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Table 2. Evaluation of good death in PCU and general wards

PCU . General P-va-
‘wards lue

Ten core domains

|. Environmental comfort 57 10 47 15 <0001

1 Life completion 41 17 43 16 080

3, Dying in a faverite place 50 15 45 19 005

4. Maintaining hope and pleasure 4,1 15 38 17 03I

5. Independence 36 1B 40 18 010

6. Physical and psychological S0 15 45 17 004
comfort

7. Good relationship with medical 56. 10 53 13 007
staff

B. Mot being a burden to others 40 15 38 13 0I%

9. Good relationship with family 51 12 48 12 018

10, Being respected as an individual 59 09 54 13 00l

| 1. Religious and spiritual comfort 25 |6 30 |8 02

12 Receiving enoug 51 15 50 16 090
13. Control over the future - 40 17 39 17 076
14, Feeling that one’s life is worth 52 13 52 13 089
living
15, Unawareness of death 36 14 40 15 0l0
16, Pride and beauty 34 13 35 16 083
17. Natural death 55 12 50 14 002
| 8. Preparation for death 48 |4 48 |3 092

Note: Smatlsdcal tast comparing two places of care was by Welch's t test. PCU:
Palliative Care Unic

surgery, P = 0.01). ‘Good relationship with family’
correlated with place of care (PCU, P =0.007),
low household income (P = 0.02), type of room
(privdte, P=0.03), and not receiving artificial
hydration (P =0.02). ‘Being respected as an
individual’ correlated with place of care (PCU,
P = 0.04), patient’s older age (P = 0.003), patient’s
marital status (not married, P=0.04), family
member’s relationship (spouse, P =0.02), carly
cancer stage (P =0.008), treatment experience
(chemotherapy, P = 0.004), type of room (private,
P = 0.03), not receiving chemotherapy in the last
14 days (P = 0.002), and palliative sedation (P =
0.03).

Factors contributing to evaluation of a good death
(optional domains)

We show the results of multiple regression analyses
regarding eight optional good death domains in
Table 4. ‘Religious and spiritual comfort’ corre-
lated with family member’s younger age (P = 0.01)
and family's religiousness (P<0.001). ‘Receiving
enough treatment’ correlated with patient’s older
age (P=0.03), family member’s older age (P =
0.01), and opioid medication (P = 0.009). ‘Feeling
that one’s life is worth living’ correlated with the
duration since diagnosis (P = 0.04). “Unawareness
of death’ correlated with family member’s older age
(P = 0.002), patient’s marital status (not married,

Copyright © 2007 John Wiley & Sons, Led,
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Table 3. Factors contributing to a good death (10 core
domains) )

P P-value
|, Environmental comfort (R = 0.219)
Place of care (PCU) 105 <0001
Family member’s age 003 <000
Family member’s health ' =031 oo
2 Life completion (R* = 0.257)
Place of care (PCU) 055 006
Patient's age 008  <000I
Family relationship (spouse) 101 <0001
3. Dying in o fovorite ploce (R = 0.307)
Place of care (PCU) 010 07
Patient's age 003 0003
Farily relationship (spouse) 089 <000
Family member's education =036 0005
4. Maintaining hope and pleasure (R? = 0.168)
Place of care (PCU) 034 03
Patient’s age 002 04
Cancer staging 072 00l
Duration from diagnosis 001 004
Vasopressor ' =221 <0001
5. Independence (R* =0.0I8)
Place of care (PCU) _ -054 Q.1
6. Physical and psychologicol comfort (R? = 0.312)
Place of care (PCU) 071 ool
Patient's age 002 002
Family member’s age 004 <0.00!
Paliiative sedation -064 003
Antibiotic -085 <0001
7. Good relationship with medical stoff (R* = 0.196)
Place of care (PCU) 022 026
Patient's age 0.02 004
Farnily member's age 002 001
Cancer staging -069 <0001
Opioid medication 082 0003
8. Not being a burden to others (R? = 0.115)
Place of care (PCU) 052 006
Patient’s age 003 0005
Treatment experience (surgery) =061 001
9. Good relationship with fomily (R* = 0.115)
Place of care (PCU) 076 0007
Household income =018 Q02
Type of room (private) 087 003
Artifical hydration -065 002
10, Being respected as an indwidual (R? = 0.302)
Place of care (PCU) 048 004
Patient’s age 002 0003
Patient's marital status (mamied) -046 004
Family relationship (spouse) 051 0o
Cancer staging -048 0008
T experience (chemotherapy) 052 0004
Type of room (private) 073 003
Chematherapy in the last |4 days =131 0002
Palliative sedation 046 003

Note: Muldple regression amalyses with backward variable selection method
(P<0.05). Place of death was included in the model absolutely. PCU: Palliacive
Care Unic

P=0.006), family member's sex (female,
P =0.01), and not receiving palliative sedation
(P=0.001). ‘Pride and beauty’ correlated with
patient’s older age (P <0.001), and opioid medica-
tion (P = 0.003). ‘Natural death’ was correlated
with patient's marital status (not married,

Psycho-Oncology | 7: 612-620 (2008)
DOt 10.1002pon



Factors contributing to a good death

Table 4. Factors contributing to a good death (8 optional
domains)

f  Povalue
1 1. Religious and spiritual comfort (R? = 0.369) .
Place of care (PCU) -025 035
Famnily member’s age =002 001
Family member's refigiousness 099 <000|
12 Receiving enough treatment (R* = 0.137)
Place of care (PCU) 003 092
Patient's age . 002 003
Famnily member’s age 003 001
Opioid medication : .10 000
13, Control over the future
Place of care (PCU) 045  0l6
14, Feeling that ane’s life is worth lving (R? = 0,034)
Place of care (PCU) 006 083
Duration from diagnosis 001 0.04
15, Unawareness of death (R? = 0.162)
Place of care (PCU) 031 0
Family member's age 003 Qoo
Patient's marital statis (mirried) =070 0006
Family mamber's sex (male) -059 00l
Palliative sedation =072 0001
16. Pride and beauty (R? = 0.187)
Place of care (PCU) -034 0.8
Patient's age 005 <000!
Opicid medication 102 0003
17. Naturol death (R? = 0.143)
Place of care (PCU) 026 02
Patient's marital status (married) -072 0002
Opioid medication 106 0001
18. Preparation for death (R = 0.100)
Place of care (PCU) -0/l 048
Patient’s age 002 002
Fraquency of family attending to patient -032 00
Oxygen inhalation =066 004
Opioid medication 072 005
Note: Muldple regressi lyses with backward variable tion maethed (P<
0.05). Place of death was Inciuded in the model sbsclutely, PCLK Palliative Care
Unie

P=0.002) and opioid medication (P =0.001).
‘Preparation for death’ correlated with patient’s
older age (P =0.02), high frequency of family
attending to patient (P = 0.02), oxygen use (P =
0.04), and opioid medication (P = 0.05).

Discussion

This is the first study to explore factors contribut-
ing to the evaluation of a good death from the
bereaved family member’s perspective using reli-
able measures. We found, first, that death in the
PCU was described as a good death for some
aspects including ‘environmental comfort,’
‘physical and psychological comfort,” ‘being re-
spected as an individual,’ and ‘natural death.’
These results suggest that Japanese inpatient PCUs
provide the dying patient not only environmental
comfort but also whole person care. On the other
hand, there were no differences for the other good
death domains. The preference for place of care

Copyright © 2007 John Wiley & Sons, Ltd.
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was influenced by the patient’s concept of a good
death [25]. The referral to a PCU should be
according to the patient’s preferences and provi-
sion of information regarding the merits of the
PCU. Second, we investigated many factors con-
tributing to evaluation of a good death including
not only patient and family demographics but also
some medical variables. We found that patient’s
and family member’s age and other demographic
factors correlated with the evaluation of a good
death. In addition, we found that life prolongation
treatment and aggressive treatment such as che-
motherapy in the last 2 weeks were barriers to
attainment of a good death.

The patient's and family member’s age was
correlated with many aspects of a good death.
Tsai er al. reported that patient age was not
associated with a good death by proxy (medical
practitioner) good death assessment [26]. This
discrepancy may be due to the person doing the
rating. Japanese bereaved family members evaluate
a good death for older patient age. In other words,
these results suggest that death at younger ages
tended to be evaluated as a bad death. The older
the family member, the more positively the family
would look on the patient’s death. The patient’s
marital status (not married) was associated with
several good death domains. This might be because
the mean age of unmarried patients was higher
than married patients (76 vs 67). The reason for the
mean age difference would be from including
‘widow’ in the unmarried population. In addition,
several other demographic variables contributed to
a good death. We should note that demographic
variables influenced the evaluation of a good death
from the bereaved family member’s: perspective,
and for the proper evaluation of the intervention
for a good death, we ought to adjust for these
variables in the analysis.

Life-prolonging treatments such as vasopressors,
antibiotics, and artificial hydration were barriers
to achieving a good death., According to a
nationwide opinion survey, most Japanese do not
desire unnecessary life-prolonging treatment [27].
Withholding this type of treatment might contri-
bute to a good death in Japan. Chemotherapy
in the last 2 weeks was also a barrier to a good
death. In Western countries, aggressive treatment
for the dying cancer patient was identified as an
indicator of poor quality [28-30]. Our results
confirmed these previous studies. Withholding
aggressive treatment for the dying patient
contributes to a good death.

Opioid medication was positively associated with
a good death. In Japan, opioid consumption per
capita is significantly lower than in Western
countries [31]. Appropriate opioid medication
might contribute to a ‘good relationship with
medical stafl” and ‘receiving enough treatment’ in
the good death domains because bereaved family

Psycho-Oncology 17: 612-620 (2008)
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members valued appropriate medical treatment.
In addition, opioid use contributed to a good death
in the domains of ‘pride and beauty,’ ‘natural
death,’ and prcpa.rat:on for death. In Japan,
although there are misconceptions regarding
opioid medications, use of opioids might contri-
bute to a good death from the bereaved family's
perspective [32].

Palliative sedation was negatively associated
with the evaluation of a good death. Many patients
with palliative sedation probably suffered from
physical and psychological symptoms. Therefore,
the bereaved family members would evaluate this
situation as a bad death for these patients. As a
result, palliative sedation would be negatively
associated with physical and psychological com-
fort. That is to say, physically and psychologically
distressed patients would be more likely to receive
palliative sedation. In addition, Morita reported
that 25% of bereaved family members were
distressed with palliative sedation therapy [33],
expressing guilt, helplessness, and physical and
emotional exhaustion [34). The distress of family
members might have influenced the rating of a
good death. On the other hand, palliative sedation
was positively associated with 'being respected as
an individual.” This might indicate that the family
felt that the palliative sedation was alleviating the
patient's symptoms. In Japan, clinical guidelines
for palliative sedation therapy have been estab-
lished [35]. In accordance with these guidelines, it is
important to provide sufficient information about
palliative sedation to the patient and family and to
allow for discussion.

Having a private room was positively correlated
with a ‘good relationship with family’ and ‘being
respected as an individual’ Staying in a private
room énhanced the family relationships and
patient’s dignity. Cancer staging was correlated
with ‘maintaining hope and pleasure, ‘good
relationship with medical staff,’ and ‘being re-

spected as an individual.” Communication with -

advanced-stage cancer patients and their families is
a relevant issue in Japan [36].

The limitations of this study are as follows:
First, the response rate was 48% of potential
participants. We believe, however, this is not a fatal
flaw because the objective of this study was to
explore factors contributing to evaluation of a
good death. Second, this study was conducted at
one regional cancer center. Third, although over
80% of deaths occurred on general wards in Japan,
only 26% of the deaths in this institution occurred
on general wards. Therefore, the results of this
study might not be generalizable to other settings.
Lastly, R? values of multiple regression analyses
are generally low. This implies that other potential
variables associated with a good death exist. It is
necessary to explore these factors in further
research.

Copyright © 2007 john Wiley & Sons, Ltd.
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Conclusions

In conclusion, we found that death in the PCU
achieved a good death for some domains including
‘environmental comfort,” ‘physical and psycholo-
gical comfort,” ‘being respected as an individual,’
and ‘natural death’. We found that the patient’s

' and family member’s age and other demographic

factors, life-prolonging treatment, and aggressive
treatment were barriers to attainment of a good
death. Moreover, opioid medication might have
contributed to.a good death. Withholding life-
prolonging treatment and aggressive treatment
from the dying patient and appropriate use of
opioids may be associated with the achievement of
a good death in Japan.

Appendix
Good Death Inventory (GDI)

How do you think the patient felt during the
cnd—-of-hfc period? Please check the appropriate
number. 1: absolutely disagree, 2: disagree, 3:
somewhat disagree, 4: unsure, 5: somewhat agree,
6: agree, 7: absolutely agree.

I. Physical and psychological comfort
Patient was free from pain.
Patient was free from physical distress.
Patient was free from emotional distress.
II. Dying in a favorite place
Patient was able to stay at his or her favorite place.
Patient was able to die at his or her favorite

place.
The place of death met the preference of the
patient.

Ill. Maintaining hope and pleasure
Patient lived
Patient had some plasuru in dally life.
Patient lived in hope.

IV. Good relationship with medical staff
Patient trusted the physician.
Patient had 2 professional nurse with whom he
or she felt comfortable.
Patient had people who listened.

V. Not being a burden to others
Patient was not being a burden to others. (¥)
Patient was not being a burden to family
members. (¥)
Patient had no financial worries. (*)

V1. Good relationship with family
Patient had family support.
Patient spent enough time with his or her family.
Patient had family to whom he or she could
express feelings.

VIl. Independence
Patient was independent in moving or waking up.
Patient was independent In dally activities.
Patient was not troubled with excretion.

Psycho-Oncology 17: 612-620 (2008)
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VIll. Environmental comfort
Patient lived in quiet circumstances.
Patient lived in calm circumstances.
Patient was not troubled by other people.

IX. Being respected as an individual
Patient was not treated as an object or a child.
Patient was respected for his or her values.
Patient was valued as a person.

X. Life completion
Patient had no regrets.
Patient felt that his or her life was completed.
Patient felt that his or her life was fulfilling.

Xl. Receiving enough treatment -
Patient received enough treatment.
Patient belleved that all available treatments
were used.
Patient fought against disease until the last
moment.

XIl. Natural death
Patient was not connected to medical
instruments or tubes.
Patient did not receive excessive treatment.
Patient died a natural death.

XlIl. Preparation for death
Patient met people whom he or she wanted to
see.
Patient felt thankful to people.
Patient was able to say what he or she wanted to
dear people.

XIV. Control over the future
Patient knew how long he or she was expected
to live.
Patient knew what to expect about his or her
condition in the future,
Patient participated in decisions about treatment
strategy.

XV. Unawareness of death
Patient died without awareness that he or she
was dying.
Patient lived as usual without thinking about
death.
Patient was not informed of bad news.

XVL. Pride and beauty
Patient felt burden of a change in hls or her
appearance. (*)
Patient felt burden of receiving pity from others. (*)
Patient felt burden of exposing his or her physical
and mental weakness to family. (*)

XVII, Feeling that one's life is worth living
Patlent felt that he or she could contribute to
others.,
Patient felt that his or her life is worth living.
Patient maintained his or her role in family or
occupation.

XVIIl. Religious and spiritual comfort
Patient was supported by religion.
Patient had faith.
Patient felt that he or she was protected by a
higher power,
(*) Inverse items

Copyright © 2007 john Wiley & Sons, Ltd.
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Findings

It is important to assist family members in caring for per-
sons with disabilities. The important role of family car-  support is available from family caregivers.
egivers in maintaining their disabled members in the
community is becoming increasingly recognized [1]. In

} use, distrib and reproduction In any medium, provided the original work is property cited.

Abstract

Aims: The purpose of this study was to ine HRQOL depending on whether the participants
have family members with disabilities or not. In addition, we examined the relationship between
HRQOL and social networks ameng family caregivers in Japan.

Methods: The study has a cross-sectional design. Survey forms were distributed to 9205 people
aged 30 and older who visited a dispensing pharmacy within fifteen areas of japan. We collected
data on gender, age, job status, and care giving status for persons with disabilides. Moreover, we
assessed support size, social support, and HRQOL. Out of the 2029 questionnaires returned, 1763
(male: 663, female: 1100, mean age = 63.06 + I334)wmnlidbr:taﬁ:dc-llm}yul{thlavﬂhhll
response rate was |9.15%).

Results: A significant difference in HRQOL was identified between family caregivers and non-
family caregivers. Further, in males (N = 101), the results confirmed that only social support
predicted the PCS and MCS scores, while other variables did not predict either score. On the other
hand, in females (N = |44), it was found from the second step of hierarchical multiple regression
analysis that only age explained the PCS score, while job status and support size explained the MCS

score.

Conclusion: Itis reasonable to conclude that the HRQOL of family caregivers was lower than that

of non-family caregivers, and that the HRQOL of family caregivers was estimated by their social
networks.

addition, Japan has various care requirements for persons

with disabilities. It often becomes very important that

Transitional

community-based care has increased awareness of the
extent of the importance of family caregivers [2].
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Caring for persons with disabilities places a chronic phys-
ical and mental burden on family caregivers. Thus, it is
important that physical, mental and social aspects, in
other words, QOL of a family caregiver, are discussed.
Canam and Acorn [2] suggest that QOL has emerged as an
important concept for determining the impact of commu-
nity-based care on family caregivers. However, few studies
have antempted to explore how the QOL of family caregiv-
ers for persons with disabilities is different from the QOL
of non-family caregivers. Any potential study should also
identify whether there are gender differences in a car-
egiver's QOL because a caregiver's QOL can be influenced
by gender [3].

Some studies have related HRQOL to social networks.
Hellstrom et al. [4] described that the social network
determined a high QOL among people aged 75 years and
over. Another study has suggested that higher levels of
social support increases the self-reported QOL of male
workers [5]. Here we show that, as has previously been
reported, the QOL of family caregivers might be explained
by social network variables.

The purpose of this study was to examine differences in
HRQOL depending on whether the participants have fam-
ily members with disabilities or not. Moreover, we also
examined the relationship of HRQOL and social networks

among family caregivers.

This study was approved by the institutional review board
ofthe Department of Psychology and Behavioral Sciences,
Graduate School of Human Science, Osaka University.
The study was a cross-sectional, anonymous mail survey.
In this study, we used a convenient sampling technique
(e.g. Syad et al,, 2008 [6]). The survey forms, *the ques-
tionnaire about medicine and lifestyle®, were distributed
10 9205 people aged 30 and older who visited a dispens-
ing pharmacy within fifteen areas of Japan. These areas
included the twelve prefectures in the Kanto, Chubu,
Kinki, Chugoku, Shikoku, and Kyushu regions. Staff
members in the dispensing pharmacies handed out the
questionnaires, If a person who came 10 a dispensing
pharmacy looked like they were over 30 years old, the staff
handed the questionnaire to that person. The staff
explained the study to the person as follows: 1. Participa-
tion in this research is on a voluntary basis. 2. This survey
is being conducted on medical care and lifestyle. 3. If you
participate in this study by completing a questionnaire,
you will receive incentives which incdude some flower
seeds. Moreover, we explained the purpose of the study on
the questionnaire and the fact that returning the question-
naire would be regarded as consent for participation,
though we asked the participants to return the question-
naires anonymously. The study was carried out from
November 2006 to January 2007.

http:/Awww.bpsmedicine.com/content/2/1/17

We collected data on the gender, age, and job status of
participants. In order to identify family caregivers, we also
collected data about whether the participants had family
members with disabilities or not. The relevant question
was "Are you living with a family member who has a dis-
ability?” In this study, we defined somebody as a family
caregiver if the response to the question was *Yes".

We used two scales to assess social support that was recog-
nized by participants. One scale was the tangible social
support scale [7] to rate suppont size, i.e. the quantitative
amount of social support. The scale was *If you have prob-
lems, how many people around you do you have to help
you?® The other scale was a social support scale |8], which
was altered 1o suit people of all ages in order to assess the
qualitative amount of social support. The scale was *If you
have worries or problems how many of your family and
friends will listen to you?”", and was a 5-point Likert scale.
Although these scales have not been validated in a Japa-
nese population, some Japanese studies have used these
scales (e.g. Shiozaki et al. [9] and Okabayashi et al. [8])

For this study, we used the Japanese version of the MOS
SF-8 which was administered 10 assess HRQOL. The SF-8
is divided into an 8 dimension health profile (PF, RP, BP,
GH, VT, SF, RE, and MH) and 2 summary scores (PCS and
MCS). The SF-8 is comprised of 8 items that are assessed
by a 5 or 6-point Likert scale. The 8 domain scaled scores
range from 0 to 100, with 100 representing optimal health
and functioning. The Japanese version of the SF-8 has
good reliability and validity among the Japanese popula-
tion [10].

All data were analyzed using SPSS 15.0J. If missing data
were found in the scale, the scores of the comresponding
factors were excluded from the analysis. Out of the 2029
questionnaires returned, 1763 were valid for statistical
analyses. The available response rate was 19.15% (male:
663, female: 1100, mean age = 63.06 £ 13.34). The rest (n
= 266) were invalid due to a lack of major information
(gender, age, or care giving status), or because the
respondent was below thirty years old.

The results of the chi-squared tests for demographic data
showed that more family caregivers were not holding a
job than non-family caregivers (care giving status x gen-
der: #2(1) = 1.47, n.s./care giving status x job status: 32(1)
= 8.00, p < .01). The result of a r-test identified that the
family caregivers' mean age (66.54 £+ 12.11) was signifi-
cantly higher than that of non-family caregivers (62.28 +
13.48) (1 (1761) = 5.23, p < .001).

With respect to whether the parnticipants were family car-
egivers or not, the analyses indicated significant differ-
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ences in all HRQOL scores (Table 1). However, support
size and social support were not different in either group.

To examine potential factors that explain PCS and MCS
scores in men (N = 101) and women (N = 144), two-step
hierarchical regression analyses were performed by enter-
ing age and job status as a set in the first step, and support
size and social support as a set in the second step for males
and females (Table 2). In males, the results confirmed that
only social support predicted the PCS and MCS scores,
while other variables did not predict either score. As for
the coefficient of multiple determinations, a significant
value was gained with MCS only in the second step. Fur-
ther, the R? changes identified by the hierarchical regres-
sion analysis in the second step were significant in the PCS
and MCS scores. On the other hand, in females, it was
found from the second step of hierarchical multiple
regression analysis that only age explained the PCS score
and job status, and support size explained the MCS score.
For the coefficient of multiple determinations, a signifi-
cant value was achieved for PCS and MCS in the first and
second steps. The R2 change was not significant for either
analysis of the female data.

One of the important findings that this study identified
was a significant difference in HRQOL depending on
whether the participants were family caregivers or not.
This finding suggests that health care providers should
encourage family caregivers to improve their HRQOL
more than non-family care givers. Furthermore, there was
not a significant difference between family caregivers and
non-family caregivers in social network variables,

The second important finding of this study was that the
relationship between social networks and HRQOL dif
fered by gender. Specifically, social support explained the
PCS and MCS in males, while support size explained the

hittp:/Awww bpsmedicine.com/content/2/1/17

MCS in females. Likewise, according to the present study,
R2 changes were significant for the MCS in males. From
the results of this study, male family caregivers did not
necessarily require many supporters to maintain their
HRQOL, but rather an attentive listener to their worries or
problems. By contrast, the better physical component of
female family caregivers was only explained by lower age.
Female family caregivers had a preferred mental compo-
nent if they had a job and many people who suppont
them.

This survey has several limitations. First, because this
study was a cross-sectional design, we cannot refer to
inferring causal paths. Second, there was a significant dif-
ference in HRQOL depending on whether the participants
were family caregivers or not, but there were also signifi-
cant differences in mean age between family caregivers
and non-family caregivers. Third, we did not collect data
about the degree of care giving for persons with disabili-
ties. Because little research has been directed at evaluating
strategies for preserving caregivers physical functioning in
addition to their psychological well-being [11), it is very
worthwhile to identify social networks as important for
the HRQOL of family caregivers. Fourth, in this study, the
response rate and R? values that were significant were rel-
atively low. It should be noted in the interpretation of the
results.

In the future, further studies of family caregivers for per-
sons with disabilities should be conducted in detail. For
example, research about the specific disability of the fam-
ily member (e.g. physical disability, mental disabilities, or
intellectual disability) should be done. Additionally, we
recommend that future research include an investigation
of interventions for family caregivers for persons with dis-
abilities to increase support size and sodal support.

Table |: Mean (5D) and results of t-tests for HRQOL and social network by caregiver status

family caregivers
mean sD N
PF 45.31 B.74 2291
RP 45.95 7.50 295
BP 47.14 827 308
GH 4696 728 n
YT 49.09 724 306
SF 45.09 9.04 m
RE 47.33 791 300
MH 48.49 7.50 307
PCS 44.94 752 26l
MCs 48.11 759 261
support size a9l 275 29
sochl support n 074 31

*h < .05, **p < .01, **p < .001

non-family caregivers tvalue
mean sD N
47.10 717 1328 170 baad
47.35 1.74 1340 180 il
4885 809 1369 113 "
4833 6.87 1250 07 had
5024 655 1373 7 .
4675 B892 1353 92 b
4885 693 1328 134 -
49.86 6.84 1363 kXL -
4611 720 1nn 136 "
4929 699 17 42 "
19¢ 166 1353 0.31 n
180 0.8l 1387 (A1} n
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Table 2: Result of hierarchical multiple regression to explain PCS and MCS by sex of the family caregiver

PCS: male B PCS: female B
step | step 2 step | step 2
age -13 -13 age -3y X L o
job status 02 07 job status -03 .03
support size 09 support size -02
social support 22 soclal support -.03
R 02 09 R 09 0@~
Re change or R? change 00
MCS: male B MCS: fernale B
step | step 2 step | step 1
age -07 06 age v 16
job status -02 -02 job status 200 l9*
support size A4 support size A9
secial support 25 sochl support 02
R -02 or R 04 0&*
R? change A1 R? change 04
*p < 05, “p < .01, **p < .00
List of Abbreviations 3. McCullagh E, Brigstocke G, Donaldson N, Kalra L: Determinants of
HRQOL: health-related quality of life; QOL: quality of burden and of life in caregivers of stroke

life; MOS: Medical Outcomes Study; SF-8: Short Form 8-
Item Health Survey; PF: physical functioning; RP: role
functioning- physical; BP: bodily pain; GH: general health
perception; VT: vitality; SF: social functioning; RE: role
functioning-emotional; MH: mental health; PCS: sum-
mary scores for the physical components of health; MCS:
summary scores for the mental components of health.

Competing interests
The authors declare that they have no competing interests.

Authors’ contributions

HA performed the statistical analysis. All authors contrib-
uted to the study design, carried out this study, and
approved the final version of this paper.

Acknowledgements

This work was supportad by a Grant-in-Ald for Scientific Research. The

uthors gratefully acknowledge the support of Kenji Hazama and other sup-
port members of Ayumino-kal (Organization of post graduate education for
pharmaciscs). Wa also thank Ayako Fujita, Chihire Kebayashl and Keuhal
Masumoto for their helpful comments on this paper. Finally, we would ke
to thank the par whosa Involy made this & posal-
ble.

References

I. Whita CL, Lauzon S, Yaffe M}, Wood-Dauphines 5 Toward a
madal of quality of lifs for family carsgivers of stroke survi-
vors. Quol Life Res 2004, 13:625-638.

2 Canam C, Acorn §: dlllbrhnﬂ”mmdp-o-

ple with chronic problems.  Rehobi Nurs 1999,
24:192-196. 200

patients. Stroke 2005, Jéu2181-2186.
MY:WﬂwB:MdMM

older p in d g from informal andlor
ﬁmulhc&mntbmwhm Health
Soc Care Community 2004, 12:504-5 6.

e T
Sysd HR. Zachrisson HD, Dalgard OS, Dalen I, Ahlberg N: Concord-
Pt Ay nd Do tin Qucsionnaie (PADG).
&:ﬁ( "B:h measure of social support as

d..—bmﬂ.p.nmmgmm
a
mﬂw Yatoml N, Nakatani Y, Talnblyldtlﬂ.
Fukays T, Shibats H: The
mmﬂwummum
pnpl.. Shinrigoku Kenkyy 1997, 68(3):147-154. (in japanese)
MHHNK.TM.&M h&::htlwpo s
slulndhpndcdn {
M‘::d Prychosomatic Medicine 2006, 46:883-890. (In japanesa)
Suzulkamo Y: Mofmmkpnmwmlm
& Procens B RMKMM
G: Enh | and psychological
family The role of regular
physical activity. Ann Behov Med 1997, 19:91-100.




Support Care Cancer (2008) 16:217-222
DOI 10.1007/s00520-007-0215-1

Barriers to referral to inpatient palliative care units
in Japan: a qualitative survey with content analysis

Miisunori Miyashita « Kei Hirai - Tatsuya Morita «
Makiko Sanjo - Yosuke Uchitomi

Received: 25 October 2006 / Accepted: 10 January 2007 /Published online: 21 February 2007

© Springer-Verlag 2007

Abstract

Objectives We investigated the barriers to referral to inpatient
palliative care units (PCUs) through a qualitative study across
various sources of information, including terminal cancer
patients, their families, physicians, and nurses,

Materials and methods There were 63 participants, includ-
ing 13 advanced cancer patients, 10 family members, 20
physicians, and 20 nurses in palliative care and acute care
cancer settings from five regional cancer institutes in Japan.
Semi-structured interviews were conducted regarding bar-
riers to referral to PCU, and data were analyzed by content
analysis method.

Results A total of 21 barriers were identified by content
analysis. The leading barriers were (1) a negative image of
PCUs by patients and families (n=39), (2) delay of
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termination of anti-cancer treatment by physicians in the
general wards (n=24), (3) unwillingness to end anti-cancer
treatment and denial of the fatal nature of the disease by
patients and families (n=22), (4) patient’s wish to receive
care from familiar physicians and nurses (1=20), and (5)
insufficient knowledge of PCUs by medical staff in general
wards (n=17).

Conclusions To correct these unfavorable images and
misconceptions of PCUs, it is important to eliminate the
negative image of PCUs from the general population,
patients, families, and medical staffs. In addition, early
introduction of palliative care options to patients and
communication skills training regarding breaking bad news
are relevant issues for a smooth transition from anti-cancer
treatment to palliative care.

* Keywords Palliative care - Hospice - Neoplasms -

Referral and consultation - Qualitative research

Introduction

Palliative care specialists are faced with extensive barriers
to providing effective end-of-life care [1, 14, 15, 30]. It is
important to explore barriers to referral to hospice because
late referral results in low family satisfaction with care [25].
Many studies have been done regarding obstacles to
hospice referral [3-6, 10, 13, 19, 21, 23, 29], and various
barriers have been identified. They include the difficulty of
predicting prognosis [3, 29], lack of physician acceptance

‘of terminal diagnosis and death [1, 6, 14], physician’s

unwillingness to refer to hospice service [1, 5], physician's
unfamiliarity with hospice [5], physician’s negative opinion
of hospice service [5], insufficient knowledge of physician
about hospice service [1], insufficient education for physi-
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cians about palliative care [1, 6, 14], a medical system that
does not include hospice as standard care [14, 30], patient's
and family’s unwillingness to use hospice [1, 19, 23],
patient’s and family’s desire for life-prolonging treatment
[29], lack of acceptance of a terminal diagnosis by the patient
and family [23, 29, 30), insufficient knowledge by the
general population and patients and families about hospice
service [10, 13], and social attitudes toward death [30].

In Japan, the Ministry of Health, Labor, and Welfare has
strongly supported the dissemination of specialized pallia-
tive care services. National Medical Insurance has covered
inpatient palliative care units (PCUs) for terminal cancer
patients since 1991, and the number of PCUs has
dramatically increased from S in 1991 to 162 in 2006. On
the other hand, the growth of home-based palliative care
programs has been slow, and palliative care teams were not
covered by National Medical Insurance until 2002, There-
fore, the most common type of specialized palliative care
service in Japan is the PCU [7, 9, 17]. Although western
studies are focused on referral to home hospice, in Japan,
referral is usually to the PCU. As there is a difference in
medical systems and cultural background, Japanese barriers
to referral to the PCU should be examined [27].

Morita explored reasons for late referral to the PCU in
Japan and found misconceptions about palliative care among
families, inadequate communication with physicians, and
insufficient preparation of the family for the deterioration of
the patient’s condition [17]. However, Morita’s study sample
included only bereaved family members of PCU patients, He
did not include the families of patients who were not referred
or were denied admittance to the PCU. About 5% of cancer
deaths occur in PCUs in Japan. Many patients who should
have been referred to the PCU are assumed to have died in
general wards, Nonetheless, in Japan, there has been no
research exploring barriers to refemmal to the PCU. Therefore,
we investigated the barriers to refemal to inpatient PCUs
using a qualitative study across various sources of informa-
tion, including terminal cancer patients and their families,
physicians, and nurses.

Materials and methods
Participants

Participants were advanced cancer patients, their family
members, physicians, and nurses in palliative care and
acute care cancer settings of five regional cancer institutes
in Japan (Ibaraki, Gunma, Shizuoka, Hiroshima, and
Yamaguchi prefectures). We predetermined that we needed
to recruit 20 participants in each group as the sufficient
, number required for a qualitative study. Then 16 participants
(four for each group) were allocated for each institution, and

& Springer

the patients who met the following conditions were
recruited: having incurable advanced cancer, knowing their
diagnosis, having no cognitive impairment, and being aged
20 to BO years. The physicians and the nurses in acute care
settings were required to have had more than 2 years of
clinical experience in cancer treatment, The physicians and
nurses in palliative care settings were also required to have
had more than 2 years of clinical experience in specialized
palliative care service. We obtained written informed
consent from all the participants.

Interview procedure

Semi-structured- interviews were conducted by five inter-
viewers, including the authors of this article (M. M. and
K. H.), two graduate school students of psychology, and
one research nurse. The interview followed guidelines
developed by the authors through careful consideration of
the purpose of this study, There were two sets of questions.
One set contained predetermined, open-ended questions for
patients and family members, such as the following: “If you
were offered referral to the PCU, what would be the barriers
to admittance to the PCU?" The other set included
predetermined, open-ended questions for physicians and
nurses, as follows: “What do you think are barriers to
referral of patients to the PCU?” For both procedures, the
participants were asked to respond freely to the questions.

Analysis

All the interviews were audiotaped and transcribed.
Content analysis was performed on the transcribed data
[11). First, a research nurse (M. M.) and a psychologist
(K. H.) extracted all statements from the transcripts related
to the study topics, such as barriers to referral to inpatient
palliative care units. Then, under the supervision of an
experienced palliative care physician (T. M.), they carefully
conceptualized and categorized the attributes from the
transcripts based on similarities and differences in the content
and created definitions for all the attributes. Finally, two coders
among the research nurses independently determined whether
each participant had made remarks that belonged to any of the
attributes according to the definitions. When their coding was
inconsistent, a third coder was the final judge. The concor-
dance rate and Kappa coefficient by the two independent
coders were 89% and 0.55, respectively.

In addition, we conducted descriptive analyses on the
frequencies of the attributes. We summarized four groups
into non-medical populations (patient and family) and
medical staff (physician and nurse), and Fisher's exact test
was used to test group differences in the responses for cach
attribute. Significance level was set 0.05, and a two-tailed
test was conducted. All statistical analyses were performed
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using statistical package SAS for Windows version 9.1
(SAS Institute, Cary, NC).

Results
Respondent characteristics

There were a total of 63 participants, including 13 patients,
10 family members, 20 physicians (10 PCU, 10 general
ward), and 20 nurses (10 PCU, 10 general ward; Table 1).
In several institutions, the enrollment of non-medical
populations was insufficient because of the absence of
suitable participants. Although several institutions did not
recruit the required number due to the absence of suitable
participants during the study periods, we did not recruit
additional participants because the number of exiracted
attributes was satisfactorily saturated by the end of the
planned study period. Fifty-seven percent of the partic-
ipants were female, and the mean age was 45 years. The
patients’ primary sites of cancer were the lungs (n=5),
pancreas (n=5), liver (n=2), and others (n=2). Patient
expected survival time from interviews was 1-3 months
(n=6), 3-6 months (n=2), 6 months—1 year (n=3), and
unknown (n=2). Patient performance status (ECOG PS)
was 0 (n=2), | (n=3), 2 (n=4), 3 (n=3), and 4 (n=2).

Barriers to referral to PCU in Japan

A total of 21 barriers were identified by content analysis.
We classified these barriers into three categories: (1)
patient- and family-related barriers, (2) medical staff-related
barriers, and (3) PCU system-related barriers. ‘Their
frequency is shown in Table 2. The leading attribute was
& negative image of the PCU by patients and families (n=
39). Second was delaying the termination of anti-cancer
treatment by general ward physicians (n=24). The third
barrier was unwillingness to end anti-cancer treatment and
denial of the fatal nature of ‘the disease by patients and
families (n=22). Fourth was the patient’s wish to receive
care by the accustomed physician and nurse (n=20). And
the fifth barrier was insufficient knowledge of PCUs by
medical staff in the general ward (n=17).

Table 1 Participants’ demographics

Patient  Family ~ Physician Nurse
(n=13)  (a=10)  (=20) (s=20)
Age, mean (SD), 622 (117) 544 (11.5) 38.6(6.5) 349 (7.6
year
Male, 1 (%) 7(53) 1 (10) 1995 0(0)
Professional carcer, NA NA 133 (6.1) 128 (6.6)
mean (SD), year

Tuble 2 Barriers o referral to PCU in Japan (n=63)

Number Percent

Patient- and family-related barriers

(1) Negative image of PCU among patients and 9 62
family members

(2) Unwillingness to end anti-cancer treatment and =~ 22 35
denial of the fatal nature of the disease by
patient and family

(3) Patient’s wish to receive care by sccustomed 20 2
physician and nurse

(4) Family's request for patient not to be admitted 10 16
to PCU

(5) Insufficient knowledge of the PCU among g 13
patients and family members

General ward medical staff-related barriers

(6) Delaying the termination of anti-cancer 24 38
treatment by the physician in the general ward

(7) lnsufficient knowledge of PCU among medical 17 27
staff in general ward

(8) Failing to communicate & bad prognosis by the 15 4
medical staff in the general ward

(9) Insufficient explanation of PCU by medical 13 21
staff to the patients and families in general ward

(10) Not propasing PCU es an alternative by 1 17
medical staff in the general ward

(11) Negative image of PCU by medical staff in 10 16
general ward

(12) Desire of medical staff in general ward to care 10 16
for patient until death

(13) Insufficient
staff in general ward

(14) Uncertainty of limits of anti-cancer treatment ] 8
by medical staff in general ward

PCU-related barriers

(15) Poor access to PCUs (shortage of PCUs, 12 19
inconvenient locations)

(16) Environment of PCU (private room, 10 16
loneliness, and isolation from general ward)

skills of medical 6 10

(19) Economic problems (expensive private room 6 . 10
fee, expensive hospital bill)

(20) Doctrinaire beliefs of PCU (emphasis on 5 8
philosophy, stringent rules for admission)

(21) Prospective payment system of PCU 3 [

PCU Palliative care unit

Table 3 shows the differences in responses among
groups. For patients, families, and nurses, a negative image
of the PCU by patients and families was the leading barrier.
For physicians, however, it was delaying the termination of
anti-cancer treatment. The following barriers were signifi-
cantly different among the studied groups: (1) negative
image of PCU among patients and family members, (2)
insufficient knowledge of the PCU among patients and
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Table 3 Differences in responses among groups

Barriers Patient Family  Physician  Nurse P value
(=13) (1=10) (=20)  (m=20)
N %-n % n % n %
Patient- and family-related barriers
(1) Negative image of PCU among patients and family members 7 54 3 30 11 55 18 90 0.006
(2) Unwillingness to end anti-cancer treatment and denial of the fatal nature 3 23 2 20 10 50 7 35 033
of the disecase by patient and family
(3) Paticnt’s wish to receive care by accustomed physician and nurse 2 15 1 10 9 45 8 40 012
(4) Family’s request for patient not to be admitted to PCU 0 0 1 10 4 20 5 25 024
(3) Insufficient knowledge of the PCU among patients and family members 0 0 0 0 8 40 0 0 000
General ward medical staff-related barriers
(6) Delaying the termination of anti-cancer treatment by the physician in the 0 0 0 0 13 65 11 55 0.0
general ward '
(7) Insufficient knowledge of PCU among medical staff in the general ward 0 0 1 10 B 40 B 40 0.013
(8) Failing to communicate & bad prognosis by the medical staff in the general 0 0 0 0 B8 40 7 35 0006
ward
(9) Insufficient explanation of PCU by medical staff to the patients and families 0 0 0 0 4 20 9 45 0003
in general ward .
(10) Not proposing PCU as an alternative by medical staff in the general ward 0 0 0 0 6 30 S5 25 0.047
(11) Negative image of PCU by medical staff in general ward 0 0 0 0 4 20 6 30 0051
(12) Desire of medical staff in general ward to care for patient until death 0 0 0 0 4 20 & 30 0051
(13) Insufficient communication skills of medical staff in general ward 0 0 0 0 4 20 2 10 024
(14) Uncertainty of limits of anti-cancer tn t by medical staffingeneral werd 0 0 0 0 4 20 1 5 019
PCU-related barriers
(15) Poor access to PCU (shortage of PCUs, inconvenient location) 2 15 1 10 6 30 3 15 059
(16) Environment of PCU (private room, loneliness, and isolation from general 2 15 1 10 4 20 3 15 09
ward)
(17) Poor communication between PCU staff and medical staff in general ward 6 0 0 0 4 20 S5 25 o012
(18) Discontinuation of anti-cancer treatment in PCU 2 15 0 ] 3 15 2 10 0.77
(19) Economic problems (expensive private room fee, expensive hospital bill) 0 o0 1 10 1 5 4 20 027
(20) Doctrinaire beliefs of PCU (emphasis on philosophy, stringent rules of 0 0 0 0 2 10 3 15 043
admission)
(21) Prospective payment system of PCU 0 o 0 0 2 10 1 5 om
PCU Palliative care unit

family members, (3) delaying the termination of anti-cancer
treatment by the physician in the general ward, (4)
insufficient knowledge of the PCU among medical staff in
the general ward, (5) failing to communicate a bad
prognosis by the medical staff in the general ward, (6)
insufficient explanation of the PCU by medical staff to the
patients and families in the general ward, and (7) not
proposing PCU as an altenative by medical staff in the
general ward. The comparison between PCU staff (PCU
physicians and nurses) and general ward staff (general ward
physicians and nurses) was not significantly different for
any attributes (data not shown).

Discussion

This is the first study to investigate the barriers to referral to
the inpatient PCU in Japan. A negative image of the PCU is

40 springer

recognized as the most important barrier by patients,
families, and medical staffs. They described the PCU as a
place of death in that once 2 patient was admitted to the
PCU, he or she could not be discharged alive. They also
believed that the PCU shortens the patient’s life, isolates
patients from the community, and does not offer medical
treatment. The opinion that the PCU shortens the patient’s
life coincides with the findings of Morita’s study of late
referral [17]. Sanjo reported that the belief that the PCU
isolates patients from the community contributes to avoid-
ance of the PCU [24]. ,

Although PCUs are recognized by the general Japanese
population and bereaved family members as services that
provide compassionate care, helping patients die peacefully
and with dignity, providing care for families, and falleviat-
ing pain, they still view the PCU as a place that shortens
patients’ lives and isolates dying patients from the
community and as an expensive place where people are
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only waiting to die (Sanjo et al., submitted for publication).
In addition, Shiozaki investigated dissatisfaction of be-
reaved family members in the PCU and reported a negative
image of the PCU as one of the major reasons for
dissatisfaction [26]. Of note, many medical staff reported
that the dissemination of these unfavorable images was by
patients to patients and families to families. Patients
admitted to the general wards and their families were told
that the PCU was a place of death by other patients and
families. Although some of these images were true [26],
Morita showed that the unfavorable opinions could be
changed through the experience of being cared for in the
PCU [17]. Therefore, of these negative images, several are
misconceptions or misunderstandings. To correct these
misconceptions, it is important to disseminate accurate
information about PCUs to the general population, patients,
and families [18].

Delay in ending anti-cancer treatment by physicians in
the general ward could be due to the difficulty of
predicting prognosis [3, 29]. In addition, it may be
associated with the physician’s lack of acceptance of the
patient’s terminal diagnosis and death [1, 6, 14]. Several
study participants in the general wards said that even if a
physician recognized that a patient might be in & terminal
phase, the introduction of palliative care is postponed by
the patient’s desire for anti-cancer treatment and the
uncertainty of the prognosis made the physician. In Japan,
the palliative care option is seldom introduced to patients
who are receiving anti-cancer treatment. Therefore, it is
difficult for the physician to have the opportunity to
communicate bad news, especially because physician
education in this area is so poor. In addition, determining
the time to stop anti-cancer treatment is difficult for the
oncologist. Therefore, early introduction of the palliative
care option to the patient [8] and communication skills
training regarding breaking bad news are relevant issues
[2, 20].

Unwillingness to end anti-cancer treatment and denial of
the fatal nature of the disease by the patient and family are
major problems. Some patients with terminal cancer seek
out anti-cancer treatment even if the possibility of cure is
low [12, 28). In addition, a Japanese study revealed that a
number of bereaved families experienced serious emotional
burden with the ending of anti-cancer treatment and
transition to palliative care [16]. Early introduction of the
palliative care option and careful and sophisticated com-
munication with the patient and family are important [16].
To that end, it is necessary for the medical staff in the
general ward to have accurate information about the PCU
and palliative care. y

In our study, although most of the barriers to inpatient
PCU care are similar to those reported by western countries,
several issues unique to Japan were found. Ten participants

told of the family’s request for the patient not to be
admitted to the PCU. In Japan, it is traditional for the
family to intervene in decision-making [22]. Twelve
participants told of poor access to a PCU. Only 5% of
cancer deaths occur in the PCU. Therefore, the number of
PCUs is insufficient and many patients die in the general
ward while awaiting admission to the PCU. In addition,
some PCUs have stringent admission rules, such as
compelling the patient to recognize the diagnosis or
prognosis, restrictions on the patient’s physical and cogni-
tive condition, and a comrect understanding of the purpose
of the PCU by patients. The shortage of PCUs is an
important barrier to providing specialized palliative care in
Japan. An increase in the number of PCU beds and the
development of home hospices are needed to deliver
palliative care to all dying patients,

The barriers to PCU admission significantly differed
according to the group. Patients and families were not
aware of physicians’ attitudes and were not familiar with
their barriers. This indicates an asymmetry of information
regarding medical systems among patients, families, and
medical staffs.

Our study has several limitations. First, we surveyed a
limited number of institutions, and all participating institu-
tions were hospitals with PCUs. If patients, families, and
medical staff in general wards with non-PCU hospitals had
participated, there may have been more emphasis on access
to PCUs. Therefore, generalizing the present results is
difficult. Second, barriers identified by patients and families
were of low frequency. It was difficult to elicit barriers from
patients in terminal stages of cancer and their families.
Therefore, a study targeting an earlier phase might be
required. Third, although we predetermined that we nceded
to recruit 20 participants for each group, we could not
achieve such number emong patient and family member
groups. However, we believe that the variety of participants
would assure the content validity of this study. Finally,
because the number of participants in the four groups were
different, determining the importance of each barrier by
summing up the answers of the four groups might be not
conclusive.

Conclusions

In conclusion, we identified 21 barriers to referral to the
PCU and determined the frequency of these barriers. The
leading barriers were a negative image of the PCU by
patients and families, delaying the termination of anti-
cancer treatment by general ward physicians, unwillingness
to end anti-cancer treatment and denial of the fatal nature of
the disease by patients and families, the patient’s wish to
receive care by the accustomed physician and nurse, and
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insufficient knowledge of PCUs by medical staff in the
general ward.

To comrect these unfavorable images and misconceptions
of PCUs, it is important to eliminate the negative image that
the general population, patients, families, and medical staff
have of PCUs. In addition, early introduction of palliative
care options to patients and communication skills training
regarding breaking bad news arc relevant issues for a
smooth transition from anti-cancer treatment to palliative
care.
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Evaluation of End-of-Life Cancer Care From the Perspective
of Bereaved Family Members: The Japanese Experience
Mitsunori Miyashita, Tatsuya Morita, and Kei Hirai

Surveying bereaved family members could enhance the quality of end-of-life cancer care in
inpatient palliative care units (PCUs). We systematically reviewed nationwide postbersavement
studies of PCUs in Japan and attempts to develop measures for evaluating end-of-life care from
the perspective of bereaved family members. The Care Evaluation Scale (CES) for evaluating the
structures and processes of care, and the Good Death Inventory (GDI) for evaluating the outcomes
of care were considered suitable methods. We applied a shortened version of the CES to three
nationwide surveys from 2002 to 2007. We developed the CES as an instrument to measure the
structures and processes of care and the GDI| as an outcomes measure for end-of-life cancer care
from the perspective of bereaved family members. We conducted three nationwide surveys in
1897, 2001, and 2007 (n = 850, 853, and 5,301, respactively). Although six of the 10 areas of the
CES showed significant improvements between the two time points.investigated, we identified
considerable potential for further progress. Feedback from surveys of bereaved family members
might help to improve the quality of end-of-life cancer care in inpatient PCUs. However, the
effectiveness of feedback procedures remains to be confirmed. Furthermore, there is a need to
extend the ongoing evaluation process to home care hospices and general hospitals, including
cancer centers, identify the limitations of end-of-life care in all settings, and develop strategies to

overcome them.

J Clin Oncol 26:3845-3852. @ 2008 by American Society of Clinical Oncology

3 INTRODUCTION

It is important to evaluate end-of-life cancer care
to determine the quality of care provided by hos-
pices and palliative care units (PCUs). The mea-
surement and the evaluation of end-of-life care
play important roles in clinical assessment, re-
search, quality improvement, and publicaccount-
ability.' However, asking the patients themselves
for their views on the provision of end-of-life
cancer care can be challenging. Many patients are
too physically and/or mentally vulnerable to par-
ticipate in such studies.® As a consequence, sur-
veys of terminally ill patients are likely to be
unrepresentative and/or biased.” As family mem-
bers are potential proxies for terminally ill pa-
tients, it could be useful to conduct surveys of
bereaved relatives. To this end, postbereavement
evaluations of end-of-life care have been con-
ducted worldwide.

Following pioneering work by Cartwright et
al,*# the Regional Study of Care for the Dying was
conducted in the United Kingdom in 1990.7*
This study involved 3,696 patients, and many sec-
ondary findings were reported.'®'* In the United

States, the large-scale Study to Understand Progno-
sisand Preferences for Outcomesand Risks of Treat-
ments began in 1989.' Study to Understand
Prognosis and Preferences for Outcomes and Risks
of Treatments included a follow-up postbereave-
ment study,’® and the satisfaction of relatives was
measured.’® Several mortality follow-back surveys
have also been conducted in the United States,'”""
Teno et al'** surveyed -patient-centered and
family-centered outcomes from a random sample of
1,578 representative individuals who died from
chronic illnesses in the United States. Moreover, the
National Hospice and Palliative Care Organization
surveyed more than 29,292 family hospice users in
2004 and evaluated the care provided using a Web-
based approach.” The Italian Survey of Dying of
Cancer, which evaluated the experiences of Italian
patients dying from cancer during 2002 and 2003,
was based on a random sample of 2,000 individuals
taken from death certificates.’** In addition, nu-
merous surveys have been performed with bereaved
family members, including a large-scale survey in
the United Kingdom,” surveys of intensive care
units,®* surveys focusing on the place of care,™
home care,®® community hospitals,** comparisons

© 2008 by American Society of Clinical Oncology 3845

Information downloaded from ]au.lseopubs.om and provldod by TOKYO UNIV MED LIB on December 2, 2008 from

133.11.

Copyright © 2008 by the American Socioty of clinlul Oncology. All rights reserved.




Miyashita, Morita, and Hiral

Scale Development Evaluation and Feedback
Structure  CES (2001)
and
Process
GDI (2006) ————— £l ;4
{Good Death)
(Satisfaction)
" setram-ipc (1997) — [ETRCURRR

Fig 1. Ommdpwmofqmmmmmform-ﬁlm
of b d family bers, CES, Care Evaluation Scale;

y: PCU, palliatiy -mﬁ:J-HOP‘:'_meHmimm
Pllllﬁ\-l Care Evaluation study; Set-Fam-IPC, Satisfaction Scale for Family
Receiving Inpatient F ive Care. Italic taxt indicates ongoing study.

between hospitals and hospices,*® and access to hospices,* and sur-
veys of end-of-life communication by health professionals,”” ad-
vanced directives and quality of care,*® and bereavement care.*”

Obtaining valid measures of bereavement from family members
isa crucial problem for many surveys. However, the progress made so
far in postbereavement surveys has allowed some instruments to be
developed. The Views of Informal Carers Evaluation of Services in-
strument was developed for the Regional Study of Care for the
Dying**** and was subsequently used in the Italian Survey of Dying of
Cancer. The Toolkit Instruments to Measure End of life care instru-
ment was developed by Teno et al**** and was used in a subsequent
mortality follow-back survey. Curtis et al** developed an instrument
for assessing the bereaved family members of patients in intensive care
units, which is known as the Quality of Dying and Death scale.

In Japan, we have developed measures to evaluate end-of-life
cancer care from the perspective of bereaved family members. In
addition, we have conducted three nationwide surveys of the quality of
hospice and palliative care, An overview of the progress of the quality
evaluation of end-of-life care by bereaved family members is shown in
Figure 1, A summary of the evaluation studies is presented in Table 1.

The current review describes the progress made in Japanese surveys of
bereaved family members and offers some future perspectives.

JAPANESE PALLIATIVE CARE SYSTEM FOR PATIENTS

WITH CANCER

The Japanese Ministry of Health, Labor, and Welfare has strongly
PCUs have been covered by National Medical Insurance since 1990.
The number of PCUs has dramatically increased from just five in 1990
to 175 in 2007. PCUs for patients with cancer and HIV/AIDS are
certified by the prefecture authorities based on several criteria. For
example, they must have at least one full-time physician and a suffi-

-cient number of nurses, and they must meet structural requirements,

such as providing sufficient floor space around beds, a visitor’s room,
a family room, and so on. Provided that the relevant PCU is certified,
the hospital is reimbursed at the rate of 37,800 yen (USS344) per
patient per day by the health insurance system. The maximum
amount of this fee that the patient pays is 30% or 11,340 yen
(US$103).* The most common type of specialized palliative care
service in Japan is therefore the PCU. However, although the number
of PCUs has been increasing, the proportion of deaths covered was
only 6% in 2006 (Japanese Ministry of Health, Labor, and Welfare/
Hospice Palliative Care Japan).

The of home care has been slow in comparison,
and the proportion of home deaths has gradually decreased. In 1960,
64% of deaths resulting from cancer occurred at home, compared
with only 6% in 2006 (Japanese census data available online at http://
www.mhlw.go.jp). Moreover, although there are several pioneering
home care hospices, the numbers of these institutions and of special-
ized palliative home care practitioners are far lower than in the United
States and United Kingdom.*” Consequently, the Japanese Ministry of
Health, Labor, and Welfare defined specialized home care support
clinics in 2006, These are expected to provide home care for a wide
range of patients in the community, with 24-hour care by physicians
or nurses. In addition, these dinics are intended to support

Development of CES

Wumwmo«m

National level of cere evaluation for PCUs by families in 2001-2003
Ti ion with 8 qualfitstive study 10 explore dissstisfaction with PCUs

wmuwml«mmmmuw
cancer centers by families in 2007-2008

Comparison with 2001-2003 study

Identification of factors contributing fo setisfaction for all care settings
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community-dwelling patients in cooperation with hospitals, other
clinics, PCUs, and visiting nursing services. The clinics can obtain
additional remuneration for their work with terminally ill patients at
home and for deaths occurring at home. This new home care system is
therefore expected to support patients with cancer at home and to
increase the proportion of deaths occurring at home. Reports suggest
that few of these clinics are involved in a significant number of deaths,
suggesting that this system is still early in its development, This system
is clearly still in the development phase in Japan.

According to the above-mentioned statistics, more than 80% of
patients with cancer died in a general hospital ward. However, the
opmdwmmpﬂmm]apmsmemﬂ:of&:ﬂmtheUnmdSmm
and one seventh of that in the United Kingdom.** Despite differences
in the legal and medical regulations, as well as cultural differences,
these data suggest that pain palliation is not being achieved for patients
with cancer in general hospital wards in Japan. As a consequence, in
2002, the Japanese health insurance system established “palliative care
additional fee” Palliative Care Team (PCT) services for patients with
cancer and HIV/AIDS in general medical wards. This system provides
financial support to certified PCTs based on several criteria. For ex-
ample, the PCT must comprise at least three members of medical staff,
including a palliative care physician, a psychiatrist, and a spedialized
palliative care nurse; at least one physician or nurse must be a full-time
staff member who is dedicated to the PCT; and so on. Provided that
the relevant PCT is certified, the hospital is reimbursed at a rate of
2,500 yen (US$23) per patient per day by the health insurance systemn.
The maximum proportion of this fee that the patient pays is 30% or
750 yen (US$7).* This ground-breaking system is expected to im-
prove the quality of hospital-based palliative care for patients with
cancer and their families. However, the number of certified palliative
care teams was only approximately 60 in 2007. By contrast, in 2007,
there were approximately 8,000 hospitals, including 288 regional can-
cer centersand 1,113 teaching hospitals in Japan. This system is clearly
also in the development stage in Japan.

PROGRESS IN EVALUATION OF END-OF-LIFE CANCER CARE

FROM THE:PERSPECTIVE OF BEREAVED FAMILY MEMBERS

Step 1. Initial Nationwide Satlsfaction Survey for
Inpatient PCUs

The Japanese Association of Hospice and Palliative Care Units
was established in 1991 to promote the quality of care provided by the
certified PCUs belonging to the association. Along with an increase in
the number of PCUs, the importance of monitoring the quality of
their services has been acknowledged, and a Quality Audit Committee
has been established. The committee initially established care stan-
dards through panel discussions in 1997, Its next task was to conduct a
nationwide survey of bereaved family members to determine their
levels of satisfaction with the PCU services. .

Before conducting the survey, the Quality Audit Committee de-
veloped a postbereavement satisfaction scale instrument. The multi-
disciplinary committee, which comprised eight palliative care experts,
developed the questionnaire through a consensus-building method.
The answers to each question were represented on a six-point Likert
sale ranging from “very dissatisfied” (0) to “very satisfied”(5).

Througha pilot survey, ﬁ!:mmﬂned:vdopodaﬁmlqumunmu.

that consisted of 50 questions.™

www jeo.org
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The survey was conducted by mail, and 50 PCUs participated. Of
the 1,334 caregivers who were contacted, 850 completed the question-
naires (an effective response rate 0f64%). In the development analysis
phase, the 50 items were reduced to 34 by a ceiling-¢ffect analysis,
principal component analysis, and correlation analysis, which identi-
fied redundant items. After a final factor analysis, the resulting Satis-
faction Scale for Family Members Receiving Inpatient Palliative Care
(Sat-Fam-IPC) was composed of seven subscales: symptom palliation,
nursing care, information, facilities, access to an inpatient PCU, family
care, and cost. The mtenu.lmnmcy of the Sat-Fam-IPC domains
was shown to be satisfactory.*

In addition, an explanatory analysis was conducted to clarify
the factors contributing to caregiver satisfaction using the Sat-
Fam-IPC. This analysis was intended to identify not only the so-
ciodemographic variables but also the organization-related
variables that contributed to the Sat-Fam-IPC ratings. The satis-
faction score for family care was significantly lower in bereaved
individuals who were male, younger, and employed. The satisfac-
tion scores for symptom palliation, facilities, family care, and cost
were significantly higher in bereaved relatives of older patients. The
satisfaction score for access to an inpatient PCU was significantly
lower in cases with shorter admission periods.*®

Among the organization-related variables, the caregiver satisfac-
tion with nursing care was significantly related to the nursing system,
the number of nurses working the night shift, and the presence of
attending medical social workers. The satisfaction with symptom pal-
liation was significantly related to the total number of attending phy-
sicians and the number of physicians per bed. The satisfaction score
for the facilities was significantly higher in the responses from institu-
tions with a larger average floor space per bed. The satisfaction with
availability demonstrated a significant positive association with the
presence of attending medical social workers. The satisfaction with
cost was significantly correlated with the average extra charge for a
private room. However, the organization-related variables investi-
gated were not significantly related to the family members’ satisfaction
with information and family care.®®

Step 2. Development of the Care Evaluation Scale and
Necessity for Improvement of PCUs

Unfortunately, the Sat-Fam-IPC was not well validated and
measured the satisfaction only of bereaved family members. In
addition, as a general satisfaction scale, the Sat-Fam-IPC showed a
skewed distribution in the “satisfied” direction, and a ceiling effect
made it difficult to identify the factors that needed to be improved.
This type of satisfaction scale also tended to be influenced by the
psychological state of the respondent (for example, by depression
or grief).* Therefore, from 2001 to 2003, we developed the Care
Evaluation Scale (CES) as a new instrument to measure the struc-
tures and processes of care from the perspective of bereaved family
members. The design of the CES was based on pooled data from the
following sources: the items used to describe the structures and
processes required to assess the quality end-of-life care from the
Sat-Fam-IPC, multidisciplinary expert opinion discussions of the
Quality Audit Committee, and an extensive systematic literature
review. The questions were designed so that the respondents eval-
uated the necessity to improve each item on a six-point Likert scale
ranging from “improvement is not necessary” (1) to “improve-
ment is highly necessary” (6).%!
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‘We then conducted a second nationwide survey of 70 PCUs. The
survey was sent in the mail to 1,225 potential participants, 853 of
whom responded (an effective response rate of 70%). During the
development phase, the respondents were asked to report their per-
ceptions of the necessity for improvement for 67 items. We then
reduced the number of items by removing those that had large
amounts of missing data, a weak correlation with the overall satisfac-
tion scores, or a skewed distribution. During the validation phase, we
conducted two surveys to determine the test-retest reliability, We used
a confirmatory factor analysis to examine the construct validity. The
final version of the CES comprised 28 items in 10 domains. These
domains and examples of the items are shown in Appendix Table Al
(online only). The results of the confirmatory- factor analysis are
shown in Figure 2. The CES had good psychometric properties (Table
zj.maddiﬁmitwumtoumhmdwiﬂxﬂzdcpmionnhm
CES could thus measure a participant’s evaluation of the structures
nndpmmufmd—ofh’emmhdepm&mofﬂnrpqdm—
logical condition.®*

This survey not only evaluated the level of end-of-life care but
also identified several areas that needed improvement via a subse-
quent qualitative interview study. The following areas were high-
lighted: lack of perceived support for maintaining hope, lack of
perceived respect of individuality, perceived poor quality of care, in-
sion into the PCU, lack of accurate information about PCUs, and
economic burden.® The results of the survey were fed back to the
weaknesses of each participating PCU, and the institutions were ex-
pected to improve these areas in accordance with the findings. This
project is thus expected to contribute to the quality control in Japa-
nese PCUs.

Step 3. Development of the Good Death Inventory
Before our third nationwide survey, we developed an outcomes .

measure for end-of-life cancer care. The CES mainly focused on the

structures and processes of end-of-life care. A major goal of palliative

Table 2. Psychometric Properties of CES and GDI

Correlated with satistaction and perceived experience
{r = 0.36-0.52 and 0.39-0,60, respectivaly)

Diimerirri B

and social desirability

ware not comelated with depression, expectation of care,

More corralated with overall care satisfsction then CES
(total score r = 0.38 and 0.26)
Domains wers not comelated with CES items

Abbrevistions: CES, Care Evalustion Scale; GDI, Good Desth Inventory; Alphs, Cronbach’s a coefficient: ICC, intra-class comalation coefficient; PCUs, palliative care
units.
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care is achicving a good dying process.**** However, only a few
studies have investigated the concept of a good death as an appropriate
outcome of end-of-life cancer care in Japan. We therefore developed a
measure for evaluating good death from the perspective of bereaved
family members. Initially, we conducted a nationwide qualitative
study in Japan to explore the attributes of a good death for 63 partici-
pants, including patients with advanced cancer and their families,
physicians, and nurses,* We then conducted a quantitative study to
rate the necessity of a good death among a large sample of the general
Japanese population, induding bereaved family members.”

On the basis of the results of these studies, we developed the Good
Death Inventory (GDI) to evaluate whether the patients had a good
death from the perspective of bereaved family members. To test this
instrument, we surveyed 333 bereaved family members at a regional
cancer center in 2006, In total, 189 responses were analyzed (an effec-
tive response rate of 57%). The GDI consisted of 30 attributes for core
examples of the items are shown in Appendix Table A2 (online only).
The GDI measured the comprehensive end-of-life care outcomes not
only for the structures and processes of care, but also for the physical
comfort, relationship, dignity, and tial domains, The
psychometric properties of the GDI were found to be satisfactory
(Table 2).”’** We therefore confirmed the suitability of these instru-
ments to measure the structures and processes (the CES) and the
outcomes (the GDI) of end-of-life cancer care in a postbereavement
survey in Japan.

Step 4. Large-Scale Nationwide Evaluation Survey of
Inpatient PCUs

In 2007, we began a third large-scale nationwide evaluation
survey, known as the Japan Hospice and Palliative Care Evaluation
(J-HOPE) study. In total, 100 PCUs participated in the J-HOPE
study. We mailed questionnaires to 7,659 participants, and 5,308
responses were analyzed. The questionnaire consisted of a shortened
version of the CES (10 items), a shortened version of the GDI (18
itemns), and some additional questions. Details of the study design and
participating institutions are available elsewhere.” The results of a

ison of the shortened version of the CES and the 2002 study are

provided in Table 3, Among the 10 questions, the following six items
showed a statistically significant improvement between 2002 and
2007 the doctors dealt promptly with the discomforting symptoms of
the patient (item 1; P = ,0001); the nurses had adequate knowledge
and skills (item 2; P = ,0001); the staff tried to maintain the patient’s
hopes (item 5; P = .0001); the patient’s room was convenient and
comfortable (item 6; P = .0001); there was good cooperation among
staff members, such as doctors and nurses (item 9; P = .0001); and
consideration was given to the health of the patient’s family (item 10;
P = ,0001). However, the following four items did not improve be-
tween 2002 and 2007: the doctors sufficiently explained the expected
outcome to the patient (item 3; P = .68); the doctors sufficiently
explained the expected outcome to the family (item 4; P = 42); the
total cost was reasonable (item 7; P = ,13); and admission (use) was
possible when necessary without waiting (item 8; P = .98).,

Step 5. Expanding Research to Broader Treatment
Settings and Future Perspectives

While implementing the J-HOPE study, we also surveyed
Japanese home care hospices using the same questionnaire. In

total, 14 home care hospices participated in the study. From the
435 questionnaires that were mailed, 294 responses were received
(an effective response rate of 68%). The information obtained
from this study was preliminary and only related to home care
hospices. We plan to extend the survey to the general wards of
regional cancer centers in 2008 and have invited all 288 such
institutions in Japan to participate in the study. By March 2008, 70
hospitals had indicated their willingness to participate. Once this
survey is completed, we plan to evaluate the end-of-life care pro-
vided by the general wards of regional cancer centers and home
care hospices and to compare them with the results for the PCUs,
Mortality follow-back surveys are difficult to conduct in Japan
because of the law for the protection of personal information. It is
therefore necessary to approach bereaved relatives in clinical set-
tings, Until now, the main focus of end-of-life care evaluation has
been PCUs. However, this research should be expanded to broader
treatment settings. It will be important to evaluate not only PCU
systems but also specialized home care support clinics, PCTs, the
general wards of regional cancer centers, and nursing homes. In
addition, the data should be fed back to the institutions as a quality
assurance measure. In PCU settings, this data feedback might help
to improve the quality of end-of-life cancer care. Such quality

. control systems should be extended to all hospital or clinical set-

tings for end-of-life cancer care.

ADDITIONAL POSTBEREAVEMENT RESEARCH IN JAPAN

Many surveys of bereaved family members have been conducted in
Japan, and their findings have contributed to the development of
end-of-life cancer care from both dinical and research viewpoints.
The topics of previous research have included the following; the con-
trol and treatment of such as delirium,® appetite loss and
bronchial secretion,® and sedation;**®** psychiatric symptoms, such
as a desire for death;* decision making, such as late referral to the
PCU,* and communication about the end point of anticancer treat-
ment;* attitudes toward palliative care, such as the notion of a good
death and preferences for end-of-life care,”* knowledge about pal-
liative care,” and impressions of PCUs;"" and the experience of home
death.” As mentioned above, studies of bereaved family members
have had an important impact on Japanese end-of-life care settings,
not only for the evaluation of end-of-life care but also-in solving
related problems.

COMMENTS

We conducted systematic nationwide postbereavement studies of
PCUs, in the course of which we developed measures of the structures,
processes, and outcomes of care. The next task is to expand the eval-
uation to home care settings, general hospitals, and other clinical
settings. A comparison of the CES results between 2002 and 2007
revealed improvements in six of the 10 items tested. This might have
been the result of the feedback of data from 2002 to the participating
institutions. The satisfaction with the explanations given to patients
and family members had not changed because of a ceiling effect: as
these items were rated as satisfactory in 2002, no subsequent improve-
ment was perceived. The cost was influenced by the medical and
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Table 3. Evaluation of Structures and Processes of Care From 2002 to 2007

P of Sin and P = of Care
Highly  Considerably Slightly ' Not
Necesssry  Necassary Nacassary Necessary mw Necessary

No.

28

{10) Conslderstion was given o the heaith of the
fornity

%

No, %

No.

% No. %

343

1,341 1,718

2002 28 33 24 28 63 74 134 157 312 366 191 224
2007 81 11 143 27 38 79 766 142 2274 428 1461 776
NOTE. The total numbers of participants were 853 in 2002 end 5,308 in 2007. The sum of the proportions was not 100% due to missing valuas.
hospital systems and by factors such as the additional fees charged for phwehtnvhn.mpnﬂl 4078 the timing of the sur-

private rooms, However, the time taken for admission remained
a problem.

Another task for future studies is the evaluation of end-of-life
care based on patient surveys. To avoid biases in the responses,
short and easily administrated measures are needed. The develop-
ment of quality indicators from reviews of administrative data
and/or medical charts could also be helpful to evaluate end-of-life
care.”*” Such quality indicators will be valuable because their
measurement does not burden patients or their families. An im-
portant challenge is thus to develop a quality indicator that can
easily and accurately be used for the quality control of end-of-life
care in Japan.

The evaluation of end-of-life care from the perspective of be-
mvudﬁmﬂymgmbmrmﬂu:dnﬂmp"hﬂmypmbhmpm

mnmnmgwh:&urnunppmpmmmmpm:ynm tele-
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vey; 42 the sequence of the qxulions;" and the properties of the
questionnaire from a cognitive psychology perspective.” These issues
have not yet been examined in Japan. These methodologic problems
must be solved before a comprehensive postbereavement study can
be realized.

In summary, we conducted systematic nationwide postbereave-
ment surveys of PCUs in Japan and developed measures to evaluate
care evaluation by family members improved between 2002 and 2007.
Feedback from such surveys could help to improve the quality of

" end-of-life cancer care in PCUs; however,the effectiveness of feedback

procedures remains to be confirmed. Future studies should expand
the ongoing evaluations to home care settings, general hospitals, and
other clinical settings to identify and overcome current limitations.
There is also a need to develop measures for patients with advanced
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