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ARTICLE INFO ABSTRACT
Keywords: Objective: To develop a patient decision aid facilitating shared decision making for patients with potential
Pancreatic cancer pancreatic cancer deciding about no treatment, surgical or medical treatment.

Shared decision making
Surgery
Patient decision aid

Methods: Based on a user-centred design by Wittemann et al., we developed a shared decision making inter-
vention in three phases: 1) Understanding decision needs 2) Development of a patient decision aid (PtDA) based
on a generic template 3) Assessment of the intervention from interviews with patients (n = 11), relatives (n =
11), nurses (n = 4) and surgeons (n = 2) analysed with thematic analysis, and measuring patients’ perceptions of
choice of options with the Decisional Conflict Scale.

Results: Results showed varying experiences with the use of the PtDA, with surgeons not finding PtDA useful as it
was impractical and constraining with patients’ conversations. There was no difference in patients’ perceptions
in choosing options for those being presented vs those patients not being presented for the PtDA.

Conclusion: The format and structure of the PtDA was not feasible for the surgeons as fundamental users in the
present clinic.

Innovation: This study highlights the urgent need to consider clinical context before introducing a predefined tool
and shows the importance of a multistakeholder approach. Research should focus on finding means to successful
implement shared decision making.

1. Introduction has high priority [2,3]. Patients are mainly elderly and often with more
severe comorbidity than the background population, which makes the

Pancreatic cancer (PC) has become one of the leading causes of evaluation of operability complex. Long-term survival or cure can only
cancer-related deaths world-wide. Due to its rapid progressive nature be obtained by extensive surgical treatment, and although the post-
with an overall 5 year-survival rate <10% [1], diagnosis and treatment operative mortality is low in high-volume centres, the complication rate
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and sequelae are considerable [1]. The postoperative outcome often
leads to a reduced functional and cognitive level as well as a decreased
Quality of Life (QoL) [4-10] and induces major psychological conse-
quences for patients and relatives [11-13]. During the last decade,
general healthcare has moved towards a more patient-centred approach
in the decision making of the individual treatment [15]. The decision
about surgical treatment has mainly been directed by resectability and
operability and to a lesser extent by postoperative QoL [14]. However,
there are two other options although not curable, either palliative
oncologic treatment or best supportive care [1].

There are several definitions on shared decision making (SDM) [15].
We choose the definition by Elwyn et al. “a process in which decisions are
made in a collaborative way, where trustworthy information is provided in
accessible formats about a set of options” [16]. SDM helps patients to
consider pros and cons of a treatment whether medical or surgical [16],
enables patients, nurses and surgeons to agree on a treatment by sharing
information and building consensus, and improves patients’ satisfaction
and adherence to therapy as well as long-term health related QoL
[17,18]. However, patients’ and surgeons’ views on SDM are limited
[19-21]. From an ethical point of view, patients’ autonomy in decision
making is indisputable, but their decision needs a thorough counselling
by the surgeon. Surgical rates and decisional conflicts may decrease as
knowledge of the patients’ situation increases [22]. In the PC popula-
tion, patient-centred knowledge, and perspectives on the use of SDM
have only been investigated in few studies [23-25].

Information about the decision is provided in accessible formats, for
instance as a patient decision aid (PtDA) [16]. PtDAs are tools such as
personalized worksheets, take-home information sheets, online iterative
formats or grids designed to support SDM, as they include information
about options and associated benefits, or harms, and they evoke the
patient’s personal preferences and values. A review of studies dealing
with a variety of decision contexts found that using a PtDA increased the
patient’s knowledge, decreased decisional conflict and regret, and
involved the patient in the decision making. However, these studies did
not entail patients, who had to undergo surgery for a time-critical cancer
with a limited overall survival and with alternative treatment options in
a dichotomous irreversible choice [26]. Patients with suspected PC
should decide whether to receive major surgery with potential cure but
with a relatively high risk of complications and recurrence or palliative
oncologic treatment or best supportive care. The decision between the
second options as alternative to surgery is made in an oncology setting
but depends on the pathologic diagnosis, which may not be available at
the time when patients are informed about their options. The aim was to
develop an SDM intervention for patients with suspected PC who were to
decide between intended curative surgical treatment, palliative onco-
logic treatment or no treatment at all apart from best supportive care.

2. Methods

This study was reported in accordance with the SUNDAE guidelines
(Supplementary Fig. 3). The development of the SDM intervention was
based on a user-centred design and included three phases as suggested
by Witteman et al. [27]: 1) Exploring the decision needs among patients,
relatives, nurses, and surgeons 2) Developing a SDM intervention, 3)
Assessing patients’, nurses, and surgeons’ experiences of the interven-
tion. As the intervention consisted of a PtDA, we aimed to achieve as
many of the International Patient Decision Aid Standards (IPDAS)
criteria as possible [28]. The results of the developing process were re-
ported according to the IPDAS guideline [27]. The PtDA was based on a
Danish generic template, “The Decision Helper ™. This template was
designed to support SDM in consultations and developed within onco-
logical settings. The template includes a range of mandatory elements.

Elwyn et al.’s [16] three talk model for SDM was chosen because its
simplicity makes it an attractive guide in clinical settings [16]. The SDM
process included: 1) Team talk: the surgeon invites the patient and rel-
atives to make a decision that suits the patient best. 2) Choice talk: the
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surgeon compares possible options with the patient and relative. 3)
Decision talk: the surgeon finds out what matters most to the patient
together with the patient and relative. “The Decision Helper ™" is also
based on the three talk model. To understand decision needs among end-
users we used the Ottawa Decision Support Framework to define deci-
sion needs [29]. Decision needs are: “A deficit that can adversely affect the
quality of a decision”. We further defined decisional needs as uncertainty,
inadequate knowledge, unrealistic expectation, unclear values, inade-
quate support, complex decision characteristics and personal needs
[29]. (See Fig. 1.)

2.1. Setting

The study was performed at Copenhagen University Hospital, Rig-
shospitalet, which is a tertiary hospital in the capital region with a
catchment area for pancreatic surgery of 2,500,000 residents. The
average number of pancreatic operations is 250/year. The participating
nurses and surgeons included the entire pancreatic team at the hospital.
Given the seriousness of the pancreatic tumours there is a need for
timely treatment. Therefore, eligible patients are booked for surgery
prior to consultation. This booking may be cancelled after the consul-
tation. This consultation is the first and sometimes the only physical
consultation between surgeons and patients making it the best point of
contact in the pathway to introduce SDM.

2.2. Phase 1: Exploration of decision needs among end-users

To explore decision needs and the process of SDM among patients
with potential PC we conducted a literature search in MEDLINE and
CINAHL using a two blocks search, with one block including keywords
and index terms for PC and synonyms and the other block including
keywords and index terms for SDM and synonyms. Studies were
screened independently by two authors and were included if their focus
were on patients’ decision needs regarding the process of SDM. Data
from the included studies were extracted and analysed narratively with
a focus on patients’ decision-making needs when they were involved in
deciding whether or not to have pancreatic surgery.

To explore patients’, relatives’, nurses’, and surgeons’ decision needs
we individually interviewed patients and relatives and held two focus
groups with nurses and surgeons. The interviews took place at three
occasions: within two days after the first preoperative consultation,
where decision about operation was made, before discharge, and finally
one week after discharge. The individual interviews were conducted
using a semi-structured interview guide [30] and the focus groups using
a question guide [31]. Both were based on literature regarding the
practice and measurement of SDM [32-34]. All interviews were recor-
ded, transcribed and analysed with thematic analysis [35]. Field ob-
servations of the consultations were performed to supplement the
interviews. KD, AB and JF performed the analysis.

2.3. Phase 2: Development and refining the SDM intervention

We developed and refined the SDM intervention in four workshops
with nurses, surgeons, oncologists, and patients with PC. In Workshop 1,
the first iteration was settled to synthesise the evidence of treatment
options into the PtDA, and in Workshop 2 the decision needs among
patients, nurses and surgeons were synthesized. Afterwards, a prototype
with end-uses were drafted. The second iteration was completed in
Workshop 3 with patients (n = 5), and relatives (n = 2) where prototypes
were discussed to achieve usability and comprehensibility. In Workshop
4, nurses (n = 5), surgeons (n = 4) and managers (n = 2) reviewed the
second iteration and the SDM intervention and the PtDA were pre-tested
with patients (n = 4) who were not part of the developing process.
Hereafter, the third iteration of the PtDA was tested, and patients (n = 4)
and relatives (n = 1) provided feedback by informal interviews leading a
fourth iteration ready for assessment. All patients in this phase had been
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Fig. 1. Designing a patient decision aid to support patients with potential pancreatic cancer when deciding about treatment.

through the decision and therefore had knowledge of the choice and the
aftermath. Prior to testing, each surgeon was introduced to how to use
the PtDA in the consultations. This was done from one to three days
before the consultations with the patients. The surgeons also had a visual
one-page guide on how to structure the SDM process and using the PtDA.
The guide contained pre-made sentences.

2.4. Phase 3: Assessing the end-users’ experiences of the SDM intervention

To assess end-users’ experiences of the SDM intervention, quantita-
tive and qualitative data were used. Patients were included from 1.
March 2021 to 1. June 2022. All patients were 18 years or older, suffi-
ciently Danish speaking, and attended consultations regarding operation
for suspected PC with surgeons and nurses involved in the treatment
trajectory. The Decisional Conflict Scale (DCS) [36] was used to measure
patients’ self-reported uncertainty with the decision. The scale consisted
of 16 questions with five subscales: informed, value clarity, support,
uncertainty, and effective decision. The total DCS score equally weights
all subscales. Responses to each question were reported on a 5-point
Likert scale (0 = strongly agree to 4 = strongly disagree). Data ob-
tained from the DCS were rated using a total score between 0 and 100 (0
was considered as no decisional conflict). Scores lower than 25 reflect
low, 25-37,5 reflect moderate and > 37,5 reflect high decisional con-
flict. Scores of 25 and above reflect clinically significant decisional
conflicts [36]. The sub scores were calculated as follows: Total score
(item 1-16) (summed, divided by 16 and multiplied by 25), Uncertainty
sub score (10,11,12), Informed sub score (1,2,3), Value clarity sub score

Table 1
Additional questions given to patients after the consultation.

(4, 5, 6), Support sub score (7, 8, 9) (summed, divided by 3 and multi-
plied by 25), Effective sub score (13, 14, 15, 16) (summed, divided by 4
and multiplied by 25) [36]. Fishers’ exact test was used to test the dif-
ference between patients presented for the PtDA versus patients, who
had not been presented for the PtDA during the consultation. In addition
to the DSC, we developed five questions (with yes/no answers) that were
given to the patients after the consultation (Table 1). The patients were
asked to fill in the DCS and the five questions within one week after the
consultation.

Patients were interviewed using a semi-structured interview guide
[30] one to five weeks after the consultation. Surgeons were interviewed
in two focus groups [31] using a slightly modified question guide as
portrayed in Phase 1. Data was analysed as described in Phase 1.

2.5. Ethics

Written informed consent from patients, relatives, nurses, and sur-
geons were obtained. The Danish Data Protection Agency approved the
data management (P-2021-206). According to Danish legislation, this
type of research is exempted from ethical approval. The study was
performed in compliance with the Helsinki Declaration [37].

3. Results

In Phase 1 we found from the literature three studies investigating
the process of SDM and patients with potential PC deciding about sur-
gical treatment [23-25], but none of the studies reported an SDM

Did you read the preparation letter?

Did you fill in the preparation letter?

Was the preparation letter used by clinicians in the consultation?
Was the patient decision aid used in the consultation?

Are you interested in participating in an interview regarding your choice of treatment and the patient decision aid?




K.E. Dengs¢ et al.

intervention for patients with potential PC making the decision about
surgery [26]. Patients felt pressured by the surgeon to accept surgical
treatment due to the lack of other treatment options, and only felt like
“winners” if they qualified for surgery [24]. A barrier to SDM was the
examination of the operability of the patient and not whether surgery
could be an option [23]. Nurses and surgeons felt that they needed to get
an overall picture of the patient’s health and social situation in order to
adequately support the patients’ decision. Furthermore, nurses and
surgeons called for a decision-making process over several consultations
rather than just one [25]. One qualitative study explored PC patients’
perceptions and preferences on information and treatment decision-
making. This study found that physicians should promote an exchange
of relevant preferences and values with the patients in order to have a
sound basis for their recommendation [38].

Interviews with patients (n = 11) and relatives (n = 11), focus groups
with clinicians (n = 6) and field observations (n = 15) (Table 2a) showed
that patients had low prognostic awareness when they were informed
about suspected PC and the option of surgery, and their understanding
of life expectancy was overly optimistic.

The focus of the consultations was primarily on the surgical pro-
cedure, the high risk of relapse after the operation, and the recom-
mended adjuvant chemotherapy. Medical alternatives to surgery were
rarely discussed because this was considered inferior regarding survival
benefit. Before the consultation most patients had pronounced a wish for
an operation i.e. “I just need to get through this surgical procedure and then I
can get back to my normal life” and “There is no choice, if I if I don’t have
this operation I will die”. After the operation, most patients described a
recovery longer than expected, and they did not realize that the process
of regaining normal function and returning to normal life would be as
hard both mentally and physically. Relatives described that focus of the
consultations was the surgical procedure and explained that there was
no doubt that the surgical treatment was the right one, as they were only
informed about other treatments if they asked the surgeon. The surgeons
were evasive when the conversation turned to the prognosis explaining
that the best course of treatment was when the patients themselves
decided to have surgery or not. The nurses explained that their role was
to clarify any misinformation or uncertainties and explained that some
patients were shocked by the extend of the operation.

In Phase 2, a PtDAs tailored for three possible surgical procedures
(Whipple’s, Distal and Total Pancreatectomy) were developed. They
included an explanation of the decision to be made, description of the
surgical procedures and pros and cons of surgery compared to oncology
and palliative care. Moreover, information about possible surgical
complications, short as well as long-term side effects, prognosis and
finally a preparation letter for the patient to fill out upon arriving to the

Table 2a
Demographic characteristics of patients, relatives, nurses and surgeons in Phase
1.

Patients (n) 1
Age median (range) 73 (52-89)
Males (n) 6
Living alone (n) <3
Educational level
College degree (n) 6
Vocational education (n) 4
Unknown (n) 0
Relatives (n) 11
Male (n) 7
Spouse (n) 8
Clinicians (n) 6
Surgeons (n) 2
Males (n) 2
Years of experience median* 16
Nurses (n) 4
Males (n) 0
Years of experience median 20,5

" Range not shown as a result of small sample size.
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preoperative consultation. The preparation letter informed the patients
about the SDM process. It further aimed to prepare patients for a con-
versation about the potential surgical treatment options and invited
them into a decision-making process that made them reflect on their
values and concerns regarding the surgery and their individual situation.
Material was prepared for nurses and surgeons on how to use PtDA in
consultations and a visual guide with two questions, one about prognosis
and the other about more time for consideration. Finally, there were
visual maps of the surgical procedure with illustrations of ‘before’ and
‘after’ surgery. In the third iteration, two of these maps were combined.

The PtDAs met all seven IPDAS criteria to be defined as a PtDA, and
five out of eight IPDAS criteria to reduce the risk of making a biased
decision. The PtDAs did not provide references to applied scientific ev-
idence (Supplementary Fig. 4).

In Phase 3 a total of 87 patients with suspected PC had consultations
about treatment. Out of these, 38 patients responded to the DCS ques-
tionnaire, of whom 25 patients were presented and applied the PtDA in
the consultation (Fig. 2). Eleven patients participated in interviews of
which eight had the PtDA applied in the consultation (Table 2b).

Patients’ statements were equivocal as to whether the PtDA had the
intended effect of improving SDM. Some patients found it valuable to be
informed about treatment with chemotherapy as an alternative to sur-
gery and adjuvant treatment. Other patients described that the negative
outcomes in terms of implications for their QoL after surgery were much
worse than they were prepared for. Patients did not recall that alter-
natives to surgery was discussed prior to operation. One patient stated” I
thought we were to discuss the options. But he (the surgeon.) had already
decided that everything had to go”. Most patients described the PtDA was
handed to them at the end of the consultation without dialogue, and in
these cases, patients questioned the timing of the PtDA: “If this was meant
as a helping hand for me to decide, then it’s far too late to hand it over for me
to read at home”. The nurses did not find the PtDA to be the cornerstone
of a satisfactory consultation and clarified that the consultations had
changed into a more legitimate conversation about alternatives to sur-
gery although the PtDA was not being used systematically. The surgeons
explained it seemed constrained to begin the consultation asking pa-
tients in a potential existential crisis to tick a box to indicate their level
of information wishes and they did not find the PtDA useful except from
the cards visualising the abdominal region before and after surgery, and
an overview of the treatment trajectory. A recurring argument was that
the premise for the PtDA was flawed, because the prescribed treatments

Eligible patients
in total:
87

4

Responded to
questionnaire:
37

[
v v

Exposed to PtDA: Unexposed to PtDA:
25 12
A 4 A 4
Interviewed: Interviewed:
8 3

Fig. 2. Flowchart of the eligible patients (n = 87) being presented/not being
presented to the PtDA answering DCS (n = 38) and participating in interviews
(n =11).
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Table 2b
Demographic characteristics of patients, nurses, and surgeons in the pilot test in
Phase 3.

PEC Innovation 4 (2024) 100269

Table 3
Results from The Decisional Conflict Scale from patients (n = 38) with potential
pancreatic cancer deciding about no treatment, surgical or medical treatment.

Patients (n) 38
Age median (range) 70 (55-85)
Male (n) 15
Living alone (n) 7
Educational level
College degree (n) 16
Vocational education (n) 19
Unknown (n) <3
Attended consultation alone (n) 8
Presented for the PtDA (n) 25
Answered the preparation letter (n) 24
Offered Reflection time (n) 19
Clinicians (n) 7
Surgeons (n) 3
Males (n) 3
Years of experience median* 11,5
Nurses (n) 4
Males (n) 0
Years of experience median* 20,5

" Range not shown as a result of small sample size.

were not equal as surgery would always be the only potentially curative
option, and oncologic treatment would only be life-extending. The
surgeons found that the PtDA made the conversation rigid and dehu-
manizing: “The quality of the conversation declined on a human level, when
you are forced to talk from a rigid structure rather than what feels right with a
specific patient. What you miss is the ability to adapt your communication to
the situation”.

Regarding the preparation letter the nurses described this as helpful
to patients, however, patients’ prepared answers or questions needed to
be discussed during the consultation for the letter to be meaningful. The
surgeons did not find the preparation letter useful due to the belief that
patients’ self-reported and the surgeon-perceived fitness for surgery
often differed. Thus, to induce the risk of offering surgery to patients at
high risk of complications and protracted recoveries, patient-reported
information served as the sole basis for preoperative decision making.
It was the surgeons’ experience that most patients arrived at the
consultation with a clear understanding, that surgery was the only op-
tion for them, as some fit patients had already received a booking for
surgery in their digital patient app. According to the surgeons this made
it difficult to openly discuss other options.

The total score of DCS was 18.23, and all sub scores were below 25.
The highest sub scores were found in the Informed (23.01) and Uncer-
tainty sub scores (20.63). The lowest sub scores were found in Support
(17.85), Values Clarity (17,06), and Effective Decision (13.98). There
was no difference in total or sub scores between patients guided through
the PtDA and patients who were not guided through the PtDA during
consultation (Table 3).

The P-value refers to the difference between patients who were
presented with PtDA versus patients who were not presented with PtDA
in the consultations.

4. Discussion and conclusion
4.1. Discussion

The interviews with patients indicated that the PtDA made up a
useful structure and provided helpful information for the decision
making regarding surgery for suspected PC. On the contrary, the sur-
geons gave an experience of a stilted and impractical PtDA. The quan-
titative difference between making the choice with or without the PtDA
was not significant. Combined with the finding that not all patients were
presented to the PtDA, it is difficult to determine the extent to which the
PtDA supports patients in their decision-making of surgery as a treat-
ment of suspected PC. Therefore, we cannot conclude that the PtDA

Low DCS Moderate DCS High DCS P
scores (< score (25-37,5) score value
25) (>37,5)
Total score
No PtDA (n) 6 7 0
PtDA (m) 15 10 0
P=
total (n) 21 17 0 0.50
Subscales
Uncertainty
No PtDA (n) 6 6 1
PtDA (m) 13 7 5
P=
total (n) 19 13 6 0.38
Informed
No PtDA (n) 2 9 2
PtDA (n) 12 12 1
P=
total (n) 14 21 3 0.10
Value Clarity
No PtDA (n) 4 8 1
PtDA (n) 15 9 1
P=
total (m) 19 17 2 0.22
Support
No PtDA (m 5 8 0
PtDA (n) 15 8 2
P=
total (m) 20 16 2 0.26
Effective
decision
No PtDA (m 6 7 0
PtDA (n) 16 9 0
P=
total (n) 22 16 0 0.32
*Fisher’s

exact test

meets the purpose of the IPDAS criteria which is to improve the patients’
criteria for making a value-based shared decision [28]. However, results
from the patient interviews and from the DCS questionnaire indicate
that some elements of the PtDA support the patients’ decision. However,
these findings have limited value when the interviews with surgeons
showed that the use of the PtDA was not feasible in the present clinical
context. As the format of the PtDA was validated in advance and
included various mandatory elements, it was not possible to further
adjust to the clinical setting as requested by surgeons. Although the
generic PtDA template is designed for the consultation, it appeared that
the PtDA was primarily designed for the patients and not surgeons and
did not allow adjustments that made it useful for another vital user of the
PtDA: the surgeons. Although we examined the patients’ needs, the in-
dividual patient may have different concerns than those visualized in the
PtDA.

Another challenge was that the surgeons had to assess the individual
patient’s needs at the start of the consultation, which the PtDA did not
facilitate. That surgeons were obliged to provide balanced information,
about palliative oncologic treatment and best supportive care was
problematic, as these treatments were performed elsewhere. The prep-
aration sheet was also hampered by the fact that a pathologic diagnosis
was rarely available at the patient’s consultation, making the informa-
tion of the suspected disease by the surgeon even more delicate.
Considering the relatively small patient population the time-consuming
and expensive development of the disease specific PtDA appears
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disproportionate. It may be more meaningful using a more problem-
based communication strategy such as targeted SDM described by
Hargraves et al., who argue that the use of tools may never outshine the
purpose of the clinical consultation to help the patient deal with a health
problem [39].

The development process proposed by the IPDAS collaboration has
been used, which reflects a three-step process and including four itera-
tions. The process can be determined as a medium process of user-
involvement, although for some items the process have been at a
smaller level and for other items at a larger level [27]. For example, the
needs assessment was not carried out with 30 participants but with 11
patients and 26 end-users in total. However, 11 participants are repre-
sentative in a patient population of 250. On the other hand, we have also
made observations that reflect a major process. In the development
process a template was used, which has involved end-users at a major
level. The surgeons did not find the PtDA useful, which may indicate that
the use of a generic template has been counterproductive in meeting the
context-specific decision needs of the surgeon, a vital end-user of the
tool [40].

To the best of our knowledge no study has developed a PtDA for
patients with suspected PC scheduled for surgery. We can therefore only
compare our results with other cancer populations. Sorensen von Essen
et al. [41] developed a PtDA targeting patients with high-grade glioma
based on the same template and found the tool useful and acceptable in
their alpha test. Further evaluation of SDM and the PtDA in a real-life
decision making consultations is now being tested by Sorensen von
Essen et al. However, they did not in detail describe nurses and sur-
geons’ experiences with the tool. In our opinion this is an important
aspect to investigate, as the perfect tool is useful in practice only after a
development study, and if the surgeons find it attractive, meaningful,
and actively use it.

Offering reflection time to the doubtful patients may be useful in
some situations, but this was not possible for us to measure. As the
surgeons did not favor the PtDA, it was subsequently not implemented in
the clinic. Only few elements such as an overview of the treatment
trajectory and abdominal illustrations of pre- and post-surgery were
chosen to be a part of the future consultations. Implementation of SDM
in the present clinical setting was a challenge. Steffensen et al. [42] also
argue that implementing SDM in healthcare at the institutional level is
challenging especially in those cases where patients have complex
illness and care needs. Based on a recent review investigating situations
deemed appropriate and not appropriate for SDM, the decision about
surgery or not for PC is appropriate for SDM [43].

The DCS total score reflected low decisional conflict, indicating that
patients were certainty with their treatment decision. The highest scores
were the sub score; informed (i.e. I know which options are available to me)
indicating that patients were not well informed of the available treat-
ment options. This may be due to the inflexible use of the PtDA in the
consultations. Hoesseini et al. [44] investigated decisional conflicts in
patients with head and neck cancer deciding about treatment options of
surgery vs. non surgery. Likewise, our study they also found the highest
scores were the sub score; informed, arguing that patients did not feel
they had a choice of treatment as surgery was the best treatment. The
lowest sub score was found in effective decision (i.e. I am satisfied with
my decision) similar to the findings of Hoesseini et al. indicating that
patients with low effective decision felt they made a shared decision
while patients experiencing decisional conflicts often felt the surgeon
made the decision [44]. We did not find any differences in the DCS
scores between patients who either were or were not presented for the
PtDA. This may be due to the difference in how the individual surgeon
used the PtDA in the consultation and the relatively small sample size.

A strength of this study is the assessment of the IPDAS quality criteria
based on SDM concepts. Furthermore, the number of interviews per-
formed before, during and after the implementation of the PtDA with
nurses, surgeons and patients provides valuable insights into the quality
of the value-based decision. There are, however, also limitations. First,
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we did not test the patients’ uncertainty with the decision before the
implementation of the PtDA, and second, the results from the DCS were
not significant which might be due to the sample size. The reason for the
low number of respondents may be a result of the low number of patients
presented for the PtDA. We do not have long-term data on how the
patients experienced the decision making after surgery. Another limi-
tation is the lengthy and extensive development process of the PtDA,
which may have caused user fatigue. It is well known that there is a need
to train nurses and surgeons in communication about serious illness
using a safe learning environment, explicit teaching of structured
communication and preparing co-facilitators to adapt to the differing
skill levels of learners [45]. However, this was not prioritized in the
present study due to a combination of a reasonable reluctance to engage
in further communication training with the PtDA and lack of resources
given the time spent on developing the PtDA. This call was made as the
small team of surgeons had all received education in the general method
of SDM and all the surgeons participated in the development of the tool
and as a result knew the tool in detail. Furthermore, the surgeons were
given a personal review of the PtDA and how to use this in the consul-
tation. Finally, the surgeons’ approach and their presentation of the
PtDA may well have influenced the patients’ views of the PtDA. If the
surgeon from an observation met all SDM goals, the tool is still not useful
if it is not perceived or accepted as useful in the consultation.

4.2. Innovation

Patient-centered care and SDM are agendas being promoted inter-
nationally. Many resources are used promoting this important agenda.
However, this study highlights the urgent need to consider the clinical
context before introducing a predefined tool. In light of the current
health care crisis and shortage of personal, innovation for greater SDM
can only happen when all users find a given tool or practice feasible.
Therefore, we strongly propose that clinicians’ voices be heard even if a
certain tool is validated in a different but similar context. Such involving
practice will ensure that the resources used to promote true SDM will not
end up in a drawer but instead help the people we want to help: the
patients.

4.3. Conclusion

The limited knowledge of PtDA and SDM for patients with suspicion
of PC, and the complexity of assessing the applicability of the specific
PtDA in the clinical context highlights the need for further research
within the field of purposeful SDM in cancer surgical settings. Overall,
the PtDA seems to fill in a gap of patients’ needs, but the format and
structure of the PtDA was not feasible for the surgeons in the present
clinical context.

Supplementary data to this article can be found online at https://doi.
org/10.1016/j.pecinn.2024.100269.
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