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Our goal was to validate an instrument with which terminally ill patients could evaluate
the quality of care they receive at the end of life (EOL).

Questionnaire development followed a four-phase process: item generation and reduc-
tion, construction, pilot testing, and field-testing. Using relevance and priority criteria and
pilot testing, we developed a 16-item questionnaire. Factor analyses of data from 235
patients resulted in the Quality Care Questionnaire-End of Life (QCQ-EOL) covering dig-
nity-conserving care, care by health care professionals, individualised care, and family
relationships. All subscales and total scores showed high internal consistency (Cronbach
alpha range, 0.73-0.89). The ability of total score and selective subscale scores clearly dif-
ferentiated patients on the basis of clinical situation, sense of dignity, and general rating
of care quality. Correlations of scores between patients and caregivers were substantial.
The QCQ-EOL can be adopted to assess the quality of care received by terminally ill
patients.

© 2006 Elsevier Ltd. All rights reserved.

1. Introduction

To create good intervention strategies, it is critical to iden-
tify those dying patients at high risk of suffering’®**** and to

Recent data’™ suggest that most people today die of chronic,
progressive diseases such as cancer and that it can be difficult
to maintain dignity during the terminal phase of an illness.
Numerous organisations*® and authors*>’~*? with an inter-
est in the quality of care of dying patients have suggested sev-
eral areas where end of life (EOL) care can be improved.

* Corresponding author: Tel.: +82 31 920 1705; fax: +82 31 920 2199.

E-mail address: lawyun08@ncc.re.kr (Y.H. Yun).

focus on measuring the outcomes that are amenable to
change and on processes that can change them.'* To that
end, a reliable, valid, and clinically manageable way to mea-
sure the quality of EOL care is needed.>**?

Measures of the quality of EOL care include FAMCARE,*
Toolkit of Instruments to Measure End-of-Life (TIME),'® the
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31-item Quality of Dying and Death (QODD),” the 30-item
Quality of End-of-Life Care and Satisfaction (QUEST),'® the
Care Evaluation Scale (CES),19 and Problems and Needs in Pal-
liative Care (PNPC),?° and all have satisfactory psychometric
properties. Several studies using FAMCARE, TIME, QODD,
and CES have reported on the quality of care EOL patients re-
ceive, but they did not focus on the patients’ own assess-
ments. Even though poor health and cognitive impairment
may limit a patient’s ability to respond to a questionnaire
and proxies are a good source of information,?* EOL care is
highly individual and patient-provided data are essential for
its evaluation.>'*'® Family members may not be the best
source of information because they often do not agree with
the patient,’®?! or even with each other,”® and they may show
recall bias.™

Studies using QUEST and PNPC have reported patient
assessments. However, QUEST does not consider symptom
burden, existential or spiritual care, and dignity. Additionally,
PNPC may not be practical, and further validation is neces-
sary.?° We therefore developed a tool to assess the patient’s
perceptions of the quality of EOL care they receive.

In this paper we report on the development and initial val-
idation of that tool, which is a brief but sensitive 16-item
instrument. We call it the Quality of Care Questionnaire-
End of Life scale (QCQ-EOL). It also explores the validity of
family member assessments of EOL care.

2. Methods

2.1.  Study design

Development and validation of the QCQ-EOL consisted of four
phases: 1) item generation and reduction, 2) scale construc-
tion, 3) pilot testing, and 4) field-testing. The study was ap-
proved by the Institutional Review Board of the National
Cancer Center, Korea. Eligible patients and families signed in-
formed consent forms.

2.2.  Phase I: item generation and reduction

Phase I was aimed at compiling a list of relevant quality-care
issues that cover the areas of interest. We performed an
extensive literature review using PUBMED, MEDRIC (Korean),
and other databases searching the keywords ‘end of life’, ‘ter-
minally ill’, ‘dying’, ‘palliative care’, ‘end of life care’, ‘termi-
nal care’, and ‘quality care’, and we identified 49 issues.
Discussing these with experts in the field (two palliative care
specialists, two surgical oncologists, one medical oncologist,
and one nurse) we generated a list of 35 potentially relevant
issues.

We discussed the 35 issues in semi-structured interviews
with 16 health professionals (four medical oncologists, three
radiation oncologists, four surgical oncologists, five nurses),
one social worker, three members of the clergy, 19 terminal
cancer patients, 20 of their family members, and 19 volun-
teers from the general population. We asked each participant
to evaluate the relevance of all 35 issues on a four-point scale
(‘not at all’, ‘a little’, ‘quite a bit’, and ‘very much’), with the
first point being the most relevant, and the priority for inclu-
sion of 15 issues on a dichotomous scale (yes or no). We

deleted from the list issues with a mean score <2.0 or <33%
yes scores. Based on the results and on comments collected
from the interviewees, we deleted 18 issues and combined
four issues into two to eliminate content overlap and to shorten
the instrument. We adopted strict cut-off criteria to minimise
the time and burden required to respond. This produced a to-
tal of 15 issues.

2.3. Phase II: construction

We constructed a list of items for the QCQ-EOL from the 15
quality care issues. For the rating format, we selected a ten-
point numeric analogue scale (from 1 to 10) and a four-point
Likert scale for evaluation in phase IIL

2.4.  Phase III: pilot testing

The purpose of pilot testing was to identify potential problems
of administration (e.g. poor phrasing of questions) and to
determine whether questions needed to be added or elimi-
nated. Prior to the pilot testing, 18 terminal cancer patients
had completed the QCQ-EOL and a debriefing questionnaire
and then underwent a structured interview. The interview re-
sults helped us decide which items to include in the test.
While testing, we used a debriefing form to note which items
were confusing, difficult to answer, or upsetting to the patient,
along with relevant comments. According to those results, we
modified the questionnaire. We increased its clarity and ease
of response, and we added a psychological care item — a con-
cern expressed in most of the suggestions and articles we re-
viewed. The result was a 16-item questionnaire. Using input
from patients and experts, we decided on a four-point Likert
scale (with O being ‘not at all’) to minimise inconvenience
and cognitive burden. When we pilot tested that question-
naire on 16 terminal cancer patients, we found no problems.

2.5.  Phase IV: field-testing

We field-tested the questionnaire to determine its reliability
and validity.

To reach the most heterogeneous sample of patients pos-
sible, and to evaluate the instrument’s sensitivity, we enrolled
patients from six conventional care facilities and five hos-
pices in Korea. Eligible patients were required to (1) be 18 or
more years old, (2) have been diagnosed as having terminal
cancer (cancer was confirmed by oncologists, and terminal
status was defined as progressive and no longer treatable),
(3) be able to read and understand Korean and to fill out the
questionnaire, and (4) provide written informed consent.

We used factor analysis (principal components factor anal-
ysis with an orthogonal [varimax] rotation) to examine con-
struct validity, and we used multi-trait scaling analysis to
examine the extent to which the QCQ-EOL items could be
combined into a more limited multi-item set. We evaluated
the convergent validity of QCQ-EOL items by examining the
correlation between an item and its own scale (a correlation
of >0.4, corrected for overlap, was evidence of validity). For
discriminant validity, we compared the magnitude of the cor-
relation of an item with its own scale compared with other
scales. Scaling successes were defined as those cases in which
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an item correlated significantly higher with its own scale
(corrected for overlap) than with a different scale.?? To test
QCQ-EOL reliability, we calculated the Cronbach alpha, a
measure of internal consistency of responses. An « > 0.70
was generally regarded as acceptably high for aggregation of
responses into a single score. We used known-group compar-
ison to evaluate clinical validity, i.e. the extent to which the
questionnaire scores differentiated patients according to
clinical situation (conventional care versus hospice care) and
performance status (ECOG PSR). We assumed that hospices
provided a higher quality of care than conventional facilities.

To assess the clinically meaningful difference, we used the
distribution-based approach by calculating an effect size (ES)
for statistically significant results between the two groups.?®
Following the recommendations of Cohen,?* we considered
moderate differences (0.5 <ES, 5 points) as clinically mean-
ingful. For example, if the total QCQ-EOL was >5 points higher
for hospice care than for conventional care, hospice care was
defined as better.

2.6. Additional evaluation

We administered an additional packet of questionnaires to
the conventional care group (140 patients) to correlate with
previously validated scales. It included the following: the
European Organisation for Research and Treatment of Cancer
Quality of Life Questionnaire Core-30 item (EORTC QLQ-
C30),%*% the McGill Quality of Life Questionnaire (MQOL),?®
a sense of dignity assessment,” and the patients’ general rat-
ing for quality of care.”®

To evaluate correlations between a patient’s evaluation
and that of their family member, we administered the QCQ-
EOL to both at the same time. Inclusion criteria for family
members were the same as for patients except for the termi-
nal cancer diagnosis. As patients and families were filling out
the questionnaires, researchers were present to ensure that
information was not shared.

We set the significance level at P < 0.05, and all reported P
values are two-sided. We used the SAS statistical package,
version 9.0 (SAS Institute, Cary, NC, 1990).

3. Results

During a 10-month data collection period, 290 patients were
enrolled in the study. Among them, 250 (86.2%) agreed to par-
ticipate. The most common reasons for nonparticipation
were feeling too ill and not being interested in the study. Most
(97.9%) of the items were completed by 250 patients. Among
the participants, 15 patients who did not respond to three
or more items were excluded. Of the 235 patients included
in the final analysis, 140 were from six conventional care
facilities and 95 were from five hospices.

Missing QCQ-EOL items for 27 subjects were replaced
using simple imputation of the mode among subjects com-
pleting the item. Additionally, the missing items were re-
placed using multiple imputations with the Markov Chain
Monte Carlo method.?® For imputation, we used the SAS com-
puter program PROC MI, version 9.0.

Table 1 shows the demographic characteristics of patients
and their family members. The majority (73%) of patients

Table 1 - Socio-demographic and clinical characteristics of patients (n = 235; mean age, 56.6 + 12.5 years) and caregivers

(N = 140; mean age, 45.4 + 13.4 years)

Characteristic

% of Patients % of Caregiver

Female

Male

Above completed high school
Below completed high school
Employed

Housewives

Unemployed

Others

Married

Not married

Colon/rectum

Lung

Stomach

Breast

Cervix

Liver

Head and neck

Others

Conventional care group
Hospice care group

0 = Fully active

1 = Restricted but ambulatory

Gender
Education

Occupation

Marital status

Cancer site

Clinical situation

ECOG PS

2 = Ambulatory, capable of self care
3 = Capable of only limited self care

4 = Completely disabled

47.7 63.5
52.3 36.5
51.7 80.9
48.3 19.1
49.0 333
15.3 8.3
255 27.8
10.2 30.6
69.4 80.7
30.6 193
16.0 =
18.2 -
16.0 =
8.8 =
7.7 =
6.1 -
2.2 =
24.9 =
59.6 65.7
40.4 34.3
1.6 =
16.0 =
20.9 =
32,6 =
28.9 =

ECOG PS, Eastern Cooperative Oncology Group performance status.
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completed the QCQ-EOL in 10 min or less, but 63% required
help, usually with the reading. Table 2 shows the statistics
and distribution of QCQ-EOL items.

3.1.  Factor analysis

We conducted factor analysis on the entire sample of conven-
tional care and hospice care patients (n = 235). Four significant

factors were extracted, accounting for 62% of the total vari-
ance. Table 3 lists the item-to-factor loadings for the 16 items
and four factors - dignity-conserving care (factor 1, seven
items), care by health care professionals (factor 2, three items),
individualised care (factor 3, four items) and relationships
with family members (factor 4, two items); all eigenvalues
were >1.0. We obtained the same factor analysis results for
both multiple imputations and simple imputations.

Table 2 - Item statistics of the QCQ-EOL (n = 235 terminal cancer patients)

QCQ-EOL item n Mean SD % of low (<1) response®
No.? Questions
1 Physical symptoms 235 1.39 0.96 18.3
2 Psychological symptoms 233 1.50 0.99 16.7
3 Control of life 234 1.11 1.02 35.0
4 Relationship with family 233 2.07 0.89 6.0
5 Time with family 235 1.80 1.00 10.6
6 Relationship with health care professionals 231 1.79 0.92 8.7
7 Continuous care 234 2.00 0.93 7.7
8 Clear explanations 235 1.82 0.95 8.5
9 Pride and self-respect 229 1.57 0.97 15.3
10 Financial and other burdens 230 0.99 1.05 42.6
11 Life is meaningful and valuable 232 1.94 0.94 7.8
12 Preparation for death 233 1.50 1.08 21.5
13 Hope and expectations 232 1.28 1.03 25.9
14 Finishing touch on your life 231 1.10 1.02 35.1
15 Respect as a human being 234 2.13 0.82 4.7
16 Life been generally good 235 1.51 0.98 17.4

a Numbers correspond to the item numbers in the QCQ-EOL questionnaire.

b The distribution of the response, ‘not at all’.

Table 3 - Factor analysis of patient’s response from QCQ-EOL Items (n = 235 terminal cancer patients)

QCQ-EOL item Factor®
No.? Questions 1 2 3 4
3 Control of life 0.74 0.09 —0.08 0.26
2 Psychological symptoms 0.72 0.20 0.11 0.15
1 Physical symptoms 0.63 0.27 0.10 —-0.16
10 Financial and other burdens 0.58 0.29 0.24 0.05
12 Preparation for death 0.55 0.31 0.24 0.05
11 Life is meaningful and valuable 0.51 -0.19 0.37 0.28
13 Hope and expectations 0.43 0.08 0.38 0.25
7 Continuous care 0.17 0.83 0.14 0.16
8 Clear explanations 0.21 0.80 0.12 0.08
6 Relationship with health care professionals 0.31 0.68 0.19 0.29
16 Life been generally good 0.15 0.18 0.81 0.11
15 Respect as a human being —0.01 0.10 0.77 0.24
14 Finishing touch on your life 0.43 0.26 0.61 0.10
9 Pride and self-respect 0.50 0.40 0.50 —0.01
4 Relationship with family 0.17 0.20 0.18 0.82
5 Time with family 0.07 0.15 0.19 0.80
Proportion of Variance 37.7% 9.2% 7.8% 6.9%

Extraction method was principal component analysis with an orthogonal (varimax) rotation. We employed a decision rule of retaining factors

whose eigenvalues were >1.0. Bold type indicates loadings >0.40.

a Numbers correspond to the item numbers in the QCQ-EOL questionnaire.
b Factor 1, dignity-conserving care; 2, care by health care professionals; 3, individualised care; 4, relationships with family members.
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3.2.  Reliability 3.3.  Validity

Table 4 shows descriptive statistics for the QCQ-EOL sub- 3.3.1. Multi-trait scaling analysis

scales and the total score. All subscales and total score dem- In Table 4 , all scales showed good convergent validity since
onstrated good reliability with high internal consistency all item-to-self scale correlations exceeded the 0.4 criterion
(Cronbach alpha range 0.73-0.89). for item-convergent validity. In terms of item-discriminant

Table 4 — Descriptive statistics and subscale reliability of the QCQ-EOL (n = 235 terminal cancer patients)

Subscales Range of Mean (SD) o? Item-own scale  Item-other scale Scaling
Scores correlation® correlation errors (%)

Dignity-conserving care (items 1-3,10-13) 0-21 9.63 (4.68) 0.79 0.59-0.73 0.29-0.63 0

Care by health care professionals (items 6-8) 0-9 5.61 (2.40) 0.82 0.84-0.88 0.21-0.55 0

Individualised care (items 9,14-16) 0-12 6.25 (2.98) 0.79 0.72-0.82 0.32-0.50 0

Relationship with family (items 4,5) 0-6 3.86 (1.68) 0.73 0.88-0.90 0.12-0.41 0

QCQ-EOL total (items 1-16) 0-48 2534 (9.50)  0.89 0.59-0.90 0.12-0.63 0

a Cronbach’s alpha value >0.7 indicates adequate scale reliability.
b Corrected for overlap.

Table 5 - QCQ-EOL differentiation of clinical situation and eastern cooperative oncology group performance status

Variables Group n QCQ-EOL subscale (mean + SD)
Dignity-conserving Care by health Individualised Relationship Total score
care care professionals care with family
Clinical Conventional care 140 8.6 £3.7% 5.1+23% 5.6+27% 38+17 23.1+7.9%
situation = Hospice care 91 11.1£5.5 6.4+24 7.2+32 4017 28.6 +10.7
ECOG PS 4 54 8.3 +4.4% 53%23 6.3+28 3.6+1.8 235 + 8.8°
0-3 133 10.5+4.8 58+24 6.5+3.2 4.0+1.7 26.8 £ 10.0

ECOG PS, Eastern Cooperative Oncology Group performance status.
a P<0.01 (t-test).
b P<0.05 (t-test).

Table 6 — Correlation between the EORTC QLQ-C30, McGill QOL and QCQ-EOL scores in conventional care group (N = 140

terminal cancer patients)

QCQ-EOL subscale
Total Dignity-conserving  Care by health Individualised Relationship

score care care professionals care with family

EORTC QLQ-C30 Global health 0.41* 0.44% 0.14 0.28°% 0.31%
functioning scale Physical functioning 0.17 0.25° 0.18° —-0.03 0.05
Role functioning 0.29% 0.31°% 0.24% 0.14 0.13

Emotional functioning 0.272 0.22° 0.13 0.27% 0.20°
Cognitive functioning 0.13 0.21° 0.01 0.02 0.11
Social functioning 0.222 0.19° 0.16 0.24 0.02

McGill QOL Overall 0.49% 0.472 0.30% 0.36% 0.34%

Physical symptoms 0.17 0.16 0.05 0.06 0.24%
Physical well-being 0.28% 0.30% 0.30% 0.10 0.13

Psychological well-being  0.39% 0.34% 0.24° 0.28° 0.35%

Existential well-being 0.50% 0.452 0.26% 0.38% 0.43%

Support 0.33% 0.32% 0.12 0.272 0.28?

EORTC QLQ-C30 = European Organization for Research and Treatment of Cancer Quality of Life Questionnaire Core-30; McGill QOL = McGill
Quality of Life Questionnaire.

For QOL scale, higher scores represent a better level of functioning.

a P<0.01 (Pearson correlation).

b P<0.05 (Pearson correlation).
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Table 7 - QCQ-EOL differentiation of sense of dignity and general rating of quality care

Variables Group n QCQ-EOL subscale (mean + SD)
Dignity-conserving Care by health Individualised  Relationship Total
care care professionals care with family score
Sense of dignity© 2-6 61 7.8 +3.4% 48+24 51+2.7% 3617 214+7.6%
0-1 45 10.2 +3.8 56+22 6.7+2.6 4.0+1.6 26.7 +8.2
General rating of 0-8 109 8.3+3.6% 49+2.2% 5.4+2.6% 3.7+17° 223+7.3%
quality care? 9-10 14 11.5+4.3 6.7+2.0 79+29 4.9+0.9 31.1+84

a P<0.01 (t-test).
b P<0.05 (t-test).

¢ Sense of dignity is a single item scale. Scores range from 0 to 6 with 0 being no sense of loss of dignity.
d General rating of quality care is a numeric rating scale consisting of a single item; ‘What number would you use to rate the overall medical

care you received for illness?’ On a scale of 0-10 with 0 as the worst.

Table 8 - Summary of t-test and correlation of QCQ-EOL between patients and caregivers in paired group (n = 140 pairs)

QCQ-EOL subscale Patients (n = 140) Caregiver (n = 140) P —value (t-test) r?
mean SD mean SD

Total score 24.29 8.35 24.49 0.84 0.84 0.56°

Dignity-conserving care 9.04 4.14 8.72 0.52 0.52 0.58°

Care by health care professionals 5.38 2.45 5.41 0.90 0.90 0.38°

Individualised care 5.95 2.74 6.41 0.15 0.15 0.61°

Relationship with family 3.92 1.60 3.94 0.94 0.94 0.38°

a Pearson’s correlation coefficients.
b P<0.01.

validity, we found no scaling error, providing strong support
for the model structure of the QCQ-EOL.

3.3.2. Clinical validity

Table 5 shows clinical validity—the ability to differentiate be-
tween groups. Total score and all subscale sores of the 16-
item QCQ-EOL, except relationship with family, differentiated
patients according to their clinical situation (conventional
care versus hospice care). As for ECOG PSR, patients with a
more impaired performance status reported statistically sig-
nificant lower levels of quality care (P < 0.05) and dignity-con-
serving care (P <0.01) than those with a better performance
status. However, they did not show clinically significant dif-
ferences by our criteria.

3.4. Additional evaluation

3.4.1. Comparison with QLQ-C30 and MQOL

Table 6 presents the correlation of total and subscale scores of
the QCQ-EOL and measures of the EORTC QLQ-C30 (function-
ing subscales) and the MQOL. The QCQ-EOL total scores cor-
related better with QLQ-C30 than with MQOL. Additionally,
the total and dignity-conserving care QCQ-EOL scores corre-
lated moderately with the QLQ-C30 global health score (Pear-
son correlation [r] range 0.41-0.44) and the MQOL overall and
existential well-being score (r range 0.45-0.50).

3.4.2. Comparisons with sense of dignity and general rating
of quality care

Components of the 16-item QCQ-EOL were able to differen-
tiate patients according to score for sense of dignity (0-1/ 2-6)

and score for general quality of care (0-8/ 9-10) (Table 7). As
expected, dignity-conserving care, individualised care, and
total score were significantly lower for patients with low
scores for sense of dignity. As for the patient-reported gen-
eral rating of quality care, all of the sub and total scores
were significantly higher for patients with Dbetter
general rating of quality of care. There were clinically
significant differences of total score (=5 points) in both
comparisons.

3.4.3. Comparison between patient and family

Table 8 shows comparison of the scores between the patients
and the 140 family members (92 conventional care, 48 hospice
care) who completed the questionnaire. The table also shows
the correlations for QCQ-EOL of the total and subscale scores
(P< 0.01). The correlation was strongest for the individualised
care subscale (r=0.61), and correlations for total score and
dignity-conserving care were substantial (r=0.50). On the
other hand, the correlations were relatively weak for health
care professionals (r=0.38) and relationship with family
(r=0.38).

4, Discussion

In this article, we report on the development and validation of
a questionnaire to assess the quality of end-of-life care. It is
patient-reported and has satisfactory psychometric proper-
ties. We included only 16-items because brevity is critical
for terminally ill patients.™ It includes such important char-
acteristics as clinical setting and sense of dignity in the gen-
eral care rating.
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QCQ-EOL consists of four subscales that focus on the pa-
tient and are consistent with previous concepts of EOL care
and suggestions.” 2 First, conservation of dignity is the
most important EOL issue.'? This reflects the findings of many
studies: patients want to manage their physical and psycho-
logical symptoms,*>®#* to control their lives,>*# %3 to re-
tain meaning, value, hope, and expectations,
to die peacefully.>31%11-13

Process measures, such as whether certain services are
delivered, have a special role in EOL care. Because of length-
ening life-spans, smaller families, and the increasing use of
supportive and other medical interventions, health-care pro-
fessionals have become more important to dying patients
than they might have been a century ago.? In addition, a lack
of clear information about their health status and unrealisti-
cally optimistic expectations may lead patients to request
interventions that physicians believe are inappropriate.
Therefore, it is important for health care providers to deliver
continuous care across various health care settings, to keep
patients informed, and to have good interpersonal relation-
ships with them.>*819:3% pAdditionally, EOL care requires that
the patient’s family be considered part of the care team,>*%°
and that is a vital domain in the tool.

Achieving closure is also important to patients and their
families. >781%12 That involves reviewing life, saying good-
bye, and resolving unfinished business.® It is also essential that
EOL care allows patients to maintain pride and retain self-re-
spect,'®*? even though that can be difficult under the condi-
tions. These are both vital issues in evaluating and developing
effective intervention for quality care of dying patients.

In contrast to existing suggestions, advance care planning
and care by family members are not included in QCQ-EOL. Ad-
vance care planning may be covered in ‘control of life’. The dy-
ing process, of course, affects both the patient and those who
care about the patient, and programs for EOL care consider the
patient and family as the unit of care. Care of family members
should be considered in an evaluation of the quality of care
provided.’® From the patient’s point of view, however, as mea-
sured in our questionnaire, care of family members might
mean a close relationship and much time spent together.

Our results indicate that it has especially important psy-
chometric properties such as high internal consistency and
convergent construct validity without scaling error. That
QCQ-EOL correlates better than EORTC QLQ-C30 with MQOL
suggests that it is appropriate for patients receiving terminal
care. Most correlations of the QCQ-EOL subscales with QOL
subscales, however, were below 0.4, suggesting that QCQ-
EOL may evaluate different aspects of EOL care from those
that QOL assessment tools evaluate.

Perhaps the most Interesting findings of our study are that
QCQ-EOL appears to be sensitive to underlying differences in
care, distinguishing between the ratings of quality care, espe-
cially dignity-conserving care, individualised care and care gi-
ven in a conventional care versus a hospice care setting. Using
a conceptual model, outcomes such as quality of death/dying
and satisfaction can be influenced by structural factors such
as clinical setting, e.g. conventional versus hospice.'" In addi-
tion, the total QCQ-EOL score can be broken down into vali-
dated subscale scores, which are sensitive to known group
differences, especially clinical setting, and subscales allow

23581112 4nq

for a more detailed summary of specific aspects of quality
care. From a quality improvement perspective, however, these
findings will need to be verified further with community-
based intervention study or community-based longitudinal
study to improve the quality of care of those at the end of life
in other settings. Compared with ECOG PSR, the total and sub-
scale scores did not show clinically significant differences.
These findings are not surprising. Though physical perfor-
mance might be included in quality of care assessment, the
condition of most EOL patients gets progressively worse and
they finally become bed-ridden, which is the natural course
of dying. In spite of worsening physical performance, the qual-
ity of EOL social and spiritual care could be better.

Little is known about the validity of family members’ re-
ports in EOL care.'® While a QUEST study'® showed that sur-
rogate ratings of satisfaction and quality did not correlate
with patient ratings, our study showed substantial correla-
tions, especially in total, dignity-conserving, and individua-
lised care scores. Thus, when a patient report is not
available, a family member’s QCQ-EOL may be a cost-effective
way to collect information.

This study has several limitations. First, despite the high
participation rate (86.2%), our study, which relied on terminal
cancer patients accounts, is potentially biased, and the re-
sults may not be fully generalisable. Most of the concepts
measured by the QCQ-EOL, however, are not specific to termi-
nal cancer and with some modifications may be applied to
measuring the quality of care in the end-stage of other
chronic diseases. Second, this study was done in Korea,
and, generalisations to other countries should be made cau-
tiously. Notions of dignity may be influenced by cultural is-
sues such as religion or ethnicity.®® Cross-cultural
validation studies are necessary.

Nevertheless, this simple and sensitive patient-reported
assessment tool with proper psychometric properties should
contribute to understanding when adopted by clinicians and
the health-care administrators interested in improving the
quality of EOL care.
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Appendix.  Quality of Care Questionnaire-End
of Life (QCQ-EOL)

These questions are designed to gather important informa-
tion concerning the quality and appropriateness of end-of-life
patient care. Please answer each question by circling the
number that applies best to the care you received during the
past week.
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During the past week Not at all A little Quite a bit Very much
1 Have your pain and other physical symptoms been fairly well-controlled? 1 2 3 4
2 Have your psychological symptoms (such as depression or anxiety) been 1 2 3 4

fairly well-controlled?

3 Have you gained control of your life? 1 2 3 4

4 Have you a close relationship with your family? 1 2 3 4

5 Have you spent a lot of time with your family? 1 2 3 4

6 Have you a good relationship with your health care providers? 1 2 3 4

7 Have you received continuous care by competent staff, including 1 2 3 4

doctors and nurses?

8 Have health care providers given you clear explanations about 1 2 3 4

your health status?

9 Have you been able to retain your pride and self-respect? 1 2 3 4
10 Have you been relieved of financial and other burdens? 1 2 3 4
11 Have you felt that your life is meaningful and valuable? 1 2 3 4
12 Are you prepared for death and able to accept it peacefully? 1 2 3 4
13 Have your hope and expectations been increased? 1 2 3 4
14 Have you been dealing well with finishing touch on your life? 1 2 3 4
15 Have you received respect as a human being from those around you? 1 2 3 4
16 When you think of all its aspects, has your life been generally good? 1 2 3 4
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