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Abstract
Objectives—To develop an outcome measure for patients with advanced cancer and
their families which would cover more
than either physical symptoms or quality
of life related questions. To validate the
measure in various specialist and nonspecialist palliative care settings throughout the UK.
Design—A systematic literature review of
measures appropriate for use in palliative
care settings was conducted. In conjunction with a multidisciplinary project advisory group, questions were chosen for
inclusion into the scale based on whether
they measured aspects of physical, psychological, or spiritual domains pertinent
to palliative care, and whether similar
items had shown to be valid as part of
another measure. A staV completed version was developed to facilitate data
collection on all patients throughout their
care, and a patient completed version was
designed to enable the patient to contribute to the assessment of their outcomes
when possible. A full validation study was
conducted to evaluate construct validity,
internal consistency, responsiveness to
change over time, and test-retest reliability. Assessments were timed.
Setting—Eight centres in England and
Scotland providing palliative care, including inpatient care, outpatient care, day
care, home care, and primary care.
Patients— A total of 450 patients entered
care during the study period. StaV collected data routinely on patients in care
long enough to be assessed (n=337). Of
these, 262 were eligible for patient participation; 148 (33%) went on to complete a
questionnaire.
Main measures—The Palliative Care
Outcome Scale (POS), the European
Organisation for Research on Cancer
Treatment, and the Support Team Assessment Schedule.
Results—The POS consists of two almost
identical measures, one of which is completed by staV, the other by patients.
Agreement between staV and patient ratings was found to be acceptable for eight
out of 10 items at the first assessment. The
measure demonstrated construct validity
(Spearman rho = 0.43 to 0.80). Test/re-test
reliability was acceptable for seven items.
Internal consistency was good (Cron-

bach’s á = 0.65 (patients), 0.70 (staV)).
Change over time was shown, but did not
reach statistical significance. The questionnaire did not take more than 10
minutes to complete by staV or patients.
Conclusion—The POS has acceptable validity and reliability. It can be used to
assess prospectively palliative care for
patients with advanced cancer.
(Quality in Health Care 1999;8:219–227)
Keywords: hospice; palliative care; quality of life

Care for patients with advanced cancer can be
provided in a wide variety of settings, including
specialist palliative services such as inpatient
hospices, day care, hospice at home, specialist
hospital or home support teams, as well as primary and secondary care.1 Increasingly, elderly
patients with advanced cancer are also being
cared for in nursing and residential homes. The
specific aim of palliative care is to ensure that
the patient has the highest possible quality of
life until they die, and to provide support for
their nearest family members or carers.2 3
Quality of life and outcome measures for
patients with advanced illness need to be able
to assess the key goals of palliative care. Various
outcome measures and systems for evaluating
palliative care have been developed in recent
years.4 These include the Edmonton Symptom
Assessment Schedule (ESAS),5 the European
Organisation for Research on Cancer Treatment Quality of Life Questionnaire (EORTC
QLQ-C30),6 McGill Quality of Life Questionnaire (MQOL),7 the Palliative Care Assessment (PACA),8 and the Support Team
Assessment Schedule (STAS).9 Measures such
as these are constantly being amended and
updated, and are not consistently revalidated
for individual settings.4 In addition, none of
these systematically covers all those domains
considered important to palliative care.2 Patients with advanced cancer require palliative
care, where the emphasis is not only on the
relief of pain and symptoms but also on the
resolution of emotional, social, psychological,
and spiritual problems; the provision of information; good communication; and support for
the family.2
It could be argued that a battery of measures
would encompass all aspects of care. Unfortunately, such an approach has failed in the past
because the patients were unable to complete
lengthy forms.10 Patients’ and staVs’ views
and assessments normally systematically and
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randomly diVer.11 Patient completed measures
are important in evaluating the impact of
health care,12 but due to the very ill nature of
the palliative population, patients are often
unable to fill in forms (this is discussed in more
detail elsewhere13). Capturing both views
where possible in the palliative care population
is therefore important. It also allows us to
compare, where collected, patient and staV
assessments and thereby improve the accuracy
of staV evaluation through feedback and training.
The aim of this study was to develop a core
outcome measure for patients with advanced
cancer and their families which would cover
more than either physical symptoms or quality
of life, but remain brief and simple to administer. In the future, additional items could be
developed for use in a particular setting, or to
assess a particular domain further. This paper
describes the validation study that was subsequently conducted in various specialist and
non-specialist palliative care settings. In developing the measure, a staV rated and a patient
rated component were agreed upon. Hence,
this study also aimed to test the level of agreement between patients’ self ratings and staV
assessments.

Methods
SUBJECTS

The validation study included all new referrals
to a purposive sample of eight services providing palliative care: St Christopher’s Hospice,
two of four inpatient wards and all the home
care teams; King’s College Hospital palliative
care team, inpatient hospital service; the
Leicestershire Hospice home care team; the
Liverpool Marie Curie Centre, inpatient and
outpatient services; Peace Hospice, day care
service; James Paget Hospital palliative care
team, inpatient, outpatient, and community
services; Highland Hospice inpatient service;
and SuVolk Community palliative care services. Patients were recruited in 1997 over a
three month period, or until a pre-defined target number of patients had been accrued,
depending on the referral rate to individual
study centres. The anticipated sample size was
450 patients recruited into the study, of whom
one third would be expected to be able to complete 1 or more questionnaires themselves.7 At
the initial site visit the study was presented to
staV in the individual centres as a validation
study of a new measure.

x Did not have an impaired mental status,
either as previously assessed or as judged by
a member of staV
x Were considered to be physically able to
complete a questionnaire.
Patients were asked to complete a questionnaire upon entry to the service and at two
timepoints thereafter. Questions asked about
the patients’ wellbeing over the previous three
days. The exact timing of successive assessments was dependent on the nature of the
service providing care and when they would be
expected to have an impact on the outcomes of
the patient. For example, patients receiving
inpatient care were assessed every three days,
and patients attending outpatient clinics or
receiving home care were assessed at each contact (usually weekly).
MEASURES

The Palliative Care Outcome Scale (POS) was
developed using data from a review of other
outcome measures used, or proposed for use in
evaluating the palliative care of patients with
advanced cancer.4 Ten questions were chosen
for inclusion based on those reliable and valid
questions used in other measures which
covered the physical, psychological, and spiritual domains of life within the remit of palliative care. In addition, a space was provided to
list “main problems”. There is a staV completed version of the questionnaire, and a
patient completed version for use by those
patients able to fill in the form. Data can therefore be gathered on all patients by staV
throughout the course of a patient’s care,
avoiding the problem of incomplete data if
using a solely patient completed outcome
measure.4 Patients can provide, however, additional input to the measurement of their
outcomes. The staV questionnaire includes an
additional question on performance status.14
The questionnaire was devised in collaboration with a multidisciplinary project advisory
group, which consisted of representatives from
the main palliative care organisations in the
UK, plus a patient representative and local
researchers involved in a similar project. The
original questionnaire was piloted on 25
patients from five of the study centres, and
revised accordingly to yield the final version
(see appendix).
The measure was designed to provide information at item level and therefore provide an
item profile for use in clinical practice, audit,
and research.
VALIDITY AND RELIABILITY

ELIGIBILITY AND CONSENT

Local Research Ethics Committee approval for
the study was obtained for all eight centres.
StaV assessments were done on all patients in
care for long enough before discharge or death,
as if an assessment was part of routine data
collection at first point of contact. Patients
were considered to be eligible for patient
participation if they fulfilled all of the following
inclusion criteria:
x Had a good command of the English
language

The validity of the measure was tested by
evaluating the various components of validity
and reliability described below.
Content and consensus validity
These aspects tested whether the measure
could: (1) yield information of clinical relevance to palliative care, (2) cover those
domains considered important to this type of
care and nothing more, and (3) achieve a consensus of agreement among specialists that (1)
and (2) had been met. These three components
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measures were not viewed as gold standards,
items were grouped into the subscales where
correlation between the measures should be
expected: (1) physical symptoms; (2) all problems excluding the quality of life/existential
domains; (3) quality of life.

Total sample
450

Eligible for patient participation?
Yes
262

No
188

Reason not eligible?
Language Mental state Physical state Other Not known
14
53
62
38
21

Patient consented?
Yes
168

No
79

Not known*
15

Reason consent not given?
Died
9

Discharged
2

Refused
40

Too ill/
confused
14

In another
study
4

Not
known
10

Figure 1 The eligibility and consent of patients entering the study. *There was no record of
consent given on the study centres’ registers. Hence, patients may not have given consent or
were not asked for their consent by staV.

of validity were determined from an initial
literature review, through expert discussion
within the project advisory group, and systematic feedback from staV involved in the study.
The literature review was presented to the
project advisory group and three versions of
the questionnaire were devised before the draft
pilot version. StaV participating in the study
were asked to complete questionnaires before
and after the study to assess the acceptability of
using such a measure for audit purposes.
Face validity: patients’ views
Patients attending one day care centre over a
three day period towards the end of the study
were asked to complete a questionnaire.
Indepth interviews were then conducted to
explore whether the questionnaire was tiring to
the patient, if any questions were confusing,
upsetting, not relevant, or felt to be missing,
and whether the patient believed the information obtained would be of use to staV. The
responses were transcribed and a content
analysis conducted.
Construct validity
The extent to which the new measure conforms to the results obtained using other
established scales was evaluated. There are
currently no gold standard measures which
could be used for comparison, hence the most
established and validated scales were selected
from our literature review (one patient completed scale and one staV completed scale).4
Each centre was asked to select 10 patients at
random to complete the EORTC QLQ-C306
at the same time as the patient rated POS. Staff
were also asked to complete the STAS9 on 10
patients at random in each centre directly after
completing the staV rated POS. As a result of
recruitment diYculties, the final numbers of
EORTC QLQ-C30 and STAS questionnaires
completed was less than expected. Because the

Comparison of staV and patient ratings
The agreement between staV and patient
scores at all three timepoints was tested by
using the matched data for patients who had
completed an assessment themselves and who
had had a staV assessment completed on them
at the same time.
Internal consistency
Internal consistency was measured using data
from questionnaires completed on entry to the
study. Although the measure was designed for
use at item level, this was conducted to
determine the overall consistency of approach
of the scale.
Test/re-test reliability
A separate group of patients who we anticipated would be a relatively stable population—
that is, who would not “change” substantially
over time—were recruited from two palliative
day care centres to conduct the test/re-test
evaluation. The inclusion criteria were that the
patients had been receiving palliative day care
for over four weeks and had a prognosis of over
one year. Questionnaires were completed by
patients and staV on two consecutive visits. Any
apparent change in the patient’s physical or
psychological status was recorded by staV so
that this could be accounted for in the analysis.
Responsiveness to change
This terminally ill patient population would be
expected to change rapidly over time, and
therefore between consecutive assessments of
newly referred patients. Comparisons were
made between assessments at timepoints one
and two, and one and three for both the patient
completed and staV completed questionnaires.
Time to complete
The completion of questionnaires was timed by
the member of staV completing the questionnaire or staV member who had provided the
patient with a questionnaire. This was done at
all three time points for 10% of assessments.
STATISTICAL ANALYSIS

Patient and staV ratings were compared using
tests for agreement and correlation. Agreement
is the ideal requirement for validity, but correlation can indicate whether one rater reflects
another’s view. There were two tests of
agreement: (1) the proportion of cases where
the staV member’s rating was equal to the
patient’s rating, or was within +1 or −1 of the
score; and (2) Cohen’s weighted ê which
measures agreement but controls for chance
agreement. An acceptable level of ê was set in
advance at ê = 0.3 or above, as used in the
development of the Spitzer quality of life
index.15 Ê should be used with caution when
data show a highly skewed distribution or when

Qual Health Care: first published as 10.1136/qshc.8.4.219 on 1 December 1999. Downloaded from http://qualitysafety.bmj.com/ on January 20, 2022 by guest. Protected by copyright.

Development and validation of a core outcome measure for palliative care

222

Table 1 Distribution of the total population, the number eligible for patient participation
for each centre, and the sample able and willing to complete at least one questionnaire

Centre

Total number of patients
(% of total)

Number eligible
(% of centre sample)

Number completing
1 or more questionnaires
(% of centre sample)

St Christopher’s
Leicestershire Hospice
King’s palliative care team
Highland Hospice
James Paget Hospital
Liverpool Marie Curie
Peace Hospice
SuVolk Community
Total

178 (40)
99 (22)
50 (11)
35 (8)
34 (8)
28 (6)
20 (4)
6 (1)
450 (100)

88 (49)
76 (76)
15 (30)
9 (26)
25 (74)
25 (89)
19 (95)
6 (100)
263 (58)

56 (32)
22 (22)
7 (14)
9 (26)
18 (53)
20 (71)
12 (60)
4 (67)
148 (33)

most of the ratings are the same, as this
increases the probability of chance agreement.
Spearman correlation were calculated to test
for association between the staV and patient
ratings, and when comparing the POS to the
EORTC QLQ-C30 and the STAS measures.
Owing to the diVerent scoring systems used,
the data from the three scales were transformed
using a linear transformation to facilitate comparison. Cronbach’s á was used to test for
internal consistency. The Wilcoxon matched
Table 2 Patient demographic characteristics for the total sample (n=450) and those
patients who completed at least 1 questionnaire (n=148)
Number of patients
(%)
Age
<65 years
>65 years
Sex
Men
Women
Ethnic origin
White UK
Black-Caribbean
Black-African
Indian
Pakistani
Bangladeshi
Chinese
other/not known
Total:

Number of patients completing 1 or
more questionnaires (%)

130 (30)
299 (70)

47 (32)
98 (68)

216 (49)
227 (51)

66 (45)
82 (55)

384 (89.1)
18 (4.2)
4 (0.9)
6 (1.4)
4 (0.9)
1 (0.2)
1 (0.2)
13 (3.0)
431

138 (93.8)
1 (0.7)
1 (0.7)
1 (0.7)
1 (0.7)
1 (0.7)
1 (0.7)
3 (2.0)
147

Marital status
Married
Widowed
Divorced/separated
Single
Partnered
Other/not known
Total:

210 (50.7)
116 (28.0)
28 (6.8)
39 (9.4)
7 (1.7)
14 (3.4)
414

70 (47.6)
46 (31.3)
9 (6.1)
17 (11.6)
2 (1.4)
3 (2.0)
147

Diagnosis (ICD-10 categories)
Digestive organs
Respiratory tract
Genitourinary tract*
Breast
Lymph/haematopoeitic
Other cancers
HIV/AIDS
Stroke, MND
Total:

124 (28.7)
86 (19.9)
77 (17.8)
51 (11.8)
13 (3.0)
70 (16.2)
2 (0.5)
9 (2.0)
432

44 (29.7)
26 (17.6)
33 (22.3)
20 (13.5)
3 (2.0)
20 (13.5)
0
2 (1.4)
148

Place of care at entry to study
Home
Hospital
Hospice
Other
Total:

303 (70.0)
121 (27.9)
3 (0.7)
6 (1.4)
433

105 (72.4)
38 (26.2)
2 (1.2)
0
145

Performance status (ECOG)
Fully active
Restricted
Ambulatory
Limited ability
Disabled
Total:

23 (7.3)
65 (20.7)
46 (14.6)
131 (41.7)
49 (15.6)
314

14 (10.3)
36 (26.5)
22 (16.2)
56 (41.2)
8 (5.9)
136

*Cancers of the male and female genitals and the urinary tract were combined to form this category. Not all subtotals add up to the original sample totals due to a small amount of missing data
for each variable; missing data are data not recorded and not obtainable from patient records, data
which were not known refers to data the member of staV were unable to record or ascertain.

pairs signed rank test was used to test for the
diVerence between observations on the same
patient over time. In some instances the
percentages of severe scores are presented to
illustrate changes in outcomes over time. A
probability of p<0.05 (two tailed) was taken as
significant for the above tests.
Results
SUBJECT CHARACTERISTICS

A total of 450 patients were recruited. Of these,
262 (58%) were eligible for patient participation, of whom 168 (64%) agreed to complete a
patient questionnaire (fig 1).
StaV were unable to complete assessments
on a patient if the person died within hours of
admission to the service. In total, 337 (75%) of
the sample had one or more staV assessment
carried out on them, and 148 (33%) were in
care long enough to complete one or more
patient assessment. Eligibility for completion
of a patient questionnaire was lowest in the
hospital palliative care team and in the hospice
inpatient settings, and highest in day care and
general practice (table 1).
Those patients completing one or more
questionnaires had higher levels of mobility (as
measured by the ECOG score) compared with
the total population (table 2). There were fewer
patients from ethnic minority groups able to
complete 1 or more questionnaires. This may
have been the result of the majority of patients
having been cared for at King’s College Hospital, a setting where few patients were able to
complete questionnaires themselves (table 1).
There were no other major demographic
diVerences among patients able to complete
questionnaires.
VALIDITY AND RELIABILITY

Content and consensus validity
In addition to the input from the project
advisory group during the development of the
questionnaire, staV doing the validation study
reported that the measure was useful as a basic
tool for measuring outcomes in palliative care,
covering more than simply the physical problems experienced by patients with advanced
disease. The extent to which this held true was
dependent on how much research and evaluation had previously been done by staV in the
individual centres. Those who had never used
an outcome measure before felt it gave them the
opportunity, under the guise of research, to
introduce and discuss what they felt were the
more diYcult existential domains and social
aspects of care with their patients. In one setting
there were concerns raised about the question
on whether “life was worthwhile”. StaV found
this question diYcult to ask, and believed that
patients found it diYcult to answer. In two
other settings this question was welcomed and
found to be helpful in initiating discussions.
Face validity
12 patients were interviewed, none of whom
found completing the questionnaire tiring or
any questions confusing. One patient found the
questions relating to family members upsetting. One patient felt the question on wasted
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Table 3
STAS

Criterion validity: comparison of the POS with the EORTC QLQ-C30 and the
EORTC QLQ-C30 v patient
POS (n=29) (95% CI)

STAS v staV POS (n=43)
(95% CI)

Subscale

Spearman’s rho

p Value

Spearman’s rho

p Value

Physical symptoms
All non-quality of life problems
Quality of life

0.51 (0.18 to 0.74)
0.53 (0.20 to 0.75)
0.43 (0.08 to 0.69)

0.005
0.003
0.022

0.80 (0.66 to 0.89)
0.67 (0.46 to 0.81)
0.51 (0.25 to 0.70)

0.000
0.000
0.001

time was irrelevant to their own circumstances.
None of those interviewed reported feeling that
there were any questions missing. In terms of
usefulness of the information to staV, nine
patients believed it would help staV to know
more about how they were currently feeling.
Two of those who did not feel it would be of use
expanded their answers by saying that their
care was well under control by staV anyway.
Construct validity
Twenty nine patients completed both a POS
and EORTC QLQ-C30 questionnaires, and 43
staV completed a STAS assessment in addition
to the staV POS. The correlations ranged from
0.43 to 0.80 (table 3).
Comparison of staV and patient ratings
Table 4 details the percentage of answers
scored as severe by the patients and staV
(scores 3 and 4), plus measures of agreement
and correlation between the two people
recording information. The level of agreement,
as measured by Cohen’s ê, is acceptable
(greater than 0.3) for eight out of 10 of the
items at the first assessment (all except family
anxiety and support), and for all items by the
second assessment. The correlation coeYcients illustrate reasonable correlation between
Table 4

Item

Agreement between scores for staV and patient assessments
No of
Patient score
patients (% severe)

StaV score
(% severe) Ê (weighted)

Spearman
correlation

Proportion
agreement
within 1 score

At first assessment: 145 matched assessments
Pain
140
24.3
20.0
Other symptoms 140
27.2
26.4
Patient anxiety
140
23.6
30.0
Family anxiety
137
49.6
46.0
Information
135
12.6
13.4
Support
135
10.4
14.1
Life worthwhile
133
13.6
16.5
Self worth
132
15.9
23.5
Wasted time
135
5.9
6.7
Personal aVairs
129
7.8
13.2

0.56
0.43
0.37
0.28
0.390
0.22
0.43
0.37
0.33
0.42

0.67
0.60
0.56
0.37
0.36
0.32
0.54
0.53
0.32
0.49

0.87
0.86
0.83
0.72
0.79
0.79
0.82
0.82
0.95
0.96

Second assessment: 97 matched assessments
Pain
94
8.5
10.7
Other symptoms
94
13.8
17.1
Patient anxiety
93
10.7
20.4
Family anxiety
92
32.6
31.6
Information
94
13.8
14.9
Support
94
13.9
11.7
Life worthwhile
93
6.5
5.4
Self worth
91
11.0
8.8
Wasted time
92
2.2
2.2
Personal aVairs
92
5.4
5.4

0.58
0.49
0.42
0.44
0.56
0.35
0.38
0.32
0.54
0.42

0.68
0.61
0.57
0.59
0.55
0.48
0.41
0.36
0.59
0.42

0.91
0.89
0.86
0.84
0.97
0.74
0.87
0.86
0.99
0.98

At third assessment: 66 matched assessments
Pain
64
9.4
7.8
Other symptoms
64
14.4
7.9
Patient anxiety
64
9.4
12.5
Family anxiety
62
40.3
30.7
Information
62
14.5
9.7
Support
65
15.4
15.4
Life worthwhile
64
7.8
7.8
Self worth
63
12.6
9.5
Wasted time
61
3.3
1.6
Personal aVairs
62
6.5
1.6

0.50
0.32
0.28
0.58
0.39
0.48
0.46
0.42
0.35
0.29

0.59
0.52
0.38
0.69
0.35
0.62
0.49
0.47
0.44
0.27

0.94
0.83
0.81
0.85
0.87
0.83
0.89
0.84
0.97
0.95

Table 5 Test/re-test reliability results for additional set of
day care patients (n=34)
Item

Ê

Proportion agreement
within one score

Pain
Other symptoms
Patient anxiety
Family anxiety
Information
Support
Life worthwhile
Self worth
Wasted time
Personal aVairs

0.29
0.10
0.43
0.40
0.44
0.62
0.37
0.40
0.53
−0.08

0.88
0.74
0.82
0.82
0.82
0.85
0.91
0.88
1.00
0.97

staV and patients, for most of the items at most
timepoints. Interestingly, the proportion of
scores that are within one score of the ideal
situation (when scores are perfectly matched)
was very high throughout, indicating that the
staV’s perception of the patient’s situation was
close to the patient’s report, if not always exact.
Test/re-test reliability
The 34 patients included in the test/re-test
reliability scored 0 or 1 for most items.
Weighted ê for three items—pain, other symptoms, and personal aVairs—showed low values,
possibly due to the uneven distribution of
answers. However, the proportion agreement
within one score between assessments for the
questionnaire items was very good, ranging
from 0.74 to 1 (table 5). StaV noted some
degree of change in four patients since their last
visit to day care, and these were therefore
excluded from the analyses.
Internal consistency
The á reliability coeYcients were 0.65
(n=128), and 0.70 (n=308) for the patient
rated scale and the staV rated scale, respectively.
Responsiveness to change
Figures 2 and 3 give the results of the changes
in severe scores over time for patient and staV
assessments, respectively. The data presented
are matched data for those 66 patients who
completed three self assessments and had all
three staV assessments completed on them.
The figures illustrate that by the second assessment improvements were seen for all but the
item “support” rated by the patient, and the
item “personal aVairs” rated by the staV. The
improvements were only statistically significant
(p<0.05), however, for the patient rated pain
and family anxiety, and the staV rated pain.
Some items, particularly “wasted time” and
“personal aVairs”, were rarely severe and there
appeared to be some floor eVects.
When the data for the total of 248 patients
who had two staV assessments were considered, all of the staV rated questionnaire items
except for the item support showed statistically
significant improvements. The scores at first
assessment suggest that those patients able to
complete questionnaires at all three timepoints
were less ill than those for whom one or possibly two assessments could be made. Of the
original 148 patients who completed a first
questionnaire, seven out of 10 items were rated
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Figure 2 Percentage of scores rated severe (3 or 4) by patients at three timepoints (95%
confidence intervals (CI)) for patients completing all three assessments (n=66).

severe (score 3 or 4) by more than 20% of
patients. It is possible that those with less problematic symptoms remained in the study for
longer.16
Time to complete
No timed assessment by patient or staV took
longer than 10 minutes. Patients took longer
than staV, but the time to complete decreased
over successive assessments. The mean time to
complete a questionnaire at the first assessment was 6.9 minutes (patients), and 5.7 minutes (staV). By the third assessment both
patients and staV had a mean time to complete
of less than four minutes.
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Figure 3 Percentage of scores rated severe (3 or 4) by staV over time (95% confidence
intervals (CI)) for patients completing all three assessments (n=66).

Open sections of the questionnaire
These were completed by both patients and
staV in most instances, although staV provided
more information. Main problems related to
symptoms, particularly breathlessness, weakness, feeling tired, sick or not eating, or to concerns about finances, future planning, and
members of the family. These were reflected in
the POS ratings.
Discussion
Despite the diYculties inherent in undertaking
prospective research in palliative care,17 this
multicentre study provides comprehensive data
on the validity and reliability of a new core outcome measure for palliative care. The POS was
developed using components of other measures which appear to have worked well, and
includes aspects about pain and symptom control, patient and family psychosocial needs, and
communication and information.
Except when testing for construct validity
against other measures, all data presented
illustrate the validity of individual items. We
have developed a measure that assesses the key
domains important in the provision of palliative care, yet is not intended to provide only a
summary score which may obscure the multidimensional nature of problems which an individual faces.18 However, the internal consistency shown using Cronbach’s á indicated some
consistency of POS as a summary scale. The
questionnaire also provides room to list the
main problems in the previous three days. This
open ended question gives the patient the
opportunity to emphasise the importance of a
problem, or indicate what else is bothering
them; information which may assist clinical
care. The high concentration of symptom
reports suggest that future development of
POS should incorporate some more symptom
information, notably breathlessness, weakness,
and nausea. Symptom extensions are already
available for the STAS.19
From the limited data available on the
acceptability of the measure to patients, it
would appear that the measure is acceptable to
those patients completing it in day care, the
majority of whom believed it would be of clinical use to staV. Note, however, that this group
of patients were likely to have had fewer severe
problems than the majority of patients who
would
complete
the
questionnaire.
Nevertheless, this group and the patient
representative on the project advisory group
provided some initial patient evaluation.
Of the 450 patients entering care during the
study period, only one third actually completed
one or more patient questionnaires. This
number is disappointing but similar to that
found in other studies.7 Those patients willing
and able to fill in the questionnaires were
drawn from various settings providing care for
patients with advanced disease, including inpatient hospice care, inpatient hospital care,
hospice outpatient care, hospice day care, and
home care. This is a strength of the measure in
that it appears that both staV and patients are
able to complete it across settings, a factor that
has not been shown by any other outcome
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measure in palliative care.4 Eligibility of
patients was lowest in hospitals and hospices,
and in those patients with lower mobility.
Unfortunately, there was insuYcient data from
each setting to allow re-analysis to verify
whether the measure meets all the criteria for
validity and reliability in each setting separately. This type of analysis will be the focus of
future work.
The study relied upon local personnel to
determine whether patients were eligible or not
to participate. One third of patients were
reported not to have met the pre-set eligibility
criteria and therefore only had staV assessments done on them as part of routine practice.
Although it was essential to have fixed criteria
to try to obtain a representative sample from
each centre, the criteria were open to interpretation. Hence, it is possible that some patients
were not recruited who could have been, as a
result of staV acting as the “gate keepers” of
patients. The proportion eligible in each centre
varied greatly. Moreover, the process of obtaining consent was felt by some staV to be
prohibitive to asking the patient to complete
the questionnaire. This factor could be overcome in routine practice by including the
questionnaire as part of the initial assessment,
enabling more patients to contribute to the
evaluation of their care.
The data presented show that the POS has
demonstrated validity and reliability in the
majority of items for most constructs investigated. Some of the items, notably “wasted
time”, “personal aVairs”, and “life worthwhile”
need review, and there is scope to include more
items. Test-retest reliability was shown for most
items but was diYcult to assess because of (1)
diYculty in identifying a stable population and
(2) many of the ratings being the same (0—no
problem) in this population, which limited our
ability to test across a range of scores. We
acknowledge that to achieve this validation,
multiple significance tests were done. Hence, it
is possible that some of the significant values
arose due to chance alone. Future work could
attempt to expand and replicate these findings.
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We believe that the POS has potential as a
core outcome measure to assess prospectively
the palliative care of patients. Moreover, the
conceptual and methodological issues pertinent to outcome measurement in this field have
been documented, issues that were recently
highlighted as lacking in the presentation of
quality of life measures.18 We hope to develop a
training package to accompany the tool, which
would help staV to make consistent assessments of patients and their families, and
contain suggestions of how to present the
forms to patients for completion, based on the
experiences of those conducting the study.
There is an inherent diYculty in using self
completed measures to assess outcomes in a
palliative care population as many patients are
too ill to complete them, or die early during
care.7 Hence, this measure fills the need for a
tool which has a valid staV completed component, but which can be enhanced by the use of
patient input whenever possible.
The use of outcome measures can help to
determine whether a method of treatment or a
particular intervention package is worthwhile.12 20 Outcome measures are also valuable
in assessing and auditing care.21 By providing a
core measure for use in palliative care to which
additional, validated items could be added in
the future, we may be able to begin the process
of determining which interventions or packages of care work best for patients with a
particular set of problems associated with their
advanced disease.
We would like to thank the NHS Executive clinical audit unit for
providing funding for this study, and in particular Dr Robert
Dunlop and the members of the project advisory group for their
continued support over the past two years. We would also like to
thank the staV in the study centres for their tireless eVorts in
collecting data, and most importantly, all those patients who
gave their time and energy to complete the questionnaires. Our
thanks also to Yetunde Adeyina who undertook the indepth
interviews and assisted in their analysis.
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Appendix
The POS staV questionnaire
Patient Name:

Unique Number:

Care Setting:
Date:

Date of Birth:
Assessment No:

Please answer the following questions by ticking the box next to the answer which you think most accurately describes how the
patient has been feeling. Thank you.
(1)

(2)

(3)

(4)

(5)

(6)

(7)

(8)

(9)

(10)

(11)
(12)

Over the past 3 days, has the patient been aVected by pain?
ß0
Not at all, no eVect
ß1
Slightly—but not bothered to be rid of it
ß2
Moderately—pain limits some activity
ß3
Severely—activities or concentration markedly aVected
ß4
Overwhelmingly—unable to think of anything else
Over the past 3 days, have other symptoms e.g. nausea, coughing or constipation seemed to be aVecting how well they
feel?
ß0
No, not at all
ß1
Slightly
ß2
Moderately
ß3
Severely
ß4
Overwhelmingly
Over the past 3 days, have they been feeling anxious or worried about their illness or treatment?
ß0
No, not at all
ß1
Occasionally
ß2
Sometimes—aVects their concentration now and then
ß3
Most of the time—often aVects their concentration
ß4
Patient does not seem to think of anything else—completely preoccupied by worry and anxiety
Over the past 3 days, have any of their family or friends been anxious or worried about the patient?
ß0
No, not at all
ß1
Occasionally
ß2
Sometimes—it seems to aVect their concentration
ß3
Most of the time
ß4
Yes, they always seem preoccupied with worry
Over the past 3 days, how much information has been given to the patient and their family or friends?
ß0
Full information—patient feels free to ask
ß1
Information given but not always understood by patient
ß2
Information given to patient on request—patient would have liked more
ß3
Very little given and some questions have been avoided
ß4
None at all
Over the past 3 days, has the patient been able to share how they are feeling with family or friends?
ß0
Yes, as much as they wanted to
ß1
Most of the time
ß2
Sometimes
ß3
Occasionally
ß4
No, not at all with anyone
Over the past 3 days, do you think they have felt life was worth living?
ß0
Yes, all the time
ß1
Most of the time
ß2
Sometimes
ß3
Occasionally
ß4
No, not at all
Over the past 3 days, do you think they have felt good about themselves?
ß0
Yes, all the time
ß1
Most of the time
ß2
Sometimes
ß3
Occasionally
ß4
No, not at all
Over the past 3 days, how much time do you feel has been wasted on appointments relating to the healthcare of this
patient, e.g. waiting around for transport or repeating tests?
ß0
None at all
ß2
Up to half a day wasted
ß4
More than half a day wasted
Over the past 3 days, have any practical matters resulting from their illness, either financial or personal, been addressed?
ß0
Practical problems have been addressed and their aVairs are as up to date as they would wish
ß2
Practical problems are in the process of being addressed
ß4
Practical problems exist which were not addressed
ß0
The patient has had no practical problems
If any, what have been the patient’s main problems in the last 3 days?
1.
2.
What is the patient’s ECOG scale performance status?
(0−fully active; 1−restricted; 2−ambulatory; 3−limited self care; 4−completely disabled) ß
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Cartoon used with permission of the artist, Ross Scrivener.

"He’s an evidence-based parrot. He memorises the
Cochrane Library and I take him on ward rounds."
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