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Abstract
Background: The inclusion of palliative care in policy has been encouraged internationally, 
and gradually implemented, including in Sweden. Care should be driven by policy; hence, 
examining how palliative care is included in national policy documents is paramount.
Objectives: This study aimed to examine how palliative care is included in national disease-
specific policy documents for adults with chronic conditions, cancer and non-cancer, with 
potential palliative care needs.
Design: Document analysis.
Methods: A document analysis of Swedish policy documents for different disease-specific 
groups with severe chronic conditions, cancer and non-cancer, was performed. In total, 96 
documents were analysed.
Results: How palliative care was included in the policy documents varied from mentioning 
the term without explanation to detailed discussion regarding palliative care practice. Such 
discussion encompassed several conceptualisations of palliative care: defined through 
authorities’ definitions; as care of dying persons; integrated with disease-specific care and 
treatment; limited to disease-specific medical treatments or based on detail regarding 
certain key elements of palliative care such as specialised palliative care and end-of-life 
conversations.
Conclusion: There may be large variations in how palliative care is conceptualised in national 
disease-specific policy documents, as disclosed by this analysis of the Swedish case. Limiting 
palliative care to disease-specific medical treatments (most commonly palliative oncological 
treatments) or the care of dying persons limits its scope in ways contrary to current evidence 
supporting early integrated palliative care. The lack of palliative care recommendations 
adapted for each specific diagnosis indicates a gap in policy. To promote equal access to 
palliative care regardless of patients’ diseases or medical conditions, the importance of how 
palliative care is included in national policy documents needs to be further acknowledged and 
discussed – with palliative care consistently included in such documents.
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Background
Palliative care needs are predicted to increase 
internationally over the coming decades, due to 

better living conditions and more advanced treat-
ments resulting in the ageing of populations 
worldwide, with a high prevalence of life-limiting 
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chronic illness,1,2 and prolonged life expectancy 
has increased over the years.3 It has been esti-
mated that approximately 74% of the worldwide 
deceased population had potential palliative care 
needs.2 Nearly a decade ago, the World Health 
Organization (WHO) encouraged member states 
to develop and implement palliative care policies 
to strengthen health systems by integrating evi-
dence-based, cost-effective and equitable pallia-
tive care services at all levels of care.4

WHO defines palliative care as a person-centred 
multidimensional and interdisciplinary approach 
to care, to improve quality at the end of life and 
the well-being of all patients and their family 
members facing issues associated with life-limit-
ing illnesses. WHO’s definition stresses that pal-
liative care includes physical, psychosocial and 
existential dimensions and should, when needed, 
be provided in all care places and to all patients in 
need of such care, and can be provided at all care 
levels, as general palliative care in, for example, 
hospitals and nursing homes, and as specialised 
palliative care in specialised care facilities, such as 
hospices.5 The International Association for 
Hospice and Palliative Care (IAHPC) published 
a definition of palliative care in 2019. The 
IAHPC’s view is that the WHO definition limits 
palliative care to applying only to the problems 
related to life-threatening illness, rather than to 
patients’ needs. The IAHPC definition includes 
people of all ages with severe illness and care 
given at the end of life in all care places and 
stresses that access to specialised palliative care 
should be available for all those in need. Hence, 
IAHPC’s definition changes the focus from 
diagnosis and life-threatening illness to the suf-
fering of people with severe illness.6 Key ele-
ments of palliative care, besides symptom relief 
and relief of suffering, are support for family 
members, timely communication and shared 
decision-making.7

Palliative care started to substantially improve 
care for people with cancer in the 1960s within 
the hospice movement and has since moved 
towards the inclusion of people with other chronic 
diseases.8 Hence, palliative care was initially 
meant to be introduced late in the illness trajec-
tory, with a clear move from curative treatment to 
palliation. Over time, with the expansion of palli-
ative care to also be relevant for people with all 
types of chronic and incurable conditions with 
potential palliative care needs, WHO’s definition 
of palliative care has come to advocate an early 

integration of palliative care as well as its continu-
ation throughout the whole illness trajectory. The 
point at which palliative care is introduced has 
been shown to depend on the care organisation 
and existing guidelines.9

Healthcare policy should drive the direction of 
strategies and action to improve care, prevent ill-
ness and relieve suffering. Healthcare policy can 
be established through, for example, laws, clinical 
guidelines or simply guiding principles.10 
International studies about the inclusion of pallia-
tive care in policies have focused on the inclusion 
of palliative care in national health policies11,12 or, 
more specifically, in policies of older people,13 all 
concluding that the inclusion of palliative care in 
policies is sparse. It has been suggested that pal-
liative care policies are essential for informing and 
guiding the provision of palliative care.14 The 
Swedish healthcare system is governed by demo-
cratically elected politicians and is divided into 
three levels: the state, regions and municipalities. 
The state establishes the overall political agenda 
through legislation and is responsible for the 
development of regulations and guidelines 
through the National Board of Health and Welfare 
(NBHW).15 Sweden has 21 independent regions 
which collaborate with municipalities in a joint 
organisation – The Swedish Association of Local 
Authorities and Regions (SALAR).16 Following 
the proposals of a report in 2009, which showed 
large regional differences in cancer care, six 
Regional Cancer Centres (RCC) were estab-
lished, to develop cancer care according to the 
intentions of the national cancer strategy and the 
EU’s cancer plan.17 Quality indicators for pallia-
tive care in Swedish policy have been investi-
gated,18 as has the historical development of 
palliative care policy narratives in Sweden, sug-
gesting that the increase in policy documents pro-
duced by the Swedish welfare state illustrates that 
death and dying have become matters of public 
concern.19

Approximately 90,000 people die each year in 
Sweden – mainly from circulatory diseases and 
cancer diseases. Of this total, it has been esti-
mated that 80% have potential palliative care 
needs.20 The care for severe chronic conditions 
and palliative care in Sweden is considered high 
quality and well developed.21 However, there are 
inequalities in care at the end of life in Sweden for 
different severe chronic conditions, particularly 
cancer diseases, despite the development and 
implementation of palliative care policy.22 Overall 
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palliative care needs are expected to increase over 
time and the inclusion of palliative care in policy 
has been encouraged internationally. It is there-
fore paramount to examine how palliative care is 
included in policy documents in Sweden. A docu-
mentary analysis can provide insights into policy 
and any gaps or inconsistencies in the policy doc-
uments for the care of severe chronic conditions 
with potential palliative care needs. Therefore, 
this study aimed to examine how palliative care is 
included in national disease-specific policy docu-
ments for adults with chronic conditions, cancer 
and non-cancer, involving potential palliative 
care needs.

Methods
A document analysis of Swedish healthcare policy 
documents for disease-specific severe chronic 
conditions, cancer and non-cancer, with potential 
palliative care needs, was performed in line with 
Dalglish et al.23 This approach involves four con-
secutive steps: readying the material to gain an 
overview; reading to identify relevant text and 
extract data; analysing the body of documents 
and extracted text segments; and distilling the 
findings.23 For the analysis, our starting point was 
to identify key elements – namely, the timing of 
the introduction of palliative care and definitions 
of palliative care – as described in the background 
section above. The reporting of this study con-
forms to the Standards for Reporting Qualitative 
Research (SRQR) statement24 (Supplemental 
File 1).

Readying the materials – setting parameters 
for the study
For the analysis of national disease-specific policy 
documents, we decided to include all official 
national policy documents that were valid in 2023 
for diagnoses with potential palliative care, based 
on Murtagh et al.’s1 model for diagnoses with 
potential palliative care needs. The focus of this 
study was policy documents for adults (⩾18 years 
old) with cancer and non-cancer diseases with 
potential palliative care needs.

National framework for policy production
In Sweden, the development of national care pro-
grammes for different cancer diagnoses has since 
2009 been established by RCC. These docu-
ments are designed by professionals with clinical 
and research expertise in cooperation with patient 

representatives and address various aspects of 
care and treatment for the diagnosis in question. 
It is mandatory to refer to the national care pro-
gramme for palliative care, but the authors also 
have the option to describe palliative care in more 
detail related to the specific diagnosis.

The NBHW has a long tradition of publishing 
guidelines for different diagnoses, focusing on 
management and giving recommendations for 
treatment based on the state of evidence and 
established quality indicators. National care pro-
grammes for non-cancer conditions, on the other 
hand, were not introduced until 2020 and have 
been developed in a similar way as the national 
cancer care programme, but by SALAR. 
Additionally, SALAR is responsible for the devel-
opment of national standardised care processes 
for various conditions. National standardised care 
processes for cancer are the responsibility of 
RCC.

In addition to these disease-specific documents, 
there is a Swedish national guideline for palliative 
care published in 201318 and a ‘National knowl-
edge support base for good palliative care at the 
end of life’, which frames palliative care as care at 
the very end of life19 (both from NBHW), as well 
as a national care programme for palliative care 
from RCC.20 There is also a Swedish adaptation 
of WHO’s definition of palliative care, ‘the four 
cornerstones’, which describes how palliative care 
is based on symptom relief, teamwork, communi-
cation and relationships, as well as family sup-
port.20 Key elements of palliative care from these 
documents are of interest for our analysis, for 
example, the importance of end-of-life conversa-
tions when the focus of care changes to a pallia-
tive focus is emphasised in the national care 
programme on palliative care. The NBHW, how-
ever, defines an end-of-life conversation as a con-
versation about care transitions to end-of-life 
care.19

Document searches
The documents were found mainly via searches 
on websites of the Swedish government, NBHW, 
SALAR and RCC. Through the searches, four 
types of healthcare policies were identified: 
national overarching strategies, national care pro-
grammes, national standardised care processes 
and national guidelines (Table 1). Initially, a 
search framework was developed from descrip-
tions of palliative care, key elements and terms 
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described in both the literature5–7 and in the 
Swedish national quality indicators,25 described 
above in the background. One of the researchers 
reviewed the literature and developed a search 
framework, which was discussed several times 
with the research group, and adjusted during the 
search process to ensure all relevant key elements 
and terms were included. The search framework 
consisted of the following terms: Palliative, End-of-
life care/Care at the end of life, Terminal care, End-
of-life conversation, Family members/Relatives, 
Support, Death/Dying, Pain, Symptom relief, 
Suffering, Existential, Quality of life. The overarch-
ing analytical questions that were established to 
guide the analysis were related to how palliative 
care was included in the documents, that is, 
whether, and to what extent, palliative care was 
included, as well as details regarding palliative care.

Data extraction
A search for the terms in the developed search 
framework, based on the guiding questions, was 
performed to identify and extract text segments 
about palliative care. Two of the researchers sepa-
rately searched through all the identified docu-
ments for the terms in the search framework, 
using the search function in Adobe Reader. While 
data were extracted, the documents were read for 
overall meaning and the researchers took notes 
throughout the extraction process.

Analysis
First, a descriptive overview of all the policy doc-
uments was achieved by mapping the topics and 
formulations pertaining to palliative care. This 
overview was followed by a compilation of all the 
searches of all identified documents. An analysis 
of larger extracts of text segments regarding pal-
liative care and key elements that were identified 
was conducted focusing on identifying underly-
ing meanings and gaps in the text to understand 
how palliative care was described. Furthermore, 
the analysis entailed exploring whether there was 
a connection to the specific diagnosis; how pal-
liative care was defined or conceptualised, for 
example, by a commonly accepted definition; 
and whether key elements of palliative care were 
described – and with what terms, for example, 
through synonyms or metaphors not identified 
in the initial data extraction. The researchers 
wrote memos throughout the analysis process, 
which were used when distilling the results. The 
analysis also included analysing the documents 
as a whole with regard to the study aim and the 
key elements searched for, by examining how 
palliative care and key elements were included, 
and along what axis, that is, the extent of inclu-
sion of palliative care.23 Two of the researchers 
performed the analysis above separately and 
then overviewed and discussed the text segments 
in which palliative care and key elements had 
been identified.

Table 1.  Policy documents included in the analysis (N = 96).

Type of 
document

Individuals/entities responsible for development and 
publication

Number of documents 
identified

National 
strategies

Developed and published by the Swedish government N = 4: all four for cancer

National care 
programmes

Developed by healthcare professionals and patient 
representatives. National care programmes for cancer 
are reviewed and published by RCC. National care 
programmes for non-cancer conditions are reviewed and 
published by The SALAR

N = 49: 47 for cancer and 
two for severe chronic 
conditions

National 
standardised 
care processes

Developed by representatives of the affected healthcare 
professionals and patients. National standardised care 
processes for cancer are reviewed and published by RCC. 
National standardised care processes for non-cancer 
conditions are reviewed and published by SALAR

N = 36: 30 for cancer 
and 6 for severe chronic 
conditions

National 
guidelines

National guidelines for non-cancer conditions are 
reviewed and published by NBHW

N = 6: all for severe 
chronic illness

NBHW, National Board of Health and Welfare; RCC, Regional Cancer Centres; SALAR, Swedish Association of Local 
Authorities and Regions.
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Distilling – conceptualisation
Finally, the views of palliative care identified in 
the documents studied were distilled into over-
arching conceptualisations of palliative care.

Results
In total, 96 documents were identified and exam-
ined for how palliative care was included – 85 
documents for cancer and 11 for severe chronic 
conditions, with potential palliative care needs. 
Of all the documents, 43 documents for different 
cancer types and 10 documents concerning severe 
non-cancer chronic conditions included palliative 
care formulations feasible for further analysis. 
The remaining documents did not include any 
substantial text about palliative care that was pos-
sible to analyse.

The extent to which palliative care was included 
in the documents differed greatly. All the ana-
lysed documents contained the word palliative. 
However, the scope of the conceptualisation of 
palliative care in the text segments varied, from 
none at all to quite substantial chapters dedicated 
solely to palliative care, mainly in the national 
cancer care programmes and the national cancer 
strategies. Some documents did not specify palli-
ative care at all or establish what palliative care 
could refer to for patients with the specific diag-
nosis in question, with a reference to palliative 
care guidelines being the only mention of pallia-
tive care in the documents. The use of the word 
palliative was mainly seen in the context of pallia-
tive treatments, such as palliative oncological care 
or medicine, not as an overarching approach to 
care. However, there were examples in which rec-
ognised definitions of palliative care were 
included. All care programmes for cancer care 
referred to the national care programme for pal-
liative care (as expected, given the instruction 
from RCC to include this reference in all cancer 
care programmes). References to the national 
palliative care programme or other national 
guidelines specific for palliative care varied in the 
documents for severe non-cancer chronic condi-
tions – some referred to the NBHW’s national 
guidance for palliative care at the end of life,26 
while few referred to the national care programme 
for palliative care.27

Conceptualisations of palliative care are pre-
sented below, and exemplary excerpts from policy 
documents are in Table 2.

Palliative care is defined through authorities’ 
definitions
When describing the aim of and approach to pal-
liative care, WHO’s definition of palliative care5 
was a common reference, with variations in how 
detailed and specific the descriptions were. Some 
of the documents reproduced the whole defini-
tion but did not include any clear adaptation or 
problematisation of what may be involved in pal-
liative care for the specific diagnosis. Other docu-
ments included both a full definition of palliative 
care and an adaptation of relevant interventions 
for the specific diagnosis, including treatment of 
disease-specific symptoms and complications. In 
other documents, only parts of the definition 
could be traced, focusing on symptom relief and/
or quality of life (Table 2, excerpt 1). In some 
documents, the focus was also on psychological, 
social and existential dimensions of palliative 
care, with a holistic view described as physical, 
psychological, social and existential aspects. For 
example, in the national care programme for bone 
and soft tissue sarcoma in extremities and torso, a 
palliative approach was described based on physi-
cal, psychological, social and existential dimen-
sions of life (Table 2, excerpt 2).

Palliative care as care of dying persons
Death and dying were scarcely mentioned in the 
documents, except in the context of prognosis or 
cause of death. Palliative care was thus seen as 
relevant only during the last period of life – when 
disease-specific treatment had been exhausted 
and had ended – and not as an integrated part of 
the care and treatment during a longer course of a 
progressive severe chronic condition (both cancer 
and non-cancer). This view of palliative care as 
care for the dying was prominent in the docu-
ments studied. In these documents, palliative 
care as care for dying persons appeared as some-
thing that replaces disease-specific care and treat-
ment, thus reflecting a dichotomous approach 
(Table 2, excerpt 3).

Palliative care integrated with disease-specific 
care and treatment
There were also examples of national care pro-
grammes presenting palliative care as being  
integrated with – or offered in parallel with –  
disease-specific treatments and care, thus repre-
senting a radically different view from the 
dichotomous approach above. Particularly in 
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Table 2.  Examples of excerpts from policy documents of palliative care conceptualisations and key elements.

Conceptualisations 
of palliative care

Examples of text excerpts Policy document

�Defined through 
authorities’ 
definitions

1. � Palliative care is based on an approach that aims to improve 
the quality of life for the patient by preventing and alleviating 
suffering. .  .

2. � The palliative approach is based on the physical, psychological, 
social and existential dimensions of life and also includes 
support for the family

National care programme for 
myeloproliferative neoplasia
National care programme for 
bone and soft tissue sarcoma in 
extremities and torso

�Care of dying persons 3. � When a dementia disease has progressed to later and more 
severe stages, it may be appropriate to switch to palliative care

National care programme for 
dementia

�Integrated with 
disease-specific care 
and treatment

4. � Palliative interventions can advantageously be integrated with 
the cancer-specific treatment already early in the course if the 
patient has cancer symptoms

5. � Early integration, that is, that palliative care starts and is carried 
out in parallel with active treatment in the case of the uncertain 
prognosis that advanced cirrhosis entails. Even for patients 
where the treatment has a curative intention, for example, on the 
waiting list for a liver transplant, a palliative approach should be 
used

National care programme for 
breast cancer
National care programme for 
liver cirrhosis

�Limited to disease-
specific medical 
treatments

6. � In some patients, supportive treatment without chemotherapy 
may be the wisest palliative strategy. In other patients, the best 
palliation is achieved through a combination of good supportive 
treatment and low-intensity symptom-relieving cytostatic 
treatment or radiotherapy

National care programme for 
mantle cell lymphoma

Elaboration of key elements of palliative care

�Specialised palliative 
care

7. � Patients in the palliative phase with complex symptoms or 
whose life situation entails special needs should be cared for by 
personnel with special knowledge and competence in palliative 
care, for example, within a specialised palliative practice

8. � Specialists in palliative medicine and nurses in palliative care can 
support seriously ill patients and affected relatives by improving 
symptom control, reducing anxiety and creating the conditions 
for care where the patient and relatives wish

National care programme for 
acute myeloid leukaemia
National care programme 
for malignant melanoma and 
squamous cell carcinoma

�Multidisciplinary 
teamwork

9. � Several professions need to be involved. .  .to coordinate medical, 
palliative, existential and social care

National care programme for 
liver cirrhosis

�End-of-life 
conversation

10. � For very seriously ill patients, an end-of-life conversation, 
preferably together with family, can lead to a decision to 
transfer to palliative care

11. � In the transition between the late palliative phase and the end of 
life, an end-of-life conversation must be held

National guideline for stroke/
TIA
National care programme for 
biliary cancer

TIA: transient ischaemic attack.

cancer care programmes for diagnoses with rela-
tively high mortality, the importance of an early 
integrated palliative approach and palliative care 
treatments alongside the disease-specific treat-
ment was underlined (Table 2, excerpt 4). In 
contrast to this, however, there were also national 
care programmes for cancer diagnoses with a 
high mortality rate that did not include palliative 
care at all, apart from guidance for anti-tumoural 

treatments. Nevertheless, both the national care 
programme for chronic kidney disease and liver 
cirrhosis highlighted palliative care as integrated 
with disease-specific efforts. The liver cirrhosis 
programme also emphasised that a palliative 
approach with supportive and symptom-reliev-
ing treatment and care could be beneficial for 
patients awaiting transplantation (Table 2, 
excerpt 5).
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Palliative care is limited to disease-specific 
medical treatments
An additional view that was displayed limited the 
scope of palliative care to the recommendation of 
disease-specific medical treatments. This was pri-
marily identified in care programmes for cancer 
diagnoses that, with regard to palliative care, 
solely focused on anti-tumoural treatments, such 
as disease-specific palliative cytostatic treatment, 
radiation, palliative surgery and targeted drugs 
(Table 2, excerpt 6). In these documents, pallia-
tive care mainly involved slowing down oncologi-
cal treatments. Furthermore, palliative care 
described as detailed medical treatment of dis-
ease-specific complications at the end of life could 
be seen in cancer care programmes, for example, 
in the care programme for vulvar cancer where 
surgical treatment was suggested when the conse-
quences of the disease became too severe. Another 
example was in the care programme for ovarian 
cancer focusing on treatment of the ileus. In pol-
icy documents for severe non-cancer chronic con-
ditions, disease-specific medical treatment in the 
context of palliative care was identified in only 
one document – NBHW’s guideline for cardiac 
care – in which the deactivation of implantable 
cardioverter defibrillators during the end of life 
was emphasised as important, and this was the 
only palliative treatment mentioned.

Elaboration of key elements of palliative care
There were examples in the documents where key 
elements of palliative care – primarily specialised 
palliative care, multidisciplinary teamwork and 
communication including end-of-life conversa-
tions with patients and families – were elaborated 
on. The need for referral to a palliative consultant 
or to specialised palliative care was addressed in 
policy documents for cancer care. However, in 
the policy documents for severe non-cancer 
chronic conditions, referral to or inclusion of spe-
cialised palliative care was not mentioned. How it 
was addressed varied and it was sometimes only 
expressed as an indication that contact or refer-
ral may be appropriate, while in other cases a 
fuller description was included. Other docu-
ments provided concrete examples of situations 
in which contact with specialised palliative care 
should be established, for example, those involv-
ing difficult symptoms or a complex life situa-
tion – or for patients with a low-performance 
status where all possibilities for oncological 
treatment had been exhausted (Table 2, excerpt 
7). Furthermore, there were indications in 

documents that palliative care interventions 
should only be provided by healthcare profes-
sionals specialised in palliative care (Table 2, 
excerpt 8).

Another key element of palliative care highlighted 
in some documents, both for cancer and severe 
non-cancer chronic conditions, was the impor-
tance of multidisciplinary teamwork to support 
the patient and family. For example, the national 
care programme for liver cirrhosis stressed how 
several professions need to be involved in the 
coordination of medical, palliative, existential and 
social care (Table 2, excerpt 9).

Documents addressed key elements of communi-
cation and end-of-life conversation in different 
ways. There were examples of documents in 
which communication and conversation were 
described, but the contextualisation to the end of 
life and dying was omitted. In other documents, 
end-of-life conversation was mentioned, but not 
described in more detail in terms of timing, how 
it should be conducted or topics for conversation. 
In other documents, adherence to the NBHW’s 
definition was seen, with descriptions of an end-
of-life conversation as a conversation during the 
transition to palliative care at the end of life 
(Table 2, excerpts 10 and 11). Occasionally, in 
care programmes for cancer, the importance of 
ongoing conversations with the patient and family 
during the illness trajectory was highlighted as 
was the fact that the transition to palliative care 
can be difficult to identify – hence, the impor-
tance of having an ongoing dialogue with the 
patient and family about the course of the disease 
and the trajectory. Having repeated end-of-life 
conversations was recommended along the dis-
ease trajectory, perhaps involving an initial con-
versation when a cure is no longer possible and 
then a further conversation later when the focus 
shifts from life extension to quality of life.

Discussion
This study aimed to examine how palliative care 
is included in national disease-specific policy doc-
uments for adults with chronic conditions, cancer 
and non-cancer, with potential palliative care 
needs. The results showed large variations in how 
palliative care was included in the policy docu-
ments, from mentioning the term without expla-
nation to detailed discussion regarding palliative 
care practice. Variations in how palliative care 
was included encompassed conceptualisations of 
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palliative care through established definitions, 
palliative care as care of dying persons and pallia-
tive care limited to disease-specific medical treat-
ments or as an integrated care approach, and 
elaborations on certain key elements of palliative 
care, such as specialised palliative care and end-
of-life conversations. All these conceptualisations 
and key elements are highly relevant for palliative 
care. However, a limitation of the conceptualisa-
tions identified is that most of the policy  
documents analysed included only one conceptu-
alisation; for example, either palliative care as 
care for dying people or palliative care as disease-
specific medical treatments. Such conceptualisa-
tions are not in line with the international 
palliative care policy or research evidence. A 
dichotomic view of palliative care to substitute 
diagnosis-specific treatment and care leads to the 
omission of integrating palliative approaches ear-
lier on. This has unfortunate consequences, espe-
cially for people with a diagnosis that impacts 
cognitive function. Here, we underline that we 
fully agree that including disease-specific medical 
treatments in these types of policy documents is 
both relevant and important. It is surprising that 
not all national disease-specific policy documents 
include disease-specific palliative medical treat-
ments in addition to specific assessments and 
interventions adapted to the specific diagnosis 
(including pathophysiology, treatments, common 
symptoms and other consequences). In this 
regard, a palliative approach for long-term pro-
gressive conditions9 is lacking in the policy docu-
ments analysed. Furthermore, limiting policy 
regarding palliative care to medical treatments 
highlights the omission of nursing priorities in 
national healthcare policy documents.28

Palliative care conceptualised through established 
definitions was mainly based on the WHO’s defi-
nition of palliative care and the Swedish adapta-
tion of the WHO’s definition (‘the four 
cornerstones’ of palliative care).27 This conceptu-
alisation, which does not include the full defini-
tion of palliative care at any point in the policy 
documents, shows a limited view of palliative 
care. Early integration of palliative care is not 
explicitly addressed in the studied policy docu-
ments, despite WHO’s emphasis on the impor-
tance of this point.5 The IAHPC definition of 
palliative care6 is not seen in any of the policy 
documents, and may further reflect the fact that 
national discussion about the IAHPC definition 
has been limited and has involved criticism. 
Notably, this definition is not included in any 

type of national palliative care policy document in 
Sweden. Furthermore, the key elements of pallia-
tive care that were focused on in the documents 
– mainly specialised palliative care and to some 
extent multidisciplinary teamwork and end-of-life 
conversations – largely concerned the very end of 
life, again presenting a view of palliative care as 
the care of dying persons. The results of this study 
are similar to those of other international studies 
in which the inclusion of palliative care in policy 
has been investigated. Pivodic et al.13 studied the 
inclusion of palliative care in public policy docu-
ments on healthcare for older people in 13 coun-
tries and found that only a fifth of the documents 
explicitly mentioned palliative care. The authors 
concluded that the inclusion of key elements of 
palliative care is instead described within central 
elements of other types of care, for example, reha-
bilitation or long-term care. This was also the 
case in the present study in which certain ele-
ments, such as communication and family sup-
port, were described in connection to cancer care 
or rehabilitation rather than palliative care. 
Pivodic et al.13 state that healthcare policies need 
revision to further include reference to palliative 
care and dying and to ensure that they are linked 
to existing national or regional palliative care 
strategies.

The ongoing move towards recognising the rele-
vance of palliative care to include diagnoses other 
than cancer9 is reflected in the results of this 
study, although they also highlight that the inclu-
sion of palliative care is not as explicit in policy 
documents for non-cancer chronic conditions as 
it is in documents for cancer diseases. The results 
of this study also showed that, even in documents 
for cancer diseases, the inclusion of palliative care 
is limited. Several studies have pointed to how 
access to palliative care depends on the type of 
disease. For example, people with diseases other 
than cancer, such as chronic pulmonary lung dis-
ease, heart disease and dementia, have poorer 
access to palliative care than those with can-
cer,22,29 resulting in less adequate symptom con-
trol and less communication about end-of-life 
issues.30–32 Cancer diseases may be perceived as 
having a clearer illness trajectory than other 
chronic diseases or in the case of older per-
sons.33,34 It may be that such perceptions could be 
connected to differing views of palliative care 
related to different severe chronic conditions. 
Additionally, the stereotyped views of profession-
als contributing to the development of the poli-
cies may impact how palliative care is included. 
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Variations in the inclusion of palliative care in 
policy documents which are frequently used by 
the clinical professions may contribute to the pre-
vailing inequalities in palliative care in care for 
severe chronic conditions, which ultimately 
affects patients and their families.

Inequality in palliative care and care at the end of 
life has been raised internationally,35,36 and 
through Swedish governmental evaluations and 
investigations ever since the mid-90s, and initia-
tives have been taken to raise the awareness and 
inclusion of palliative care, both in policy and 
care, for example, through the establishment of 
the six RCC and the development of national care 
programmes for specific cancer diagnoses. Gao 
et al.14 state that palliative care policies inform 
and guide the provision of palliative care, for 
example, healthcare service characteristics – 
including service type, facilities, workforce types 
and levels of palliative care. Ågren et al.19 con-
cluded that the increase in policy documents pro-
duced by the Swedish welfare state illustrates that 
death and dying have become matters of public 
concern through increased involvement of the 
welfare state in defining what palliative care is, 
identifying problems within these care contexts 
and offering solutions for such problems. 
However, they also found that policy narratives 
display a tension between medicalisation of palli-
ative care on the one hand and the importance of 
acknowledging the social, psychological and emo-
tional needs of the dying person and family on the 
other. This tension can be clearly seen in the 
results of this documentary analysis, in which 
medicalisation dominates. Ågren et al.19 suggest 
that the tension also highlights the ongoing evolv-
ing work to define what palliative care is, which 
– it is often argued – is key to success in the 
healthcare and medical spheres. The lack of 
inclusion of palliative care in the studied policy 
documents or inclusion mainly focused on dis-
ease-specific medical treatments may come down 
to there being no shared view of palliative care 
and care at the end of life on the part of decision-
makers and policy makers. In this regard, a mini-
mum ‘point-of-departure’ for palliative care 
would possibly bring about a more equal and 
consistent inclusion of palliative care in policy 
documents.

The inclusion of palliative care in the documents 
that were analysed in the present study has been 
initiated via a top-down approach, that is, it has 

been decided on a national level that palliative 
care is to be included. Whitelaw et al.37 suggest 
an implementation gap between policy and prac-
tice, also connected to the approach for policy 
development being initiated from a ‘catastrophic’ 
top-down approach in which there is a crisis 
needing urgent solutions. Policy may be seen as 
one element in a complex mix involving other 
parts, particularly higher levels of participation 
by health service providers and the wider civic 
society, but bottom-up approaches are often 
driven by motivated individuals and nongovern-
mental organisations with potentially limited 
financial, political and policy influence. The pre-
sent study revealed a lack of inclusion of pallia-
tive care in the policy documents analysed – or 
inclusion mainly focused on disease-specific 
medical treatments without elaboration on palli-
ative care. In line with this Clelland et al.11 inves-
tigated national palliative care strategies, plans, 
legislation and dedicated government resources 
worldwide, and concluded that there is a long 
way to go before palliative care is universally sup-
ported by policy that can lead to observable 
results. They also highlighted the need for greater 
clarity regarding which actions and indicators 
can be considered – based on policy – as a 
response to the populations’ need for palliative 
care.

Limitations
This study was limited to publicly available 
national policies. Unofficial documents were 
excluded, which could have shed light on the pol-
icy development process. There may be other 
regional or local policies that include palliative 
care differently. Regional differences in the 
Swedish healthcare system and differences in pro-
cedures for different diseases may impact the way 
in which policies are developed, shaped and 
implemented. Furthermore, the policy docu-
ments were developed by different actors which 
may have influenced how palliative care was 
included and described. In addition, the policies 
included in this study were written over a time 
period during which palliative care has contin-
ued to evolve, which may also have influenced 
the focus of the documents and how palliative 
care was included and described. Paediatric pol-
icy documents were excluded since cancer and 
non-cancer palliative care in children is quite 
different from that relating to the adult popula-
tion, and paediatric palliative care in Sweden is 
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organised slightly differently from palliative care 
in adults.

Conclusion
There may be large variations in how palliative 
care is conceptualised in national disease-spe-
cific policy documents, as disclosed by this anal-
ysis of the Swedish case. Limiting palliative care 
to disease-specific medical treatments (most 
commonly palliative oncological treatments) or 
to the care of dying persons limits its scope in 
ways that are contrary to current evidence in 
support of early integrated palliative care. The 
lack of palliative care recommendations adapted 
for each specific diagnosis indicates a gap in pol-
icy. To promote equal access to palliative care 
regardless of patients’ diseases or medical condi-
tions, the importance of how palliative care is 
included in national policy documents needs to 
be further acknowledged and discussed – with 
palliative care consistently included in such doc-
uments. Widespread, explicit inclusion of pallia-
tive care in disease-specific policy documents, 
such as strategies and guidelines, can also 
improve the implementation of early palliative 
care, which has been shown to be beneficial for 
patients and family members in previous 
research. Prerequisites for the establishment of 
palliative care policy targeting specific diseases 
are a shared view of the concept of palliative 
care, what it entails and an implementation of 
policy, although it should be noted that policy 
alone if not established within the healthcare 
professions, may have limited potential to bring 
about significant change.

Declarations

Ethics approval and consent to participate
Not applicable.

Consent for publication
Not applicable.

Author contributions
Anna O’Sullivan: Conceptualisation; Data 
curation; Formal analysis; Investigation; 
Methodology; Writing – original draft.

Linnéa Carling: Data curation; Formal analysis; 
Investigation; Methodology; Writing – review & 
editing.

Joakim Öhlén: Conceptualisation; Formal anal-
ysis; Funding acquisition; Investigation; Metho
dology; Project administration; Supervision; 
Writing – review & editing.

Stina Nyblom: Conceptualisation; Methodology; 
Writing – review & editing.

Anneli Ozanne: Conceptualisation; Metho
dology; Writing – review & editing.

Ragnhild Hedman: Methodology; Writing – 
review & editing.

Carl-Johan Fürst: Conceptualisation; Writing 
– review & editing.

Cecilia Larsdotter: Conceptualisation; Formal 
analysis; Funding acquisition; Methodology; 
Project administration; Supervision; Writing – 
review & editing.

Acknowledgements
The authors would like to thank Nick Guthrie, at 
Key Point Languages, for thorough and profes-
sional language editing.

Funding
The authors disclosed receipt of the following 
financial support for the research, authorship 
and/or publication of this article: This study was 
funded by grants from the Swedish state under 
the agreement between the Swedish government 
and the county councils, the ALF-agreement 
(ALFGBG-965941), The Swedish Cancer 
Society (21 1580 Pj 01 H) and Sophiahemmet 
University, Stockholm, Sweden.

Competing interests
The authors declare that there is no conflict of 
interest.

Availability of data and materials
The data analysed during the current study are 
publicly available, see Supplemental File 2 avail-
able online with a list of web links to all docu-
ments included in the study analysis.

ORCID iDs
Anna O’Sullivan  https://orcid.org/0000- 
0002-4136-7250

Joakim Öhlén  https://orcid.org/0000-0003- 
2429-8705

Stina Nyblom  https://orcid.org/0000-0002- 
4998-0324

http://journals.sagepub.com/home/pcr
https://orcid.org/0000-0002-4136-7250
https://orcid.org/0000-0002-4136-7250
https://orcid.org/0000-0003-2429-8705
https://orcid.org/0000-0003-2429-8705
https://orcid.org/0000-0002-4998-0324
https://orcid.org/0000-0002-4998-0324


A O’Sullivan, L Carling et al.

journals.sagepub.com/home/pcr	 11

Ragnhild Hedman  https://orcid.org/0000- 
0003-0103-8994

Cecilia Larsdotter  https://orcid.org/0000- 
0003-3660-6306

Supplemental material
Supplemental material for this article is available 
online.

References
	 1.	 Murtagh FE, Bausewein C, Verne J, et al. 

How many people need palliative care? A 
study developing and comparing methods for 
population-based estimates. Palliat Med 2014; 
28(1): 49–58.

	 2.	 Morin L, Aubry R, Frova L, et al. Estimating the 
need for palliative care at the population level: a 
cross-national study in 12 countries. Palliat Med 
2017; 21(6): 526–536.

	 3.	 National Board of Health and Welfare 
(Socialstyrelsen). Statistics of causes of death year 
2022 [Statistik om dödsorsaker år 2022], 2023.

	 4.	 WHO. Strengthening of palliative care as a 
component of comprehensive care throughout 
the life course. In: Sixty-seventh World Health 
Assembly, 2014. WHO.

	 5.	 WHO. Definition of palliative care, https://www.
who.int/news-room/fact-sheets/detail/palliative-
care (2020, accessed 5 November 2024).

	 6.	 Radbruch L, De Lima L, Knaul F, et al. 
Redefining palliative care: a new consensus-based 
definition. J Pain Symptom Manage 2020; 60(4): 
754–764.

	 7.	 Radbruch L and Payne S. White paper on 
standards and norms for hospice and palliative 
care in Europe: Part 1. Eur J Palliat Care 2010; 
17(1): 22–33.

	 8.	 Clark D. From margins to centre: a review of the 
history of palliative care in cancer. Lancet Oncol 
2007; 8(5): 430–438.

	 9.	 Sawatzky R, Porterfield P, Lee J, et al. Conceptual 
foundations of a palliative approach: a knowledge 
synthesis. BMC Palliat Care 2016; 15: 5.

	10.	 Smith-Merry J, Leeder SR and Gillespie J. A 
pathway to a stronger research culture in health 
policy. Aust New Zealand Health Policy 2007; 4(1) 
:19.

	11.	 Clelland D, van Steijn D, Whitelaw S, et al. 
Palliative care in public policy: results from 
a global survey. Palliat Med Rep 2020; 1(1): 
183–190.

	12.	 Sleeman KE, Timms A, Gillam J, et al. Priorities 
and opportunities for palliative and end of 
life care in United Kingdom health policies: a 
national documentary analysis. BMC Palliat Care 
2021; 20(1): 108.

	13.	 Pivodic L, Smets T, Gott M, et al. Inclusion 
of palliative care in health care policy for older 
people: a directed documentary analysis in 13 
of the most rapidly ageing countries worldwide. 
Palliat Med 2021; 35(2): 369–388.

	14.	 Gao W, Huque S, Morgan M, et al. (eds). A 
population-based conceptual framework for 
evaluating the role of healthcare services in place 
of death. Healthcare; 2018: MDPI.

	15.	 National Board of Health and Welfare 
(Socialstyrelsen). About the Swedish healthcare 
system, https://www.socialstyrelsen.se/en/
about-us/healthcare-for-visitors-to-sweden/about-
the-swedish-healthcare-system/ (2020, accessed 5 
November 2024).

	16.	 The Swedish Government. A national cancer 
strategy for the future (SOU 2009:11). Stockholm: 
Statens Offentliga Utredningar, 2009.

	17.	 Regional Cancer Centres in Sweden (Regionala 
cancercentrum i samverkan). Regionala Cancer 
Center i samverkan, https://cancercentrum.
se/samverkan/regional-cancer-centres/ (2023, 
accessed 5 November 2024).

	18.	 Lind S, Adolfsson J, Axelsson B, et al. Quality 
indicators for palliative and end of life care: 
a review of Swedish policy documents. BMJ 
Support Palliat Care 2015; 5(4): 413–419.

	19.	 Ågren A, Krevers B, Cedersund E, et al. Policy 
narratives on palliative care in Sweden 1974–
2018. Health Care Anal 2023; 31: 99–113.

	20.	 National Board of Health and Welfare 
(Socialstyrelsen). Palliative care at the end of life: 
summary and improvement areas [In Swedish: 
Palliativ vård i livets slutskede: Sammanfattning med 
förbättringsområden]. Stockholm: Socialstyrelsen, 
2016.

	21.	 Clark D, Baur N, Clelland D, et al. Mapping 
levels of palliative care development in 198 
countries: the situation in 2017. J Pain Symptom 
Manage 2020; 59(4): 794–807.e4.

	22.	 Larsdotter C, Nyblom S, Gyllensten H, et al. 
Trends in the place of death in Sweden from 
2013 to 2019 – disclosing prerequisites for 
palliative care. Palliat Care Social Pract 2024; 18: 
26323524241238232.

	23.	 Dalglish SL, Khalid H and McMahon SA. 
Document analysis in health policy research: 
the READ approach. Health Policy Plann 2020; 
35(10): 1424–1431.

http://journals.sagepub.com/home/pcr
https://orcid.org/0000-0003-0103-8994
https://orcid.org/0000-0003-0103-8994
https://orcid.org/0000-0003-3660-6306
https://orcid.org/0000-0003-3660-6306
https://www.who.int/news-room/fact-sheets/detail/palliative-care
https://www.who.int/news-room/fact-sheets/detail/palliative-care
https://www.who.int/news-room/fact-sheets/detail/palliative-care
https://www.socialstyrelsen.se/en/about-us/healthcare-for-visitors-to-sweden/about-the-swedish-healthcare-system/
https://www.socialstyrelsen.se/en/about-us/healthcare-for-visitors-to-sweden/about-the-swedish-healthcare-system/
https://www.socialstyrelsen.se/en/about-us/healthcare-for-visitors-to-sweden/about-the-swedish-healthcare-system/
https://cancercentrum.se/samverkan/regional-cancer-centres/
https://cancercentrum.se/samverkan/regional-cancer-centres/


Palliative Care & Social Practice 18

12	 journals.sagepub.com/home/pcr

	24.	 O'Brien BC, Harris IB, Beckman TJ, et al. 
Standards for reporting qualitative research: a 
synthesis of recommendations. Acad Med 2014; 
89(9): 1245–1251.

	25.	 National Board of Health and Welfare 
(Socialstyrelsen). National guidelines – Goal levels 
Palliative care at the end of life, Target levels for 
indicators [Nationella riktlinjer – Målnivåer Palliativ 
vård i livets slutskede, Målnivåer för indikatorer]. 
Stockholm: Socialstyrelsen, 2017.

	26.	 National Board of Health and Welfare 
(Socialstyrelsen). A national knowledge-based 
guidance for good palliative care at the end of life 
[Nationellt kunskapsstöd för god palliativ vård 
i livets slutskede: vägledning, rekommendationer 
och indikatorer: stöd för styrning och ledning]. 
Stockholm: Socialstyrelsen, 2013.

	27.	 Regional Cancer Centres in Sweden (Regionala 
cancercentrum i samverkan). National palliative 
care guidelines 2023, https://kunskapsbanken.
cancercentrum.se/diagnoser/palliativ-vard/
vardprogram/ (2023, accessed 5 November 
2024). 

	28.	 Tønnessen S, Christiansen K, Hjaltadóttir I, 
et al. Visibility of nursing in policy documents 
related to health care priorities. J Nurs Manag 
2020; 28(8): 2081–2090.

	29.	 Nyblom S, Öhlén J, Larsdotter C, et al. Registry 
study of cardiovascular death in Sweden 2013–
2019: home as place of death and specialized 
palliative care are the preserve of a minority. 
Int J Cardiol Cardiovasc Risk Prev 2024; 23: 
200328.

	30.	 Ahmadi Z, Lundström S, Janson C, et al. End-of-
life care in oxygen-dependent COPD and cancer: 

a national population-based study. Eur Respir J 
2015; 46(4): 1190–1193.

	31.	 Romem A, Tom SE, Beauchene M, et al. Pain 
management at the end of life: a comparative 
study of cancer, dementia, and chronic 
obstructive pulmonary disease patients. Palliat 
Med 2015; 29(5): 464–469.

	32.	 Eriksson H, Milberg A, Hjelm K, et al. End 
of life care for patients dying of stroke: a 
comparative registry study of stroke and cancer. 
PLoS One 2016; 11(2): e0147694.

	33.	 van der Steen JT, Radbruch L, Hertogh CM, 
et al. White paper defining optimal palliative 
care in older people with dementia: a Delphi 
study and recommendations from the European 
Association for Palliative Care. Palliat Med 2014; 
28(3): 197–209.

	34.	 Hendriks SA, Smalbrugge M, Deliens L, et al. 
End-of-life treatment decisions in nursing 
home residents dying with dementia in the 
Netherlands. Int J Geriatr Psychiatry 2017; 
32(12): e43–e49.

	35.	 Mondor L, Wodchis WP and Tanuseputro 
P. Persistent socioeconomic inequalities in 
location of death and receipt of palliative care: a 
population-based cohort study. Palliat Med 2020; 
34(10): 1393–1401.

	36.	 French M, Keegan T, Anestis E, et al. Exploring 
socioeconomic inequities in access to palliative 
and end-of-life care in the UK: a narrative 
synthesis. BMC Palliat Care 2021; 20: 1–20.

	37.	 Whitelaw S, Bell A and Clark D. The expression 
of ‘policy’ in palliative care: a critical review. 
Health Policy 2022; 126(9): 889–898.

Visit Sage journals online 
journals.sagepub.com/
home/pcr

 Sage journals

http://journals.sagepub.com/home/pcr
https://kunskapsbanken.cancercentrum.se/diagnoser/palliativ-vard/vardprogram/
https://kunskapsbanken.cancercentrum.se/diagnoser/palliativ-vard/vardprogram/
https://kunskapsbanken.cancercentrum.se/diagnoser/palliativ-vard/vardprogram/
http://journals.sagepub.com/home/pcr
http://journals.sagepub.com/home/pcr

