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Integrated palliative care is about 
professional networking rather than 
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Abstract
Background: Integrated palliative care aims at improving coordination of palliative care services around patients’ anticipated needs. 
However, international comparisons of how integrated palliative care is implemented across four key domains of integrated care 
(content of care, patient flow, information logistics and availability of (human) resources and material) are lacking.
Aim: To examine how integrated palliative care takes shape in practice across abovementioned key domains within several integrated 
palliative care initiatives in Europe.
Design: Qualitative group interview design.
Setting/participants: A total of 19 group interviews were conducted (2 in Belgium, 4 in the Netherlands, 4 in the United Kingdom, 
4 in Germany and 5 in Hungary) with 142 healthcare professionals from several integrated palliative care initiatives in five European 
countries. The majority were nurses (n = 66; 46%) and physicians (n = 50; 35%).
Results: The dominant strategy for fostering integrated palliative care is building core teams of palliative care specialists and extended 
professional networks based on personal relationships, shared norms, values and mutual trust, rather than developing standardised 
information exchange and referral pathways. Providing integrated palliative care with healthcare professionals in the wider professional 
community appears difficult, as a shared proactive multidisciplinary palliative care approach is lacking, and healthcare professionals 
often do not know palliative care professionals or services.
Conclusion: Achieving better palliative care integration into regular healthcare and convincing the wider professional community is a 
difficult task that will take time and effort. Enhancing standardisation of palliative care into education, referral pathways and guidelines 
and standardised information exchange may be necessary. External authority (policy makers, insurance companies and professional 
bodies) may be needed to support integrated palliative care practices across settings.
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What is already known about the topic?

•• Although integrated palliative care aims at improving coordination of palliative care services around patients’ anticipated 
needs, there is limited evidence about which integrated palliative care models could lead to optimal palliative care.

•• In order to promote integrated care, four key domains of the care delivery process need to be well organised (content 
of care, patient flow, information logistics and availability of (human) resources and material).

•• Palliative care literature describes these key domains only to a limited extent, for example, by referring to studies on the 
development of referral criteria to promote early integration as well as by the identification of indicators and elements 
important for palliative care integration into oncology and chronic care.

What this paper adds?

•• This paper suggests that the dominant strategy for fostering integrated palliative care is building core teams of palliative 
care specialists and extended professional networks, rather than developing standardised information exchange and 
referral pathways.

•• Although this seems a strength, integration still remains fragile due to its informal nature based on mutual trust and 
sharing values as well as its limited scope.

•• Therefore, integrated palliative care provision beyond extended professional networks, where healthcare professionals do 
not share a proactive multidisciplinary palliative care approach and do not know palliative care professionals, is jeopardised.

Implications for practice, theory or policy

•• In order to promote better integration in regular healthcare, convincing the wider community is needed, but this is a 
difficult task that will take time and effort.

•• Standardisation of palliative care into education, referral pathways, protocols and guidelines and standardised information 
exchange may need to be enhanced.

•• Building evidence for the importance of delivering high-quality palliative care together with influence from external 
authorities, such as policy makers, insurance companies and professional bodies may be needed.

Introduction

Fragmentation of healthcare services and late referrals to 
palliative care prevent many patients from receiving the 
palliative care they need at the right time and in the right 
place.1,2 Therefore, many patients have unmet palliative 
care needs,3 experience undesired hospital admissions in 
the last weeks of life4 or are not able to die at their pre-
ferred place.5 Several studies have suggested that inte-
grated palliative care (IPC) leads to better results in terms 
of quality of life, costs and even survival.6–8 IPC aims at 
improving coordination of palliative care around patients’ 
anticipated needs9,10 and can be defined as: ‘bringing 
together administrative, organisational, clinical and ser-
vice aspects of palliative care in order to achieve continu-
ity of care between all actors involved in the care network 
of patients receiving palliative care’.10

However, IPC is not easily achieved. Roles and respon-
sibilities of generalist (professionals who are primary 
responsible for the patient) and specialist palliative care 
professionals are not always clear.11,12 Moreover, some 
generalist professionals fear that they find themselves tak-
ing the backseat in the care of their patients.11,12 Other 
challenges include lack of clarity about the level of exper-
tise needed for palliative care and uncertain illness trajec-
tories (especially regarding non-cancer diagnoses) that 

make it difficult to know the best timing to involve pallia-
tive care professionals.11,12 There is limited evidence from 
palliative care literature about which IPC models could 
lead to optimal palliative care.13 For this reason, it may be 
useful to turn to the growing body of evidence of inte-
grated care in chronic illnesses. An extensive body of lit-
erature in integrated chronic care14–16 is available 
suggesting that in order to promote integrated care, four 
key domains of the care delivery process need to be well 
organised: (1) content of care – ensuring that patients 
receive the right care, (2) patient flow – ensuring that the 
right patients receive care at the right time from the right 
healthcare professional (HCP), (3) information logistics – 
ensuring that the right information is available at the right 
time and (4) availability of (human) resources and material 
– ensuring that the right HCP and the right medication and 
equipment are available at the right time.

Current palliative care literature describes some 
aspects of the abovementioned key domains. For exam-
ple, patient flow was investigated in studies which 
developed referral criteria to promote early palliative 
care integration.17,18 Hui et al.19 described aspects of 
content of care by identifying indicators for the integra-
tion of palliative care in oncology (i.e. interdisciplinary 
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teamwork, routine symptom screening, advance care 
planning and educational activities). Siouta et al.20 found 
similar results in their review of empirically tested IPC 
models in cancer and chronic diseases. However,  
literature21,22 also suggests that availability of (human) 
resources is often insufficient to enable widespread inte-
gration of palliative care. Although these studies could 
contribute to promoting IPC, international comparisons 
of how IPC is implemented across these four domains 
are lacking. Therefore, this article focuses on how IPC 
takes shape in practice across the four key domains of 
integrated care within several IPC initiatives in five 
European countries.

Methods

This study used a qualitative group interview design. 
Group interviews enable participants to interact and com-
plement each other’s answers. Therefore, compared to 
individual interviews, group interviews can provide a 
broader spectrum of data including various insights in a 
particular phenomenon.23

Recruitment

This study was part of a multiple embedded case study 
conducted by the European InSup-C project that aimed to 
identify prerequisites for successful IPC.24 A total of 23 
IPC initiatives were selected based on inclusion criteria 
described elsewhere.24 In order to select participants for 
the group interviews, we requested contact persons of the 
initiatives to indicate HCPs that were part of the initiative. 
In order to include outsider perspectives as well, invitation 
lists also included HCPs who cared for patients receiving 
care from the initiative but were not directly involved in 
the initiative. Therefore, we asked patients who had been 
recruited from the initiatives for an interview study24 for 
their consent to contact HCPs in their care networks for 
participation in a group interview. Invitation lists included 
a large number of HCPs per initiative (range: 15–25) in 
order to achieve a number of 6–10 participants per group 
interview. Participants were invited by e-mail.

Data collection

Group interviews were conducted using a semi-structured 
interview protocol. The interview protocol was based on the 
four predefined key domains (content of care, patient flow, 
information logistics and availability of (human) resources 
and material) and included open and probing questions. A 
preliminary interview protocol was discussed and approved 
within the international research team and was pilot tested in 
the United Kingdom and in Germany. Findings from the two 
pilots were discussed within the international research team 
resulting in a final interview protocol (Supplementary file). 
This procedure ensured a uniform group interview procedure 

across countries, irrespective of language or culture group. 
Participants provided verbal consent before starting each 
group interview. Group interviews lasted on average of 
90 min (range: 1–2 h) were mainly held at the initiatives’ 
locations and were facilitated and observed by two research-
ers from each national research team with experience in 
qualitative research and/or palliative care. Group interviews 
were audio-recorded and transcribed verbatim. Data were 
collected between May 2015 and January 2016.

Review committee approvals were obtained in all par-
ticipating countries.25 In the Netherlands, the study did not 
fall within the remit of the Medical Research Involving 
Human Subjects Act and was therefore waived for further 
screening by the ethics committee.

Data analysis

In order to enable uniform analysis of international data, 
the Dutch research team analysed the group interview tran-
scripts from all countries. Transcripts that were not written 
in Dutch or English were translated into English by profes-
sional translators. Group interview transcripts were ana-
lysed using a deductive content analysis approach.26 This 
approach allowed us to examine how IPC takes shape in 
practice by building on already existing theory on inte-
grated chronic care.

First, three researchers from the Dutch research team 
read all group interviews in order to become familiar with 
the data. In order to provide the Dutch research team with 
the required contextual knowledge to draw accurate inter-
pretations from the international data, face-to-face and 
Skype discussions were held with national research teams in 
order to clarify health systems characteristics and particular 
national topics. Subsequently, one researcher deductively 
analysed the group interviews using the four key domains 
from the interview protocol as sensitising concepts to iden-
tify relevant themes. Identified themes were discussed 
within the Dutch research team until consensus was reached. 
In order to check validity of the themes and interpretations, 
these were peer reviewed by the international research team.

The analysis was supported by qualitative data software 
ATLAS.ti 7.1. Due to the complex international context, 
the authors anticipated it would be difficult to organise a 
member check with the original group interview partici-
pants. Therefore, we did not include a member check. 
However, the Dutch team frequently consulted the national 
research teams during international project team meetings. 
To report on the data collection and analysis methods, we 
used the consolidated criteria for reporting qualitative 
research (COREQ) checklist.27

Results

A total of 19 group interviews were conducted: 2 in 
Belgium, 4 in the Netherlands, 4 in the United Kingdom, 
4 in Germany and 5 in Hungary. Four initiatives did not 
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participate due to lack of time or inability to further coop-
erate in the study. Initiatives involved specialised or gen-
eral palliative care services based at various settings 
(home, hospital, hospice and nursing home; Table 1). 
Although all initiatives aimed to provide IPC for patients 
with both cancer and chronic diseases, the majority of 
patients had cancer. In total, 142 participants attended the 
group interviews of which the majority were nurses 
(n = 66; 46%) and physicians (n = 50; 35%; Table 2). Other 
participants included an occupational therapist, pharma-
cists, physiotherapists, psychologists, social workers and 
spiritual caregivers. Themes we identified for each of the 
four key domains are presented in Table 3.

Content of care

Ensuring that patients receive the right care is based on 
whether HCPs share a proactive multidisciplinary pallia-
tive care approach. This approach includes anticipatory 
holistic assessment of patient’s current and future needs 
and wishes as well as multidisciplinary collaboration 
between all professionals involved in the patient’s care:

[…] you try to think anticipatory […]: ‘Well, we’ve got this 
scenario, we can expect that and this has consequences for 
care provision’ […] You try to integrate this element [of] 
‘multidisciplinary anticipatory thinking’. (NL4)

Most initiatives seem to consist of a core team, an 
extended professional network (hereafter extended net-
work) and a wider professional community (hereafter 
wider community; Figure 1). The core team generally con-
sists of HCPs who share a proactive multidisciplinary pal-
liative care approach. Core team members meet each other 
regularly, for example, during multidisciplinary meetings 
(MDTs), discuss patients’ multidimensional needs and 
make joint care plans:

At onco-team meetings we discuss the patients’ further 
treatments and care. In my opinion, it works very well for us. 
(Pulmonologist 2: HU1)

HCPs from the core team have strong informal ties with 
HCPs in the extended network who also share a proactive 
multidisciplinary palliative care approach but are not 
actively involved in the core team. Although HCPs in the 
extended network meet core team members less frequently, 
they report good collaboration for providing IPC:

As a family doctor […] I feel even more integrated, even 
though I am not always here at the [multidisciplinary team] 
discussions. […] I experience it as a positive togetherness that 
since [integrated palliative care initiative] started, as far as I 
can recall, there haven’t been any patients who were taken to 
hospital for a short period of time and died, but everything 
happened at home in absolute peace and with really perfect 
organisation. (G2)

However, participants report difficulties providing IPC 
when it concerns HCPs in the wider community. We are 
here together with […] a selected group of [palliative 
care] people […]. There are, well, many colleagues whom 
I think are poorer with regard to providing [palliative] 
care. (NL3). HCPs in the wider community seem not to 
share a proactive multidisciplinary palliative care approach 
but often adopt a culture focussing on the medical and 
curative aspects of care. Participants therefore report insuf-
ficient collaboration with HCPs in the wider community, 
resulting in a lack of continuity of care:

And so that’s our biggest challenge, […] that all of us – and 
that means across all of the different health settings – all have 
to take a responsibility to work together. And that’s really 
difficult because we don’t even see each other, let alone talk 
to each other, and we inhabit different cultures. (UK1)

Sometimes we feel at the hospital that we are quite poorly 
integrated. […] [For example] the palliation is started on our 
part together with the patient, who goes to the hospital for 
some reason and has theoretically done everything, the 
therapy was stopped and everything is clear. And then comes 
some senior physician who says: ‘we still have a chemo 
session for you which should be done’. No matter whether it 
is sensible or not. (G2)

To optimise IPC, most initiatives aim to disseminate a 
shared vision among HCPs in the wider community by show-
ing the additional value of a proactive multidisciplinary pal-
liative care approach through education and participation:

… the health care professional needs to be aware of the 
existing possibilities [of palliative care] and that is what you 
try to disseminate in a hospital. That, well, that individual 
contact with patients, that they [other healthcare professionals] 
will really experience the additional value of it. And to the 
outside you try to present this [palliative care vision] by 
providing education … (NL5)

Patient flow

For most initiatives, ensuring that the right patients receive 
care at the right time from the right HCP depends on the 
knowledge of referring HCPs about palliative care and 
available palliative care services and whether HCPs are 
part of the extended network. Patient transfers are rarely 
based on standardised criteria, protocols or pathways. 
Participants report vulnerabilities during referrals and hos-
pital discharges when HCPs in the wider community are 
involved.

Timely referrals to palliative care allow HCPs to develop 
relationships with patients and proactively identify and 
address problems and needs. However, according to partici-
pants, referrals often depend on HCPs who have insufficient 
knowledge of when to refer patients and are not always 
aware of available palliative care services. This particularly 
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concerns patients with chronic obstructive pulmonary dis-
ease (COPD), heart failure and other non-malignant chronic 
diseases with prolonged disease trajectories and less clear 

prognosis compared to patients with cancer and for whom 
palliative care services appear less developed and less HCPs 
seem part of the extended network:

Table 1. Characteristics of integrated palliative care initiatives in the study.

Type of initiativea Setting in which initiative was 
originated

Diagnostic groups 
served in initiative 
(COPD/heart 
failure/cancer)

Initiative IDs 
(country + initiative 
number)

Example of an integrated 
palliative care initiative in 
this category

Home Hospital Hospice Nursing 
home

Specialised palliative 
care support service

X All, mainly cancer B1, B3 Secondary specialised 
palliative team providing 
consultation and 
palliative home care 
on request to regional 
hospitals, palliative care 
units, regional nursing 
homes, home care and 
replacement home 
environments

Specialised palliative 
care service 
in conjunction 
with specialised 
palliative home 
care services and/
or other primary 
and secondary care 
services

X All, mainly cancer G1, G2, G3, G4, 
NL5, HU1

Collaboration between 
specialised palliative care 
unit at (academic) hospital 
and specialised palliative 
home care team providing 
palliative care at home 
and coordinating several 
services in the community

Specialised palliative 
care service in 
conjunction with 
primary and 
secondary care

X All, mainly cancer UK1, UK3, UK5, 
HU4

Collaboration between 
inpatient hospice providing 
day therapy and several 
services in the community 
such as hospitals, GP 
practice, nursing services, 
ambulance services, 
nursing/residential care 
homes

General palliative 
care service in 
conjunction with 
specialised palliative 
care (support) 
service

X All, mainly cancer B2, UK2, NL4, 
HU2, HU3

General home care 
service providing palliative 
care at home with the 
support of a regional 
specialist palliative care 
team

General palliative 
care nursing 
home service in 
conjunction with 
secondary care

X X COPD NL2 Inpatient COPD nursing 
and rehabilitation ward 
located at a regional 
hospital providing 
palliative care and 
preparing patients to live 
at home

General palliative 
care service in 
conjunction with 
primary care

X All, mainly cancer NL3, HU5 Multidisciplinary oncology 
unit at a regional hospital 
collaborating with 
specialised palliative 
care case managers who 
coordinate palliative care 
in the community

COPD: chronic obstructive pulmonary disease; GP: general practitioner.
aSpecialised means that the majority of healthcare professionals involved in the initiatives are palliative care specialists, while general means that of the 
healthcare professionals involved in the initiative, only a few are palliative care specialist or have received basic palliative care training.
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I think that currently it is still the oncologic patients whose 
disease courses are most tangible and clear. We have been 
increasingly come into contact with heart failure patients, with 
kidney patients, with COPD patients. But it is a lot less obvious 
how these [disease] trajectories will go. For these patients 
palliative care is far less being applied. Actually, I think that 
Oncology has been the starting point for us as palliative team 
and I feel that you still see that this is the greatest group of 
patients for whom palliative care is being involved. (B1)

[…] and I think the professional relationships are different 
with cancer, COPD and chronic heart failure. We’re quite 
lucky: we know, (K), we know (T). (K) who works for COPD 
and (T) for heart failure […] so I think the professional 
relationships are different and that doesn’t have the same 
level of integration. (UK2)

Therefore, referrals still often occur too late:

We are often involved very late. And then they ask the team’s 
support […], but there is only little time left to be able to deal 
with all those [holistic] aspects. (B2–B3)

In order to encourage referrals, initiatives try to make 
referring HCPs part of their extended network, so that they 
become increasingly familiar with palliative care and the 
additional value of involving IPC initiatives:

[…] it has started with Oncology in the hospital and then the 
[other specialists] hear about it. You meet the entire hospital. 
So you’re starting to involve others as well. That’s how it 
happened with GPs as well. GPs who have good experiences 
with the palliative care network call more often. And they tell 
their colleagues: ‘Have you already thought about [involving] 
[case managers palliative care]?’ (NL3)

Hospital discharge also remains a challenge, especially 
for initiatives that are based in the community. Currently we 

often get a phone call like: ‘your patient is at home’, or the 
GP calls: ‘Oh it’s a disaster’, because someone has come 
home. We hurry to the home and find that nothing has been 
arranged. (B1) For these initiatives often only particular 
units in the hospital are part of their extended network:

[Community Matron]: […] the Discharge Co-ordinators 
which we have now started to build up a rapport and they 
know our patients and they’ll ring to say, ‘So-and-So is in 
hospital’, and […] as soon as they’re medically fit, we’ll go 
and see them. So they are improving but, as you say, it hasn’t 
been rolled out totally. It’s mostly on the medical respiratory 
wards that this is happening at the moment. (UK3)

Hospital-based initiatives report less difficulties with 
discharge, because HCPs from several hospital wards or in 
the community are part of their extended network and 
these initiatives have more possibilities to coordinate dis-
charges themselves:

When the patient is still at the palliative station [palliative 
care unit] […] we have already taken part in the preparation 
for the patient’s discharge, the patient will have seen the 
negotiating partner and when the patient is at home, I pay 
a visit to check the home situation. At that point, 
community workers, […] try to support the patient and the 
relatives. (G2)

Information logistics

Ensuring that the right information is available at the right 
time for HCPs requires smooth information transfer 
between HCPs involved in the patient’s care. However, the 
quality of information transfer and the level of standardisa-
tion vary greatly among initiatives.

Participants report the highest quality of information 
transfer within the core team. These teams use a 

Table 2. Participants who attended group interviews.

Profession N

Nursea 66
Physicianb 50
Physiotherapist 6
Psychologist 6
Social worker 6
Spiritual caregiver 4
Pharmacist 2
Occupational therapist 1
Other 1
Total 142

COPD: chronic obstructive pulmonary disease; GP: general practitioner.
aMainly includes home care nurses, specialised nurses or nurse special-
ists in, for example, COPD, heart failure, oncology and palliative care.
bMainly includes GPs, palliative care specialists and some cardiologists, 
pulmonologists, internists, pain specialists and geriatricians.

Table 3. Key domains and corresponding themes.

Key domains Themes

Content of care Sharing a proactive multidisciplinary 
palliative care approach within the core 
team, extended professional network 
and wider professional community

Patient flow The influence of available palliative care 
knowledge and informal professional 
relationships on palliative care referrals 
and hospital discharges

Information 
logistics

Variations in quality of information 
transfer and standardisation within core 
team, extended professional network 
and wider professional community

Availability of 
(human) resources 
and material

Solutions for availability of trained staff 
and medication during out-of-hours
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combination of communication channels and often 
standardise part of the information transfer specifically 
for core team members. For example, most initiatives 
have regular MDTs and some of them also use elec-
tronic systems to support information transfer. These 
systems are often only accessible to HCPs involved in 
the core team:

For the team, there are daily transmissions, weekly team 
meetings, which provide very good documentation in the 
computer system, I think, so that every point may be looked 
up regarding the current situation and the previous history. 
Especially important information is stored separately, as 
well, to make it more apparent. I think this is what is 
important. (G1)

Standardisation of when, how, which and with whom 
information is shared by means of protocols is not com-
mon. Nevertheless, because HCPs within extended net-
works and core teams know and trust each other, they have 
frequent contact, for example, by phone, face-to-face or 
personal notes, enabling information transfer:

[Communication] depends on […] the personal relationships 
of the doctors.(HU1)

What really advances [information transfer] is when we know 
each other personally. […] Not just on an institutional level. 
[…] We have an idea of the other’s activities. It is easier to 
raise certain things, because we have a basic trust. And so, 
about what is inspiring and what causes obstacles. (G3)

However, according to HCPs within extended net-
works, barriers for information transfer also exist. For 
example, they are not automatically invited for regular 
core team MDTs or are not able to attend because their 
work schedules or locations do not permit them:

[Home help core team]: We don’t see [extended network 
member] often [at the MDTs]. We know that they are involved 
with the family, but they are not present at the meeting.

[Nurse extended network]: And are we invited?

[Home help core team]: Well, I don’t know. […]

[Social worker core team]: It depends on the question, but 
actually it would be better if you also attended, wouldn’t it? 
(BE2–3)

Limited standardisation of palliative care seems to be a 
predominant problem for the wider community, where 
HCPs are often not aware about the required information 
for providing IPC or lack any relationships with IPC pro-
fessionals at all. Participants report that for this group 
information transfer is of limited quality, with the conse-
quence that collecting the right information is often time 
consuming:

… a lot of the information we get is very poor, not very much 
at all. We spend a lot of our time digging for information, 
trying to ascertain exactly what’s happened, what they’ve 
[referring healthcare professionals] had done, what they 
haven’t had done, […] what the plan is. It can take us a couple 
of hours. (UK3)

Furthermore, limited standardisation means IPC pro-
fessionals continuously need to adapt communication to 
the personal preferences and locally used communication 
channels of individual HCPs. Empathy and maintaining 
goodwill seem important, but adapting to individual 
wishes can also be demanding:

I find it very difficult that some of them [GPs] have very 
heterogeneous expectations about when, at what time, they 

Table 4. Summary of barriers and enablers for each domain of integrated palliative care identified in this study.

Barrier Enabler

Content of care Lack of palliative care knowledge/awareness among 
healthcare professionals in the wider professional 
community and therefore lack of a shared proactive 
multidisciplinary approach

Shared proactive multidisciplinary palliative 
care approach
Extended professional networks
Education

Patient flow Lack of awareness of available palliative care services
Lack of referral criteria, protocols and pathways

Extended professional networks

Information logistics Lack of widely shared electronic information 
systems or information transfer protocols
Multidisciplinary team meetings not always 
accessible beyond core teams

Use of (electronic) information systems 
(although mainly within core teams)
Multidisciplinary team meetings, personal 
notes and phone calls
Extended professional networks

Availability of (human) 
resources and material

Lack of (funding for) trained staff
Lack of out-of-hour availability of staff, medication 
and material

Local solutions, such as on-call (consultation) 
services within small teams
Just-in-case stocks for medicines and material
Extended professional networks including 
pharmacies
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want to be informed. […] There are no established basics in 
this area, and therefore, we always need a great deal of 
empathy and consideration because we can cause immense 
damage by failing to communicate. […] The system is 
actually quite tiresome, because it can only really be met 
when there is a full understanding of the usual personal 
information requirements. (G3)

Availability of (human) resources and material

Whether initiatives are successful in ensuring that the right 
professional and the right medication and equipment are 
available at the right time largely depends on the country. 
However, for all initiatives out-of-hours accessibility 
appears challenging.

Generally, several initiatives face problems with the 
funding and availability of trained staff. Attempts to 
solve the problem of out-of-hours accessibility are done 
by the initiatives in two ways. First, they aim at avoiding 
crisis situations during out-of-hours by planning care 
proactively:

Weekend and night-time periods are critical, so we must 
always think and act proactively about the weekend or the 
night in terms of either symptoms or drug therapy, and we 
should really make ourselves available, because if they fail to 
reach us, they will call the ambulance or the on-call duty 
service. (HU2)

Second, they make sure that someone is on call to give 
advice if a crisis situation does occur. Several initiatives 
have telephone consultation lines (e.g. locally provided by 
hospices, regional consultation lines or private phone 
numbers of IPC professionals) and some have connections 
with general practitioner (GP) on-call services that are 
available out-of-hours. These services are highly regarded 
by HCPs in the extended network:

As a GP, it gave an infinite sense of security that I could keep 
the patient at home. I have received support from the hospice 
care in this regard and the patient could feel safe, too. If you 
encountered any problems even at weekends or at night, the 
hospice doctor was able to help immediately. (HU1)

However, HCPs in the wider community often appear 
not to be aware of the available services and this could 
result in unnecessary hospital admissions:

[…] if the patient receives hospice care, several issues can be 
planned in advance. However, at night and weekends, the 
situation is still very critical at times. It is a problem that a lot 
of patients are sent from nursing homes to emergency 
treatment centres at weekends, while it could be solved 
locally. (H3)

Most initiatives report difficulties obtaining medication 
during out-of-hours sometimes when medication has not 

been arranged in advance and regular pharmacies are not 
open. Therefore, many initiatives have a ‘just-in-case’ 
stock of medicines or materials at the patient’s home or at 
the initiatives’ location to ensure availability if the clinical 
situation of the patient changes after hours:

Medication in the weekend is sometimes difficult when we 
are on-call. Well, you are called to start a sedation or 
something […] and then Dormicum is needed. Well, it was 
just recently that we needed to ask four pharmacies for 
medication. Well, that’s such a shame […] However, now we 
have a small stock [of medication] […]. And recently I was 
very happy that I had this stock. (B2–B3)

Furthermore, several initiatives have included a phar-
macy in their extended network to solve problems with 
the availability of medication, particularly during 
out-of-hours:

We have a good working relationship with a pharmacy, which 
is available to us at all times. […] [Therefore] we are able to 
procure the patient’s medicine the same evening. (G1)

Table 4 displays a summary of the barriers and enablers 
for each integrated care domain identified in this study. 
The model initiatives use to realise IPC is based on build-
ing core teams of palliative care specialists and extended 
networks rather than developing standardised information 
exchange and referral pathways. Shared values and mutual 
trust within core teams and extended professional net-
works enable palliative care provision at the right time 
provided by the right HCP. Educational activities enable 
enhancing a shared proactive multidisciplinary palliative 
care approach and extended networks. Informal contacts 
and electronic information systems allow for the right 
information to be available at the right time within core 
teams. Local solutions enable palliative care provision 
during out-of-hours. However, due to its informal nature 
and limited scope, integration of palliative care remains 
fragile and is jeopardised beyond extended networks. 
Furthermore, lack of (funding for) trained staff, medica-
tion and material hamper continuity of palliative care and 
oblige initiatives to use provisional solutions.

Discussion

This study examined how IPC takes shape across four 
domains: content of care, patient flow, information logis-
tics and availability of (human) resources and material. We 
identified core teams, extended professional networks and 
the wider professional community to provide several limi-
tations and enablers for better integration of palliative 
care. Enablers allow the initiatives to provide IPC on a 
small scale on informal basis within core teams and 
extended networks. However, initiatives report difficulties 
realising IPC in the wider community because these HCPs 
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often do not share a proactive multidisciplinary palliative 
care approach, they do not know palliative care profes-
sionals personally and they do not have frequent contact.

Several studies16,28 confirm that inter-professional 
teamwork based on trust and shared knowledge, norms 
and values is an essential enabler for successful integrated 
care. Other studies19,20 underline that educational activities 
to make HCPs aware of and skilled in palliative care are an 
important element of IPC models. Moreover, expansion of 
basic palliative care training is seen as an important ena-
bler for the integration of palliative care.21,29 However, the 
difficulties to integrate palliative care into the wider com-
munity due to barriers, such as a lack of palliative care 
knowledge and shared values, have been underlined in the 
literature as well.30,31 Since many HCPs have insufficient 
knowledge about what palliative care is, regard it as part of 
what they already do or consider it merely as terminal care 
and are focused on curing a disease,21,30,31 they do not rec-
ognise the additional value of collaborating with palliative 
care professionals.

Multidisciplinary teamwork and consultation are 
important components of horizontal integration.28,32 
Comprehensive integration, however, also requires ver-
tical integration, considered as adjacent levels in a chain 
of care.32 The initiatives in our study provide promising 
examples of vertical integration by starting from pri-
mary, secondary or tertiary care level and building rela-
tionships with HCPs working at other levels. However, 
many initiatives met difficulties particularly during tran-
sitions (referrals and discharge) suggesting that there is 
room for improvement, for example, using standardised 
care pathways.

The initiatives did not often make use of standardised 
care pathways, guidelines or electronic information sys-
tems beyond core teams. However, according to 
Fabbricotti,16 aligning tasks and procedures is one of the 
prerequisites for achieving enhanced integration. Although 
rigorous research on standardised information exchange in 
palliative care is lacking,33 literature shows that palliative 
care is only integrated in guidelines for cancer and chronic 
care to a limited extent,34,35 let alone its implementation 
into practice. Moreover, pathways and tools that guide 
HCPs to refer patients to palliative care in a timely way are 
being developed, but are not all validated yet.17–19

Although enhanced standardisation, such as the imple-
mentation of pathways and guidelines, is seen as an ena-
bler for palliative care integration,29 this is probably not 
enough to fully realise integration. HCPs in the wider 
community first need to value the integration of palliative 
care in their clinical practice. Therefore, they need to 
explore and experience the surplus value of integrating 
palliative care. Examples are the recent integration of pal-
liative care into oncology guidelines36 and the series about 
integration of palliative care into patients with COPD 
recently published in the Lancet.37 However, despite these 

promising examples, changing the attitudes among long-
standing internal medical disciplines and GPs still remains 
a difficult task that will take time and effort.

Apart from building relationships and educational 
activities which were enablers in this study, enhanced 
evidence base is also seen as an enabler for palliative 
care integration.29 However, the optimal way to organ-
ise IPC in relation to patient satisfaction and clinical 
outcomes requires further research. Future research 
could, for example, focus on piloting implementation of 
a promising IPC model and conducting before and after 
implementation interviews with both HCPs and service 
users. Despite research and expert consultation, some 
prerequisites for achieving further integration are 
beyond the direct influence of palliative care profes-
sionals, including funding for trained palliative care 
staff, palliative care reimbursement, enhanced regula-
tion and legislation.21,29 Therefore, support from exter-
nal authorities, such as policy makers, insurance 
companies, research programmes and professional bod-
ies, will probably be needed to fully achieve IPC.

Strengths and limitations

A large international group interview study with selected 
IPC initiatives in five European countries is a great and 
unique platform.18,30,38 It enabled collecting valuable in-
depth data about how integrated care takes shape in prac-
tice within current IPC initiatives in Europe from the 
perspectives of HCPs. Due to the complex international 
context, it was difficult to fully achieve an iterative pro-
cess39 of simultaneous data collection and analysis. 
Therefore, the data are possibly not as rich as intended. 
Although it would have been useful to describe examples 
of good practice of integration, this was not the focus of 
this article. However, detailed descriptions of some 
promising models in the InSup-C project have been 
described elsewhere.40

Conclusion

This study suggests that building core teams of palliative 
care specialists and professional networks based on per-
sonal relationships, shared norms and values and mutual 
trust is the dominant strategy for fostering IPC. However, 
convincing the wider community in order to achieve better 
integration into regular healthcare is a difficult task that 
will take time and effort. Moreover, enhancing standardi-
sation of palliative care into education, referral pathways, 
protocols and guidelines as well as standardised informa-
tion exchange may be needed as well. External authority 
will probably be needed to support IPC practices across 
settings. These insights should be prioritised by profes-
sional bodies, insurers and policy makers in order to pro-
mote IPC for patients with various disease backgrounds.
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