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Abstract
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inpatient palliative care service. A cross-sectional q ire survey was performed on the
Mmmmbmﬂmn@m:wwm 2,548) and
bereaved families who actually received inpatient palliative care at 12 palliative

munﬁsfPGU:}in]apm(n=513}.mmpondmur¢mudemand
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“considerable” or “moderate” knowledge of PCUs, but 24% answered that they had "no"
hmb@mﬂawdfawﬁawhmﬂ%m(wfmim)m%w
have better of PCUs than the general “alleviates pain” (68 o of the
general and 87% of PCU-bereaved families agreed), “provides care for families”
(67% and 86 %, respectively), and “provides compassionate care” (67 % and 87 %,

respectively). Both groups, MWWMPWJ “a place where people
only wait to die” (30% and 40%, respectively) and “shortens the patient’s life” (8% and
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17%, respectively). These perceptions were associated with overall satisfaction with received
care, and differed among the 12 PCUs. In conclusion, public awareness of PCUs was
insufficient in Japan. Although PCU-bereaved families were generally likely to have better
perceptions of PCUs than the general population, both groups shared concerns that a PCU
was & place where people only wait to die. To facilitate appropriate use of specialized
palliative care services, more ¢fforts to inform the general population about the actual
palliative care system ave needed. In addition, the role of PCUs might be reconsidered in terms
of the continuum of cancer care. ] Pain Symptom Manage 2008;35:275—282. © 2008
U.S. Cancer Pain Relisf Committee. Published by Elsevier Inc. All rights reserved.
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Introduction

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

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

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

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

Methods
Subjects

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

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

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

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

hospital stay, time since the patient's death,
and the level of the patient’s physical distress
on a five-point Likert-type scale (1: not dis-
tressed at all, 2: not too distressed, 3: unsure,
4: distressed, 5: very distressed) . Despite the pos-
sibility of arecall bias, we selected 10 years as the
limit of experience of bereavement through
cancer in the general population, because
a limit of five years yielded essentially the same
conclusion in this survey.

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

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

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

Analyses

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

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

Results

Of the 5,000 questionnaires sent to the gen-
eral population, 26 were undeliverable and
2,670 were returned to the authors. Among
these respondents, eight refused to partici-
pate, 14 were excluded due to missing data,
and 2,548 responses were analyzed (effective
response rate, 51%). Among the respondents
from the general population, 25% (n=649)
had lost family members from cancer during
the previous 10 years. There were no differ
ences in gender and age between these respon-
dents and the general population according to
the vital statistics data for 2003."

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

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

Public Awareness of PCUs (Table 2)

Although 4.8% of respondents answered
“very knowledgeable," 34% answered “moder-
ate knowledge,” 38% reported having “some
knowledge,” and 24% had "no knowledge”
of PCUs. Female respondents were more likely
to be knowledgeable about PCUs (standard-
ized partial regression coefficieny; §=0.18,
P<0.001), while experience of bereavement
due to cancer was not significantly associated
with knowledge of PCUs (§=0.02, P=0.15).

Perceptions of PCUs (Table 3)

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

Factors Associated with Perceptions of PCUs
Among the general population, better
awareness of PCUs was clinically significantly
associated with agreement that PCUs “provide
care for families” (ES =053, P< 0.001), while
other factors (i.e, age, gender, and
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Table 1
Demographic Backgrounds of the Respondents
G | Populati B d Families from PCUs
(n=12548) (n=518)
% n % n
Age (years)
<49 %5 613 21 104
50—59 30 758 o] 144
50—69 28 710 29 146
=70 17 420 2 110
Gender
Male 47 1,186 2 158
Female 53 1,526 68 348
Berecavement experience® 25 649 100 518
Length of hospital stay: days (mean + SD/median) 44£49/29
Time since patient’s death: months (mean = SD/median) 28x7/28
Sadsfaction with received care
Very dissatisfied 14 7
Dissatisfied 1.6 B
Somewhat dissatisfied 28 14
Unsure 75 57
Somewhat satisfied 15 76
Sarisfied 52 160
Very satisfied 27 134
Completely satisfied 12 60
5D = smandard deviation; PCUs = palliative care units.

ﬁwﬁmﬁ%‘amm&mmwdmhmmm

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

Among the PCU-bereaved families, the re-
spondents who thought their patient had
experienced less pain were clinically signifi-
cantly likely to agree that a PCU “alleviates
pain” (ES=0.56, P<0.001). There were also
significant differences among institutions with
regard to perceptions that a PCU was “a place
where people only wait to die” (ES=1.02,
P<0.001), was  “expensive"(ES=1.01,
P<0.001), “provides no medical treatments”
(ES =0.94, P<0.001), "isolates patients from
the community” (ES=0.82, P=0.02), “sup-

ports patients in living with dignity”
(Es =0.73, P=0.005), "supports patientsin liw
ing peacefully” (ES=0.72, P=0.08), and
“shortens the patent's life” (ES=0.70,
P=10.01). Other variables, such as age and gen-
der, were notsignificantly associated with agree-
ment with any statement (data not shown).

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

Four statements of perception of PCUs had

moderate correlations with overall satisfaction:

“provides compassionate care," “provides care

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

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

Table 2
General P, Awareness
of PCUs (n= 2,548)

Awareness of PCUs % n
No knowledge 24 591
Some knowledge 38 936
Moderate knowledge 84 855
Considerable knowledge 43 106
PCUs = palliative care units.
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Table 3
Perceptions of PCUs
General Populason Bereaved Families from PCUs
(n=2,548) (n=518)
Agree  Somewhat Agree  Somewhat
(%) Agrec (%) Mean SD (%)  Agree (%) Mean SD RValue* ES

Supports patients 37 35 405 106 45 30 412 128 0.067 0.09

in living peacefully
Supports patients 32 38 394 093 38 38 412 084 <0.0001 019

in living with dignity
Provides care for families 29 38 390 132 54 83 438 138 <0.0001 053
Provides compassionate care 28 39 388 118 56 50 436 121 <0.0001 052
Alleviates pain 52 36 887 108 57 30 440 0B85 «<0.0001 052
Expensive 50 L] 879 094 18 23 314 098 <0.0001 -058
Provides no medical 12 20 500 108 29 25 359 132 <0.0001 049

treatments
Isolates patients from 75 2] 280 090 B4 21 27 081 0.40 -0.04

the community
A place where people only 11 20 276 119 18 n 308 124 <0.0001 0.20

wait to die
Shortens the patient’s life 28 53 227 092 74 9.2 244 0B7  0.006 0.15

PCUs = palliative care units; 5D = standard deviation; ES = effect size.

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

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

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

n=51%
R Pwalue
Provides compassionate care 049 <0.0001
Provides care for families 0.49 <0.0001
Supports patients in living peacefully 043  <0.0001
Supports patents in living with dignity 040 <0.0001
Alleviates pain 0.30 <0.0001
Isolates patiens from the ¢ y =027 <0.0001
A place where people only wait to die =027 <0.0001
Shortens the patient’s life -0.28 <0.0001
=011 001
Provides no medical oeammenus -0.06 019

*Spearman's rank correlation coeficient

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

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

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

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

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

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

On the other hand, the general population
is concerned that the PCU is “a place where
people only wait to die,” and "shortens the pa-
dent's life.” It is of note that PCU-bereaved
families were more likely to agree with both
statements than the general population, de-
spite the fact that palliative care aims to help
patients live as actively as possible until death
and intends neither to hasten nor postpone
death,? and the reality that patents receive
their usual medical weatments in many
PCUs."

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

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

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

In conclusion, public awareness of PCU re-
mains insuffident in Japan. PCU-bereaved
families were generally likely to have better
perceptions of PCUs than the general popula-
tion, but both groups shared concerns that the
PCU is a place where people only wait to die.
More efforts to inform the general population
about the actual palliative care system are
needed, and it is necessary to reconsider the
role of the PCU within the continuum of
cancer care.
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End-of life care is one of the principle components of
cancer care. Measurement of the quality of care pro-
vided for end-of-life cancer patients is an important
issue. The aim of this study was to identify the quality
indicators (Qls) for end-of-life cancer care for Japanese
patients using a medical chart review. A modified Delphi
method for the development of QIs was adopted.
Seventeen multi-professional specialists participated
by rating the appropriateness and feasibility of poten-
tial QlIs. Thirty QIs for end-of-life cancer care were
ultimately identified within 4 domains: (1) symptom

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

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

on measuring and monitoring the quality of

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

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

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

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

Methods

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

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

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

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

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

Results

Through the modified Delphi process we identified
30 Qls of end-of-life cancer care within the follow-
ing 4 domains: (1) symptom control, (2) decision-
making and preference of care, (3) family care, and
(4) psychosocial and spiritual concerns. The final
QIs and median, minimum, and maximum rating for




Table 1.

Final QIs Identified Using the Modified Delphi Method®

Appropriateness®
Median  Min

Max

I. Symptom control
. Presence or absence of pain
. Degree of pain
. Physician's prescription order for pain management
. Presence or absence of dyspnea
. Physician’s prescription order for dyspnea
. Presence or absence of delirium or agjtation
. Physician's prescription order for delirium or agitation
8. Observation and care of mouth
I1. Decision making and preference of care
9. Patient’s preference of place of care
10. Patient’s insight of disease
11. Patient’s preference of care or advance directives

12. Discussion of strategy of care among physicians and nurses
13. Time of patient’s enrollment in palliative care program and

documented medical history
. Family
14, Configuration of family relationships
15. Key person involved in patient care
16. Family's preference of place of care
17. Family's preference of explanation of medical condition
18. Explanation of medical condition to patient or family
. Family’s preferences or expectations
. Discussion with family about do-not-resuscitate order
. Explanation to family about course of disease until death
. Explanation to family of patient’s impending death
. Explanation to family 1 week prior to patient’s death
. Care strategy for family
. Degree and content of patient’s anxiety
. Emotional reaction to explanation of medical condition
. Patient’s preference of daily living
. Patient’s religion
. Patient’s preference for bowel and bladder excretion
. Coordination of social resources when patient had no

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

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

both appropriateness and feasibility are shown in
Table 1.

Symptom Control

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

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

Decision Making
and Preference of Care

As for decision making and preference of care, 5 Qls
were identified: patient’s preference of place of care,
patient’s insight of disease, patient’s preference
of care or advance directives, discussion of strategy
of care among physicians and nurses, and time of




36 American Journal of Hospice & Palliative Medicine® / Vol. 25, No. 1, February/March 2008

patient’s enrollment in a palliative care program and
documented medical history.

Family Care

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

Psychosocial and Spiritual Concern

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

Discussion

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

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

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

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

Family care is an important aspect of Japanese
end-of-life care. In the WHO's definition of palliative
care, family care is emphasized.?* Family consent and
involvement in decision making for end-of-life care
issues are unique characteristics in the Japanese peo-
ple.”*3! Thetefore, identifying the configuration of
family relationships and the key person involved in
care is important. In Japan, the do-not-resuscitate
order is usually obtained from the family?

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

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

Conclusion

We identified Japanese Qls for end-of-life cancer
care using a modified Delphi method and medical
chart reviews. Thirty Qls with 4 domains were
identified: symptom control, decision-making and
preference of care, family care, and psychosocial
and spiritual concerns. The confirmation of feasi-
bility, reliability, and validity is a task for future
studies.
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Effect of a population-based educational intervention
focusing on end-of-life home care, life-prolonging treatment
and knowledge about palliative care

M Miyashita, K Sato Department of Adult Nursing/Palliative Care Nursing, School of Health Sciences and
Nursing, Graduate School of Medicine, University of Tokyo, Tokyo, T Morita Department of Palliative and
Supportive care, Palliative Care Team and Seirei Hospice, Seirei Mikatahara Hospital, Shizuoka and

M Suzuki Fukushima Division, Soshukai Okabe Clinic, Fukushima

The effectiveness of population-based educational interventions in palliative care is
unclear, We conducted an educational intervention study for the general public focus-
ing on end-of-life home care, life-prolonging treatment and knowledge about palliative
care and measured the change in perception about these issues. Participants were
recruited from the 11 districts of Fukushima City, Japan. One-hour educational lectures
were conducted in each district from April 2006 to March 2007. Meetings were held ina
community centre or hall in each district. We asked participants to fill in a question-
naire before and after the educational lecture. Of 607 participants, 595 (98%) answered
both pre- and post-intervention questionnaires. The feasibility of a home death chan-
ged from 9% before to 34% after the intervention (P < 0.001). In addition, preference for
life-prolonging treatment and attitudes toward end-of-life care including symptom
management at home, misconceptions about opioids, artificial hydration and commu-
nication issues between patient and medical practitioners were significantly improved
after the intervention. Factors that were significantly associated with changing percep-
tions about the feasibility of 2 home death were male gender, change in beliefs regard-
ing burden to family caregivers, anxiety regarding admission to the hospital with wors-
ening physical condition and fear that pain would not be relieved at home. This
population-based educational intervention was effective in changing beliefs regarding
the feasibility of home care, preference for life-prolonging treatment and attitudes
toward end-of-life care. Palliative Medicine (2008); 22: 376-382

Key words: barriers; education; home death; intervention studies; palliative care

Introduction instance, misconceptions about analgesics,!®'® mispercep-
tions about life-prolonging treatment?*-?2 and lack of com-
munication between patient and medical practitioner?»2
were reported to be potential barriers to palliative care.

It is important for terminal cancer patients to be able to
remain in their favourite place.! Over half of Japanese

would like to be cared for at home.2 However, in Japan,
the growth of home-based palliative care programs has
been slow.>* As a result, in 2004, only 6% of cancer deaths
occurred in the home and over 90% occurred in hospitals.

There are many barriers to home care for end-of-life
cancer patients.>'? For example, previous studies have
suggested that sex,!? age,!2 burden to the familyd™12
and the ability of the family to care for the patient!!13
were factors associated with home care of terminal
patients.

There are also many barriers to receiving appropriate
palliative care for end-of-life cancer patients.'!* For
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In a large population-based survey of Japanese, we
found many misconceptions about pain and opioids, com-
munication with health care professionals, hydration and
nutrition and legal issues about end-of-life options.?* In
addition, our previous study showed that misconceptions

' regarding opioid use and life-prolonging treatment pre-

vented members of the general public from believing
that they could live at home until death.?6

To overcome these barriers, it is important to provide
appropriate education for the general public.'$ Although
education for cancer patients and their families has been
conducted,?™33 educational interventions about palliative
care for the general public have not been reported except
for one regarding attitudes about cardiopulmonary resu-
sitation,> and a Canadian study using a trade show to
educate the general public.3® The effectiveness of
population-based educational interventions is still
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unclear. Therefore, we conducted an educational inter-
vention study for the general public focusing on end-
of-life home care, life-prolonging treatment and knowl-
edge about palliative care and measured the change in
perception about these issues before and after the
intervention.

Methods

Subjects

Potential participants were recruited from the 11 districts
of Fukushima City, Fukushima Prefecture, Japan.
Fukushima City has a population of 288,000 and is the
most urban city in Fukushima Prefecture. However,
Fukushima Prefecture is a relatively rural region. The lec-
tures were held during a periodic regional. community
meeting. Before the meeting a simple pamphlet about
the lecture was distributed. No special invitation was con-
ducted. A total of 607 community-dwelling residents
attended the lecture.

Intervention

One-hour educational lectures were held in each district
from April 2006 to March 2007. Meetings were held in a
community centre or hall in each district. The themes of
the educational lectures were as follows: limitations of
cancer treatment, life-prolonging treatment for end-
of-life cancer patients, correct information about opioids,
artificial hydration, communication between patient and
physicians, feasibility of home care for end-of-life cancer
patients and district health resources for terminally-ill
cancer patients. The lecturer for all the sessions was one
physician (M.S.).

Procedure

We asked participants to fill out the questionnaire before
and after the lecture, We described the aim of the study,
protection of privacy and voluntary nature of participa-
tion by written document and oral explanation.

Questionnaire

Feasibility of home death

We asked participants to consider the feasibility of home
death by answering ‘possible’, ‘impossible’ or ‘unsure’ to
the questions.

Barriers to home care at the end-of-life setting

We explored barriers to home care in the end-of-life set-
ting by asking whether participants agreed that the fol-
lowing were attributes of home care: absence of visiting
physician, absence of visiting nurse system, absence of
24-h consultation system, absence of family caring for
me, burden of care on family, anxiety about worsening

physical condition, anxiety about admission to the hospi-
tal when physical condition worsens, concern that one’s
residence would be too small, economic burden and pain
would not be relieved at home.

Preference for life-prolonging treatment

We asked about the preference for life-prolonging treat-
ment using a 4-point Likert scale with the possible
responses: ‘want to receive’, ‘probably want to receive’,
‘probably do not want to receive’ and ‘do not want to
receive’. Questions asked were regarding artificial hydra-
tion, artificial nutrition, vasopressors, mechanical ventila-
tion and cardiopulmonary resuscitation.

Attitudes toward end-of-life care

We asked about the attitudes toward end-of-life care using
a 5-point Likert scale: ‘strongly agree’, ‘agree’, ‘unsure’,
‘disagree’ and ‘strongly disagree’. Questions were identi-
cal to our previous study, as follows:?* ‘absence of sufﬁ-
cient medical system for treatment or care at home’,
my c:rcumstauoc, it is difficult to be cared for at homc 5
‘cancer pain is sufficiently relieved if treatment is ade-
quate’, ‘opioids shorten life’, ‘opioids cause addiction’,
‘consciousness is clear if pain medication is not used’,
‘artificial hydration and nutrition should be continued as
the minimum standard until death’, ‘artificial hydration
and nutrition relieve symptoms’, ‘physicians are generally
poor at communicating bad news', ‘physicians are uncom-
fortable discussing death’, ‘it would be intolerable if I was
told I had incurable cancer’, ‘cancer treatment has only
limited effectiveness’, ‘I want to receive cancer treatment
as long as possible’, ‘death at home indicates to relatives
that the family cannot provide sufficient medical care for
the patient’, ‘death at home indicates to neighbors that the
family cannot provide sufficient medical care for the
patient’ and ‘large hospitals provide better quality medi-
cal treatment than clinics’.

Satisfaction with lecture

We asked about satisfaction with the lecture using the fol-
lowing responses: ‘lecture was interesting’, ‘lecture was
easy to understand’, ‘lecture would be of help in the
future’ and ‘lecture gave me the chance to consider end-
of-life medical treatment’.

Participant characteristics

We asked participant’s age, gender, education, health sta-
tus, experience of hospital admission, number of family
members living together, ability to talk about end-of-life
concerns with family and experience of bereavement over
the past 10 years.

Analyses

Regarding fusxlnhty of home death, we compared the
proportion of ‘possible’ responses between the pre- and
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post-intervention questionnaires with the Wilcoxon's
signed rank test. We used the same test for comparing
pre- and post-intervention barriers to home care at the
end-of-life setting, preference for life-prolonging treat-
ment and attitudes toward end-of-life care. In addition,
we explored factors associated with changing perceptions
regarding the feasibility of home death by logistic regres-
sion analysis among participants answering ‘impossible’
or ‘unsure’ in the pre-intervention questionnaire. The
dependent variable was the answer 1o the feasibility of
home death in the post-intervention questionnaire. The
explanatory variables were: participant characteristics
and changing perceptions regarding barriers to home
care in the end-of-life setting, reference to life-prolonging
treatment and attitudes toward end-of-life care from pre-
intervention to post-intervention. The backward variable
selection method with P > 0.05 criterion was used, In all
analyses, the significance level was set at P < 0.05, and a
2-sided test was used. All analyses were conducted using
statistical package SAS (SAS Institute, Cary, North Car-
olina, USA).

Ethical consideration

This study was approved by the institutional review board
of the Fukushima Medical University and was conducted
in accordance with the Helsinki Declaration.

Results

Of 607 participants, 595 (98%) answered both the pre- and
post-intervention questionnaires. Participant characteristics
are shown in Table 1. Mean age £ SD was 66 % 11 years;
67% were female; 24% had a college or university education;
84% reported excellent or good health status; 58% had a hos-
pital admission; 87% were living with someone; 81% talked
about end-of-life concerns with family members and 66%
experienced bereavement during the previous 10 years.
Table 2 shows responses regarding the feasibility of

home death. In the pre-intervention questionnaire, only -

9% of respondents answered ‘possible’ to this question,
whereas in the post-intervention survey 34% answered
‘possible’ (P <0.001). Barriers to home care at the end
of life are shown in Table 3. The following responses
showed significant improvement as a result of the inter-
vention: ‘absence of visiting physician’, ‘absence of visit-
ing nurse system’, ‘burden of care on family’, ‘anxiety
about worsening physical condition’, ‘anxiety about
admission to the hospital when physical condition wor-
sens’, “economic burden’ and ‘pain would not be relieved
at home’.

Table 4 shows preferences for life-prolonging treat-
ment. The proportion that preferred artificial hydration,
artificial nutrition and vasopressors was significantly

Table 1 Participant characteristics (n= 595)

n

Age, years (mean = SD)
Gender
Male
Femala
Education
Junior high school
High school
College
University
Health status
Excellent
Good
Fair
Poor
Experience of hospital admission
Yes
No
Number of family members living together
None
1
20r3
4 or more
Discuss end-of-life concerns with family
Frequently 81
Sometimes 400
Rarely 92
Never 7
Experience of bereavement over 10 years
Yes 395
No 187

158

~-=9z YN88R &8

28

Percentages do not add up to 100% because of missing
values.

decreased after the intervention. Attitudes toward end-
of-life care are presented in Table 5. There was a signifi-
cant change in agreement with the following items:
‘absence of sufficient medical system for treatment or
care at home’, ‘in my circumstance, it is difficult to be
cared for at home’, “opioids shorten life’, ‘opioids cause
addiction’, ‘consciousness is clear if pain medication is
not used’, ‘artificial hydration and nutrition should be
continued as the minimum standard until death’, ‘artifi-
cial hydration and nutrition relieve symptoms’, ‘physi-
cians are generally poor at communicating bad news’,
‘physicians are uncomfortable discussing death’, ‘it
would be intolerable if I was told I had incurable cancer’,
‘death at home indicates to relatives that the family can-
not provide sufficient medical care for the patient’, “death
at home indicates to neighbors that the family cannot pro-

Table2 Feasibility of home death pre- and post-
intervention

Pre
n %
Possible 54

9
Impossible 53
Unsure 199 33

Pvalue
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Table 3 Barriers to home care in the end-of-life setting
pre-and post-intervention

Pre Post P

(%) (%) wvalue
Absence of visiting physician 34 28 0.001
Absence of visiting nurse system 24 19 0.004
Absence of 24-h consultation system 21 23 0464
Absence of family caring for me 19 21 0.402
Burden on family of care 78 66 0.001
Anxiety about worsening physical condition 62 52  0.001
Anxisty about admission to hospital if 43 34 . 0,001

waorsening physical condition :

Insufficient resources at home 18 17 0320
Economic burden 43 24 0.0
Pain would not be relieved at home 42 20 0.0

vide sufficient medical care for the patient’ and ‘large hos-
pitals provide better guality medical treatment than
clinics before death’. However, there was no significant
change in agreement with ‘cancer pain is sufficiently
relieved if treatment is adequate’.

‘We show factors associated with the change of feasibil-
ity of home death by logistic regression in Table 6. The
significant independently-associated factors with change
in the feasibility of home death were: male gender, burden
of care on family (changed from yes to no), anxiety about
admission to the hospital with worsening physical condi-
tion (changed from yes to no) and concern that pain
would not be relieved at home (changed from yes to no).

As for satisfaction with the lecture, participants
answered that the lecture was interesting (95%), easy to
understand (96%), would be of help for the future (95%)
and provided the opportunity to consider end-of-life med-
ical treatment (94%).

Discussion

We showed that a 1-h educational intervention regarding
palliative care could change beliefs regarding the feasibil-
ity of home care, preference for life-prolonging treatment
and attitudes toward end-of-life care, including symptom
management at home, misconceptions about opioids and

Table 4 mearunca for Iife'-pralonging treatment pre- and
post-intervention

Pre Post P

(%) (%) wvalus
Artificial hydration 62 62 0.001
Artificial nutrition ' 49 38 0.001
Vasopressor a8 32 0.004
Mechanical ventilation 23 21 0428
Cardiopul y resuscitation 25 22 0.0%8

Figures are total percentage of ‘desired’ and ‘probably
desired’.

artificial hydration and communication between patients
and medical practitioners. Regarding the feasibility of
home care, the percentage answering ‘possible’ was
increased nearly 4 times compared with pre-intervention.
Most Japanese believe that it is difficult to be cared for at
home at the end of life. However, the provision of appro-
priate information would make it more likely that people
will choose this option.

This intervention study was conducted during regular
regional community meetings. Participants did not have a
special interest in this topic. However, the educational
intervention had a significant effect on the participants.
The results of this study might be applied to the other
regions in Japan.

In the multivariate analysis exploring factors associ-
ated with the change of feasibility of home death, we
found that four independent factors contributed to a
change in such beliefs. In the bivariate analyses, many fac-
tors including preference for life-prolonging treatment
and attitudes toward end-of-life care were associated
with change regarding the feasibility of home death. How-
ever, multivariate analysis showed four determinant fac-
tors. Men generally less concern about home care, There-
fore, they might view the lecture more positively.
However, we might consider a different strategy for
addressing concerns of women. The change of opinion
regarding the burden to the family was significantly asso-
ciated with the change in feasibility of home care. The
burden of caregiving on the family is the most relevant
barrier in the pre-intervention survey, as seen in Table 3.
The alleviation of the burden on the family and the ability
of family members to provide care are important issues
concerning home death.571-13 Change in degree of anxi-
ety about admission to the hospital for worsening physical
condition is another independent factor. We believe that
this has two important implications. One is that it is
important for hospitals to hold beds open for these
patients. Patients and families would feel easier about
staying at home knowing that hospital beds would be
available when needed. Another implication is that Japa-
nese home hospice services would develop. Sufficient
home hospice care and information provision would
relieve the patient’s and family’s anxiety about home
care. This should be'confirmed because the change in atti-
tude about inadequate pain relief at home was the most
influential factor associated with the feasibility of home
care.

As for life-prolonging treatment, although the desire
for artificial hydration and artificial nutrition decreased
after the intervention, 38-52% of participants still
expressed a preference for receiving such treatment.
Because many Japanese patients and families hope to
receive artificial hydration,? it is important to discuss
this in the clinical setting. However, the preference for
mechanical  ventilation  and  cardiopulmonary
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Table5 Attitudes toward end-of-life care pre- and post-intervention

Home care system

Absence of sufficient medical system for treatment or care at home

In my circumstance, it is difficult to be cared for at home
Pain and opiold use

Cancer pain is sufficiently relieved, if trestment adequate

Oploids shorten life

Opicids cause addiction

Consciousness s clear if pain meadication is not used
Artificial hydration

Artificial hydration and nutrition should be continued as the minimum standard until death '

Artificlal hydration and nutrition relieve symptoms
Communication

Physicians are generally poor at communicating bad news

Physicians are uncomfortable discussing death

It would be intolerable if told | had Incurable cancer
Cancer treatment

At present, there are limits to cancer treatment

| want to receive tre t as long as possible

Attitude toward home care

Death at home Indicates to relatives that family cannot provide sufficlant med|
Death at home Indicates to neighbours that family cannot provide sufficient medi

| care for pati
| care for patient

Large hospital provides better quality medical treatment than clinio before death

Figures are total percentage of ‘strongly agree’ and ‘agree’.

resuscitation did not change. If the effectivencss of
mechanical ventilation and cardiopulmonary resuscita-
tion were more widely known; however, the answer
would probably be different.3¢

The beliefs that opioids shorten life and cause addic-
tion were significantly decreased from 31% to 7% and
23% to 5%, respectively. Although misconceptions about
analgesics are a great barrier to palliative care,'®'? edu-
cational interventions could overcome these barriers. In
addition, the beliefs that the absence of an adequate med-
ical system for treatment or care at home and ‘in my cir-
cumstance, it is difficult to be cared for at home’ were
both significantly decreased from 61% to 32%. Interven-
tions such as this help educate the general public that pain
can be relieved at home. The belief that ‘large hospitals
provide better quality medical treatment than clinics
before death’ decreased significantly from 51% to 15%.
In Japan, the general public tends to think that large hos-
pitals are necessary to adequately care for patients, espe-

cially at the end of life. Two reasons for this are that home
hospice care has not been developed and the general pub-
lic is not informed. Moreover, the educational interven-
tion changed the belief that ‘it would be intolerable if I
was told T had incurable cancer’. This intervention could
not only correct this misconception and increase the feasi-
bility of home care but also bolster the sense of security
for people who get incurable cancer.

Although many attitudes toward end-of-life care did

- change as a result of this intervention, two beliefs, ‘at pres-

ent, cancer treatment has limited effectiveness’ and ‘1
want to receive cancer treatment until death’ did not
change. Although the limitations of cancer treatment
were covered in the lecture, the general public still desires
such treatment to prolong life. Fighting against cancer
and receiving sufficient treatment are important issues in
the Japanese concept of a good death.

This intervention survey has some limitations. First,
the intervention was shown to have only a short-term

Table 8 Factors associated with the change in feasibility of home death

Odds ratio 85% CI* P value

Gander (male)
Burden on family to.care (changed from yes to no)
Anxiety a admission to h
{changed from yes to no)
Pain would not be relieved at home (changed from yes to no)

pital when physical condition worsens

1.82
172
2.03

228

1.08-3.08
1.03-2.87
1.26-3.30

1.42-3.68

0.026
0.039
0.004

0.001

istic regression analysis with backward variable selection method (P < 0.05).
mong t:? participants who answered ‘impossible’ or ‘unsure’ before lecture, we explored the associated factors with

the change of answer to ‘possible’.
*95% confidence interval.
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effect, Therefore, the sustainability of change of beliefs is
unknown. We plan to study the long-term effects of this
intervention. The planned follow-up study will occur at
least 6 months after the educational intervention. If possi-
ble, we want to follow-up over several years. Second, this
study was conducted in Fukushima City, Fukushima Pre-
fecture, in a rural area in Japan. It might be difficult to
extrapolate to urban areas in Japan.
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