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Keywords: Background: Kidney failure is associated with a high disease burden and high mortality rates.
Acceptability testing National and international guidelines recommend health professionals involve patients with
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kidney failure in making decisions about end-of-life care, but implementation of these conver-
sations within kidney services varies. We developed the DESIRE (ShareD dEciSIon-making for
patients with kidney failuRE to improve end-of-life care) intervention from our studies investi-
gating multiple decision maker needs and experiences of end-of-life care in kidney services. The
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Shared decision making

DESIRE intervention’s three components are a training programme for health professionals, a
patient decision aid, and a kidney service consultation held to facilitate shared decision-making
conversations about planning end-of-life care.

Objectives: To assess the feasibility and acceptability of integrating the DESIRE intervention within

kidney services.

Design: A pilot study using a multicentre randomised controlled design.

Setting: Four Danish nephrology departments.

Participants: Patients with kidney failure who were 75 years of age or above, their relatives, and
health professionals.

Methods: Patients were randomised to either the intervention or usual care. Feasibility data
regarding delivering the intervention, the trial design, and outcome measures were collected
through questionnaires and audio recordings at four points in time: before, during, post, and 3
months after the intervention. Acceptability data were collected through semi-structured in-
terviews with patients and relatives, as well as a focus group with health professionals post the
intervention.
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Results: Twenty-seven patients out of the 32 planned were randomised either to the intervention
(n=14) or usual care (n= 13). In addition, four relatives and 12 health professionals participated.
Follow-up was completed by 81 % (n= 22) of patient participants. We found that both feasibility
and acceptability data suggested health professionals improved their decision support and shared
decision-making skills via the training. Patient and relative participants experienced the inter-
vention as supporting a shared decision-making process; from audio recordings, we showed
health professionals were able to support proactively decision-making about end-of-life care
within these consultations. All stakeholders perceived the intervention to be effective in pro-
moting shared decision-making and relevant for supporting end-of-life care planning.
Conclusions: Participant feedback indicated that the DESIRE intervention can be integrated into
practice to support patients, relatives, and health professionals in planning end-of-life care
alongside the management of worsening kidney failure. Minimising exhaustion and enhancing
engagement with the intervention should be a focus for subsequent refinement of the
intervention.

Registration: The study has been registered at ClinicalTrials.gov with the identifier:
NCT05842772. Date of first recruitment: March 20, 2023.

What is already known about the topic

e Exploring end-of-life care decisional needs in the kidney care context is an important aspect of high quality end-of-life care.

e Patients with kidney failure have rarely been provided with systematic conversations about potential options, benefits, and
harms so they can make informed choices about their end-of-life care.

e Patients are often unaware that their kidney disease is worsening and may need help from relatives due to diminished capacity
to make decisions about end-of-life care on their own.

What this paper adds

e The ShareD dEciSIon-making for patients with kidney failuRE to improve end-of-life care (DESIRE) intervention presents a
promising way of providing shared decision-making about end-of-life care for patients with kidney failure and their relatives and
of improving the fulfilment of palliative care needs among patients with kidney failure during usual kidney disease management
consultations.

e The training programme for health professionals was a well-received intervention component, helping them feel prepared for
having shared decision-making conversations about end-of-life care planning with patients with kidney failure and their
relatives.

e After minimal adjustments, the effectiveness of the DESIRE intervention is ready to be evaluated further on a larger scale.

Data availability

Data were collected in participants’ native languages. No permissions to share data have been obtained.

1. Background

The aim of this study was to assess the feasibility and acceptability of integrating the DESIRE (ShareD dEciSIon making for patients
with kidney failure to improve end-of-life care) intervention within kidney services to support end-of-life care planning between
patients with kidney failure who were 75 years of age or above, their relatives, and health professionals (Buur et al., al.,2022; Buur
et al., 2024a).

Despite treatment advances, kidney failure is associated with a high symptom burden and high mortality rates (Murtagh et al.,
2007; Combs and Davison, 2015; Davison et al., 2006). The number of elderly, frail patients with high incidence of comorbidity is
increasing within this patient group (Axelsson et al., 2018; Bristowe et al., 2015). Multiple factors appear to hinder systematic
end-of-life care planning in kidney services. Health professionals find it challenging to commence discussions with patients about
end-of-life care preferences when patients’ health is in a stable period of their illness trajectory (Lazenby et al., 2017). Initiating a
conversation about preferences for end-of-life care is considered difficult from the health professional’s perspective because of
perceived barriers to bringing the topic up (Lazenby et al., 2017). The result may be that such conversations are initiated only
sporadically and even left until a patient experiences deterioration in their health and may be too ill to engage in conversations about
end-of-life care preferences (Lazenby et al., 2017; Davison, 2010; Tamura and Cohen, 2010; Aasen et al., 2012; Davison and Simpson,
2006; Eneanya et al., 2015; Mandel et al., 2017). Patients do find it important to be informed about end-of-life issues and to discuss
these issues with relatives and health professionals (Davison, 2010). However, patients with kidney failure often die without having
been involved in planning care and treatment in relation to the end of life and without having shared their wishes with health
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professionals and/or their relatives (Ladin et al., 2021). For families, barriers to talking about end of life may mean this occurs too late
(Noble et al., 2013).

Patients with kidney failure may need to discuss their options for end-of-life care at an earlier stage of their disease to be able to
make decisions and plan for end of life in advance based on their personal values (Axelsson et al., 2018; Bristowe et al., 2015). Timely
communication about expected disease trajectory and care preferences towards end of life may afford patients and relatives oppor-
tunities to prepare for end of life and ensure care is consistent with their values and needs. There is evidence that shared
decision-making methods and patient decision aids increase patients’ knowledge of options, perception of risks, involvement in the
decision making process, and agreement between the choices and patients’ values (Stacey et al., 2024).

National and international guidelines recommend that the individual patient with kidney failure be involved in the decision making
process, but researchers have found evidence that suggests this does not always happen (Lazenby et al., 2017; National Institute for
Health and Care Excellence, 2014; Hemodialysis Adequacy 2006 Work group, 2006; Stiggelbout et al., 2012). The variations towards
end-of-life care planning are partly due to health professionals’ fear of upsetting patients and relatives, the need for patient information
to support engagement with end-of-life care decision making in advance, and professional skills to initiate conversations in routine
care. It is likely that a shared decision-making intervention to facilitate end-of-life care planning for patients with kidney failure in
Danish kidney services will support a more systematic approach to end-of-life care discussions across services. We developed the
DESIRE intervention from our findings using a mix of study designs and methods to identify multiple stakeholders’ experiences and
needs when making decisions about end-of-life care within kidney services (Buur et al., 2023a,b,2024b). We identified the following
components as active ingredients necessary for supporting all decision makers to reason about the options and what is important to
them, individually and together: a training programme for health professionals to support them in conducting shared decision-making
conversations about planning end-of-life care together with patients and relatives; a patient decision aid to support the different
stakeholders in end-of-life care planning; and a consultation held within kidney services to facilitate shared decision-making con-
versations about planning end-of-life care.

The objectives of this study were to establish: 1) the feasibility of the DESIRE intervention and its components for use with patients,
relatives, and health professionals; 2) the acceptability of the DESIRE intervention and its components to patients, relatives, and health
professionals; and 3) the feasibility of the trial design and methods to inform an effectiveness study.

2. Methods
2.1. Intervention development and research context

The research design and methods for this intervention were informed by the Medical Research Council’s guidance for complex
intervention development and evaluation research (Skivington et al., 2021). We drew on a number of guidelines in reporting the
methods for this feasibility phase of the project (Eldrige et al., 2016; Sepucha et al., 2018).

The theoretical approach for this intervention (O’Cathain et al., 2019) was the Making Informed Decisions Individually and
Together (MIND-IT) framework for interventions supporting the reasoned decision- making of multiple decision-makers making the
same healthcare decision (Breckenridge et al., 2015; Toft et al., 2022). We drew on the International Patient Decision Aid Standards
(IPDAS) Collaboration to guide the development of components within this complex intervention (International Patient Decision Aid
Standards (IPDAS) Collaboration, 2024; Witteman et al., 2021; Stacey and Volk, 2021), and previous shared decision-making in-
terventions developed for the UK and Danish contexts (Winterbottom et al., 2020; Finderup et al., 2020a).

The project steering group involved researchers with experience as kidney and palliative care nurses and physicians and expertise
in decision science and complex intervention development (LEB, HLB, JKM, DSK, JF) and patient and relative research partners (HS,
MK). The user-centred intervention design advisory group included stakeholders with different organisational and professional roles in
kidney services (n= 12), patients with kidney failure (n= 3), and relatives (n= 2). Together with the research team, they provided their
views on appropriate intervention content and design during four workshops and 14 prototype iterations. A patient and a nurse tested
the usability of the prototype, and the workshop participants approved a final version.

The DESIRE intervention development process is described elsewhere (Buur et al., 2024a). In brief, the intervention comprises
three components:

e a training programme for health professionals on using shared decision-making in end-of-life care conversations

e a patient decision aid developed in accordance with the International Patient Decision Aid Standards Collaboration (Stacey and
Volk, 2021)

e akidney service consultation, held either at the hospital or at the patient’s home according to the patient’s need, to facilitate shared
decision-making conversations about planning end-of-life care, including an invitation to such a consultation.

2.2. Intervention evaluation design and methods

The intervention was tested for feasibility and acceptability using a pilot multicentre randomised controlled design with two
parallel groups of participants allocated to either the DESIRE intervention or usual care. The trial was part of a larger research project
described in a previously published a priori protocol (Buur et al., 2022), and has been registered at ClinicalTrials.gov with the iden-
tifier: NCT05842772. Methods included interviews with patients with kidney failure and their relatives, a focus group with health
professionals, and various questionnaires.
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2.3. Participants and data collection procedures

In March 2023, health professionals associated with the nephrology departments of the four participating Danish hospitals un-
dertook the training programme for the DESIRE intervention. From March 20, 2023 to May 31, 2023, these trained health professionals
identified consecutive patients meeting the selection criteria, informed them about the research project, and obtained their consent to
participate at baseline (see Fig. 1). A logbook was kept to provide an overview of the inclusion rate. Inclusion criteria were adult,
Danish speaking, 75 years of age or above patients with kidney failure being treated on either haemodialysis, peritoneal dialysis, or the
conservative kidney management pathway, and who were not suitable for a kidney transplant. Exclusion criteria were patients who
were considered medically incompetent to make health care decisions. Adult relatives who would usually attend consultations with the
patient participated in the intervention and the study if nominated by the patient. A research manager, blinded to participant identity,
had prepared sealed envelopes stating whether the participant was allocated to either the intervention or the control group to generate
a 1:1 balanced randomisation. All consenting participants completed demographic and baseline Integrated Palliative Care Outcome
Scale-Renal (Boje et al., 2021) questionnaires and were randomised to receive the DESIRE intervention or usual care. Demographic
information gathered on patient participants included sex, age, marital status, educational level, ethnicity, treatment modality, and
estimated glomerular filtration rate. The participating health professionals conducted stratification by randomly picking one of the
sealed envelopes. Patient, relative, and health professional participants could not be blinded. Fig. 1 shows the timeline of the data
collection which occurred at baseline (T0) in both groups, during shared decision-making conversations (T1) in the intervention group,
at post-shared decision-making conversations (T2) in the intervention group, and at 3-month follow-up (T3) in both groups.

2.4. Measures used to assess the feasibility of the DESIRE intervention and its components among patients, relatives, and health
professionals

2.4.1. Completion rates

Data were collected on the number of eligible patient and relative participants who were approached and accepted to participate
and further the number of participants who completed the intervention and the number of participants who provided data. Data were
collected on the number of participating health professionals who: 1) were able to participate in the one-day training programme for
the DESIRE intervention; 2) were able to complete all three sections of the training programme.

TO: Inclusion T1: SDM T2: Post-SDM T3: 3-month
Baseline Conversation Conversation Follow-up
'Y
L ')
Invitation of participants: SDM Post-conversation: 3-month follow-up:
e Participant information conversation e Patients and ® Intervention
about project and = = relatives in the =] group fill in
declaration of consent intervention IPOS-Renal
group fill in questionnaire
e Randomisation SHARED
questionnaire s Control group
® Invitation to the SDM fill in IPOS-
conversation is given to * Interviews with Renal
the intervention group patients and questionnaire
participants relatives on
experiences of
e Date and time of SDM SDM in the
conversation is agreed conversation
with patients in the
intervention group and e Focus group
they are handed the with HPs
PtDA to take home
® |POS-Renal and
demographic data are
collected in both groups

Fig. 1. Timeline of the steps for feasibility and acceptability testing DESIRE among patient and relative participants
T = Time, SDM = Shared decision-making, PtDA = Patient decision aid, IPOS-Renal = Integrated Palliative Outcome Scale-Renal questionnaire,
SHARED = Patient Experience of Shared Decision Making Questionnaire, HPs = Health professionals.
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2.4.2. Measures of the DESIRE components

Data were collected to measure whether the components of the DESIRE training programme were able to increase the participating
health professionals’ skills in implementing and practicing shared decision-making during the clinical consultations. This was
measured with the questionnaire IcanSDM (Giguere et al., 2020) Danish version at the beginning and end of the training programme.
The IcanSDM is an 8-item questionnaire, that begins with a definition of shared decision-making and assesses the health professional’s
ability to implement and practice shared decision-making. IcanSDM items were rated on an analogue scale ranging from 0 (strongly
disagree) to 10 (strongly agree), and a lower total sum score indicated improved shared decision-making skills. The scale had a
Cronbach’s alpha of 0.74 in the current sample

Data were collected to measure whether the DESIRE components facilitated participants’ experience of shared decision-making
during the intervention consultation. The SHARED measure is a 10-item questionnaire (Bekker, 2020), asking for the patient’s
experience of a) the health professional providing details about health care options (4 items), b) discussing what was important to them
about the options (3 items), and c) their agreement the decision was the best one for their situation (3 items). The items on this
questionnaire can be scored either using a 5-point scale for each item (disagree strongly, disagree, neither agree/disagree, agree, agree
strongly; 1-5; total 10-50) or as a presence or absence dichotomy for each item (disagree strongly, disagree, neither agree/disagree —
score 0; agree, agree strongly — score 1; total 0-10). For this research project, the 5-point scoring per item was used to support psy-
chometric analysis; the scale had a Cronbach’s alpha of 0.83 in this sample.

Data were collected to measure whether the components of the DESIRE training programme were able to provide the participating
health professionals with the ability to give decision support during the clinical consultations. This was measured via audio recordings
using the Decision Support Analysis Tool-10 (Ottawa Hospital Research Institute, 2015). The tool has been validated (Stacey et al.,
2008) and was translated into Danish through a standardised forward-backward translation (Beaton et al., 2000) for the current
sample. It contains five items: 1) decision-making status; 2) knowledge; 3) values/preferences; 4) others’ involvement in the decision;
and 5) next steps. Within these items, the health professionals’ decision support must fulfil seven assessment criteria to achieve the
maximum score of 10 points. The scores out of 10 points are calculated as follows: 1 point if all checkboxes in an item-box are checked;
except 2 points if the importance of both benefits and harms are discussed. A higher total sum score indicates a higher quality of
decision support from the health professionals. An independent research assistant trained in the use of this tool evaluated the scoring.

2.5. Measures used to assess the acceptability of the DESIRE intervention to patients, relatives, and health professionals

Patients and relatives in the intervention group were interviewed after the Time 2 questionnaire to provide a detailed under-
standing of the acceptability of the intervention and identify barriers and enablers for implementation of the intervention. Within a
month, an independent research assistant conducted qualitative semi-structured interviews with those who had received the inter-
vention. Post-intervention, the health professionals were offered the opportunity to participate in a focus group to contribute to a
detailed understanding of the acceptability of the intervention and to identify barriers and enablers for the implementation of the
intervention for this group. The interview and focus group data were transcribed by an independent research assistant and analysed by
the first and last authors using Malterud’s systematic text condensation (Malterud, 2012).

2.6. Measures used to assess the feasibility of the trial design and methods to inform an effectiveness study

The feasibility of the trial design was established by collecting data on outcome measures selected for potential use in a future
effectiveness study. They were chosen because they were considered to be appropriate as clinical outcomes to address implementation
in clinical practice.

Data were collected to determine: 1) the percentage of eligible patient participants who completed follow-up (at 3 months) and 2)
the change in patients’ experience of their palliative care needs from baseline to 3 months after inclusion in both groups. This was
measured using the translated Danish-validated version of the Integrated Palliative Care Outcome Scale-Renal questionnaire (Boje
et al., 2021). The questionnaire has shown excellent psychometric properties (Raj et al., 2018). In the current sample, the total scale
had a Cronbach’s alpha of 0.82 at baseline. The 11 items assess the most common symptoms patients with kidney disease experience,
along with additional items on concerns beyond symptoms, such as family anxiety, information needs, and practical issues. The items
for the questions on symptoms were answered on a scale from 0 for not at all to 5 for overwhelmingly. The scales for the additional
questions were from 0 to 5 for items 3—9 and from O to 3 for items 10 and 11 because the additional questions had varying answer
options. A total mean score was computed, with lower scores indicating a decrease in patients’ palliative care needs. The data also
determined: 3) if there was a correlation between the methods used to evaluate the feasibility of the DESIRE intervention. This was
measured with statistical analysis methods using STATA® version 17 (STATA, 2017).

2.7. Analyses of questionnaire data

An independent research assistant entered data from the questionnaires into the software program Excel (Microsoft Corporation,
2018) to ensure the whole research team remained blinded. All analyses were performed using STATA® version 17 (STATA, 2017). To
summarise participant characteristics, mainly descriptive analyses were conducted. For categorical data, frequency distribution was
calculated and, for continuous data, medians and interquartile range (IQR) or means and standard deviations (SD). For comparison
between groups with categorical data, a chi-square test or Fisher’s exact test (expected value below 5) was used, and, for continuous
data, the Mann-Whitney-test was used. A p-value <0.05 was considered to be the limit of significance.
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2.8. Ethical approval

This study conformed to the ethical principles for medical research involving human subjects laid down in the World Medical
Association Declaration of Helsinki to protect the patients’ health and rights (World Medical Association, 2013). Participation in the
DESIRE intervention was based on consent for care and treatment in accordance with Danish health legislation, Chapter 5, § 15
(Ministry of Health, 2018). No adverse events have been reported after a shared decision-making intervention (Stacey et al., 2024), but
if something were to happen, it could be dealt with because all patients were being seen regularly in their nephrology departments and
had opportunities to speak to a nephrologist or a nurse in kidney services. However, no such events were reported. Under Danish health
research legislation, this kind of research is exempt from ethical approval (Ministry of Health, 2017). Written consent from patients
and relatives was obtained before randomisation. The Danish Data Protection Agency approved data management for all the
participating hospitals (approval: 1-16-02-85-23). All data were managed in accordance with the General Data Protection Regulation
(European Parliament and Council, 2016).

3. Results
3.1. Sample

Table 1 shows the characteristics of the patient sample included at baseline (n= 27). A majority of patients were male, and all but
three were Danish. Mean age was 80.4 years, and mean estimated glomerular filtration rate was 8.5 mL/min/1.73 m2. More than half
the patients were living alone; most had a secondary or tertiary undergraduate education level and were being treated on haemo-
dialysis. No significant differences between groups were observed, indicating successful randomisation at baseline. A sample of 15
health professionals participated in the training programme. The mean age was 48 years (range 28—64 years); 13 were nurses and 2
were nephrology consultants. On average, they had 22 years of professional experience (range 2—40 years). A third had previous
experience with shared decision-making.

Table 1
Characteristics of the patient sample in the feasibility testing of the DESIRE intervention.
Patients
Total Intervention Control Chi-square or Mann-Whitney-test
n (%) n (%) n (%) p-value
Sex (n = 27)
Female 6 (22) 5(36) 1(8) 0.080
Male 21 (78) 9 (64) 12 (92)
Age (n = 27)
75—79 12 (44) 4(29) 8 (62)
80—90 15 (56) 10 (71) 5(38) 0.304*
Over 90 0(0) 0 (0) 0(0)
Marital status (n = 27)
Living alone 16 (59) 9 (64) 7 (54) 0.581
Living with someone else 11 (41) 5 (36) 6 (46)
Educational level (n = 27)
Primary education 7 (26) 5 (36) 2 (15) 0.638
Secondary education 9(33) 4 (29) 5(38)
Tertiary undergraduate education 8 (30) 4(29) 4 (31)
Tertiary graduate education 3(11) 17 2 (15)
Ethnicity (n = 27)
Danish 24 (89) 13 (93) 11 (85) 0.496
Other 3(11) 1(7) 2(15)
Treatment modality (n = 27)
HD 16 (59) 8(57) 8 (62)
PD 7 (26) 4(29) 3(23) 0.948
CKM 4 (15) 2(14) 2(15)
eGFR (n = 26)
3—8 15 (58) 8 (57) 7 (58)
9—14 7 (27) 4(29) 3(25) 0.909
15—20 4 (15) 2014 2(17)
IPOS-Renal baseline (n = 27), mean (SD)
Total score 25.47 (12.37) 28.63 22.06 0.172

(10.66) (13.56)

* Exact age and eGFR have been used to calculate the p-value and not age ratio and eGFR ratio; HD = Haemodialysis; PD = Peritoneal dialysis; CKM =
Conservative kidney management; eGFR = Estimated glomerular filtration rate; SD = Standard deviation.
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3.2. Feasibility of the DESIRE intervention and components among patients, relatives, and health professionals

3.2.1. Completion rates

Fig. 2 shows the flow of patient and relative participants throughout the study. The participating health professionals assessed 46
patients for eligibility. Of these, 30 percent declined to participate, and 16 percent of the planned sample size never entered the
randomisation process. One conservative kidney management unit had not been able to recruit participants, and one peritoneal
dialysis unit had failed to include one participant. Therefore, 27 patients with kidney failure were included in the study at baseline; 14
were allocated to the intervention group and 13 to the control group. Four relative participants were included, allocated to four patient
participants in the intervention group. Complete demographic data were available on the 27 patients except for the estimated
glomerular filtration rate of one patient, and analyses on data from the 27 patients could be carried out at baseline. Due either to
deterioration in the patient’s health or illness in close family, two of the 14 patients randomised to the intervention group never had the
shared decision-making conversation (Time 1). The conversations had a mean duration of 53 min and a median of 57 min ranging from
23 min to 71 min. Two of the 12 patients participating in the shared decision-making conversation were unable to be interviewed at

Inclusion criteria

»  Agez75
=  Patients on HD, PO, or
CKM pathway

assessed for eligibility by HPs (n=48] |

»  all patients with KF
who cannot be
transplantad

[ Enrolment

] -

¥

Invited to participate at their clinical visit with
information and written invitation

Excluded [n=189)
Declined to participate (n=14)
other reasons (n=3)

¥

Informed consent and willingness to participate

Randomised by sealed envelopes (n=27)

l [ soion | 1
Time 0 Patient participants allocated Patient participants allocated to Relative
Baseline to DESIRE intervention group DESIRE control group participants
pre-intzrvention Y| maceived allocation (n=1£) Received allocation (=13} allocated to
L Did not recsive allocation (n=0) Did not receive zllocation {n=0) DESIRE
{IPOS-Renal) intervention
*|  zroup (n=a)
[ Follow-Up ]
Cun;'th: t:i:r? day Lost to follow-up (deterioration in patient's
immediate post- ) ) healt:h.ullness |_n :Igse farmnily) I:ﬂ=.2_| )
o e | Discontinued |r.1tervent|un [Una.ble to be interviswed
becauss one dizd and ons declined — they answersd
measurement SHARED) (n=2)
(SHARED} ik
Fallow-Up
¥ I
Time 3
Week 12 Lost to follow-up [did not fill in the Lost to follow-up {did not fill in the
3-manth post- quastionnaire at follow-up) (n=3] guestionnaire at follow-up) {r=2)
intervention Discontinued intervention {7=0] Discontinued intervention (n=0)
Mmeasurement
{IPCS-Renal)
Analysis
¥ ¥

Analysed SHARED T2 [r=12}
Analysed IPOS-Renal TO [n=14|
Analysed IPOS-Renal T3 [n=11)
Analysed interviews T2 {7=10]

Excluded from analysis (n=0)

Analysed IPOS-Renal T3 (p=11)
Excluded from analysis {n=0]

Analysed SHARED T2 [n=4)
Analysed interviews T2 [n=3}
Excluded from interview
analysis [did not participate
in intarview) (n=1}

Fig. 2. Participant flow

HPs = Health professionals; HD = Haemodialysis; PD = Peritoneal dialysis; CKM = Conservative kidney management; KF = Kidney failure.




Table 2

Patients’, relatives’, and health professionals’ perceptions of potential enablers and barriers for establishing clinical engagement in the use of DESIRE in kidney services.

Enablers

Barriers

Quotations

DESIRE
components

Invitation
letter

PtDA

Conversation

Proper introduction to SDM conversation [P, R]

Set the scene so patients and relatives know what it is
about without scaring them [HP]

Assess with the individual patient whether they
should have the PtDA together with the invitation or
wait till their SDM conversation [HP]

Useful as support and starting point for the
conversation and to prevent it from stalling [P, R,
HP]

Useful when supported by the HPs [P]

Helpful to HPs to get deeper into conversation about
important EoLC topics with the patient [HP]

Not a checklist [HP]

Gives many options, it is just a matter of making the
best use of it [HP]

Caused patients and relatives to reflect [P, R]
Pictograms support the conversation [P, R, HP]
OPDG makes good sense when having tried it more
times; good to conclude from and feel informed
about options, benefits, and harms [P, HP]

More knowledge about illness trajectory [P, R]
Helped feeling confirmed in previous EoLC choice
[P, R]

Wants the conversation to be about how the patient
feels now and let that be the starting point for the
conversation [HP]

Whether they should have it before conversation is a
matter of assessment [HP]

During conversation works particularly well [HP]
Afterwards works to discuss it with the relatives and
for the patient to revisit at home [P, R, HP]

Helped feeling confirmed in previous EoLC choice
[P, R]

Caused reflections on and acceptance of illness [P]
Valued attention and care [P]

Discussed concerns [P]

Created peace of mind [P]

Generated a great relationship between participants
[P, R, HP]

Valued knowing the HP [P]

Felt secure talking about EoLC with HPs [P]

Based on what matters to the patient right now [HP]
HPs must be directive [HP]

Discussion of different topics [HP]

A conversation process can follow up on things [HP]
The more you have, the better you get at it [HP]
Open up about difficult topic [P, R, HP]

3

3

Induced thoughts of a very serious
conversation [P, R, HP]

Title may cause patients to feel they are
nearing EoL and that the conversation will be
overwhelming [P, R, HP]

Difficult to navigate and a large amount of text
to deal with [P, R]

OPDG a little bit hard to fill out [HP]

Not remembering [P, R]

Need support to talk about EoLC [P, R, HP]
Difficult to plan ahead [P]

Hesitancy towards talking about the future,
want to take things as they come [P]
Settled beforehand and did not have any
concerns or questions [P]

Not remembering [P, R]

Tiresome [P]

Yes, it [the invitation] informed me of (...) what I should expect (...), what you
[HPs] expected of me, and what should be accomplished by it [SDM conversation]
and so on (...), and overall that was fine. [P4 — PD]

Yes, there may actually be something there that you can recognise from yourself
when you look at the pictures [pictograms] (...) yes, I think I did [use the PtDA to
prepare for the conversation] it helped me see what symptoms are normal to have
and what to expect in the future. [P7 — HD]

I think the PtDA supports the patient during the conversation and it supports us
[HPs] also with preventing the conversation from stalling and helps us move
forward. [HP1]

I found that the patient feared they were more ill than they first anticipated after
having read the title of the PtDA. [HP6]

No, I do not know (...) I do not remember [PtDA] (...) I think we discussed it
together [patient, relative, and HP]. [P6 — PD]

I will say that I do not remember it [PtDA]. [R2]

It [PtDA] was sort of useful because I got information about the symptoms that can
occur due to my illness. [P10 — HD]

We have made the decisions together [patient and relative], and when the HP was
at our house, the conversation did not change the decisions (...) nothing can
change our decisions. [R1]

She [HP] asked me about options that she knew were difficult for me to talk about
(...) that made me realise that I had to accept my situation [being ill], that I am ill
(...) I need to face it and she made me realise that (...) it was a fantastically great
conversation with her. [P8 — HD]

I just want to say that it [having the conversation] was an insanely good
experience, I was almost completely high afterwards, so it was a really good
experience and really, really good tools [PtDA] (...) the patient has mentioned
several times afterwards that it was a really, really good conversation and that it
had dlso been a really good conversation for the relatives, and I also think that we
had been introduced very well before [training programme]. [HP6]

Such a discussion is interesting if there is something to decide on, but I do not think
there is. [P5 — PD]

(continued on next page)
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Table 2 (continued)

Enablers Barriers Quotations
Training e Prepared them for the conversation [HP] e Doubt whether conversation should be based I think it was nice to get out in those groups [role-play], so that you had a little
programme e Video recording and role-play simulation training on what is important for the patient right now taste of it (...) I think it was nice that you could just put a little of that experience in
were highlighted [HP] or wishes for the EoL (HP) your backpack before you had to go in and have the conversations yourself. [HP3]
o The more conversations you have had, the less e Despite training conversation could be
nervous you are [HP] overwhelming for some HPs (HP)

Sufficient training via programme, but more practice
with more conversations [HP]
DESIRE outcomes For the patient e Share situation with relatives

Patients on CKM pathway clearer on purpose Itis nice that my relatives are involved (...) that I do not have to hide anything. [P2

e Generate reflections/thoughts beforehand because they have made EoL - CKM]
e More specific about wishes for EoLC in the decisions
conversation and made "my last will’ [P on CKM] e EoLC options discussed must not be too
e More concrete in the dialogue with relatives hypothetical but more concretely rooted in the
e Really good conversation current situation

Led to changes in treatment
Decision made on future residence
Awareness on EoL

Easier to open up to relatives

For the e More specific about wishes for EoLC in the The relatives had felt that they had gained a much greater insight into what their
relatives conversation and made 'my last will’ [R to P on mother [patient] was going through by having this conversation (...) and they had
CKM] become aware of some issues that they were not actually aware of in relation to
e Really good conversation being a patient treated with dialysis (...) so for them it had also been very
e Positive experience to get insight into patients’ educational and very insightful. [HP5]
illness and treatment
For the HPs o Relationship enriching e Much to take care of in the intervention Some of the patients and relatives expressed that the questionnaires were difficult
e Another positive and calming dimension to have the to fill in and the wording of the questions was complex. [HPs]

conversation in the patient’s home
More experience in using intervention makes it
easier

The quotations have been translated into English as accurately as possible. Observations are followed by an abbreviation in square brackets indicating the participant’s role — P = patient, R = relative or
HP = health professional — and, for the quotations, the identification number of the participant, and for patient participants, their treatment. SDM = Shared decision-making; PtDA = Patient decision aid;
PD = Peritoneal dialysis; OPDG = Ottawa Personal Decision Guide; HD = Haemodialysis; EOLC = End-of-life care; EoL = End of life; CKM = Conservative kidney management.
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Time 2 because one died and one declined. All patients and relatives in the intervention group who participated in the shared decision-
making conversation completed the SHARED questionnaire. In total, three out of 12 patients received the intervention in their homes,
and all participants had only one conversation.

All the health professionals approached (n= 15) were able and agreed to participate in the one-day training programme for the
DESIRE intervention and were able to complete the three sections of the training programme.

3.2.2. Measures of the DESIRE components

3.2.2.1. To measure if the components of the DESIRE training programme increased the health professionals’ decision support and shared
decision making skills. Fourteen of the 15 health professionals had filled in both IcanSDM questionnaires at the one-day training
programme. The questionnaire’s post- scores showed an improvement on items 1 (median = —0.63, p = 0.281), 2 (median = —0.40, p
=0.318), 4 (median = —0.00, p = 0.532), 6 (median = —0.15, p = 0.248), and 8 (median = —0.22, p = 0.852) in comparison to the pre-
scores, indicating that the training programme may have improved their ability to implement and practice shared decision-making.
However, none of these showed a statistically significant improvement, and item 5 (median = 1.62, p = 0.004) showed a statisti-
cally significant decrease.

3.2.2.2. To measure if the DESIRE components were able to provide the patient and relative participants with an experience of shared decision
making. Findings for the patients (n= 12) showed a median total on the SHARED questionnaire score of 41 (IQR = 38-46) out of 50,
reflecting that the patient participants mainly agreed or strongly agreed that the intervention was based on shared decision-making.
The median total SHARED score for the relative participants (n= 4) was 46 (IQR = 45-47) out of 50, reflecting that the relative
participants strongly agreed that the intervention was based on shared decision-making. Exploring the by-item responses suggests that
most participants perceived they were supported to deliberate about which option best met their personal situation (e.g., talked about
other options from the one I chose, what was important to me about the decision, the decision made was the best one for me).

3.2.2.3. To measure if the components of the DESIRE training programme were able to provide the health professionals with the ability to use
decision support. The mean overall Decision Support Analysis Tool-10 score was 9.58 (SD = 0.7) out of 10, indicating high quality for
the health professionals’ (n= 12) use of decision support. Item 5 (provide information on options, benefits, and harms), and item 8
(Intervene to handle pressure or support needs from others) did not obtain a full score. Item 5 obtained 0.67 (SD = 0.49) out of 1.00,
and item 8 obtained 0.92 (SD = 0.29) out of 1.00.

3.3. Acceptability of the DESIRE intervention to patients, relatives, and health professionals

Overall, patients, relatives, and health professionals experienced the DESIRE intervention as challenging but also rewarding. They
expressed that the conversations enabled elaborations on important topics. Qualitative evaluation results are discussed below, on
themes of enablers and barriers for implementation, and refinement of the intervention content and study design. Table 2 presents the
qualitative evaluation results with illustrative quotes from the interviews or focus group.

3.3.1. Enablers and barriers

Seven of the patient participants specifically emphasised that they had experienced the intervention positively and felt well taken
care of. The intervention enabled them to be more specific about their wishes for end-of-life care and open up about difficult topics.
This was further emphasised by two of the relatives. Patients, relatives, and health professionals highlighted that the intervention
enhanced their understanding of each other and was a benefit to their relationship. Most of the patients had felt well-informed about
what the conversation was about after having read the invitation. In a few cases, the invitation had induced thoughts of a very serious
conversation, which had caused them to feel hesitant about participating. However, after the purpose had been explained by the health
professional at the beginning of the conversation, they had felt positive about participating. Some experienced challenges with reading
and understanding the patient decision aid. The pictograms, however, were positively received by all stakeholders as a helpful starting
point for the conversation. Patients being treated on a conservative kidney management pathway were clearer on the purpose be-
forehand because they had already made decisions about end-of-life care. Health professionals highlighted the rarity of consultations

Table 3
Change in palliative care needs in each group between exit and baseline measurements.

Mean (SD)

Baseline Exit Change
IPOS- Control (n = Intervention (n = Control (n = Intervention (n = Control Intervention (Exit—Baseline) (n =
Renal 11) 11) 11) 11) (Exit—Baseline) (n = 11)
11)
Total 17.98 (10.08) 28.79 18.36 (9.74) 27.83 (12.92) 0.38 -0.97
score (12.09) (5.16) (7.24)

IPOS-Renal = Integrated Palliative Outcome Scale-Renal questionnaire; SD = standard deviation.
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with this patient group as a barrier. Moreover, the patients’ wishes for the conversations to take place at their home could be a barrier
for some of the kidney units. All the health professionals confirmed that they felt well-trained to have the shared decision-making
conversations with patients about their wishes and needs in relation to end-of-life care and treatment. Accordingly, the patient de-
cision aid was seen as a great resource to support the conversation and a starting point for the discussion. There were challenges in
relation to getting the patients to read the material and understand the purpose of the conversation. Despite these challenges, the
conversation was experienced as enriching and opened up important topics. The patients’ wishes and needs were not always about the
end of life, but about other things that filled their lives at the time in question. To focus on what is important in life just now helps the
patient to realise what may be important in the future. The health professionals expressed the need to conduct more conversations to
build on their skills in having such conversations in the future.

3.3.2. Refinements of the DESIRE intervention components

Overall, the participants were grateful for and satisfied with the components of the DESIRE intervention. However, the health
professionals pointed out several logistical aspects important for conducting the intervention in kidney services. First, it was important
to ensure a calm and quiet environment for the conversation, ideally in the patient’s home. Second, the one-hour duration of the
conversation was regarded as suitable to ensure it did not exhaust patients and relatives. The title of the patient decision aid was
overwhelming to some patients and relatives and may be changed to a title more specifically aligned to the intent of the intervention.
They also highlighted the amount of text in the patient decision aid. This was seen as a lot to read, and some refinement may be
beneficial for future use of the patient decision aid.

3.3.3. Refinement of study design and methods

The health professionals emphasised that they had experienced challenges in obtaining an overview of all the different aspects of
the study design and methods (for example, randomisation of participants and the data collection via different questionnaires), along
with planning shared decision-making conversations, having the conversations, and using the patient decision aid. This was also
challenging to some of the participating units as some of the health professionals needed help at an organisational level to be able to
deal with all the different aspects of the study design. The health professionals stated that some patients and relatives found the various
questionnaires difficult to fill in because the wording of the questions was complex, and they had needed to help some of the patients
and relatives understand the questions. Moreover, in future evaluations of the DESIRE intervention, there should not be too much time
between the shared decision-making conversation and the interview, as this poses a risk that the patient and relative might forget the
conversation.

3.4. Feasibility of the trial design and methods to inform an effectiveness study

3.4.1. Completion rate of three-month follow-up
Eighty-one percent (n= 22/27) of the total sample who were randomised completed the three-month follow-up.

3.4.2. To measure if there was a change in patients’ experience of their palliative care needs from baseline to three-month follow-up

Table 1 shows a baseline total Integrated Palliative Care Outcome Scale-Renal mean score of 25.5, with scores of 28.6 in the
intervention group and 22.1 in the control group; at this point, there was no statistically significant difference between the groups.
Some participants were lost to follow-up at three months; they had to be excluded from the analysis of change in the Integrated
Palliative Care Outcome Scale-Renal score. This changed the distribution at baseline, so the intervention group had a statistically
significant higher Integrated Palliative Care Outcome Scale-Renal score at baseline (p = 0.034) (see Table 3). The overall Integrated
Palliative Care Outcome Scale-Renal scores decreased for participants in the intervention group, whereas scores increased for the
control group participants (however, these differences were not statistically significant (p = 0.620).

3.4.3. To measure if there was a correlation between the methods used to evaluate the feasibility of the DESIRE intervention

To further establish the suitability of DESIRE and its outcome measures, correlation analyses of the Integrated Palliative Care
Outcome Scale-Renal, the SHARED questionnaire, and the Decision Support Analysis Tool-10 instruments showed a simple pairwise
correlation coefficient between Integrated Palliative Care Outcome Scale-Renal score and Decision Support Analysis Tool-10 score at
—0.4204, between Integrated Palliative Care Outcome Scale-Renal score and the SHARED score at —0.5118, and between Decision
Support Analysis Tool-10 score and the SHARED score at 0.4359, indicating close to similar correlation between all three instruments.
Correlation coefficients below 0.50 are considered to be a moderate correlation, and a correlation coefficient above 0.50 represents a
strong correlation.

4. Discussion

We carried out this study to assess the feasibility and acceptability of the DESIRE intervention and its components to patients with
kidney failure, their relatives, and health professionals in kidney services. In addition, we assessed the feasibility of the trial design and
methods to inform a future effectiveness study. We found that integrating a shared decision-making intervention within kidney ser-
vices is feasible and acceptable to all stakeholders. The training programme helped the health professionals to deliver decision support
in a way that proactively supported conversations about future end-of-life care. The patient decision aid was useful in structuring the
shared decision-making consultation and in supporting patients and relatives in discussing what was important to them about their
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kidney disease and future end-of-life care options. We identified how the intervention needed to be adapted for sustainable integration
within kidney practice. In addition, we identified the next steps for evaluating implementation and the impact of the DESIRE inter-
vention on patients, relatives, health professionals, and service outcomes. These are described in more detail below.

4.1. Feasibility of the DESIRE intervention and its components among patients, relatives, and health professionals

In assessing the feasibility of the DESIRE training programme, we suggest that the health professionals found it adequate in
supporting their ability to implement and practice shared decision-making and that they understood how to use the intervention.
However, we found a significant decrease for the item ’shared decision-making takes up too many resources’, indicating that the
training had led to more concerns among some of the health professionals that shared decision-making conversations about end-of-life
care planning would require more resources in daily clinical practice. This could suggest that the training programme had made the
health professionals aware of what shared decision-making entails and that conducting these conversations would require changes in
their daily clinical practice. These findings highlight the need for support from high-level leadership staff in implementing the DESIRE
intervention in kidney services and providing health professionals with the time necessary to adopt the intervention. Other researchers
have shown that when health professionals are new to using shared decision-making, consultations are longer in the beginning, leading
to an increase in time commitment (Veenendaal et al., 2023; Geiger et al., 2017). It is likely that when these new skills are assimilated
into health professionals established clinical reasoning and consultation patterns, the time commitment is likely to decrease and return
to normal. The implementation of evidence-based interventions may be challenged by contextual factors (Damschroder et al., 2022).
An example of contextual factors could be the one conservative kidney management unit being occupied with other tasks. This em-
phasises the need for a more organisational implementation strategy; for example, use of the Consolidated Framework for Imple-
mentation Research (Damschroder et al., 2022). The findings based on the IcanSDM data from this study should be interpreted with
attention to the small participant sample size of 14 health professionals. This does not make it possible to demonstrate a linear
relationship between the suitability of the training programme for the health professionals and the improvement in their skills in
providing shared decision-making conversations to patients and relatives. However, the views expressed by the health professionals in
the focus group showed that they felt well-trained to have shared decision-making conversations with patients about their wishes and
needs in relation to end-of-life care and treatment. Therefore, there is good reason to believe the training programme influenced the
improvement that was observed in their shared decision-making skills.

Furthermore, according to the findings from the assessment of the feasibility of the DESIRE components, the patients and their
relatives indicated that they had perceived that the intervention was based on shared decision-making, facilitated by structuring
conversations using the patient decision aid. In addition, the findings from evaluating whether the components of the DESIRE
intervention training programme provided the health professionals with the ability to give decision support indicated a high quality
performance through the conversations. Whether this outcome was a result of the extra attention the patients and relatives in the
intervention group received from the health professionals during conversations and while using the patient decision aid is unclear. A
conceptual review has shown that it is feasible to integrate patient decision aids into kidney services to enable patients and relatives to
make informed, value-based decisions together with health professionals (Bekker et al., 2023). To the best of our knowledge, the
DESIRE intervention is the first to support multiple stakeholders in end-of-life care planning in Danish kidney services. Seven in-
terventions have been identified internationally, targeting both patients, relatives and health professional, but none of those includes a
shared decision-making component (Buur et al., 2023a).

4.2. Acceptability of the DESIRE intervention

Data on the acceptability of the DESIRE intervention for all stakeholder groups showed that it was challenging to have this con-
versation but also rewarding and beneficial to end-of-life care planning. Overall, participants were grateful for and satisfied with the
different components of the DESIRE intervention. Data on enablers and barriers showed that participants from across stakeholder
groups highlighted the pictograms as being helpful prompts from which to start the conversation. Two of the pictogram overviews
were used in two other Danish patient decision aids for patients with chronic kidney disease (Finderup et al. 2020a,b; Finderup et al.,
2018; Finderup et al. 2019). In this study, the health professionals found pictograms helpful when talking with patients with kidney
disease about their kidney disease management (Finderup et al., 2019). As part of our study, it was emphasised by the people involved
as patient and public involvement in research partners that a pictogram overview with examples of how kidney failure can affect
people mentally, socially, and practically needed to be developed and included in the patient decision aid for the DESIRE intervention
(Buur et al., 2024a). The design and content of the overview was inspired by the items in the Integrated Palliative Care Outcome
Scale-Renal questionnaire (Boje et al., 2021). The rationale behind the pictogram overviews could be explained by the concept of
health literacy (Santana et al., 2021). This suggests that when patients need to have the capacity to obtain, process, and understand
information, to be able to engage in shared decision-making conversations and potentially accomplish value-based decision making,
they may benefit from recognising themselves in the tools used. The reason why the pictograms were included in the patient decision
aid in the first place was to engage patients and relatives in conversations about their care. The qualitative findings demonstrate a need
for repetition to allow the health professionals to feel more experienced in using the components of the DESIRE intervention. Goff et al.
(2019) studied an intervention for advance care planning shared decision-making for patients on haemodialysis and found that one of
the barriers to implementing the intervention was the complexity of the intervention causing a need for the health professionals to be
trained in using it (Goff et al., 2019). In our study, the training was considered appropriate. However, health professionals hypoth-
esised that the more they used the DESIRE intervention with patients and their relatives, the more confident they would become with
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4.3. Feasibility of the trial design and methods to inform an effectiveness study

The baseline characteristics and Integrated Palliative Care Outcome Scale-Renal measurements presented in Table 1 show that the
randomisation of patient participants was successful. However, during the 2-month inclusion period, we succeeded in including only
27 of the anticipated 32 patients. Furthermore, the dropout of the patient participants included from baseline to follow-up was 18.5 %:
three from the intervention group and two from the control group. The dropout from the intervention group was due to patient health
issues, and, in the control group, it was due to issues among the participating health professionals. We found a statistically, significant
higher need for palliative care in the intervention group at baseline compared to the control group. The reason for this observed
difference is unknown and could simply be due to chance or the small sample size. Moreover, looking at the change in palliative care
needs between baseline and exit measurements in each group indicated a decrease in palliative care needs in the intervention group
compared to an increase in the control group, although this was not statistically significant. Researchers have concluded that a change
of about five points in Integrated Palliative Care Outcome Scale-Renal scores represents a moderate effect size (Murtagh et al., 2019),
which is why we presumed that our study could show similar findings. This presumption cannot be rejected while the change between
groups showed a 95 % confidence interval above five points. Given the small sample size, furthermore, it is possible that the observed
small changes in measured outcomes were due to random effects rather than to the DESIRE intervention. The purpose of feasibility
testing a complex intervention is to find out if it is feasible to test the intervention in a larger evaluation and implementation study
(Skivington et al., 2021; Craig et al., 2008, 2013). This study was however, not powered to detect differences between groups after the
intervention, but based on a change in Integrated Palliative Care Outcome Scale-Renal scores of five points, and, considering the
dropout of 18.5 %, a future effectiveness study would benefit from including 31 participants in each treatment group (haemodialysis,
peritoneal dialysis, and conservative kidney management). Accordingly, including 93 participants in each group in a randomised
controlled study should be able to achieve a power of 80 %. Twenty-seven patients from four different hospitals were included during
the 2 months of this study. This means that in a future effectiveness study, either more hospitals or a longer inclusion period will be
necessary to be able to include 186 participants.

It is also necessary to question whether the Integrated Palliative Care Outcome Scale-Renal measurement is a useful outcome
measure to evaluate the DESIRE intervention. In the definition of advance care planning, it is stated that advance care planning
’addresses individuals’ concerns across the physical, psychological, social, and spiritual domains’ (Rietjens et al., 2017), and these are the
exact domains measured in Integrated Palliative Care Outcome Scale-Renal. The Integrated Palliative Care Outcome Scale-Renal
consists of items measuring physical, psychological, spiritual problems, communication needs including with family, and practical
support (Murtagh et al., 2019). The DESIRE intervention may be directed more towards emotional and communicational items than
towards symptoms. A sub-analysis of the differences in change scores between the two groups where the data on physical symptoms
were excluded showed a larger decrease in the patients’ experience of their palliative care needs in the intervention group (mean =
—2.7, SD = 5.5) compared to the control group (mean = —0.11, SD = 3.36); however, this was not statistically significant (p = 0.20).
Based on the findings from the previous study (Murtagh et al., 2019), a relevant change would in this case be about 1.3 points, and the
intervention group in this sub-analysis shows a change score of more than twice that size. This may indicate that in a future effec-
tiveness study, the training programme may benefit from including more training of health professionals in intervening when
addressing physical symptoms in the shared decision-making conversations or consider to use a subscale only including the items
measuring psychological and spiritual problems, communication needs including with family, and practical support.

4.4. Limitations

This pilot study did not aim to achieve statistical significance between outcome measures because of the small sample size.
However, a study strength is that it was conducted across four different Danish hospitals, representing two university hospitals and two
regional hospitals in two different regions, suggesting findings will be relevant to different hospital and patient contexts.

In general, participants were positive towards the DESIRE intervention, reporting more enablers than barriers to using the inter-
vention components, and evaluating the intervention as personally relevant and experiencing beneficial effects. Some implementation
challenges were identified, as well as the health professionals need to repeat delivery to feel more experienced. This can be accom-
plished in a future effectiveness study.

A limitation caused by the design of the study is related to the health professionals’ data collection. The participating health
professionals had experienced the administrative and logistical part of the data collection as something of a challenge. They stated that
it could be difficult to obtain an overview of all the data that had to be collected at the same time as randomisation, conducting the
shared decision-making conversations, using the patient decision aid, and reporting the decisions in the patients’ health records. This
also affected the participating departments. In a future study, the researchers should probably manage the randomisation and ques-
tionnaire data collection, and similar tasks so that the participating health professionals only have to conduct the conversations, use
the patient decision aid, and report in patients’ health records. Nevertheless, the health professionals managed to collect data very
thoroughly throughout the period of the study.

Furthermore, there was a potential for response bias in the study from the fact that the health professionals collected the study
questionnaires, and patients may have responded in favour of their role in supporting decision making. However, the Integrated
Palliative Care Outcome Scale-Renal only measures how the patients experience their situation, although two questions relate to health
service delivery (information and time wasted).
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5. Conclusions

To our knowledge, this shared decision-making intervention is the first to address end-of-life care planning for patients with kidney
failure, their relatives, and health professionals. We have added to the building evidence about how to involve all parties in effective
advance care planning for long-term conditions. We have shown promising results. Participants who completed the intervention
indicated that the DESIRE intervention was valid and could be integrated into practice to support multiple stakeholders in end-of-life
care planning alongside the management of worsening kidney failure. The innovative approach of delegating end-of-life care infor-
mation provision to trained health professionals using shared decision-making and an evidence-based patient decision aid has the
potential to facilitate informed decision making in patients with kidney failure and their relatives. Furthermore, it has the potential to
support health professionals in Danish kidney services. Minimising exhaustion and enhancing engagement with the intervention
should be a focus for subsequent refinement of the intervention.
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