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Abstract

Background: Although the use of a patient-held record (PHR) for cancer patients has been introduced in many settings, little is known
about the role of the PHR in palliative care settings and use in Asian cultures.

Aim: This study investigated the patient-perceived usefulness and practical obstacles of using the PHR specifically designed for palliative
care patients.

Design: This study adopted a qualitative design based on semi-structured interviews and content analysis.

Setting/participants: Fifty cancer patients were recruited from two regions in Japan. They used the PHR for more than three months,
and then were asked to participate in a face-to-face interview.

Results: The content analysis revealed the following patient-perceived usefulness of the PHR: (1) increase in patient-staff communication;
(2) increase in patient—family communication; (3) increase in patient—patient communication; (4) increase in understanding of medical
conditions and treatments; and (5) facilitating end-of-life care discussion. The practical obstacles to using the PHR were also indicated:
(1) the lack of adequate instruction about the role of the PHR; (2) undervaluing the role of the PHR and sharing information by medical
professionals; (3) patients’ unwillingness to participate in decision making; (4) concerns about privacy; (5) burdensome nature of self-
reporting; and (6) patients’ preference for their own ways of recording.

Conclusions: The PHR can be helpful in facilitating communication, understanding medical conditions and treatments, and facilitating
end-of-life care discussion; however, for wide-spread implementation, resolving the obstacles related to both patients and health-care
professionals is required.

Keywords
Advance care planning, community-based distribution, information sharing, palliative care, patient-held records

Introduction

Hospital care has become increasingly specialized and sub-  face unnecessary hospital visits, repeated examinations, or
divided, and patients with chronic diseases tend to visit mul-  unorganized treatments.?>* Although one fundamental way to
tiple health-care institutions.!? These circumstances can  resolve this situation is to make patient health records read-
result in the fragmentation of care and, thus, patients may ily available to all health-care professional regardless of their
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location,* sharing patient information with other facilities is
practically very difficult, because almost all institutions usu-~
ally have a self-determined system of patient health records.

A patient-held record (PHR) is a convenient tool to help
patients organize their health information so that multiple
medical professionals can share the information effectively.®6
In randomized clinical trials, cancer patients generally appre-
ciated the use of the PHR as an organizer,’ or as an aid for
their understanding and decision making.? Although the global
consensus is that patients should be more engaged in decision
making regarding treatment,? in palliative care settings this
can sometimes be a challenging process for both patients®
and medical professionals.!® Furthermore, while the choice
of treatment is discussed in advance, and preferably tran-
scribed in documented form, such as an advance directive,!!
few patients had actually discussed this.!%13 Supporting aids
for facilitating end-of-life care discussion are thus needed,'%-14
and the PHR may be one of'the effective strategies. However,
few studies have reported the potential role of the PHR in
palliative care settings. In addition, to date, all studies on the
PHR have come from America and European countries, and
no empirical studies have been reported from Asian countries.

This study thus aimed to explore the patient-perceived
usefulness and patient-perceived practical obstacles to using
the PHR in palliative care settings involving Japanese cancer
patients.

Subjects and methods
Design and participants

This was a part of a regional intervention study to improve
the quality of palliative care at the community level (Outreach
Palliative Care Trial of Integrated Regional Model (OPTIM)
study).! The primary aim of the intervention was to stand-
ardize and improve the continuity of palliative care in the
community, and the PHR was developed as a tool to improve
the availability of patient information at the regional level
and promote patient—staff communication.

To explore the potential patient-perceived usefulness of the
PHR and practical obstacles to its use, a qualitative study using
semi-structured interviews was conducted from January 2009
to January 2010. Adult cancer patients who used the PHR for
at least three months in outpatient chemotherapy settings were
interviewed. Patients with dementia or other cognitive impair-
ments were excluded. The patients were recruited from two
general hospitals: the Shonai General Hospital (Yamagata
Prefecture) and the Seirei Mikatahara General Hospital
(Shizuoka Prefecture) in Japan. The study was approved by
the Institutional Review Boards of the participating hospitals.

Development of the PHR

Due to the lack of a standardized format for the PHR, we
specifically designed it for cancer patients receiving palliative
care through discussions among clinicians and researchers.

A pilot test was conducted with 10 patients, and the PHR
was revised and completed. The PHR is available at http://
gankanwa.jp/tools/pro/pdf/karte2.pdf (in Japanese).

The PHR is an A4-sized nine-page paper-covered folder
divided into the following sections: patient’s personal profile,
patient’s medical history, list of health-care institutions where
the patient has received treatment, contact numbers in an
emergency, the name of the designated person to receive
proxy consent, patient-reported diary, a pocket to hold impor-
tant papers, emergency instructions for the patient and fam-
ily, and preferences for end-of-life care.

The PHR has two palliative care-specific features. Firstly,
it contains a section on emergency instructions from medical
staff to patients and families (e.g. when the patient has pain,
he/she will do ...) to relieve concerns of patients and families
of patients receiving palliative care. Secondly, it contains
end-of-life care-related questions: patient preferences for
informed consent, place of death, and a do-not-resuscitate
(DNR) order.

Dissemination of the PHR

The PHR was firstly introduced to medical professionals at
outpatient chemotherapy departments with a half-hour lecture
of how to use it. Then, they were encouraged to use the PHR
in the local area with their patients. The reason for selecting
an outpatient chemotherapy setting as the study setting was
that: (1) the patients have marked palliative care needs;
(2) they often see multiple medical institutions (hospital
outpatient, family physician, visiting nurse, palliative care
specialist); and (3) they are likely to be very tolerant of this
novel intervention. The instruction focused on the following:
(1) sharing information is important to lessen the fragmenta-
tion of care; and (2) the managing of information by patients
is useful to promote patient—staff communication, potentially
leading to increased self-efficacy.

Interviews

The interview was semi-structured, audio-taped, and approx-
imately 30-45 minutes long. All participants received the
interview once at the hospital, and the interviewer was either
a social worker (KK) or research nurse. The interview guide
contained questions about the patient-perceived usefulness
and practical obstacles of using the PHR in addition to the
overall experience (e.g. How was the PHR useful for you?
What was the practical barrier of the PHR for you? Did you
answer the questions about end of life, and how did you feel?).
The sample size was justified by recruiting participants until
data saturation occurred.

Analysis

Content analysis was conducted, because the primary aim
of this study was to collect and categorize the patients’
experiences concerning the patient-perceived usefulness
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and practical obstacles to using the PHR. Records of the
interviews were transcribed and anonymized. Firstly, two
researchers independently identified terms that described
the patients’ experience regarding the use of the PHR, and
then coded them to generate categories and themes from the
perspective of similarities and differences. Discrepancy was
resolved through discussions among the researchers, under
the supervision of an experienced palliative care specialist
(TM) and a certified community care nurse (AY). Secondly,
two researchers (different from the above) independently
determined whether each participant made remarks that
belonged to any of the categories and, again, discrepancy
was resolved through discussions. Finally, the generated
categories were pooled into more abstract supra-categories
according to the similarities and theoretical explanations
based on the full agreement of the authors. Due to limited
space, we report the sub-categories with numbers and some
example quotations for several categories.

Results

During the study period, a total of 52 patients were recruited,
one patient refused to participate, and one patient stopped
using the PHR due to deterioration of their general condi-
tion. We thus finally obtained 50 participants: 29 were from
Yamagata and 21 were from Shizuoka. The mean age was
66 years (SD = 12), and 70% (n = 35) were male. The primary
tumor sites were the prostate (n = 19), stomach (n = 11),
breast (n=28), colon (n = 3), pancreas (n = 3), kidney or blad-
der (n=2), lung (n = 1), esophagus (n = 1), bile duct (n = 1),
and unknown (n = 1). )

From 50 interviews, we obtained 190 meaningful units,
and a total of 26 sub-categories and 11 categories with two
themes emerged. Themes included: (1) the patient-perceived
usefulness of the PHR and (2) the patient-perceived practical
obstacles to using the PHR.

Patient-perceived usefulness of the PHR

The content analysis identified five benefits of using the PHR:
(1) Increase in patient—staff communication; (2) increase in
patient—family communication; (3) increase in patient—patient
communication; (4) increase in understanding of medical
conditions and treatments; and (5) facilitating end-of-life care
discussion.

(1) Increase in patient-staff communication. The PHR was
used as a tool to facilitate communication between patients
and medical professionals. Some patients indicated that writ-
ing in their PHR made it easier to communicate compared to
directly speaking to physicians (n = 4). The PHR was espe-
cially welcomed when the patients needed to discuss compli-
cated or personal topics. Some patients stated that they could
explain their conditions more accurately or express their wishes
more easily (n = 10), so that relationships between patients

and staff were more ‘frank’ (n = 4). They referred to their
experience that physicians and nurses could understand what
they felt by reading the PHR and offer appropriate treatments,
and that they were relieved to know that staff understood their
conditions (n = 5).

Inote my level of pain in it [PHR] and show it (to staff). It's good
and easy to report my pain by writing on paper. (Patient 4:
Male, 70, pancreas)

(2) Increase in patient—family communication. The PHR was
used as a tool to help patients communicate with their family.
Patients could share their records with their family (n = 7),
so that their family could understand the patient’s medical
conditions more easily. Patients could also use the PHR to
convey their decisions or feelings about their disease to family
members (7 = 3).

I have my family, and I think it's good to show this [PHR] to
young people in my family. I can describe my condition and ask
for their cooperation, or have a talk. (Patient 2: Female, 68, colon)

(3) Increase in patient—patient communication. The PHR was
used as a tool to help patients communicate with other
patients. The PHR made patients feel ‘connected with other
patients’ (n = 3), and opened a line of patient—patient com-
munication (z = 3). They knew that a person who had the
same-design PHR was a cancer patient, so they felt connected
and started to communicate with each other.

The woman sitting next to me said, ‘Oh you have the same one
[PHR] as me’, and I said, ‘Today, many people have the same
one’, and we started talking. We knew this is for cancer patients,
but we didn't talk about the disease at first. We talked about
hobbies, field work, and gardening. Well, I realize some people
want to hide their disease, but, maybe, we both wanted someone
to talk to. I felt a connection with her and she seems like a
friend. In this sense, the PHR creates a connection with someone
who 1 don't know at all, someone I can talk to. (Patient 16:
Female, 66, breast)

(4) Increase in understanding of medical conditions and treat-
ments. Many patients reported that the PHR helped them
to understand their medical conditions and treatment. Patients
could better understand the current state of their disease (» =
16) and the treatment they were receiving (n= 17). Some patients
referred to their experience that looking back on the PHR gave
them an opportunity to observe themselves, and they became
more active in participating in their own treatment (n = 5).

(5) Facilitating end-of-life care discussion. The PHR was used
as a tool to help patients think about end-of-life care. Some
patients stated that they realized the importance of declaring
their preference for informed consent, place of death, and
DNR order, when they read the questions (n = 5); they could
organize their feelings by writing notes in the PHR (n = 4).
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Some patients also wanted someone to know their future
decisions (n = 5); they wanted to leave messages to their
family or clinical staff so they could understand their ideas
in case something happened to them.

I leave messages for my family (in the PHR). My family may
think I want to stay at home, but our children have their own
families so we [my husband and I] don’t want to bother them.
‘We write that if our children don't have enough money, we want
not to stay at home. We can organize our ideas through writing.
(Patient 26: Female, 73, breast)

In my case, I write it myself. My husband knows about my
disease very well, and my kids also know, but I don't tell them
my (wishes) in certain cases. I'm not willing to say some things,
but, in case something happens to me, I think this [PHR] is
useful to express my wishes. (Patient 28: Female, 73, stomach)

Patient-perceived practical obstacles
to using the PHR

Content analysis identified six patient-perceived obstacles:
(1) the lack of adequate instruction about the role of the PHR;
(2) undervaluing the role of the PHR and sharing information
by medical professionals; (3) patients’ unwillingness to par-
ticipate in decision making; (4) concerns about privacy;
(5) burdensome nature of self-reporting; and (6) patients’
preference for their own ways of recording.

(1) The lack of adequate instruction about the role of the PHR.
Patients often did not understand the role of the PHR properly
(n=13), and they stated that they were not sure why they
should use the PHR even if they received instructions several
times.

(2) Undervaluing the role of the PHR and sharing information
by medical professionals. Many patients referred to their
experience that some medical professionals did not under-
stand the value of using the PHR to share information with
staff in other facilities (n = 12). They experienced that not
all medical professionals participating in their treatments
responded adequately when the patients showed the PHR,
so patients could not recognize its value.

I take notes, but my doctor doesn't read them. I file papers by
myself. If he reads my writing, and checks my pain and medicine,
or sees me at any time, then I think it would have been encouraged.
(Patient 11: Female, 44, breast)

(3) Patients’ unwillingness to participate in decision making. Many
patients did not actually want to be involved in decision mak-
ing: they stated that they wanted to ‘leave the decisions to
their doctor’ (n=25). In addition, some patients did not want
to think about the future (n = 7), and they reported that it was
too early to think about end-of-life-related questions.

There are many treatments, chemotherapy, and so on, butI don't
think about my disease deeply, often because it will change my

life. There is a variety of treatments, radiation, and other things,
but I leave it to my doctor. (Patient 39: Male, 70, prostate)

When I have this [PHR], I don't feel anything. But, when I read
it,  am shocked. The questions (about advance directives) made
me feel like, 'Well, do I need to answer this now?' Well, does this
apply to me? I think these are important at the end, but for me
now? I thought, 'T have some more time left.' So, I didn't answer.
(Patient 22: Female; 46, stomach)

(4) Concerns about privacy.  Some patients did not use the PHR
because of privacy issues. They did not want anyone to know
that they have cancer, so they wanted to avoid being seen
using the PHR (n = 5). In addition, some patients did not want
to share their ‘personal’ information with others (= 10), and
hesitated to show their notes in the PHR to someone because
they wrote their ‘honest feelings’. Some patients referred to
the risk of losing private information (n = 2).

(5) Burdensome nature of self-reporting.  Some patients simply
stated that they did not like taking notes due to viewing it as
burdensome or unnecessary (n = 15), especially when their
conditions were stable. These patients sometimes stopped
using the PHR because they had ‘nothing special’ to write in
it. In addition, a patient maintained that he had no energy left
to record notes in the PHR, and some patients did not like
carrying the PHR because it was too big (n = 4).

It's bothersome for me every week now. I have used the same
medicine every week. My symptoms don't change a lot, so the
same situation continues. It's bothersome to take the same notes
every time. If anything changes, it's fine, but there are only little
changes, so it's a bit bothersome. (Patient 27: Female, 45, breast)

(6) Patients’ preference for their own ways of recording. Some
patients have a preferred way of recording the course of their
treatment. They already have their own notebooks (n =4), or
simply prefer talking (n = 1).

Discussion

This is the first study to investigate the patient-perceived
usefulness and practical obstacles to using the PHR in an
Asian population, and also one of the few studies about the
PHR specially designed for palliative care settings. The find-
ings are generally consistent with those from Western coun-
tries, but several unique aspects emerged.

Firstly, we found that the PHR was regarded as useful in
facilitating communication and understanding at various
levels; some patients using the PHR tended to talk to their
physicians more easily and ask them more questions. This is
consistent with previous studies which showed that if phy-
sicians or nurses accessed the summary records of their
patients, they took a significantly longer time in consulting
with their patients; !¢ reading written information or taking
notes clarifies what patients have heard from physicians,
thereby decreasing their fear and uncertainty,!”18 and the use
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of the PHR improves communication between patients and
health-care professionals.!® These findings indicate that the
use of the PHR could overcome the difficulty of information
sharing and facilitate patient—doctor communication for at
least some patients.

Of interest is that some patients in this study reported that
the PHR facilitated not only patient—doctor communication,
but also patient—patient communication. This is a novel find-
ing, and suggests using the PHR could improve the social
network of patients through the visible message of ‘comrades’
for some patients.

Secondly, some practical obstacles against disseminating
the PHR identified in this study are of importance. In this
study, obstacles to disseminating the PHR are related to both
medical professionals (inadequate instruction about the role
of the PHR; undervaluing the role of the PHR and sharing
information by medical professionals in the region), and
patients (unwillingness to participate in decision making;
concerns about privacy; burdensome nature of self-reporting;
own ways of recording). These findings are very consistent
with the results from Western countries that health-care pro-
fessionals often do not acknowledge or welcome the use of
the PHR;16.19.20 patients felt discouraged by professionals’
disinterest in the PHR,” and wide-spread acknowledgement
of the PHR by health-care professionals at a regional level
is of great importance to disseminate it.!° Regarding patient
barriers, previous studies similarly indicated the same-
designed PHR could be a stigma for cancer patients;?! patients
already had duplicated other notebooks or evaluated the
PHR as very burdensome.” That is, these findings confirm
that implementation of the PHR throughout the region would
require repeated instruction to patients at various levels
throughout the region, maximum efforts to improve acknowl-
edgement of the PHR of all medical professionals through-
out the region, and careful consideration about patient
privacy. Furthermore, some patients do not want to use the
PHR because of unwillingness to participate in decision
making and the burdensome nature of self-reporting and,
thus, the wide-spread use of the PHR would require substan-
tial long-term efforts anyway.

The third finding of this study is related to the role of the
PHR specially designed for palliative care patients in facil-
itating end-of-life discussions. This PHR contains questions
about a patient’s preferences regarding informed consent,
place of death, and DNR order, as an important topic to be
addressed in this setting.!! In this study, questions about
end-of-life care preferences in the PHR helped some patients
to think about their future and preferred end-of-life care, and
many patients appreciated the importance. On the other hand,
some patients reported that they were shocked when they
received the PHR containing end-of-life questions, because
they felt it was ‘too early’ to think about these questions.
Although in-advance discussion is associated with a better
psychological status of patients?? and the PHR can be a start-
ing point of in-advance discussion about end-of-life care,

individualized assessment about the timing of handing the
PHR and careful follow-up are required.

In addition, the findings of this study provided some
important insights to disseminate the PHR for Asian popula-
tions. In this study, the majority of patients interviewed stated
that they did not use the PHR, because they were unwilling
to participate in decision making and wanted to leave impor-
tant decision to their physicians. This is a similar finding to
a UK observation that some patients regarded the PHR as
an ‘an unwelcome reminder’ and felt more anxious.” There
is a general tendency whereby Japanese patients are not will-
ing to hear bad news or want to leave decision making to
physicians.?*2¢ These findings therefore mean that imple-
mentation of the PHR may be more difficult in some Asian
populations, where sharing the decision-making process may
not be entirely welcomed by all patients.

Another aspect of interest is that Japan already has a well-
established system for disseminating a medical handbook for
Maternal and Child Health. This handbook is a type of PHR
for pregnant women, introduced in 1942. Now, the usage rate
is nearly 100%,% and all pregnant women are asked to bring
this handbook to their physicians or nurses before seeing
them. This phenomenon suggests that, in Japanese culture,
patients could be ready to accept the PHR if they receive
adequate instruction and all medical professionals involved
in patient care acknowledge the PHR. Nonetheless, as this
study revealed the implementation difficulties in the previous
studies, organizational changes in the health-care system so
that all medical professionals involved in patient care appro-
priately acknowledge the role of the PHR is a key feature for
its successful implementation.

This study has several limitations. Firstly, as this study is
based on the content analysis of interviews of 50 cancer
patients, generalizations should be carefully discussed.
Secondly, the potential influence of patient gender and can-
cer sites was not explored due to the small number of par-
ticipants. Thirdly, as the participants used the PHR for only
three months, the effect of the long-term usage of the PHR
is unknown. Finally, this study only focused on the patient-
perceived usefulness and obstacles to using the PHR, and
future studies with other primary end-points will be needed.

In conclusion, the PHR can be helpful in facilitating com-
munication, understanding medical conditions and treat-
ments, and facilitating end-of-life discussion; however, for
wide-spread implementation, resolving the obstacles related
to both patients and health-care professionals is required.
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Abstract Dying at a favorite place is one of the important
determinants for terminally ill cancer patients. The primary
aim was to clarify (1) differences in preferred place of care
and place of death among the general public across four
areas across Japan and (2) preferred place of care and place
of death among community-representative cancer patients.
A cross-sectional mail survey was conducted on 8,000 ran-
domly selected general population. We examined preferred
place of care and place of death using two vignettes and
obtained a total of 3,984 (50%) responses. For the pain
scenario, approximately 50% of the general public through-
out four areas chose home as their preferred place of care;
and for the dependent-without-pain scenario, about 40%
chose home as preferred place of care. In cancer patients,
for both scenarios, approximately 40% chose home as the
preferred place of care, and they were significantly less
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likely to choose home. The most preferred combination of
place of care and place of death was home hospice for both
groups. Although there were statistically significant differ-
ences in preferred place of care and place of death among
the four regions, the absolute difference was less than 8%.
Independent determinants of choosing home as place of care
included concern about family burden and being unable to
adequately respond to sudden changes out of working hours.
In conclusion, establishing more accessible home and
hospice service is strongly required through arranging
regional resources to reduce family burden, alleviating
patient-perceived burdens, and improving 24-h support
at home.
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Introduction

Dying at a preferred place is one of the most important
determinants for terminally ill cancer patients in Japan and
across the world [1, 2]. Understanding the preferred place of
care and place of death is therefore the first step in ensuring
adequate resources for patients [3—5], and multiple prefer-
ence surveys in UK, USA, and other countries have been
conducted to clarify the preferred place of care and place of
death [6-8]. In these surveys, the general public and cancer
patients generally chose home as the preferred place of care
and place of death [6].

In Japan, a series of national surveys was conducted by
the Ministry of Health, Labor, and Welfare in 2008 to reveal
the preferred place of care and place of death [8]. Home was
the preferred place of care in general, with 29% of respond-
ents reporting that they wanted to receive care at home and
be admitted to a hospice if necessary, and 23% preferring to
receive care at home and be admitted to hospital if neces-
sary. Another 11% chose home until death, while a consid-
erable number of respondents reported that they want to be
admitted to hospice earlier and stay until death (18%) or be
admitted to hospital earlier and stay until death (10%). In
summary, 63% of the general public chooses home as the
place of care, and as place of death if physical and social
conditions were acceptable if presented with terminal can-
cer. At the same time, this survey also demonstrated that less
than 10% believed home death is achievable; the reasons
listed included burden to family (80%), concerns about
sudden changes in physical conditions (54%), cost (33%),
unavailability of physicians visiting home (32%), unavail-
ability of emergency hospital beds (32%), unavailability of
nurses visiting home (19%), inadequate home environment
(16%), lack of round-the-clock services (15%), and lack of
family caregivers (15%). The absolute figures of each
response did not change compared with the same surveys
in 1998.

The findings provide useful insights about the preferred
place of care and place of death of Japanese cancer patients,
but existing studies have major limitations. First, there have
been no surveys specifically targeted at cancer patients;
thus, it is difficult to apply the results from the general
population directly to cancer patients. Second, considerable
differences may exist among various areas in Japan in
medical resources, social resources, the delivery system of
palliative care, and cultural backgrounds, rendering the find-
ings from a national representative sample may not be
always applicable to specific regions such as urban vs.
rural areas [9, 10]. We thus believe that comparing the
preferred place of care and place of death among dif-
ferent areas in Japan and clarifying the preferred place
of care and place of death in cancer patients specifically
are both of value.

@ Springer

In addition, although identifying predictors of preference
about place of care and place of death is helpful for under-
standing how patients decide where they live at the end of
their life, only a few studies have examined such determi-
nants [6, 11-14]. In particular, it would be important to
clarify the impact of concerns about home care on the
preference of place of care and place of death because large
surveys in Japan revealed that excessive apprehension sig-
nificantly contributed to late referrals to specialized pallia-
tive care services [15], and few empirical studies have
specifically addressed this topic [6, 11-14].

The primary aim of this study was to clarify (1) the
differences in preferred place of care and place of death of
the general public among different areas in Japan and (2)
preferred place of care and place of death of cancer patients.
Additional aims include clarifying concerns and values
about home care of the general public and cancer patients
and examining the effects of such concerns on preferred
place of care and place of death.

Subjects and methods

We conducted a cross-sectional mail survey of the general
public as part of a larger regional intervention trial, the
Outreach Palliative Care Trial of Integrated Regional Model
(OPTIM) study. This survey was performed at the initial
phase of the OPTIM study, the details of which are reported
elsewhere [16]. The institutional review board for the
OPTIM study approved the ethical and scientific validity.

Study regions

This survey was conducted in four regions where the
OPTIM study was employed. These areas were selected
based on different palliative care system development across
Japan: Tsuruoka (170,000 people, Yamagata prefecture),
Kashiwa (670,000 people, Chiba prefecture), Hamamatsu
(820,000 people, Shizuoka prefecture), and Nagasaki
(450,000 people, Nagasaki prefecture). The systems in
Kashiwa, Hamamatsu, and Nagasaki provide palliative care
chiefly led by a national cancer center, a general hospital,
and a general practitioner association, respectively, while
the system of palliative care in Tsuruoka is not organized.
Although we had acknowledged that the study areas had
been selected for the regional intervention study not for
region-comparison studies about preferred place of death,
we had determined that the use of this sample for this study
was reasonable, because these four areas are typical as a
representative from geographically and culturally different
regions throughout Japan: Tsuruoka is typical rural area in
North Japan, Kashiwa is a typical city around the capital
region, Hamamatsu and Nagasaki are typical cities in
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Central and West Japan, respectively. In addition, the most
urban cities such as Tokyo and Osaka had been surveyed as
one of the sample areas in the 2008 survey by the Ministry
of Health, Labor, and Welfare [8].

Study subjects

For this survey, we initially identified 8,000 subjects in the
general population by a stratified two-stage random sam-
pling method of residents of the four areas. We selected 50
census tracts for each area and then selected 25 individuals,
aged 4079 years, within each census tract, thus identifying
2,000 individuals for each area. The census tracts usually
cover 200 families to conduct national census surveys in
Japan. We randomly sampled 50 census tracts in each pre-
fecture and then sampled 25 individuals in each census tract
according to the national census method in Japan. We
mailed questionnaires to potential participants in June
2007 and sent a reminder postcard 2 weeks later.

Questionnaire

To enable comparisons with previous findings using a
national sample, we decided to use the same questionnaire
used by the Ministry of Health, Labor, and Welfare [8]. This
questionnaire surveyed the respondents about preferred
place of care and place of death using two brief scenarios.
The first scenario described a terminally ill cancer patient
with pain and given a prognosis of 6 months or less (the pain
scenario), while the other scenario described a terminally ill
cancer patient without pain, but dependent on others in their
daily activities (without pain and dependent scenario).
Choices with simplified combination definitions were: (1)
home until death (home-home); (2) receive care at home,
and admitted to hospice if necessary (home-hospice); (3)
receive care at home, and admitted to hospital if necessary
(home-hospital); (4) admitted to hospice earlier and stay
until death (hospice~hospice); (5) admitted to nursing home
and stay until death (nursing home-nursing home); (6)

Table 1 Subject backgrounds

admitted to hospital and stay until death (hospital-hospital);
or (7) receive aggressive treatment at cancer center (cancer
center—cancer center) [17]. Hospice meant in this study was
palliative care units or inpatient hospice, and home-based
hospice was regarded as home.

To clarify concerns about home care, we asked the
respondents to rate the levels of agreement on the five point
Likert-type scale from 1 (disagree) to 5 (strongly agree) for
five items: concern of being unable to achieve adequate pain
relief, unable to adequately respond to sudden changes in
out-of-hours care, family physician visiting home is unavail-
able, family burden is heavy, and home care is too expen-
sive. In addition, to explore respondent values about home
care, we also asked the respondents to select one of three
choices that best suited their chosen scale value to describe
living and dying at home: (1) “dying at home is the best, if
family respite and expert advice are available”; (2) “dying at
home is undesirable despite any health care systems, due to
perceived heavy burden to family”; and (3) “unsure”.

To establish the respondent background, we asked the
respondents to report age, gender, length of stay in that
region, and presence or absence of family members with
cancer. To identify cancer patients, we asked the respond-
ents to report whether they suffered from any of a list of 15
specific diseases including cancer.

Statistical analyses

Data distributions were calculated separately for the general
public from each region and for cancer patients. Compar-
isons were performed using the chi-square test.

To explore the predictors of choosing home as preferred
place of care, we compared the subject backgrounds and
concern items about home care between those who chose
home as place of care (i.e., home-home, home-hospice,
home-hospital) and those who chose a place other than
home (i.e., hospice-hospice, nursing home—nursing home,
hospital-hospital, cancer center—cancer center) for each sce-
nario. We then performed a multivariate logistic regression

General public Cancer patients
Tsuruoka Kashiwa Hamamatsu Nagasaki
N 994 1106 947 937 189
Gender (male) 44% (n=442)  46% (n=507)  46% (n=439) 39% (n=370)  52% (n=99)
Age (year) 61+11 59+10 59+10 60£11 64+9.6

Length of stay in the region (>5 years)
Experience that one of the family members had cancer

90% (7=896)
54% (n=536)

95% (n=1054)
54% (n=592)

93% (n=876)
49% (n=465)

91% (n=855)
58% (n=540)

99% (n=187)
60% (n=113)

Total of some items do not add to 100% due to missing data

@ Springer
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analysis of the dependent variable of choosing home as - % g % = %\ a %T
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Table 3 Comparison of preferred place of care and place of death between cancer patients (n=188) and the general public

Place of care  Place of death With pain

Dependent without pain

Cancer patients (n=189) General public (»=3984) Cancer patients (#=189) General public (n=3984)

Home Home 4.2% (n=8)
Hospice, if necessary 25% (n=48)
Hospital, if necessary 12% (n=23)
Hospice Hospice 13% (n=24)
Hospital Hospital 20% (n=37)

Nursing home Nursing home 12% (n=22)

Cancer centers Cancer centers 7.9% (n=15)

9.7% (n=385)
29% (n=1149)
11% (1=435)
16% (n=638)
8.0% (1=320)
11% (n=453)
9.2% (n1=366)

5.5% (n=219)
21% (n=849)
9.6% (n=382)
22% (n=873)
9.1% (n=363)
20% (1=783)
7.0% (n=280)

2.1% (n=4)

20% (n=38)
14% (n=26)
21% (n=39)
16% (n=31)
15% (n=28)
6.3% (n=12)

Total of some items do not add to 100% due to missing data

health care systems due to the perceived heavy burden to
family (Table 4).

The respondents who chose home as place of care in
with-pain scenario were significantly more likely to be
younger, and significantly less likely to have concern of
being unable to achieve pain relief, of being unable to
adequately respond to sudden changes in out-of-hours, that
family burden is heavy, and that home care is too expensive
(Table 5). Independent determinants of choosing home as
place of care were: age, concern of being unable to ade-
quately respond to sudden changes in out-of-hours, and
concern family burden is heavy.

The respondents who chose home as the place of care
when presented with the dependent-without-pain scenario
were significantly more likely to be male and significantly
less likely to be concerned about being unable to adequately
respond to sudden changes in out-of-hours care and a heavy
family burden (Table 5). Independent determinants of
choosing home as place of care with the dependent-
without-pain scenario were male, concern of being unable

to adequately respond to sudden changes in out-of-hours
care, and concern about family burden.

Discussion

This is the first survey, to our knowledge, that compares
preferred place of care and place of death of the general
public among multiple areas in Japan and that addresses
preferred place of care and place of death in cancer patients.
One of the most important findings was of minimum differ-
ence in preferred place of care and place of death of the
general public among all respondents and across all regions
surveyed in this study. Indeed, the data in this study were
similar to those from the national sample surveyed by the
Ministry of Health, Labor, and Welfare [8]. One difference
was our finding that regional demographic characteristics
such as availability of beds, hospital provision, and differ-
ences between rural and urban areas are significant determi-
nants of actual place of death [9], although this is not

Table 4 Concerns and values about home care of general public and cancer patients

Total
(n=3,984)

General public Cancer

patients
Tsuruoka Kashiwa Hamamatsu  Nagasaki (n=189)
@=994)  (n=1,106) (=9%T)  (4=937)

Concerns

Unable to achieve adequate pain relief 38% (n=1,502)
69% (n=2,761)
55% (n=2,201)
81% (n=3,241)
52% (n=2,058)

Unable to adequately respond to sudden changes out-of-hours
Family physician visiting home is unavailable

Family burden is heavy

Too expensive

Values

Dying at home is the best, if family respite and expert advice
available

Dying at home is undesirable despite any health care systems,
due to perceived heavy burden to family

Unsure

39% (n=1,535)
31% (n=1,227)
16% (n=657)

39% (n=373)
72% (1=684)
57% (1=539)
84% (n=793)
51% (n=487)

40% (n=68)
68% (n=129)
57% (n=107)
79% (n=149)
52% (1=99)

40% (n=402)
67% (n=665)
49% (n=485)
80% (n=791)
50% (n=495)

37% (n=413)
73% (n=804)
66% (n=727)
83% (n=916)
51% (n=563)

34% (n=314)
65% (n=608)
48% (n=450)
79% (n=741)
55% (n=513)

47% (1=391) 46% (n=458) 45% (1=368) 41% (n=318) 37% (1=63)

36% (1=300) 34% (n=331) 35% (1=290) 39% (n=306) 46% (1=78)

17% (n=140) 20% (n=198) 20% (n=165) 20% (n=154) 17% (n=28)

Data are percentages of the responses of “agree” or “strongly agree” for each item
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