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Background. Studies indicate problems between different professional groups working with palliative care and the organisation
of palliative home care at nursing homes. The purpose of this study is to examine international experiences and cooperative
development initiatives regarding the organisation of community palliative care services. Method. The study has been carried out
as a literature study based on bibliographic searches in international databases with selected key words. Results and Conclusion. The
study of the literature identified 19 studies described in 20 articles that relate to development efforts and interventions regarding
the organisation of palliative care in communities. Nearly, all of the studies were based on health care professionals’ assessments of
users (the relatives). However, it is unknown whether or how patients and relatives experience a positive effect of the interventions.
The literature study shows that it is a great methodological challenge to complete and evaluate studies concerning organisation
and cooperation using methods that make the results useful for others.

1. Introduction

After many years of focus on the development of specialised
palliative efforts, attention has begun to increase, both in
Denmark and internationally, on the need to develop general
efforts as well, where many of them take place in commu-
nities. This development stems particularly from organisa-
tional conditions and competencies [1–3].

Studies [4–8] indicate problems between different pro-
fessional groups working with palliative care and the organ-
isation of palliative home care. The challenges concern, for
example, palliative care domains that necessitate specialised
competencies, showing respect for the competencies of other
health occupations and individuals. Other challenging issues
include improved interdisciplinary collaboration and more
efficient circulation of information between care settings
(e.g., palliative home care teams and/or GPs, district nurses,
and hospitals), improved accessibility, continuity and quality
of care, and services to patients at the end of life, as well as
shared GP and district nurse visits to families at home. Proac-
tive planning from the beginning of the palliative process and
clear distribution of tasks are also needed. Studies of nursing

homes (NHs) [9, 10] also indicate problems concerning
management, cooperation, communication, and shared care
between professional groups.

Dying people deserve good care (also meaning good
continuity of care). But the above-mentioned publications
show that there are ostensibly many aspects of community
palliative care services, which can be improved so that the
sick and the dying and their relatives achieve comfort and
continuity of care. The dying and their relatives need to
be seen and treated uniquely by professionals, in other
words it is essential to develop care that supports families
at the centre of the effort. There is a need to improve and
develop organisational structures—for example, professional
guidelines and new forms of cooperation that support coop-
eration between the various professional groups working
with community palliative care services and/or cooperation
between the basic palliative level and the specialist level.

The aim of the present literature study is to examine
international experiences and cooperative development ini-
tiatives regarding the organisation of community palliative
care services (in other words, home care, nursing homes, and
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general medical practice). International experiences in devel-
oping competency levels in palliative care in communities
have been examined in another study.

2. Method

This study is inspired by Polit and Becks [11] methods of
how to conduct a literature study and based on bibliographic
databases (Pubmed, CINAHL, and PsycInfo) and with
selected keywords [11, pages 172–187]. The keywords are
described in the Section 2.2. There exist different attitudes
whether reviewers should limit sample to published studies
or include grey literature, or restrict sample to reports in
peer-reviewed journals/publications [11, pages 515–519]. In
this literature study, we do not include grey literature because
of access to the publications, but we do include not peer-
reviewed publications, otherwise the study would represent
very few publications.

2.1. Inclusion and Exclusion Criteria for the Literature Search.
Inclusion criteria included the following:

(i) palliation in communities, home care schemes, or
nursing homes,

(ii) development initiatives in palliative care in primary
health care,

(iii) palliation to adults (≥18 years),

(iv) all diagnoses and selected diagnoses; cancer, demen-
tia, heart and lung diseases,

(v) reviews and individual studies,

(vi) literature from the years 2000–2010,

(vii) Norwegian, Swedish, Danish, and English language
literature.

Exclusion criteria included studies that target:

(i) organisation and cooperation in the secondary sector
exclusively,

(ii) the specialised palliative level exclusively,

(iii) palliation to children (<18 years),

(iv) non-Western material.

2.2. The Literature Search Process. The bibliographic data-
bases PubMed/Medline, CINAHL, and PsycInfo were
searched from June 2010 to October 2010.

In PubMed, there were made two searches. The first
search was with the keywords “palliative care/org. & admin
OR terminal care/org. & admin AND community health
services/org. & admin OR primary health care/org. & admin
OR community health nursing/org. & admin OR home care
services/org. & admin OR nursing homes/org. & admin and
neoplasms OR dementia or heart diseases OR lung diseases.”
The second search was with the keywords “palliative care/org.
& admin OR terminal care/org. & admin AND community
health services/org. & admin OR primary health care/org.
& admin OR community health nursing/org. & admin OR
home care services/org. & admin OR nursing homes/org. &

admin AND interinstitutional relations OR interprofessional
relations.”

The search in CINAHL was based on the keywords
“palliative care/org. & admin,” “terminal care/org. & admin”
with an OR as liaison combined with AND and “community
health services OR primary health care AND interinsti-
tutional relations OR interprofessional relations”; “nursing
homes AND interinstitutional relations OR interprofessional
relations”; “home care services AND interinstitutional rela-
tions OR interprofessional relations”; “home care services
AND interinstitutional relations OR interprofessional rela-
tions.”

In PsycInfo, the keywords were “palliative care,” “termi-
nal care” with OR as liaison combined with AND and “pri-
mary health care AND interprofessional relations”; primary
health care AND organisation OR administration”; “nursing
home AND organisation OR administration”; “nursing
home AND interprofessional relations OR interinstitutional
relations”; “home care services AND interinstitutional OR
interprofessional relations”; “nursing AND interinstitutional
OR interprofessional relations”; “nursing AND organisation
OR administration.”

The first screening of the publications was based on
reading the abstracts (or title if no abstract existed) and in
proportion to the inclusion and exclusion criteria. After-
wards, the publications were more carefully read in a full-
text version—all time in proportion to the inclusion and
exclusion criteria. And at last, the articles were examined
based on the analysis questions below.

2.3. Analysis Method. All included studies were analysed with
respect to the following analysis questions.

(i) What country of origin is represented in the studies?

(ii) What kind of study does the publication represent?

(iii) How are the target groups and the professional actors
defined?

(iv) How is the development initiative designed, includ-
ing

(a) organizational units included in the develop-
ment initiatives,

(b) the aim,
(c) what the development initiative is,
(d) which methods are used to evaluate the devel-

opment initiative,
(e) conclusion?

3. Results

A total of 19 studies are included (in 20 publications).
The preliminary literature search resulted in PubMed: 222
publications; CINAHL: 1397 publications; PsycInfo: 17 pub-
lications. After the first screening of the abstracts (or title if
no abstract existed) and due to the inclusion and exclusion
criteria, the publications were reduced to 215 publications.
However, after a deep reading process in full-text versions of
the publications, additional 195 publications were excluded
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due to the previously mentioned exclusion criteria above or
for the following reasons: doubles, discussing and describing
(i.e., personal cases, personal commentary, or experiences),
focus only on symptom management, focus on problem
identification and suggested interventions, focus on national
and international strategies, and others such as focus on
the place of death and consequences for health care policy,
and focus on comparisons between patients who receive
palliative care and usual care. The remaining 19 studies (20
publications) were analysed based on the analysis questions.

3.1. Country of Origin, Study Type, Target Group, and
Professional Actors in the Studies. Only one publication treats
development initiatives in Ireland [12], three treat develop-
ment initiatives in Australia [13], and 16 publications treat
development initiatives in the UK. Three studies [13–15]
deal with specific patients with heart disease. The other 16
studies have either cancer patients or patient groups with
nondefined diagnoses as their targets. Five studies (Table 2)
have a particular focus on cooperation and organisation
between GPs and/or other care groups. The other 14 studies
focus on care personnel. One study is a review [16]. All other
studies are individual studies and none are randomised or
controlled. The evaluation method is unclear in four studies
[13, 15, 17, 18].

3.2. The Development Initiatives. All studies deal with guide-
lines and cooperative models across various specialist and
basis levels and are related to development efforts and inter-
ventions regarding palliation in the following organisation
units:

(i) cooperation between basis and specialised palliative
levels and/or other specialised levels,

(ii) cooperation between medical practice and other
organisational units in primary health care,

(iii) palliation at nursing homes.

3.3. Development Initiatives concerning Cooperation between
Basis and Specialised Palliative Levels and/or Other Spe-
cialised Levels. Seven studies described development initia-
tives/interventions (see Table 1). Two recent studies from the
UK [16, 18] were concerned with pathways and guidelines
referred to as The Golden Standards Framework (GSF), Liv-
erpool Care Pathways (LCP), and Advance Cancer Care Plan-
ning (ACP). One of the studies [16] reviewed 15 documents
regarding the impact of GSF and showed that GSF improves
general practice processes, has a positive impact on control
of symptoms, continuity, continued learning, greater under-
standing of palliative care supporting patients and families,
and so forth. Many practices were able to implement the
foundation level of the GSF. However, adoption of the higher
levels of care appeared more variable. The GSF requires
adequate resources. The direct impact on patients and carers
is not known. The other study [18] was a model based on
GSF, ACP, and LCP as a model of collaborative working.
According to community matrons and nurse specialists, the
model was helpful in highlighting decisions to ensure that
patients and families received optimum care.

Three out of the seven earlier studies (one from Australia
and two from the UK) describe development initiatives con-
nected to palliative care of patients with noncancer diseases
such as heart diseases [13–15]. The focus of these studies was
on development initiatives regarding nursing care between
heart specialists and the palliative specialist level. These
initiatives dealt with cooperation between specialist groups
such as shared visits to families at home, establishing groups
for patients with heart disease, common education for
specialist groups, mentorship, visits to each other’s practices,
and development of palliative thinking in other specialist
contexts. Some of the greatest successes involved better
communication between specialist groups. One study [14]
included patient evaluations of being included in a support
group. The intervention was assessed positively.

Two other studies from the UK are concerned with eval-
uation of two different initiatives: a clinical nurse specialist
post [17] and a 72-hour community palliative care nursing
service [19]. The evaluation of the new post involved 20% of
a clinical nurse specialist’s fulltime position being dedicated
to working with three palliative care teams. That study
concluded that the intervention made progress in improving
communication and collaboration between the teams as
well as improving recognition and understanding of the
constraints under which the teams work. It also provided an
opportunity to follow patients and trace their care plan as
well as including a more detailed history of the patients’ care.
Evaluation of the 72-hour community palliative care nursing
service was done in connection with audits and question-
naires put to health professionals. That study concluded that
the outreach service provided specialist palliative care to
patients as they faced the transition between in-patient spe-
cialist palliative care and the community setting, particularly
providing extra support on discharge from the in-patient
unit. The 72-hour service is growing and remains able to
respond to patients’ needs quickly with expert support.

3.4. Development Initiatives concerning the Cooperation
between Medical Practice (GPs) and Other Organisational
Units. Five studies are concerned with specific initiatives
focusing on improving cooperation between GPs and other
health professionals (see Table 2). Two previous studies—
from the UK and Australia—[20, 21] were concerned
with the development and evaluation of a single informa-
tion sheet, which intended to improve access to clinical
information for nurses and doctors providing after-hours
community palliative care services and an evaluation of GPs
using an out-of-hours protocol. Both development initiatives
were evaluated positively.

Three recent studies [22–24] are concerned with the
implementation of The Golden Standards Framework (GSF)
in the UK. The positive effects of the GSF included an
effective approach to a systematic and high-quality service;
earlier referral of palliative care patients to district nurses;
multidisciplinary team meetings that enabled knowledge
sharing, discussion of problems, and keeping colleagues
informed. The best functioning teams used a mixture of
formal and informal meetings with a relatively nonhierar-
chical working style between doctors and nurses. Challenges
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of GFS included an increased nursing workload; fewer
or later visits to patients local GSF champions needed
to be sustainable, and slow or incomplete adoption. The
direct impact on patients and carers is not known. High
performance appeared to occur when the implementation
of processes promoted by GSF fitted well with the internal
environment of practice.

3.5. Development Initiatives concerning Palliation at Nursing
Homes. Eight publications and seven studies dealt with
development initiatives focusing on improvements concern-
ing palliative care at nursing homes (see Table 3). Two
earlier studies were concerned with the implementation of
specialist services in care homes. One study [12] assessed
the current level of input from community-based clinical
nurse specialists in palliative care into nursing homes. The
assessment of this intervention showed that the main focus
of interaction with the nursing homes was on pain and
symptom management (physical care) often provided by
telephone in connection with patients with cancer diseases.
The study concluded that the clinical nurse specialists are
ideally placed to provide education and support to nursing
homes. The intervention of another study [25] involved the
creation of a new specialist palliative nurse post in care
homes. The awareness of specialist palliative care services
in care homes was established in several ways. The care
homes received an updated resource file palliative care
service, education in palliative care for newly appointed
staff in care homes, two syringe drivers were available to
loan, a pain assessment tool was developed, and patients
contact with specialist palliative care service was improved.
These experiences, based on an unknown foundation of
questionnaires and interviews, showed that the care homes
felt more able to care for their patients in collaboration with
clinical nurse specialists.

A study from Australia [26] examined the process of
how residents’ end-of-life care (EOLC) wishes were recorded
to ensure that the implementation of an advance care
plan (ACP) was performed according to the best available
evidence. The project had four stages: (1) + (2) interpretation
of the five audit criteria related to involving residents (RES)
and relatives (REL) in an ACP and providing them with
appropriate information of EOLC issues and training the
staff regarding an ACP, (3) auditing records of staff and
RES, (4) getting research into practice (GRIP): situational
analysis, action planning, and action taking to improve
compliance with best practice. The GRIP phase showed seven
barriers which included deficits related to the knowledge and
education of RES, REL, and staff, as well as issues related to
administration and documentation, and concerns that any
implementation process would not be sustainable. RES and
REL expressed a high level of satisfaction with the changes.

Five studies are concerned with the implementation of
different guidelines. Two studies are concerned with imple-
mentation of the Liverpool Care Pathway (LCP). One study
[27] described a pilot project to introduce LCP into care
homes in the UK with a view to reducing the number of very
ill elderly patients who are transferred to acute trust from
care homes. The results showed that LCP had empowered the

staff to talk more openly to relatives. They felt able to explain
the care, but it was difficult for staff to gauge when to start
the pathway. The other study [28] concerned with imple-
mentation of LCP to a 150 bed nursing home showed that
LCP ensured that the patients received a high standard of pal-
liative care and were allowed to die in the comfort and secu-
rity of the place they call home. The three recent publications
and two studies are concerned with the implementation of
The Gold Standards Framework (GSF) in different ways. Two
publications [29, 30] described the same study in an attempt
to report the impact of implementing The Gold Standards
Framework for Care Homes (GSFCH) and an adapted Liver-
pool Care Pathway for Care Homes (LCP) on seven private
nursing homes (NH) in the UK. The study showed that
implementing GSFCH and LCP increased the use of do not
attempt resuscitation documentation and noted a reduction
in unnecessary hospital admissions and hospital deaths. The
study also indicated that the staff changed their attitudes
about dying; for example, they felt more comfortable in
addressing psychosocial and emotional needs, talking to rel-
atives and residents about dying and were more confident in
recognising the different stages of the dying process. Another
study [31], an evaluation of implementation of GSF in nurs-
ing homes in UK, supported the results. The evaluation was
based on a pre-post survey design that showed statistically
significant increases in the proportion of residents who died
in the NHs and those who had an advanced care plan. Crisis
admissions to hospital were also significantly reduced.

4. Discussion

4.1. Design and Methodology of the Studies. These studies are
characterised as either being reviews or individual studies.
Reviews deal with specific guidelines (GSF). One of the major
current challenges in the field of heath care is to develop and
promote evidence-based practice [32]. In health care science,
evidence-based practice or validity is connected to controlled
and preferably anonymised randomized studies. However,
when the starting point is organisational development in a
local context, it can be both difficult and possibly also mean-
ingless to carry out controlled studies. It can be difficult to
generalise results from one context with particular economic,
organisational, professional, cultural, and possibly relational
and individual conditions, to others.

The later studies appear more systematic and transparent
regarding methods of intervention and assessment, while the
earlier studies appear less clear in these areas. It is difficult to
judge the effect of a development initiative or intervention
when the evaluation designs are only described and not
controlled in relation to “before and after” observations or
control groups. In addition, the results of the interventions
are almost completely built on the experiences of the pro-
fessionals and only in a few cases, not systematically, include
the judgements of patients or relatives. As a result, we do not
know how these interventions change practice seen from the
user’s perspective.

4.2. Principal Findings. 16 out of the 19 publications dealt
with studies in the UK. This is noteworthy since countries
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like Australia, Ireland, Norway, Sweden, and Denmark have
national strategies (although different in character) for
palliative efforts on the whole or in part. This can be an
expression of the fact that the UK is one of the countries with
the longest palliative tradition [33, 34], which might mean
that new development initiatives are first developed and
tried out in an English context and then inspire other coun-
tries. However, there is a great difference between various
western countries and their welfare systems. This includes
the organisation of the health care system, financing of
palliative payments (percentage of own payment versus tax-
based financing), education of professionals, and so forth.
Therefore attempts to transfer experiences and interventions
from one national context to another can be uncertain,
difficult, and debatable.

The study indicates that interventions have changed
character during the period from 2000 to 2010. At the start
of that period, there was a particular focus on cooperative
models between the basis and specialised levels of palliation,
trials of diagrams attempting to improve multidisciplinary
cooperation and communication regarding families (e.g.,
[20, 21]), and trials of special intervention at discharge
(72 hr special palliative service) [17], and so forth. In later
years (e.g., [18, 30]), the focus has been on description,
implementation, and evaluation of various guidelines, most
recently on The Gold Standards Framework that specifically
addresses palliative care in primary health care. This might
be because the UK has a well-developed structure for quality
control of clinical guidelines where, since 1999, they have had
one of the world’s leading units, the National Institute for
Health and Clinical Excellence, NICE, which is part of the
National Health Care Service (NHS) [35].

The effect of the guidelines (GSF, LCP, etc.) is largely seen
solely based on the assessment of professionals, which shows
that implementation of guidelines has had a positive impact
on multidisciplinary cooperation, communication, and so
forth. Only one of the studies [29] includes users (here rela-
tives) assessments. Experience from other studies shows that
interventions do not necessarily change practice [36–38]. In
other words, the implementation of guidelines alone cannot
be considered a guarantee of improved practice despite
positive professional assessment, unless the evaluation of
development initiatives and interventions also includes the
judgement of patients, residents, and relatives.

Only three publications out of 19 dealt with experiences
with organisation and cooperation in relation to specific
diagnostic groups—heart disease [13–15]. That might indi-
cate that there is a need for the development of palliative
efforts for other diagnostic groups such as dementia syn-
dromes, lung disease, and so forth.

Studies show (e.g., [4, 39]) problems with cooperation
between GPs and nursing care staff in connection with
palliative care when patients need care from both the primary
and secondary sectors. However, only five out of 18 studies
(Table 3) have a more direct focus on cooperation between
GPs and nursing staff and only one study [19] addressed
the connection involving the transfer of a patient between
different settings. This indicates a need for development
initiatives in these areas.

4.3. Strengths and Weaknesses of This Literature Study. This
literature study covers only 19 studies, described in 20
publications. It could be that this is an indication that
an intervention focusing on cooperation in community
palliative care services is a marginal area. On the other hand,
it might also be assumed that some of the development
work being done is not being transmitted to academic fora.
Primary community initiatives do not have a well-developed
tradition for research and publication.

An expanded time period, for example, 1995–2010, and
searches of several more databases might have produced
more publications. In addition, non-Western studies and
studies not written in one of the Scandinavian languages or
English have been excluded here and might have reduced
the number of studies and insights in the variation of
development initiatives within community palliative basis
care in non-Western countries.

The literature study is built on selected keywords. This
does not exclude the possibility that the use of other key
words could have led to even more relevant studies.

A secondary purpose of the study has been to include
experiences from completed interventions in the primary
sector. Those studies which exclusively cover problem areas,
contain suggestions for interventions, or are characterised
by suggestions and strategies have been excluded. That has
reduced the number of publications considerably. Addition-
ally, this literature study includes only studies which describe
interventions at the basis level of palliation; in other words,
studies which only focus on various types of specialist levels
have been excluded. This may have reduced the number of
included publications since countries have different organi-
sations and understandings of basis and specialist palliative
levels. An example with respect to Denmark and the UK is
concerned with the Macmillan nurses (MN). MNs are a kind
of specialist nurse in the UK, though this is not part of the
Danish understanding of specialised palliative institutions
(i.e., hospices and palliative teams). However, MNs are often
involved in palliative processes in the primary sector in the
UK as a type of specialist. This type of specialised nursing
does not exist in Denmark and the palliative basis level
nursing care consists solely of home care nursing. It is
possible that if specialist nurses, MNs, had been defined as
part of the palliative basis level in this literature study, more
studies would have been included.

5. Conclusion

The literature study shows few and sparse studies with inter-
ventions concerning cooperative models within community
palliative care services. It seems characteristic that they deal
with individual studies and not controlled studies. Nearly
all of the studies were based on health care professionals’
assessments of users (the relatives). However, it is unknown
whether or how patients and relatives feel a positive effect
of the interventions. Additionally, the literature study shows
that there is a lack of studies with focus on develop-
ment initiatives concerning particular diagnosis groups (i.e.,
dementia, and KOL) cooperating with GPs and nursing
personnel and the related palliative care when patients have
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needs that cross the primary and secondary sectors. Last,
but not least, it is a great methodological challenge to
complete and evaluate studies concerning organisation and
cooperation using methods that make the results useful for
others.
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