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Introduction

There is increasing emphasis on involving users in research
in palliative care.1,2,3 The Research for Patient Benefit
Programme (a major new English funding stream to support
research within the National Health Service)4 particularly
welcomes proposals developed in collaboration with patients
and the public. The difficulties in conducting research with a
palliative care population5,6,7 mean that it is important that
research is focused on key priorities. One of the authors (St B)
is an investigator in a study whose aim is to elucidate gener-
alist health and social care workers’ palliative care research
priorities,8 but it is essential to also discover patients’ priori-
ties. The qualitative component of this study9 and another
study in diabetology10 have revealed that healthcare work-
ers’ priorities for research can be very different to those of
patients.

There is some evidence regarding the views of users of
oncology services.11,12 The ‘Macmillan Listening Study’13

involved patients and carers as co-researchers, using a partic-
ipatory approach and in this study cancer patients in the
palliative phase of their illness were found to be more diffi-
cult to recruit than those earlier in their disease journeys.

We wished to access the opinions of patients with
advanced disease: a population who are involved less fre-
quently in user groups because of ill health. A two-stage
methodology was employed – initial qualitative focus

groups to elicit priorities (published elsewhere)9 followed
by a patient questionnaire which was developed for a larger
quantitative patient survey. The use of a mixed methods
approach allows domain identification followed by confir-
mation.14 The present paper outlines the results from the
second questionnaire stage of the study.

Methods

Research ethics approval was obtained from the
Cambridgeshire Local Research Ethics Committee. A pilot
questionnaire was developed from themes derived from the
earlier focus groups. This consisted of 17 research topics
each phrased as ‘We should try to discover. . .’ with a 100 mm
Visual Analogue Scale (VAS) on which patients indicated
how important they thought each research topic to be with
the anchor points ‘Not important at all’ to ‘Very important’.
These topic statements were grouped into four thematic
areas – talking with patients, help for patients and families,
symptoms and medication and treatments. Patients were also
asked to rank these thematic areas and how easy they found
the questionnaire to complete. Ten patients at Arthur Rank
House Hospice in Cambridge (ARH) completed the pilot
questionnaire and were asked to give feedback on its format
and structure. Since only minimal adjustments to phrasing in
two places were made the pilot data are included in analysis
below.

Four other hospices joined the main study [Sue Ryder
Care St John’s Bedford (SJ), Sue Ryder Care Thorpe Hall,
Peterborough (TH), Garden House, Letchworth (GH) and
Priscilla Bacon Lodge, Norwich (PBL)]. The five units in
the study are of varying sizes (ARH – 16 beds, SJ – 15 beds,
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TH – 20 beds, GH – 11 beds, PBL – 16 beds). All have day
therapy although TH’s day therapy is for patients with neu-
rological conditions. Their catchment areas include urban
areas with surrounding rural villages. Questionnaires were
given to patients from November 2004 to April 2006.
Follow-up with regard to patient survival ended in
September 2006.

Hospice in-patients and day therapy patients, 18 years or
older, with cancer and a prognosis of six months or less
(estimated by hospice staff) were identified and approached
concerning the study. Patients were excluded if assessed by
clinical staff as to be unable to participate (fatigue,
confusion, inability to read the questionnaire – i.e. is not able
to read or not able to communicate sufficiently in English 
to understand the questionnaire). An investigator offered to
discuss the project with potential participants and left an
information sheet with those interested. After a ‘cooling-off
period’ of a minimum of one day, signed consent was sought
and the patient was given a copy of the questionnaire to
complete, with a freepost envelope for return of completed
questionnaires.

Questionnaires were analyzed by FORMIC V3.2 (Formic
Ltd, Kingston, Surrey). Free-text comments were typed into
a Word document and coded to different themes.

Statistical analysis
Analysis was carried out in SPSS V14.0 (SPSS inc, Chicago,
Il). The Mann–Whitney U test was used to compare the
responses of two independent groups, Friedman test for
analysis of responses concerning ranking, Kaplan–Meier
plots and log rank test were employed for survival analysis.
Censoring was used as survival times for all patients were
not observed, as some were still alive at the end of the study.
Our analysis took this into account.

Results

One hundred and twelve patients completed questionnaires
(See Table 1). Median age of patients was 65 years.
Comparing percentages of patients in our study and all
patients admitted to SJ in 2005 and 2006 gives similar
figures (study first, hospice second – breast 14%–14%; lung
14%–12%; prostate 13%–12%; colon 11%–7%; ovary
6%–4%). Twenty-five patients were still alive at the study
close so were censored at 27 September 2006 (15 in-patients
and 10-day therapy). Median survival time from question-
naire completion was 103 days (95% CI 66–140). Day ther-
apy patients lived longer than in-patients (median survival
347 days (95% CI 159.6, 534.4) versus 68 days [95% CI
42.3, 93.7) (LR � 11.99, df � 1, P � 0.0005)]. There was
no evidence of a difference in survival time between genders,
or age groups (65 years old and over versus under 65) or

different diagnoses. Figure 1 shows survival data from the
present phase of the study plus that from the previous focus
group stage.

Scoring of priorities
Median scores for all themes were greater than 70/100. Only
one patient scored all themes as less than 50/100. Ten
patients scored all themes above 90/100. Median scores and
percentages of patients assigning VAS of greater than 80/100
are in Table 2.

The three themes with the highest median scores were:
Emergencies (question 8) median (Interquartile Range –

IQR) � 92.3/100 (79.1, 96.1)
Pain control (question 11) median (IQR) � 91.9/100

(83.9, 96.6)
Helping doctors to hear and understand what patients are

saying (question 1) median (IQR) � 90.3/100 (72.3, 94.5)
Women rated two issues as more important than men –

services at home (question 6) and complementary therapies
(question 17). Day therapy patients rated two issues as more
important than in-patients – prognostication (question 4) and
communicating uncertainty (question 5). Patients 65 years of
age or over scored two issues as more important than those
younger than 65 – how often patients want to be visited at
home (question 9) and complementary therapies (question 17)
(Table 3). There was no evidence of a difference between
priorities for patients with different diagnoses.

Ranking of thematic areas
Talking with patients was ranked as the most important area
(Table 4) (�2

Fr � 16.85, df � 3, P � 0.0008). There was no
evidence of a difference in ranking between day therapy/
in-patients, male/female, age group or diagnosis.

Table 1 Diagnoses of patients

In-patient Day therapy 
(N � 89) (N � 23)

Male 48 (53.9%) 9 (39.1%)
Female 41 (46.1%) 14 (60.9%)
Median Age (range) 66.1 (19.4, 93.0) 64.8 (57.0, 89.8)
Median Survival (95% CI) 68.0 (42.3, 93.7) 347.0 (159.6, 534.4)
�65 years 46 (51.7%) 11 (47.8%)
�65 years 43 (48.3%) 12 (52.2%)
Breast 13 3
Lung 14 2
Prostate 11 4
Colon 11 2
Ovary 3 4
Stomach 6 0
Kidney 5 0
Melanoma 4 1
Haematological 2 2
Oesophagus 3 1
Other 17 4
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Figure 1 Kaplan–Meier plot for focus group and questionnaire phases.

Table 2 Median and IQR for each question and percentage of patients who scored greater than 80/100 on VAS for each
question

Question N Median (IQR) Percentage %

8 We should try to discover ways of making sure patients know who to 112 92.3 (79.1, 96.1) 74.2
contact in an emergency

11 We should try to discover better ways to treat pain 110 91.9 (83.9, 96.6) 78.2
1 We should discover better ways to help doctors hear and understand 111 90.3 (72.3, 94.5) 69.4

what patients are saying
6 We should try to discover better ways to make sure patients know 112 89.9 (74.7, 95.3) 70.5

about all the services that can help them in their own homes 
3 We should try to discover better ways to make sure there is good 111 89.8 (79.3, 95.2) 72.9

communication between doctors working in different places 
(for example your hospital doctor and GP)

4 We should try to discover better ways to work out what the future 112 88.8 (66.6, 94.3) 68.8
might hold for patients when they are ill

2 We should try to discover better ways to help doctors to talk to patients 111 87.8 (69.9, 94.9) 63
5 We should try to discover better ways for doctors to talk with patients 112 87.1 (65.6, 94.3) 67

about the uncertainties of illness
16 We should try to discover better ways to help patients understand 110 85.7 (63.3, 93.8) 56.4

more about their medicines
7 We should try to discover ways of improving clinics so they are more 112 84.1 (56.3, 93.6) 58.1

helpful for patients
13 We should try to discover better ways to treat sickness 111 84.1 (62.4, 93.4) 58.5
12 We should try to discover better ways to treat tiredness 111 83.5 (57.2, 92.8) 55.8
14 We should try to discover better ways to treat shortness of breath 109 80.9 (60.5, 93.1) 51.3
10 We should try to discover better ways to help the families and 112 80.2 (50.1, 92.2) 50

friends of patients
15 We should try to discover better ways to treat constipation 110 79.9 (53.0, 92.9) 50
17 We should try to discover better ways to use alternative therapies 110 73.3 (50.0, 91.9) 41.8

(like homeopathy, aromatherapy and acupuncture)
9 We should try to discover ways to find out how often patients want to 112 72.5 (48.3, 92.5) 41.1

be visited at home by their doctor
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How easy was the questionnaire to answer?
Median ranking was 87.3/100 (IQR 62.6, 95.2). There were
no statistical differences for ranking between day therapy/
in-patients, male/female, age or different diagnoses.

Free-text comments
Forty-two patients wrote additional comments on their
questionnaires. In the majority these consisted of 
themes included within the questionnaire, but anxiety 

(which was not a theme from focus groups) was also
mentioned:

Female, 57 years old, pancreatic cancer:

‘All research is valuable when it helps alleviate pain,
suffering or anxieties.’

Male, 67 years old renal cancer:

‘Ways to help emotional/anxious times with patients and
families.’

Table 3 Questions revealing statistical differences (women rated as more important than men; day
therapy patients rated as more important than in-patients; and patients 65 years of age or over rated
as more important than those younger than 65 years)

Male Female Mann–Whitney U test

6 We should try to discover better N 57 55 U � 1174.5, P � 0.02
ways to make sure patients know Median 86.79 91.87
about all the services that can help IQR 63.41, 93.46 81.32, 96.06
them in their own homes Range 4.57, 100.00 10.42, 100.0

17 We should try to discover better N 56 54 U � 1130.5, P � 0.02
ways to use alternative therapies Median 63.85 86.34
(like homeopathy, aromatherapy IQR 25.13, 89.52 56.35, 92.25
and acupuncture) Range 3.56, 100.00 9.15, 98.35

In-patient Day therapy

4 We should try to discover better N 89 23 U � 699.0, P � 0.02
ways to work out what the Median 87.80 91.61
future might hold for IQR 63.13, 93.77 84.50, 97.46
patients when they are ill Range 0.70, 99.36 1.91, 100.00

5 We should try to discover better N 89 23 U � 728.5, P � 0.03
ways for doctors to talk with Median 86.40 92.60
patients about the IQR 63.28, 93.33 80.30, 97.71
uncertainties of illness Range 0.00, 99.75 2.03, 100.00

�65 years old �65 years old

9 We should try to discover ways N 55 57 U � 1223.0, P � 0.04
to find out how often patients Median 62.39 86.79
want to be visited IQR 46.89, 82.59 49.49, 94.22
at home by their doctor Range 6.23, 100.00 0.13, 100.00

17 We should try to discover better N 54 56 U � 1424.5, P � 0.02
ways to use alternative therapies Median 67.66 74.59
(like homeopathy, aromatherapy IQR 50.63, 89.24 49.39, 92.38
and acupuncture) Range 3.56, 100.00 3.56, 99.75

Table 4 Ranking of subject areas (N � 110 – five patients who marked some of the same digits more than once have
been included in analysis)

Rank 1 Most 2 3 4 Least Mean rank Friedman test
Important Important

Talking with patients 43 (39.1%) 17 (15.5%) 30 (27.3%) 20 (18.2%) 2.29
Medication 35 (31.8%) 22 (20.0%) 32 (29.1%) 21 (19.1%) 2.36 �2

Fr � 16.85, df � 3,
Symptoms 21 (19.1%) 44 (40.0%) 24 (21.8%) 21 (19.1%) 2.42 P � 0.0008
Help for patients/families 16 (14.5%) 27 (24.5%) 20 (18.2%) 47 (42.7%) 2.92
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Discussion

This is the largest survey to date of the opinion of palliative
care patients with regard to research. The Macmillan
Listening Study15 recruited participants through oncology
outpatient clinics and two focus groups were conducted in
hospices (14 patients) involving two co-researchers who were
in receipt of palliative care services.16 The time from group
participation to death is unknown for the Listening Study 
(D Wright, Personal communication) and it is extremely
likely that the present study represents the views of patients
nearer death – many hospice patients will no longer be at a
stage in their illness, where they still attend oncology clinics
and frail participants are more likely to be able to complete
questionnaires than participate in group discussions. When
survival is compared between this stage and the focus group
component of the present study9 nine out of 19 focus group
patients (47%) died within six months of participation while
61% of patients who completed questionnaires had died by
this point. The in-patient population, in particular, had a
median survival of only two months. In contrast, the median
survival of day therapy patients was near to one year despite
an entry criterion being estimated prognosis of less than six
months. It is recognized that prognostication can be
difficult17 and with a median survival of only 103 days for
the whole study this was, on the whole, a terminally-ill
population.

Patients scored that they found the questionnaire easy to
complete and, as has been noted before, patients do wish to
take part in research.18,19

The quantitative phase of the present study validated
many of the focus group themes.
Almost all topics were scored as important. It could be
argued this gives a mandate for researchers to look at all
these themes as potential research topics. Patients were able
to discriminate between themes with only ten patients scor-
ing all themes as greater than 90/100.

While there were some differences in priority related to a
number of demographic characteristics, caution is needed in
interpretation of these results, as there is a risk of a Type I
error when examining data for the 17 different themes: when
alpha is set at 0.05 one in 20 of these tests will be statistically
significant by chance alone. Women showed more concern
about services at home and also wished to see more research
in complementary therapies – there is some evidence that
female cancer patients are more likely to seek this kind of
therapy.20 Day therapy patients were more concerned about
prognostication and discussing uncertainty than in-patients.
As day therapy patients are likely to be earlier in their
disease journeys they may have had this kind of conversation
more recently. Patients aged 65 years or over scored being
visited at home and complementary therapies as higher.
Older patients (who may be more frail) can have consider-
able difficulty getting to a General Practitioner’s surgery.
Older patients are increasingly accessing complementary

therapies, thought to be because of their perceived safety.21

We were not able to discern differences between priorities
for patients with different diagnoses due to the small number
of patients with each specific diagnosis. The diagnoses of
patients are representative of what might be expected in an
in-patient hospice population.

Patients were also asked to rank thematic areas. There
were highly significant differences here with talking with
patients and medication ranked as top priorities by 70% of
patients. Symptoms were ranked as the second most impor-
tant area by 40% of patients but as top priority by only 19%.

Emergency care received the highest median score. There
is evidence that cancer patients, carers and professionals
have concerns about out-of hours care.22 There have been
great changes in the provision of out of hours services over
the last 10 years and it appears patients feel that this is an
area where further research is needed.

When scoring themes pain was scored as greater than
80/100 by 78% while other symptoms were scored in this
way by less than 60%. Although there is a large and expand-
ing volume of research examining pain control, patients feel
more work is needed in this area.

Research on support for families did not score highly in
this survey. It would be intriguing to ask carers of patients
what they felt research priorities should be.

Morgan23 refers to ‘abductive reasoning’ – moving
between qualitative and quantitative approaches to data
interpretation. Patients in the previous focus group stage
identified communication issues as being a very high prior-
ity and symptoms less so. In this questionnaire stage the
highest median VAS scores were for emergencies and pain.
This could be because patients in the questionnaire stage are
a different population – as we have discussed they are likely
to be later in their disease journeys. Concerns over prognos-
tication and how bad news was broken may not be so fresh
in the mind for them.

A significant proportion of patients (over one third) wrote
additional comments in the free-text section of the question-
naire. These comments highlighted research themes that had
already been elicited at the focus group stage of the study.
Anxiety was also mentioned – it had not been mentioned
specifically in the focus group discussions although anxiety
will have a major role to play in how patients perceive many
of their concerns.

We accessed the opinions of a terminally ill population.
Patients found the questionnaire easy to complete and
answered that emergencies, pain and improving doctors’
abilities to understand patients were their top research prior-
ities. We argue, along with other authors,24 that we must
involve patients in setting the research agenda.
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