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Abstract

Background: Shared decision-making (SDM) is often considered the ideal for decision-making in oncology. Views of specific
groups such as ethnic minorities have seldom been considered in its development.

Aim: In this study we seek to assess in oncology if there is a need for adaptation of the current SDM model to ethnic minorities
and to formulate possible adjustments.

Design: This study is embedded in empirical bioethics, an interdisciplinary approach integrating empirical data with ethical
reasoning to formulate normative conclusions regarding a practice. For the empirical social scientific part, a cross-sectional
qualitative study will be conducted; for the ethical reflection the Reflective Equilibrium will be used to develop a coherent view
on the application of SDM among ethnic minorities in oncology.

Method: Semi-structured interviews combined with visual methods (timelines and relational maps) will be held with healthcare
professionals (HCPs), ethnic minority patients, and their relatives to identify values steering the behavior of these actors in SDM.
In addition, focus groups (FGs) will be held with ethnic minority community members to identify value structures at the group
level. Respondents will be recruited through organizations with access to ethnic minorities and collaborating hospitals. Data will
be analyzed using a reflexive thematic analysis through the lens of Schwartz’s value theory. The results of the empirical phase will
be included in the RE to formulate possible adjustments of the SDM model, if needed.

Discussion: The integration of empirical data with ethical reflection is an innovative method in decision-making. This method
enables a systematic and profound assessment of the need for adaptation of SDM and the formulation of theoretically and
empirically based suggestions for adaptations of the model. Findings of this study may enrich the SDM model.
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Background and Study Justification

Shared decision-making (SDM) is increasingly advocated as
the ideal model for preference sensitive decision-making
(Charles et al., 1997; Stiggelbout et al., 2015), that is,
when no clinically “best choice” exists (Wennberg et al., 2002)
or patients’ evaluations of benefits and harms strongly vary
(Stiggelbout et al., 2012). In oncology, many preference
sensitive decisions are made (Kane et al., 2014).

In SDM the healthcare professional (HCP) and patient
collaborate to make treatment decisions for the patient based
on medical evidence, the HCPs’ expertise and the patient’s
preferences and context (Légaré & Witteman, 2013). While
SDM is often considered the ideal for decision-making,
barriers to implement SDM have been identified including
system factors, physician factors, and patient factors (Covvey
et al., 2019; Gillick, 2015; Gravel et al., 2006).

In European countries, ethnic minorities are expected to
increasingly need oncological care due to their aging and the
convergence of incidence rates towards the rates of the general
population (Nijhuis et al., 2006; Smits et al., 2013; Stirbu et al.,
2006). Ethnic minorities are defined as numerically smaller
non-dominant groups distinguished by a shared “cultural
heritage, including values, traditions and often language”
(Phinney & Ong, 2007; p. 274; Yılmaz et al., 2019). Several
studies from the USA show ethnic disparities in cancer treat-
ments, which may result in lower survival rates among certain
ethnic groups (Lathan et al., 2006; Morris et al., 2010; Revels
et al., 2013; Shavers & Brown, 2002; Smith et al., 2011). Ethnic
minorities in Europe, in contrast, generally have lower cancer
mortality rates than the native population. For some types of
cancer, however, excess mortality rates are higher among
specific groups (breast cancer among Surinamese and pre-
menopausal women), which is explained by inadequate access
to care and treatment (Arnold et al., 2013; Spallek et al., 2012).
In decision-making, ethnic minorities are more vulnerable for
decision dissatisfaction and regret (Hawley & Morris, 2017;
Lantz et al., 2005). This can be caused by insufficient infor-
mation on treatment options due to language barriers, by a lack
of alignment between patient’s preferred and actual roles in
decision-making (Gattellari et al., 2001) or by a display of less
participatory behavior resulting in HCPs providing less in-
formation (Gordon et al., 2006). Peek et al. (2011) argue that
ethnic minority patients may receive less information from their
HCPs, despite their preference for an active role and their
initiation of discussions with their HCP (Peek et al., 2011).

Several domains have been articulated that possibly
challenge the application of SDM among ethnic minority
populations, even apart from language barriers (Hawley &
Morris, 2017; Suurmond & Seeleman, 2006).

The first domain concerns the different belief systems
HCPs and patients may hold regarding health and illness. This
can hamper communication as patients and HCPs are not
discussing the same issue (Suurmond & Seeleman, 2006).
Additionally, belief systems may influence preferences for
treatment options (Killoran & Moyer, 2006; Margolis et al.,
2003), care seeking behavior, and engagement in decision-
making (Hawley &Morris, 2017). Another domain pertains to
the division of roles implied by SDM. HCPs are supposed to
provide patients with relevant information, create a com-
fortable environment, evaluate specific needs, and discuss
patients’ treatment preferences. Patients on the other hand are
expected to share values, preferences, beliefs, and knowledge
and to actively engage in the deliberation process (Charles
et al., 1999). However, participation preferences for decision-
making may vary between and within ethnic groups. While a
strong desire for information on treatments exists, the pref-
erence for active or shared participation is more often seen
among younger patients with higher levels of education
and acculturation (Yılmaz et al., 2019). Furthermore,
relatives and important others often play a significant role
in decision-making (Coleman-Brueckheimer et al., 2009;
Hawley & Morris, 2017; Mead et al., 2013), particularly
among ethnic minorities, as relatives may function as inter-
preters for older patients (van Eechoud et al., 2017). The
third domain concerns prejudice from both HCPs to
patients and vice versa, which hinders the discussion of rel-
evant issues (Suurmond & Seeleman, 2006). Also, patients’
perceptions of discrimination result in less trust in HCPs
(Boulware et al., 2003; Kaiser et al., 2011; Lin et al., 2014),
while trust and feeling safe enable SDM (Groot et al., 2020;
Jull et al., 2015).

To mitigate these challenges, studies suggest the devel-
opment of a more inclusive and culturally sensitive SDM
(Charles et al., 2006; Hawley & Morris, 2017; Mead et al.,
2013). Others plead for a relational approach to decision-
making in general to embed it more profoundly in the context
of patients (Mol, 2008; Olthuis et al., 2014; van Nistelrooij
et al., 2017).

Therefore, the aim of this study is to assess if there is a need
for adaptation of SDM to ethnic minorities and if so, to
formulate possible adjustments. This will be achieved by
gaining insight in the underlying values that structure both
SDM and the behavior of actors involved, combined with an
ethical reflection about the application of SDM in this in-
tercultural clinical context. A theoretically and empirically
informed and context-specific application of SDM will be
developed by integrating empirical research with ethical
reasoning (Ives & Draper, 2009). To our knowledge, the in-
tegration of these two methods have previously not been used
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for this purpose. We perform our research in oncology, since
SDM is highly germane in this setting.

While the focus of this study is SDM among ethnic mi-
norities, investigating groups based on their ethnic back-
ground bears several risks. It might suggest that values
regarding SDM differ solely based on ethnicity, emphasize
differences instead of similarities between ethnic groups, and
blur the diversity within ethnic groups (Krebbekx et al., 2017).
To mitigate these risks, we will remain sensitive to the existing
diversity within ethnic groups. In addition, we will not solely
explain agreements and differences between the value
structures of SDM and the actors involved by ethnicity, but it
may be an additional frame of reference to take into con-
sideration (Hunter & Ammann, 2016). We will use our in-
sights to enrich SDM by contributing to the development of a
culturally sensitive approach, which can also benefit the
population at large.

Theoretical Positioning and
Methodological Approach

This study is embedded in empirical bioethics (EB), an in-
terdisciplinary approach integrating empirical social scientific
analysis with ethical reasoning to formulate normative con-
clusions regarding a practice (Ives et al., 2018).

Empirical Social Scientific Phase

In the empirical phase, we study both the values underlying
published SDM models and the values of the actors in-
volved in SDM. Values are central concepts for studying
differences at the individual and group levels in the social
sciences (Schwartz, 2012). In SDM, values and preferences
are often used interchangeably. While preferences are
object-focused and related to specific options in a decisional
context (Brennan & Strombom, 1998; Grad et al., 2017;
Llewellyn-Thomas & Crump, 2013; Pieterse & Stiggelbout,
2016), values are abstract trans-situational judgments about
goals that guide the selection of behavior (Pieterse &
Stiggelbout, 2016) and influence preferences about
choices (Karimi-Dehkordi et al., 2019). Therefore, values
play a key role in SDM (Makoul & Clayman, 2006).
Whereas values are hierarchically organized (Schwartz,
2012) contextual factors (e.g., organization, social expec-
tations, and culture), demographic factors (e.g., age and
gender), and clinical characteristics (e.g., severity of a
disease) influence value priorities (Karimi-Dehkordi,
2017).

Values play a dual role in SDM. First, they influence the
decision-making process, through the role determination of
every actor involved (Elwyn et al., 2012). Second, they in-
fluence the treatment decisions made, as HCPs preselect
options before presenting these to patients, and frame infor-
mation (Baldt, 2020; Beers et al., 2017; Ozdemir &
Finkelstein, 2018), while patients choose treatment options
in line with their values and life goals (Karimi-Dehkordi et al.,

Figure 1. Schwartz theory of basic human values (Schwartz, 2012).
The center consists of the 10 basic values that people recognize in
different countries. The circular structure displays the relation
between the values (e.g., compatibility and conflict). Values located
next to each other express greater compatible motivational goals,
while those located further from each other show greater conflict.
The circular structure organizes the values along contrasting
dimensions: “openness to change” to “conservation” values, and
“self-enhancement” to the “self-transcendence” values (Schwartz,
2012) (Licensed under CC BY-NC-ND 3.0, https://
creativecommons.org/licenses/by-nc-nd/3.0/).

Figure 2. A model for the Reflective Equilibrium used by den Boer
(2021) (den Boer, 2021) based on de Vries and van Leeuwen
(2010) (de Vries & van Leeuwen, 2010) (published with permission).
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2019). The focus of this study is on the values influencing the
decision-making process.

We will use Schwartz’s theory of basic human values to
study the values underlying SDM and of the actors involved in
SDM. Schwartz’s value theory has previously been used in
studies on medical decision-making for both the investigation
of patients’ (Aavik et al., 2014; Karimi & Clark, 2016) and
HCPs’ values (Gschmeidler et al., 2016; Hermann et al., 2015;
Moyo et al., 2016). The theory has been revised byMoyo et al.
(2016) into more fitting personal and professional values for
HCPs (Moyo et al., 2016). Schwartz defines values as de-
sirable goals motivating people’s action (Schwartz, 2012). He
describes 10 broad values based on their motivational goal, in
a circular structure (Figure 1). We will use Schwartz’s value
theory because it enables a cross-cultural comparison of
values in SDM since the theory has been validated in different
cultures (Sagiv et al., 2017; Schwartz, 1992). Also, the theory
allows a comparison of values between the different actors
involved in SDM and between the values of the actors and
those underlying SDM within the same frame.

Ethical Analysis

The Reflective Equilibrium (RE) will be used for the for-
mulation of normative conclusions regarding the application
of SDM in an intercultural context by integrating empirical
research with ethical reflection (de Vries & van Leeuwen,
2010). This method was first defined in the work of John
Rawls (1921–2002) to facilitate ethical argumentation for
moral questions arising in practical contexts (Rawls, 1971).
We will use the RE version of de Vries and van Leeuwen
(2010) which is derived from the “Network Model” of van
Willigenburg and Heeger (1989) (Figure 2) (van Willigenburg
& Heeger, 1989). Central to this version of the RE is the
development of a coherent view by moving back and forth
between background theories, moral principles, considered
moral judgments of the primary researcher (the Thinker),
morally relevant facts, and moral experiences of third persons.
These components are given an equal status in the reflection
process (de Vries & van Leeuwen, 2010).

Background theories form the normative background of the
moral principles used in an RE (de Vries & van Leeuwen,
2010). In this context, background theories may consist of
applied ethical theories (e.g., medical or care-ethical), SDM
models, Schwartz’s value theory, and theories about culturally
sensitive care. Relevant moral principles may comprise the
four principles of biomedical ethics (non-maleficence, be-
neficence, autonomy, and justice) and other fundamentals
from health care, society and human rights thinking
(Beauchamp & Childress, 2019).

Morally relevant facts can justifiably be appealed to in support
of a certain moral judgment (van Willigenburg, 2014). In this
study, morally relevant facts can consist of outcomes of SDM,
guidelines on decision-making, or laws and regulations re-
garding medical treatment agreements between patients and

HCPs. Finally, the moral experiences of third persons consist of
the experiences of the actors involved in SDM. The inclusion of
these experiences supports the notion that moral life is rooted and
shaped in the lived context (de Vries & van Leeuwen, 2010).

The RE process starts with the formulation of a hypo-
thetical equilibrium. This forms the deliberative starting point
for the development of a readjusted equilibrium after the
analysis of the moral experiences of the actors involved in
SDM (de Vries & van Leeuwen, 2010). Departing from a
baseline considered moral judgment (hypothetical equilib-
rium) on how SDM should be shaped in practice, moving back
and forth between the various elements of the RE, including
the moral experiences of the actors involved in SDM, will lead
to a coherent view about the application of SDM among ethnic
minorities.

Aims and Objectives

We aim to assess if there is a need in oncology for adaptation
of SDM to ethnic minorities and if so, to formulate theoret-
ically and empirically informed adjustments. To this aim, the
following research questions are posed:

1. What are the values underlying the SDM models
conceptualized by researchers?

2. What are the values of HCPs in SDM?
3. What are the values of ethnic minority patients and

their relatives as well as members of their community
regarding SDM?

4. How do the values of SDM models, HCPs, patients,
and relatives from ethnic minorities as well as members
of their community relate to each other?

5. What are possible adaptations of SDM based on the
integration of ethical reflection and empirical research
through the use of the RE?

Explanation and Justification of Method

Study Design. This bioethical study can be subdivided in five
steps described in chronological order based on the research
aims. A hypothetical equilibrium will be formulated resting on
the underlying values of SDM, known facts, applicable
principles and norms in practice (step 1) from which the
qualitative study will be further developed. The qualitative
study among the actors in SDM (steps 2–4) consists of a cross-
sectional qualitative study embedded in an interpretative
approach, in which the understanding of human interpretation
of the world and their behavior takes a central place (Green &
Thorogood, 2018). Ethical analysis will take place following
the method of the RE (step 1, 5).

Methods

Step 1: the value system underlying SDM
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During the first step we will investigate the values un-
derlying SDM by including research papers in which SDM
models have been conceptualized. We will make use of the
SDM models recently analyzed by Bomhof-Roordink et al.
(2019) when they identified key elements of SDM (Bomhof-
Roordink et al., 2019).

The research papers will be analyzed using the reflexive
thematic analysis (TA) which is a flexible approach to generate
patterns of meaning (Braun & Clarke, 2006; Braun & Clarke,
2019; Braun & Clarke, 2020). Within the reflexive TA inductive
analysis will be used allowing to investigate how values are
constructed across SDM models (Braun & Clarke, 2019).

The six phases of analysis as distinguished by Braun and
Clarke (2006, 2021b) will be followed using Atlas.ti 22
(Braun & Clarke, 2006, 2021b). As data analysis is a recursive
and iterative process, the phases are not successive and might
blend (Braun & Clarke, 2020).

First, the researcher will familiarize herself with the re-
search papers through reading while making notes. During
the second phase the research papers will be coded deduc-
tively through the lens of Schwartz’s value theory (Schwartz,
2012). The research papers will be coded latently (implicit,
underlying and “hidden”meaning), but we will also code the
semantic (surface, obvious, overt) content (Braun & Clarke,
2020). In the third phase, the codes form the basis for the
development of initial themes and sub-themes, which will be
reviewed and refined in phase four and five. Ten research
papers will be double coded and differences in coding will be
discussed among the research team for the enhancement of
reflexivity and interpretative depth (Braun & Clarke, 2021a).
Also theme development will be discussed among the re-
search team. In the sixth phase, we will write a report in
which the value system underlying the SDM models will be
described.

After this analysis, the primary researcher will formulate a
hypothesis regarding SDM among ethnic minorities based on
a theoretical deliberation about the value system underlying
the SDM models and known facts, applicable principles and
norms in practice and her own moral judgments. This hy-
pothesis functions as a hypothetical equilibrium, from which
the qualitative study among the actors involved in SDM will
be further developed (de Vries & van Leeuwen, 2010).

Steps 2: and 3: the value systems of the actors involved in
SDM

Semi-Structured Interviews

For the identification of individual values among the actors
involved in SDM, semi-structured interviews will be held with
three groups: HCPs, patients, and relatives.

The first group consists of HCPs. Their behavior is often
steered by both personal and professional values (Baldt, 2020;
Moyo et al., 2016). We will explore what HCPs consider

important in SDM. Additionally, we will ask HCPs about their
experience with SDM with ethnic minorities.

The second group consists of oncology patients from ethnic
minorities; we will discuss their actual and preferred role in
decision-making and the role of relatives and other involved
actors.

Third, relatives of ethnic minority patients will be inter-
viewed as they can influence patients’ values (Karimi-
Dehkordi et al., 2019). We will ask them about the treat-
ment decisions the patient has made and how they perceive
their role in this process. Furthermore, we will ask them about
the different actors involved in decision-making.

The topic lists for the interviews will be developed using
Schwartz’s value theory (Schwartz, 2012).

Visual Methods: Timelines and Relational Maps

During the interviews with patients and relatives, visual
methods (i.e., timelines and relational maps) will be em-
ployed. Combining visual methods with interviewing helps to
surface tacit knowledge and enhances the identification of
values that are often invisible and difficult to express
(Austgard, 2007; Lim et al., 2016; Pieterse et al., 2008).
Furthermore, using visual methods creates a more diverse
image of respondents’ experience with decision-making and
improves the engagement of participants, especially if they
have difficulties in expressing themselves verbally (Glegg,
2019; Marshall, 2019).

Patients and relatives will be asked to draw a timeline to
create a visual representation of their treatment trajectory from
the diagnosis to the present (Adriansen, 2012). This method
helps respondents to reflect on and discuss the roles of actors
during various treatment decisions (Marshall, 2019), but also
provides an overview of the prioritized values and of possible
changes in value priorities regarding decision-making during
the treatment trajectory (Karimi & Clark, 2016).

At various treatment events on the timeline respondents are
asked to draw a relational map to focus on the social context in
which decisions are made. For instance, some decisions are
made in the context of a clinical interaction with a HCP, others
at home with one’s partner (Griffioen et al., 2021). On this
map, factors and people of influence in decision-making will
be drawn as circles around the respondent (Bagnoli, 2009;
Copeland & Agosto, 2012). For patients and relatives, these
could consist of other relatives, important others in the
community, and personal beliefs. Over the disease trajectory
factors and people influencing decision-making may change
(Epstein & Street, 2011).

Focus Groups

After the analysis of the individual interviews, we will hold
focus groups (FGs) with community members of ethnic mi-
norities to further explore and compare how value structures
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found at the individual level (interviews) relate to value
priorities at group level (FGs) (Schwartz, 2012).

As decisions are shaped in collective collaboration between
different actors (Epstein & Street, 2011; Sharma et al., 2009),
community members can influence individual patient values
(Epstein & Street, 2011; Mead et al., 2013). Through FG
discussions, interactions between the respondents will illu-
minate the existing value priorities at group level and on how
these values are negotiated (Green & Thorogood, 2018).

During the FGs we will use vignettes, short stories on a
specific situation on which respondents are invited to react
(Finch, 1987). This helps to explore respondents’ values
(Spalding & Phillips, 2007) and facilitates discussions when
respondents have little experience with decision-making
(Gray et al., 2017).

Study Sample

Through purposeful diversity sampling we will include var-
ious HCPs involved in decision-making in oncology (medical
oncologists, surgeons, radiotherapists, nurse specialists,
nurses) and experienced in providing care for ethnic minor-
ities. In sampling, diverse characteristics (age, gender, pro-
fession, specialty, hospital) of HCPs will be considered (Green
& Thorogood, 2018; Palinkas et al., 2015).

The study will be carried out around a large Academic
Medical Center in South-Holland. The three largest minority
groups in this area are people from Turkish, Moroccan and
Surinamese Hindustani background (CBS, 2020; Oudhof
et al., 2011). By a purposeful sampling strategy, patients
and relatives from these ethnic groups will be included (Green
& Thorogood, 2018): those who deal with different types of
cancer, in various stages of their disease, and from different
generations living in the Netherlands. Patients who are too ill
to be interviewed or mentally incompetent will be excluded, as
judged by HCPs.

For the appraisal of the sample size we use Malterud et al.’s
(2016) concept of information power as guiding principle. The
information richness of a sample in relation to the aims and
requirements of the study determines how many participants
will be included (Braun & Clarke, 2021b; Malterud et al.,
2016). We estimate the inclusion of 12–18 HCPs, 12–18
patients, and 12–18 relatives. Appraisal of information
power will continuously take place by comparing the results of
our analysis with the aims of our study (Malterud et al., 2016).

Especially among first generation community members the
FGs will be homogenously composed, based on ethnicity,
generation and if preferred by gender. FGs with the second
generation may be more heterogenous concerning these as-
pects. Two participating organizations in this research project
with access to ethnic minorities will organize the FGs. Their
involvement allows the FG to be culturally responsive, that is,
in a familiar setting and in the presence of a person who is
fluent in their native language (for the first generation)
(Rodriguez et al., 2011).

Recruitment

Respondents will be recruited through our existing networks.
HCPs in the participating and other hospitals will be contacted
by e-mail and asked whether they are willing to be inter-
viewed. Patients and relatives will be recruited through HCPs
in the participating hospitals and the networks of the re-
searchers involved in this research project. After patients and
relatives consent to participate in this study, they will receive a
call from the primary researcher providing them verbally with
information after which also an information letter in Dutch
and/or in their native language (Turkish, Arabic) will be sent to
them. The participating organizations will recruit respondents
for the FGs.

Data Analysis

Data collection and analysis will occur concurrently and will
be an alternate process enabling the refinement of the topic
lists in response to new insights from the analysis.

The interviews and FGs will be audiotaped and transcribed
verbatim. Data will be analyzed by conducting a reflexive TA
in the same way as the analysis of the SDM models discussed
above, following the six phases of analysis as distinguished by
Braun and Clarke (2006, 2021b) using Atlas.ti 22 (Braun &
Clarke, 2006, 2021b), through the lens of Schwartz’s value
theory (Schwartz, 2012). Within the reflexive TA inductive
analysis will be used allowing to see how values are con-
structed across the actors in SDM (Braun & Clarke, 2019).

For the enhancement of reflexivity and interpretative depth
data will be double coded and discussed among the research
team until the codes are refined (Braun & Clarke, 2021a). Also
theme development will be discussed among the research
team. After this analysis we have developed an overview of
the value systems of the actors involved in SDM.

Step 4: Comparing the value systems
Now that we have developed an understanding of the value

systems of the actors involved in SDM, we will investigate how
these value systems relate to each other. Since we will analyze
the values underlying the SDM models and those of the actors
involved in SDM using Schwartz’s theory, we can compare the
value systems to each other. Divergent translations of values
from Schwartz’s theory may be found in the lived experiences
of the different actors involved in SDMand in the SDMmodels.
By comparing these value systems, locations of agreement and
differences can be identified. These findings will be included in
the deliberative process in the next step.

Step 5: Ethical reflection on possible adaptations
The hypothetical equilibrium (step 1) is the starting point

for the formulation of a new equilibrium in which also the
results of the empirical data from the practice are taken into
consideration. By the establishment of a dialogue between
information from practice (experiences from actors in SDM
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and morally relevant facts) and theory (principles and back-
ground theories, values from SDM models), a new empirical
reflective equilibrium will be developed. The new equilibrium
may differ substantially from the hypothetical equilibrium due
to a “great shift in moral view” (conversion) of the researcher
(de Vries & van Leeuwen, 2010; DePaul, 1993).

This ethical reflection will primarily be conducted by the
primary researcher but will be openly discussed within the
multidisciplinary research team (de Vries & van Leeuwen,
2010). The end product of this step may consist of the for-
mulation of possible adaptations of the SDM model.

Ethics

To ascertain ethical clearance this study was submitted to the
Medical Ethical Committee of the Leiden University Medical
Centre (N20.195). Several ethical aspects will be taken into
account during this study.

The first concerns the discussion of sensitive topics. A
cancer diagnosis is a distressing experience for both patients
and relatives (Holland & Alici, 2010). For some, talking about
these experiences may be therapeutic (McIlfatrick et al., 2006),
while it can be emotionally charged for others. The use of visual
methods can intensify this experience (Adriansen, 2012). To
mitigate these enhanced emotions, the researcher will be sen-
sitive to the emotions the interview and FG can initiate, create a
safe environment for respondents, end the interview and FG
with a positive experience, and spend time afterward on re-
flection (Ashton, 2014). Possible reluctance of participants to
discuss certain issues will be respected by the researcher.

The second concerns informed consent. Respondents can
receive information letters and informed consent forms in their
native language (Arabic, Turkish), which can also be verbally
explained.

Rigor

The four criteria (credibility, transferability, dependability, and
confirmability) for rigorous qualitative research formulated by
Lincoln & Guba (1985) will be operationalized to ensure rigor
(Lincoln & Guba, 1985). These will be enacted during the
whole research process (Cypress, 2017).

Credibility, agreement between the respondents’ views and
the researcher’s representation will be increased by prolonged,
comprehensive, and thorough data engagement and famil-
iarization with the depth and breadth of the data and by using
multiple coders (Braun & Clarke, 2006; Nowell et al., 2017).
Furthermore, a richer perspective on the data will be devel-
oped by peer debriefing, whereby the findings and progress of
the study will be discussed with impartial researchers. This
helps preventing the omission, and under or over represen-
tation of certain aspects (Janesick, 2015). Peer debriefing will
also be applied during ethical reflection for the achievement of
coherence between theory and practice (de Vries & van
Leeuwen, 2010). Moreover, the use of visual in addition to

verbal methods allows triangulation of data collection and
enhances the researcher’s understanding of the respondents’
perspectives (Kolar et al., 2015).

The transferability of our study will be increased by using a
purposeful sampling strategy. This will result in a rich, varied,
and a broad scope of the data. This scope is further broadened
by using information power as a guiding principle in the
appraisal of the number of respondents to include (Cypress,
2017). In the end, whether our findings will be transferable and
fitting to other contexts can only be judged by the readers and
further studies (Koch, 2006; Nowell et al., 2017). Therefore,
we will provide a detailed description of the research process
and context (Koch, 2006).

Beside this detailed description, the dependability—the
logical coherence—of our study will be demonstrated by au-
diting both the empirical and the ethical part of the research
process and by the documentation of all the theoretical,
methodological, and analytical choices made (de Vries & van
Leeuwen, 2010; Koch, 2006; Lincoln & Guba, 1985;
Sandelowski, 1986). During this process the primary researcher
will be self-critical and reflect on impressions and interactions
obtained before, during and after the data collection, and on
how her own views influence the interpretation of the data and
the ethical analysis (Braun & Clarke, 2019; Lincoln & Guba,
1985; Nowell et al., 2017; Sandelowski, 1986). Being reflexive
authenticates confirmability, ensuring that the interpretations of
the data are derived from the data and within the RE also from
background theories, moral principles, and relevant facts (de
Vries & van Leeuwen, 2010; Tobin & Begley, 2004).

Discussion

SDM poses several challenges in general and specific chal-
lenges in intercultural encounters with ethnic minorities. To
develop a more inclusive and culturally sensitive variant of
SDM, we aim to integrate empirical data with ethical reflection
to assess the need for adaptations of the SDM model to ethnic
minority populations and formulate possible adjustments of the
model for its application in oncology in an intercultural context.

The integration of empirical data with ethical reflection is an
innovative method in medical decision-making and enables
both a systematic and profound assessment of the need for
adaptation of the SDM model and the formulation of both
theoretically and empirically based suggestions for adaptations.

The empirical social scientific part of this study has several
limitations. The cross-sectional qualitative design provides
only insight in the values respondents prioritize during the
interview and the ones they have prioritized in previous
treatment decision-making. In the course of their disease,
however, their values may change (Karimi-Dehkordi, 2017;
Karimi-Dehkordi et al., 2019). The timelines may provide
information about possible changes in individual value pri-
orities over time, while the inclusion of patients in several
stages of their disease allows a comparison in value priorities
between patients in different stages of their disease.
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Another limitation is that the interviews with actors in-
volved in SDM are conducted separately and that observations
of interactions are not included. The image emerging during
interactions may be more dynamic than our study will de-
scribe. The use of relational maps however allows for the
identification of factors influencing decision-making in the
perception of our respondents.

Lastly, while the use of empirical data in the RE ensures
that ethical reflection is rooted in the clinical reality and
applied in specific situations, it causes the normative con-
clusions to be time and context dependent and therefore less
generalizable. Through transparency during the development
and formulation of our equilibrium, readers will be enabled to
judge whether our findings are also fitting to their context.

The results of this study will be disseminated through
academic papers, training modules for HCPs, and by the
formulation of possible suggestions for a tool that HCPs can
use in daily practice.
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