experience barriers to effec-
tive symptom management that are not faced by
patients in inpatient settings.'®'* Most of our parti-

cipants had liitle contact with a specialized palliative

care service until they were referred to the SHPC
service. According to Morita et al,'* in ]apan, the
timing of referrals to palliative care units is late or
very late from the family’s perspective. However, the
current status nation wide of SHPC service and out-
patient setting is not clear. It is necessary to ensure
palliative care follow-up in the outpatient setting,
and the transition to SHPC should be done before
the suffering of the patient and family increases.

Table 3. Change in Patients’ Quality of Life

During the 2-week Period
Initial
Assessment”  Day 14 N
- P Value
n  (100%) n (100%)
Self reported health status (EQ-5D)
Mobility (n = 56) -
No problems 16 (29) 6 (11) <001
Some problems 31 (55) 34 (61)
Extreme problems 9 (16) 16 (29)
Self-care (n = 56)
No problems 21 (38) 13 (23) .01
Some problems 23 (41) 24 (43)
. Extreme problems 12 (21) 19 (34)
Usual activities (n = 56)
No problems 4 (7) 3 (5 66

Some problems 14 (25) 13 (23)

Extreme problems 38 (68) 40 (71)
Pain/discomfort (n = 56)

No problems 14 (25) 20 (36) 07

Moderate problems 28° (50) 27 (48)

Extreme problems = 14 (25) 9 (16)
Anxiety/depression (n = 55) ’

No problems 35 (63) 32 (58) 100
Moderate problems 13 (23) 17 (31
Extreme problems 8 (14) 6 (11)

® Within 72 hours of admission. '

b Wilcoxon signed-ranks test.

Table 4. Change in Patient Symptom Severity
Assessed by Medical Professionals During the
2-week Period (n = 74)

Initial

Assessment Day 14 P

Mean 3 SD Mean 4+ SD Value®
Pain 15 4+ 1.2 1.3 4+ 0.9 .02
Numbness " 03 %08 0.3 + 0.7 43
Fatigue 16+ 1 1.7+1 .20
Dyspnea 04 £ 08 04+ 0.8 '1.00
Cough 04+07 04+06 .80
Sputum 0.5 + 0.8 05+£09 46
Nausea 054 08 04 4 08 99
Vomiting 0.1 £ 05 0.3 + 0.7 .09
Abdominal swelling 11+ L1 L1409 67
Dry mouth 0.8 + 0.9 1.1 £09 .003
Diarrthea 0.1+ 03 0.1 4 04 1.00
Somnolence 0.6 + 0.9 0.7 £ 0.8 .35
Insomnia 0.7 &1 08 £+ 1.1 66
Appetite loss 13 +£07 1.1 + 0.6 .001
Constipation 14 +£ 0.8 1£06 <001
Fever 0.1 £ 04 0.1 +04 1.00
Number of moderate 3.7+ 24 3.1 424 .01

to extreme symptoms

® Wilcoxon signed-ranks test.
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' Table 5. Change in Families’ Health Status and Families’ Perception of Patients’ Health Status During

the 2-week Period
Initial Assessment Day 14
- n (100%) n (100%) P Value®
Families’ health status
Anxiety regarding care at home (n = 71)
Not felt at all 1 D) 3 4) 002
Rarely feels 21 (30) 31 (44)
Sometimes feels 29 (41) 25 (35)
Often feels 7 (10) 9 (13)
* Always feels . 13 (18) 3 (4)
The frequency of night-time awakening for patient care (n = 74) "
Never i 34 (46) 16 (22) <.001
Occasionally 19 (26) 17 (23)
1-2 times per night 6 (8) 19 (26)
3—4 times per night 12 (16) 14 (19)
5 times or more per night 3 (4) 8 (1)
Physical status (n = 68)°
,Mean % SD 63 + 1.8 57+ 1.7 01
"Median (range) . 6 (2-10) 6 (1-10)
Families’ perception of patients’ health status .
Patients’ physical status (n = 71) : ‘
No pain 1 )] 0 (0) 62
Hardly painful 18 (25) 15 (21)
Sometimes painful 30 (42) 31 (44)
Often painful 11 (1s5) 21 (30)
. Always painful 11 (15) 4 (6)
Patients’ psychological status {(n = 71)
No pain 1 (1) 0 ) 1.00
Hardly painful 18 (25) 20 (28)
Sometimes painful 30 (42) 32 (45)
Often painful 14 20) 15 21
Always painful 8 (1) 4 ()

# Wilcoxon signed -ranks test.

5 Physical status; from 0 points (very poor status) to 10 points (very good status).

The change in quality of life of the patients
assessed using the EQ-5D questionnaire varied
among the different domains. The scores for mobi-
lity and self-care other than usual activities deterio-
rated significantly during the 2-week period. The
patients were aware of the rapid decline of their own
functional status. The scores for pain/discomfort and
anxiety/depression remained stable at the second eva-
luation. For the domain of pain/discomfort, the ques-
tion consists of 1 item and is not designed for any
specific symptom. Therefore, it is possible that the
patient’s evaluation did not change significantly
because of multiple symptoms coexisting as shown
by the assessment of medical staff. For the domain of
anxiety/depression, there were more replies of “no
problem” at the first assessment than for other

domains. The patients may have been comparatively
stable mentally while being aware of the decline of
their physical function.

Evaluations by the medical staff indicated that the
patients’ pain, appetite loss, and constipation improved
significantly during the 2-week period. In addition, on
the whole, the number of moderate-to-extreme
symptoms decreased significantly.” However, dry
mouth was not sufficiently palliated and other symp-
toms, such as fatigue remained stable at the second
evaluation. The palliation of these symptoms may
be difficult because of the progression of underlying
disease in various care settings.*'” In fact, for
symptoms other than pain, the barriers to effective
symptom management in terminal cancer patients
remain unclear.’



