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Abstract

Aims: In hospital settings, decisions about potentially life-prolonging treatments are
often made in a dialogue between a patient and their physician, with a focus on ac-
tive treatment. Nurses can have a valuable contribution in this process, but it seems
they are not always involved. Our aim was to explore how hospital nurses perceive
their current role and preferred role in shared decision-making about potentially life-
prolonging treatment in patients in the last phase of life.

Design: Cross-sectional quantitative study conducted in the Netherlands in April and
May 2019.

Methods: An online survey, using a questionnaire consisting of 12 statements on
nurses' opinion about supporting patients in decisions about potentially life-prolonging
treatments, and 13 statements on nurses' actual involvement in these decisions.
Results: In total 179 hospital nurses from multiple institutions who care for adult pa-
tients in the last phase of life responded. Nurses agreed that they should have arole in
shared decision-making about potentially life-prolonging treatments, indicating great-
est agreement with ‘It is my task to speak up for my patient’ and ‘It is important that
my role in supporting patients is clear’. However, nurses also said that in practice they
were often not involved in shared decision-making, with least involvement in ‘active
participation in communication about treatment decisions’ and ‘supporting a patient
with the decision’.

Conclusion: There is a discrepancy between nurses' preferred role in decision-making
about potentially life-prolonging treatment and their actual role. More effort is
needed to increase nurses' involvement.

Impact: Nurses' contribution to decision-making is increasingly considered to be valu-
able by the nurses themselves, physicians and patients, though involvement is still not
common. Future research should focus on strategies, such as training programs, that

empower nurses to take an active role in decision-making.
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1 | INTRODUCTION

Patients who are in the last phase of life due to advanced diseases
or old-age frailty often face difficult decisions about potentially
life-prolonging treatment (Etkind et al., 2017; Pieterse, Stiggelbout,
& Montori, 2019). Patients are considered to be in the last phase
of life when they have a life-threatening progressive illness, have
a limited life expectancy (<1 year), or have a diagnosis of old-age-
related frailty (i.e. aged over 70 and with multi-morbidity). Decisions
about potentially life-prolonging treatment concern for instance
starting, refraining or withdrawing from chemotherapy, radiother-
apy, surgery, intravenous administration of antibiotics or artificial
nutrition (Charles, Gafni, & Whelan, 1997; Pieterse et al., 2019).
Such treatments may have limited benefit besides prolonging life
(Diouf, Menear, Robitaille, Painchaud Guerard, & Legare, 2016;
Epstein et al., 2017). However, they may have harmful side effects
such as nausea, fatigue or restrictions of movement, and therefore
might harm the patient's quality of life (Epstein et al., 2017; Legare &
Witteman, 2013; Shrestha et al., 2019). In these specific situations,
difficult trade-offs can be at stake: on the one hand offering a treat-
ment that might result in prolongation of life but could also have
harmful side effects that might reduce the quality of life, or on the
other hand refraining from or withdrawing treatment and focusing
on the quality of life.

2 | BACKGROUND

Ideally, choices about potentially life-prolonging treatments are
made after careful consideration of the risks and benefits (Barry &
Edgman-Levitan, 2012; Engel, Brinkman-Stoppelenburg, Nieboer, &
van der Heide, 2018; Epstein et al., 2017; Kaasalainen et al., 2014).
Shared decision-making can be defined as an approach to treat-
ment decisions that involves healthcare professionals' evidence
and expertise as well as patients' values and preferences (Elwyn
et al., 2017; Stiggelbout, Pieterse, & De Haes, 2015). This is con-
sidered important in helping patients, close relatives and healthcare
professionals to explicitly determine the patient's preferences and
values about the treatment options, including the option of refrain-
ing from potentially life-prolonging treatment (Elwyn et al., 2017,
Epstein et al., 2017). To incorporate patient preferences, four steps
can be distinguished: (I) informing a patient that a decision is to be
made and the patient's opinion is important; (Il) explaining the op-
tions, including the benefits and disadvantages; (Ill) exploring the
patient's preferences; and (IV) reaching a decision (Stiggelbout
etal,, 2015).

Decisions about potentially life-prolonging treatments are
often made in a dialogue between the patient and their physi-
cian. There are indications that nurses are often not involved in
shared decision-making in general (Joseph-Williams et al., 2017,

Tariman et al., 2016), although their role is considered important

(Dees et al., 2018). Patients are in close and frequent contact
with nurses and therefore often share valuable information about
their wishes and preferences with their nurses— information that
they do not share with their physician (Engel et al., 2018; Epstein
et al., 2017; Kaasalainen et al., 2014). Nurses can act as an inter-
mediary between patients and physicians (Dees et al., 2018). In a
qualitative study, Bos-van den Hoek et al. found that nurses can
have a complementary, facilitating or supporting role in shared
decision-making (Bos-van den Hoek et al., 2021). To be more spe-
cific, nurses are able to provide a broader view of the patient's
well-being, to further explain information that has been given
to a patient by the physician and to provide patients and their
family with emotional support (Bos-van den Hoek et al., 2021;
McCullough, McKinlay, Barthow, Moss, & Wise, 2010; Salantera,
Eriksson, Junnola, Salminen, & Lauri, 2003). Involving nurses in
the shared decision-making process might lead to treatment de-
cisions that are more in accordance with the patient's values and
preferences, which might also result in a higher quality of life for
both patients and their families (Bos-van den Hoek et al., 2021;
Wright et al., 2008; Zhang et al., 2009).

Nurses could make a valuable contribution in shared decision-
making about potentially life-prolonging treatments. However,
previous research, mainly from Europe and North America, de-
scribed that hospital nurses seem to be less involved than they
would prefer (Bos-van den Hoek et al., 2021; Lewis, Stacey, Squires,
& Carroll, 2016; Stacey et al., 2011; Tariman & Szubski, 2015).
Additionally, nurses have reported their wish to be more involved
than they currently are in decision-making towards the end of
life (Albers et al., 2014; de Veer, Francke, & Poortvliet, 2008;
Inghelbrecht, Bilsen, Mortier, & Deliens, 2009). In general, shared
decision-making is a topic of interest in countries around the
world, that is in Europe, North America, South America, Australia
and Asia (Alden, Merz, & Akashi, 2012; Diouf et al., 2016; Harter
et al., 2017; Ng et al.,, 2013). At the same time, this interest is
mainly limited to involvement of both patients and physicians in
shared decision-making. Unfortunately, despite this worldwide
interest in shared decision-making, little is known about the dis-
crepancy between nurses' actual and preferred involvement, and
their need for support to enable them to fulfil their preferred role

in shared decision-making.

21 | THESTUDY

2.2 | Aims
The following questions have been addressed in this study:

1. How do hospital nurses perceive their present role and
preferred role in shared decision-making about potentially life-
prolonging treatments in patients in the last phase of life, due to

advanced disease or old-age frailty?
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2. What support do hospital nurses need to fulfil their preferred
role and to support patients who are in the last phase of life in

decision-making about potentially life-prolonging treatments?

2.3 | Design
In spring 2019, we conducted a cross-sectional quantitative study

among hospital nurses in the Netherlands, using an online survey.

2.4 | Participants

Nurses working in hospitals were selected from a pre-existing na-
tionwide research sample, the Nursing Staff Panel (de Veer, 2021).
This panel consists of a nationwide representative sample of nursing
staff from multiple institutions in various healthcare sectors. Nurses
in this panel are mainly recruited via Dutch employee insurance
agencies. This recruitment method ensures a diverse composition of
the Panel in terms of age, gender, region and employer.

All members of the Nursing Staff Panel previously agreed to
complete questionnaires about issues in nursing on a regular basis.
For this study, only members of the Nursing Staff Panel who worked
as a registered nurse in a general or university hospital (n = 502)
received an e-mail with information about the aim and content
of the survey and a unique link to the questionnaire. The internet
link remained active for a period of 1 month, between 26 April and
26 May 2019. To improve the response rate, up to two e-mail re-
minders were sent to non-responders 1 week and 3 weeks after the
first invitation. Respondents could enter a draw for 10 gift vouchers
of €20 each.

2.5 | Data collection

Data were collected using a self-developed questionnaire. This
questionnaire was partly based on findings from interviews in a
previous study, in which nurses described their role in decisions
about potentially life-prolonging treatment as checking, com-
plementing and facilitating the decision-making process (Bos-
van den Hoek et al., 2021). In addition to these items influenced
by the interviews, we added a selection of items from the Role
Competency Scale on Shared Decision-Making--Nurses (SDM-
N; Tariman et al., 2018). The SDM-N identifies the role compe-
tency of oncology nurses in decision-making and consists of 20
statements on knowledge, attitude, communication skills and
adaptability (Tariman et al., 2018). Since no Dutch version of the
SDM-N was available, a senior researcher translated all 20 state-
ments from the original English version into Dutch. Backward
translation was performed by an independent, bilingual Clinical
Nurse Specialist who did not have access to the original version.
There were few discrepancies in the wording of the translation
compared with the original English version (such as ‘joint’ instead

of ‘shared’ decision-making), and these were resolved through dis-
cussion. Subsequently, in consultation with the research team we
selected the items that covered our research focus, that is what
nurses consider important (preferred role) and how they appraise
their involvement (actual role) in decisions about potentially life-
prolonging treatment. We initially selected 10 of the 20 items
from the SDM-N scale (see ‘Supporting Information’), and re-
phrased these through discussion to match our research focus and
population (e.g. we changed the words ‘cancer treatment decision-
making process’ to ‘decision-making about treatments in the last
phase of life’). We subsequently added three statements that con-
cerned the supportive role of nurses.

The questionnaire started with items on background character-
istics, namely age, gender, work experience, work setting, highest
level of nursing education and how often the nurse provides care for
adult patients in the last phase of life (‘never’, ‘sometimes’ or ‘often’).
Nurses who stated that they provided care for this patient group
were invited to fill in the questionnaire. The questionnaire had two
sections: one section about preferred and one about actual involve-
ment. The section on preferred involvement consisted of 12 state-
ments, starting with ‘I think that, considering decision-making about
life-prolonging treatment, it is important that I..., to be rated on a
5-point Likert scale ranging from 1 (‘totally disagree’), 2 (‘disagree’), 3
(‘neither disagree nor agree’), 4 (‘agree’) to 5 (‘totally agree’).

The second section concerned the actual involvement, which
was assessed in 13 statements starting with ‘Considering decision-
making about potentially life-prolonging treatment, I..., rated on
a 5-point Likert scale ranging from 1 (‘never’), 2 (‘rarely’), 3 (‘occa-
sionally’), 4 (‘frequently’) to 5 (‘always’). At the end of each section,
nurses could add free-text comments on their preferred role or their
actual involvement.

In a final section, nurses were asked what they need for them-
selves and their team to support patients in the last phase of life
in decisions about potentially life-prolonging treatment. These
questions had multiple-choice answer options, based on the inter-
views that were held previously (Bos-van den Hoek et al., 2021).
In addition, nurses could supplement these answers with free-text

comments.

2.6 | Ethical considerations

For this questionnaire study no formal ethics approval was required,
since the relevant Dutch act (Medical Research Involving Human
Subjects Act) only requires ethics approval from a Medical-Ethical
Review Board if the research concerns medical research in which
participants are subjected to procedures or are required to follow
rules of behaviour.

Study participation was voluntary. Participant consent was as-
sumed on return of a completed questionnaire. The questionnaire
data were stored and analysed anonymously, in accordance with
the Dutch General Data Protection Regulation. This study was con-
ducted in accordance with the guidelines of good clinical practice.
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2.7 | Data analysis
Descriptive analyses were performed on the background character-
istics of nurses' age, gender and work experience (in years).

To make the scores for the preferred and actual involvement
easier to understand, they were computed in line with the rescaling
procedures for the nine-item Shared Decision-Making Questionnaire
(SDM-9) and the shared decision-making questionnaire from the
perspective of the physician (SDM-Q-doc; Kriston et al., 2010;
Rodenburg-Vandenbussche et al., 2015). The scores are presented as
percentages, with 100% representing the highest level of preferred
or actual involvement and 0% the lowest level of preferred or actual
involvement. To rescale the score, raw scores were multiplied by
20/12 (preferred involvement) or 20/13 (actual involvement; Kriston
et al., 2010). Tests of normality showed that only the scores for the
preferred role were normally distributed. Since scores on actual in-
volvement were not normally distributed, nonparametric analysis (me-
dian scores with interquartile ranges) were used to present all scores.
Descriptive analyses were used for the results. Open comments were
only used to further illustrate the results; no further analysis was per-
formed on the open comments. The questions on nurses' needs for
support were also analysed using descriptive analysis.

The Wilcoxon Signed-Rank test was used to determine whether
there was a statistically significant difference between the scores
for the preferred role and the actual role.

All statistical analyses were performed with SPSS Statistics 26
(IBM Corporation). A p-value of <.05 was considered statistically

significant.

2.8 | Validity and reliability/rigour

The SDM-N was previously found to be reliable and valid (Tariman
et al.,, 2018). Since we translated and rephrased the items and
also added self-developed items, we pilot-tested face validity
with two hospital nurses using the ‘think aloud’ principle (Ramey
et al., 2006). The items appeared to be easily understandable, and
no adjustments were needed after pilot testing. Furthermore, we
assessed internal consistency by calculating Cronbach's alpha,
thereby evaluating the extent to which the different items of the
guestionnaire measure the same concept. In our study, overall
Cronbach's alpha was .91. For the ‘preferred involvement’ and
‘actual involvement’ sections, Cronbach's alpha was .79 and .90,

respectively.

3 | RESULTS

A total of 233 members of the Nursing Staff Panel (response rate
46%) returned the online questionnaire (Figure 2). Of these respond-
ents, 183 stated that they cared for adult patients in the last phase
of life due to life-threatening advanced diseases or old-age frailty.
Four questionnaires were excluded from the analysis since none of

TABLE 1 Demographic characteristics, N =179

Gender
Female - n (%) 155 (86.6)
Age - median (min-max) 50 (22-64)
Work experience in years
Median - min-max 25 (1-46)
Hospital type - n (%)
General hospital 142 (79.3)
Academic hospital 37 (20.7)
Working with patient population - n (%)?
Adults with incurable cancer 169 (94.4)
Adults with other life-limiting conditions 160 (89.3)
Vulnerable elderly 171 (95.5)
Working as - n (%)
Nurse 87 (48.6)
Clinical nurse specialist 11 (6.1)
Specialized nurse 70 (39.1)
Other 11 (6.1)
Working in - n (%)*
Inpatient clinic 122 (52.4)
QOutpatient clinic 24 (10.3)
Day care 24 (10.3)
Other® 28 (12.0)
Specialism - n (%)?
Oncology 48 (26.8)
Pulmonology 36(20.1)
Cardiology 41 (22.9)
Neurology 28 (15.6)
Geriatrics 18(10.1)
Internal medicine 40 (22.3)
Surgery 47 (26.3)
Other® 79 (44.1)

2Multiple answers possible.
bSuch as emergency or supporting specialism.
“Such as emergency, nephrology, ICU, urology or multiple specialisms.

the statements were answered. Hence, 179 questionnaires were in-
cluded in the analysis. Most respondents were female nurses, with a
median age of 50 and median work experience of 25 years (Table 1).

3.1 | Nurses' preferred role in shared decision-
making about potentially life-prolonging treatments

The overall median score for the preferred role was 76.7% (inter-
quartile range [IQR] 73.3%-83.3%; Figure 1). This means that nurses
agreed that they prefer to have a role in supporting the patient's
treatment decision, based on the categories from 1 (0%-20%, totally
disagree) to 5 (80%-100%, totally agree).

The greatest agreement was found with the following state-
ments: ‘it is my task to speak up for my patient when decisions about
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‘| THINK THAT, CONSIDERING DECISION MAKING ABOUT LIFE
PROLONGING TREATMENT ..."

it is my task to speak up for my patient when decisions
about life-prolonging treatments are made
it is important that my role in supporting patients
in decision-making about life- prolonging treatment is clear
it is important that my opinion in decisions about
life-prolonging treatment is valued by physicians
it is my task to discuss important information about
the patient in multidisciplinary team meetings
it is my task to regularly elicit the wishes and
preferences of a patient in the last phase of life

it is important that | support patients in
decision-making about a treatment
it important to provide patients with information about their
condition and their treatment(s) in the last phase of life
it is important that | am actively involved in discussions about
treatment decisions for patients in the last phase of life
my role in decision-making about treatments
in the last phase of life is feasible
my role in decision-making about treatments
in the last phase of life is complex
it is important that my opinion in decisions about
life-prolonging treatment is valued by patients

it is important that the decision is based g
. I 5%
exclusively on the patient’s wishes ==

0%

5%

3%
4%
2%
3%
5%

3%

4%

% nurses who totally disagree

1% 8%

2% 10%

1% 16%

% nurses who disagree

e
T

o aw

e

13% 55% 2%
26% 61% 0%
32% 43% 9%

16% 40% 33% 7%
30% 25% 26% 5%

20% 30% 40% 50% 60% 70% 80% 90% 100%

% nurses who neither agree nor

with "l think ..." with "l think ..." disagree with "l think ..."
% nurses who agree B % nurses who totally agree
with "I think ..." with "l think ..."

FIGURE 1 Overview from answers in questioning nurses' preferred role in shared decision-making towards life-prolonging

treatment

life-prolonging treatments are made’ (95% totally agree or agree) and
‘itis important that my role in supporting patients in decision-making
about life-prolonging treatment is clear’ (90% totally agree or agree).
Additionally, nurses say that they think it is important to support
patients in decision-making about a treatment (85% totally agree or
agree). Nurses reported least agreement with ‘it is important that
my opinion in decisions about life-prolonging treatment is valued by
patients’ (40% totally agree or agree) and ‘it is important that the
decision is based exclusively on the patient's wishes' (41% totally
agree or agree). Although nurses consider their preferred role as fea-
sible (71% totally agree or agree with this), they also see this role as
complex (52% totally agree or agree). In the open comments, some
nurses added that it is important that the patient is well informed
about the treatment options and outcomes before making the final
choice based on their own values.

3.2 | Nurses' actual role in shared decision-making
about potentially life-prolonging treatments

For their actual role, nurses reported an overall median score of
61.5% (IQR = 52.3%-70.8%; Figure 2), meaning that they are in-
volved sometimes or regularly in decision-making about potentially
life-prolonging treatments.

Considering the individual statements, the greatest agreement was
found with the following statements: ‘focus exclusively on the patient

when decisions about life-prolonging treatment are made’ (62% al-
ways or often) and ‘I speak up for my patient when decisions about
life-prolonging treatments are made’ (52% always or often). Least
agreement was reported by nurses with the following statements: ‘|
support patients in decision-making about life-prolonging treatments’
(21% always or often) and ‘I have enough time to participate in discus-
sions about life-prolonging treatment decisions’ (22% always or often).

3.3 | Differences between the actual role and
preferred role

Nurses' scores on their actual role were significantly lower com-
pared with their scores for the preferred role in shared decision-
making about potentially life-prolonging treatments (median scores
61.5% and 76.7%, respectively; p < .001). On an individual level,
differences between nurses' preferred role and actual role varied
from minus 19.2% to plus 50.1%, with a median difference of 16.1%
(IQR = 8.8%-22.7%). Eleven nurses reported a negative difference
between their preferred role and their actual role (-0.3% to -19.2%).

3.4 | Need for support to fulfil the preferred role

To fulfil the preferred role in shared decision-making, nurses reported
a need for ‘time’ (mentioned by 51.4% of nurses) and ‘clear information
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STATEMENT: "CONSIDERING DECISION-MAKING ABOUT LIFE-
PROLONGING TREATMENT, I..."

focus exclusively on the patient when decisions about .
life-prolonging treatment are made ST

speak up for my patient when decisions about

life-prolonging treatments are made 4 32%
regularly elicit patients’ wishes and preferences regarding
treatment decision-making in the last phase of life 35%
have sufficient knowledge of palliative care is sufficient
to support patients in the last phase of life in 34%

decision-making about life-prolonging treatments
inform patients about their condition and their
treatment(s) in the last phase of life

29%

experience that my opinion is valued by the o

physician during the decision-making process 34%

experience that my opinion is valued by patients ‘ ’ 379%
‘o

during the decision-making process

think my role in supporting patients in decision-making ’
about life-prolonging treatment is clear 1

35%|

discuss important information about a patient
in multidisciplinary team meetings

‘24% ]

have a better idea of the preferences and

needs of the patient than the physician |26% ’ .
actively participate in discussions where decisions | 19% .
about life-prolonging treatments are made °
have enough time to participate in discussions | 17% .
about life-prolonging treatment decisions °
support patients in decision-making | 15% -
about life-prolonging treatments °

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

M % nurses who M % nurses who [ % nurses who % nurses who M % nurses who
"... never" "... sometimes" "... regularly" "... often” " ... always"

FIGURE 2 Overview from answers in questioning nurses' actual role in shared decision-making towards life-prolonging
treatments

TABLE 2 What nurses need most

from ward management to support adult
patients in decision-making during the last Time to start a conversation with the patient about treatment decisions 90 (51.4)
phase of life, N = 175

N (%)?

Clear information transfer about the patient from my direct colleagues 58 (33.1)
Clear information transfer about the patient from the physician 57 (32.6)
Training or education 42 (24.0)
Shared vision from the department about palliative care 41 (23.4)
Acknowledgement of my role in decision-making by physicians 37 (21.1)
Organized meetings to learn from each other's experiences 36 (20.6)
Good coordination in EPD 35 (20.0)
Clarity about my role in treatment decision-making 30(17.1)
Space for autonomy in my work 15 (8.6)
Acknowledgement of my role in decision-making by other disciplines 9(5.1)
Nothing 6(3.4)
Other 3(1.7)
Guidance from my manager to guide patients in their last phase of life 2(1.1)

Multiple answers possible.

transfer’ by direct colleagues (33.1%) and physicians (32.6%; Table 2). the end of life (31.8%; Table 3). In open comments, nurses added good
As for themselves, nurses mentioned the need for more knowledge communication, acknowledgement of their expertise and equivalence
about palliative care (44.7% of respondents), more clarity about their in roles as important factors to help them fulfil their preferred role in
role in decision-making (32.4%) and more skills in guiding patients at shared decision-making about potentially life-prolonging treatments.
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TABLE 3 What nurses themselves need most to support adult
patients in decision-making during the last phase of life, N = 170

N (%)*

More knowledge about palliative care 76 (44.7)
More clarity about my role in decision-making 55(32.4)
More skills in guiding patients at the end of life 4(31.8)
More skills in conversation techniques 35 (20.6)
More knowledge about medical treatment(s) 4 (20.0)
More skills in nursing leadership 32(18.8)
Nothing 9(17.1)
Other 3(1.8)

@Multiple answers possible.

4 | DISCUSSION

The results of our study showed a significant difference between
nurses' actual role and preferred role in decision-making about po-
tentially life-prolonging treatments in patients who are in the last
phase of life due to advanced diseases or old-age frailty. Overall,
nurses gave higher scores for their preferred role in decision-making
as compared with their actual role (15% difference). To be more
involved in decisions about potentially life-prolonging treatment,
nurses report a need for the organization to arrange more time and
education, and clearer information transfer; they also reported a
personal need for knowledge and skills concerning end of life care,
and more clarity about their role in the decision-making process.

In our study, there is a huge gap between the importance that
nurses attach to supporting a patient in decision-making about po-
tentially life-prolonging treatments (85% of nurses agree or totally
agree), and the actual support they report providing (21% say that
they often or always provide support). Previous research found
that nurses are able to fulfil a supportive role for patients, family
and physicians by building trusting relationships, showing empa-
thy and providing emotional support (Adams, Bailey, Anderson, &
Docherty, 2011; Bos-van den Hoek et al., 2021). Also, it was found
that nurses might not always be aware of their contribution to shared
decision-making, given the difficulties that they experience in de-
scribing their role (Bos-van den Hoek et al., 2021). Nevertheless,
our findings confirm previous indications that nurses are less in-
volved than they would prefer. If nurses are not as involved, this
can result in patients feeling less supported (McAndrew, Leske,
& Schroeter, 2018), but it might also cause distress among nurses
(Mehlis et al., 2018). This confirms the importance of supporting
nurses in fulfilling their role.

The fact that nurses reported a willingness to be involved in
shared decision-making is in agreement with other studies on end
of life decision-making (Albers et al., 2014; de Veer et al., 2008;
Inghelbrecht et al., 2009). Previously, nurses said they should have an
important role in decision-making given their frequent contact with
patients (de Veer et al., 2008; Inghelbrecht et al., 2009). In our study,
most nurses agreed that this preferred role is feasible (71%), though
complex (52%). To increase their involvement, both individual and

organizational prerequisites must be satisfied. One could consider
the concept of decision coaches, whose role is to assess decisional
conflicts, address decisional needs and provide understanding and
support (Stacey et al., 2008). Nurses are well positioned to adopt
the role of decision coach, especially after being trained in knowl-
edge and skills (Stacey et al., 2011; Stacey et al., 2008). As an or-
ganizational prerequisite, support from managers is important in
enabling nurses to become more involved in the decision-making
(Peter, Lunardi, & Macfarlane, 2004). This support could, for exam-
ple, involve promoting an interdisciplinary approach in which pro-
fessionals initiate conversations in good time about the patient's
wishes and preferences about potentially life-prolonging treatment
(Dees et al., 2018). Advance care planning, including advance di-
rectives, can be considered as part of a timely, proactive approach.
Nurses can proactively discuss patients' values and preferences for
future potentially life-prolonging treatment, including the use of ad-
vance directives to express these preferences (Dowling, Kennedy, &
Foran, 2020).

Surprisingly, some nurses reported a higher level of involvement
in their actual role as compared with their preferred role. This would
indicate that not all nurses prefer to become more involved in shared
decision-making than they are at present. It has been reported previ-
ously that certain characteristics of professionals may influence their
role in decision-making processes (de Veer et al., 2008; Inghelbrecht
et al., 2009). A greater need for involvement in decision-making
was found for nurses who were female, had a higher level of nurs-
ing education and worked in a hospital setting (Albers et al., 2014;
Inghelbrecht et al., 2009). Although we did not aim to gain insight
into factors that might influence nurses' desire to be involved in
decision-making, we did explore whether gender, level of education
or position were associated with the reported difference between
actual and preferred involvement. These tests did not show any sig-
nificant effects.

As prerequisites for attaining their preferred role, nurses re-
ported sufficient training, sufficient time and a clear role and han-
dover. Most nurses agreed that there was a need for training in
knowledge and skills concerning palliative care. A lack of knowledge
hampers nurses' involvement in shared decision-making (Lenzen,
Daniéls, van Bokhoven, van der Weijden, & Beurskens, 2018; Stacey
et al., 2008). Previous studies described the benefits and effec-
tiveness of training in decision-making for knowledge and skills
(Brom et al., 2017; Légaré et al., 2011; Lenzen et al., 2018; Stacey
et al., 2008). Preferably, such training should be inter-professional,
given the inter-professional nature of shared decision-making about
potentially life-prolonging treatments (Légaré et al., 2011). Also,
inter-professional training can be helpful in practising communica-
tion and clinical leadership skills and with a preferred role in a team
(Légaré et al., 2011). The reported lack of time seems to thwart the
need to be involved in decision-making. A lack of time for discuss-
ing patients' needs and for the handover of information between
healthcare professionals was previously found to be a bottleneck
for shared decision-making (Dobler et al., 2019; Joseph-Williams
et al., 2017). In our study, only 22% of the nurses reported that they
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have enough time to participate in discussions about life-prolonging
treatment decisions. Nowadays, nurses need to perform their daily
routines under tremendous time pressure. Therefore, training
should focus on integrating shared decision-making in daily routines
and supporting tools for discussion (8).

4.1 | Strengths and limitations

The data in our study reflect nurses' self-reported perceptions of
preferred and actual involvement in decision-making about poten-
tially life-prolonging treatment in a nationwide sample. The use of a
nationwide sample of nursing staff improved generalizability since
this sample is representative, at least for the Netherlands. We also
think that our results are relevant for researchers and practitioners
in other countries. There is interest around the world in integrating
shared decision-making in daily practice, including with a substantial
role for nurses. Our results create awareness of the gap between
nurses' actual role and their preferred role, and underline the impor-
tance of taking nurses' preferences into account when integrating
shared decision-making.

The response rate of 46% was fair, and the sample was relatively
old (median age of 50). Therefore, we cannot eliminate the risk of
selection bias. It is suggested that people are more likely to respond
when having strong feelings about a topic, either positive or nega-
tive (Saleh & Bista, 2017). In our study, it is possible that nurses who
are not involved in end of life care did not respond, thereby giving
an underestimate of the response rate. As a second limitation, the
self-reported perceptions of nurses might not reflect the actual sit-
uation. Additional observations might give a better presentation of
actual involvement. Since no extreme scores were found in our data,
we do not expect these limitations to have influenced our outcomes

positively or negatively.

4.2 | Implications for nursing

The findings of our study demonstrate the importance of improv-
ing nurses' involvement in shared decision-making about potentially
life-prolonging treatments. Not only do nurses agree in their need
for a clear role in decision-making, they also agree that this role
should be attainable. Nurses need to be supported in positioning
themselves in the process of shared decision-making.

For future research it is recommended to focus on strategies to
support nurses in their role in decision-making. Moreover, future re-
search should further examine nurses' preferences for their involve-
ment in shared decision-making about potentially life-prolonging
treatments.

5 | CONCLUSION

There is a discrepancy between nurses' preferred role and their
perceived actual role in shared decision-making about potentially

life-prolonging treatments in patients in the last phase of life.
Nurses prefer to be more involved than they are in practice. More
effort is needed to support hospital nurses in achieving their pre-
ferred involvement in shared decision-making about potentially life-
prolonging treatments.
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