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area in Japan, we identified all hospitals in the
study areas by examining hospital lists from
the Japan Hospital Association, the largest au-
thorized organization of hospitals in Japan,
and the local resource information. Of 54 hos-
pitals identified, we excluded 20 hospitals pri-
marily treating psychiatric, rehabilitation, and
geriatric noncancer patients. We approached
the remaining 34 hospitals (11,033 beds),
and a total of 23 hospitals (8964 beds, 81%)
participated in this survey: three hospitals in
Tsuruoka, seven hospitals in Kashiwa, eight
hospitals in Hamamatsu, and five hospitals in
Nagasaki.

Patients

Inclusion criteria for patients in this study
were 1) adult cancer patients with a primary
tumor site in either the lung, esophagus, stom-
ach, colon, rectum, pancreas, liver, biliary sys-
tem, kidney, prostate, bladder, breast, ovary,
or uterus; 2) presence of metastatic or recur-
rent cancer; 3) outpatient visits to the oncol-
ogy or specialty division, such as respiratory
medicine for lung cancer patients, between
April and June 2008 (not the palliative care di-
vision only); and 4) informed of malignancy.
We excluded malignancies of the brain, blood,
central nervous system, neck, soft tissue, and
other uncommon primary sites because of
the infrequent prevalence and increased tech-
nical difficulties in patient recruitment. Only
patients who had been informed of their diag-
nosis were recruited because we used the term
“cancer” in the questionnaire. Exclusion crite-
ria included 1) incapacity of the patient to
complete the questionnaire (dementia, cogni-
tive failure, or psychiatric illness); 2) severe
emotional distress in the patient as deter-
mined by the principal treating physician;
3) poor physical condition leading to inability
to complete the questionnaire; and 4) lan-
guage difficulty or visual loss. Patients were re-
cruited consecutively, with hospitals either
sending each eligible patient a questionnaire
by mail or delivering it directly by hand to
the patient.

Measurements

Data were collected on 1) pain intensity,
2) quality of life, 3) patient-perceived quality
of palliative care, and 4) satisfaction.

Pain Intensity. Pain intensity was measured
using the Japanese adaptation of the Brief
Pain Inventory (BPI), with a score given for
the pain at its worst (0—10), at its least
(0—10), and a score for the average pain felt
(0~10) in the previous 24 hours.'”® The reli-
ability and validity of the BPI in Japanese pop-
ulations has been established.'®> We did not
collect the data about other variables (e.g., cur-
rent pain) or pain medication because of
patient burden and cost.

Quality of Life. Quality of life was measured
using the Good Death Inventory (GDI) (short
version).'*?° The GDI was developed to specifi-
cally measure quality of life for Japanese pa-
tients with advanced cancer.'®*® We used the
GDI, not common tools such as the European
Organization for Research and Treatment of
Cancer Quality of Life Questionnaire or the
Functional Assessment of Cancer Therapy scale,
because we intended to investigate broader
areas of quality of life that Japanese patients re-
gard as important, especially psycho-existential
components beyond physical or functional
areas. The full version of the GDI scale consists
of 10 domains (three items for eight domains
and two items for two domains) with a seven-
point Likert-type scale from “1: strongly dis-
agree” to “7: strongly agree:” physical and
psychological comfort, living in a favorite place,
maintaining hope and pleasure, having a good
relationship with medical staff, not feeling a bur-
den to others, having a good relationship with
family, having independence, having environ-
mental comfort, being respected as an indi-
vidual, and a feeling of fulfillment at life’s
completion. For this study, we adopted the
shortened version, in which each domain had
one item (i.e., a total of 10 domains with 10
items). The reliability and the validity of both
versions have been established.'®?" The total
score of the GDI was calculated as the total score
of 10 items, potential ranges of 7—70, with high-
er scores indicating respondents who felt they
had greater quality of life. In addition, we inves-
tigated the full three items for the “physical and
psychological comfort” domain to allow de-
tailed investigation of this attribute.

Patient-Perceived Quality of Palliative Care.  Patient-
perceived quality of palliative care was measured
using the Care Evaluation Scale (CES). The CES
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is a well-validated and commonly used measure-
ment tool in Japan to quantify the level of
patient- or family-perceived need for improve-
ments in palliative care.'®*"*? The full version
of the CES comprises eight subscales (three
items for seven domains and two items for one
domain), with a six-point Likerttype scale
from “l: improvement is not necessary at all”
to “6: highly necessary:” physical care provided
by physicians, physical care provided by nurses,
psycho-existential care, help with decision mak-
ing, coordination/consistency of care, environ-
ment, availability, and cost. For this study
purpose, we used the first five subscales
(15 items), because the study aim focused on in-
terpersonal areas, not social areas (i.e., environ-
ment, availability, and cost). The reliability of
the validity of each subscale has been estab-
lished.*"** Each subscale score was calculated
as an average of the items belonging to the sub-
scale, and the total score was calculated as an
average of subscale scores. All scores are propor-
tionally adjusted to range from 0 to 100, follow-
ing the original studies,””®* and thus higher
values indicate lower perception of necessity
for improvement.

Satisfaction and Demographic Data. Satisfaction
with medical care was measured using a single-
item scale: “Are you satisfied with the medical
care you currently receive?” As in a previous
study,'® patient responses were selected from
a six-point Likerttype scale varying from
“1: very dissatisfied” to “6: very satisfied.”

Background data obtained from patients in-
cluded age, gender, living status, marital status,
working status, levels of daily activity, and
whether they were receiving radiotherapy or
chemotherapy. To measure levels of daily activ-
ity, patients evaluated their own Eastern Coop-
erative Oncology Group performance status:
0 (no symptoms, able to carry on all activities
without restrictions), 1 (mild symptoms but
ambulatory and able to carry out work of a light
or sedentary nature), 2 (ambulatory and capa-
ble of self-care for more than 50% of their wak-
ing hours), 3 (lying in a bed or sitting in
a chair for more than 50% of their waking
hours), and 4 (lying in a bed or sitting in
a chair for the entire day).?® The primary sites
of medical care for patients were obtained
from their medical charts.

Statistical Analyses

As our primary aim was to understand the
overall patient experience and no universal
cut-off points exist, data distributions were an-
alyzed for each item, not using the mean
values or summary values. The difference
among the regions of primary endpoints was
not statistically significant, and we therefore re-
port all the data.

For comparisons, pain intensity was classi-
fied into four groups following the previous
systematic review: no pain, 0; mild, 1—4; mod-
erate, 5—6; severe, 7 or more.® In addition, the
proportion of the patients with pain of 5 or
more was calculated as “substantial pain” to
compare the results with other studies.”®

Pain intensity, total score for the GDI, total
score for the CES, and satisfaction were com-
pared among groups of patients with different
backgrounds and from different regions.
Univariate analyses were performed using the
Student’s #test and using the analysis of vari-
ance with the Scheffé’s test, where appropriate.
To explore the correlations among pain inten-
sity, quality of life, quality of palliative care,
and satisfaction, we calculated the Spearman’s
correlation coefficients among these variables.

Results

Of 1880 patients who met the inclusion crite-
ria, 182 patients were excluded because of 1) in-
capacity of the patient to complete the
questionnaire as a result of dementia, cognitive
failure, or psychiatric illness (n=87), 2) severe
emotional distress (n=48), 3) poor physical
condition (n=28), 4) language difficulty or
visual loss (n=>5), and 5) unspecified reasons
(n=14). During the study, 75 patients died,
were admitted, or changed hospitals; and re-
sponsible physicians were unavailable for tech-
nical reasons for 30 patients. In addition, 100
patients refused to receive the questionnaire.
Questionnaires were, therefore, sent to 1493 pa-
tients; five were returned because of an incor-
rect address. A total of 859 responses (58%)
were obtained. Table 1 summarizes the patient
backgrounds.

Pain Intensity
Approximately, 60% of patients reported
some level of pain, with approximately 20%
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Table 1
Patient Characteristics (n= 859)

Characteristic n %
Gender (male, %) 471 55
Mean age (standard deviation [SD]) 67 (11)
Primary tumor sites

Lung 221 26

Breast 148 17

Colon, rectum 131 15

Prostate 86 10

Stomach 75 8.7

Liver 39 45

Pancreas 30 3.5

Bladder 25 2.9

Uterus 24 2.8

Ovary 21 2.4

Esophagus 19 2.2

Bile duct 12 1.4

Kidney 11 1.3

Others 16 1.9
Living arrangement

Not alone 784 91

Alone 66 7.7
Marital status

Married 695 81

Divorced 100 12

Not married 49 5.7
Working

Not working 657 77

Full time 120 14

Part time 65 7.6
Performance status

0 243 28

1 371 43

2 181 21

3 37 4.3

4 14 1.6
Chemotherapy and/or radiotherapy

Receiving 498 58

Not receiving 343 40

The percentages do not sum to 100% because of missing values.

reporting moderate to severe pain (Table 2). If
the cut-off points are determined as 5, 17% of
patients had a pain intensity of 5 or more for
their worst pain in the previous 24 hours,
and 11% of patients had this pain level as the
average in the previous 24 hours.

Quality of Life
For the items of the GDI (Table 3), more than
70% of the patients “agreed” or “strongly

Table 2

agreed” with living in a favorite place (74%), hav-
ing a good relationship with medical staff (77%),
having independence (77%), having environ-
mental comfort (71%), and being respected as
an individual (73%). More than half but less
than 60% of patients “agreed” or “strongly
agreed” with “free from physical distress”
(58%), free from emotional distress (52%),
maintaining hope and pleasure (53%), and feel-
ing of fulfillmentatlife’s completion (51%). Fur-
thermore, approximately 50% of the patients
“slightly agreed,” “agreed,” or “strongly agreed”
with the statement “I feel a burden to others.”

Quality of Palliative Care and Satisfaction

Approximately, 20% of patients reported
that improvement is “necessary,” “substantially
necessary,” or “highly necessary” in all five sub-
scales: physical care by physicians, physical
care by nurses, psycho-existential care, help
with decision making, and coordination/con-
sistency of care (Table 4).

Satisfaction levels were strongly dissatisfied
in 1.0% (n=29), dissatisfied in 2.2% (n=19),
slightly dissatisfied in 9.5% (n=282), slightly
satisfied in 27% (n=229), satisfied in 49%
(n=417), and strongly satisfied in 10%
(n=288).

Comparisons Among Patients With Different
Backgrounds and From Different Regions

* Analysis of patient background data showed
working status was significantly associated with
intensity of pain, and total score from the GDI
(Table 5). Patientreported performance status
was significantly associated with pain intensity,
total score for the GDI, total score for the CES,
and satisfaction levels. Intergroup difference
existed in performance status 0 vs. 1—4, 1 vs.
2—4 (pain intensity); 0 vs. 1—4, 1 vs. 2—4, 2
vs. 3, 4 (GDI); 0 vs. 2, 3 (CES); and 0 vs. 1, 2,
4 (satisfaction). There were no statistically sig-
nificant differences in these outcomes among
the regions (Table 5).

Pain Intensity Measured by the BPI

BPI Item No Pain Mild (1—4) Moderate (5—6) Severe (7—10)
Worst pain 43% (n=373) 36% (n=312) 8.5% (n="173) 7.7% (n=66)
Average pain 48% (n=2371) 42% (n=3863) 7.5% (n=64) 2.7% (n=23)
Least pain 51% (n=435) 40% (n=347) 2.9% (n=25) 1.4% (n=12)

The percentages do not sum to 100% because of missing values.



Table 3
Quality of Life Measured by the GDI

Items in the GDI Strongly Agree Agree Slightly Agree Unsure Slightly Disagree Disagree Strongly Disagree
Physical and psychological comfort

Free from pain 25% (n=216) 48% (n=370) 12% (n=104) 6.2% (n=>53) 4.4% (n=238) 3.4% (n=26) 2.2% (n=19)

Free from physical distress 18% (n=158) 40% (n=346) 16% (n=139) 8.6% (n="74) 5.6% (n=48) 4.4% (n=38) 2.6% (n=22)

Free from emotional distress 17% (n=145) 35% (n=301) 20% (n=172) 11% (n=91) 6.8% (n=>58) 4.9% (n=42) 1.7% (n=15)
Living in a favorite place

Able to stay at favorite place 29% (n=251) 45% (n=384) 9.4% (n=2381) 6.83% (n=54) 2.0% (n=17) 2.2% (n=19) 1.2% (n=10)
Maintaining hope and pleasure

Have some pleasure in daily life 19% (n=162) 34% (n=291) 16% (n=139) 11% (n=92) 5.7% (n=49) 55% (n=47) 2.7% (n=23)
Good relationship with medical staff

Trust the physician 37% (n=316) 40% (n=347) 11% (n=93) 4.3% (n=237) 2.1% (n=18) 0.8% (n="17) 1.8% (n=11)
Not being a burden to others

Feeling a burden to others 11% (n=97) 19% (n=159) 24% (n=202) 9.1% (n="78) 8.4% (n="172) 13% (n=115) 9.7% (n=83)
Good relationship with family

Spend enough time with family 28% (n=241) 38% (n=328) 13% (n=109) 8.7% (n="5) 3.6% (n=31) 2.6% (n=22) 1.6% (n=14)
Independence

Independent in daily activities 39% (n=336) 38% (n=327) 9.4% (n=281) 3.5% (n=230) 2.3% (n=20) 1.7% (n=15) 2.3% (n=20)
Environmental comfort

Live in calm circumstances 30% (n=253) 41% (n=349) 14% (n=122) 5.9% (n=>51) 1.9% (n=16) 1.6% (n=14) 2.1% (n=18)
Being respected as an individual

Being valued as a person 29% (n=245) 44% (n=379) 12% (n=103) 7.1% (n="61) 1.2% (n=10) 1.0% (n=29) 1.6% (n=13)
Life completion i

Feels that his or her life is 21% (n=177) 30% (n=260) 17% (n=147) 15% (n=129) 6.6% (n=>57) 3.3% (n=28) 2.4% (n=21)

fulfilling

The percentages do not sum to 100% because of missing values.

Domain names in italics.
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Table 4

Patient-Reported Quality of Palliative Care as Measured by the CES

Items in the CES

Improvement Is:

Not Necessary

Rarely Necessary

Somewhat Necessary

Necessary

Considerably Necessary

Highly Necessary

Physical care by physicians
Tried to relieve physical discomfort
Dealt promptly with symptoms
Had adequate knowledge and skills

Physical care by nurses
Responded promptly to needs
Had adequate knowledge and skills
Helped the patient to enjoy daily life

Psycho-existential care
Helping to relieve concerns
Appropriate when depressed
Tried to keep the patient hopeful

Help with decision making
Sufficient explanation about the
current condition
Sufficient explanation about the
expected outcome
Patient could participate in the
selection of treatment

Coordination/consistency of care
Cooperation among staff members
Same doctors and nurses provided care
Planned with consideration for the

previous course of the disease

17% (n=149)
19% (n=164)
91% (n=182)

18% (n=151)
14% (n=122)
16% (n=134)

17% (n=148)
16% (n=134)
18% (n=158)

98% (n=197)
15% (n=130)

21% (n=178)

17% (n=148)
23% (n=201)
20% (n=171)

38% (n=325)
36% (n=308)
34% (n=290)

85% (n=296)
85% (n=297)
35% (n=297)

35% (n=2302)
87% (n=316)
36% (n= 306)

30% (n=257)
33% (n=284)

35% (n=296)

36% (n=305)
33% (n=281)
33% (n=287)

17% (n=149)
17% (n=144)
15% (n=126)

20% (n=174)
93% (n=193)
21% (n=185)

92% (n=185)
21% (n=182)
20% (n=168)

20% (n=175)
5% (n=211)

19% (n=164)

18% (n=153)
15% (n=131)
18% (n=155)

16% (n=185)
16% (n=188)
15% (n=131)

14% (n=122)
14% (n=12%)
16% (n=134)

15% (n=126)
14% (n=116)
14% (n=116)

18% (n=109)
12% (n=104)
18% (n=118)
15% (n=125)

16% (n=136)
12% (n=104)

5.7% (n=49)
5.2% (n=45)
5.4% (n=46)

4.9% (n=36)
4.4% (n=38)
3.4% (n=29)

47% (n=40)
5.1% (n=44)
5.5% (n=47)

71% (n=61)
72% (n=162)

4.83% (n=37)

4.7% (n=40)
41% (n=35)
45% (n=39)

1.6% (n=14)
2.4% (n=21)
27% (n=123)

1.5% (n=13)
1.2% (n=10)
0.9% (n=8)

0.6% (n="5)
1.0% (n=9)
1.0% (n=09)

3.8% (n=28)
9.3% (n=20)

2.1% (n=18)

1.6% (n=14)
1.7% (n=15)
1.6% (n=14)

The percentages do not sum to 100% because of missing values.

Domain names in italics.
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Table 5

Comparisons of Patient Backgrounds and Patient-Reported Pain Intensity, Quality of Life, Quality of Palliative
Care, and Satisfaction

Pain Intensity
(Worst Pain in

Previous 24 hours) GDI CES Satisfaction
Patient Backgrounds Mean £ SD P Mean =+ SD P Mean =+ SD P Mean £ SD P
Gender
Male (n=471) 1.8+2.4 0.35 55+9.5 0.84 68 + 21 0.27 4.6 + .97 0.48
Female (n=374) 2.0+£25 55+9.2 70 £20 4.5+ .95
Age
Patient 75 years or older 2.0+25 0.48 54 +10 0.18 69 £ 21 0.76 4.7 +.90 0.004
(n=1246)
Patient <75 years (n=601) 1.84+25 5549.0 69 £ 20 4.5+ .98
Primary tumor site
Lung (n=221) 1.9£26 0.47 544+9.5 0.79 69 + 21 1.00 45+.9 0.93
Breast (n=148) 1.9+24 56 +9.1 69 £ 19 46+.9
Colon, rectum (n=131) 1.6+2.3 55+9.0 69 + 21 46+1.0
Stomach (n="75) 2.1+£2.7 55+9.2 69 + 20 45+1.0
Liver, pancreas, bile duct 21427 54+8.3 69 +23 45+1.1
(n=281)
Prostate (n=86) 1.4+2.0 56 +11 68 + 21 45+.9
Urogenital (n=81) 2.0+£2.6 54 +8.9 70 £ 21 444+1.0
Living
Not alone (n="784) 1.9+£25 0.80 554+9.2 0.20 69 420 0.029 45+£.95 0.77
Alone (n=66) 1.94+26 5349.5 63 + 23 45+1.0
Marriage status
Married (n=695) 1.8+25 0.35 55+9.3 0.24 70 +20 0.23 4.5+.95 0.15
Divorced (n=100) 2.0+2.4 53+ 10 66 123 4.6 +.89
Not married (n=49) C 23427 554-8.0 67 + 22 4.3+1.2
Working
Not working (n=657) 20+2.6 0.001 54497 0.002 69 + 21 0.74 4.5+ .98 0.67
Full time (n=120) 14421 57 +8.0 70 £19 4.5+ .85
Part time (n=65) 1.1+19 57 4+17.7 67+19 4.4+1.0
Performance status
0 (n=243) 048+1.2 <0.001 604 7.8 <0.001 74419 <0.001 4.7+.89 <0.001
1 (n=2371) 20+23 55+ 8.5 69 £ 20 4.5+ .98
2 (n=181) 2.8+28 51-+9.0 65 + 21 4.5+ .92
3 (n=387) 39+33 44+ 10 61+20 43+1.0
4 (n=14) 4.8+3.4 43+ 6.6 56 + 27 3.8+1.3
Chemotherapy and/or radiotherapy
Receiving (n=498) 1.9+24 0.38 55 4+9.0 0.43 69 + 20 0.52 4.5+ .93 0.83
Not receiving (n = 343) 1.8+25 55+9.8 68 £+ 21 45+1.0
Region
Tsuruoka (n=84) 1.6+23 0.080 55+8.6 0.27 66 + 21 0.21 454+ 91 0.41
Kashiwa (n=147) 1.5+24 56+ 8.2 71+19 4.6 +.97
Hamamatsu (n=320) 2.0+2.4 55410 70 £ 20 4.5 4 .87
Nagasaki (n=275) 21+2.7 54+9.3 66 + 22 45+1.0

Correlations Among Patient-Reported Pain
Intensity, Quality of Life, Quality of Palliative
Care, and Satisfaction

There were significant but mild to moderate
correlations among the pain intensity, total score
for the GDI, total score for the CES, and satisfac-
tion levels (all P<0.001, Fig. 1), except for the
relatively high correlation between the total
score for the CES and satisfaction levels. The cor-
relation coefficients between satisfaction and

subscales of the CES were physical care by physi-
cians (p=0.63), physical care by nurses
(p=0.59), psycho-existential care (p=0.63),
help with decision making (p = 0.66), and coor-
dination/consistency of care (p = 0.62).

Discussion
This was a region-based, multicenter survey
comprehensively evaluating pain intensity,
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Pain Intensity

(Worst pain in previous 24 hours)

-0.45

Quality of Life

-0.27

-0.26

Quality of Palliative Care

(Good Death Inventory)
0.43

0.43

(Care Evaluation Scale)

0.69

Satisfaction

Fig. 1. Correlations among patientreported pain intensity, quality of life, quality of palliative care, and

satisfaction.

quality of life, quality of palliative care, and sat-
isfaction as reported by outpatients with meta-
static or recurrent cancer. In addition, this was
the first nationwide multicenter survey about
the pain experience of cancer patients in
Japan. Significant but modest correlations
among these variables indicated that they are
overlapped but different concepts, and mea-
suring them at the same time could be useful
for understanding patients’ overall experi-
ence. The strengths of this study include the
relatively large number of patient responses
analyzed, the high participating institution
rates in each study region (which included
81% of the relevant inpatient beds), and the
use of wellvalidated measurement tools of
quality of life and quality of palliative care spe-
cifically developed for Japanese patients with
advanced cancer. These measures enabled us
to capture the broader areas of patient quality
of life beyond symptom burden and functional
status, especially psycho-existential compo-
nents, and patient-perceived quality of care.
Approximately 60% of the patients in this
study had some level of pain, which is similar
to figures of 59%—74% reported in comparable
Western populations.® Approximately 20% of
the population in this study had moderate to se-
vere pain, with corresponding Western figures
varying between 20% and 49%.° Likewise, the
population in this study with “substantial”
pain, defined as pain intensity of 5 or more,
was approximately 20%, compared with 20%

in a survey from The Netherlands.® These find-
ings confirm that at least 20% of advanced can-
cer patients in outpatient settings experience
moderate to severe pain, and pain management
is still one of the mostimportant areas for outpa-
tient cancer care.

Quality of life reported by the patients was
generally high in this survey, particularly living
in a favorite place, having a good relationship
with medical staff, having independence, having
environmental comfort, and being respected as
an individual. These findings reflect that the
ambulatory patients that were being under-
treated had relatively good performance status.
Conversely, patients reported relatively lower
quality-of-life scores in three domains: 1) physi-
cal distress other than pain, 2) emotional dis-
tress, and 3) existential components such as
maintaining hope, feeling of life completion,
and feeling a burden to others. These findings
are consistent with previous study findings in
which frequent concerns for outpatient cancer
patients included physical distress other than
pain (i.e., fatigue and gastrointestinal symptoms
such as appetite loss, nausea, and taste changes);
psychological distress (i.e., anxiety, fear, and de-
pression); and existential components (i.e., un-
certainty, fears about their cancer spreading,
concerns about their future, the unpredictabil-
ity of their existence, their dependence on
others, and feeling a burden to others).'™*
This study and others thus provide strong sup-
portfor the urgent need for research to develop
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appropriate assessment tools and effective inter-
ventions to palliate physical distress other than
pain (e.g., fatigue, appetite loss), emotional dis-
tress including depression, and existential suf-
fering specifically targeted to maintaining
hope, life completion, and alleviating patient-
perceived burden to others.**7%°

Of special note was the very high prevalence
(approximately 50%) of Japanese outpatients
with advanced cancer who perceived themselves
to be a burden to others. This was despite the
fact that more than 90% of the patients were in-
dependentin their daily lives. This is in line with
alarge survey performed in Japan on terminally
ill cancer patients that also indicated that one of
the most common facets of existential suffering
was perceived burden to others, and that this
was not always associated with objective evi-
dence of any impairment in the patients’ activi-
ties.?” Several studies from Western countries
also have revealed that being a burden to others
is one of the biggest concerns for cancer outpa-
tients.'®* Recent studies on Japanese patients
have identified potentially useful care strategies
to palliate patient perception of being a burden,
including practical, cognitive, and emotional
approaches.?”?® Further studies should be en-
couraged to explore better interventions for
relieving patient-perceived burden to others
in physically independent outpatients with
advanced cancer.

Regarding the patientperceived quality of
care, 20% of patients in this study reported
there was some need for improvements in all
five subscales assessing the quality of palliative
care; however, less than 5% of patients rated
the need as “highly necessary.” This is similar
to the findings of another study using the
same questionnaire for bereaved family mem-
bers of cancer patients who died in certified pal-
liative care units; in that study, less than 5% of
respondents reported that improvements in
palliative care were “highly necessary.” In con-
trast, the percentage of respondents who re-
ported that “no improvement was necessary”
ranged from 23% to 38% in the palliative care
unit survey vs. 20% or less in this survey.'® This
suggests that outpatients in the present study
evaluated the quality of the palliative care they
received as generally acceptable (i.e., not com-
pletely satisfied), and some improvement was
desired in all areas, including physical care by
physicians, physical care by nurses, psycho-

existential care, help with decision making,
and coordination/consistency of care.

Performance status was the strongest predic-
tor of patientreported severe pain intensity,
poor quality of life, low quality of care, and
low satisfaction. This suggests that disease pro-
gression causes the development of multiple
symptoms and a variety of needs. As the full
assessment of the palliative care needs of all
patients is not practical in many outpatient set-
tings because of the limited availability of time
and resources, an easily applicable screening
tool for outpatients targeted to those with
considerable decreases in performance status
could identify patients who should be candi-
dates for intensive palliative care interven-
tions.”? Feasible and effective strategies to
identify the outpatients with lower perfor-
mance status and unmet needs should be
tested.

Of note, there was no statistically significant
difference in pain intensity, quality of life, qual-
ity of palliative care, and satisfaction among the
different regions with different palliative care
systems. Potential interpretations include
1) presence or type of palliative care system
had no influence on overall patient experience
ataregionallevel, 2) measurement instruments
have inadequate sensitivity (e.g., the CES is
influenced by the patient-perceived quality of
general care, not only quality of palliative
care), and 3) many of the patients surveyed in
this study were in generally good condition
and may not require specialized palliative
care. The effects of the palliative care system
on patient outcomes should be investigated in
further well-designed studies.

This study had several limitations. First, the
response rate was moderate at 58%, and no
analysis comparing respondents with nonre-
spondents was possible because of a lack of pa-
tient consent for using nonrespondent data.
We cannot conclude, therefore, that response
bias might make either over- or underestima-
tion of the results possible. Second, we used
a mail survey for this study instead of face-to-
face or telephone interviews because of cost
reasons, and the possibility that a different ap-
proach might obtain different results cannot
be denied. One study performed in a similar
setting in The Netherlands, however, demon-
strated no statistically significant difference in
the prevalence of pain when comparing data
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collected using either an interview or a muail
survey.® Therefore, we believe the method of
questionnaire distribution was unlikely to alter
the overall conclusions. Third, although the
patients in this study came from a variety of
locations and hospitals within the regions stud-
ied (more than 80% of inpatient beds are
covered in each area), not all hospitals partic-
ipated in the survey, particularly small hospi-
tals. We believe, however, the number of
patients receiving cancer treatment in such
hospitals is small, and this bias does not influ-
ence the conclusions. Finally, as we did not ob-
tain the data about medical treatments the
patients actually received, we cannot conclude
the appropriateness of care they received.

In conclusion, at least 20% of outpatients
with metastatic or recurrent cancer experience
moderate to severe pain, physical symptoms
other than pain, emotional distress, and exis-
tential suffering such as maintaining hope, life
completion, and feeling a burden to others;
and reported that improvement in the quality
of palliative care is necessary in multiple areas.
Palliative care for Japanese outpatients with re-
current or metastatic cancer should be further
improved.
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Abstract

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

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

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

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

Resuits. The five items regarding sense of security were aggregated into one
factor, and Cronbach’s « was 0.91. In the Yamagata area where palliative care
services were not available, the sense of security was significantly lower than in the
other three regions. Female gender (P=10.035), older age (< 0.001), and
having cancer (P < 0.001) were significantly associated with a strong sense of
security.
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Conclusion. A new scale that evaluaies sense of security with regard to cancer
- care was developed. Future studies should examine whether establishing
a regional health care system that provides quality palliative care could improve
the sense of security of the general population. J Pain Symptom Manage
2012;43:218—225. © 2012 U.S. Cancer Pain Relief Committee. Published by Elsevier Inc.

All rights reserved.
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Introduction

Cancer is a serious disease affecting the lives
of many people. In Japan, cancer affects half of
the population (55% of males and 41% of fe-
males) throughout their ilfenme and is the
cause of about 30% of all deaths.” Itis essential
that quality care is available for cancer patients.
Outcomes of care for cancer patients have
been measured usmg various indicators such
as symptoms,” 8prognoszs, quality of life,”
quality of care,” atlent satisfaction,”” and
family satxsfacnon, however, there are no in-
dicators that assess the overall availability of
care, which could be used, for example, to
compare regions.

Having a sense of security about the availabil-
ity of high-quality care is very 1mp0rtant for can-
cer patients and their families.’® A sense of
security should be evaluated from the perspec-
tive of the general population living in a region,
in addition to cancer patients and their fami-
lies. These perspectives reflect the quality of
the regional system for providing health care
services, and the awareness among the popula-
tion of the services provided by the system. As
part of quality assurance of regional cancer
care, a sense of security among the general pop-
ulation is important.

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

a feeling of security among family caregivers. Ac-
cording to these pmposed concepts, security is
not only just trust in an individual hea,!th care
professional butalso a generalized sense of insti-
tutional trust in the health care system that
makes people feel supported However, the
concept of asense of security has notbeen explic-
itly validated.

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

Methods

This study was conducted as a part of the
Outreach Palliative Care Trial of Integrated Re-
gional Model (OPTIM) study, launched by the
Mlmst of ‘Health, Labor, and Welfare in
}apan 1% The OPTIM study is a regional inter-
vention trial with the aim of establishing
a regional palliative care model in four areas of
Japan: a large urban area (Chiba: Kashiwa,
Nagareyama, and Abiko City), a smaller urban
area (Shizuoka: Hamamatsu City), and two rural
areas (Nagasaki: Nagasaki City, and Yamagata:
Tsuruoka and Mikawa City). In Chiba, Shizuoka,
and Nagasaki, palliative care services are avail-
able; in Yamagata, such services are sparse.

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

Population and Procedures

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

Measurements

We developed a questionnaire regarding the
sense of security through discussions based on
previous studies. 12714 The questionnaire com-
prised five statements about the charactenstlcs
of health care professmnals who provide ade-
quate treatment and care (“competent profes-
sionals”) and adequate access to health care
resources to feel supported (“ nmely access to
needed care”), which are components indi-
cated by Funk et al.'* We did not include the

“caregiver’s identity and se}fwox‘th”2” in the
questionnaire because the mtended use of
this scale in the OPTIM study was to measure
the change in the level of competency of pro-
fessionals and umely access to needed care as
a result of the intervention for i improving re-
gional palhanve care. The face validity of the
questions was assessed based on full agreement
of the authors.

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

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

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

Statistical Analyses

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

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

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

Related Factors.  To identify factors associated
with 2" sense of security, univariate analyses
were conducted using analysis of variance, the
unpaired #test, Pearson productmoment corre-
lation coefficient, and Spearman rank correla-
tion coefficient, where appropriate. Thereafter,
the association of each hypothesized factor
with the sense of security score was determined
using multiple regression analysis.

Statistical analysis was performed using SAS
Version 9.1 (SAS Institute, Inc., Cary, NC).
The significance level was set at <0.05 (two-
taﬂed)



Vol. 43 No. 2 February 2012

Feelings of Support and Security Scale

221

Resulis

Characteristics of Pamczpants

Of the 8000 questionnaires sent out, 26 were
undeliverable and 3984 were returned. Among
the respondents, 254 were excluded because
of missing data for items regarding sense of
security, and 3730 responses were analyzed
(effective response rate: 46.8%). There was
a significant difference in the response rate
among the areas (Yamagata, 47%; Chiba,
53%; Shlzuaka, 44%, and Nagasaki, 42%;
C}:u»squared test, P<0.001). Table 1 summa-
rizes the charactensucs of the respondents

Distribution of the Sense of Security in the
Region

Table 2 shows the distribution of responses
regarding the sense of security. Althoughabout
60% of the respondents (sum of “strongly
agree,” “agree,” and “slightly agree”) believed
that they would be treated appropriately for
cancer, less than half of the respondents be-
lieved that the treatment for pain and distress
and the availability of health care services, in-
cluding home care, would be sufficient.

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

Exploratory Factor Analysis

According to the results of the exploratory
factor analysis, the five items regarding the
sense of security were aggregated into one fac-
tor (Table 8). Cronbach’s o was 0.91.

Tuble 1
Characteristics of Respondents. (n=3730)

Characteristic 7 {%)
Area

Yamagata 943 (25)

Chiba 1061 (28)

Shizuoka 877 (24)

Nagasaki 849 (23)
Gender

Male 1648 (45)

Female 2012 (55)
Age (years), mean (8D} 59.6 (+£10.5)
Duration of residence in the region

Less than one year 42 (1)

One to five years 141 (4)

More than five years 3457 (95)
Treated for health problems 1959 (54)
Have cancer 177 (5)
Family members’ experiences of cancer 2008 (55)
Awareness of palliative care 523 (15)

SD = standard deviation.
Percentages for each item were calculated after excluding missing
values.

Related Factors

Univariate Analyses. 'The association of each de-
mographic factor with the sense of security score,
which was calculated by summing the points of
the five items, was examined using univariate
analyses, and the results are shown in Table 4.
The difference in the sense of security among
the areas was s1gn1ﬁcant (P<0.001). Other fac-
tors associated with a higher score for the sense
of security were an older age (P < 0.001), current
treatment fora health: problem (P < 0.001), hav-
ing cancer (P< 0.001), and no family history of
cancer (P=0.005). When examining correla-
tions among variables, a family history of cancer
was associated with gender (females had more

Table 2
Distribution of Responses for Sense of Security Regarding Cancer Care (2= 3730)
Strongly Slightly Total
Disagree Disagree Disagree  Not Slightly Agree Strongly Agreement”
If I get cancer: (%) (%) (%)  Sure (%) Agree (%) (%) Agree (%) (%)
(1) 1 would feel secure in receiving 3 10 9 17 26 30 6 61
cancer treatment.
(2) My pain would be well relieved. 4 18 13 24 23 17 2 41
(3) Medical staff will adequately .8 14 13 23 26 19 2 46
respond to my concerns and pain.
(4) T would feel secure as 2 variety 5 17 14 29 21 12 2 35
of medical care services are
available.
(5) 1 would feel secure in receiving 9 26 16 26 15 7 1 23

care at home.

Percemages for each item were calculated after excluding missing values.

“Sum of “slightly agree,” “agree,” and “strongly agree.”
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Table 3
Exploratory Factor Analysis (r= 3587)
Factor 1 Communality

If T get cancer;

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

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

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

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

(5) I would feel secure in 0.77 0.59

receiving care at home.

Proportion of variance explained = 78.5%.

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

Multiple Regression Analyses. 'Theresults of mul-
tiple regression analyses are shown in Table 5.

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

Sense of
Security Score
Variable Mean (SD) Pyalue
Area
Yamagata 17.7 (1.1) <0.001*
Chiba 19.8 (6.3)
Shizuoka 21.8 (6.2)
Nagasaki 19.9 (6.6)
Gender
Male 20.0 (6.2) 0.571"
Female 20.1 (6.3}
Age 0.225° <0.001
Duration of residence in the —0.015¢ 0.378
region
Treated for health problems
Yes 20.6 (6.8) <0.001°
No 19.5 {6.2)
Have cancer
Yes 28.1 (5.7) <0.001°
No 19.9 (6.3)
Family members’ experiences
of cancer
Yes 19.5 (6.4) 0.005"
No 20.1 (6.2)
Awareness of palliative care
Yes 20.1 (6.7) 0.666
No 20.0 (6.2)

8D = standard deviation.

“Analysis of variance.

"ttest,

‘Pearson product-moment correlation coefficient.
“Spearman rank correlation coefficient.

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

Independent Variable B Palue
Area
Yamagata Reference -
Chiba 0148  <0.001
Shizuoka 0.242 «<0.001
Nagasaki 0.140 <0.001
Gender
Male Reference —
Female 0.085 0.035
Age 0.155  <0.001

Duration of residence in the region

Less than one year Reference —
One to five years 0.023 0.436
More than five years ~0.004 0.898
Treated for health problems 0.015 0.389
Have cancer 0.090  <0.001
Family members’ experiences -0.028 0.096
of cancer
Awareness of palliative care -0.011 0.528

Determination coefficient: /2= 0.068.

The Yamagata area showed a significantly small-
er score for the sense of security cornpared with
the other areas (P< 0.001). Female gender
(P=10.085), older age (P < 0.001), and diagno-
sis of cancer (P<0.001) were associated with
a high score for sense of security. The associa-
tions of these variables, other than the area
and age, were not strong, and the determination
coefficient was small (0.068).

Discussion

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

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

In the scale developed in this study, the
sense of security of the general population
comprised trust in health care professionals
to adequately respond to patients’ pain and
distress from cancer, and feeling that various
medical and care services are readily available,
even at home.'® To improve the sense of secu-
rity in a region, it is important for the general
population to feel supported; thus, health care
professionals should be educated in cancer
and palliative care, palliative and other care
services should be available, and these services
should be accessible to the general popula-
tion. This new scale would be a useful end-
point for evaluating the comprehensive sense
of security in the general population of a re-
gion. It also may be used as an indicator of
the adequacy of health care services (including
the competency of health care professionals
and accessibility to care) provided in the re-
gion and awareness of the services among the
general population.

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

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

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

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

Second, the subjects with cancer felt more
secure regarding cancer care than those without
cancer. This result suggests that, whereas a per-
son without cancer may feel a vague anxiety
about cancer and its care, once a person gets can-
cer and has experienced receiving care, he or
she may feel secure because the level of individ-
ual treatment and care in Japan is of a relatively
high quality. On the other hand, subjects with
a family member who had cancer had a poor
sense of security compared with those without
such experience, although the difference was
not significant on multivariate analysis. This situ-
ation might be a result of experiencing earlier
cancer care in Japan, which was poor. Doctors
did not tell patients they had cances; and pain
control was inadequate. Consequently, many
patients died a painful death. The result may
suggest that individuals who lost a family mem-
ber (mostly parents) to cancey, in times past,
saw their pain and distress; therefore, they have
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the impression that cancer causes great distress
and so a poor sense of security regarding cancer
care. However; in Japan, palliative care teams
became covered by National Medical Insurance
in 2002, and the Cancer Control Act was estab-
lished in 2007; as a result, palliative care has pro-
gressed so that more effective treatments are
available.

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

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

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

Third, the response rate of the survey was not
high, the difference in response rate among the
areas was significant, and we could not clarify
the characteristics of nonresponders; there-
fore, a response bias may exist. However, be-
cause the response rate of opinion surveys in
the general g)e ulation in Japan is generally
about 50%,8 224 the response rate of the study
may be acceptable.

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

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

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

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

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

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

symptoms, and delirium.

Conclusion. Japanese GPs have little experience in caring for cancer patients
dying at home, whereas DNs have more experience. To achieve quality palliative
care programs for cancer patients at the regional level, educating GPs about
opioids and psychiatric medications, easily available palliative care consultation
services, systems to support home care technology, and coordinated systems to
alleviate family burden is of importance. [ Pain Symptom Manage
2012;43:59~67. © 2012 U.S. Cancer Pain Relief Commitiee. Published by Elsevier Inc. All

rights reserved.
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Introduction

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

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

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

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

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

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



