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Abstract
Background: Shared decision-making is a process where the decisions regarding 
patients’ care are done in collaboration with the patient, the patient's family and a 
healthcare professional or an interdisciplinary team. Shared decision-making is con-
sidered to be a part of patient centred care, and it enables patient autonomy which 
is a cornerstone of palliative care. In the past, research on the experiences of pallia-
tive care patients’ participation in shared decision-making involving a nurse has been 
limited as the focus has mainly been on specific medical interventions, rather than 
holistic palliative care.
Objectives: To synthesise research findings on patient participation in shared 
decision-making in palliative care.
Research design: An integrative literature review.
Methods: The literature search was conducted by searching computerised databases 
(CINAHL, PubMed, PsychINFO and COCHRANE). The search resulted in 12 articles. 
The quality of the included articles was evaluated with JBI checklist, and the data 
analysis was done using inductive content analysis. Reporting was done according to 
a PRISMA checklist.
Findings: Patients do participate in shared decision-making and desire to participate 
in everyday nursing care decisions, treatment-related medical decisions and end-of-
life decisions. The prerequisites for patient participation in shared decision-making 
are interdisciplinary teamwork, open communication, good patient–healthcare pro-
fessional relationship, a favourable environment and mutual information.
Conclusion: Palliative care patients do participate and desire to participate in deci-
sions that cover a much broader range of topics than just medical interventions and 
this should be addressed in future research and in practise. The main responsibility 
for successful patient participation in shared decision-making lies with the health-
care professionals and the organisations providing palliative care. There is a need to 
conduct more research from the patient's perspective and explore the meaning of 
participating in shared decision-making from the patient's point of view.
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1  |  INTRODUC TION

Palliative care patients have the right to participate in the decisions 
that are made regarding their own care (European Association for 
Palliative Care (EAPC) 2009; National Consensus Project for Quality 
Palliative Care, 2018). In addition, the Council of Europe (CoE) and 
the World Medical Association (WMA) have stated that patients 
should have the right to decide about their treatment and these de-
cisions need to be made with the patient being provided with an 
adequate amount of information (CoE, 2014; WMA, 2011). The right 
to make an informed decision is also addressed in the Council of 
Europe's Convention on Human Rights and Biomedicine (CoE, 1997, 
ETS No.164). Patient's empowerment for participation in shared 
decision-making should be supported by healthcare professionals 
(EAPC, 2009), and the patient should be seen as an equal part of the 
interdisciplinary team (Gómez-Vírseda et al., 2019). Shared decision-
making where the patient is seen as an active member in making 
decisions together with the healthcare professionals has also been 
identified by the patients as an enabler for optimal palliative care 
(Virdun et al., 2020). In addition, in palliative care patient autonomy 
should be seen as a diverse entity and patients should be given the 
opportunity to engage not only in medical decision but also in every 
day care decisions and decisions regarding end-of-life. (Houska & 
Loučka, 2019). According to previous research, shared decision-
making results in less invasive procedures, increased patient safety, 
reduced healthcare costs (Castro et al., 2016), improved patient sat-
isfaction (Castro et al., 2016; Shay & Lafata, 2015), patient empow-
erment and more informed patients (Castro et al., 2016). According 
to research however, there are too few opportunities for patients 
to genuinely participate in the decision-making regarding their care 
(Seibel et al., 2014).

The definition of shared decision-making in research varies 
(Makoul & Clayman, 2006). However, the main principle of shared 
decision-making is that the decisions regarding patients’ care are 
done in collaboration with the patient, the patient's family and a 
healthcare professional or an interdisciplinary team (Légaré et al., 
2011). Shared decision-making is considered to be interdisciplinary 
if at least two healthcare professionals from different professions 
either simultaneously or sequentially work with the patient (Légaré 
et al., 2011). According to the model by Legaré et al., (2011), the pro-
cess of shared decision-making consists of recognising that a deci-
sion needs to be made, exchanging information, taking into account 
the values and preferences of everybody involved in the decision-
making process, assessment of the preferred and the actual choice, 
its implementation and outcome (Légaré et al., 2011). In this model, 
the roles of the healthcare professionals involved in the team can be 
versatile (Légaré et al., 2011). Lewis et al., (2016), however, state that 

the role of nurses in shared decision-making is significant as nurses, 
more often than others, adopt the role of the decision coach and also 
advocate for the patient, assess the patient's condition and provide 
information in the interdisciplinary team.

Palliative care (Radbruch et al., 2020) and end-of life care (EAPC, 
2009) as terms are used widely and the definitions vary. According 
to the World Health Organization palliative care aims to improve 
the quality of life and prevent or relieve suffering of patients endur-
ing a life-threatening illness (WHPCA & WHOWorldwide Hospice 
Palliative Care Alliance & World Health, 2020). End-of-life care can 
be defined either as a synonym for palliative care or as the final hours 
or days of the patient's life (EAPC, 2009). In this review, end-of-life 
care was defined as the final phase in palliative care consisting of the 
last hours or days of the patient's life. Palliative care patients might 
depend more on the competence of the healthcare professionals 
than patients who have not been diagnosed with a life-threatening 
illness (Seibel et al., 2014). Therefore, shared decision-making con-
cepts that have been developed in the curative setting might not 
be directly applicable in the palliative care settings. Palliative care 
patients who are capable of decision-making should, also, be able 
to determine the preferred role and amount of participation of 
family members (National Consensus Project for Quality Palliative 
Care, 2018). There is a great variety of communicational matters and 
preconceptions that might affect patient participation (Halabi et al., 
2020). For example, it has been established that advanced cancer 
patients’ desire to participate in shared decision-making varies de-
pending on the patients’ age, gender, state of the disease (Gaston & 
Mitchell, 2005) and culture (Cain et al., 2018; EAPC, 2009).

Previously, there have been three reviews published on patient 
participation in shared decision-making in palliative care (Bélanger 
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teamwork

What does this paper contribute to the wider 
global clinical community?

•	 Palliative care patients desire participation in decision-
making about medical treatment but also about every-
day matters that influence their daily life.

•	 Being involved in seemingly small decisions enables 
patients to maintain control over their own life and im-
prove the quality of life.

•	 Patient participation in shared decision-making has nu-
merous prerequisites and the main responsibility for 
enabling patient participation lies with the healthcare 
professionals and the organisations providing palliative 
care.
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et al., 2011; Feuz, 2014; Gaston & Mitchell, 2005). In Gaston and 
Mitchell’s (2005) review from 2005, the aim was to identify stud-
ies that tested ways of improving patient participation in decision-
making and giving information to patients with advanced terminal 
cancer. The study did not limit the patients to only those who 
were in the palliative care stage. The review also focused only 
on the impact of information as an enabler for shared decision-
making and did not examine any other prerequisites; in addition, 
the review only addressed decisions regarding medical treatment. 
In the Belanger et al., (2011) review from 2011, the aim was to 
synthesise knowledge about the process of making informed and 
shared decisions with palliative care patients. The selected stud-
ies mainly focus on treatment decisions in the patient–physician 
dyad and there is a lack of decisions other than medical decisions 
in the studies. However, according to their results Belanger et al., 
(2011) recognised eight different categories of decisions in which 
patients participated. The categories were as follows: unspecified 
treatments, palliative chemotherapy, palliative radiotherapy, pal-
liative surgery, advance directives, place of care, everyday care 
and alternative therapies (Bélanger et al., 2011), whereas Feuz's 
review from 2014 aimed to review the legal and ethical issues rel-
evant to Canadian and UK informed consent and shared decision-
making practices and how these processes related to the current 
topical palliative care practices, with a particular emphasis on ra-
diation therapy (Feuz, 2014). The review was limited to patients 
with a cancer diagnosis and focused on medical decisions and legal 
aspects and found that patients desire participation in treatment 
decisions. The review also established that good communication 
between the patient and the healthcare professionals enables par-
ticipation shared decision-making.

Previous reviews on shared decision-making in the context of 
palliative care have been mainly limited to decision-making involving 
only medical decisions (Bélanger et al., 2011; Feuz, 2014; Gaston & 
Mitchell, 2005). However, the EAPC and the WHO state that pallia-
tive care uses a team approach (WHPCA & WHO,Worldwide Hospice 
Palliative Care Alliance & World Health, 2020) which consists, at a 
minimum, of a nurse and a physician (EAPC, 2009). Although it has 
been established that the role of the nurse is significant in shared 
decision-making (Lewis et al., 2016), in general, the majority of stud-
ies regarding shared decision-making basically focus on the patient-
physician dyad (Légaré et al., 2011) with shared decision-making 
often being limited to only medical decisions (Makoul & Clayman, 
2006). This might be due to the fact that majority of the conceptual 
models of shared decision-making only involve a physician and pa-
tient (Légaré et al., 2011). Additionally, the interdisciplinary models 
of shared decision-making might include nurses but often fail to ad-
dress them separately from other professionals or define their role in 
detail (Lewis et al., 2016). Research on the experiences of palliative 
care patients has also been limited, as it has been thought that the 
patients are too vulnerable (Bloomer et al., 2018). However, it has 
been established that palliative care patients should not be assumed 
to be vulnerable and should be provided with equal opportunities to 
participate in research and contribute to society, science and future 

palliative care (Bloomer et al., 2018). In addition, the need for pallia-
tive care is substantial as it has been estimated that each year over 
52 million adults worldwide are in need of palliative care at the end 
of life (WHPCA & WHO, 2020) with the number increasing rapidly 
and continuing to increase as the population ages and cancer and 
other severe chronic diseases become more common (WHPCA & 
WHO, 2020).

This review is part of a broader research project aiming to ex-
plore patient participation in shared decision-making, the meaning 
of participating in shared decision-making and assessing patients’ 
participation in shared decision-making in palliative care from a 
nursing perspective. Registered nurses (RN) are the largest group of 
healthcare professionals internationally and have a significant role 
in palliative care teams and in enabling patient autonomy (American 
Nurses Association, 2017). Previous reviews did not include every-
day nursing care decisions which are significant in providing quality 
holistic palliative care. This review updates the knowledge gained 
from earlier reviews and focuses more broadly on patient participa-
tion in shared decision-making in palliative care.

2  |  AIM

The aim of the review was to synthesise research findings on pa-
tient participation in shared decision-making in palliative care. The 
ultimate goal of this review is to produce new knowledge and build 
on this to better understand and support patients’ participation in 
shared decision-making in palliative care and improve the quality of 
care. The research questions were as follows:

1.	 In what kind of shared decision-making have palliative care 
patients participated in and what decisions do patients desire 
to participate in?

2.	 What are the prerequisites for patient participation in shared 
decision-making in the context of palliative care?

3  |  METHODS

3.1  |  Design

An integrative review was chosen as the method for this study 
to maximise the collection of research data as an integrative re-
view allows inclusion of studies regardless of the original research 
methodology. This study was conducted based on Whittemore & 
Knafl's process for an integrative literature review (Whittemore 
& Knafl, 2005). According to their process, an integrative review 
consists of an identification of the problem, a literature search, 
data evaluation, data analysis, forming the synthesis and present-
ing the results (Whittemore & Knafl, 2005). This review follows 
the Preferred Reporting Items for Systematic Reviews and Meta-
Analyses (PRISMA) guidelines and the reporting was done following 
the PRISMA checklist (Supplementary File 1) (Moher et al., 2009).
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3.2  |  Literature search

The literature searches were conducted in January 2020 and up-
dated in December 2020 by searching CINAHL, PubMed, PsychINFO 
and COCHRANE computerised databases and by additional ances-
try searching and citation index searching (Conn et al., 2003). The 
search terms used were palliative care, end-of-life, hospice care 
and patient participation and shared decision-making and nurse or 
nursing and their synonyms and MesH-terms. The search phrase is 
presented in Figure 1. An information specialist assisted in defin-
ing the search terms and search phrases. The inclusion criteria were 
peer reviewed scientific articles, adult patients, palliative care, pa-
tient participation in decision-making and decision-making including 
at least one nurse. The exclusion criteria were intensive care, nurs-
ing homes, residential care, dementia, surrogate decision-making, 
advance care planning, euthanasia, child patients, decision-making 
not involving the patient and decision-making limited to the patient–
physician dyad. There was no limit as regards the year or language of 
the publications (Figure 1).

After executing the database search, 940 articles were identi-
fied. No additional records were identified through ancestry search-
ing or citation index searching. After duplicates were removed, 
854 articles remained and after the titles were screened 293 arti-
cles remained. Fifty-six full texts were then selected based on the 
abstracts, and 12 articles were included for this review (Figure 2) 
(Moher et al., 2009). The titles were screened by one of the authors 
(LK), and the abstracts and full texts were screened by two of the 
authors (LK, SA).

3.3  |  Data evaluation

The quality of the included studies was evaluated with a JBI checklist 
for Qualitative Research (Lockwood et al., 2015). Quality appraisal 

was done by two of the authors individually (LK, SA) and discussed 
to produce a consensus. The quality of the included studies was 
good overall, although there was some variation in the qualitative 
studies. The overall quality of the studies is presented in Table 1 in 
the form of total points aggregated from the JBI checklists.

3.4  |  Data analysis

Data analysis was initially done by one of the authors (LK) using 
inductive content analysis (Elo & Kyngäs, 2008), then discussed by 
the research team to reach an agreement. First, the data from the 
studies included in this review that included information about the 
review questions was transferred to a spreadsheet. The data were 
colour coded, and the original expressions were reduced and similar 
reductions were combined into sub-categories. The subcategories 
were then combined to form the main categories. The original arti-
cles and the spreadsheet were rechecked several times to ensure the 
reliability of the analysis. After this, a conceptual map was made and 
the categories obtained were compared and arranged.

4  |  RESULTS

4.1  |  Description of the studies

Overall 12 studies were included for this review (Table 1). The in-
cluded studies were published between 1996–2018, and they were 
conducted in the USA, Australia, the Netherlands, New Zealand, 
Norway, Sweden and Canada. One of the studies had been con-
ducted in several different countries (Belgium, the Netherlands and 
the United Kingdom). All of the included studies were qualitative. 
The sample size varied between 7–80, and the data were obtained 
from patients, family members or healthcare personnel. In nine of 

F I G U R E  1  Search phrase

("terminal care*" OR "hospice care*" OR "end-of-life care" OR "end of life 

care" OR EOL OR "palliative care*" OR (MH "Palliative Care") OR (MH 

"Hospice and Palliative Nursing") OR (MH "Terminal Care+") OR (MH 

"Hospice Care"))

AND

("patient* participa*" OR "consumer* participa*" OR "patient involv*" OR 

"involving patient*" OR shared OR sharing)

AND

("decision making" OR decision-making OR (MH "Decision Making+") OR 

(MH "Decision Making, Shared") OR (MH "Decision Making, Patient+"))

AND

(nurs* OR "nurse specialist*" OR "nurse practitioner*" OR "nursing staff*" 
OR (MH "Nurses+") OR (MH "Nursing Staff, Hospital") OR (MH "Staff 

Nurses"))
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the twelve studies, the data were obtained from patients. In four 
of these nine studies, there were also other informants, who were 
either healthcare professionals or family members.

Out of the twelve studies that were included in this review five 
studies included only patients that were diagnosed with cancer. One 
of the studies focused solely on chronic obstructive pulmonary dis-
ease (COPD) patients and one did not specify the diagnoses of the 
patients being cared for. In five studies, the majority of the patients 
were diagnosed with cancer but they also included patients suffer-
ing from AIDS, heart diseases, respiratory diseases and neurological 
disorders. The data were obtained mainly by interviews and obser-
vation, but surveys were also used. The analysis had been carried 
out using different qualitative approaches according to the research 
methodology. All the articles that were included in this review were 
published in English.

4.2  |  Decisions in which palliative care patients 
have participated and decisions patients desire to 
participate in regarding shared decision-making

Based on the analysis, three categories of decisions in which pa-
tients have participated and those they desire to participate in were 
identified. The identified categories were everyday nursing care 
decisions, treatment-related medical decisions and end-of-life de-
cisions (Figure 3). Even though patients seem to have participated 
in decision-making in all of these categories, the desired level of 
participation was not always achieved (Bottorff et al., 1998; Clover 

et al., 2004; Jerpseth et al., 2018; Lee et al., 2009; Richardson et al., 
2010). The included studies did not report which healthcare profes-
sional took part in any specific decision but all of the studies had 
physicians and nurses involved in the patient's care and in the shared 
decision-making.

4.2.1  |  Everyday nursing care decisions

Everyday nursing care decisions are decisions in which palliative 
care patients participate on a daily basis. Patients participate in 
shared decision-making as regards nursing care routines (Bottorff 
et al., 1998, 2000; Clover et al., 2004) for example, by participat-
ing in planning their daily schedules such as when to go to the bath 
or participating on decisions on whether to use a bedpan or to go 
to the bathroom (Bottorff et al., 2000). Patients also participate in 
decisions about nutrition (Bottorff et al., 1998; Clover et al., 2004; 
Volker & Wu, 2011), who (Bottorff et al., 1998; Clover et al., 2004) 
and when (Bottorff et al., 1998) to ask for help, when to sleep or get 
out of bed and when to be left alone (Bottorff et al., 1998). Patients 
desire to participate in these everyday nursing care decisions and, 
in addition, have control over the extent of their own participation 
in care (Bottorff et al., 1998, 2000; Clover et al., 2004; Richardson 
et al., 2010). Participating in decision-making enables patients 
to maintain control over their own life, comfort and social life, as 
well as the opportunity to maximise their quality of life (Bottorff 
et al., 1998). Being involved also helps patients to feel empowered 
(Bottorff et al., 1998; Clover et al., 2004; Richardson et al., 2010).

F I G U R E  2  PRISMA flow diagram of the 
study selection

Records identified through 
database searching

(n=940)

Abstracts screened
(n=293)

Full-text articles assessed for 
eligibility
(n=56)

Additional records identified 
through other sources

(n=0)

Studies included in the 
qualitative synthesis

(n=12)

Titles excluded
(n=561)

Full-text articles excluded
(n=44)

Not palliative care patients (n=23)
No patients included in the decision 
making (n=5)
Irrelevant study type (n=10)
Nurses not included (n=3)
Takes place in an ICU (n=1)
Not decision making (n=2)

Records after duplicates removed
(n=854)

Abstracts excluded
(n=237)

Titles screened
(n=854)
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4.2.2  |  Treatment-related medical decisions

Patients have participated in shared decision-making about treat-
ment (Bélanger et al., 2016; Bottorff et al., 1998; Hermsen & ten 
Have, 2005; Robijn et al., 2018), medication (Bélanger et al., 2016; 
Bottorff et al., 1998; Clover et al., 2004; Robijn et al., 2018) and tests 
(Bélanger et al., 2016). More specifically, patients have been involved 
in decisions about the continuation of treatment (Hermsen & ten 
Have, 2005), treatment of pain and other symptoms (Hermsen & ten 
Have, 2005; Robijn et al., 2018), chemotherapy (Volker & Wu, 2011) 
and medication scheduling (Bottorff et al., 1998; Clover et al., 2004). 
Patients desire participation in all these decisions. Particularly when 
making decisions about medication, patients feel that it is important 
that they are being heard about their own experiences (Bottorff 
et al., 1998; Clover et al., 2004; Hermsen & ten Have, 2005; Jerpseth 
et al., 2018; Lee et al., 2009; Robijn et al., 2018; Volker & Wu, 2011) 
and have control over medication scheduling (Clover et al., 2004). 
Patients feel that since they know their body best they should be 
involved in the decision-making process affecting their own body 
(Barry & Henderson, 1996; Bottorff et al., 1998; Volker & Wu, 2011). 
Being excluded from treatment decisions might make the patient 
feel insecure and fearful (Jerpseth et al., 2018).

4.2.3  |  End-of-life decisions

Palliative care patients also feel the need to control matters near the 
end of life. Patients have been involved in decision-making about 
the place of death (Clover et al., 2004; Sahlberg-Blom et al., 2000), 
which is seen as important to ensure their own comfort and that 
family members can cope (Clover et al., 2004; Sahlberg-Blom et al., 
2000; Volker & Wu, 2011). In addition, patients desire a broader 
participation in the decision-making that enables them control 

over unfinished business, such as saying their goodbyes (Hermsen 
& ten Have, 2005; Robijn et al., 2018). For example, patients might 
be willing to undergo further treatment as an attempt to buy time 
(Hermsen & ten Have, 2005; Robijn et al., 2018). Patients also desire 
to control care after death (Richardson et al., 2010; Sahlberg-Blom 
et al., 2000; Volker & Wu, 2011), which might help in finding spiritual 
peace (Volker & Wu, 2011).

4.3  |  Prerequisites for patient participation 
in shared decision-making in the context of 
palliative care

Based on the analysis, the prerequisites enabling patient partici-
pation in shared decision-making were identified. The identified 
prerequisites were divided into five categories: interdisciplinary 
teamwork, open communication, good patient–healthcare profes-
sional relationship, favourable environment and mutual information 
(Figure 4).

4.3.1  |  Interdisciplinary teamwork

Interdisciplinary teamwork is a crucial factor in patient partici-
pation in shared decision-making in palliative care. Patients rely 
extensively on healthcare professionals’ recommendations in 
decisions and often need suggestions and a reasonable num-
ber of alternatives from which to choose (Barry & Henderson, 
1996; Bélanger et al., 2016; Bottorff et al., 1998; Bottorff et al., 
2000; Clover et al., 2004; Hermsen & ten Have, 2005; Jerpseth 
et al., 2018; Lee et al., 2009; Robijn et al., 2018; Sahlberg-Blom 

F I G U R E  3  Shared decision-making in which patients have 
participated and decisions patients desire to participate in

Decisions in 
which patients 

have participated 

Everyday nursing care 
decisions2-4,11

Treatment related medical 
decisions1-2, 4-5, 9, 11

End-of-life decisions4,10

Decisions 
patients desire to 

participate in

Everyday nursing care 
decisions2-4, 8, 11

Treatment related medical 
decisions1-2,4-7,9,11

End-of-life decisions5,8-11

F I G U R E  4  The prerequisites for patient participation in shared 
decision-making in palliative care

Shared 
decision 
making 

prerequisites

Interdisciplinary 
teamwork 1-8, 10-

12

Open 
communication

2-8, 10-12

Good patient -
healthcare 

professional 
relationship     

2-4,6,8-9,11

Favourable 
environment3-4, 

6- 9, 12,

Mutual 
information1-12
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et al., 2000; Volker & Wu, 2011). Being offered an appropriate 
number of options helps the patient to make an autonomous 
choice (Hermsen & ten Have, 2005) and to not feel overwhelmed 
(Bottorff et al., 1998). Despite the fact that patients rely on the 
recommendations and suggestions made by the interdisciplinary 
team, it is important to affirm the patient's autonomy and try to 
prevent patients from leaving the decisions to healthcare profes-
sionals (Bélanger et al., 2016; Bottorff et al., 1998; Hermsen & ten 
Have, 2005; Jerpseth et al., 2018; Robijn et al., 2018). However, in 
some cases, it might help the patient to make a difficult decision 
if responsibility for the decision is shared with the interdiscipli-
nary team and not left solely as the responsibility of the patient 
(Bélanger et al., 2016; Bottorff et al., 1998; Robijn et al., 2018; 
Sahlberg-Blom et al., 2000).

Healthcare professionals can reduce the anxiety, and insecurity 
patients might otherwise feel by supporting the patient's decision-
making process and the choices that are made (Bélanger et al., 2016; 
Bottorff et al., 1998, 2000; Clover et al., 2004; Hermsen & ten Have, 
2005; Jerpseth et al., 2018; Lee et al., 2009; Robijn et al., 2018; 
Sahlberg-Blom et al., 2000). Patients’ anxiety can also be reduced 
by reassuring the choice being made is the right one and showing 
respect for the patient's choice (Bélanger et al., 2016; Bottorff et al., 
2000). Previous studies have also stated that patients want to take 
family members and healthcare professionals into consideration 
when making decisions (Bélanger et al., 2016; Bottorff et al., 1998, 
2000; Clover et al., 2004; Sahlberg-Blom et al., 2000; Volker & Wu, 
2011). One study indicated that patients might feel the need to por-
tray themselves as a ‘good patient’ in order to not seem too demand-
ing as they are aware of the nurses’ workloads and want to take this 
into account. This might lead to not voicing all of their hopes and 
desires or consenting to compromises (Bottorff et al., 1998).

4.3.2  |  Open communication

Open communication between the patient, the interdisciplinary 
team and family members is an essential requirement for patient 
participation in shared decision-making. Communication with the 
patient might be verbal but in two of the studies (Bottorff et al., 
1998; Robijn et al., 2018), the meaning of non-verbal communication 
also became evident.

The healthcare professionals’ role in open communication in-
cludes asking open-ended questions, listening (Bélanger et al., 
2016; Bottorff et al., 1998, 2000; Clover et al., 2004; Hermsen & 
ten Have, 2005; Jerpseth et al., 2018; Lee et al., 2009; Robijn et al., 
2018; Sahlberg-Blom et al., 2000) and giving the patient opportu-
nities to discuss and consult. Especially, matters concerning the pa-
tient's daily life and the forthcoming final days and hours of life are 
the most common subjects palliative care patients need to discuss 
(Bottorff et al., 2000; Hermsen & ten Have, 2005; Jerpseth et al., 
2018; Volker & Wu, 2011). The patient's willingness to talk about 
issues might, however, differ, and this should also be taken into con-
sideration (Clover et al., 2004; Jerpseth et al., 2018; Robijn et al., 

2018; Sahlberg-Blom et al., 2000). Healthcare professionals need 
to truly try to get to know, understand and respect patients’ pref-
erences (Bélanger et al., 2016; Bottorff et al., 1998; Bottorff et al., 
2000; Hermsen & Have, 2005; Jerpseth et al., 2018; Lee et al., 2009; 
Robijn et al., 2018; Sahlberg-Blom et al., 2000; Volker & Wu, 2011). 
Various communicational skills are required from the healthcare 
professionals in order for the communication to be open (Bélanger 
et al., 2016; Bottorff et al., 1998, 2000; Clover et al., 2004; Hermsen 
& Have, 2005; Jerpseth et al., 2018; Lee et al., 2009; Robijn et al., 
2018; Sahlberg-Blom et al., 2000).

Patient's might share their desires and feelings non-verbally in 
facial expressions or other behaviour and healthcare professionals 
need to be especially alert and sensitive to these messages (Bottorff 
et al., 1998; Robijn et al., 2018). Non-verbal communication also 
works both ways.

4.3.3  |  Good Patient – Healthcare Professional 
Relationship

Patient participation in shared decision-making also requires a 
good relationship between the healthcare professionals and the 
patient. Good relationships are built on mutual trust and getting to 
know each other (Bélanger et al., 2016; Bottorff et al., 1998, 2000; 
Hermsen & Have, 2005; Jerpseth et al., 2018; Lee et al., 2009; 
Sahlberg-Blom et al., 2000). The relationship between the patient 
and healthcare professionals might affect the decisions the patient 
makes. Patients might feel that they cannot make certain decisions if 
they cannot trust the healthcare professionals (Bottorff et al., 1998; 
Lee et al., 2009), and on the other hand, if the nurses do not know 
the patient well enough, some decisions might be misunderstood 
(Bottorff et al., 1998). The healthcare professionals also need to be 
approachable (Bottorff et al., 2000; Jerpseth et al., 2018; Lee et al., 
2009; Richardson et al., 2010; Volker & Wu, 2011). Patients need to 
feel that they are treated as individuals and their needs are at the 
centre of the healthcare professionals focus (Lee et al., 2009). From 
the patient's perspective, the other crucial factors in forming a good 
relationship are the healthcare professionals’ behaviour (Lee et al., 
2009; Richardson et al., 2010) and trustworthiness, and the feeling 
of being heard and understood (Lee et al., 2009).

4.3.4  |  Favourable environment

Environmental factors are also important for the patient. These 
factors include the need for the physical environment to be favour-
able (Bottorff et al., 2000; Hermsen & ten Have, 2005; Lee et al., 
2009; Richardson et al., 2010) and privacy (Hermsen & ten Have, 
2005). These factors can be achieved through giving the patient 
time (Bottorff et al., 2000; Lee et al., 2009) and creating a sense of 
leisure, sitting down with the patient on their level (Bottorff et al., 
2000), appropriate touching to communicate caring (Lee et al., 2009) 
and making the patient feel welcome (Richardson et al., 2010).
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4.3.5  |  Mutual information

All of the included studies emphasised the importance of informa-
tion in shared decision-making. Patient's need an adequate amount 
of information to make decisions and healthcare professionals also 
need sufficient information to understand the patient's preferences, 
needs and ultimately the choices that the patient makes (Barry 
& Henderson, 1996; Bélanger et al., 2016; Bottorff et al., 1998; 
Bottorff et al., 2000; Clover et al., 2004; Hermsen & ten Have, 2005; 
Jerpseth et al., 2018; Lee et al., 2009; Robijn et al., 2018; Sahlberg-
Blom et al., 2000; Volker & Wu, 2011).

4.3.6  |  From the patient's point of view

From the patient's point of view, information is needed about the 
aims and consequences of the treatment (Bottorff et al., 2000; 
Hermsen & ten Have, 2005; Jerpseth et al., 2018; Volker & Wu, 
2011), treatment options (Bélanger et al., 2016; Bottorff et al., 1998, 
2000; Hermsen & ten Have, 2005; Jerpseth et al., 2018; Robijn et al., 
2018), disease (Bottorff et al., 2000; Hermsen & ten Have, 2005; 
Jerpseth et al., 2018; Robijn et al., 2018), prognosis (Bélanger et al., 
2016; Hermsen & ten Have, 2005; Jerpseth et al., 2018; Robijn et al., 
2018), organisational factors (Bottorff et al., 1998, 2000; Lee et al., 
2009), time schedule factors, nursing care factors and institutional 
factors (Bottorff et al., 1998, 2000). It is the healthcare profession-
als’ responsibility to assess whether the patient has understood and 
accepted the information given (Hermsen & ten Have, 2005).

In decisions that concern treatment, it is clear that the patient's 
disease, treatment consequences, possible side effects and the prog-
nosis all affect the decisions. Patients and physicians also seem to be 
more positive towards making shared decisions when there is uncer-
tainty about the medically best alternative (Bélanger et al., 2016). 
Therefore, exposing uncertainty is important. Patient's also need in-
formation about adverse news and end of life (Hermsen & ten Have, 
2005; Volker & Wu, 2011). When sharing information, healthcare 
professionals should take into account that patient's might not want 
to share all the information with family members (Sahlberg-Blom 
et al., 2000; Volker & Wu, 2011). It is also important to recognise 
that patient's aptitude for dealing with new information might vary 
as well as their ability to receive it (Bottorff et al., 1998; Clover et al., 
2004; Hermsen & ten Have, 2005; Jerpseth et al., 2018).

4.3.7  |  The healthcare professionals’ awareness

Based on the included studies, it is crucial for healthcare profes-
sionals to be comprehensively aware of the patient's situation at 
all times as it might fluctuate. This can be achieved through ongo-
ing assessment of the patient's condition, patient's views and psy-
chosocial factors. As situations might change rapidly the patient's 
capacity to make choices (Bottorff et al., 1998, 2000), their symp-
toms (Bélanger et al., 2016; Bottorff et al., 1998), ability to tolerate 

treatment (Hermsen & ten Have, 2005), response to care (Bottorff 
et al., 1998; Volker & Wu, 2011) as well as the medical feasibility 
of treatment options (Hermsen & ten Have, 2005) should be evalu-
ated often. Patient safety should also be taken into consideration 
and safeguarded (Bottorff et al., 2000). Patient safety should not, 
however, be used as a justification for overriding the patient's right 
to self-determination. Sometimes patients might make decisions 
that will eventually cause pain, discomfort or a feeling of failing as 
a result of overestimating strength or capability. In these situations, 
it is important that the healthcare professionals support the patient 
(Bottorff et al., 1998).

Patient's expectations and their realism also need to be as-
sessed and corrected if necessary (Hermsen & ten Have, 2005). 
Expectations can be affected by the patient's history and their own 
experiences or experiences related by the patient's family members 
(Bélanger et al., 2016; Bottorff et al., 1998). In addition, the patient's 
ability to accept their own disease and current situation has an effect 
(Hermsen & ten Have, 2005; Richardson et al., 2010; Volker & Wu, 
2011).

Patient's views on quality of life should always be the basis for 
the decision-making process (Bélanger et al., 2016; Bottorff et al., 
1998; Hermsen & ten Have, 2005; Jerpseth et al., 2018). The health-
care professionals also need to take into consideration other factors 
that might affect patient's willingness to participate (Lee et al., 2009); 
for example, the patient may have other plans for the day (Bottorff 
et al., 1998). It is also important to frequently check patient prefer-
ences since patients might change their minds rapidly (Bottorff et al., 
1998, 2000; Lee et al., 2009; Robijn et al., 2018). Psychosocial fac-
tors (Bottorff et al., 1998; Hermsen & ten Have, 2005) like the ability 
of the patient's family members to care for their relative undergoing 
the treatment should also be assessed.

5  |  DISCUSSION

5.1  |  Main findings

The aim of the review was to synthesise research findings on patient 
participation in shared decision-making in palliative care. This review 
updates the knowledge gained from the previous reviews and fo-
cuses on a broader view of patient participation in shared decision-
making involving nurses and not limiting the patients based on their 
diagnosis.

The studies included in this review were conducted in Europe, 
Australia and North America. Therefore, the results of this review 
might not be generalisable culturally. The lack of Asian, South 
American and African research might be due to that fact that pal-
liative care services are still in their development phase according 
to the mapping by the WHO & WHPCA of palliative care develop-
ment (WHPCA & WHO, 2020). According to the WHPCA and WHO 
(2020), only 12% of the need for palliative care is being met globally 
and the accessibility of palliative care is most insufficient in low- and 
middle-income countries. In addition, in some of the Asian cultures 
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the role of the family members is strongly emphasised in decision-
making (Back & Huak, 2005; Tang et al., 2005). Nine of the twelve 
included studies focused on the patient's point of view, and the in-
formation was obtained from palliative care patients. All of the in-
cluded studies were qualitative.

Based on the results of this review, it is clear, and has been 
recognised in previous literature (Houska & Loučka, 2019), that 
palliative care patients want to participate more extensively in 
decision-making and not solely on medical decisions. In this review, 
the decisions in which patients participated or desired to participate 
in were divided into three categories: everyday nursing care deci-
sions, treatment-related medical decisions and end-of-life decisions 
(Figure 3). This review also confirms the fact that even though pa-
tients might desire to participate in shared decision-making this de-
sire is not always met by the healthcare professionals. This finding 
is in line with previous literature (Seibel et al., 2014). Previous re-
views have all recognised patient participation in medical decisions 
(Bélanger et al., 2011; Feuz, 2014; Gaston & Mitchell, 2005), but they 
have also focused mainly on decisions regarding the patient's treat-
ment. The Bélanger et al., (2011) review identified also non-medical 
decisions and these partly overlap with the everyday nursing care 
decisions identified in this review. The lack of end of life decisions 
in the previous reviews might be explained by the limited studies on 
the decisions made in the final hours or days of life.

The more extensive categories for the decisions in which the pa-
tients participate or desire to participate found in this review is prob-
ably due to the fact that this review included the nursing perspective 
and excluded studies focusing only on patient–physician dyad. In the 
past the nurses’ role has not been clearly defined and nurses have 
often been dismissed in the conceptual models of shared decision-
making (Lewis et al., 2016). Additionally, in this review shared 
decision-making was defined as including all of the decisions that 
involved a healthcare professional and the patient. The identified 
decision categories are not profession-specific as nurses give med-
ications and physicians might be for example involved in decisions 
about activities of daily living and nutrition.

Palliative care patients might want to be included in deliberation 
about whether to use antibiotics in case of an infection or not but it 
might be as important to have control over decisions about every-
day events such as taking a bath in the evening when they might 
feel more alert or when to have their medication so the side effects 
will not disrupt their plans for the day. These decisions enable pa-
tients to maintain some control over own body, its functions and 
their remaining life. The decisions palliative care patients want to be 
involved in might sometimes seem insignificant but being involved 
improves the patient's quality of life and feeling of self-worth. When 
patients get to be involved in the decisions regarding their care on a 
daily basis they also might be more satisfied with the care received. 
This is why shared decision-making should be considered more com-
prehensively in palliative care than it often is when researched in 
curative settings.

In this review, five categories of prerequisites for patient par-
ticipation in shared decision-making were identified (Figure 4). The 

categories consisted of interdisciplinary teamwork, open communi-
cation, good patient–healthcare professional relationship, a favour-
able environment and mutual information. These results are in line 
with the prerequisites for good quality palliative care (EAPC, 2009). 
On the basis of these results, it was established that patient partic-
ipation in shared decision-making has numerous prerequisites and 
they are all interconnected with each other and some of them are 
preconditions to other conditions. The responsibility for enabling 
patients to participate in shared decision-making mainly lies with the 
healthcare professionals and the organisations providing palliative 
care, which is in line with the EAPC (2009) standards for quality pal-
liative care. Healthcare professionals must ensure that the interdis-
ciplinary teamwork is functional and that the communication is open 
and honest. In addition, patients must be provided with adequate 
information and healthcare professionals need to ensure that the pa-
tient can understand and accept the given information. Healthcare 
professionals also need a great deal of information from the patient, 
for example preferences, desired involvement of the family mem-
bers, attitudes and previous experiences. It is both the patient's and 
the healthcare professionals’ responsibility to assure that all of the 
needed information has been shared. The information gained from 
the patients and the decisions made together with the patient need 
to be documented in an appropriate manner. Information (Bélanger 
et al., 2011; Feuz, 2014; Gaston & Mitchell, 2005), communication 
and interdisciplinary teamwork (Bélanger et al., 2011; Feuz, 2014) 
have also been established as prerequisites for patient participa-
tion in shared decision-making in the results of the earlier reviews. 
The EAPC (2009) and the Council of Europe (2014) also address the 
importance of these factors. Healthcare professionals should take 
into consideration that patient's capacity to comprehend new infor-
mation might be limited and that too many options might lead to 
anxiety.

Additionally, healthcare professionals need to form a good re-
lationship with the patient, which is also stated by the National 
Consensus Project for Quality Palliative Care (2018). It is important 
to recognise that in palliative care the patient's situation might fluc-
tuate and their willingness and capability to be involved in decision-
making might vary depending on the patient's current state or the 
decision to be made. Therefore, healthcare professionals need to fre-
quently assess the patient's willingness and capacity to be involved 
in decision-making in collaboration with the patient and family mem-
bers. Healthcare professionals should enable patient's participation 
in shared decision-making in all decisions possible. The higher num-
ber of prerequisites identified in this study compared to the previous 
reviews might be explained by the fact that this review looks at the 
issue more broadly; the nursing perspective has been addressed and 
patient groups were not excluded based on their diagnosis.

Based on the results, palliative care patients depend on the 
recommendations of the healthcare professionals. Patients’ depen-
dence on physicians’ recommendations has been identified also in 
previous reviews (Feuz, 2014; Gaston & Mitchell, 2005) and studies 
(Seibel et al., 2014). Healthcare professionals should not, however, 
use their authority to override patient's preferences. Patient's view 



12  |    KUOSMANEN et al.

on quality of life should always be in the basis of the decision-making 
process even if it might deviate from the healthcare professionals’ 
views on what is best for the patient. It is the healthcare profession-
als’ responsibility to ensure that the patient has all the information 
necessary in order to make the best decision.

5.2  |  Strengths and limitations

Good scientific practises were followed in every phase of this re-
view. The review was conducted according to the process of integra-
tive literature review by Whittemore and Knafl (2005). The search 
phrase was formed with the help of an information specialist, and 
the selection of the articles was done by two authors. The quality 
appraisal of the included articles was done by two authors with the 
JBI checklist. The overall quality of the included articles was good, 
and however, there was some variation. The data analysis was per-
formed according to the model of Elo and Kyngäs (2008) and initially 
conducted by one of the authors and later discussed by the research 
team with an agreement being reached.

However, this review has some limitations. The factors that 
threaten the reliability of this study are mainly related to data. Only 
a limited number of studies have been conducted on the subject, 
all of the included articles were qualitative, and the samples were 
small. The studies were all conducted in Australia, Europe and North 
America, and therefore, possible cultural differences might not ap-
pear in this review. Healthcare professionals were not limited only to 
physicians and nurses, but the included studies only addressed these 
two occupations. In this review, the focus was on cognitively alert 
patients and patients with cognitive impairments were excluded. 
This might affect the results as more than 12% of patients in need 
of palliative care suffer from dementia (WHPCA & WHO, 2020) and 
there are numerous other illnesses and circumstances that can af-
fect palliative care patients’ cognitive functions. Nevertheless, this 
exclusion was done because the process of decision-making differs 
between patients with cognitive impairments and cognitively alert 
patients. No articles were excluded based on the language, but all 
of the eligible articles were published in English. Additionally, the 
diversity of the terms and concepts and their varying use in previous 
research was a challenge. This may have allowed some studies to 
have been overlooked in the searches.

Due to the small number of studies, small samples and cultural 
bias, it may not be possible to draw broader conclusions from this re-
view. This review, however, covers the current research on the topic 
and therefore gives as comprehensive a description of the subject 
as possible.

6  |  CONCLUSIONS

Research is very limited on patient participation in shared 
decision-making including a nurse in the context of palliative care. 

However, it would seem that patients generally do participate in 
shared decision-making in fairly broad terms even though not as 
extensively as they desire. Overall, most palliative care patients 
seem to desire to participate in shared decision-making and 
the decisions patients want to be involved in are wide-ranging. 
Patients’ desire control in seemingly small things as this helps 
them to feel they have some control over their lives and are being 
seen as individuals.

The identified prerequisites were numerous, and they are all is-
sues that patients, family members and healthcare professionals can 
all contribute to. However, the primary responsibility for enabling 
patient participation in shared decision-making lies with healthcare 
professionals. Organisations providing palliative care should rec-
ognise their responsibility in providing a suitable environment for 
palliative care as well as a well-resourced, educated and motivated 
personnel, adequate facilities and a care culture that enables the 
family members’ participation in care.

Patient participation in shared decision-making in palliative care 
is a complex issue and an area where more research is needed. There 
is a need to conduct more research from the patient's perspective 
and explore the meaning of participating in shared decision-making 
from the patient's point of view. Even though the majority of the in-
cluded studies focused on the patient's point of view, the research is 
still limited. There is also a need for intervention research and quan-
titative research as it would be important to look in more detail at 
the implementation of shared decision-making and its effects in a 
wider context.

7  |  RELE VANCE TO CLINIC AL PR AC TICE

According to the results, the main responsibility for enabling patient 
participation lies with the healthcare professionals and the organisa-
tions providing palliative care. There is still a need to further invest in 
developing nurses’ knowledge about patient participation in shared 
decision-making in palliative care. Nurses are often seen as part-
ners and advocates for palliative care patients and this important 
role needs to be acknowledged. The results will be useful for nurse 
managers and policymakers in organising and planning nursing edu-
cation and palliative care nurse education as well as when managing 
palliative care staff.
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