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dose distribution characteristics of PBT over X-ray should
minimize the risk of treatment-related bilateral visual impair-
ment or treatment-related blindness.

Hasegawa er al. (16) showed that a certain degree of visual
impairment had occurred in 28% of patients whose optic
nerves were included in the irradiated volume in carbon ion
radiotherapy. There is no report about a direct comparison
between PBT and carbon ion radiotherapy.

Previous reports about various approaches to mucosal mel-
anoma are summarized in Table 4.

Cervical lymph nodes were the most frequent site of first
failure, and most patients who died finally had distant metas-
tases. Several authors have suggested that aggressive local
treatment should be initiated at the presentation of localized
melanomas, on the basis that the achievement of local tumor

control may increase in survival rate (6, 17). However, it
remains controversial whether cervical lymph nodes should
be included in the treatment field. We think that what we
can do at present is to institute close follow-up after PBT
and to detect signs of recurrence or regrowth as early as
possible.

CONCLUSIONS

In conclusion, PBT for mucosal melanoma showed prom-
ising local control benefit and enough feasibility. To confirm
the efficacy and safety, a phase II study of hypofractionated
PBT for mucosal melanoma of the head and neck (UMIN-
000001505) using the same treatment schedule as the present
study is now ongoing in Japan.
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Abstract

Purpose Our goal was to better facilitate the desire of ter-
minally ill patients to die in a favorite place, which may not
always be the case for patients admitted to palliative care
units. Our aims were 1o assess the perspectives of bereaved
family members about (1) available and preferred places of
care when their ill loved one was admitted to a palliative
care unit and (2) why patients preferred to live at home but
could not.

K. Sato (3<) - M. Miyashita

Department of Palliative Nursing, Health Sciences, Graduate
School of Medicine, Tohoku University,

2-1 Seiryo-machi, Aoba-ku,

Sendai, Miyagi 980-8575, Japan

e-mail: kazukisato@med.tohoku.ac.jp

M. Miyashita
e-mail: miya@med.tohoku.ac.jp

T. Morita

Department of Palliative and Supportive Care, Palliative Care
Team, and Seirei Hospice, Seirei Mikatahara General Hospital,
3453 Mikatabara-cho,

Hamamatsu, Shizuoka 433-8558, Japan

e-mail: tmorita@sis.seirei.orjp

S. Tsuneto

Department of Palliative Medicine, Graduate School of Medicine,
Osaka University,

2-2 Yamadaoka,

Suita, Osaka 565-0871, Japan

e-mail: tsuneto@pm.med.osaka-n.acjp

Y. Shima

Department of Palliative Medicine,
Tsukuba Medical Center Hospital,

1-3-1 Amakubo,

Tsukuba, Ibaraki 305-0005, Japan

e-mail: shima@tmch.orjp

Methods A questionnaire was answered by 407 of 663
bereaved family members of cancer patients who were ad-
mitted to 95 inpatient palliative care units in Japan.

Results Seventy-three percent of respondents answered that
a palliative care unit was the only available option. Patients
lacking other places for care preferred their home (49%), a
hospital (26%), or a long-term care facility (28%}. Only 9%
retrospectively considered that living at home was feasible
for the following reasons: anxicty about the patient’s dete-
riorating physical condition (85%), insufficient care at home
compared to a hospital (84%), imminent hospitalization
{63%), and the patient’s concern about being burdensome
(60%).

Conclusion Seventy-three percent of terminally ill cancer
patients admitted to palliative care units had no other
options for care. Improving outpatient treatment at palliative
care units and establishing a palliative care system in
patients’ homes would greatly benefit patients and their
families.

Keywords Attitude to death - Home care - Terminal care -
Paliiative care - Neoplasms - Retrospective studics

Introduction

Dying in a favorite place is an important goal in achieving a
good death [1-3]. In the Western countries and Japan, home
is the most strongly preferred place to die [4-6], but this is
not achievable by many patients {4, 5, 7-51. In Japan, 55%,
15%, and 29% of 2,549 people chosen from the general
population preferred the home, general hospital, or a palli-
ative care unit mainly within a hospital as places to die of
cancer, respectively [6]. In contrast, in 2009, the percentages
of cancer patients dying at home, in a hospital, or at a
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palliative care unit were 7%, 84%, and 7%, respectively [9,
10]. This large discrepancy between a person’s wishes for a
“good death™ and actual circumstances must, therefore, be
addressed by the health care community to provide patients
with the best possible medical treatment and the most ethical
and compassionate care.

A systematic review aimed at addressing this problem
identified six factors strongly associated with patients’
reasons for death at home: poor health, personal prefer-
ence, intensity of home care, living with relatives, and
extended family support [11]. In contrast, only a few
individuals in the general population responded that
living at home at end-of-life would be feasible if they
became terminally ill [12]. Although several factors
regarding patients and family members were significant-
ly related to death at home, the evidence is insufficient
with respect to the experiences of the patients and
family members who preferred end-of-life home care
even though it was not possible.

Patients may experience problems when admitted to
palliative care units. Specialized palliative care in Japan
has been developed primarily in palliative care units
since 1990 and expanded since 2002 to include pallia-
tive care teams in general wards. One of the aims of
the Cancer Control Act implemented in 2007 was to
promote early palliative care for more patients. There-
fore, the health care system in 2008 required palliative
care units to enhance cooperation with regional general
practitioners (GPs) and district nurses. Most patients
whose symptoms were relieved by treatment in a palli-
ative care unit were nevertheless not discharged. Thus,
a nationwide survey reported that, in 2009, 86% of
patients admitted to palliative care units died there,
and the mean length of stay was 42 days [9, 131
Moreover, 49% of the 318 bereaved family members
queried by the survey regarded the referrals to palliative
care units as “too late” [14]. This indicates that admis-
sion to palliative care units often means a comparative-
ly short stay until death. A negative image of palliative
care units is held by terminal cancer patients [15, 16],
family members [15, 16}, physicians [16], nurses [16],
and the general population [17]. Further, 39% of those
surveyed were emotionally distressed by the informa-
tion that they received regarding discontinuing cancer
treatment and admission to a palliative care wnit [18].
The Japanese national health care system has recently
restricted prolonged and unnecessary hospitalization,
making it difficult for advanced cancer patients to
transfer to appropriate care facilities when their treat-
ment ends. It is assumed that not all patients were
admitted to their preferred palliative care units.
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Therefore, our aims here were to assess the perspec-
tives of bereaved family members about (1) available
and preferred places of care upon admission of their
relative to a palliative care unit and how the quality
of care provides patients with a comfortable end-of-life
and “good death” and (2) why patients preferred to live
at home but could not.

Methods
Procedure

Our study was a component of a large cross-sectional
anonymous nationwide survey, the Japanese HOspice
and Palliative Care Evaluation study (J-HOPE study),
of bereaved families of cancer patients, the latter having
been admitted to 95 inpatient palliative care umits in
Japan and died between November 2004 and October
2006. Detailed methods have been described elsewhere
[19]. Briefly, we mailed information and questionnaires
to randomly selected bereaved family members in June
2007 and to nonresponders again in August 2007. Com-
pletion and return of the questionnaire was regarded as
consent to participate. The institutional review board of
each hospital confirmed the ethical and scientific validity
of our study.

Participants

Primary physicians identified potential J-HOPE study par-
ticipants according to these criteria: (1)} bereaved family
members of an adult cancer patient (one family member
was selected for each patient), (2) age >20 years, (3) capable
of replying to a self-administered questionnaire, (4) aware of
the diagnosis of malignancy, and (5) no serious psycholog-
ical distress. We identified up to 80 potential participants at
each institution and admitted 7,892, of whom 663 were
randomly allocated to this study.

Questionnaire

We used a two-part questionnaire that asked randomly
allocated participants unique and common questions for
all J-HOPE study participants. The unigue questions
inquired about available and preferred places of care
on admission to palliative care umits and the reasons
why patients preferred to live at home but could not.
Specifically, we asked whether they had alternatives to
palliative care units. If they answered no, we then asked
whether patients preferred home, a hospital offering
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acute care, or a long-term care facility. If they preferred
home, we asked whether this would have been feasible
in retrospect, and why this was not possible. We show
the questions in the “Appendix.”

Common gquestions were designed to measure the
quality of palliative care and dying. Respondents rated
their overall care satisfaction (as defined in Morita et
al. [20]): “Overall, were you satisfied with the care in
the palliative care unit?” provided by palliative care
units according to the following scale: 1=very dissatis-
fied to 6=very satisfied. In addition, respondents com-
pleted a subset of the Good Death Inventory (GDI),
comprising 18 items (out of 54) in 18 domains to
measure the quality of dying. The GDI has good psy-
chometric properties. The subscale score ranged from
1=absclutely disagree to 7=absolutely agree [21]. We
used “dying in a favorite place” domain to evaluate place of
dying. The concepts of overall care safisfaction and GDI
appear similar but are in fact different, with the former assess-
ing care provided and the latter evaluating the quality of
dying. Further, the Pearson’s correlation coefficients showed
only a medivm effect size (=0.39) [21].

The questionnaire also asked for each patient’s gender,
age, primary cancer site, length of time since referral, length
of stay in a palliative care unit, and bereaved family mem-
bers’ gender, age, relationship, health status, number of
visits to patients in the final week of life, and surrogate
family caregivers.

Analyses

We calculated descriptive statistics for each variable. To
compare the characteristics of respondents and nonrespond-
ents, Fisher’s exact test or Wilcoxon test was conducted as
appropriate. To explore the significance of factors related to
the perception of available alternatives to palliative care
units, univariate analysis was conducted using a logistic
regression model. Further, to assess the influence of avail-
able choices and preferences of care location on quality of
care and dying, univariate analysis was conducted using the
Wilcoxon test. We examined overall satisfaction with care in
palliative care units and “dying in a favorite place” accord-
ing to the GDI subscale. All analyses were performed using
the SAS statistical package version 9.2 (SAS Institute, Cary,
NC, USA).

Results

The questionnaire was answered by 407 (61%) out of
663 bereaved family members of cancer patients. Table i

summarizes the characteristics of the patients and those
of their bereaved family members. The mean age of the
patients was 70%12 years; 53% were male; and primary
cancer sites were gastrointestinal tract (26%), lung
(24%), liver, and pancreas (16%). The mean age of
family members was 58+13 years; 34% were male;
and spouses and children accounted for 45% and 43%
of the total, respectively. No significant difference of
patients’ characteristics was seen between respondents
and nonrespondents, except that the respondents stayed
significantly longer at palliative care units.

Awailable and preferred places of care

Seventy-three percent of bereaved family members
thought that their only option was a palliative care unit
(Table 2). Of those for which no other options existed,
respondents indicated that patients preferred home
(49%), acute hospital (26%), or a long-term care facil-
ity (28%). Of those who preferred home, only 9% of
respondents retrospectively thought that this was
feasible.

Reasons why patients preferred to live and die at home
but could not

Respondents frequently indicated the following reasons
for patients not being able to live at home as they
desired: anxiety about worsening physical condition
(85%), insufficient care at home compared to a hospital
(84%), anxicty about immediate hospitalization (63%),
and concern about being a burden to the family (60%)
{Table 3).

Factors related to the perception that only palliative care
units were available

Univariate logistic regression analysis showed that older
family members thought that palliative care units were the
only option (odds ratic (OR)=1.23, p=0.03), but no other
significant relationship was found between the character-
istics of patients and those of their bereaved family members
related to their perception of available places of care
(Table 4).

Influence of available and preferred places of care on quality
of care and dying

The Wilcoxon test showed no significant differences in

overall satisfaction with care (p=0.46} and evaluation of
dying in a favorite place (p=0.28) compared with care
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Table 1 Characteristics of
patients and their bereaved

family members

Not all percentages add up to
100% due to missing values

SD standard deviation

options other than a palliative care unit (Table 5). In con-
trast, bereaved family members’ responses indicated that the
quality of dying in a favorite place was decreased if patients

@ Springer

Respondents Nonrespondents p value
Number  Percent  Number  Percent
Patients
Gender (male) 217 33 144 36 0.40
Age (years, mean=SD) 7012 69+13 0.52
<60 86 21 59 23
60-69 86 21 51 20
70-79 131 32 86 34
>80 99 24 60 23
Canger site 0.93
Gastrointestinal tract 107 26 66 26
Lung 96 24 64 25
Liver and pancreas 64 16 36 14
Head and neck 28 7 17 7
Gynecology 26 6 14 5
Others 81 20 59 23
Time at palliative care unit (days, meantSD) 4472 41+73 0.02
<15 112 28 98 38
15-29 91 22 54 21
30-59 103 25 61 24
=60 96 24 43 17
Bereaved family members
Gender (male) 139 34 -
Age (years, mean+SD) 5813 -
<50 102 25
50-59 110 27
60-69 103 25
=70 88 22
Relationship to patients
Spouse 185 45 -
Child 174 43
Others 46 i1
Health status when caring for dying patients
Good 79 19 -
Moderate 219 54
Fair 85 21
Bad 19 5
Number of visits during patients” final week of life
Daily 282 69 -
4-6 days 56 14
1-3 days 54 13
None 11 3
Surrogate family caregivers
Yes 292 72 -
No 111 27

preferred to be at home (p<0.001). However, the overall
satisfaction with care was not significantly different

(p=0.73).
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Table 2 Available and preferred places of care other than palliative
care units

Table 4 Factors related to the perception of no other choices other
than palliative care

Number Percent OR  95%ClI  pvalue
Available places of care other than palliative care units Patients’ characteristics
Only palliative care unit was available 296 73 Gender (reference = “male”™) 124 079193 035
Other places were available 11 27 Age 1.19 098-145 0.08
Preferences for other places for care (n=296)" Cancer site {reference = “gastrointestinal tract™)
Home 144 49 Lung 1.50 0.80-2.81 040
Acute hospital 78 26 Liver and pancreas 1.14 058225 0.78
Long-term care facility 82 28 Head and neck 1.12 045279 0.80
Feasibility to live and die at home in retrospect Gynecology 149 055404 063
Feasible 13 9 Others 1.20 063227 0692
Not feasible 130 90 Time at palliative care unit 1.05 0.87-1.28 060
. Bercaved family members’ characteristics
f}‘: all ‘f;rcfm"ffes ad‘j:p o 100% ;"‘eﬂ:" missing values Gender (reference = “male”) 091 057-144 068
paueir;?:e ! a::::nj;t members with only the option for admission to a Age 125 1.00-1.53 0.03
Relationship to patients (reference = “spouse”)
Child 082 051-134 068
Others 0.83 045153 075

Discussion

Our findings reveal that 73% of terminally il cancer
patients admitted to palliative care units do not have the
ability to select where they wish to live out their trag-
ically shortened lives. There was no significant correla-
tion between the status of patients and their families and
the types of available care facilities, indicating that this
represents a shared problem among the general popula-
tion. We found that the quality of dying was poorer
when patients preferred to live and die at home, even
though they were equally highly satisfied with their care
received at palliative units. This would suggest the need

Table 3 Reasons why patients preferred fo live and die at home but
could not

Number  Percent
Anxiety about deteriorating physical condition 123 85
Insufficient care at home compared to hospital 121 84
Anxiety about immediate hospitalization 91 63
Patient’s concern about burdening the family 86 60
Inadequate living environment 71 49
24-h consultation not available 67 47
Absence of family care 64 44
Absence of visiting physician/nurse 55 38
Financial burden 39 27

Not all percentages add up to 100% due to missing values. Bereaved
family members of patients who preferred to, but could not choose
end-of-life home care (n=144)

0.75-1.33 1.00
0.83-144 052
0.55-146  0.67

Health status when caring dying patients  1.00
Number of visits for patients last week  1.09
Surrogate family caregivers 0.90

OR >1 means no other available choices than palliative care units
OR odds ratio, CI confidential interval

for ongoing assessment of their preferred place of dy-
ing. To our knowledge, this is the first study to explore
these aspects of terminally ill cancer patients’ experien-
ces with Japan’s health care systems for providing end-
of-life care.

Our findings also indicated that only a few bercaved
family members retrospectively perceived home as a

Table 5 Influence of available choices and preferences of place on
quality of care and dying

Overall satisfaction Dying in a favorite place

Mean#SD p value MeantSD  p value

Available places of care other than palliative care units

Only palliative care  5.0£0.9 046 5.1%1.5 0.28
unit was available
Other places were 5009 54=x13
available
Preferences for other than palliative care units
Home 5.0+0.9 0.73 47+£15 <0.0001
Other than home 5.0+1.0 5614
SD standard deviation
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feasible alternative. Our survey of 595 subjects in the
general population found that only 9% answered “pos-
sible” to the feasibility of dying at home [12]. In Japan,
almost all bereaved family members we studied and, by
inference, those in the general population think that
living at home while suffering a terminal illness was
impossible. Bereaved family members pointed out that
their inability to provide adequate practical care and
support were the major reasons that prevented patients
from remaining home until they died. Therefore, we
propose two strategies for allowing terminally ill cancer
patients to be dying at home. The first strategy invelves
improving outpatient care at palliative care units. This
will enable patients to stay at home as long as possible
and then be admitted to palliative care units as inpa-
tients when death is imminent. The second strategy aims
to improve the palliative care system in the home. The
latter is a social infrastructure problem. Home palliative
care services are well established in the USA and in
some European countries such as the UK, Sweden, Italy,
and Spain [22, 23]. At present, Japan is still in the
developmental stage of providing this type of care.
The first strategy, therefore, is more feasible than the
second one for immediately and significantly improving
end-of-life care.

Factors affecting the implementation of the first strat-
egy include late referrals to palliative care [14, 24-27]
and palliative care units not providing adequate treat-
ment at home or at outpatient facilities [9]. Providing
patients with specialized palliative care services at home
or at outpatient facilities could provide substantial ben-
efits before admission to a facility. Palliative care units
must shift focus more on palliation from care for immi-
nently dying patients [13] and caring for terminally ill
cancer patients at home for as long as possible. The
hypothesis that a prolonged stay at home would con-
tribute to quality of dying is supported by evidence that
the general population’s preferences for places to live at
the end-of-life and to die are different [6]. Improve-
ments in outpatient care may also contribute to remov-
ing the negative image of palliative care units as the
final residence for these patients [15-17].

We suggest that health care professionals should un-
dertake the following measures: (1) facilitate coping as
the patient’s condition deteriorates and alleviate family
anxiety, (2) alleviate burdens on the family by, for
example, using regional resources including respite and
day care as well as improvements in managing symp-
toms, and (3) provide sufficient palliative home care
including managing symptoms, helping with living
arrangements, and offering 24-h consultation and family
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care. Yamagishi et al. [28] concluded that the current
quality of palliative home care at the regional level is
insufficient. For example, Japanese GPs have little ex-
perience in providing home care for terminal cancer
patients, and 35% and 50%, respectively, could not
administer oral or subcutaneous opioids or haloperidol.
The authors indicated the importance of the following
activities: (1) educating GPs about managing symptoms,
{2) providing available pailiative care consulfation serv-
ices, (3) establishing systems to support home care
technology, and (4) helping coordinate systems to alle-
viate burdens on family. The views of bereaved family
members that we report here support these proposals.

Consistent with Japanese thinking that fighting vig-
orously against cancer is an important component of a
good death [1] was our finding that 26% of terminally
ill cancer patients preferred acute hospital care. How-
ever, many palliative care units in Japan have admis-
sions policies requiring patients to discontinue cancer
therapy. Some patients and family members complained
about this policy [15-17] and, therefore, preferred acute
hospital care.

This study has several limitations. First, our survey
represents the retrospective views of bereaved family
members regarding end-of-life choices and patients’
preferences of places of care. Consequently, our find-
ings may be subject to recall bias. However, bias from
surrogate respondents can be justified because end-of-
life decision-making is more often entrusted to families
rather than to patients in Japan [29-31]. Second, there
was insufficient information regarding physical and psy-
chological symptoms. This may influence the feasibility
of living at home during terminal disease. Third, the
subjects were limited to the bercaved family members
of patients who had been admitted to palliative care
pnits. Qur findings might not be applicable to families
in other settings.

In conclusion, 73% of terminally ill cancer patients ad-
mitied to palliative care units did not have access to other
facilities. For patients to die at home in relative comfort and
with dignity, we propose two strategies aimed to improve
outpatient care at palliative care units, thereby prolonging
residence at home and enhancing the home palliative care
system.
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Appendix. Questionnaire of this study

preferred? -- Yes or no

Could your loved one choose any other places of care than palliative care units if he or she

L’ If participants answered yes, the questionnaire ended.

Did your loved one prefer any other places of care than palliative care units?

-- Home; acute hospital; long-term care facility; and nothing.

L> If participants did not answer home, the questionnaire ended.

burden.

® Do you think in retrospect that your loved one could live and die at home?

® What was the reasons why your loved one could not live and die at home?:
-- Anxiety about deteriorating physical condition; insufficient care at home compared
fo hospital; anxiety about immediate hospitalization; patient's concern about
burdening the family; inadequate living environment; 24-hour consultation not

available; absence of family care; absence of visiting physician/nurse; and financial
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Abstract

Context. Having a sense of security about the availability of care is important for
cancer patients and their families.

Objectives. To develop a scale for the general population to evaluate feelings of
support and security regarding cancer care, and to identify factors associated with
a sense of security.

Methods. A cross-sectional anonymous questionnaire was administered to 8000

subjects in four areas of Japan. Sense of security was measured using five
statements and using a seven-point Likert scale: “If I get cancer 1) I would feel
secure in receiving cancer treatment, 2) my pain would be well relieved,
3) medical staff will adequately respond to my concerns and pain, 4) I would feel
secure as a variety of medical care services are available, and 5) I would feel secure
in receiving care at home.” We performed an exploratory factor analysis as well as
uni- and multivariate analyses to examine factors associated with such a sense of
security.

Results. The five items regarding sense of security were aggregated into one
factor, and Cronbach’s ot was 0.91. In the Yamagata area where palliative care
services were not available, the sense of security was significantly lower than in the
other three regions. Female gender (P=0.035), older age (P<0.001), and
having cancer (P< 0.001) were significantly associated with a strong sense of
security.
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Conclusion. A new scale that evaluates sense of security with regard to cancer
care was developed. Future studies should examine whether establishing
a regional health care system that provides quality palliative care could improve
the sense of security of the general population. ] Pain Symptom Manage
2012;43:218—-225. © 2012 U.S. Cancer Pain Relief Committee. Published by Elsevier Inc.

All rights reserved.
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Introduction

Cancer is a serious disease affecting the lives
of many people. In Japan, cancer affects half of
the population (55% of males and 41% of fe-
males) throughout their lifetime' and is the
cause of about 30% of all deaths.? It is essential
that quality care is available for cancer patients.
Outcomes of care for cancer patients have
been measured using various indicators such
as symptoms,g’4 prognosis, quality of life,>®
quality of care,”® patient satisfaction,®'® and
family satisfaction;'! however, there are no in-
dicators that assess the overall availability of
care, which could be used, for example, to
compare regions.

Having a sense of security about the availabil-
ity of high-quality care is very important for can-
cer patients and their families.'> A sense of
security should be evaluated from the perspec-
tive of the general population living in a region,
in addition to cancer patients and their fami-
lies. These perspectives reflect the quality of
the regional system for providing health care
services, and the awareness among the popula-
tion of the services provided by the system. As
part of quality assurance of regional cancer
care, asense of security among the general pop-
ulation is important.

Regarding the concept of a sense of security,
Funk et al.'? indicated that a feeling of security
among family caregivers of cancer patients con-
sisted of trust in competent professionals; timely
access to needed care, services, and information;
and a sense of their own identity and self-worth as
caregivers and individuals. The domain of “ac-
cess to care” encompasses a sense of feeling sup-
ported and the perceived access to care.'?
Milberg etal.'®'*also suggested that having com-
petentstaff with a good attitude, access to care 24
hours a day, and being at home contributed to

afeeling of security among family caregivers. Ac-
cording to these proposed concepts, security is
not only just trust in an individual health care
professional but also a generalized sense of insti-
tutional trust in the health care system that
makes people feel supported.’? However, the
conceptofasense of security has not been explic-
itly validated.

The aims of this study were 1) to develop
a scale for the general population in regions
of Japan that evaluates the sense of feelings of
support and security regarding cancer care,
and 2) to identify factors associated with a sense
of security in those regions. This study is new in
that the scale to assess the sense of security is
measured from the perspective of the general
population in a region and includes both trust
in competent health care professionals and in
the regional health care system, as proposed
by Funk et al.'®

Methods

This study was conducted as a part of the
Outreach Palliative Care Trial of Integrated Re-
gional Model (OPTIM) study, launched by the
Ministry of Health, Labor, and Welfare in
Japan.'>!® The OPTIM study is a regional inter-
vention trial with the aim of establishing
a regional palliative care model in four areas of
Japan: a large urban area (Chiba: Kashiwa,
Nagareyama, and Abiko City), a smaller urban
area (Shizuoka: Hamamatsu City), and two rural
areas (Nagasaki: Nagasaki City, and Yamagata:
Tsuruoka and Mikawa City). In Chiba, Shizuoka,
and Nagasaki, palliative care services are avail-
able; in Yamagata, such services are sparse.

We administered a cross-sectional anony-
mous questionnaire. In the questionnaire, we
explained the aim of the study and regarded
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the completion and returning of the question-
naire as consent to participate. The ethical and
scientific validity of this study was confirmed by
the institutional review board independently
from the research project, which was orga-
nized by the Japan Cancer Society, the organi-
zation responsible for conducting the OPTIM
study.

Population and Procedures

We identified 8000 subjects, 40—80 years of
age, within the general population, using astrat-
ified two-stage random sampling of residents
in the four regions (2000 subjects in each
area). We mailed questionnaires to potential
participants in July 2007, and if the question-
naire was not returned, we sent a reminder
postcard.

Measurements

We developed a questionnaire regarding the
sense of security through discussions based on
previous studies.’*”'* The questionnaire com-
prised five statements about the characteristics
of health care professionals who provide ade-
quate treatment and care (“competent profes-
sionals”) and adequate access to health care
resources to feel supported (“timely access to
needed care”), which are components indi-
cated by Funk et al.'® We did not include the
“caregiver’s identity and self-worth'®” in the
questionnaire because the intended use of
this scale in the OPTIM study was to measure
the change in the level of competency of pro-
fessionals and timely access to needed care as
a result of the intervention for improving re-
gional palliative care. The face validity of the
questions was assessed based on full agreement
of the authors,

The questionnaire statements were as fol-
lows: If I get cancer 1) I would feel secure in
receiving cancer treatment, 2) my pain would
be well relieved, 3) medical staff will ade-
quately respond to my concerns and pain,
4) I would feel secure as a variety of medical
care services are available, and 5) I would
feel secure in receiving care at home. The trans-
lation from Japanese to English was done by
a translation/back-translation procedure as fol-
lows: the questions were translated into English
by a proficient translator; this translation was su-
pervised by a bilingual person and modified.
Subsequently, this prototype was translated

into Japanese by two researchers other than
the authors. The back-translation was com-
pared with the original Japanese questionnaire,
and the authors approved it. We asked partici-
pants to rate their level of agreement with the
statements on a seven-point Likert scale (1:
strongly disagree, 2: disagree, 3: slightly dis-
agree, 4: not sure, 5: slightly agree, 6: agree,
and 7: strongly agree).

The demographic data, such as area where
the respondent lived, age, gender, duration
of residence in the region, current treatment
of health problems, diagnosis of cancer (dur-
ing or after treatment), family members’ expe-
riences of cancer, and knowledge about
palliative care also were included in the
questionnaire.

Statistical Analyses

First, we conducted descriptive analyses of
demographic data and responses concerning
the sense of security regarding cancer care in
the designated region.

Scale Development. To examine feasibility, we
considered the rate of missing data for ques-
tions regarding sense of security. We then
used exploratory factor analysis using the prin-
cipal factor method for questions on sense of
security; the factorial validity of the scale was
examined. To assess the reliability of the scale,
we calculated Cronbach’s a coefficients.

The scale score was calculated by summing
the points for the five items because the score
was regarded as normally distributed. We set
25 points, which is the sum of five Number 5
ratings (“slightly agree”), or more as the cutoff
on the sense of security scale to identify per-
sons who felt secure.

Related Factors. To identify factors associated
with a sense of security, univariate analyses
were conducted using analysis of variance, the
unpaired #test, Pearson product-moment corre-
lation coefficient, and Spearman rank correla-
tion coefficient, where appropriate. Thereafter,
the association of each hypothesized factor
with the sense of security score was determined
using multiple regression analysis.

Statistical analysis was performed using SAS
Version 9.1 (SAS Institute, Inc., Cary, NC).
The significance level was set at <0.05 (two-
tailed).
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Results Table 1
Characteristics of Respondents (n= 3730)

Characteristics of Participants

Of the 8000 questionnaires sent out, 26 were Characteristic » (%)
undeliverable and 3984 were returned. Among Area
the respondents, 254 were excluded because g{?gfﬁa lg‘é‘? ggg
of missing data for items regarding sense of Shizuoka 877 (24)
security, and 3730 responses were analyzed Nagasaki 849 (23)
(effective response rate: 46.8%). There was Gender
a significant difference in the response rate %iieale ;8‘;3 gg;
among the areas (Yamagata, 47%; Chiba,
53%; Shizuoka, 44%; and Nagasaki, 42%; Age (years), mean (+SD) 59:6 (£10.5)
Chi-squared test, P< 0.001). Table 1 summa- D‘g:s‘?;;];rf ge’fide;? in the region Q)
rizes the characteristics of the respondents. One to five yeayrs 141 (4)
More than five years 3457 (95)
Distribution of the Sense of Security in the Treated for health problems 1959 (54)
Reg‘ion Have cancer 177 (5)
Table 2 shows the distribution of responses Family members’ experiences of cancer 2008 (55)
regarding the sense of security. Although about Awareness of palliative care 523 (15)
60% of the respondents (sum of “strongly SD = standard deviation.

”

agree,” “agree,” and “slightly agree”) believed
that they would be treated appropriately for

Percentages for each item were calculated after excluding missing
values, ’

cancer, less than half of the respondents be- Related Factors

lieved that the treatment for pain and distress Univariate Analyses. The association of each de-
and the availability of health care services, in- mographic factor with the sense of securityscore,
cluding home care, would be sufficient. which was calculated by summing the points of

the five items, was examined using univariate
analyses, and the results are shown in Table 4.
The difference in the sense of security among
the areas was significant (P < 0.001). Other fac-
tors associated with a higher score for the sense
of security were an olderage (P < 0.001), current

Feasibility
The rate of missing values for the five items
regarding the sense of security was 1.5%—3.5%.

Exploratory Factor Analysis treatment for a health problem (P < 0.001), hav-
According to the results of the exploratory ing cancer (P < 0.001), and no family history of
factor analysis, the five items regarding the cancer (P=0.005). When examining correla-
sense of security were aggregated into one fac- tions among variables, a family history of cancer
tor (Table 3). Cronbach’s o was 0.91. was associated with gender (females had more
Table 2
Distribution of Responses for Sense of Security Regarding Cancer Care (n=3730)
Strongly Slightly Total
Disagree Disagree Disagree Not Slightly  Agree Strongly Agreement®
If I get cancer: (%) (%) (%)  Sure (%) Agree (%) (%) Agree (%) (%)
(1) I would feel secure in receiving 3 10 9 17 26 30 6 61
cancer treatment.
(2) My pain would be well relieved. 4 18 13 24 23 17 2 41
(3) Medical staff will adequately 3 14 13 23 26 19 2 46

respond to my concerns and pain.

(4) 1 would feel secure as a variety 5 17 14 29 21 12 2 35
of medical care services are
available.

(5) I would feel secure in receiving 9 26 16 26 15 7 1 23

care at home.

Percentages for each item were calculated after excluding missing values.
“Sum of “slightly agree,” “agree,” and “strongly agree.”
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Table 3
Exploratory Factor Analysis (n=3587)

If I get cancer:

Factor 1 Communality

(1) I would feel secure in 0.82 0.67
receiving cancer treatment.

(2) My pain would be well 0.88 0.77
relieved.

(3) Medical staff will adequately 0.91 0.83
respond to my concerns
and pain.

(4) I would feel secure as a variety  0.90 0.82
of medical care services are
available.

(5) I would feel secure in 0.77 0.59

receiving care at home.

Proportion of variance explained = 73.5%.

experiences of family cancer) and having
a health problem was associated with age and
having cancer (P < 0.001, respectively).

Multiple Regression Analyses. The results of mul-
tiple regression analyses are shown in Table 5.

Table 4
Factors Related to Sense of Security According
to Univariate Analyses (n=3587)

Sense of
Security Score
Variable Mean (SD) Pvyalue
Area
Yamagata 17.7 (7.1) <0.001°
Chiba 19.8 (6.3)
Shizuoka 21.3 (6.2)
Nagasaki 19.9 (6.6)
Gender
Male 20.0 (6.2) 0.571°
Female 20.1 (6.3)
Age 0.225° <0.001
Duration of residence in the -0.015% 0.373
region
Treated for health problems
Yes 20.6 (6.3) <0.001*
No 19.5 (6.2)
Have cancer
Yes 23.1 (5.7) <0.001°
No 19.9 (6.3)
Family members’ experiences
of cancer
Yes 19.5 (6.4) 0.005”
No 20.1 (6.2)
Awareness of palliative care
Yes 20.1 (6.7) 0.666°
No 20.0 (6.2)

SD =standard deviation.

“Analysis of variance.

*ttest.

“Pearson product-moment correlation coefficient.
pearman rank correlation coefficient.

Table 5
Factors Related to Sense of Security According
to Multiple Regression Analyses (n=3419)

Independent Variable B Pryalue
Area
Yamagata Reference -
Chiba 0.143  <0.001
Shizuoka 0.242  <0.001
Nagasaki 0.140  <0.001
Gender
Male Reference —
Female 0.035 0.035
Age 0.155  <0.001
Duration of residence in the region
Less than one year Reference —
One to five years 0.023 0.436
More than five years -0.004 0.898
Treated for health problems 0.015 0.389
Have cancer 0.090  <0.001
Family members’ experiences —-0.028 0.096
of cancer
Awareness of palliative care —0.011 0.528

Determination coefficient: R = 0.068.

The Yamagata area showed a significantly small-
er score for the sense of security compared with
the other areas (P< 0.001). Female gender
(P=0.035), older age (P<0.001), and diagno-
sis of cancer (P< 0.001) were associated with
a high score for sense of security. The associa-
tions of these variables, other than the area
and age, were notstrong, and the determination
coefficient was small (0.068).

Discussion

In this study, we developed a scale to evaluate
the general population in regions of Japan to
assess their feelings of support and security re-
garding cancer care. The scale was constructed
using one factor, and showed good face validity
based on the full agreement of the authors, and
factorial validity and internal consistency on
factor analysis. The sense of security in the
Yamagata area was poor compared with that in
the other three areas. Being female, of an older
age, and having cancer were associated with
a strong sense of security. Additionally, more
than half of the respondents felt uneasy (i.e.,
“strongly disagree,” “disagree,” “slightly dis-
agree,” and “not sure”) about the availability
of adequate treatment for pain and distress
caused by cancer and of the types of health
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care services available (e.g., home care). These
responses suggest that many people were un-
sure about the adequacy of regional cancer care.

To our knowledge, this is the first study to
evaluate the sense of security regarding cancer
care from the perspective of the general popu-
lation. In the Yamagata area, where specialized
palliative care services were not available at the
time of the survey, the sense of security was rel-
atively poor. This result suggests that the scale
could reflect the adequacy of the regional sys-
tem for providing health care services, thus
suggesting good known-group validity.

In the scale developed in this study, the
sense of security of the general population
comprised trust in health care professionals
to adequately respond to patients’ pain and
distress from cancer, and feeling that various
medical and care services are readily available,

even at home.'? To improve the sense of secu-

rity in a region, it is important for the general
population to feel supported; thus, health care
professionals should be educated in cancer
and palliative care, palliative and other care
services should be available, and these services
should be accessible to the general popula-
tion. This new scale would be a useful end-
point for evaluating the comprehensive sense
of security in the general population of a re-
gion. It also may be used as an indicator of
the adequacy of health care services (including
the competency of health care professionals
and accessibility to care) provided in the re-
gion and awareness of the services among the
general population.

Furthermore, the scale, although developed
to target the general population, also could be
used with cancer patients and their families.
Whereas the questionnaire queried the gen-
eral population about a hypothetical diagnosis
of cancer, the surveys of cancer patients and
their families using this instrument could col-
lect more practical data on the sense of secu-
rity based on care already received.

We also identified factors other than “area”
that are associated with a sense of security, to
be able to apply the OPTIM model effectively
to other regions of Japan in the future. Older
age, female gender, and a diagnosis of cancer
were associated with a strong sense of security;
having health problems and a family member’s
experience of cancer, which were associated
with a sense of security on univariate but not

multivariate analysis, might be confounding
factors of age and having cancer, and gender,
respectively.

First, the results for age and gender were com-
parable to previous studies regarding patient
satisfaction with health care, which indicated
that older patients were more satisfied with their
care than younger ones, but the association of
gender and satisfaction differed.’’™*° Our re-
sults showing that older people had a strong
sense of security are supported by the results of
a previous study in which older individuals
remembered an earlier less accessible health
care system and so were less ready to criticize,
and that they did not have high expectations.'®
Additionally, because many older persons lead
a community-based life compared with younger
ones, they may have easy access to regional
health care; consequently they may feel more
secure regarding its accessibility. For gender,
a previous study put forward a reason why
females may be more satisfied with the health
care they have received than males; the level of
communication with health care staff affected
patient satisfaction, and females communicated
more with staff than males.?® In the present
study, however, the scores for sense of security
were almost equal between males and females,
and the standardized partial regression coeffi-
cient of the multiple regression analysis was
small. Further analyses regarding the influence
of gender are needed.

Second, the subjects with cancer felt more
secure regarding cancer care than those without
cancer. This result suggests that, whereas a per-
son without cancer may feel a vague anxiety
about cancerand its care, once a person gets can-
cer and has experienced receiving care, he or
she may feel secure because the level of individ-
ual treatment and care in Japan is of a relatively
high quality. On the other hand, subjects with
a family member who had cancer had a poor
sense of security compared with those without
such experience, although the difference was
not significant on multivariate analysis. This situ-
ation might be a result of experiencing earlier
cancer care in Japan, which was poor. Doctors
did not tell patients they had cancer, and pain
control was inadequate. Consequently, many
patients died a painful death. The result may
suggest that individuals who lost a family mem-
ber (mostly parents) to cancer, in times past,
saw their pain and distress; therefore, they have



224 Igarashi et al.

Vol. 43 No. 2 February 2012

the impression that cancer causes great distress
and so a poor sense of security regarding cancer
care. However, in Japan, palliative care teams
became covered by National Medical Insurance
in 2002, and the Cancer Control Act was estab-
lished in 2007; as a result, palliative care has pro-
gressed so that more effective treatments are
available.

Nonetheless, the association of each variable
with a sense of security was not strong, and the
determination coefficient was small. There
should be factors associated with a sense of se-
curity other than those measured in this study.
To identify effective strategies for improving
the sense of security in the general population
within a region, future studies should look at
the association of more detailed characteristics
of the respondents with the sense of security.
For example, if persons with negative percep-
tions about palliative care (such as “a place
where people only wait to die”)?! have a low
sense of security, strategies that specifically ed-
ucate about palliative care and improve the
perceptions of such persons would be needed.
Also, if persons who do not know of the avail-
ability of specialized palliative care services
and other care resources (e.g., home care) in
the region have a low sense of security, strate-
gies that disseminate knowledge on the avail-
ability of services would be needed.

This study had several limitations. First, the
content validity and test-retest reliability were
not confirmed; further study is needed. Gener-
ally, the reliability of a scale should be verified
using the test-retest method. However, Cron-
bach’s a (internal consistency) also can be
used as an indicator of reliability; if Cronbach’s
o is high, the coefficient of test-retest reliability
also would be expected to be high.

Second, although we considered that the
scale for the sense of security could be a mea-
sure of the adequacy of the system for provid-
ing health care services and the awareness
among the population of the services, the con-
struct validity has not been confirmed. Future
studies should compare the sense of security
with other indicators regarding the quality of
the regional health care system, such as death
at home, the number of patients receiving spe-
cialized palliative care, and evaluation of pa-
tients and the bereaved family, which were
not measured during the study period but
are measured now in the OPTIM study.'®

Third, the response rate of the survey was not
high, the difference in response rate among the
areas was significant, and we could not clarify
the characteristics of nonresponders; there-
fore, a response bias may exist. However, be-
cause the response rate of opinion surveys in
the general 2Pogulatiom in Japan is generally
about 50%,%%*~?* the response rate of the study
may be acceptable.

In conclusion, this study developed a new
scale to evaluate feelings of support and secu-
rity regarding cancer care in regions of Japan.
This scale may be a useful endpoint for studies
on the comprehensive sense of security, as well
as adequacy of the system for providing health
care services for cancer in a region, and aware-
ness among the general population of the ser-
vices. The OPTIM study is an intervention trial
for improving these endpoints; we are awaiting
the results of this intervention.
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Abstract

Context. The role of general practitioners (GPs) and district nurses (DNs) is
increasingly important to achieve dying at home.

Objectives. The primary aim of this region-based representative study was to
clarify 1) clinical exposure of GPs and DNs to cancer patients dying at home,

2) availability of symptom control procedures, 3) willingness to participate in out-
of-hours cooperation and palliative care consultation services, and 4) reasons for
hospital admission of terminally ill cancer patients.

Methods. Questionnaires were sent to 1106 GP clinics and 70 district nursing
services in four areas across Japan.

Results. Two hundred thirty-five GPs and 56 district nursing services responded.
In total, 53% of GPs reported that they saw no cancer patients dying at home per
year, and 40% had one to 10 such patients. In contrast, 31% of district nursing
services cared for more than 10 cancer patients dying at home per year, and 59%
had one to 10 such patients. Oral opioids, subcutaneous opioids, and
subcutaneous haloperidol were available in more than 90% of district nursing
services, whereas 35% of GPs reported that oral opioids were unavailable and 50%
reported that subcutaneous opioids or haloperidol were unavailable. Sixty-seven
percent of GPs and 93% of district nursing services were willing to use palliative
care consultation services. Frequent reasons for admission were family burden of
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caregiving, unexpected change in physical condition, uncontrolled physical
symptoms, and delirium.

Conclusion. Japanese GPs have little experience in caring for cancer patients
dying at home, whereas DNs have more experience. To achieve quality palliative
care programs for cancer patients at the regional level, educating GPs about
opioids and psychiatric medications, easily available palliative care consultation
services, systems to support home care technology, and coordinated systems to

alleviate family burden is of importance. J Pain §
2012;43:59—67. © 2012 U.S. Cancer Pain Relief Com

rights reserved.
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Introduction

Dying at a preferred place is an important
outcome for terminally ill cancer patients, and
many patients prefer home as place of death
across the world and in Japan."® Specialized
home care services appear to be effective in im-
proving the patient’s quality of life and ability to
stay at home,”* but the rates of home death vary
among countries. In Japan, only 6% of cancer
deaths occurred at home in 2009.%°

A number of significant determining factors
for achieving a home death have been identified
by multiple empirical studies. These include pa-
tientand caregiver preference, intensity of home
care services, and level of family support, as well
as disease characteristics, patient’s functional sta-
tus, availability of hospital beds, rural or urban
environment, and historical trend.”° These
findings consistently stress the role of the com-
munity health care system in achieving home
death, as well as the patient’s and family’s prefer-
ence to stay at home.

Given the importance of community health
services, the role of general practitioners
(GPs) has become the focus of recent palliative
care research.'™® In these studies, current
availability, barriers, and promising effective
regional systems have been investigated using
surveys of GPs and district nurses (DNs). On
the whole, many GPs are willing to participate
in palliative care and, in reality, see a relatively
small number of palliative care patients each
year'! At the same time, they experience the
barriers of unfamiliar palliative care skills,
medical technology, time constraints (espe-
cially out-of-hours demands), lack of

community services to reduce the family bur-
den of caregiving, and lack of coordination
and communication among community health
care workers.'!

In Japan, palliative care is very strongly facil-
itated as a part of the government’s cancer
policy. Palliative care is increasingly seen as
a part of comprehensive cancer treatment,
and developing a regional model is urgently
needed. Nonetheless, there have been very
few large surveys about the availability of palli-
ative care from community health care pro-
viders.'% Only one nationwide survey
involved over 50,000 GP clinics and investi-
gated their clinical exposure to palliative
care, general willingness to be involved in pal-
liative care, and knowledge about palliative
care. In that survey, 60% of GPs had no expe-
rience in caring for cancer patients dying at
home and 82% had no experience in prescrib-
ing opioids during the year but 47% expressed
a willingness to provide medical care for ter-
minally ill cancer patients dying at home. Fur-
thermore, less than 20% were confident about
palliative care skills, and less than half had cor-
rect knowledge about opioids.

This survey provides a nationwide overview of
palliative care from the point of view of GPs, but
the perspective of other professionals, espe-
cially DN, is lacking; there are no data about
the availability of symptom control procedures
and willingness to participate in specific pro-
grams; and no region-based representative sur-
vey exists. We believe that gathering the views
of GPs and DNs working from the same region
is another valuable method to help understand



