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Abstract
Background: Implementing shared decision-making in oncology practice is often limited, particularly integrating the patient’s context 
into decision-making. To improve this, we conducted a quality improvement project, CONtext. CONtext attempts to accomplish this 
by: (1) Integrating the patient’s context into shared decision-making during consultation with the medical oncologist; (2) Actively 
involving the GP and case manager (a specialized oncology nurse), who often have knowledge about the patient’s context, and; (3) 
Giving the person with advanced cancer a time-out period of up to 2 weeks to consider and discuss treatment options with others, 
including close family and friends.
Aim: To explore how persons with advanced cancer and their involved professionals experienced shared decision-making after the 
introduction of CONtext.
Design: A qualitative embedded multiple-case study using in-depth interviews analysed with inductive content analysis.
Participants: A purposive sample of 14 cases, each case consisting of a patient with advanced cancer and ideally their medical 
oncologist, case manager, and GP.
Results: Four themes were identified: shared decision-making is a dynamic and continuous process (1), in which the medical 
oncologist’s treatment recommendation is central (2), fuelled by the patients’ experience of not having a choice (3), and integrating 
the patient’s context into shared decision-making was considered important but hampered (4), for example, by the association with 
the terminal phase.
Conclusions: The prevailing tendency among medical oncologists and persons with advanced cancer to prioritize life-prolonging 
anticancer treatments restricts the potential for shared decision-making. This undermines integrating individual context into decision-
making, a critical aspect of the palliative care continuum.
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Background

People with advanced cancer often face complex medical 
decisions, needing to weigh the benefits and harms of 
anticancer treatment on their quality of life.1–4 As these 
trade-offs are subjective and can significantly impact 
lives, understanding the person’s context, as defined by 
Weiner5 (Box 1), is paramount.6 Shared decision-making 
has therefore gained momentum as a strategy to incor-
porate the person’s context into medical decision-mak-
ing.7 Shared decision-making has become even more 
relevant in recent years, as the expansion of treatment 
options for advanced cancer has increased the complex-
ity of medical and shared decision-making.8 Nevertheless, 
studies show that the application of shared decision-
making in daily oncology practice lags behind.9–12 People 
with advanced cancer often participate less in decision-
making than they would prefer, which may negatively 
impact their quality of life, even though they desire more 
say over decisions affecting it.1,13,14

To improve shared decision-making for people with 
advanced cancer, we conducted a quality improvement 
project CONtext to combine patients’ expertise of their 

own context with medical oncologists’ expertise on 
choices and treatment options. CONtext attempts to 
accomplish this by three core elements: (1) Integrating 
the patient’s context into shared decision-making during 
consultation with the medical oncologist; (2) Involving the 
GP and case manager (a specialized oncology nurse), who 
often have a substantial knowledge about the patient’s 
context,15–18 and; (3) Giving the person with advanced 
cancer a time-out period of up to 2 weeks (a time-out) to 
consider and discuss treatment options with others, 
including close family and friends. For a full description, 
see Box 1.

CONtext’s design was guided by existing shared  
decision-making models, being mainly inspired by the 
exploration of the patient’s context in the elements of 
“team talk” from Elwyn et al.7 and “preparation talk”  
from van de Pol et al.19 Since the onset of CONtext, many 
other decision-making models have been described to 
strengthen the likelihood of person-centred care,20 includ-
ing goal-based shared decision-making.21 CONtext had 
similar aims, for example, integrating the patients’ con-
text including goals, into decision-making. In addition to 
implementing CONtext, we aimed to understand how this 

Key Statements

What is already known about the topic?

•• Shared decision-making is the preferred model for making complex medical decisions and has shown to be beneficial, 
for example, by improving patient satisfaction.

•• Shared decision-making facilitates people with advanced cancer and professionals in complex medical decision-making.
•• Despite its beneficial effects, implementation of shared decision-making, particularly the integration of the patient’s context 

in decision-making, is limited in advanced cancer treatment, while this should be central within the palliative care continuum.

What this paper adds?

•• Interviewees considered shared decision-making a dynamic and continuous process in which the medical oncologist’s 
treatment recommendation is central; persons with advanced cancer experienced not having a choice.

•• Most interviewees found integrating the patient’s context into decision-making desirable. However, this is hampered by, 
for example, the association of discussing the patient’s context with the terminal phase and the patient’s insufficient 
awareness that talking about the patient’s context with the medical oncologist is relevant.

•• Medical oncologists and persons with advanced cancer tend to focus almost exclusively on life-prolonging anticancer 
treatment options. This hampers integrating the person’s context into decision-making and, therefore, limits integrating 
oncology with palliative care.

Implications for practice, theory, or policy

•• Palliative care professionals need to recognize how a strong focus on life-prolonging anticancer treatments among per-
sons with advanced cancer and medical oncologists hinders integrating oncology with palliative care.

•• Improving shared decision-making requires more exploration and intervention on a micro, meso, and macro level; the 
perspective and attitude of patients and healthcare professionals must change (micro); the collaboration between pro-
fessionals must be addressed to the level of regional agreements (meso); and decompartmentalization of healthcare 
and funding is necessary (macro).

•• Patients, informal caregivers, healthcare professionals, scientists, and politicians should be actively involved in address-
ing this.
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complex and multifaceted intervention could be further 
aligned with everyday oncology practice.

In this study, we therefore explored how people with 
advanced cancer, their medical oncologists, case manag-
ers, and GPs experienced shared decision-making after 
the introduction of CONtext.

Methods

Study design
We conducted a qualitative embedded multiple-case 
study.22 CONtext aims to improve the integration of 
patients’ context into shared decision-making at a Dutch 
oncology outpatient clinic. The term “embedded” refers 
to the inclusion of multiple subunits within each case. 
Each case comprised multiple subunits, namely the per-
son with advanced cancer and their medical oncologist, 
case manager, and GP. This embedded design allowed  
for data triangulation and provided a comprehensive  
view of the shared decision-making process. We included 

multiple cases to compare and contrast experiences. This 
design enabled cross-case analysis, enriching the data, 
and offering a more comprehensive understanding of 
shared decision-making after the introduction of CONtext 
in oncology care. Reporting complied with the consoli-
dated criteria for reporting qualitative research (COREQ).23

Setting
The implementation of CONtext (2019–2020) occurred 
within the medical oncology department of a Dutch 
University Medical Center.

Study population
To gain comprehensive insights, we included people who 
participated in CONtext (see also Box 1). These were indi-
viduals diagnosed with advanced cancer (aged ⩾ 18), and 
with “no” as answer to the Surprise Question. The origins 
of cancer included gastroenterological, gynaecological, 
melanoma, urological, and breast cancer. Moreover, these 

Box 1. The CONtext-method to improve implementation of shared decision-making.

CONtext, a quality improvement project, was conducted at the Medical Oncology department of the Radboudumc in Nijmegen, 
the Netherlands. The project was based on collaboration between: the Centre for Oncology; the Department of Medical Oncol-
ogy; the Department of Anaesthesiology, Pain and Palliative Medicine; the Department of Primary and Community Care, and; 
the Department of Geriatrics. CONtext was financed by the National Health Care Institute.
 CONtext’s aim is to make patients and healthcare professionals aware of the inextricable linkage between the patient’s 
context and medical choices and treatment options within shared decision-making. We used Weiner’s definition of context5: 
“What is relevant to the immediate clinical problem from across the spectrum of a patient’s life, including their cognitive 
abilities, emotional state, cultural background, spiritual beliefs, economic situation, access to care, social support, caretaker 
responsibilities, attitude to their illness, and relationship with healthcare providers.”
 CONtext targets all persons with advanced cancer and “no” as answer to the Surprise Question: Would I be surprised if this 
patient were to die in the next 12 months?.
 CONtext is integrated into five healthcare chains with appointed case managers: gastroenterological oncology, gynaecological 
oncology, melanomas, urological oncology, and breast oncology.
 CONtext introduces shared decision-making for those patients where a decision was needed for their cancer treatment. It 
explicitly focuses on the care process in the consultation room. It offers patients opportunities to discuss their context (including 
values and wishes) and decide on their treatment together with the medical oncologist (in training) and case manager. It also 
offers healthcare professionals the tools needed to optimize this conversation with their patients. Moreover, it gives patients 
time—up to 2 weeks—to consider and discuss treatment options with their GP and family and close friends. Medical oncologists 
contact the patient’s GP and provide relevant content to assist the GP when having these discussions.
 Medical oncologists (in training) and case managers participated in shared decision-making training courses. Almost all of 
them participated in two small-group workshops, and were then invited to join an eLearning course on shared decision-making 
developed by the National Cancer Patient Federation. Besides, practical observations from the consultation room with group 
feedback sessions were made by a member of the Support team “Radboudumc Person-centred Care of the Process Improve-
ment and Implementation” advisory group.
 The core elements of CONtext included:

•  Discussing the choices and treatment options considering the patient’s context in an outpatient consultation with the 
medical oncologist (in training) and case manager (team and option talk).

•  Informing and inviting the GP, if agreed by the patient, to remain actively involved in the patient’s care trajectory and to 
help their patient with decision-making.

•  Striving for a time-out period of 2 weeks after the first consultation for the patient to consider and discuss treatment op-
tions with their GP and loves ones before making a medical decision. The case manager contacts the patient during these 
2 weeks to support them in the shared decision-making process.

•  Making the final decision about treatment in an outpatient consultation together with the medical oncologist (in training) 
and the case manager (decision talk).

• More information (in Dutch): https://www.radboudumc.nl/centrum-voor-oncologie/context

https://www.radboudumc.nl/centrum-voor-oncologie/context
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individuals visited the oncology outpatient clinic to dis-
cuss their scan results and treatment decisions with their 
medical oncologist. Exclusion criteria were poor Dutch 
language fluency and an inability to answer interview 
questions. Additionally, of each participating patient we 
invited their respective medical oncologist, case manager, 
and GP to participate.

Sampling the case
Since we considered patient characteristics key determi-
nants for case variety, case composition began with 
patient selection. To ensure diversity between cases, we 
purposively selected and invited patients based on per-
sonal characteristics such as age, gender, education level, 
and cancer type, as well as the variety of professionals 
involved in their care. To ensure that the data collected is 
sufficient and robust enough to adequately answer our 
research question and achieve the study’s objective, we 
assessed information power in our study. This assessment 
considered factors such as study aim, sample specificity, 
use of established theory, quality of dialogue, and analysis 
strategy.24 We estimated the need for 12 to 15 cases to 
ensure information power.

Sampling within the case
We invited each patient’s medical oncologist, case man-
ager, and GP to participate in interviews. Consequently, 
the maximum number of interviews could reach up to 60 
(four subunits within each case × 15 cases). However, the 
actual number of interviews may be lower than this maxi-
mum because some patients might share the same 
healthcare professionals, leading to multiple interviews 
with the same professional, and some healthcare profes-
sionals may decline participation.

Recruitment
Patients who met the inclusion criteria described under 
study population were eligible. Eligible patients were 
approached by their medical oncologist or case manager 
to grant permission for one of the researchers to contact 
them for an interview. Upon agreement, the researcher 
provided both verbal and written information about the 
study. One week later, the researcher contacted the 
patient to confirm participation and schedule the inter-
view. To minimize recall bias, we aimed to include patients 
no later than 2 weeks after they made a treatment deci-
sion and to interview them within 6–12 weeks. Before 
the interview, the patient gave informed consent, includ-
ing explicit permission for the researcher to invite their 
medical oncologist, case manager, and GP to participate. 
These professionals also gave informed consent before 
their interviews.

Study procedure and data collection
Between December 2019 and July 2020, we conducted in-
depth interviews guided by a topic guide. We used in-
depth interviews to explore participants’ experiences 
with shared decision-making after the introduction of 
CONtext. This qualitative approach allowed us to gain a 
deeper understanding of their experiences. We devel-
oped an interview guide with open-ended questions. 
Topics were based on the CONtext-method’s elements 
and initial implementation experiences with this proce-
dure, relevant issues on shared decision-making extracted 
from the literature, and discussions within the research 
team. The key topics that the interview guide covered 
were: (1) Experiences with the decision-making process; 
(2) Participant’s role in this process; (3) Roles of other 
actors in this process; (4) Expectations regarding the pro-
cess vs. reality; (5) Knowledge and perceptions of the 
CONtext-method (see Supplemental File 1 for the com-
plete interview guide).

When starting the interview, interviewees were 
informed about the background and occupation of the 
interviewers. DK, AS, and SM conducted in-depth inter-
views in Dutch. Initially, only professionals were given a 
choice between face-to-face and telephone interviews; 
patient interviews were face-to-face. Later, due to the 
COVID-19 pandemic, we only conducted telephone inter-
views with the remaining interviewees. Interviews were 
audiotaped, transcribed verbatim, and anonymized. We 
made field notes to isolate personal biases during and 
after each interview. Interview summaries were sent to 
the interviewees as a “member check.”25 At the end of 
each interview, we verified the demographic characteris-
tics of all participants and the patients’ medical informa-
tion. Data were stored in Castor EDC.

Data collection ceased after including 14 cases, as we 
determined that we had achieved sufficient information 
power. This determination was based on preliminary 
results, which were discussed in weekly meetings involv-
ing DK, AS, DE, MP, and YE.

Data analysis
Analysis started after the first patient interview. DK and 
AS independently coded the first transcript, applying 
inductive content analysis, and aiming to minimize subjec-
tivity by coding as closely as possible to the interviewees’ 
words. Codes were compared and discussed until con-
sensus was reached. If no consensus was reached, DE,  
MP, and YE were consulted. Subsequently, DK and AS 
coded the transcripts of the first patient’s respective 
medical oncologist, case manager, and GP, discussing until 
consensus was reached and consulting the research team 
if necessary. They completed coding for the first case 
before commencing interviews for the second case. This 
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iterative process of data analysis and interview planning 
allowed the interview guide to be updated regarding 
emerging themes and reflecting on preliminary results. 
This process continued until the first three cases were 
completed. DK and AS proceeded to conduct interviews 
for all cases. DE coded the remaining transcripts using the 
codes on which DK and AS achieved consensus. If new 
codes emerged, all transcripts were reviewed in relation 
to the new codes, ensuring ongoing refinement of the 
analysis. Over 6 months, DE, MP, and YE iteratively dis-
cussed codes in biweekly meetings. DE then grouped simi-
lar concepts into initial axial codes, further discussed with 
MP and YE until consensus was reached. Subsequently, 
during a 3-h research meeting, DE, MP, and YE categorized 
similar concepts into initial categories and themes, culmi-
nating in a preliminary codebook. This preliminary code-
book was discussed with HS, KV, and EK until consensus 
was achieved on the final codebook. The entire inductive 
content analysis occurred at both the within-case and 
across-case levels.26 ATLAS.ti (version 9.1.6) was used to 
support the coding process.

Additionally, based on the transcripts from each case, 
DE constructed an overview of the decision-making pro-
cess, with a particular focus on the CONtext-method’s 
application. This contribution aided both within-case and 
across-case analyses, allowing for an examination of how 
CONtext was implemented in each case and facilitating 
comparisons between cases.

Research team and reflexivity
Research team members had various backgrounds, includ-
ing primary care, palliative care, and medical oncology 
(investigator triangulation), see Supplemental File 2. The 
researchers had no relationship with the interviewees 
prior to the study.

Ethical approval
The research ethics committee of Radboudumc concluded 
that this study was not subject to the Medical Research 
Involving Human Subjects Act (case number 2019-5825).

Results
All 14 invited patients agreed to participate. Some patients 
shared the same case manager and medical oncologist, 
resulting in these healthcare professionals being inter-
viewed multiple times. Some case managers and GPs 
declined to participate. Consequently, not 4 × 14, but 46 
interviews with 14 patients, 8 medical oncologists, 7 case 
managers, and 10 GPs were conducted. Table 1 presents 
the participants per case, along with the reasons for 
incompleteness of cases. The median length of patient 
interviews was 36 min (range: 19–62). Table 2 provides 
the participants’ characteristics. For medical oncologists, 
case managers, and GPs, the median interview lengths 
were 21 min (range: 10–41), 26 min (range: 12–30),  
and 18 min (range: 11–23), respectively. All interviewees 
approved the interview summaries.

Perceived application of the CONtext-method
The extent to which the CONtext-method was applied var-
ied across cases and generally appeared to be limited (see 
Table 3 and Supplemental File 3 for detailed results). The 
treatments’ impact on the patient’s quality of life (consid-
ered part of the patient’s context) was discussed in a few 
cases. In some cases, the case manager was present dur-
ing the outpatient consultation with the medical oncolo-
gist. GPs were barely involved in the decision-making 
process. Only a few patients were stimulated to contact 
their GP regarding the upcoming decision moment. Many 
GPs were only informed after a patient had made a treat-
ment decision. In a minority of cases, a time-out was 
offered. About half used this to consider and discuss the 
treatment options with others. Moreover, patients often 
needed to wait for diagnostic results or something similar. 
Thus, in such cases, an implicit time-out arose.

Experiences with the CONtext-method
From the interviews, we retrieved 234 codes, grouped into 
78 axial codes, 21 categories, and 4 themes (Supplemental 
File 4).

Table 1. Participants per case.

Subunit Case number

1 2 3 4 5 6 7 8 9 10 11 12 13 14

Patient P01 P02 P03 P04 P05 P06 P07 P08 P09 P10 P11 P12 P13 P14
Medical oncologist O01 O02 O03 O04 O05 O02 O06 O07 O01 O01 O05 O05 O08 O04
Case manager C01 C02 C03 C04 C05 C01 C06 C07  
GP G01 G02 G03 G04 G05 G06 G07 G08 G09 G10  

Reasons for incompleteness of cases were maternity leave (N = 1), lack of time (N = 2), lack of involvement (N = 5), unwillingness (N = 1), and 
unknown (N = 1).
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Theme 1: Shared decision-making is a dynamic and con-
tinuous process. Almost all patients and healthcare pro-
fessionals considered shared decision-making a desirable 
concept and described it as a process that includes multi-
ple conversations. They noted that discussing the choices, 
treatment options, and the patient’s context was too 
much to be managed in one conversation. Additionally, 
several interviewees stated that treatments regularly 
needed reconsidering, as the patient’s medical condition 
and context can change over time. Moreover, one medical 
oncologist reported that their role could also change over 
time, for example, to a more directive role.

As shared decision-making was experienced as a 
dynamic process, several interviewees considered that a 
time-out would facilitate decision-making, and many 
reported that it might help patients make a well-informed 
decision. One medical oncologist and one GP stated that 
not offering a time-out would be inhumane or even “emo-
tional blackmail.” According to some case managers and 
medical oncologists, CONtext has led to them offering 
more conscious and frequent time-outs. However, some 
patients recommended that this should be more explicitly 
mentioned. “On the way home, we had various questions 
because then my partner and I discussed it together (. . .) 
I wanted to let it sink in for a minute and discuss it the  
next day. I don’t think it all fits in one conversation because 
you often get to hear something that frightens you, and 
then maybe you make a decision based on fear or other 

emotions. So then I think: let me first calmly think it 
through at home, so yes, maybe, I would like to have two 
conversations (. . .) So, in my opinion, the fact that you 
can think about it could be more emphasized.” (Patient 
case 4)

As shared decision-making was experienced as a con-
tinuous process, many interviewees indicated that conti-
nuity of care between healthcare professionals is needed, 
and that collaboration between primary and secondary 
care is necessary. Some interviewees reported that 
patients’ contextual information could easily get lost in 
professional discontinuity. Consequently, many interview-
ees found that a transfer of this information to their GP 
would be essential. According to several GPs, this would 
support them in their (oncological) knowledge, like treat-
ment options under consideration, possible complica-
tions, the medical phase the patient is in (curative/
palliative/terminal), and the patient’s experience with the 
shared decision-making process. Several GPs indicated 
that information transfer from the hospital could be 
improved. However, a number of GPs also indicated that 
the patient kept them sufficiently informed regarding the 
medical situation and decision-making.

Several medical oncologists considered themselves 
responsible for initiating and maintaining the shared deci-
sion-making process. They stated that it is their task to 
offer a time-out, involve the case manager preferably as 
early as possible, and inform or involve the GP.

Table 2. Characteristics of participants.

Patients 
(N = 14)

Medical 
oncologists 
(N = 8)

Case 
managers 
(N = 7)

General 
practitioners 
(N = 10)

Gender, female; N (%)  8 (57)  6 (75)  7 (100)  5 (50)
Age, in years; median (min-max) 61 (47–84) 47 (40–66) 42 (33–62) 42 (32–63)
Education level;a N (%)  
 Lower – – – –
 Medium  5 (36) – – –
 Higher  9 (64)  8 (100)  7 (100) 10 (100)
Marital status; N (%)  
 Single  1 (7)  1 (13)  1 (14) –
 Together 10 (71)  7 (88)  6 (86)  9 (90)
 Widowed  3 (21) – – –
 Unknown – – –  1 (10)
Ethnicity, Caucasian; N (%) 14 (100)  8 (100)  7 (100) 10 (100)
Primary cancer diagnoses; N (%) NA NA NA
 Breast  4 (29)  
 Gastrointestinal  3 (21)  
 Urological  3 (21)  
 Melanoma  2 (14)  
 Gynaecological  1 (7)  
 Sarcoma  1 (7)  

NA: not applicable.
aEducation level is categorized as: higher = university or higher professional education; medium = secondary education, and; lower = primary 
education or no education.
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Theme 2: The medical oncologist’s treatment recom-
mendation is central in shared decision-making. Most 
patients, medical oncologists, and case managers reported 
that the treatment decision was made together. However, 
many interviewees commented on the term ‘shared deci-
sion-making’ like medical oncologist (case 3): “Shared 
decision-making is great, but that doesn’t absolve us from 
giving advice. And occasionally it threatens to go on a bit 
with: these are the choices you have. Instead of saying: 
these are the choices, and for this one you can argue. . ., 
and for that one you argue. . ., and my preference is . . ..” 
A patient (case 9) described it as follows: “(. . .) ‘this is 
what we decided together’, I think that’s going too far 
(. . .). I didn’t experience it as it being shoved down your 
throat. I don’t feel that way! You discuss things with each 
other, things are explained, and then you can agree with 
the explanation.” Several medical oncologists and one GP 
agreed that the medical oncologist’s recommendation is 
essential, for example, to prevent the patient from feeling 
responsible for the treatment decision. Several patients 
endorsed that they felt the medical oncologist’s treat-
ment recommendation was pivotal; the medical oncolo-
gist is the expert regarding cancer treatments. One 
medical oncologist (case 14) commented: “Yes, on the one 
hand, I’m the expert who comes up with treatment recom-
mendations, and on the other hand, I’m also a coach to 
make someone’s life as worthwhile as possible (. . .). The 
patient would like to know: how can I live as long as pos-
sible? But I also have conversations about what’s impor-
tant in life, and of course, I’m not the expert on that.” One 
medical oncologist (case 6) struggled with patients relying 
on their treatment recommendation: “I do notice that I 
sometimes find it difficult because it relies heavily on my 
expertise. And, of course, it’s also difficult to predict 
exactly how something will go. So, they have to make a 
choice that’s not without uncertainties, based on the 
information from my side.” Another reason why many 
interviewees found the medical oncologist’s recommen-
dation vital was that patients cannot always oversee the 
choices, treatment options, and consequences. Although 
the medical oncologist’s treatment recommendation is 
central to decision-making, many interviewees consid-
ered it the task of the medical oncologist to facilitate a 
treatment decision in which the patient’s context is 
integrated.

According to one medical oncologist and one case 
manager, CONtext has created more awareness regard-
ing the case managers’ added value in the decision-mak-
ing process. Nevertheless, most patients and healthcare 
professionals specifically described the case managers’ 
supportive roles within the disease process, such as pro-
viding patient psychosocial support and performing 
logistic tasks for both the patients and medical oncolo-
gists. Moreover, in the decision-making process, case 
managers can empower patients and support them in 
making well-informed treatment decisions that match 

their context. They do this by, for example, discussing 
and integrating the patient’s context in the decision: 
“(. . .) the case manager has gradually been able to get 
the patient to talk about this.” (Medical oncologist case 
4) Another medical oncologist (case 8) added: “But I also 
regularly see that patients tell the case manager things 
that they don’t share with me. That’s because they’re 
afraid that this will immediately have all kinds of conse-
quences for whether or not they can get treatment.” 
Several patients and case managers emphasized that the 
case manager complements the medical oncologist: “I 
appreciate it when my medical oncologist is straight to 
the point, like ‘this is it’, he needs to cure my cancer. And 
the case manager brings in the social and emotional 
aspect during the conversation, which is, in itself, very 
pleasant. She’s perfectly aware of how someone’s feel-
ing.” (Patient case 4)

The GPs’ roles ranged from passive to active involve-
ment in decision-making. For example, many interviewees 
noted that it was vital that the GPs be aware of the onco-
logical process, as they frequently take over end-of-life 
care. Moreover, according to the GPs, they can provide 
additional information regarding oncology treatments and 
support the patient to make their own decision. “What 
often happens, and I don’t think all medical oncologists 
realize this, is that a patient comes to us with the question: 
‘Doctor, what should I do? Can you help me?’ And that’s 
where I can provide a bit of information.” (GP case 3) For 
some medical oncologists, encouraging the patient was 
the only role for GPs: “But for me, it’s difficult to ask a col-
league for an opinion about something that they can 
hardly oversee. That colleague does indeed know the 
patient, and knows the rough principles of chemotherapy, 
but not those of immunotherapy or targeted therapy. And 
in this way, you make them partly responsible for a deci-
sion. So other than the GP being able to empower a patient 
to make an own decision, you can’t expect much more.” 
(Medical oncologist case 3) Several GPs were also reluctant 
to actively participate in decision-making: “I would never 
really give advice (. . .) I try to leave the choice to the 
patient. And if I think the patient isn’t able to, then I’d 
rather consult the medical oncologist than I would steer 
them in one direction.” (GP case 2) Interviewees frequently 
reported insufficient oncological knowledge of the GP as a 
reason for their limited role. A few medical oncologists 
even considered it risky to involve the GP: “Sometimes you 
also see that GPs, because they have an information defi-
cit, support patients in decisions in the wrong way.” 
(Medical oncologist case 8) However, one case manager 
(case 13) reported that the limited oncological expertise of 
the GP is subordinate: “Patients often say that the GP 
could give examples from practical experience, and that 
gives patients confidence. So, that is appreciated.”

Although several interviewees were reluctant to 
involve GPs in decision-making, some medical oncologists 
considered them valuable in certain situations: “But a GP 
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does know the whole system and probably knows the 
patient longer. So, in the sense of whether to treat a 
patient, I think a GP is very valuable (. . .)” (Medical oncol-
ogist case 6) However, some GPs indicated that they didn’t 
know the patients well. A case manager (case 7) added: 
“The medical oncologist isn’t a GP who sees the patient 
once in a while. Making choices in life of what is important 
to the patient connects (read: the medical oncologist and 
patient).” Additionally, a few GPs and one medical oncolo-
gist (case 13) indicated that the GP might play a role in 
protecting the patient from overtreatment: “I think the GP 
can be well involved, certainly at the moment when we 
move towards the terminal phase and, for example, when 
the patient still insists on continuing treatment and I think: 
this is going too far. I think the GP can play a good role in 
protecting patients from treatments that won’t benefit 
them. Then, it’s important to have a good interaction 
between me and the GP, because you can bring that the 
same message) to the patient and that always helps from 
different perspectives.” One GP also stated that patients 
may tell their GP more easily than the medical oncologist 
that they no longer want to be treated.

Finally, the GP is prominent in providing (proactive) 
palliative care. Most interviewees indicated that the GP 
primarily comes into the picture and thus takes on a more 
significant role when there are no more tumour-oriented 
interventions or the patient is terminal. One GP (case 4) 
mentioned this as a barrier to involvement during the 
decision-making process: “She (read: the patient) is a bit 
hesitant towards me . . . not to me as a person, but to me 
in the role of ‘I only show up when it’s over’, and that’s 
very confronting for her, she doesn’t want that. In that 
sense, she avoids me a little bit.”

Theme 3: Patients experience of not having a choice.  
Almost all patients felt they had no choice. Patients 
reported “doing nothing was not an option” and “I had no 
choice.” Some patients experienced the option ‘doing 
nothing’ was not followed by an explanation: “And the 
possibility to stop that is something mentioned at the end 
of the conversation, like: ‘You can also stop’. But by then, 
the conversation was nearly ended, and then, when I 
stood outside, I thought: ‘Why stop? Is it not going to 
work?’ (. . .) So that’s something that could be discussed 
more in depth.” (Patient case 4) One case manager argued 
that the term ‘doing nothing’ as an equal and considera-
ble needs to be avoided. According to some case manag-
ers, CONtext created greater awareness in discussing no 
tumour-oriented treatment as a treatment option.

The sense of inequality in treatment options was 
fuelled by the feeling of having “to do something,” as indi-
cated by several patients. They wanted to give treatment 
a chance or feel they had done everything possible: “The 
sooner you address it (start therapy), the more there 
might be to save.” (Patient case 8) and “It doesn’t hurt to 
try.” (Patient case 5) This patient also expressed that he 

didn’t understand why the medical oncologist suggested 
active surveillance: “Even if it (the cancer) doesn’t grow, it 
still has to go away. So why not do it right away?” His 
medical oncologist reflected: “The only thing that struck 
me was that he seemed interested in active surveillance, 
but I think he was scared to run that risk. And I wonder if I 
could have given him more confidence; it may not have 
been a real risk. However, I had given him a week to think 
about it. But he made his decision. If I then had asked:  
‘Are you sure?’ then I wouldn’t be taking his decision seri-
ously.” However, this patients also said: “She (medical 
oncologist) said, take it easy, read the papers, and think 
about it. So I did. But I’d already made my decision.”

Medical oncologists also mentioned the sense of ine-
quality in treatment options. According to one medical 
oncologist (case 13): “I think the second option (stop anti-
cancer treatment) isn’t an option for her or not a very realis-
tic option, given how she is in life and her age. I don’t think 
that doing nothing is a very realistic option. She had a rela-
tively good quality of life before and during treatment.”

Due to their experience of not having a choice, many 
patients experienced no or less need for a time-out to 
consider and discuss treatment options with others. On 
the other hand, if patients did have equivalent treatment 
options, a few medical oncologists mentioned there was a 
need for a time-out: “In case where people really have a 
choice. If you say: ‘Do you want to start with this or that 
treatment? Then they go home and think about it (. . .)” 
(Medical oncologist case 6)

Theme 4: Integrating the patient’s context into shared 
decision-making is considered important but hampered.  
Almost all healthcare professionals considered integrating 
the patient’s context into shared decision-making as 
something desirable: “You should regularly discuss the 
patient’s context like you regularly perform CT scans or 
laboratory tests.” (Medical oncologist case 4) However, 
discussing the patient’s context was hampered by a num-
ber of barriers. Some patients associated this with the ter-
minal phase: “They (medical oncologist and case manager) 
asked me if there were things that they needed to take 
into account. And then I thought, why? Am I almost at the 
end of life or . . ..?” (Patient case 5) Some patients consid-
ered it only relevant at this final stage: “No, we haven’t 
discussed my quality of life, but that wasn’t an issue at the 
time. We hoped that the treatment would work, and then 
I’d have had a chance to live a long life. So it didn’t have to 
be discussed.” (Patient case 6) Moreover, some interview-
ees mentioned that the patient’s context was assumed  
or implicitly discussed with the medical oncologist: “No, 
they (the patients’ context) are not discussed, but I  
think my medical oncologist knows how I feel about it.  
He knows me by now.” (Patient case 4) Furthermore,  
some patients preferably would discuss it with family and 
close friends or other professionals rather than with the 
medical oncologist. Lastly, one medical oncologist (case 8) 
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mentioned: “Lately, we’ve both been very focused on the 
symptoms, they were predominant (. . .) So, all other 
goals became unachievable (. . .) If we didn’t get the 
symptoms under control, there was no context.”

Many interviewees mentioned that the patient’s con-
textual factors affected the decision itself and the appli-
cation of CONtext, with healthcare professionals mainly 
mentioning the latter. Reported contextual factors 
included the patient’s medical situation, cognitive ability, 
personality, and personal situation. For example: “If you 
have a vulnerable patient or a complicated home situa-
tion with, for example, young children or a vulnerable 
partner or not involved at all, then I’m more likely to invite 
the GP to participate in the decision-making process.” 
(Medical oncologist case 9) Due to the strong influence of 
the patient’s contextual factors, several healthcare pro-
fessionals indicated that CONtext should be tailored to 
each patient. “It (CONtext) doesn’t have to be a ‘one size 
fits all’. For example, sometimes a time out consultation is 
needed, sometimes not.” (Medical oncologist case 5) A 
case manager (case 5) agreed but stressed being careful 
about making assumptions: “With some patients, you 
think it (a time-out) is unnecessary, but then it turns out 
they would still prefer it.”

According to many healthcare professionals, CONtext 
positively impacted patient-centredness in shared deci-
sion-making. A positive effect on the patient included 
more informed and patient-centred decision-making. 
Furthermore, a single healthcare professional indicated 
that CONtext might positively impact the patient’s quality 
of life and advance care planning: “If you ask someone 
specifically, ‘What’s important to you in life?’ And they 
say, ‘I’d like to be in good shape and if I can’t go mountain 
hiking, I don’t want to do it anymore. In that sense, agree-
ing on a limited policy makes sense (. . .). It’s always a dif-
ficult subject, and now the bridges are built earlier, and it’s 
easier to discuss.” (Medical oncologist case 6) During 
interviews, a recurrent topic was that applying CONtext 
raised awareness about discussing and documenting  
the patient’s context. “It (CONtext) makes me better doc-
ument my consideration instead of: options discussed, 
advantages and disadvantages mentioned, the patient 
chooses for this or that. Nowadays, I neatly document the 
evaluated context too.” (Medical oncologist case 3) Others 
mentioned positive effects including that discussing the 
patient’s context gave meaning to their work and that it 
doesn’t necessarily cost more time, and in the long term: 
“It might even save time because if you don’t end up doing 
this, you’ll probably be playing catch-up.” (GP case 11)

Discussion

Main findings
In this qualitative embedded multiple-case study, we 
found that the focus on life-prolonging anticancer 

treatment options hampered shared decision-making. 
The focus undermines the integration of the patient’s  
context into decision-making, something of utmost impor-
tance in the palliative care continuum aimed at inte-
grating oncology and palliative care. Most patients 
experienced having no choice; they considered discontin-
uation of tumour-oriented treatment not to be an option. 
Consequently, a time-out was frequently regarded as 
unnecessary. Moreover, many patients and healthcare 
professionals considered the medical oncologist’s treat-
ment recommendation as something central which 
defines the roles of others in the decision-making process. 
The case manager was assigned mainly supportive roles 
and involving the GP was considered unnecessary unless 
the patient was in a terminal phase. Additionally, discuss-
ing the patient’s context was hampered, for example, by 
the association of discussing a patient’s context with the 
terminal phase and a patient being insufficiently aware 
that talking about their context with the medical oncolo-
gist is relevant.

Strengths and limitations
A strength of our study is the use of a relatively unknown 
design, the qualitative embedded multiple-case study, to 
examine a diverse and multifaceted phenomenon—
shared decision-making in patients with advanced can-
cer. This approach was successful in providing in-depth 
insights and achieving sufficient information power. Our 
results are credible due to their high (internal) validity, 
ensured by data source and investigator triangulation.27 
Data source triangulation involved including the differ-
ent perspectives of patients, GPs (primary care), case 
managers, and medical oncologists (secondary care). 
Investigator triangulation included a research team from 
a range of relevant backgrounds, including primary care, 
palliative care, and medical oncology. Additionally, we 
conducted the interviews during the implementation of 
CONtext. This allowed the interviewees to share their 
specific experiences, which contributed to the richness 
of the data.

We acknowledge the following limitations. First, our 
findings are primarily derived from the across-case 
inductive content analysis. During our analysis, we noted 
that within-case analysis provided limited in-depth 
insights, which we attributed to the restricted applica-
tion of the CONtext-method. However, the across-case 
analysis yielded substantial depth and understanding. 
The themes we identified extend beyond experiences 
with CONtext; they offer insights into how our interview-
ees perceived shared decision-making, particularly inte-
grating the patient’s context into decision-making, which 
is an acknowledged critical aspect of shared decision-
making.7,11,19,21 Second, our study was conducted in a 
Dutch academic hospital therefore our results are likely 
only to be transferable to similar settings: developed 
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countries where persons with advanced cancer highly 
value autonomy, attention to personal wishes, and 
receiving care from skilled healthcare professionals.28 
However, perspectives may differ in non-academic care 
centres. Third, the perspectives of lower-educated 
patients and persons with a non-Caucasian background 
were underrepresented in this study. Moreover, we did 
not address the perspectives of family and close friends, 
although they are known to play an important role in 
shared decision-making.29 Nevertheless, we represented 
their perspectives in a separate study.30

What this study adds
Improving personalized patient decision-making by involv-
ing GPs has been advocated,31–33 and others have reported 
on the impact of offering a time-out to engage the 
GP.32,34,35 Perfors et al.35 showed that although patients 
were motivated to have a time-out, planning it appeared 
challenging; most time-outs were planned after the deci-
sion had been made. They noted that logistic hurdles 
formed a possible barrier to implementing time-outs. In 
contrast, our findings suggest that implementing a time-
out and involving the GP is mainly hampered by a focus  
on treatment. In line with our findings, bereaved family 
caregivers also mentioned life prolongation as the most 
important treatment aim, and they highly valued the 
medical oncologist’s opinion. The focus on life prolonga-
tion and treatment and less on the patient’s context may 
explain why family caregivers were satisfied with the mar-
ginal role of the GP through the entire disease process.

Our finding that patients lack choice is confirmed in a 
systematic review and meta-synthesis36 where one of the 
themes identified was the “Overwhelming situation of ‘no 
choice’.” The authors emphasize that palliative cancer 
care professionals must prioritize cultivating awareness 
regarding available choices. We report that palliative care 
professionals should be aware that the focus on life-pro-
longing anticancer treatments hinders integrating the 
patient’s context, which, in turn, hampers person-centred 
care, where oncology and palliative care are intertwined. 
We found that the integration of the patient’s context into 
decision-making reaches a standstill: patients prefer to 
discuss their context with others than with the medical 
oncologist; medical oncologists make assumptions about 
the patient’s context; and GPs are only given a prominent 
role in decision-making when the patient is terminal or  
is running out of tumour-oriented treatment options. 
Moreover, discussing the patients’ context seems to be 
hampered by patients associating this with ‘end of life’.  
To the best of our knowledge, we are the first to explicitly 
demonstrate this.

In 2003, Haes et al. described the medical oncologist’s 
preference for tumour-oriented treatment, even in cases 
where evidence for life prolongation is lacking.37 Despite 

the increasing use of systemic therapy and the introduc-
tion of new drugs, survival for several tumour types has 
barely improved.8 Perhaps unsurprisingly, the debate on 
whether to prolong or end treatment and whether or not 
to reimburse non-curative cancer treatments with limited 
proven effect on survival is ongoing. In 2012, Baszanger38 
described the debate on the tangled relationship(s) 
between innovation, “cure,” death, and the symptoms 
and subjective experiences of sufferers.

To date, interventions, including ours, have not 
achieved sufficient integration of the patient’s context 
into decision-making. We hypothesize that an interven-
tion on a micro, meso, and macro level is needed. Our 
findings suggest that a cultural change on all levels is 
necessary. In the Netherlands, a campaign to change 
public opinions, “Incurable. Not without care” (Dutch: 
Ongeneeslijk. Niet uitbehandeld)39 may be a step in the 
right direction. However, this alone is unlikely to be suf-
ficient. Research is needed on how to kickstart a cultural 
change, including stakeholders ranging from patients 
and healthcare professionals to insurers and politicians.
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