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Original Article

Pain Intensity, Quality of Life, Quality

of Palliative Care, and Satisfaction

in Outpatients With Metastatic or Recurrent
Cancer: A Japanese, Nationwide,

Region-Based, Multicenter Survey
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Abstract

Context. Increasing numbers of patients with advanced cancer are receiving
anticancer and/or palliative treatment in outpatient settings, and palliative care
for outpatients with advanced cancer is being recognized as one of the most
important areas for comprehensive cancer treatment.

Objectives. The aim of this study was to evaluate pain intensity, quality of life, quality
of palliative care, and satisfaction reported by outpatients with advanced cancer.

Methods. Questionnaires were sent to 1493 consecutive outpatients with
metastatic or recurrent cancer from four regions in Japan; 859 responses were
analyzed (58%). Questionnaires included the Brief Pain Inventory, Good Death
Inventory, Care Evaluation Scale, and a six-point satisfaction scale.

Results. Approximately 20% of the patients reported moderate to severe pain.
Whereas more than 70% agreed or strongly agreed with “good relationship with
medical staff” and “being respected as an individual,” less than 60% agreed or
strongly agreed with “free from physical distress,” “free from emotional distress,”
“maintaining hope,” and “fulfillment at life’s completion”; 54% reported some
agreement with “feel a burden to others.” About 20% reported that improvement
is necessary in physical care by physicians, physical care by nurses, psycho-
existential care, help with decision making, and coordination/consistency of care;
13% reported some levels of dissatisfaction.
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RN, Department of Nursing, Seirei Christopher umin.acjp
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Conclusion. A considerable number of outpatients with metastatic or recurrent
cancer experienced pain, physical symptoms, emotional distress, and existential
suffering, and advocated improvements in palliative care across multiple
areas. ] Pain Symptom Manage 2012;43:508—514. © 2012 U.S. Cancer Pain Relief

Committee. Published by Elsevier Inc. All rights reserved.
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Introduction

Palliative care is an essential part of integrated
cancer treatment.’ Increasing numbers of
patients with advanced cancer are receiving anti-
cancer and/or palliative treatment in outpatient
settings,®® and palliative care for outpatients
with advancer cancer is being recognized as
one of the most important areas for comprehen-
sive cancer trearment.5!? Nonetheless, few
studies investigating patient symptom burden
have focused on outpatients with advanced can-
cer. For example, a recent review on pain preva-
lence in cancer patients identified 52 relevant
studies.® Of these, 22 studies specifically evalu-
ated patients with advanced, metastatic or termi-
nal illness, but only five specifically focused on
outpatients. A recent research study from Ontar-
io revealed that half of 45,118 ambulatory can-
cer patients experienced some level of pain or
dyspnea.'”> These studies revealed that many
outpatients with cancer suffer from multiple
physical and psychological symptoms.

Measuring not only symptom burden but
quality of life and patientreported quality of
care can be of value for the comprehensive un-
derstanding patients’ cancer experiences, and
measuring these outcomes at a regional level
would be useful for improving palliative care in
particular areas. To our best knowledge, how-
ever, there are few region-based large surveys
of outpatients with advanced cancer that identify
symptom  burden, quality of life, patient-
perceived quality of care, and satisfaction with
care.’® In addition, there have been no mult-
center studies in Japan to assess the prevalence
of pain as reported by cancer patients them-
selves, despite a large amount of empirical data
from nationwide surveys of bereaved families.'®

Thus, the primary aim of this region-based,
multicenter study was to assess pain intensity,
quality of life, quality of palliative care, and sat-
isfaction with medical care in outpatients with

metastatic or recurrent cancer. Additional aims
were 1) to explore the potential differences in
pain intensity, quality of life, quality of pallia-
tive care, and satisfaction among regions, and
2) to explore the potential correlations among
pain intensity, quality of life, quality of pallia-
tive care, and satisfaction.

Methods

A cross-sectional study was performed by
sending questionnaires to consecutive outpa-
tients with metastatic or recurrent cancer in
four regions in Japan. This survey was part of
the preintervention measurements collected
for the regional intervention trial, the Outreach
Palliative Care Trial of Integrated Regional
Model (OPTIM) study, and the study’s method-
ology is reported in detail elsewhere.'” The eth-
ical and scientific validity of this study was
confirmed by the institutional review board of
the Japan Cancer Society, and by those of all par-
ticipating hospitals.

Participating Hospitals

Four study regions were chosen for interven-
tion studies to cover a variety of areas with differ-
ent palliative care systems across Japan:
Tsuruoka (population 170,000, Yamagata pre-
fecture), Kashiwa (population 670,000, Chiba
prefecture), Hamamatsu (population 820,000,
Shizuoka prefecture), and Nagasaki (popula-
tion 450,000, Nagasaki prefecture). Kashiwa
and Hamamatsu have specialized hospital palli-
ative care teams in a cancer center and general
hospitals, respectively; Nagasaki has a coordi-
nated palliative care system for home patients
in addition to hospital palliative care teams;
and Tsuruoka had no formal specialized pallia-
tive care service at the time of the survey.

Because of a lack of an established method
to identify all cancer patients living in a specific
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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 avera%e 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 Therapyscale,
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 “I: 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 GDIwas 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 Likert-type scale
from “I: 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,16 patient responses were selected from
a six-point Likert-type 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 ttest 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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Tuble 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 4.5

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

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 fulfillment atlife’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=9), dissatisfied in 2.2% (n=19),
slightly dissatisfied in 9.5% (n=_82), slightly
satisfied in 27% (n=229), satisfied in 49%
(n=417), and strongly satisfied in 10%
(n=88).

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). Patient-reported 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)

48% (n=1373)
48% (n=2371)
51% (n=435)

Worst pain
Average pain
Least pain

36% (n=312)
49% (n=363)
40% (n=3847)

8.5% (n="173)
7.5% (n=064)
2.9% (n=25)

7.7% (n=166)
2.7% (n=28)
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) 43% (n=2370) 12% (n=104) 6.2% (n=>53) 4.4% (n=38) 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=281) 6.3% (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=123)
Good relationship with medical staff

Trust the physician 37% (n=316) 40% (n=347) 11% (n=193) 4.3% (n=387) 2.1% (n=18) 0.8% (n="17) 1.83% (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=178) 8.4% (n="172) 13% (n=115) 9.7% (n=283)
Good relationship with family

Spend enough time with family 28% (n=241) 38% (n=328) 13% (n=109) 8.7% (n="75) 3.6% (n=231) 2.6% (n=22) 1.6% (n=14)
Independence

Independent in daily activities 39% (n=336) 38% (n=3827) 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) 21% (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=9) 1.5% (n=13)
Life completion

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

Improvement Is:

Items in the CES Not Necessary Rarely Necessary Somewhat Necessary Necessary Considerably Necessary Highly Necessary

Physical care by physicians

Tried to relieve physical discomfort 17% (n=149) 38% (n=325) 17% (n=149) 16% (n=135) 5.7% (n=49) 1.6% (n=14)
Dealt promptly with symptoms 19% (n=164) 36% (n=308) 17% (n=144) 16% (n=133) 5.2% (n=45b) 2.4% (n=21)
Had adequate knowledge and skills 21% (n=182) 34% (n=290) 15% (n=126) 15% (n=131) 5.4% (n=46) 2.7% (n=23)
Physical care by nurses
Responded promptly to needs 18% (n=151) 35% (n=296) 20% (n=174) 14% (n=122) 4.2% (n=36) 1.5% (n=13)
Had adequate knowledge and skills 14% (n=122) 35% (n=297) 23% (n=193) 14% (n=123) 4.4% (n=38) 1.2% (n=10)
Helped the patient to enjoy daily life 16% (n=134) 35% (n=297) 21% (n=185) 16% (n=18%4) 3.4% (n=29) 0.9% (n=28)
Psycho-existential care
Helping to relieve concerns 17% (n=148) 35% (n=302) 22% (n=185) 15% (n=126) 4.7% (n=40) 0.6% (n=>5)
Appropriate when depressed 16% (n=134) 37% (n=316) 21% (n=182) 14% (n=116) 5.1% (n=44) 1.0% (n=9)
Tried to keep the patient hopeful 18% (n=158) 36% (n=306) 20% (n=168) 14% (n=116) 55% (n=47) 1.0% (n=9)
Help with decision making
Sufficient explanation about the 28% (n=197) 30% (n=257) 20% (n=175) 13% (n=109) 7.1% (n=~61) 3.3% (n=28)
current condition
Sufficient explanation about the 15% (n=130) 33% (n=284) 25% (n=211) 12% (n=104) 7.2% (n=62) 2.3% (n==20)
expected outcome
Patient could participate in the 21% (n=178) 35% (n=296) 19% (n=164) 13% (n=113) 4.3% (n=237) 2.1% (n=18)
selection of treatment
Coordination/consistency of care
Cooperation among staff members 17% (n=148) 36% (n=305) 18% (n=153) 15% (n=125) 4.7% (n=40) 1.6% (n=14)
Same doctors and nurses provided care 23% (n=201) 33% (n=281) 15% (n=131) 16% (n=136) 4.1% (n=235) 1.7% (n=15)
Planned with consideration for the 20% (n=171) 33% (n=287) 18% (n=155) 12% (n=104) 4.5% (n=39) 1.6% (n=14)

previous course of the disease

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) 1.84+24 0.35 55+9.5 0.84 68 + 21 0.27 4.6 £.97 0.48
Female (n=374) 20+25 55 4+9.2 70 £ 20 4.5+ .95
Age
Patient 75 years or older 20+25 0.48 54410 0.18 69 +21 0.76 4.7+ .90 0.004
(n=246)
Patient <75 years (n= 601) 1.84+25 55 +9.0 69 -+ 20 4.5+ .98
Primary tumor site
Lung (n=221) 1.9+26 0.47 54+9.5 0.79 69 + 21 1.00 45+.9 0.93
Breast (n=148) 1.9+24 56 +9.1 69+£19 4.6+.9
Colon, rectum (n=181) 1.6+2.3 554+9.0 69 + 21 4.6:+1.0
Stomach (n=75) 21+£2.7 55492 69 =+ 20 45+1.0
Liver, pancreas, bile duct 21+27 54+8.3 69 £ 23 454 1.1
(n=281)
Prostate (n=86) 14420 56+ 11 68 +21 45+.9
Urogenital (n=_81) 2.0£26 54+£8.9 70 421 44+£1.0
Living
Not alone (n=1784) 1.9+25 0.80 55+9.2 0.20 69 + 20 0.029 4.54.95 0.77
Alone (n=66) 1.9+2.6 53+9.5 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) 20+£2.4 53+ 10 66 -+ 23 4.6+ .89
Not married (n=49) 2.3+27 554 8.0 67+ 22 4.3+£1.2
Working
Not working (n=657) 2.0+2.6 0.001 54497 0.002 69 +21 0.74 4.5 4 .98 0.67
Full time (n=120) 1.4+£21 57+8.0 70 £19 4.5+ .85
Part time (n=65) 1.1+£19 57+7.7 67+ 19 4.44+1.0
Performance status
0 (n=243) 048+1.2 <0.001 60£78  <0.001 74+19 <0.001 474+.89 <0.001
1 (n=371) 20+23 55+ 8.5 69 -+ 20 4.5+ .98
2 (n=181) 2.8+£28 514+9.0 65+ 21 4.5+ .92
3 (n=237) 3.9+3.3 44 410 61 +20 4.3+1.0
4 (n=14) 48+34 43 +6.6 56 427 38+1.3
Chemotherapy and/or radiotherapy
Receiving (n=498) 1.94+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) 1.64+23 0.080 55+8.6 0.27 66 + 21 0.21 4.5+ 91 0.41
Kashiwa (n=147) 1.5+24 56 +8.2 71419 4.6 +£.97
Hamamatsu (n= 320) 2.0+2.4 55410 70 + 20 4.5+ .87
Nagasaki (n=275) 21427 54+9.3 66 + 22 4.5+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 < 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

Quality of Palliative Care

(Good Death Inventory)
0.43

0.43

(Care Evaluation Scale)

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 most important 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,?*26

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 patient-perceived 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
ataregional level, 2) measurementinstruments
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 mail
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 crosssectional anonymous questionnaire was administered to 8000

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

Results. The five items regarding sense of security were aggregated into one
factor, and Cronbach’s a was 0.91. In the Yamagata area where palliative care
services were not available, the sense of security was significantly lower than in the
other three regions. Female gender (P=0.035), older age (P<0.001), and
having cancer (P < 0.001) were significantly associated with a strong sense of
security.

Address correspondence to: Ayumi Igarashi, RN, PhD, Dental University, 1-5-45 Yushima, Bunkyo-ku, Tokyo
Department of Gerontological Nursing, Graduate 113-8510, Japan. E-mail: igarashi.gh@tmd.ac.jp
School of Health Care Sciences, Tokyo Medical and Accepted for publication: April 12, 2011.

© 2012 U.S. Cancer Pain Relief Committee 0885-3924/% - see front matter
Published by Elsevier Inc. All rights reserved. doi:10.1016/j jpainsymman.2011.04.005



Vol. 43 No. 2 February 2012

Feelings of Support and Security Scale 219

Conclusion. A new scale that evaluates sense of security with regard to cancer
care was developed. Future studies should examine whether establishing
a regional health care system that provides quality palliative care could improve
the sense of security of the general population. 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 lifetime! 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 using various indicators such
as symptoms,”* prognosis, quality of life,”®
quality of care,”® patient satisfaction,”'? and
family satisfaction;'! however, there are no in-
dicators that assess the overall availability of
care, which could be used, for example, to
compare regions.

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

Regarding the concept of a sense of security,
Funk et al.'* indicated that a feeling of security
among family caregivers of cancer patients con-
sisted of trust in competent professionals; timely
access to needed care, services, and information;
and a sense of their own identity and self-worth as
caregivers and individuals. The domain of “ac-
cess to care” encompasses a sense of feeling sup-
ported and the perceived access to care.'*
Milberg etal."™!*also suggested that having com-
petent staff with 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 proposed concepts, security is
not only just trust in an individual health care
professional but also a generalized sense of insti-
tutional trust in the health care system that
makes people feel supI_')()rtecL12 However, the
conceptofasense 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 security regarding cancer care,
and 2) to identify factors associated with a sense
of security in those regions. This study is new in
that the scale to assess the sense of security is
measured from the perspective of the general
population in a region and includes both trust
in competent health care professionals and in

the regional health care system, as proposed
by Funk et al.'?

Methods

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

We administered a cross-sectional anony-
mous questionnaire. In the questionnaire, we
explained the aim of the study and regarded



