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ABSTRACT

Background Where patients receive end-of-life care
influences their quality of life.

Objectives To clarify the effects of staying in a private or
shared room in inpatient hospices.

Design A part of a Japanese multicentre survey to
evaluate the quality of end-of-life care.
Setting/participants 779 bereaved families whose
relatives who died from cancer in inpatient hospices.
Measurements The primary outcome was family-
perceived need for improvement in environment-related
professional care. Secondary end-points included: family
satisfaction, environment-related family perception, and
quality of death and dying (Good Death Inventory: GDI).
Results 574 responded (73.7%). 300 patients were in a
private room from admission to discharge, 47 were in a
shared room less than 50% of the time, and the remaining
85 were in a shared room 50% or more. There were
significant differences in the need for improvement in
shared (vs private) rooms, and in favour of private rooms
for: ‘privacy was protected’, ‘easy for visitors to visit’,
‘could discuss sensitive issues with medical staff without
concern’, and ‘could visit at night.’, as well as ‘living in
calm circumstances’ and ‘spending enough time with
family’ of the GDI. Contrarily, significant differences were
found in favour of shared rooms for: ‘the patient could
interact with other patients’. There was no significant
difference in family satisfaction and total score of GDI.
Conclusion There are the advantages and disadvantages
of spending one’s final days in a private or shared room,
and adjusting rooms according to patients and their
families’ values is necessary.

INTRODUCTION

The environmentin which patients spend time
at the end of their lives affects their quality of
life." The effects of spending time in a private
or shared room in hospital settings have been
examined previously. Private rooms were
shown to offer greater privacy and dignity
and less noise, improve sleep,” provide better
access to visitors and family members,” and
foster superior physician—patient commu-
nication (eg, longer conversations, easier to

,2 Naoko Igarashi,® Yasuo Shima,*

Strengths and limitations of this study

» The current study was the first large-scale study to
examine the perspectives of bereaved relatives of
deceased patients and the effects of spending time
in private and shared rooms on patients in inpatient
hospices in Japan.

» The response rate was 75%, which was a generally
moderate response rate.

» This study examined bereaved family members’
perceptions; there was no input from the patients
themselves.

» In this study, the validity and reliability of the family-
perception questionnaires were not tested.

respond to patients’ questions, and greater
empathy from physicians) as compared with
shared rooms.* However, patients in shared
rooms were less likely to feel lonely, as they
could talk to their roommates and had peers
with the same disease.’”

Therefore, while private and shared rooms
each offer advantages, patients’ preferences
are diverse.”” Additionally, preferences for
private and shared rooms differ according to
historical background: only 37% of elderly
inpatients desired a private room in 2008,
while 85% preferred admission to a private
room in 2013, and many reported not feeling
lonely in a private room.® Moreover, consid-
eration of whether a patient should be in a
private or shared room, depending on phys-
ical symptoms (eg, diarrhoea), and his or
her medical condition soon before death, is
necessary.” '

Some studies have examined patients’
intention to stay in private or shared rooms in
palliative care wards abroad” ’: however, they
have been limited to small groups of patients.
Moreover, it would be useful to clarify the
advantages and disadvantages of private
and shared rooms for inpatients in hospices
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from the perspective of bereaved relatives and consider
supportive measures in each setting. The purpose of this
study was to determine the impact of staying in private
or shared rooms during end-of-life care in an inpatient
hospice setting.

MATERIALS AND METHODS

This study was part of a nationwide survey—the Japan
Hospice and Palliative Care Evaluation Study (J-HOPE
2016)—which evaluated the quality of end-of-life care
throughout ]apan.11 A multicentre questionnaire survey
was used to target bereaved relatives of patients with
cancer who had died in palliative care units/inpatient
hospices. We mailed questionnaires to bereaved relatives
in May 2016 and repeated this process for non-responding
families in June 2016. The completion and return of the
questionnaire were regarded as consent to participate in
the study, and relatives who did not wish to participate
were asked to return the uncompleted questionnaire.

Setting and participants

Primary physicians identified potential participants
according to the following inclusion criteria: (1) death
of an adult family member who had died of cancer (one
relative was selected for each patient), (2) aged =20
years, (3) could complete a self-report questionnaire and
(4) aware of their malignant diagnosis. The exclusion
criteria were: (1) unable to complete the questionnaire
(ie, because of dementia, cognitive failure, psychiatric
illness, language difficulty, or visual loss), (2) patients’
treatment-associated death or death in an intensive care
unit, (3) unavailability, (4) patients’ receipt of palliative
care services for <3days, and (5) serious psychological
distress as confirmed by the primary physician. As in
previous studies,'* ? the final criterion was adopted based
on the assumption that primary physicians could identify
relatives with the potential to experience serious psycho-
logical effects, given the aim of the study; no formal
criteria or psychiatric screening were used. Following
a previous study,'" relatives were surveyed 6-12 months
after patients’ deaths. Questionnaires were then admin-
istered to 779 bereaved individuals whose relatives had
spent time in an inpatient hospice, and 574 returned
completed questionnaires (73% recovery rate).

Questionnaire

The questionnaire was developed by the authors, based on
a literature review'™ and discussion (see online supple-
mental file 1). The face validity of the questionnaire was
confirmed via a pilot test involving five bereaved family
members and five physicians.

The primary outcome of the study was family-
perceived need for the improvement of professional
care related to room environment. Because of a lack of
validated instruments, these outcome parameters were
developed based on previous surveys.lg_17 The need for
improvement was evaluated according to responses to

the following: ‘How much improvement in care do you
think is necessary based on room environment (shared
or private room)?’ Responses were provided using
a 4-point scale as follows: 1 = ‘no need for improve-
ment’, 2 = ‘need for some improvement’, 3 = ‘need for
considerable improvement’, and 4 = ‘need for great
improvement’.

Secondary end-points were (1) family satisfaction
with end-of-life care, (2) family perception related to
the environment, and (3) quality of death and dying.
Family satisfaction was rated using a one-item 6-point
Likert-type satisfaction scale from not satisfied at all (1)
to completely satisfied (6). Family perceptions related to
the room environment were investigated using eight
items evaluated according to the extent of participants’
agreement with the following statements, with responses
provided using a 4-point Likert-type scale ranging from
1 (disagree) to 4 (agree): ‘privacy was protected’, ‘it was
easy for visitors to visit when they wished to do so’, ‘I
could discuss sensitive issues with medical staff without
concern’, ‘I could visit at night when I wished to do so’,
‘The patient could interact with other patients’, ‘I could
interact with my family member and other families’,
‘The patient may often feel lonely’, and ‘I worried that
the interactions between the patient and medical staff
were limited’. Quality of death and dying was evaluated
by using the Good Death Inventory.'®™ This measure
was developed on the basis of qualitative interviews and
a large-scale quantitative study; it has 18 domains repre-
senting concepts important to good death in Japanese
patients with cancer.'® ' In this study, we used the short
version of the Good Death Inventory, which consists of
10 core items and has sufficient reliability and validity."
The 10 core items evaluate the attributes that Japa-
nese people consistently rate as important: physical
and psychological comfort, living in a favourite place,
maintaining hope and pleasure, a good relationship
with medical staff, not feeling like a burden to others,
maintaining a good relationship with the family, inde-
pendence, environmental comfort, being respected as
an individual, and a feeling of fulfilment at life comple-
tion. Bereaved family members evaluated each attribute
using a seven-point Likert scale (1: absolutely disagree,
2: disagree, 3: somewhat disagree, 4: unsure, 5: somewhat
agree, 6: agree, and 7: absolutely agree). In addition, we
measured three items related to room environment
to understand family experience: ‘the patient was in a
large room; however, shortly before he/she died, he/
she moved to a private room’; ‘I would have liked to see
the patient end up in a private room; but he/she died
in a large room’; and ‘the patient had to use a private
room, which was costly because the shared room was
not available for a while’.

Whether a patient used a private room or shared
room was assessed by asking about the percentages of
time for which they used a private room or shared room
(0% to 100%). In addition, we asked family members
to report the following demographic data: age, sex,
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Table 1_Place of care and the characterisis ofpatents an therelatves Nedd?)

A shared room for 50% or
more of the time (n=85)

A private room for
100% of the time

A shared room for less
than 50% of the time

P value

(n=300) (n=47)
Age in years (mean and 741 11.8 76.5
SD)
Sex

10.4 73.2 10.9 0.16

Primary cancer site

Lung 76 25.3% 6
Oesophagus and 45 15% 12
stomach

Colon and rectum 39 13% 8
Pancreas 32 10.7% 3
Gall bladder 15 5.0% 3
Brain, head, and neck 15 5.0% 4
Liver 14 4.7% 0
Breast 21 7.0% 0
Kidney and bladder 9 3.0% 4
Uterus and ovary 13 4.3% 1
Prostate 5 1.7% 1
Blood/lymph nodes 3 1.0% 1
Other 12 4.0% 4

0.32
12.8% 18 21.1%
25.5% 9 10.6%
17.0% 16 18.8%
6.4% 6 7.1%
6.4% 8 9.4%
8.5% 6 7.1%
0% 4 4.7%
0% 0 0%
8.5% 5 5.9%%
2.1% 3 3.5%
2.1% 3 3.5%
2.1% 3 3.5%
8.5% 4 4.7%

Family caregivers

Sex
Male 94 31.3% 17
Female 201 67% 29

36.1% 28
61.7% 56

32.9% 0.77
65.9%

Values are mean+SD, or n (%). Total percentages do not equal 100% because of missing values.

and relationship to the patient; patients’ age, sex, and
tumour sites; and duration of patients’ stay in an inpa-
tient hospice.

Statistical analyses

First, we classified the responses into three groups: (1)
the families of patients who were in a private room
from admission to discharge (used a private room 100%
of the time), (2) the families of patients who were in

a shared room less than 50% of the time, and (3) the
families of patients who were in a shared room 50% or
more of the time. We compared the need for improve-
ment, family satisfaction and the family perceptions and
quality of death and dying between the groups using anal-
yses of variance (Tukey’s post-hoc test) or x” tests, where
appropriate.

Meanwhile, p values<0.05 were regarded as significant,
and we decided not to adjust for multiple comparisons
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Table 2 Comparison of the necessity for improvement and family perceptions based on patients’ room

A private room for A shared room for
less than 50% of

100% of the time

A shared room for
50% or more of

(n=300, A) the time (n=47,B) the time (n=85, C) P value
Mean SD Mean SD Mean SD P value (intergroup)

The necessity for 1.3 0.51 1.7 0.77 1.5 0.73 <0.001 A versus B

improvement of professional (<0.001)

care related to the room A versus C (.019)

environment (ranging from 1:

no need for improvement to 4:

need for great improvement)

Satisfaction level with end-of- 4.9 1.1 5.0 1.0 4.7 1.3 0.11 -

life care (ranging from 1: not

satisfied at all to 6: completely

satisfied)

Privacy was protected 3.8 0.49 315 0.74 3.1 0.95 <0.001 A versus B (.015)
B versus C
(<0.001)
A versus C
(<0.001)

It was easy for visitors to visit 3.8 0.41 3.7 0.64 3.4 0.81 <0.001 B versus C

when they wished to do so (<0.001)
A versus C
(<0.001)

| could discuss sensitive 3.7 0.54 3.5 0.72 3.3 0.82 <0.001 A versus C

issues with medical staff (<0.001)

without concern

| could visit at night when | 3.8 0.39 3.8 0.53 3.5 0.70 <0.001 A versus C

wished to do so (<0.001)

The patient may often feel 2.1 0.96 25 1.0 2.4 0.97 0.023 A versus B (.055)

lonely B versus C (.73)
A versus C (.14)

| could interact with my family 1.8 1.1 1.7 1.0 1.9 1.1 0.81 -

member and other families

| worried that the interactions 1.7 0.87 1.9 0.90 1.8 0.87 0.24 -

between the patient and

medical staff were limited

The patient could interact with 1.6 0.93 1.6 0.88 2.0 1.0 0.001 B versus C (.039)

other patients Aversus C
(<0.001)

owing to the exploratory nature of this study. All statistical The background characteristics of patients and

analyses were performed using SPSS V.19.0 (SPSS).

Patient and public involvement

Patients and the public were not involved in this study.
However, the face validity of the questionnaire was
confirmed via a pilot test involving five bereaved family
members.

RESULTS

Among the 574 responding individuals, 142 were
excluded owing to missing values in primary end-points
and information about use of private or shared rooms.
Thus, 432 responses were analysed.

their relatives are presented in table 1. Three-hundred
patients (69.4%) were in a private room from admission
to discharge (ie, 100% of the time), 47 patients (10.9%)
were in a shared room less than 50% of the time, and
the remaining 85 patients (19.7%) were in a shared room
50% or more of the time (table 1).

The results of the primary and secondary outcomes are
illustrated in table 2. Of the 432 valid responses to the
question, ‘how much improvement in care do you think is
necessary based on room environment (shared or private
room)?’ 284 (65.7%) participants stated that there was
no need for improvement, 127 (29.4%) stated that there
was a need for some improvement, 17 (3.9%) stated that
there was a need for considerable improvement, and 4
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Table 3 Comparison of the Good Death Inventory (quality of death and dying) and family perceptions based on patients’

room
A private room for A shared room for A shared room for
100% of the time less than 50% of the 50% or more of the P value
(n=300, A) time (n=47, B) time (n=85, C) P value (intergroup)
Mean SD Mean SD Mean SD
Total score 48 7.6 50 7.3 47 8.6 0.10 -
Being valued as a 6.1 0.86 6.0 1.0 5.9 1.1 0.30 -
person
Living in calm 5.4 1.1 5.5 1.0 5.0 1.2 <0.001 B versus C (.022)
circumstances A versus C
(<0.001)
Trusting physician 5.4 1.2 5.2 1.1 5.4 1.1 0.60 -
Being free from 5.2 1.2 5.1 1.3 5.0 1.3 0.37 -
physical distress
Spending enough 5.0 1.8 5.1 1.8 4.6 1.4 0.028 A versus C (.024)
time with one’s
family
Being able to stay at 4.7 1.4 5.0 1.2 4.5 1.6 0.11 -
one’s favourite place
Feeling that one’s 4.6 1.6 5.2 1.4 4.5 1.9 0.064 =
life was completed
Being a burden to 4.4 1.5 4.3 1.6 4.7 1.4 0.17 -
others
Having some 4.3 1.5 45 1.4 3.9 1.6 0.045 A versus B (.79)
pleasure in daily life B versus C (.091)
A versus C (.062)
Being independent 3.0 1.8 3.8 2.1 3.3 2.0 0.019 A versus B (.024)

in daily life

(0.9%) stated that there was a need for great improve-
ment. There was a significant difference in the need for
improvement in shared (vs private) rooms (p<0.001).
In contrast, there was no significant difference in satis-
faction with end-of-life care between private and shared
rooms (p=0.11).

Significant differences were found in favour of private
(vs shared) rooms for the following specific items:
‘privacy was protected’ (p<0.001), ‘it was easy for visitors
to visit when they wished to do so’ (p<0.001), ‘I could
discuss sensitive issues with medical staff without concern’
(p<0.001), ‘I could visit at night when I wished to do so’
(p<0.001), and in the Comparison of the Good Death
Inventory, ‘Living in calm circumstances’ (p<0.001) and
‘Spending enough time with one’s family’ (p=0.028). In
contrast, significant differences were found in favour of
shared (vs private) rooms for the following items: ‘The
patient could interact with other patients’ (p=0.001), and
in the Comparison of the Good Death Inventory, ‘Being
independent in daily life’ (p=0.019) (table 3).

Participants’ experiences related to moving rooms
were as follows: ‘the patient was in a large room; however,
shortly before he/she died, he/she moved to a private
room’ (agree; n=81, 18.8%); ‘T would have liked to see
the patient end up in a private room; but he/she died in

a large room’ (agree; n=37, 8.6%); and ‘The patient had
to use a private room, which was costly because the shared
room was not available for a while’ (agree; n=8, 1.9%).

DISCUSSION
The current study was the first large-scale study to examine
the perspectives of bereaved relatives of deceased patients
and the effects of spending time in private and shared
rooms on patients in inpatient hospices in Japan. Partic-
ipants were mostly satisfied with end-of-life care in both
private and shared rooms; however, some improvements
to professional care related to room environment are
needed. There was a significant difference in the need
for improvement in shared (vs private) rooms but not
concerning participants’ satisfaction with end-of-life care.
Factors that the participants perceived as benefits of a
private room included privacy, the ease in receiving visi-
tors, and the ability to talk with medical staff. In contrast,
factors that they perceived as benefits of a shared room
included interacting with the patient and other patients.
This study revealed conflicting desires regarding the
room environment—a private or shared room during
end-of-life care in an inpatient hospice setting. For
example, while a private room is suitable for some issues,
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such as the protection of privacy, a shared room is suitable
for ensuring that patients do not feel lonely. Therefore,
in shared rooms, it could be useful to consider setting
up a separate private space that can be used by anyone
at any time. Patients in private rooms were concerned
that they would not be seen by medical staff; thus, certain
measures, such as having medical staff visit private rooms
frequently, should be considered to address this concern.
Previous studies had also noted patients’ concerns with
loneliness?! 22; therefore, interactions with other patients
should be facilitated, and individualised considerations
(eg, people, nature, sounds, memories, pets, and scents)
could be useful.”

Additionally, there were significant differences in
favour of private rooms for ‘living in calm circumstances’
and ‘spending enough time with family’ in the GDI
Meaningful communication (saying ‘goodbye’) between
the patient and family members, and not their presence
or absence itself, was associated with better outcomes
on measures of depression and complicated grief.** In
a private room, it would have been possible to create
an atmosphere in which meaningful communication
(saying ‘goodbye’) could have occurred. In addition,
home hospices scored higher on the GDI than inpatient
hospices.” Private rooms contain elements that are closer
to home.” This might explain the finding in this study
that there was a significant difference in favour of private
rooms for ‘living in calm circumstances’ and ‘spending
enough time with family’ on the GDI. Meanwhile, there
were significant differences in favour of shared rooms
for ‘being independent in daily life” in the GDI. In this
study, significant differences were found in favour of
shared rooms for ‘the patient could interact with other
patients’. This could be interpreted as patients with inde-
pendent daily life were able to interact with other patients
in shared rooms.

In this way, for patients who had to be moved to a shared
room or private room because of various problems, such
as physical problems peculiar to the terminal stage,
psychological problems such as delirium, and financial
problems such as hospitalisation costs, we believe that
individual consideration of the advantages and disadvan-
tages of spending the last days of life in a private room or
shared room is effective.

The limitations of this study include: generally moderate
response rate (75%), no input from patient themselves,
and no validity or reliability testing of family-perception
questionnaires. Additionally, this study found that approx-
imately 70% of patients in the inpatient hospices were
placed in private rooms for the entire period from admis-
sion to discharge. Therefore, we might not have captured
the views of participants whose relatives had spent much
of their time in shared rooms.

CONCLUSIONS
In end-of-life care, the environment in which patients
spend time affects their quality of life.'! The current

findings clarified the advantages and disadvantages of
spending one’s final days of life in a private or shared
room in an inpatient hospice. Based on these results, it
is necessary to adjust the room according to the values of
patients and their families.
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