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In recent decades the concept of quality of life has
emerged as an area of increasing interest in medical care as
well as for research. At the same time, palliative care has
evolved as one of the few areas within modern medicine
that is still expanding despite the economic depression.
Since all patients receiving palliative care eventually die,
morbidity and mortality are not useful endpoints in at-
tempts to evaluate palliative care programmes. Quality of
life is the fundamental endpoint in palliative care, as
improved quality of life is the ultimate objective of all
forms of palliative treatment (1-3).

Although the concept of quality of life has been defined
in various ways by different authors (4-8), there seems to
be a growing consensus that quality of life is a multidimen-
sional entity (1, 9, 10) and that it should reflect the
patient’s own perception of his/her situation (9-12). Even
if a generally accepted definition is ultimately adopted, it is
likely that different instruments will still be used to mea-
sure quality of life in different contexts. In the case of
patients with incurable cancer, symptom-related items are
mandatory, but items dealing with various aspects of
well-being (11) should not be excluded. Freedom from
symptoms is unlikely to be either necessary or sufficient for
an optimal quality of life in all cases.

Most of the early quality-of-life instruments, such as the
Karnofsky Performance Status (13) and the scale proposed
by Zubrod (14), focused solely on the physical perfor-
mance of the patient. During the 1970s and 1980s, psycho-
logical and social dimensions were increasingly accepted as
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indispensable components of the quality-of-life concept (7,
10, 11, 15, 16). Some authors recommended the inclusion
of a global question asking about patients’ experience of
their overall quality of life (10, 17). Others emphasized
spiritual dimensions, such as the meaning of life, as being
of particular importance, especially in studies of patients
confronted with imminent death (3, 18, 19).

The assessment of quality of life in palliative care is
difficult because of the absence of a generally accepted
instrument for this specific category of patients (1, 3).
During recent years, new quality-of-life instruments have
emerged. The Functional Assessment of Cancer Therapy,
FACT (20) and the Cancer Rehabilitation Evaluation
System, CARES (21) are not developed specifically for
terminally ill cancer patients but may be useful depending
on the questions one wants answered. Instruments devel-
oped for and practicable in the palliative setting are the
short version (20 items) of MacAdam’s assessment of
suffering in terminal illness (22), the McMaster Quality of
Life Scale (=MQLS; (23)) with 32 items, the McGill
Quality of Life Questionnaire (24) with 17 items and the
Hospice Quality of Life Index (25) with 25 items. The
MacAdam questionnaire was originally intended to be
completed by staff, and the other instruments were pub-
lished between 1994 and 1996, i.e. after the start of the
present study. Neither of them has so far achieved the
status of being a generally recommended instrument.

In 1990, when our search for and development of an
evaluation tool started, we decided to develop a short but
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comprehensive questionnaire in Swedish, designed for can-
cer patients with an incurable disease. In order to adapt to
the growing consensus, the questionnaire should cover
physical, psychological, social and existential aspects, i.e. a
substantially broader scope than ordinary symptom mea-
surement. It should be simple to use for the patients,
having a limited number of questions and a uniform
response format in order to increase the likelihood that
patients would accept repeated assessment. We also
wanted a questionnaire sensitive to changes in patients’
condition over time.

The purpose of this paper is to describe the question-
naire and its psychometric properties, namely reliability
and validity.

METHOD

The primary reason for developing a quality-of-life instru-
ment was the need to evaluate the effects of a programme
aimed at improving palliative care for terminally ill cancer
patients in the County of Jimtland, Sweden. The general
aim of the programme was to improve the quality of life of
these patients at a cost not exceeding that of conventional
care.

Patients

Three groups of patients, all of them with symptomatic
incurable cancer disease, participated in the different
phases of the questionnaire development. The first group
(A) consisted of 30 consecutive patients (20 males, 10
females) with incurable cancer treated at the Department
of General Surgery, median age 67.5 years (41-86). Their
Karnofsky Perfomance Status (KPS) median score on
completion of the first questionnaire was 70 (range 30-90,
mean 62.3, S.D.=20.3). Patients diagnoses reflected the
panorama within general surgery, such as cancer of the
breast (4 patients), the gastrointestinal tract (14), and the
urological system (12). This group participated in the
initial testing of the response format and the legibility of
the questionnaire items. Later on, they were involved in
the testing of reliability and validation against the KPS.
A second group (B), which participated in the develop-
ment process at a later stage, included another 28 patients
(18 males, 10 females) who received support from a hospi-
tal-based palliative team and were willing to answer an-
other, more extensive quality-of-life questionnaire, a
Swedish version (26) of the Cancer Inventory of Problem
Situations (CIPS) (27). As they also agreed to complete
our newly designed questionnaire, the AQEL (Assessment
of Quality of Life at End of Life), once a month for the
remainder of their lives, we could validate the CIPS
against the AQEL in this group. Their median age was
65.5 years (31-76). Their Karnofsky median score at
inclusion was 70 (30-90) and the diagnoses were cancer of
the breast (5 patients), the gastrointestinal tract (12 pa-
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tients), and the urological system (11 patients). Patients
eligible for this support had to fulfil the following criteria:
(i) they had to have a symptomatic, incurable cancer
disease; (ii) the cancer disease had to be within the realm
of general surgery; (iii) the patient had to live within a 40
km radius of the County Hospital; (iv) the patient had to
express a wish to live at home; (v) a principal caretaker
had to be ready to support the patient at home.

Group C consisted of 13 patients (9 males, 4 females)
fulfilling the criteria for support from the palliative team
but who lived too far away form the hospital ( > 40 km).
They completed at least one AQEL questionnaire. Their
answers were used for factor analysis together with the
data from the first completion of the AQEL in groups A
and B. Their median age was 70 years (44-88), their
median Karnofsky score was 70 (30-80), and the diag-
noses were cancer of the gastrointestinal tract (7 patients)
and of the urological system (6 patients).

Questionnaires

CIPS (Cancer Inventory of Problem Situations). At the
time of this investigation the Swedish version of CIPS was
the most established questionnaire and had been used
extensively by the second author. The CIPS is a self-ad-
ministered questionnaire with 131 statements, developed
by Ganz et al. (27) for documentation of specific disease-
related problems. It has been translated and adapted for
use with Swedish cancer patients (26). Patients rate the
extent to which each problem has applied to them during
the preceding month by grading their responses on a
5-point scale ranging from ‘not at all’ to ‘very much’. It
took approximately 20 min to complete.

Development of the AQEL (Assessment of Quality of Life
at End of Life). The questionnaire included 19 quality-of-
life questions and 3 complementary questions. The time
frame chosen for all questions was the preceding week.
This choice was based on the literature (1, 10, 17) and on
the clinical experience that these cancer patients nearing
the end of life can have ‘good’ days and ‘bad’ days
alternatively, but that the overall trend is deterioration.
Thus, a time frame of one or a few days may by chance
cover only one extreme.

The response format of the quality-of-the-life questions
was a modified visual analogue scale, the modification
being that the line was interrupted by all integers between
1 and10. The extreme values were defined verbally, e.g.
regarding pain, 1 was defined as ‘no pain’ and 10 as the
‘worst possible pain’. This particular modification of the
visual analogue scale was recently recommended by Cohen
& Mount (3) as the ideal for palliative care. It combines a
high sensitivity to change with an ease of occasionally
assisted completion, e.g. when the patient is too weak to
hold the pencil, a spouse or a member of staff can read the
questions and the patient can answer with a number.
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Depending on how the question was formulated, high
quality of life corresponded to a high or a low number.
This format was chosen to counteract any tendency to
response bias.

The items were selected to represent the physical, psy-
chological, social, existential, and global aspects of quality
of life (17) as well as an estimation of the accessibility of
medical care (see Fig. 1). The quality-of-life questions were
classified as follows on the basis of their content: 6 physi-
cal items (hours recumbent during the day, need for help
with hygiene and dressing/undressing, physical strength,
pain, nausea, trouble with bowel movements), 5 psycho-
logical items (memory, anxiety, insomnia, depression, abil-
ity to concentrate), 2 social items (sharing worries with any
family member, regarded as usual by friends), 3 existential
items (ability to do what one wants, meaningfulness, abil-
ity to feel joy), 2 medical care items (possibility to reach
staff, receive adequate care) and one global item (how has
your quality of life been during the past week?). The
choice of items within each domain was guided by recom-
mendations in the literature (2, 10, 15, 28) and our clinical
experience of this specific group of terminally ill cancer
patients.

Summary of items

Physical items. The item ‘hours recumbent during the
day’ deviates from the rest by focusing on the number of
hours rather than the grading of a symptom or an experi-
ence. We included it as a reflection of the deterioration of
bodily functions toward the end of life which may be
expressed by the amount of time spent reclining. This
assumption is probably more valid in the home-care set-
ting than in institutional care. ‘Need for assistance with
hygiene and dressing/undressing’ is an attempt to condense
an ADL assessment (11) into a single item. “Trouble with
bowel movements’ is a fusion of questions on diarrhoea
and constipation, but also avoids the problem of defining
these concepts (11, 29).

Psychological items. ‘Insomnia’ (Have you had difficulty
sleeping?) seeks to summarize different sleep disturbances
in one item. ‘Memory’ and ‘Ability to concentrate’ were
used to capture cognitive functions.

Social items. Serious illness often leads to a shrinking
sphere of social interaction. The kinds of interactions with
family or friends that most strongly affect quality of life
are insufficiently studied at the end of life. The items ‘How
many of your worries have you shared with any member
of your family’ and ‘Have your friends regarded you as
usual’ are attempts to capture dimensions of these
interactions.

Existential items. In many review articles on quality-of-
life instruments for cancer patients, the authors stress the
need to include existential items when dealing with incur-
able cancer (3, 18, 19, 30). They also point out that most
of the available comprehensive instruments do not have
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even a single item representing this dimension. The item
that has been most frequently suggested is ‘meaning’ (3,
18, 31), which we expressed as ‘Has your day felt meaning-
ful?” ‘Not at all’ to ‘completely’. ‘Ability to feel joy’ (11)
and ‘Ability to do what one would like to do’ (11) capture
other aspects of the existential dimension.

Medical care items. Items of this kind are not included
in traditional questionnaires, but have been proposed by
Cella (20) and Aaronson (32). In palliative care, where
patients have very frequent contact with staff, even when
at home, quality of care received and ability to reach
different members of staff are both essential.

Global item. Some authors highlight the importance of a
global question to get an idea of the patient’s own evalua-
tion of all the different aspects of quality of life. This item
could reflect the impact of other factors not covered by
specific questions in the instrument (10, 33). The inclusion
of a global item makes it possible to identify the specific
items that are most strongly related to the global
dimension.

Complementary questions. Three general questions were
included at the end of the questionnaire as a complement
that may help to explain sudden variations in the quality-
of-life scores. Such variations can be caused by co-morbid-
ity or factors outside the patient—carer relationship that
usually remain unknown to researchers. Wenger (34) has
stressed this as an important entity when interpreting
quality-of-life data in clinical studies. No existing instru-
ment seems to gather this kind of information systemati-
cally.

The questions deal with whether or not the patient has
been hospitalized during the week, whether the question-
naire was completed in hospital or at home, and whether
anything especially pleasant or unpleasant had happened
in the past week regarding the cancer illness, the family, or
among friends.

Procedure

Reliability. We asked the patients in group A (n = 30) to
complete the questionnaire twice, with a 3-day interval.
This rather short interval was chosen because of the immi-
nent risk of sudden changes in the status of this group of
patients. Fifteen patients completed the questionnaires in
hospital and 15 at home. The questionnaires were collected
immediately after completion in order to eliminate the risk
of patients checking the first questionnaire when complet-
ing the second.

As the distribution of scores did not conform with the
normal distribution, the Spearman’s rank correlation was
calculated. This non-parametric method was used through-
out this study.

Validity. Concurrent validity was examined by comput-
ing correlations between our questionnaire and the CIPS.
CIPS statements that corresponded regarding content to
individual AQEL items were selected for this analysis.
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Last woak:

1. Approximately how many hours per day { 8 a.m. to 8 p.m.) have you been lying down?
[ S U SN IR SO U S QU
One hour al the most 10 hours or mors

2. How much halp have you needed with dressing and hygisna?
FEiy YOGy JRUE Y JORY J A PR T [

Nao halp at all Help with everything
3. How has your bodily strength bean?
[ DU S G, Y e P [
Nong As healthy parsons
of the same age

4. How much pain have you had last weak?
[ SN P N U S LTy Fm p— )
Painfres Worst possible pain

5. How much pausaa have you had?
1 omm 2oiee 3 ecenee e 5 ecveen G onens T o= B G - 10
MNeons Worsl possible nausea

6. Hava you had any troubla with your bows| movernants?
[ S - R T - Ty - PR |
None Worst possible

7. Have you been able to do what you wauld like to do last week?
[N PR DUVOY S R P - B 10
Met a1 all Yeos, completely

8. How has your memory been for things happaning lately?

1 -—= 2 v F e & remnen §ommeeee §omen ¥ B— G —- 10
Hava had graat Mo problarns in
difficulty in remembering remembering

9. Have you lelt worried?
[ DN R G PR [ ey . 10
Not werned at all Vary wortied

10, Have you had difficulty sleeping?
1 weren @ meeeen B e § e 5§ —— e T —— A —— 9 —— 10
None at al Very difficult

11, How has your ability to concentrate bean?
([ T PO Y [ QU [N QN — 10
Vary bad Wary goad

12, Have you felt depresseds low in moad?
LI R 4 eemee 5 eeeer R e - 8—10
Mot at all Very depressed/
low i mwod
13. How much of your wartiss have you shared with any member of your family?
Vo 2o 3 4-——5-—- 6—7F —— 8- g--—10
Mathing Evarything

14. Have your friends ragarded you as usuai?
[JEESNIY DRN P I S E——
Mat a1 all Completely as usual

15, Has your day fell meaningful?
o 2 == 3 d B P L
Nt at ail Comglately

18. Has anything made you happy last week?
R SN DU (OSSR [-J Y Gy P 10
Nathing Alot

17. How sasy/hard has it basn 16 get hold ot madical statf who know you when it has been needed?
R R el Ly Eu B[4
Vary sasy Very hard

18. Have yau received the medical cars you have needed?
P DY PR J— 5o [ SV S - J— 10
Mot at all Completety

19. How has your guality of life heen last weak?
4

----- B wunvas § vuren 7 vmveme B veeuas B eeee 100
Vary poar Bast possible

20, How many days during the past waek have you spant in a hospilalinursing homea?
__Mons, __onha day,__two days,_ three to six days,__ the whols weak.
21, Areyou at home or in hospital when you answer this quastionnaire? __ At hame __In hospital.

22, Has anything especially pizasant or unpleasant happensd during the last week? In your famity? Amang your friends? With
your disease? Write a coupls of lines to explain,

Fig. 1. The AQEL questionnaire for assessment of patient’s quality of life in palliative care.
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Twenty-eight patients (group B) completed both question-
naires within two weeks.

It was hypothesized that corresponding items from the
two different questionnaires should correlate highly (i.e.
convergent validity) and that ‘memory’ (AQEL) should
correlate highly with ‘concentration’ (CIPS) as should
‘physical strength’ (AQEL) inversely with ‘sitting/lying’
(CIPS). On the contrary it was hypothesized that ‘memory’
(AQEL) should have a low correlation with ‘eat/dress/
wash independently (CIPS) as should ‘physical strength’
(AQEL) with ‘pain’ (CIPS), i.e. discriminant validity.

Correlations were also computed between Karnofsky
Performance Status (KPS) scores and AQEL items for
patients in group A. The KPS ratings were carried out by
the first author at the time when the patient completed the
first AQEL questionnaire.

Factor analysis (orthogonal varimax transformation)
was used to examine the extent to which the instrument
yielded factors with a logical composition. The criteria for
inclusion of an item in a factor were a factor score of
>0.50 and a correlation within a factor between the
included items of > 0.30. Factors included had an eigen-
value > 0.75. Responses from patients in groups A, B and
C were included in the factor analysis, i.e. 71 patients in
all.

The ability of the instrument to detect change over time
was investigated by allowing the patients in group B to
complete a questionnaire every month until they died or
withdrew from participation.

RESULTS
Reliability

The test—retest correlations ranged between 0.52 and 0.90
for each of the 19 questions and 13 values were > 0.70.
Exact values are shown in Table 1. Factor analysis yielded
seven independent factors. Test—retest correlations for the
factors were computed on the basis of data from group A.
These correlations ranged between 0.63 and 0.94 (Table 2).

Validity

Correlations were calculated between selected CIPS state-
ments and corresponding AQEL items (Table 3). In gen-
eral, there were moderate to strong correlations in the
areas of physical and psychological problems. For social
aspects of quality of life, the correlation was weak. The
CIPS does not contain any questions about existential
dimensions, quality of medical care, or global quality of
life. It is noteworthy that the sum total of the question-
naires correlated rather strongly (0.80).

Convergent validity was illustrated by the correlation of
0.49 between ‘memory’ (AQEL) and ‘concentration’
(CIPS) and —0.62 between ‘physical strength’ (AQEL)
and ‘sitting/lying’ (CIPS). The very low correlation values
of 0.11 between ‘memory’ (AQEL) and ‘eat, dress, wash
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independently’ (CIPS) and 0.18 between ‘physical strength’
(AQEL) and ‘pain’ (CIPS) support discriminant validity.

Further validation was performed by computing correla-
tions between AQEL items and the KPS score (median =
70, range 30-90, mean = 62.3, S.D. = 20.3; Table 1). The
item ‘physical strength’ had a correlation of 0.66 and the
total QoL (quality of life) score had a correlation of 0.63
with the KPS, thus illustrating adequate convergent valid-
ity. Other items such a ‘anxiety’, ‘insomnia’, pain’, and
‘sharing worries with any family member’ had low correla-
tions (0.05-0.23) also suggesting adequate discriminant
validity.

Sensitivity to change was investigated by testing the
extent to which scores declined when approaching death.
Fig. 2 illustrates the distinct decrease in mean total score
(sum of 19 items) over time. The scores during the last 6
weeks of life were significantly lower than those in weeks
7-30 (mean 90.5; S.D. =20.0 compared with mean 112.5;
S.D.=23.6; p=0.0001; Mann—Whitney-U test). Details
on individual patients’ development over time are pre-
sented in a separate article (35).

In two cases, extraordinary dips in the overall QoL
score could be related to answers to the last open question:
Has anything especially pleasant or unpleasant happened
during the past week? In one case the patient’s mother had

Table 1

Test—retest correlations and correlations with Karnofsky (KPS)
scores for all AQEL items (n= 30)

Test-retest Correlation to

correlation KPS
Hours recumbent during 0.72 0.49
the day
Need for help with 0.84 0.33
hygiene/dressing
Physical strength 0.78 0.66
Pain 0.65 0.23
Nausea 0.73 0.36
Trouble with bowel 0.75 0.38
movements
Ability to do what one 0.52 0.22
wants
Memory 0.86 0.46
Anxiety 0.67 0.09
Insomnia 0.70 0.05
Ability to concentrate 0.69 0.46
Depression 0.80 0.34
Sharing worries with any 0.90 —0.09
member of family
Regarded as usual by 0.83 0.08
friends
Meaningfulness 0.74 0.56
Make you happy 0.64 0.53
Ability to reach staff 0.81 0.53
Receive appropriate care 0.68 0.24
Global quality of life 0.75 0.61
Total score 0.78 0.63
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Table 2

Factor analysis (orthogonal varimax transformation; n = 71). All positive values > 0.40 are shown. Loadings in parentheses indicate that
items are not included in the respective factor

Item Symptoms Life content Friends  Cognitive = Family Medical care  Existential
Hours recumbent during the day 0.54

Help with hygiene/dressing 0.61

Physical strength 0.79

Pain 0.75

Nausea 0.72

Trouble with bowel movements 0.62

Ability to do what one wants 0.86

Memory 0.89

Anxiety 0.86

Insomnia 0.86

Ability to concentrate 0.84

Depression 0.87

Share worries with family 0.93

Regarded as usual by friends 0.63 (0.43)

Meaningfulness (0.59) 0.62
Make you happy 0.89
Reach staff 0.89

Receive appropriate care (0.54) 0.53

Global quality of life 0.65 (0.52)
Test-retest correlations (n = 30) 0.85 0.86 0.77 0.81 0.94 0.68 0.63

died and in the other, the patient was hospitalized due to
extensive bleeding from an ulcerating rectal carcinoma.

In the 101 questionnaires analysed, there were only 14
missing values out of 1919 (0.7%).

DISCUSSION

The results indicate that the AQEL questionnaire for the
assessment of quality of life in palliative care may be
sufficiently reliable and valid.

Test—retest correlation values > 0.70 are recommended
by Selby et al. (28) as strong indicators of adequate
reliability. The 0.70 cut-off was reached or exceeded by
13/19 items. For six of the items, test—retest values ranged
between 0.52 and 0.70. The 0.70 cut-off was surpassed by
5/7 factors, the remaining two being rather close, 0.68 and
0.63. These somewhat higher figures for factor reliability
compared with individual items are in line with expecta-
tions. However, the fact that 6/19 items did not exceed
0.70 is no reason to dismiss them as there are 10 options
with which to answer each item. Ware (36) emphasizes
that the greater the number of response alternatives, the
more difficult it is to attain high test—retest correlations.
On the other hand, the test—retest interval was as short as
3 days, which may have inflated the values. The choice of
such a short period is, however, motivated by possible
rapid changes in patient status.

The finding that the factor analysis yielded factors with
a rather logical composition strengthens the validity of the
questionnaire. On the other hand, the factors were not
exactly the same as the dimensions used when designing

the questionnaire. This demands attention during the fur-
ther development of the instrument. Whether this discor-
dance is an expression of insufficient validity of the
questionnaire, or a sign of heterogeneity within the postu-
lated dimensions is difficult to say. The fusion of items
from the physical domain with items from the psychologi-
cal domain may seem strange. On the other hand, it seems
reasonable that ‘insomnia’, ‘anxiety’, and ‘depression’ are
enhanced by increased physical symptoms. The two cogni-
tive items stick nicely together. ‘Physical strength’ seems

Table 3

Correlations between selected CIPS items and corresponding
AQEL items (n=28)

CIPS item (number) AQEL item Correlation
Sitting/lying (1) Hours recumbent  0.66
Eat, dress, wash indepen-  Ass. with hy- 0.79
dently (9-12) giene/dressing
Pain (51-52) Pain 0.78
Leisure difficulties (20-21) Ability to do 0.64
what one wants
Memory (50) Memory 0.62
Insomnia (22-24) Insomnia 0.81
Concentration (49) Ability to concen- 0.63
trate
Depressed (44, 47, 48) Depression 0.54
Talk with partner about Share worries 0.07
feelings, future, illness with family
(113-115)
All (questions included Total score 0.80

above)
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Fig. 2. Total AQEL score over time.

related more to ‘ability to do what one wants’ and ‘global
quality of life’ than to other physical symptoms, which in
turn seems rather reasonable.

Most items loaded onto only one factor and with a
reasonable pattern. The fact that the items ‘meaning’ and
global ‘quality of life’ loaded onto both ‘life content’ and
‘existential’ may well be understandable. The item ‘get
appropriate care’ loaded onto ‘Friends’ and ‘Medical care’,
and the item ‘regarded as usual by friends’ loaded onto
‘Friends’ and ‘Cognitive’. This is more difficult to explain.
However, these four items were the only ones that loaded
onto more than one factor.

The most intriguing result in the factor analysis was that
the two items from the social dimension ended up com-
pletely separated.

The factor analysis was based on the replies from only 71
patients, which strictly speaking is too small a number.
Although the present results in general indicate logical
factors, the question of factor structure has to be addressed
again in future investigations with more patients.

Concurrent validity in relation to corresponding CIPS
items was moderate to strong in all cases but one, namely
‘sharing worries with any member of family’ that was
compared with ‘talk with partner about feelings, future and
illness’. Possible explanations may be that many patients
preferred to share their worries with another family member
rather than with their partner, or that ‘family’ to some
people means a wider circle of persons than the nuclear
family. This item will need rephrasing in future trials.

Correlation values adhered nicely to the hypothesized
pattern when comparing the ‘physical strength’ item from
AQEL with ¢ pain’ and ‘sitting/lying’ from CIPS, and the
‘memory’ item from AQEL with ‘concentration’ and ‘eat,
dress, wash independently’ from CIPS. In both cases
strengthening the impression of convergent as well as
discriminant validity.

Comparisons with the KPS score also revealed a pattern
of correlations supporting both convergent and discrimi-
nant validity. Correlations between the KPS score and the
item concerned with physical strength were in the same
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range as has been reported for items in the Functional
Living Index-Cancer (37) and by Selby (28). The fairly high
correlation between the KPS score and the global item
stresses the importance of physical capacity to experienced
quality of life. Discriminant validity was illustrated by the
low correlations between the KPS score and the items
‘insomnia’, ‘anxiety’, and ‘sharing worries with any member
of family’, well in line with expectations.

The decline in many quality-of-life items during the
terminal three weeks has been described earlier by Morris
et al. (38), Higginson et al. (39) and Hinton (40). Our results
agree well with their findings and illustrate that the ques-
tionnaire is sensitive enough to detect changes over time, at
least in the terminal phase. The number of patients assessed
varied between different observation points in Fig. 2. The
impact of this on the results is probably an underestimation
of the terminal decline in AQEL scores. Arguments in
favour if this assumption are that we found a general
decline in AQEL scores when approaching death in individ-
ual patients, and that it is conceivable that the drop-outs
were patients with the poorest quality of life.

The overall impression is that patients with incurable
cancer at the end of life have found this questionnaire
acceptable for repeated assessments. One illustration of this
is the very low number of missing values. It was more
difficult to overcome a certain reluctance among the staff
involved to trust the patient to decide whether to complete
the questionnaire or to withdraw from participation.
Clearly, strictly formalized routines are necessary to prevent
staff members from depriving patients of the right to decide
whether or not to complete similar assessments.

The format of the questions is easy to grasp and facili-
tates occasional assisted completion. The items are rather
evenly distributed between some of the most widely ac-
cepted dimensions of quality of life. The questionnaire is
brief and comprehensive, which facilitates routine use.
When used with breast cancer patients, an item on dysp-
noea should be added as dyspnoea is a fairly common
symptom and, when it occurs, is frequently the predominant
problem.

The AQEL fulfils almost all of the criteria for an ideal
instrument proposed by Donovan et al. (19) and Cohen &
Mount (3) in their reviews. The only criterion proposed by
Donovan et al. (19) that was not fulfilled is that we did not
use patient responses to generate the initial items. Cohen &
Mount (3) emphasize the advantages of the employed
response format, the need for inclusion of items capturing
the spiritual dimension as well as the physical, psychological
and social dimensions, and a brief completion time both
with individual and assisted administration. In some re-
spects, the criteria of Cohen & Mount (3) differ from the
principles applied when devising the AQEL instrument.
They suggested a time frame of 2—3 days; we chose one
week. They suggested a uniform response format where 10
consistently denotes best or worst quality of life; we chose
to alternate to avoid a ‘yea-saying/nay-saying’ bias (31).
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The wording of the items and the response format are
very important. We sought to focus on the patient’s per-
ceptions as much as possible. For instance, we avoided
asking ‘how often’ but rather ‘how much’ pain and nausea
they have had, the extreme being ‘worst possible’ pain or
nausea. We suggest that the wording of most items should
focus on the patient’s experience of a specific problem
rather than just being a simple rating of a symptom, and
by doing this it will at least partially comply with the
criterion emphasizing the experience of the respondent.

At this stage of instrument development, we deemed it
relevant to use either the total score or individual item
scores when reporting the results. We advocate caution in
using subscale scores until further trials have been
conducted.

As a complement to existing instruments, the AQEL is
now available for assessment of quality of life at the end of
life. The results suggest that the AQEL is reliable and
valid, but further investigations are needed to verify these
findings. Its briefness and comprehensiveness make it
much more practical for regular use than, for example, the
extensive CIPS instrument (131 items). Through the com-
plementary questions, the AQEL provides possibilities to
detect factors other than the actual disease that influence
quality of life. As it is the first quality-of-life instrument
specifically developed for palliative cancer care that is
available in both English and Swedish, it may prove
helpful in future work investigating quality of life within
palliative medicine.
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