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Abstract

Background Many elderly people wish to die at home but end up dying at the hospital. If the patient wishes to
die at home, palliative care provided by General Practitioners (GPs) may increase the chance of dying at home,
however, there is a lack of knowledge on how GPs should provide palliative care. We aimed to identify roles, tasks
and approaches of GPs enabling palliative care, by exploring the experiences of GPs, other healthcare professionals,
patients, and relatives through a systematic review of the qualitative literature.

Methods We searched PubMed, EMBASE, PsycINFO, Web of Science, and CINAHL in March 2022. Thematic analysis
was used for synthesizing the results.

Results Four thousand five hundred sixty three unique records were retrieved, and 12 studies were included for
review. Of these, ten were interview or focus group studies and two were survey studies with additional open-ended
questions. Only qualitative findings from the studies were used in synthesizing the results. Thematic analysis pro-
duced four main themes describing the roles, tasks and approaches of GPs enabling palliative care to increase the
chance for patients to die at home. GPs can support patients in the final phases of life by applying a holistic, patient-
centred, and proactive approach to palliative care and by having sufficient education and training. Furthermore,

the palliative care consultation should include symptom management, handling psychosocial and spiritual needs,
maintaining a fragile balance, and proper communication with the patient. Lastly, GPs must address several palliative
care elements surrounding the consultation including initiating the palliative care, being available, being the team
coordinator/collaborator, providing continuous care and having sufficient knowledge about the patient.

Conclusions The roles, tasks and approaches of the GPs enabling palliative care include being aware of elements in
the palliative care consultation and elements surrounding the consultation and by having sufficient education and
training and a broad, proactive, and patient-centred approach.
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Background

Dying is the inevitable outcome of living but talking
about death can still be taboo for both patients and their
General Practitioner (GP). When elderly people are asked
about their preferred place of death, the majority wish
to die at home [1, 2]. Despite the wish of dying at home,
most of the elderly people die in the hospital [3]. Rapid
and unexpected deterioration of the patient’s health may
lead to a patient dying in the hospital even if they wish
to die at home, but the three following factors may pre-
vent unwanted hospitalization; 1) that the patient has not
been identified as needing palliative care, 2) that the phy-
sician caring for the patient is not comfortable providing
palliative care and 3) because the preferred place of death
has not been discussed with the patient and their rela-
tives before it is too late.

To help physicians identify patients with palliative care
needs, several tools with different complexity have been
developed, including SPICT [4], the Surprise Question
[5] and RADPAC [6]. Palliative care is a practice that
attempts to prevent and relieve suffering for patients
with life-threatening diseases by improving the quality
of life [7]. Different concepts within palliative care have
emerged, including end-of-life care and advance care
planning [8-11]. In this paper, we use the term palliative
care as an umbrella term covering both end-of-life care
and advance care planning. After the identification of
patients with palliative care needs, the GP is in a central
position to discuss death and provide palliative care in
case the patient wishes to die at home. However, several
studies have demonstrated physicians’ self-perceived bar-
riers in providing palliative care, including a lack of skills
and confidence in several significant factors, including
addressing cultural and spiritual needs [12, 13]. To man-
age terminal patients to increase the quality of dying,
different models in general practice have been devel-
oped, that establish safe organizational pathways for the
dying and their relatives. In the Netherlands, models
have been developed, where groups of GPs and district
nurses have regular interprofessional meetings with sup-
port from a palliative care consultant to discuss specific
and present patient issues [14], and in several countries,
both GPs and palliative care specialists provide pallia-
tive care [15—17]. Generally, there has been an increased
focus on palliative care for patients with cancer diagno-
ses [18]. However, for patients with organ failure illnesses
as seen in old age, palliative care has not been studied as
widely. Furthermore, previous studies have suggested and
tested methods to promote GPs’ competencies in pallia-
tive care [14, 19] and a lot of studies have been made on
GPs’ challenges and barriers in providing palliative care
[20-23], but there is a lack of equivalent focus on factors
enabling GPs in providing palliative care. The aim of this
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exploratory systematic review of qualitative literature was
to identify roles, tasks and approaches of GPs enabling
palliative care, by exploring the experiences of GPs, other
healthcare professionals, patients, and their relatives.

Methods

A systematic review of the qualitative literature
was performed. We used Enhancing Transparency
in Reporting the synthesis of qualitative research
(ENTREQ) standards [24].

Search strategy and sources

We developed a comprehensive search strategy in collab-
oration with an information specialist. Following a PICO
format, we formed a list of search terms within these
categories 1) General practitioner; 2) Palliative care; 3)
Patient Preference/psychology and synonyms hereof
(see the Supplementary Data for the search string). We
searched the following databases on the 18™ to the 25 of
March 2022: PubMed, EMBASE, PsycINFO, Web of Sci-
ence, and CINAHL for studies published between March
2012 and March 2022. Studies recommended by experts
were included and we manually searched the references
list of the included studies to make sure no relevant arti-
cles were missing from the search.

Study selection

One author (SB) conducted a preliminary screening,
identifying, and removing duplicates as well as discard-
ing articles obviously not meeting the aim of our research
question (e.g., paediatrics, oncology, euthanasia), based
on titles and abstracts. Two authors (SB and GO) then
screened the remaining articles separately accord-
ing to the inclusion criteria (see below). If no abstract
was available, and the title was of interest, the full text
was screened. After having reached an agreement upon
which articles to read in full text, the two authors, in col-
laboration, agreed on which to include in the review.

Inclusion of studies
Qur inclusion criteria were as follows:

1. Studies published in English between March 2012
and March 2022, based on original qualitative data
(mixed methods studies were included if the qualita-
tive element contributed data about GPs’ experiences
with palliative care).

2. Studies exploring the views and experiences of
GPs, other healthcare professionals, patients, and
their relatives on roles, tasks and approaches of GPs
enabling palliative care, without interest in one spe-
cific diagnosis, training or education, and after the
identification of palliative care needs.
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3. Studies had to have health care systems in which
the GP is the first point of contact and thereby act as
a gatekeeper to specialist care, including specialized
palliative care.

Quality assessment

The first author (SB) employed the consolidated criteria
for reporting qualitative research checklist (COREQ) to
assess the quality of transparency in the included stud-
ies [25]. Questions that arose from this process were
discussed and resolved with the last author (GO). We
neither excluded, nor gave special priority to any studies
during the analysis based on the COREQ quality assess-
ment. Survey reports with an addition of qualitative data
were not assessed because COREQ would not be appli-
cable in these studies, and assessment tools for survey
studies do not assess the qualitative data of the survey
reports.

Data extraction and synthesis of results
The aim of this review was exploratory, which made it
relevant to apply an inductive analysis method. No ‘a pri-
ori’ theory or framework was used, and a thematic analy-
sis of the findings of the included studies was performed.
Thematic analysis is a recognized and widely used
method for identifying, analyzing, and reporting patterns
(themes) within qualitative data [26]. Data were extracted
from the results of the studies.
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First, the author (SB) performed a pilot coding of
themes of one of the studies. Subsequent studies were
coded into pre-existing themes, and new themes were
created when deemed necessary.

Thereafter the sub-themes were categorized into actual
themes relevant to the research question. The coding was
done with the free online software program Notion [27].

Results

Study selection

Study selection is depicted in Fig. 1. The search identified
6611 references, of which 2049 were identified as dupli-
cates. Screening of titles and abstracts resulted in the
selection of 35 articles for a full-text assessment of eligi-
bility. For four articles, the full texts were not available,
and the first author was contacted, though we received no
replies. Out of the 35 articles, 23 were excluded, mainly
because of (1) not focused specifically on GPs (n=6), (2)
wrong aim (n=6) or (3) wrong study design (n=>5); 12
studies were included in our final review. The references
within those articles were also checked for potentially eli-
gible articles, though no new studies were identified.

Study characteristics

Table 1 shows the characteristics of the 12 studies we
included. The studies were from 7 different countries:
Germany (n=3), the UK (n=2), Canada (n=2), Aus-
tralia (n=2), Belgium (n=1), Portugal (n=1), the
United States (n=1). Six of the 12 studies were interview

—
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o - -
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©
=
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l

Full-text articles assessed
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Full-text articles excluded, with
reasons
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l

Full-text not available (n = 4)
Wrong population (n = 1)

[ Included J[ Eligibility ] [Screening] [

Studies included in review
(n=12)

Wrong aim (n = 6)

Wrong study design (n = 5)

Not original study (n = 1)
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Fig. 1 Flow chart of study selection
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studies, three studies used focus groups, and one was a
combination of both focus groups and interviews. The
last two studies were survey studies with the addition
of open-ended questions. The majority of the studies
used thematic analysis and content analysis. One study
included critical incident technique before the analysis,
one used grounded theory, one used framework analysis
and the two survey studies also included closed-ended
questions in questionnaires. In those cases data were
included descriptively even though the methodology was
quantitative.

Quality assessment

The explicitness and comprehensiveness of the ten inter-
view studies were assessed using the COREQ checklist
[25] (see Supplementary data). Substantial heterogene-
ity in reporting items was found between studies, with
a range of 11-29 (out of 32) reported items with both a
median and mean of 18.

The domain in which transparency (openness about
the analytical process) was found to be most lacking was
the research team and reflexivity; only two studies stated
the experience and training of the research team mem-
bers [28, 37], and only one described interviewer char-
acteristics [28]. One study did not describe the sampling
method [33] and two studies lacked a description of the
sample [36, 37]. The ten interview studies were transpar-
ent in reporting by presenting quotations and data. Fur-
thermore, the findings were consistent and there was a
clarity of major themes [28-33, 35-38].

Synthesis of results
The included studies described experiences from physi-
cians, other healthcare professionals, patients, and their
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relatives on palliative care provided by the GPs. Across
the included studies we identified 4 main themes describ-
ing the roles, tasks, and approaches, that enable GPs in
providing palliative care: one about the approaches to
palliative care, a second about education and training, a
third about the palliative care consultation, and a fourth
about elements of palliative care surrounding the consul-
tation. The four themes contained several subthemes vis-
ualized in Fig. 2. The themes were synthesized based on
all the qualitative findings from the included 12 studies.

Approaches to palliative care

Several of the included studies stressed the importance
of a holistic approach to palliative care [28, 30, 32, 38].
In one study the participating GPs, nurses and patients
described the main role of the GP as to relieve the patient
from physical symptoms and provide psychological and
existential care [28]. In another study one GP reported
her own experience with a holistic approach to care for
a patient:

“We took over a patient from a GP. And he was
a patient suffering from end-stage COPD, who
additionally had a pulmonary embolism and in
consequence a failure of a large part of his lung.
The whole hallway, the entrance area, was full of
oxygen bottles and the man was lying in a small
room. The man had his oxygen running at 14
litres. So we came there and slowly got to know
each other. We explained everything during our
talk, for a while, and we touched upon his mat-
ters. The oxygen was lowered to 4 litres. This was
very impressive, that’s when we noticed this had a
psychosocial component.” [38]

Roles, tasks and
approaches of

general

practitioners

enablin
palliative care

Sufficient
education and
training

Components of the
palliative care
consultation

« Symptom management

+ Handling psychosocial and
spiritual needs

+ Maintaining a fragile balance

« Proper communication with the
patient

The palliative care
elements
surrounding the
consultation

+ Continuous care

+ Being the team coordinator

+ Being available

+ Knowing the patient

+ Initiating palliative care

Approaches to
palliative care
+ Holistic

+ Patient-centred

+ Proactive

Fig. 2 Schematic model of the roles, tasks and approaches of general practitioners enabling palliative care
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In combination with the holistic approach, several
studies pointed out the relevance of being proactive
[28, 32, 35, 38]. This should be done because it gives the
patient a sense of control and important care decisions
can be made before it is too late [32]. A way of doing so
is to plan appointments for patients ahead of time, as one
GP does:

“We often intentionally book patients’ appointments

for them, I mean, you know a lot of appointments
are made when the patient perceives there’s a prob-
lem... but we often switch to intentionally booking
appointments when we feel there’s discussions that
need to take place around their care. [35]

Furthermore, the importance was stressed to a patient-
centred approach [31, 32], which preserves the patient’s
autonomy [30]. As one GP put it:

“You know whatever way they want to go I just let
them know that they're in the driver’s seat and I'm
just there to facilitate it for them. [32]

Sufficient education and training

The GPs in the studies had different opinions about
education on palliative care. Some GPs judged they had
enough experience and/or training [31], whilst others
expressed a need for further education [29, 31, 39], pref-
erably as “hands-on learning” and mentoring [31]. In one
study GPs and nurses stressed that it is the responsibil-
ity of the GP to stay informed about palliative care and
that this could be done through training courses [28]. In
another study, GPs pointed out the need for training by
categorizing three subjects: clinical training, communica-
tion and understanding of the network [29].

Tasks and contents of the palliative care consultation

One of the tasks of the GPs in providing palliative care is
to care for the patient’s symptoms [28, 29, 31, 39]. As one
GP told:

“..Undividable part of his role as [a] doctor” (the
ability to manage less complex symptoms)[29]

Another task is to care for the patient’s psychosocial
and spiritual needs [28, 30, 32], and for the fragile elderly
persons, being attentive to changes in symptoms and
psychosocial needs will help maintain a “fragile balance’,
which could prevent hospitalisation [30]. As one GP
described an elderly couple:

“They [the frail couple] are at high risk of falling,
highly vulnerable to everything. [...] They are sup-
ported by all the props our system has. More is not
possible. It’s all in a state of fragile balance!”[30]
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Furthermore, a role enabling palliative care is being
able to communicate properly with the patient [28, 30,
32, 39], this includes active listening, realistic commu-
nication about life expectancy and asking patients about
their wishes [32, 38]. Illustrated below with an example
from a GP:

“Sometimes we don’t even know if the patient is
informed or not [about the diagnosis], thats the
worst thing. We received phone calls saying, “Yes,
yes, but my dad is not supposed to know about it
[meaning end-of-life stage]’, or nope, the wife doesn’t
want her husband to know, then I say, “Then we
actually can’t care for him” When we get involved,
we do insist that patients are made aware. And
we deal with that [palliative care] in rare cases
because of the [patients’] huge distress. No one else
can provide it [palliative care without patients
being informed about diagnosis/prognosis], but we
still do it... reluctantly. And if we were to stay at the
residents’ bedside, we would speak the truth. Any-
thing else would make no sense. Everybody should
question themselves,” [Do I want] to be fooled by my
wife, husband, children [...]?”. The end is near, maybe
someone wants to arrange something, perhaps you
would like to put all your thoughts in order. I think
you might be deprived of your life and the very last
part of it, that’s a shame.” [38]

The palliative care elements surrounding the consultation

Initiating palliative care After the identification of pal-
liative care needs, the next step is to initiate palliative
care. GPs stressed that early in the patient care trajectory
they should be the facilitator for discussions about end-
of-life care and that patients should be allowed to plan
care by giving their prognosis earlier than the very final
stage. The knowledge of their prognosis will also lead to
better practice care in the later stages of illness [32]. As
for advance care planning, an option is to ‘plant seeds’
[36], which allows the patient to think about it and dis-
cuss it when they are ready:

“I might not say all at once, right, we need to discuss
a plan for you, but you just mention it when you
might see them every 2 months or something”’[36]

Being available In several of the included studies, GPs
stressed the importance of being available [28, 31, 32,
39]. By having a flexible schedule GPs can make time
for unplanned visits and be available in case of emerging
needs [28, 37]. Other ways of being available are by using
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telephone and online communication [31], or by enabling
patients to book appointments on short notice [37]. This
would prevent the patients from going to urgent care:

“[Urgent care is] used because [patients] might not
be able to get an appointment with a provider... [A
problem] becomes even more urgent and they just go
to urgent care’’[37]

As time and illnesses progress, patients get more lim-
ited. As a result, and as a part of being available the GP’s
task consists of offering home visits [30-32, 35]. One
GP talked about her experience with home visits, stress-
ing that mostly, but not all the time, home visits are for
patients near the very end of life:

“For some people I book regular home visits — if
they’re at that point when patients are finding it dif-
ficult to come and see me, and often it is more near
the end of life, but not necessarily. I had one lady
who I was doing home visits for, for the last two years
of life. Just because she couldn’t come and see me, so
that was the best way to do it” [35]

Furthermore, one GP hired a social worker, to manage
the coordination of care, lessening the pressure on the
GP and being fully available for patients [37].

Being the team coordinator/collaborator ~All the included
studies described the significance of GPs being a collabo-
rator or a coordinator [28—39]. The involvement of others
includes the family, the other practice personnel, specialists,
other professionals, and if relevant district nurses.

Several studies pointed out the function of a GP as a
coordinator [28, 31, 32, 35, 37, 39]. Where GPs can del-
egate caring needs [28], as one GP put it:

“(...) the fact that we are being told, does not mean
we have to solve it ... We can offer paths, options or
give people advice. [28]

Another option is to have palliative care nurses support
day-to-day care [31]. And when the end is near it is the
responsibility of the GP to involve other professionals
e.g., specialist palliative home care [28, 39].

Because GPs often are the patients’ first point of contact,
GPs see themselves as the ones leading the patient’s care
[32]. This could be done by leading multidisciplinary teams
[29] and being the one leading at the very end of life [28].
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The function of GPs as a collaborator was repeatedly
stressed [31, 32, 34, 35, 38, 39]. Facilitators of collabo-
ration are communication between GPs and homecare
nurses [33, 34], and information exchange between
involved healthcare professionals both medical and non-
medical [28, 30, 31]. An online communication platform
between patients, multidisciplinary healthcare profes-
sionals and relatives/supportive others was suggested
[31].

Another way of being the team coordinator proposed by
multiple GPs is by involving the other practice person-
nel [30, 31, 35, 37]. This is because palliative care is not
only medical but could also include other care practices,
such as wound care [30]. Delegation of wound care would
result in regular check-ins with other practice personnel
which could potentially lead to a decrease in appoint-
ments with the GP self. As one GP explained it from her
own experience:

“And we actually have very [well] qualified practice
assistants who also partly take over home visits. |[...]
And we also have three wound managers |[...] we are
very happy, that it’s not just left to the nursing agen-
cies, but that someone from the practice has a look
at least once a week”” [30]

Furthermore in managing and supporting patients with
palliative care needs, the involvement of the family is
valuable for palliative care [28, 30, 35, 36, 39], including
the GP’s assessment of how much of a caring capacity is
available for the patient [28]. Having the family involved
early on would enable more straightforward discussion
leading to fewer difficulties in the future [36]. One GP
described her need for involving the family:

“That’s why I naturally make regular visits to these
very old [patients], to see, when the time comes,
which [of the family members] I may now also
involve. Whom can I rely on? Firstly, to under-
stand what the patients themselves want, but also
to understand what concerns those standing beside
them.” [30]

In one study it was proposed to have a family member
designated as a primary caregiver who could come to
every appointment [35]. Another study stated that life-
limiting illness affects both the patient and their family
[28], thereby pointing out that GPs should involve and
communicate with the family as well [28].
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Continuous care The relationship between the GP and
the patient enables the GP in providing palliative care.
One important factor in the relationship is continuity of
care [30, 32, 35, 37]. As one GP put it:

“Actually, (1 see that) also as my obligation as a GB,
because they know me and so they will then also ask
forme. [...] So I can’t fade away when it comes to the
end!” [30]

The continuity of care enables decision-making and plan-
ning for End-of-Life [37]. Furthermore, GPs in one study
claimed that the best palliative care was long-term and
ongoing [32].

Knowing the patient Another task that enables pallia-
tive care is to know the patient [36, 37]. As an example,
it would make it easier for GPs to initiate advance care
planning [36]. It would also lead to deeper trust, which is
also important in decision-making [37]. Additionally, one
GP meant it is important to concretize the relationship
for the patient, with the result of being capable of making
better decisions:

“I tell them outright, whatever happens, good or bad,
I'm going to be there for you... I am going to do my
best to help you. I try to get emotionally involved,
because you're caring for people, and you'll make
better decisions because you'll know where they're
coming from”[35]

Discussion

To our knowledge, this is the first systematic review of
qualitative studies on roles, tasks and approaches ena-
bling GPs to provide palliative care.

These can be divided into four themes; approaches to
palliative care; education and training; contents of the
palliative care consultation; and elements surrounding
the consultation. The roles, tasks and approaches of GPs
enabling palliative care are a holistic, patient-centred
and proactive approach, being sufficiently educated and
trained, focusing on the following contents of the pallia-
tive care consultation; symptom management; handling
psychosocial and spiritual needs; maintaining a fragile
balance; proper communication with the patient, and
addressing the following palliative care elements sur-
rounding the consultation: initiate palliative care, be
available, be the team coordinator/collaborator, provide
continuous care and know the patient.

Various models to enhance palliative care provided by
GPs have been evaluated [14, 19, 40-42]. One of them
described the development of the Patz group consisting
of GPs, district nurses and a palliation specialist as the
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facilitator of the collaboration [14]. Patz groups aim at
enabling collaboration between healthcare professionals
as was identified in this review as an important task for
the GP in providing palliative care. Another model was
a combination of an educational meeting and an elec-
tronic decision support that provided GPs with relevant
knowledge to help the GP track the patient’s status in
end-of-life and to address relevant topics [40]. This is in
accordance with our findings as it supported having suf-
ficient education and training and facilitating GPs in pro-
viding better palliative care. Furthermore, a pathway with
8 elements, including assessment of the patient’s needs;
medication review; multidisciplinary meetings; and good
coordination and communication, has also been tested
[19], addressing several of the themes addressed in this
review. Lastly, a narrative review described the roles of the
GP in providing end-of-life care [43] and found in con-
cordance with our findings, that the GPs need to address
the patient’s symptoms, and social, emotional and spir-
itual needs and manage information and coordinate and
collaborate.

Strengths and limitations
A major strength of this review is the rigorous methodol-
ogy that was used during the search. The systematic and
thorough approach, developed with the aid of an informa-
tion specialist, was used to develop the search string and
was used in five major databases. To ensure contempo-
rary relevance of the synthesis we limited the search to a
10 year period. All reference lists from the studies included
in this review were examined to ensure no relevant arti-
cles were missing. Another strength is that after the first
screening and removal of duplicates, two authors in col-
laboration selected the studies included in the review. Fur-
thermore, we used the ENTREQ standards for reporting
qualitative reviews, and a quality assessment was made of
the qualitative data using COREQ. The inclusion of stud-
ies based on participants’ experiences is also a strength
because it gives qualitative data that reflect real-life ena-
blers of palliative care. However, some limitations apply:
Only limited qualitative research in this area has been pub-
lished. We excluded studies published in other languages
than English and before 2012 and our research question is
not the same as in the included studies. Furthermore, the
use of quality standards does not necessarily guarantee the
quality of intellectual work where interpretation is essen-
tial. More specifically, while COREQ does capture several
relevant aspects of quality, in our opinion, it also has some
limitations as an assessment tool due to its strong focus on
the formal aspects of research papers and its relatively less
focus on analytical content.

It was a strength that the twelve studies were con-
ducted in seven different countries, strengthening the
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results of this review to be applicable in many countries.
Secondly, the participants in the studies were a variation
of GPs, nurses, patients, and their relatives leading to a
differentiated view of GPs’ work. Thirdly, the studies were
a mix of focus groups and independent interviews, cov-
ering more topics than one of the study methods could
have provided.

Although, we also identified some limitations of the
included studies: Firstly, the COREQ assessment of
the quality of the studies showed a variation in scores
between 11 and 29 out of the 32 criteria. Secondly, the
included studies did not use participant observations.
These could strengthen the validity of findings by sup-
porting the participants’ statements from the interviews
but might be costly and impractical.

Implications

Findings from this review suggest roles, tasks and
approaches of GPs that enable palliative care. Further
research needs to be done to identify other enablers,
that are not identified in this review. A focus on enablers
instead of barriers will make the subject more likely to
enter our consciousness and make it easier for GPs to
practice in everyday work.

This study proposes a schematic model of the roles,
tasks and approaches of GPs enabling palliative care
(Fig. 2), which can be used to reduce the complexity of
palliative care provision.

All of the included studies stressed the importance of
collaboration between the involved medical profession-
als, including specialists of relevance. Thereby stressing
the importance of developing a system that facilitates
communication between medical professionals so col-
laboration can be effective, and thereby enhancing the
palliative care for patients.

Conclusion

To increase the chance for patients to die at home, GPs
can support patients in the final phases of life by apply-
ing a holistic, patient-centred, and proactive approach
to palliative care and by having sufficient education and
training. Furthermore, the palliative care consultation
should include symptom management, handling psy-
chosocial and spiritual needs, maintaining a fragile bal-
ance, and having proper communication with the patient.
Lastly, GPs must address several palliative care elements
surrounding the consultation including initiating the pal-
liative care, being available, being the team coordinator/
collaborator, providing continuous care and having suffi-
cient knowledge about the patient.
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