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Expectations to and evaluation of a palliative
home-care team as seen by patients
and carers

Abstract Objectives: Although the
number of palliative home-care teams
is increasing, knowledge of what
patients and principal informal carers
expect from a home-care team is
sparse. We aimed to elucidate this as
well as evaluate a home-care team.
Patients and methods: Individual
semi-structured interviews with nine
patients and six carers before receiv-
ing home care and 2–4 weeks after. In
total, 26 interviews were conducted.
Interviews were analysed with Tem-
plate Analysis. Peer debriefing was
performed. Main results: Patients

and carers expected the team mem-
bers to have specialised knowledge in
palliative care and to improve their
sense of security being at home. They
also expected respite for carers and
activities for patients. They evaluated
the team positively but missed respite
for carers and 24-h on-call service.
Conclusions: Patients and carers
found the home-care team essential to
their sense of security being at home.
Primary health care professionals
must receive any necessary training
outside patients’ homes. Offering
respite for carers and 24-h on-call
service would be an improvement.
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Introduction

More and more patients have the possibility of receiving
palliative care. Since St. Christopher’s Hospice opened in
1967, the number of hospices, palliative care departments,
and palliative care teams has been increasing. The orga-
nisation of palliative care differs greatly [2, 11, 12, 22, 25,
59, 60, 68]. However, knowledge is sparse about what
impact the organisation has on patients’ quality of life [59].
The conclusion in one review was that ‘we are far from
identifying high-quality, effective and appropriate pallia-
tive care services’ [11], while another review concluded
that multidisciplinary teams appeared to have an advantage
over uni-disciplinary teams [12]. The way health care is

financed and organised affects the delivery of palliative
care [8]. This is especially true for palliative home care, as
home care in countries with an extensive primary health-
care system often aims towards cooperation between
specialists and primary care [16, 52], while countries
with less extensive primary health care have to organise
palliative home care differently.

Papers regarding evaluation of palliative care have
focussed on symptom control [19, 23–26, 64, 65], quality
of life [6, 19, 23, 25, 59, 65], ‘quality of death’ [25, 55],
satisfaction with care [19, 23–25, 35, 45, 68], help to carers
[22], use of health resources [19, 23, 28] and participants’
experiences with care [4, 17, 30, 32, 33, 47, 57, 58, 60].
Studies specifically focussing on palliative home care have
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additionally focussed on place of death [3, 18, 55, 66],
reasons for hospitalisation despite palliative home care [5,
9, 27] and carers’ experiences of caring for a patient at
home [7, 21, 29, 41, 46, 48, 54, 56, 61, 67].

Past research can be categorised as ‘expectation studies’,
which asked patients and/or carers for their expectations to
palliative home care before receiving it, and ‘evaluation
studies’, which asked recipients either during or after home
care. We identified two expectation studies [32, 67]: one
focussed on patients and carers; the other focussed on
carers only. The participants in both studies were
interviewed while home care was ongoing; therefore, the
studies cannot be regarded as true expectation studies, as
the participants’ expectations must have been influenced
by what the home-care team offered. Evaluation studies
were commoner: five focussed on patients [4, 5, 56, 58,
60], ten on carers [7, 17, 21, 29, 45–49, 54] and six on
patients and carers [24, 26, 28, 30, 33, 41]. We did not
identify any prospective, longitudinal studies focussing on
expectations and evaluation of palliative home care.

We report semi-structured interviews with patients and
their principal informal carer (hereafter referred to as
‘carer’) conducted before start of palliative home care and
2–4 weeks later. Our aims were to investigate expectations
to and evaluation of a palliative home-care team. Based on
this, we recommend ways of optimising health care for
palliative care patients at home and their carers.

Patients and methods

Setting

Denmark has 5.4 million inhabitants and currently 16
palliative home-care teams [15]. Consequently, most
patients with palliative care needs are treated by general
practitioners (GPs) and district nurses and, if needed,
supplemented by visits to outpatient clinics. If patients
need acute medical attendance, they can call the doctor’s
out-of-hours clinic. When necessary, patients are hospi-
talised at appropriate hospital wards. Most medical care is
financed by public taxes.

The Department of Palliative Medicine at Bispebjerg
Hospital, Copenhagen, has a 12-bed inpatient ward, an
outpatient clinic, and a palliative home-care team.
Specialised doctors and nurses worked in all three units,
while psychologists, physiotherapists, social workers,
occupational therapists, dieticians and clerks worked in
the inpatient ward and outpatient clinic only. Doctors from
the home-care team visited patients during the day on
weekdays, while nurses visited throughout the week during
both the day and evening. At night, only telephone advice
from the teams’ nurses was available. Patients still received
their primary care from GPs and district nurses, while the
home-care team had a consultancy role, i.e. proposed
changes to the patients’ care and treatment.

Patients who had pronounced palliative needs and
advanced cancer for which there were no curative or life-
prolonging treatment could be referred to the department
by a GP or a hospital doctor. After a maximum of 1 week, a
head nurse made a referral visit to decide if the patient met
these criteria and then to decide to which unit to attach the
patient. For patients attached to the home-care team, a
home conference was arranged within another week where
the patient, carer(s), GP, district nurse and doctor and nurse
from the home-care team participated. If patients attached
to the home-care team needed hospitalisation, they were
admitted to the department of palliative medicine if beds
were available. Otherwise, they would be admitted
elsewhere.

Inclusion criteria for study

Patients should: be attached to the home-care team, be
50 years or older, have a minimum life expectancy of
2 months, be considered well enough by the head nurse and
the primary investigator (D. Goldschmidt) to participate in
an interview lasting between 30 min and 1 h, be Danish-
speaking, be cognitively coherent and give informed
consent. No patients had been previously treated by
specialists in palliative care. Patients should consent that
the carer participated; then patients chose the person whom
they wished to participate. Carers should be 18 years or
older, give informed consent and be cognitively coherent.

Inclusion procedure

DG attended the referral visits. When a patient met the
inclusion criteria, DG informed the patient and carer about
the study; it was stressed that participation was voluntary.
They received written information and were asked to
consider their participation until the next day when DG
contacted them by telephone.

Participants and non-participants

From July 2000 until June 2001 and September–December
2002 (15 months in total), DG attended 33 referral visits
where 16 patients met the inclusion criteria for the study
(Fig. 1). Nine patients and six carers participated in the first
interviews, which were conducted before the home
conference in the participant’s home. Six patients and
five carers participated in the second interviews, which
were 2–4 weeks after the home conference. Two patients
were hospitalised and their only experience with the home-
care team was the home conference. The others received at
least one additional visit from the home-care team. In total,
26 interviews were conducted. Interviews with two
patients, and one carer were conducted as pilot interviews;
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a second interview was not planned. However, the pilot
interviews concerned similar issues as the other interviews
and were, therefore, included in the analysis.

Initially, we wanted to sample to gain maximum
variation concerning sex and cohabitant status. However,
due to the slow inclusion rate, we did not exclude any
eligible patients and thus got a convenience sample [53].
The participants were disparate: four men and five women,
and three lived alone. Patients were 55–88 years old
(median 69) and had been diagnosed with cancer 1–
79 months (median 11) previously. Three lived less than
2 months after being informed about the study. Participat-
ing patients lived longer (mean 4.3 months) than non-
participants (mean 1.6 months, information available for
9/12 non-participants). The carers comprised three wives,
one husband and two daughters. Participants were from all
occupational social classes [20]. Table 1 shows character-
istics of participants and details of the second interviews.

Interviews

Semi-structured, individual interviews based on interview
guides were conducted by DG as described by Kvale [37].
The interview guides were based on WHO’s definition of
palliative care [69]. As we were not aware of any specific
theories concerning patients and carers’ expectations to and
evaluation of palliative care, the study was explorative
[50]. Summaries and questions regarding the interviewer’s
understanding of what the participants had said were used
to validate the interview while it was ongoing. No patient
or carer overheard the interview with their relative.

In the first interview, participants were asked to recount
the patient’s case history, describe the problems related to
the illness, and express their expectations to the home-care
team. The second interview was based on the participant’s
answers in the first interview, i.e. questions focussed on
problems and expectations described in the first interview.
Initial questions were broad, allowing the participants to
describe areas they had not mentioned in the first interview.
Equally, the first question regarding the evaluation of the
home-care team was broad: for example, “please describe
your experiences with the home-care team”. The partici-

a

b

c

Fig. 1 Participants and attrition.
a Reasons not to ask: two
patients were too hoarse, one
had language difficulties, one
was moribund and one was
confused. b Patients’ reasons for
declining participation: four did
not have energy to participate,
two were hospitalised and one
did not want the interview to be
tape-recorded. c Reasons why
carer did not participate: one
declined participation, one
patient did not want the carer to
be asked and one carer suffered
from dementia
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pants were then asked to elaborate on positive and negative
effects of the contact with the team. Finally, specific
questions about the organisation of the home-care team
were asked (for example, concerning waiting time for
referral to the team and 24-h coverage). Interviews lasted
between 15 and 90 min. All interviews were tape-recorded
and confidentiality was ensured.

Transcription of interviews

Two interviews were transcribed by DG; the others were
transcribed by the same secretary who received detailed
oral and written instructions on how to do the transcrip-

tions. Subsequently, the transcriptions were corrected twice
(by a research assistant and DG) by reading the transcrip-
tions while listening to the tape recording.

Analysis

The level of interpretation in the analyses concentrated on
finding key themes that could shed light on the expectation
to and evaluation of the home-care team. These themes
were further analysed with Template Analysis [10, 34].
New categories were made whenever significant state-
ments could not be classified according to the existing
codebook. After coding all interviews, the most significant
categories were compared with the interviews to detect
statements that should or should not be classified in the
specific category. To further increase the validity of the
analysis, DG conducted a peer debriefing [38] with five
other peers: two medical doctors (LS, MG), a psychologist,
a philosopher and a historian (UC). In this debriefing, the
codebook and the categorisation of the statements in the
main categories ‘expectations’ and ‘evaluation’ were
discussed. This resulted in sub-categorisation of these
categories.

Quotations from the interviews, which were conducted
in Danish, were translated into English by a professional
language consultant. Emphasis was on semantic equiva-
lence rather than direct translation [44]. Quotations are
selected to include statements that fulfilled one of these
criteria: typical/average, extraordinary or containing ideas
for improvement of the palliative home-care team. The
analysis was made using the qualitative data analysis
program NVivo 2.0 [1].

The interview guide was developed by DG, LS, MG and
AK, while the analysis was conducted by DG, LS and UC.
All authors have commented on the drafts and accepted the
final manuscript. The Scientific Ethical Committees of
Copenhagen and Frederiksberg municipalities and the
Danish Data Protection Agency approved the study.

Results

All themes have been analysed to identify differences and
similarities between patients and carers as groups, as well
as between the individual pair of patient and carer. No
themes showed more importance to one group than the
other. Therefore patients and carers are described as one
group and referred to as ‘participants’.

Expectations to the home-care team

The expectations concerned four main categories: spe-
cialised knowledge, sense of security, respite for carers and
offering activities.

Table 1 Characteristics of participants and details about the second
interview

Patients Carers
n=9 n=6

Women 5 5
Lives alone 3 –
Age at interview:
30–39 – 1
50–59 2 2
60–69 3 2
70–79 3 1
80–89 1 0
Relationship to patient:
Spouse – 4
Daughter – 2
Occupational social classa

Class I 1 0
Class II 2 1
Class III 2 1
Class IV 2 1
Class V 2 2
Class VII 0 1
Months since cancer diagnosis:
≤3 4 –
4–12 1 –
13–24 3 –
≥25 1 –
Months from survey information to death:
<1 2 –
1–2 1
>2 6 –
Place of second interview:
Home 5 4
Hospital 1 1
Not conductedb 3 1
aOccupational social class: class I (high)–class V (low); class VII—
outside classification, for example, housewives
bOne patient had died. The second interview with two patients and
one carer was not planned (see text for details)
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All participants expected to receive access to specialised
knowledge from the home-care team, and most (14/15)
mentioned this as a reason for wanting contact with the
team. Receiving the best possible pain management was
very important, while treatment for other symptoms was
seldom mentioned. It was also important that the team had
experience with these patients and knew what to do. Awife
who took care of her 55-year-old husband at home said:

What I would like is some people who look at things
differently to the way I do—people who are used to
seeing cancer patients and who have the right, what
shall we say, attitude to what should be done. (Carer 4)

Some carers worried about how they would react when
the patient was close to death or had died, and they hoped
to receive help from the home-care team so that they would
be able to handle the situation better.

The importance of feeling secure was mentioned by
14/15 participants. Some had experienced feeling insecure
at home because when they needed medical attendance
outside office hours; they had had to call the doctor’s out-
of-hours clinic and they would have been seen by a doctor
who did not know them. A 75-year old man said:

I have no one to turn to. The times I’ve phoned the
night doctors, they come and they are very nice and
say “Well, but you’ve got the complete repertoire
here!” I’ve also got Ketogan [an opioid], I have it all.
And the doctors say, all I have to do is to sit up and
take my pills. Sometimes they’ve helped, sometimes
they haven’t. (...) But I can tell you, I feel completely
powerless. I have really been booted home. (Patient 8)

Most participants expected their sense of security to
improve due to the contact to the home-care team, because
they could contact the home-care team by telephone and
get advice from people who knew them and had specialised
knowledge about their problems. However, it was also very
important that the participants knew where they would be
hospitalised if this was needed. A 55-year-old man
described how he had experienced discussion about
where he should be admitted:

The talk—I can’t manage that at all in these situations;
it makes my condition worse, both physically and
mentally: to hear the telephone conversation between
the hospital and my wife about whether the ambulance
people should take me here or there. It’s things like
this that I really wish were totally clear. (Patient 4)

It was very important that the home-care team was part
of a specialised department with inpatient beds so that
patients could be hospitalised there if needed. For some
participants, including all patients living alone, this

possibility was a very important reason for wanting referral
to the home-care team.

Some patients and carers wished the home-care team
would offer the carers respite. This could take different
forms: offering someone to stay with the patient for a few
hours, night sitters or hospitalising the patient for a few
days.

A few participants wished the patient could be offered
activities, such as being taken for a walk or to a day-care
centre.

Evaluation of the home-care team

The evaluation focussed on five main categories. Four of
these were the same categories that had been mentioned in
the first interview regarding expectations: specialised
knowledge, sense of security, respite for carers and offering
activities. The last category, organisation, focussed on how
the participants evaluated the organisation of this specific
team.

The participants had only positive statements regarding
the home-care team’s specialised knowledge, and most
mentioned decrease in symptom severity. Some also
mentioned that they valued the home-care team’s attention
to all symptoms and their willingness to change treatments.
This also meant that the participants’ felt that the home-
care team listened to what they said and took their wishes
seriously, which was important to their sense of security.

The patient’s attachment to the home-care team did
improve most participants’ sense of security. As in the first
interview, the participants in their evaluation expressed the
importance of being able to contact the team, if needed.
One woman said:

Now I feel safe if something happens. I know I can
turn to you. (Patient 7)

However, a 56-year-old patient did not feel that the
attachment to the home-care team offered him the security
he needed. He had lived alone and felt secure only because
he had been admitted for inpatient care:

I’ve found security by coming here [inpatient ward],
which was what I needed. And there are also people
here who are very nice and take their time to talk about
everything. So this is very good. But the conversation
and the security, well, you could have the conversation
at home if someone came by sort of regularly. But the
security, well, that might just slip a bit. Because the
staff couldn’t be there everyday. (Patient 3)

Another patient did feel that the home-care team offered
him the security he needed, but he doubted the district
nurses’ capability of managing his syringe driver. He
described a situation in his home where the home-care team
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had taught the district nurses how the syringe driver
worked:

I shouldn’t have been involved at all. I feel, well, I
would have felt more secure if I hadn’t heard some of
the conversations; for example, “Is this supposed to be
here?”, “Are you sure this is right?”, “Could you just
come, I wrote something wrong on the pump”. “Don’t
start doubting about anything, because what’s in it is
right”. Why should I be involved in that? I don’t
understand it. If it had been a situation where
experience showed that something could happen,
which I could manage myself, then I could have been
given information about what to do. (Patient 4)

The home-care team did not offer respite for carers or
activities. The participants who had wished to be offered
this acknowledged that this was not offered, but they did
not express any discontent, although remarks were passed
on the matter. One patient said:

I think it would boost things a bit, if there was a
break—that would make her endure it a bit longer,
making things work a little better. (Patient 6)

In general, the way this home-care team was organised
worked well from the point of view of patients and carers.
Generally, the waiting time of 1 week for referral visits and
another week for the home conference was perceived as
reasonable. Some participants wished the home-care team
could visit during the night, and all thought the team should
be accessible by telephone 24 h a day. Some found that too
many people took part in the home conference. No
participants described counteraction between the home-
care team and the GP or district nurse. Some participants
thought that the home-care team should consist of more
professional groups (for example physiotherapists and
psychologists).

Discussion

The goal of this longitudinal, prospective study was to
investigate patients’ and carers’ expectations to and
evaluation of a palliative home-care team.

The overall results showed that the participants expected
to receive and experienced access to specialised palliative
knowledge and improvements in the sense of security.
Most did evaluate their contact with the team positively.
Some wished to be offered respite for carers and activities
for the patients, which was not offered by the home-care
team.

As previously described, we analysed the material for
differences and similarities between the groups of carers
and patients. However, we did not find any themes more
important to one group than the other. Studies comparing

patients’ and carers’ ratings have shown good agreement
on factual information, whereas agreement on, for
example, pain, feelings and thoughts is poorer [43]. Our
study concerns expectations and evaluations and not
factual ratings, and the results, therefore, cannot be directly
compared. Nonetheless, our study shows that patients and
carers value the same aspects of palliative care. This is an
important finding because palliative home care can be
organised to serve the needs of the patients, as well as the
carers, as described in WHO’s definition of palliative care
[69].

All participants expected to receive access to specialist
knowledge in palliative care. In a paper focusing on
primary palliative care, carers described GPs’ failure to
control symptoms [17]. Others report that participants
value the knowledge that specialist palliative home-care
teams possess [32, 49]. Many participants in our study
experienced reduction in the severity of the patients’
symptoms. This is very encouraging and supports the
results from a longitudinal questionnaire study from our
department, which showed significant alleviation of: pain,
lack of appetite, nausea/vomiting, insomnia and constipa-
tion and improvement in overall quality of life [65].

Sense of security was the second very important issue
that participants expected from their attachment to the
team. To feel secure at home, the patients and carers had to
know that they could get in contact with specialists who
knew them 24 h a day, and they had to know where the
patient could be hospitalised. Despite this being so
important, most palliative teams in Denmark do not offer
this [15]. Others have similarly reported that participants
find accessibility of health-care professionals very im-
portant in palliative home care [17, 26, 28, 29, 41, 46, 48,
49, 54, 67].

The participants expected that the home-care team
would help the carers, for example, by offering respite.
Other studies have also shown that carers needed time to
themselves [6, 7, 21, 29, 41, 46, 56, 67], although the
impact of respite on carers is yet to be established [31].

The participants neither described cooperation nor
counteraction between the primary health-care profes-
sionals and the home-care team. It has previously been
found that participants mentioned cooperation only when it
did not succeed [28]. The results from our parallel
questionnaire study showed that 89% of GPs and district
nurses were satisfied with the cooperation with the home-
care team [16]. Thus, the cooperation between the home-
care team and the GPs/district nurses seemed to have
succeeded, as no patients or carers reported counteraction.

The effect of expectations on satisfaction
as an element of evaluation

To our knowledge, no theory of the connection between
expectations and evaluations exists, but there are several
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theories about the connection between expectations and
satisfaction [39, 40]. However, some authors have high-
lighted that health-care experiences are not always
expressed in terms of satisfaction [13, 62]. Studies
specifically focussing on satisfaction with palliative care
have found that the Discrepancy Theory (referred in [35,
39, 40, 45]) can account for 29–72% of variance in care
satisfaction [35, 45]. Equally, Staniszewska and Ahmed
[62] concluded that ‘the evidence for a relationship
between expectations and satisfaction remains mixed,
with some studies indicating that no relationship exists,
while other studies suggest that expectations do have some
effect on satisfaction”. They describe that patients are able
to distinguish between ideal and realistic expectations of
care. In our study, no participants expected the home-care
team to cure the patients from their disease, neither did any
participants express discontent, because the home-care
team did not offer respite for carers or activities for
patients. This probably reflects that the participants in our
study viewed such wishes as unrealistic. Cure is no longer
seen as an option, and respite for carers, as well as activities
for patients, might after all be accepted as functions of the
private social network rather than the public health-care
system.

Feasibility, strengths and limitations

Conducting prospective, longitudinal studies that include
palliative-care patients is difficult but nonetheless feasible.
Only nine of the 21 patients who were attached to the
home-care team were interviewed. Non-participation was
mainly due to medical reasons, reflecting the advanced
illness of patients referred to the department. Participating
patients lived longer than non-participating patients.
However, we interviewed three patients who lived less
than 2 months from the referral visit and, therefore, we
have information from patients close to death. Only one
carer was male. Most other studies also have a majority of
female carers [7, 17, 21, 24, 26, 29, 30, 33, 41, 45, 47–49,
54, 56, 61, 63, 67]. A study showed that the majority (71%)
of carers are women and that male carers report lower
caregiver strain and rarely mention their own struggle [14].

We included only patients older than 50 years, because
89% of patients attached to the department are above this
age, and also we wanted to avoid focussing on the needs in
families with young children.

We conducted 26 interviews with 15 different partici-
pants. This number of interviews enables a thorough
knowledge of the study group [42]. The number of
participants lies within the proposed range of 5–20
participants [36]. All participants were attached to the
same home-care team and, therefore, we are unable to
evaluate different models of organisation of palliative
home care. It is a strength that the participants were

interviewed before the home conference [39], because their
expectations to the home-care team, therefore, were not
influenced by what the home-care team offered.

The Danish health-care system is characterised by a high
level of public financing, a sharp organisational and
functional division between primary health care and the
hospital sector, and within primary health care between
general practice and district nursing, and by about 98% of
the citizens being connected to a specific GP [51]. The
results from this study are, therefore, most easily
transferred to countries with health-care systems resem-
bling the Danish health-care system. However, the specific
organisation of the health-care system probably does affect
the patients’ and carers’ wish for extensive palliative care
knowledge and flexible attachment to a palliative home-
care team with a 24-h coverage, and, consequently, some
results can be transferred also to countries where the health-
care system differs from the Danish health-care system.

To our knowledge, this is the first prospective, longitu-
dinal study where patients and carers have been interviewed
before and during attachment to a palliative home-care
team. We chose qualitative interviews because we wanted
detailed descriptions of the participants’ expectations to and
evaluations of the home-care team, and because most
patients would not have had the energy to give this, for
example, in a questionnaire. We consider this combination
of design and methodology ideally suited for the research
question of this study.

Conclusions and implications

This study shows that the participants found a great need
for a palliative home-care team and that they valued the
team being an integrated part of the department of
palliative medicine. This meant that they could be attached
to the unit (inpatient, outpatient or palliative home care)
that best served their needs. The palliative care team
members must have specialised palliative knowledge, the
attachment to the team should be flexible, the possibility of
contacting the team by telephone 24 h a day should be
maintained and, preferably, be supplemented by a 24-h on-
call service by the home-care team. The home-care team
should ensure that primary health-care professionals
receive any necessary training before visiting patients in
their homes.
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