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Chapter 1: Introduction

1. inTroducTion

Chapter 1: Introduction

Peter, aged 15 and born as a boy, comes to the gender clinic and expresses a
desire to undergo gender affirmative surgery. The psychiatrist, who sees transgender adolescents on a daily basis, has doubts about the authenticity of the
request and suspects that it may be clouded by a form of autism. She voices
these concerns to Peter and Peter’s parents, expressing her fear that the adolescent may regret this decision later. However, all three of them stand behind the
request and deny that Peter has any type of autism (leading the psychiatrist to
question whether the parents and Peter are aware of certain personality traits
that Peter displays). The psychiatrist’s doubts are now deepened. What course
of action should she take? Should she continue raising doubts and concerns
until she feels that both Peter and Peter’s parents understand them? Or, should
she honor the desire they have expressed to go ahead with the surgery? How
much responsibility should the psychiatrist take on? Should she try to dissuade
them from going forward with the treatment, or simply inform Peter to the best
of her ability and then let it go? These worries are starting to make her feel isolated and alone. Is there a specific kind of ethics support for her, and if so which
support is best suited to her situation?
This is just one example of the ethical issues and questions health care workers
experience every day in their daily work. They frequently face ethical choices
that require them to weigh the needs, values and interests of patients, their
families, health care workers and the surrounding societal and institutional system. There are several reasons why health care workers are confronted by such
a large number of complex and constantly evolving ethical questions. These include: continual change driven by medical and technological innovation; growing societal openness to and awareness of moral pluralism; and a trend towards
greater patient and client autonomy combined with increasing medical specialization, leading to fragmentation of care.
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The growing need to support health care workers on ethical issues has led to
the development and implementation of Clinical Ethics Support (ces) in countries the world over1. Here, we will adhere to the definition of ces expressed by
Wäscher and colleagues as “any kind of intervention directed at the deliberation
about ethically relevant issues arising in the context of clinical care.” (Wäscher
et al. 2017, p.238). Although the practice of ces is on the rise, developments in
this field have often been ad hoc, uncoordinated, and initiated and sustained by
individuals who strongly support its use (Doran et al. 2016). As it is currently
practiced, ces can roughly be divided into three categories: ethics committees,
ethics consultation and Moral Case Deliberation (mcd) (Rasoal et al. 2017). We
will briefly describe these three types, although it should be noted that they
partially overlap and that no sharp distinctions can be drawn between them.
A clinical ethics committee is a formal body in an organization, composed of
members of varying backgrounds, thus bringing different perspectives together.
These include clinicians, nurses, social workers, clergy, lawyers, ethicists, patient
representatives, psychologists, hospital management and even rehab staff
(Czarkowski et al. 2015). Clinical ethics committees deal with bioethical and ethical issues within clinical care and are distinct from Research Ethics Committees
(also called Institutional Review Boards, or IRBs) which evaluate research protocols.2 The roles, procedures and activities of clinical ethics committees vary widely (Rasoal et al. 2017). They include: providing ces in a specific case upon request, training and education, advising the board and management on ethical
issues, developing new policies on ethical issues at an organizational level, and
assessing the ethical dimension of new policies or programs implemented in the
organization (Aulisio and Arnold 2008; Caminiti et al. 2011).
Another type of ces, clinical ethics consultation, is case-based and performed at the request of health care workers, patients or their surrogates (Aulisio
et al. 2000). Health care ethics consultants handle a case on their own or in
small groups, depending on the case’s difficulty and the available resources. The
1

2
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Studies describing ces in specific regions are; Japan (Fukuyama et al. 2008; Akabayashi et al.
2008), the United States (Fox et al. 2007), Germany (Schochow et al. 2019), Africa (Rwabihama et al. 2010), Canada (Gaudine et al. 2010), Croatia (Borovecki et al. 2010), Poland
(Czarkowski et al. 2015), Norway (Førde and Pedersen 2011), the UK (Slowther et al. 2012),
Israel (Wenger et al. 2002), the Netherlands (Dauwerse et al. 2014).
In most countries, there are two separate committees in health care organizations; one committee for dealing with ethical issues in clinical practice and bioethical issues and another for
evaluating research protocols. Exceptions are Africa (Rwabihama et al. 2010) and Italy (Caminiti et al. 2011), where some ethics committees serve both functions.
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methods used in ethics consultations vary. Influential approaches in the usa include ‘The Ethics Facilitation Approach and cases. The Ethics facilitation approach involves: 1) gathering relevant data and clarifying relevant concepts and
normative issues, 2) assisting the stakeholders in clarifying their own values, and
3) facilitating the building of morally acceptable shared commitments or understandings (Aulisio et al. 2000). cases is an acronym that stands for the process
of this particular approach: Clarify the consultation request, Assemble the relevant information, Synthesize the information, Explain the synthesis, and Support
the consultation process (Geppert and Chanko 2016).
The third type of ces mentioned above is mcd, a form of clinical ethics support which is well-established and widely practiced in Northern Europe, especially in the Netherlands (Dauwerse et al. 2013). The terms ‘ethics rounds’, ‘ethics
discussion groups’, and ‘ethics reflection groups’ are used as well in Northers
European Countries. All of these terms indicate similar kinds of ces meetings
(Svantesson et al. 2008a; Lillemoen and Pedersen 2015; Grönlund et al. 2016;
Bartholdson et al. 2017). Although there are differences between them, they
share the same key elements: a group of participants, a facilitator, a method to
structure the conversation, an actual case and an ethical question (Rasoal et al.
2017). In this dissertation, the term mcd is used to refer to all these types of group
ces meetings. mcds are organized and utilized in many different ways. In some
organizations, individual members of the clinical ethics committee (see above)
facilitate mcds, while in others a small, separate team of mcd facilitators is set up.
Several ces evaluation studies have been published. A study in Norway found
that the most frequently reported reason for clinical ethics committees to discuss a case was that it was felt to be useful to have broad consultation on a case
(Kalager et al. 2011). In a national survey in the usa regarding ethics consultation,
most respondents reported having had positive experiences with ethics consultation and considered it to be useful, productive and instructive for future cases
(DuVal et al. 2004). In addition, one of the few rcTs evaluating ces shows that
ethics consultation was reviewed favorably by 80% of patient surrogates and
more than 90% of icu physicians and nurses as a means of support in cases
where those involved disagreed on the proposed treatment (Schneiderman et
al. 2003).
Participants report that mcds improve cooperation on teams (Weidema et al.
2013), stimulate ‘broadened thinking’ and cause breakthroughs in habitual thinking (Svantesson et al. 2008b), foster awareness of different perspectives

11

Chapter 1: Introduction

(co-workers, patients and their families) (Soderhamn et al. 2015), and contribute
to deeper insight into ethical issues (Silén et al. 2014). Some positive outcomes
include better collaboration with co-workers and enhanced individual moral reflexivity and attitude, as reported by De Snoo-Trimp et al. 2020. Other reported
positive outcomes of mcds are relief from the burden of moral issues, a sense of
connectedness, and an awareness of the moral dimension of caring (Haan et al.
2018).
Despite these favorable evaluations, research also reveals several challenges
for ces in health care organizations. These can be grouped into four categories:
1. A shortage of requests for support, 2. Limited impact of ces on clinical care, 3.
An undefined position and role for ces in the organization, and 4. A lack of consensus as to what can be considered qualitatively good ces. I will describe these challenges in more detail.

Challenge 1: A Shortage of Requests for Support
Most clinical ethics committees struggle to get cases referred to them
(Czarkowski et al. 2015; Whitehead et al. 2009; Pedersen et al. 2009). Care
workers may simply not consider turning to a clinical ethics committee when
they encounter a difficult ethical case. This might be due to the limited visibility
of such committees (Mills et al. 2006). However, care workers might also feel
reluctant to bring a case to an ethics committee as such committees are sometimes seen as outsiders, while local clinical culture may lean toward handling
difficult cases internally. Especially in cases where some believe there may have
been suboptimal care, care workers can be hesitant to have the case scrutinized
by ‘outsiders’. Pedersen and colleagues even found that clinical ethics committee members themselves sometimes decide not to bring specific cases to the
committee for fear that their colleagues would regard this as disloyal (Pedersen
et al. 2009). Another reason why health care workers often do not request support is time constraints. Care workers may want the case addressed more quickly than clinical ethics committees or ethics consultations are able to do (Pedersen et al. 2009; Wenger et al. 2002; DuVal et al. 2004).
Challenge 2: Limited Impact of ces on Clinical Care
Little research has been done into the impact of ces on clinical care and the few
studies that have been published seem to indicate that its impact is limited. One
rcT on the presence of clinical ethics consultation showed that ces led to a re-
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duction in hospital and intensive care unit days at the Intensive Care Unit (Schneiderman et al. 2003). However, this is more an exception than the rule. Other
research on any kind of impact that ces has on clinical care is scant. Most of the
available data regarding the effect of mcds on clinical care is self-reported (Haan
et al. 2018) and gathered in such a way that no causal relationship can be established between the introduction of ces and the quality of care (Silén et al. 2014).
Combined with the shortage of requests for support (Challenge 1), the relatively small impact on clinical care has been characterized as ‘benign neglect’
(Moreno 2006), suggesting that ces practitioners are tolerated as a well-meaning group who apparently do little harm but also have little impact or influence
on the care provided in a health care organization. In that light, there have been
calls for a more comprehensive approach than the traditional forms of ces described above (Fox et al. 2010; Davis 2006; Moreno 2006). There is also a special challenge faced by all case-based approaches to ces (like ethics consultation and mcd); how do the insights gained in case consultations or mcds trickle
through to the rest of the organization? So even if a consultation service receives many requests for support (meaning that Challenge 1 is being addressed),
it is worth questioning from an organizational viewpoint whether these cases
have a similar root cause and whether it would be better for the health care
organization to handle them in a more systematic, proactive way (Mills et al.
2006)3.

Challenge 3: ces’s Undefined Position and Role in the Organization
The third category of challenges is that ces often has an undefined position in
the health care organization. This lack of definition can refer to ces’s role, procedure and mandate. Many ces services report a lack of funding, with ces work
being done after working hours as a result (Førde and Pedersen 2011; Czarkowski
et al. 2015; Wenger et al. 2002; Rwabihama et al. 2010). A lack of administrative
support is reported as well, leaving ces practitioners with a heavy administrative
burden that distracts them from their core tasks. In addition to the lack of institutional support for ces, another aspect of this challenge is the absence of regulations for the specific kind of ces provided, specifying its role, function, scope,
responsibility and mandate in the health care organization (Czarkowski et al.
3

A more systematic approach called the IntegratedEthics Program has been developed in the
United States and an approach called the Hub and Spokes strategy model in Canada (Fox et
al. 2010; MacRae et al. 2005) .
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2015; Wenger et al. 2002; Rwabihama et al. 2010; Mills et al. 2006; McLean
2007). There is a lack of clarity and consensus about questions such as: ‘What is
the relationship between ces and the legal system (Williamson et al. 2007)?’,
‘What role do and should patients play in ces (Williamson et al. 2007)?’ and,
‘What kind of issues are suitable for ces (Mills et al. 2006)?’. For instance, when
there are budget cuts in a health care organization leading to difficult ethical
questions regarding priority setting and fundamentally changing the climate of
the health care organization, is it ces’s role to put this on the agenda? And in
what way? ces is often part of the organization itself (Mills et al. 2006). Do these
kinds of organizational ethics questions and the ethical climate fall within the
range of topics ces should handle? This would require a clear mandate from the
health care organization and a more comprehensive structure for ces than can
be provided by a clinical ethics committee, for example.

14

Challenge 4: Lack of Consensus as to what qualitatively good ces entails
A fourth category of challenges for ces is the lack of consensus as to what qualitatively good ces entails. From its inception, ces has been a proliferation of initiatives from people of various professional backgrounds. ces services vary
widely in terms of procedures, accountability structures, methods for case consultation and other activities, etc. This variety may not be problematic in itself, as
long as there is a conscious choice behind certain structures or types of activity
(Pedersen et al. 2009). Interviews with 11 experts in the usa revealed that experts do not agree as to what kinds of ces objectives are most important (McClimans et al. 2016). For instance, some experts saw the interpersonal quality of
an ethics consultation as the prime objective, focusing on the relationship between an ethicist and a patient, family member, and/or clinician. Other experts
believed the ‘ethical quality’ of the decision was most important and put more
emphasis on the ethical analysis and on revealing hidden assumptions, and considered finding the ‘right decision’ the paramount objective of an ethics consultation (McClimans et al. 2016). As of yet, ces practitioners’ professional background appears to determine not only the type of ces they prefer, but also the
normative theory or theoretical foundation upon which their views on ces quality and desired outcomes are based (Salloch et al. 2015). Often, practitioners fail
to make explicit the theoretical background influencing their understanding of
ces (Schildmann et al. 2013).
An issue related to ces quality is the status of ethics expertise. This has been
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heavily debated in the literature (Iltis and Rasmussen 2016; Iltis and Sheehan
2016). ces practitioners come from many different backgrounds, bringing with
them different sets of knowledge and skills. What knowledge, skills and theoretical background enable ces practitioners to provide qualitatively good ces?
Does this knowledge, skill set and background guarantee the quality of ces, and
if so, how? Is moral expertise the same as ces expertise and does ces expertise
somehow lend the ces practitioner greater moral authority? Some scholars, reasoning from an academic bioethics perspective, even indicate concerns about
the legitimacy of Clinical Ethics Support, arguing that a lack of in-depth knowledge of bioethics among some ces practitioners weakens the quality of the
support they provide (Williamson 2008).
In summary, there are efforts afoot in many countries to develop and organize
ces as a means of providing health care workers with support on ethical questions and issues. Research shows that while ces is viewed favorably, it also faces
some serious challenges. Several innovations have been developed in the ces
field to address these challenges. mcd, for instance, was developed partly in
response to the distance between clinical ethics committees and clinical practices. Another such innovation is the publishing of a set of core competencies for
ethics consultants in the usa (asbH 2011) and for members of clinical ethics committees in the uK (Larcher et al. 2010). More comprehensive ces programs have
been developed in Canada and the usa (Fox et al. 2010; MacRae et al. 2005).
This dissertation is intended to promote further ces development by presenting
and reflecting on three innovations in the Netherlands. These are: a ces tool, an
integrative ces approach, and a means of conceptualizing and fostering the
quality of ces in the Netherlands.

Aim of This Dissertation
The research in this dissertation aims to address core challenges faced by ces
by developing ces innovations, in practice and in collaboration with practitioners,
taking into account theoretical reflections about ethics and clinical ethics support.
This dissertation describes three studies involving ces innovations in the
Netherlands. In the Netherlands, ces mainly consist of Moral Case Deliberation
(mcd) and ethics committees (Dauwerse et al. 2014b). In Dutch hospitals, ethics
committees are the most frequently practiced type of ces. mcd is available in
about half of Dutch hospitals and in two-thirds of the mental health care institutions (Dauwerse et al. 2014b). Ethics consultants are rarely available. The rese-
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arch presented in this dissertation can be characterized as emerging design,
which was not structured as a PhD project from the outset.
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Methodology
For this dissertation, we chose to study ces innovations with an emerging research design using qualitative methods. Qualitative research aims to make
sense of, and recognize, patterns in order to construct a meaningful picture
without compromising its richness and dimensionality (Leung 2015). An emerging research design enabled us to respond to the changing circumstances and
needs in care practices and to the way the innovation was experienced. The
research design was inspired by a responsive evaluation approach. Responsive
evaluation seeks to give stakeholders a voice (Abma and Widdershoven 2014;
Abma et al. 2017), and actively invites stakeholders such as professionals, patients and family members to contribute to research agendas, the research itself, and the evaluation and improvement of practices (Abma and Broerse 2010).
As Chapter 7 of this dissertation shows, this methodology bears a close resemblance to our theoretical understanding of ces itself (Abma et al. 2009).
For the studies presented in this dissertation, we used various qualitative
methods including interviews, focus groups, participatory observation and joint
reflection sessions. The interviews and focus groups were transcribed and a
summary of the transcript was sent back to the respondent. We also used Moral
Case Deliberation (mcd) as a qualitative research method. Reports were written
on all mcds, summarizing the dialogue’s main points. These reports were written
by the facilitator or an observer of the mcds, and were member checked by the
mcd participants. Based on the criterion of a particular mcd conversation’s relevance to the research aim of the study in question, a selection of mcds was
transcribed ad verbatim and analyzed by means of thematic content analysis.
We drew data from both mcd transcripts and reports. See Table 1 for an overview of the qualitative research methods employed for each study. More details
about the data (timeline, who collected them) can be found in the methods
section of the specifuc chapers.

Methods

type of data

A
ces tool

28 mcds

10 transcripts
18 reports

3 focus groups evaluating the ces
tool with stakeholders

3 transcripts

20 Moral Case Deliberations at
ceGd policy meetings

20 mcd reports
7 mcd transcripts
4 field notes taken during mcds

6 interviews

6 transcripts
6 member checks with a summary
4 observational notes

Participatory observations during
steering group meetings,
presenting and using ces
together at international conferences, providing ces at policy
days and providing ces together
for educational purposes.

Notes on steering group
meetings during our collaboration from 2013 to 2017
Memos and reports on the
meetings

12 observations of multidisciplinary meetings

12 field notes

12 observations of individual
consultations

12 field notes

ces staff joining the treatment
team meetings

11 field notes on the meetings
held during two 6-month periods
(Dec 2015 - June 2016
& March-November 2017)

1 meeting with ces practitioners
about ces staff joining the
treatment meetings

1 summary report

Two ethics log books were kept
(‘lifestyle’ & ‘fertility’) by four
health care workers and two ces
staff members.

Various log entries and a
detailed description of 4 lifestyle
cases and 6 fertility cases;
during a 6-month period
(March-November 2017)

B
Integrative
ces

Chapter 1: Introduction
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C
Conceptualizing and
fostering the
quality of ces

24 semi-structured interviews

23 transcripts and one summary
report (one recording was lost)

3 expert meetings

3 reports

Examples of ces practice
published on the neon website

36 case reports

Feedback on draft chapters of the
ces handbook from 16 ces
stakeholders

Comments on, and adjustments
to, the drafts

Training day focusing on quality
characteristics

Report on the meeting

Meeting with the quality assessors to discuss the experiences
and facilitate mutual learning

Report on the meeting

10 interviews with the responsive
quality assessors

10 transcripts

18 ces stakeholders’ comments on
the final draft on quality characteristics

Comments on quality characteristics

Table 1

The term ‘validity’ is used in qualitative research to assess the methodology’s
appropriateness to the research aim, the chosen methods for the methodology
and the results and conclusions for the sample and context (Leung 2015). In this
research, we used four strategies to enhance validity and minimize research
bias. Firstly, we employed methodological triangulation, that is, we used different research methods as a basis for our conclusions (see Table 1). Secondly, we
transcribed a significant selection of the mcd, interview and focus group recordings to ensure rich data. We combined inductive analysis (themes that emerged from the data) with deductive analysis (predefined themes stemming from
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theory and our research aim). This allowed for a balance between the influence
of theory and practice. Thirdly, we built in several member checks during the
research process by allowing the research participants to comment on the data
analysis. We arranged for three types participation:
1) we had a report written after every meeting and sent back to the participants with a request for the participants’ comments on the report;
2) we organized focus groups with a responsive design in which we discussed
preliminary findings and first drafts;
3) we consciously fostered a sense of co-ownership of the ces innovation and
the research process by making the stakeholders part of the whole process as
much as possible, for example by having them co-author papers in this dissertation and inviting them to take part in joint presentations of our findings at conferences.
The fourth strategy to enhance validity entailed researcher triangulation. We
ensured the research was done by project teams including multiple researchers.
This allowed for different perspectives on the data. We sought consensus and
discussed diverging views (Green and Thorogood 2013).

We developed the ces innovations in three case studies.
1. A ces Tool
We developed a thematically focused ces tool, based on an analysis of
case-based mcds, for a large health care organization in and around
Amsterdam, which employs more than 8,500 people and provides predominantly long-term care to more than 19,000 clients in the Netherlands. The ces tool was developed on the basis of a series of mcds, held
in three divisions of this organization: Nursing and Caring, Care for the
Mentally Disabled, and Care for Psychiatric Patients.
The thematic focus of this tool was client autonomy. Within Dutch
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health care, there is an increasing emphasis on ‘demand-driven care’,
‘self-determination’ and ‘client centeredness’, three concepts which
stress that clients should be enabled to live their lives as autonomously
as possible, and that their individual wishes, demands and needs should
be central to the care process. In this context, the empowerment of
clients through a redistribution of responsibilities and control among
health care professionals and patients is encouraged (Rijckmans et al.
2007). However, this focus on autonomy gives rise to ethical issues, especially for caregivers whose clients have cognitive impairments (mental disability, dementia), or a psychiatric disorder. Often, these clients
need long-term care services, including personal care and coaching in
life skills such as personal finances, personal hygiene, relationships and
jobs. Caregivers providing these services are regularly confronted with
situations in which they experience a conflict between providing good
care according to them and honoring their clients’ desires and preferences. The central moral question for many health care professionals is
therefore something to the effect of: “Should I respect the client’s autonomy as expressed or should I overrule them either to prevent harm or
to provide good care?”
We were asked by a health care organization to develop a ces tool
based on a series of mcds, transferring the insights from case-based
ces to a thematic ces tool (relating to Challenge 2 ‘increasing the impact of ces on clinical care’).
The ces tool and the theoretical reflections influencing the development of the ces tool are presented in Chapters 2 and 3 of this dissertation.
These two studies had the following research objective:

ReseaRch Objective 1:
To develop an innovative ces tool based on an analysis of a series of
mcds, with the aim of increasing mcd’s impact in a health care organization and fostering moral learning throughout the organization.

20
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2. An Integrative Approach to ces
We developed an innovative way of integrating ces into clinical practice in collaboration with practitioners. What we have called ‘an integrative approach to ces’ was developed collaboratively with the Centre of
Expertise on Gender Dysphoria (ceGd) at vu Medical Center in the
Netherlands. The ceGd provides health care to individuals who experience Gender Dysphoria (Gd) and who desire gender affirmative treatment. Gd refers to the distress experienced as a result of an incongruence between one’s gender identity and assigned gender at birth
(Gires 2006). Gender affirmative care consists of a trajectory of different phases (Coleman et al. 2012), depending on the individual’s treatment preferences. Client-centered transgender health care requires
multidisciplinary involvement of psychologists, psychiatrists, endocrinologists, plastic surgeons, urologists, pediatricians, nurse specialists and
gynecologists, all of whom work in close cooperation.
Treatment teams working with transgender youths and adults often
face ethical questions (Gerritse et al. 2018), such as whether a patient’s
comorbid psychiatric problems are so severe that transgender treatment should be stopped or should not take place at all; whether or not
to pursue treatment of youngsters whose parents disagree with the
recommended course of treatment; whether it is necessary to reach a
multidisciplinary team consensus on the whole transgender care trajectory before beginning the first phase of the treatment; and under what
circumstances an exception may be made to the current treatment protocol.
In responding to a request for ces regarding these moral dilemmas,
we began organizing regular ces in 2013 by offering mcds. To resolve
some of the challenges associated with mcd (as described above), we
gradually adapted our ces to the ceGd context, while ensuring that the
support we provided remained consistent with our initial theoretical
viewpoints regarding ces and its organizational aspects and embeddedness in clinical practice. Working iteratively, constantly reflecting
and evaluating the current state of affairs with the team itself, we developed innovative ways of offering ces and reflected on the key characteristics of what we have called ‘an integrative approach to ces’.
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This research is presented in Chapters 4 and 5 of this dissertation.
The research objective of these studies was:

ReseaRch Objective 2:
to develop an innovative way to organize and provide ces through an
emerging design, integrating it more deeply into care practices and
sharing ownership of the ces with the team itself.

Chapter 1: Introduction

3. Conceptualizing and Fostering the Quality of ces
We started the process of responsively conceptualizing and fostering
the quality of ces by developing a Dutch National network on ces (later
called neon)4. neon aims to bring ces practitioners together so that
they can;
• learn from each other’s experiences on providing ces in health care
organizations;
• professionalize ces by promoting the exchange of knowledge and
reflection on the quality of their own activities;
• conceptualize ces quality by formulating a set of relevant quality
characteristics.
neon’s participants include a large variety of professionals involved
in ces (i.e. members of ethics committees, mcd facilitators, ethics consultants, ces managers and academic ethicists) in a variety of health
care domains (i.e. hospitals, mental health facilities, disabled care, nursing care, youth care).
At present, in the summer of 2020, neon has 263 individual participants and 15 ethics committees that describe themselves on the neon
website; 1,333 people receive a quarterly newsletter from neon and the
network’s annual national conference attracts about 100-200 ces practitioners. We developed the first set of ces quality characteristics in
cooperation with the ces practitioners who attended the neon meetings. The formulation of a set of ces quality characteristics was a joint
effort to conceptualize the quality of ces. At the same time, this goal
4
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neon is Dutch for Netwerk Ethiekondersteuning Nederland (Network Ethics Support the
Netherlands).

itself was also a subject of discussion. The ces quality characteristics
are meant as a heuristic instrument; they’re not ‘a measuring stick’ with
which to quantify ces quality, but a means of fostering dialogue and
creating awareness about the quality of ces.
This research is presented in Chapters 6 and 7 of this dissertation
and had the following research objective:

ReseaRch Objective 3:
to conceptualize and foster the quality of ces in the Netherlands
through a learning network called neon and to formulate quality
characteristics for ces in the Netherlands.
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In this dissertation, ces practice had primacy. In terms of Research Objectives
1 and 2, we started by providing ces, and in so doing discovered that there were
some challenges and consequently reflected upon how we could address these
challenges (using input from our theoretical understanding of ces and other
research literature from fields of educational and organizational sciences). Research Objective 3 began differently. We received funding from the Dutch Health
Ministry for a research project specifically developed to address Challenge 4,
that is, the lack of knowledge and consensus in the Netherlands as to what constitutes qualitatively good ces.
In this dissertation, we have combined empirical research and innovation with
theoretical reflections on the data. Each research objective is subdivided into
two sections; one describing the empirical research and another articulating the
theoretical background of the ces innovation and describing how this theory
relates to the empirical findings and the research method. The empirical findings and theoretical reflections functioned iteratively, so we did not derive our
findings from applying theory to the empirical findings, or vice versa. Instead,
we iteratively deepened our understanding of our empirical findings by reflecting on them theoretically, and through this process also made general theories
more concrete, articulating the theories’ implications for the specific ces innovation. One example of this was the formulation of four key characteristics of a ces
tool based on mcds (chapter 3).
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Research Ethics
We asked for explicit and verbal permission to record and transcribe the mcds,
interviews, meetings and focus groups and use them for analyses. At every
meeting, we emphasized confidentiality and ensured that no content in any
public document could be traced back to individual people or situations. To this
end, we modified some details in the description of the ethical dilemmas in this
dissertation. Since the research does not directly include patients and no rules
of conduct were imposed on anyone, no permission was needed from the Medical Ethics Review Committee according to the Dutch Medical Research on Human Subjects Act (Wmo)(ccmo) 2020.

Chapter 1: Introduction

Dissertation Outline
As mentioned above, this dissertation describes three innovations in ces, both
empirically and theoretically.
• Part A
The development of an innovative ces tool based on a series of mcds
(Chapters 2 and 3)
Chapter 2 describes the ces tool and the methods we used in detail.
Chapter 3 reflects on the theoretical fit between mcd and the ces tool and
formulates four key characteristics of a ces tool based on mcd.
• Part B
The development of an innovative way of organizing ces; an integrative
approach to ces
In Chapter 4 we describe the actual ces activities we developed in chronological order and summarize 16 lessons we learned during the process.
In Chapter 5, the theoretical section, we describe what we mean by integrative ces by elaborating on five key characteristics.
• Part C
Defining and fostering the quality of ces in the Netherlands
Chapter 6 describes the first set of ces quality characteristics developed
in a Dutch national network called NeoN. In Chapter 7, the theoretical section, we reflect on the methodology we used in relation to our theoretical
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understanding of ces. We also describe the activities and learning process
in greater detail and reflect on the distinctive aspects of this approach in
comparison to other national approaches in order to conceptualize and
foster the quality of ces.

Chapter 1: Introduction

In the Discussion section of this dissertation (chapter 8), we first briefly summarize each ces innovation and subsequently reflect on the strengths and
weaknesses of each study. Secondly, we reflect on the pragmatic hermeneutic
background of this type of ces innovation research. We begin this reflection by
discussing the use of theory in this dissertation and the normativity of this research. Subsequently, we address the concern that pragmatic hermeneutic research could tend toward moral relativism, and the key role of stakeholders in the
normative reflection in this research. This concern often boils down to the question: ‘What if stakeholders come to a decision which is ‘morally wrong’?’ Then,
we discuss whether it is consistent for ces with a pragmatic hermeneutic background to develop or implement rules or protocols. In the third part of the Discussion, we deal with the question as to whether, and to what extent, the four
ces challenges described in this introduction are adequately addressed by the
innovations presented in this dissertation.
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Methods
We used a qualitative research design in which we analyzed the process and
content of a series of mcds, combined with reflections on the theoretical background of mcd. In total 28 mcds (10 transcripts and 18 summary reports) were
analyzed by means of a thematic content analysis. In various rounds of development, the results of the analysis were combined with theoretical reflections on
ces. Consequently, the tool was evaluated in three focus groups and adjusted.

Chapter 2: Empirical Paper

Background
Moral Case deliberations (mcds) are reflective dialogues with a group of participants on their own moral dilemmas. Although mcd is successful as Clinical Ethics Support (ces), it also has limitations. 1. lessons learned from individual mcds
are not shared in order to be used in other contexts 2. Moral learning stays
limited to the participants of the mcd; 3. mcd requires quite some organisational effort, 4. mcd deals with one individual concrete case. It does not address
other, similar cases (it is case based). These limitations warrant research into
complementary ways of providing ces to healthcare professionals. Our research
objective was therefore to develop a low threshold ces tool based on a series
of mcds on autonomy in long-term care.

Results
The ces tool, called ‘moral compass’, guides the users through a series of six
subsequent questions in order to methodically reflect on their concrete moral
dilemma, in the form of a booklet of 23 pages. It combines a methodical element
that encourages and structures a reflection process with a substantive element,
including norms, values, options, strategies, and insights regarding dealing with
client autonomy.
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Conclusion
By using data from a series of mcds, combined with theoretical reflections on
mcd, ethics support and moral learning, we developed a thematic, low-threshold ces tool that supports healthcare professionals in daily practice in dealing
with moral questions regarding client autonomy. It integrates examples and insights from earlier mcds on the same topic. The moral compass is not a replacement of, but can be used complementary to mcd. The feasibility and impact of
the moral compass need to be investigated in an evaluative follow-up study. The
methodology presented in this paper may be used to develop moral compasses
on different topics in various healthcare organizations.
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bacKGround
In the Netherlands and other European countries (Rasoal et al. 2016; Lillemoen
and Pedersen 2015; Grönlund et al. 2016), moral case deliberation (mcd) is an
established form of clinical ethics support (ces) (Dauwerse et al. 2014). mcd is a
reflective and structured dialogue between healthcare professionals, sometimes also including other stakeholders (such as patients, family members, and
volunteers) about their concrete moral questions regarding a real clinical case,
and the underlying values and norms within a specific context (Molewijk et al.
2008a; Molewijk et al. 2008b; Stolper et al. 2016). A crucial theoretical presupposition of mcd is that the concerns of stakeholders in a concrete situation are
the primary starting point for reflection, and that a moral judgement should be
based on the moral experiences and reasoning of the stakeholders (Hartman et
al. 2019; Molewijk et al. 2008a). The role of the ethicist (or trained professional)
as ‘facilitator’ of mcd is to foster a dialogical reflection based on these experiences, rather than to provide normative guidance or give advice (Metselaar et
al. 2015).
mcd is both process and outcome oriented. A specific moral question that
arises from concrete experience is analysed in a structured way according to a
specific conservation method. This process fosters the moral competences of
the participants, reduces moral distress and contributes to mutual understanding, for instance among team members (Janssens et al. 2015; Svantesson et al.
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2014; Molewijk et al. 2008b; Spijkerboer et al. 2016). The aim of an mcd meeting
is to develop a shared perspective on ‘the right thing to do’ in a concrete situation, in which broader normative frameworks (such as law, guidelines and policy
regulations) are taken into account. Evaluation studies show that mcd participants are (very) positive about mcd as a method of ces (Janssens et al. 2015;
Seekles et al. 2016).
Although mcd is successful, it also has limitations. First, lessons learned from
individual mcds are not shared in order to be used in other contexts. Second,
mcd allows for only a limited number of people to join, learn and profit from the
mutual learning process and insights generated by the joint reflection (about
8-12 per session). Third, mcd is relatively time-consuming, as sessions approximately take 1 1/2 hours. Also, a trained facilitator is required (Stolper et al. 2015).
Consequently, mcd comes with much organisational effort. Fourth, mcd deals
with one individual concrete case. It does not address other, similar cases (it is
case based). Thus, both the scope of mcd and its feasibility in practice are limited.
These limitations warrant research into a tool for ces, in line with the methodological and theoretical principles of mcd, which (1) supports both individual
and groups of healthcare professionals in dealing with dilemmas; (2) integrates
examples and insights from earlier mcds on the same topic; (3) can be used by
a larger number of healthcare professionals directly, without the assistance of a
facilitator; (4) takes less time and less organisational effort. In order to address
this question, we aimed to develop a ces tool to provide support in cases with
the same central topic, and with a lower practical and organizational threshold
than mcd. Ethical-theoretical viewpoints on clinical ethics support, mcd and the
ces tool have been important for the development of the compass. Due to limited space within this paper, we describe our theoretical reflections (based on
hermeneutic ethics and pragmatism) for the development of a ces tool based
on a series of mcds in more detail elsewhere; here we focus on the actual development of the tool (Chapter 3 of this dissertation, Hartman et al. 2019).
In order to develop a tool for ces complementary to mcd, we used results
from a series of mcds with healthcare professionals. Based on a qualitative analysis of the process and the content of the series of mcds, as well as reflections
on the theoretical background of mcd, ethics support and moral learning, we
developed a so-called ‘moral compass’, in the form of a booklet of 23 pages. We
use the term ‘moral compass’ to designate an actual materialized tool that guides
the user(s) through a reflective process by means of offering both a structure for
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the reflection and substantial elements regarding the moral issue at stake. This
is to be distinguished from the way in which this term is used in psychological
literature, referring to one’s inner, psychological moral framework (Thompson
2010). In developing the moral compass, we focused on moral questions concerning client autonomy in long-term care contexts.
Within Dutch healthcare, there is an increasing emphasis on ‘demand-driven
care’, ‘self-determination’ and ‘client centeredness’, three concepts which all
stress that clients should be enabled to live their lives as autonomously as possible, and that their individual wishes, demands and needs should be central to
the process of care. In this context, the empowerment of clients through a redistribution of responsibilities and control among healthcare professionals and patients is encouraged (Rijckmans et al. 2007). However, this focus on autonomy
gives rise to ethical issues, especially for caregivers whose clients have cognitive impairments (mental disability, dementia), or a psychiatric disorder. Often,
these clients need long-term care services, including personal care and coaching in life skills, such as handling money, personal hygiene, relationships and
jobs. Caregivers providing these services are regularly confronted with situations in which they experience a conflict between providing good care on the
one hand and going along with the wishes and preferences of their clients at
the other hand. The central moral question for many healthcare professionals
therefore usually goes like: “When should I respect the client’s autonomy and
expressed needs and when should I overrule them either to prevent harm or to
do well?”.
The overall aim of this study was to offer a tailor-made and easy accessible
ces tool, transferring insights from a series of mcds regarding a specific theme
to other healthcare professionals in similar situations, thereby contributing to a
more efficient way of moral learning throughout the whole organization. As
such, this ces tool can be part of an innovative, practical way of offering ces;
moving from a case-based ces to a theme-based ces.
In the following, we first describe the methods we used for the development
of this moral compass. After presenting an outline of the moral compass, we
describe specific aspects of both the methodical structure and substantial content of the moral compass. In the discussion, we go into the similarities and differences between the moral compass and mcd, and address strong and weak
points of the moral compass as an innovative ces tool.

meTHods
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Research setting and research team
This research project was performed in a large healthcare institution, which provides predominantly long-term care to more than 19.000 clients in the Netherlands, and has more than 8.500 staff members. mcds were organized in three
divisions of this institution: Nursing and Caring, Care for people with a mental
disability, and Care for psychiatric patients. The first division has twenty-six locations, consisting of nursing homes, residential homes and small living homes.
Care for the mentally disabled consists of more than fifty locations for individuals as well as group homes. The division for psychiatric care has eleven locations
for assisted living facilities, daily activities and several working facilities.
In each of these divisions, a series of mcds was organized. During the mcds,
professionals presented actual moral dilemmas they struggled with. Frequently,
these dilemmas concerned the choice between either respecting client autonomy by going along with a client’s wishes versus active intervention, sometimes
even against the client’s wish. This topic had also been mentioned as one of the
most important causes for moral doubt in an exploratory interview study with 14
employees, next to issues related to cultural differences, and dealing with misconduct by both colleagues and clients. Based on the findings on the interview
study, we decided to focus the content of our moral compass on moral issues
concerning client autonomy.
The first author, second author and fourth author (as a participating intern)
assembled and analyzed the data from the mcds. The third and fifth author participated in the last steps in the analysis process. All authors contributed to the
theoretical reflections on mcd, ethics support and moral learning. The first author and fourth author organized the focus groups in which the tool was evaluated. All authors were involved in constructing the final version of the tool.
Research Design
The research had the specific aim of developing a moral compass to support the
future user in dealing with concrete moral dilemmas regarding client autonomy.
As such, the ces tool was not merely descriptive (i.e. limited to describing the
kind of moral dilemmas healthcare professionals experience), but also user- and
action oriented. The research design was inspired by a responsive evaluation
approach. Responsive evaluation seeks to give stakeholders a voice (Abma and
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Widdershoven 2014; Abma et al. 2017), and actively involve stakeholders such as
professionals, patients and family members to contribute to research agenda’s,
the research itself, the evaluation of practices and the improvement of practices
(Abma and Broerse 2010; Abma et al. 2015). For this research, we involved the
participants of the mcds as stakeholders.
The research design combined empirical research and theoretical reflection
(Widdershoven et al. 2009). During the content analysis of the data from the
series of mcds, and during our regular research group meetings, we theoretically reflected upon the structure and the content of the moral compass we aimed
to develop. What should be the implications of the theoretical background of
mcd (Widdershoven and Molewijk 2010) for the actual form(at) of the moral
compass and the theoretical aims of the steps within the format? These theoretical reflections influenced the way we used the data in designing the moral
compass.
Examples of these theoretical reflections were: the moral compass should
stimulate moral reflection and not dictate what has to be done; the moral reflection should be based on an actually experienced moral dilemma; the moral compass should encourage moral learning of users by making explicit how they
think themselves and how others might think about the same issue (e.g. by incorporating other perspectives, different values and other content). In another paper on the theory of the moral compass, we will reflect further on the rationale
and theoretical background of the reflections which were part of the developmental process of the moral compass (Chapter 3).

Data collection
To obtain insight into moral dilemmas experienced by professionals, as well as
the actual reflection and dialogue between professionals on these dilemmas on
client autonomy, the content of a series of mcds was analyzed. The mcds used a
structured conversation method; the dilemma method (Stolper et al. 2016;
Molewijk et al. 2008a). Within each division of the healthcare institution, a series
of monthly mcd meetings was organized. The meetings took place between
January 2013 and March 2014 at various locations of the healthcare organization. During these meetings, which lasted about two hours each, participants
discussed and analyzed a moral dilemma they experienced themselves in daily
practice by using the dilemma method. Participants were asked before the
meeting whether there was a situation in the case of which they doubted what
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Data analysis
Through a thematic content analysis, we gained an in-depth understanding of
the dialogues within the mcds (Green and Thorogood 2013). During the analysis
we mainly focused on the following three lines of inquiry; 1) ‘How do the mcd
participants describe the moral tension between actively intervening in a situation or respecting the choice of a client?; 2) ‘On which values do the mcd participants base their choices?’, and 3) ‘What kind of actions follow from these values/circumstances?’.
We made a list of all mcd meetings and read the reports, to familiarize with
the data. Two transcripts were selected to prepare the coding process. These
were transcripts in which the theme of the moral compass, i.e. client autonomy,
had been explicitly discussed. The first, second and fourth author read these
two transcripts separately and coded the transcript line for line, categorizing
the data according to the three questions mentioned above. Next, they discussed the coding and sought consensus over diverging interpretation of the data.
The aim was to establish a shared coding system for the following phases of
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was ‘the right thing to do’. This request was formulated in an open way, in order
to avoid the influence of the preconceptions of the researcher on the characteristics of a moral dilemma. When more than one moral dilemma was mentioned,
the group democratically chose the dilemma they wanted to analyze themselves. Thus, the theme of the mcds was not determined in advance.
The mcds were semi-closed. This means that a core group of participants
attended all mcds, and that for each specific mcd other professionals were invited, for example when a professional from outside the regular group wanted to
present a moral dilemma, often accompanied by one or more colleagues involved in the case. The mcds were multidisciplinary (participants regularly included
several daily caretakers, a physician, a manager, a client representative and/or a
former client or relative with experiential expertise). Due to incompatible work
schedules or sickness not every participant attended every meeting.
The conversations during the mcds were audio-recorded. These recordings
were used to make a summary report of the meeting that was send back to the
participants for a member check. Besides the reports, 10 mcds were transcribed
ad verbatim. 24 of the 28 mcds were facilitated by one of the members of the
research team, the other four were facilitated by another trained mcd facilitator
(Stolper et al. 2015).
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analysis. After this, eight more transcripts were coded independently, one by
the first author, one by the second author and six by the fourth author. Subsequently, the remaining 18 summary reports were read by the first second and
fourth author, in order to check whether there was information in the reports
that we had not found within the transcripts. We found that 25 of the 28 mcds
discussed client autonomy in one way or another. We reached data saturation,
as we did not find new information related to the theme of client autonomy and
were able to fit all content of the 18 reports of the remaining mcds in the established structure based on the 10 transcribed mcds. The findings were discussed with all authors.

Development of the tool
The analysis of the data provided insight into a) what dilemmas related to client
autonomy professionals experience, b) which values are important for them
when being confronted with these dilemmas, and c) which actions follow from
the reflections upon these dilemmas. These outcomes were used as input for
the development of the moral compass. As the moral compass was intended to
foster reflection, a series of questions was developed, inciting the user to make
explicit his or her dilemma, relevant values and possible actions. The results of
the data analysis helped to formulate these questions and to illustrate them with
examples and insights from earlier mcds. The examples entailed (a) a case example which was paradigmatic for the kind of cases the professionals brought to
the mcd with concern to client autonomy. In each step of the compass, an answer was given to the central moral question on the basis of the reflection on
this case. In this way, the moral compass guides the user in which kind of answer
was expected (in a formal sense). The examples also entailed (b) values and
norms that came up frequently as important in the mcds; and (c) ways of dealing
with dilemmas concerning client autonomy that the mcd participants often
came up with. The process of developing the moral compass entailed various
steps of reflection, in which the researchers discussed how to relate the steps in
the tool to the theoretical presuppositions of mcd.
Try-out and evaluation
Subsequently, one focus group was organized in each division of the organization (i.e. three in total), in which we presented a first draft of the moral compass
to the participants of the mcds (May/ June 2014). The focus groups were facili-
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Quality measures
In the process of analyzing we continuously sought consensus and discussed
diverging views research group to avoid bias (researcher triangulation). Also, we
organised various member checks during the research process 1) there was a
report of every meeting that has been sent back to the participants, 2) we organized three focus groups on a first draft and 3) we sent a report of the focus
groups back to the participants to check whether we had understood the comments correctly. We did not preselect only those mcds that focused on the
theme of the moral compass, but took all mcds into consideration, to avoid bias.
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tated by the first and fourth author. In the focus group we asked the participants
to imagine a recent moral dilemma and use the moral compass to reflect on that
dilemma. During the try-out we asked them to reflect on their experiences with
the moral compass and to write down evaluative comments on the compass. We
collected, discussed and organized the comments in three categories; elements
considered useful, elements which needed improvement and ‘other’ (anything
that did not fit the preceding categories). We encouraged the participants to
discuss diverging views on the moral compass in the meeting and come to a
consensus. We made a report of all the comments and send it back to the participants. The first, second and fourth author considered independently which
comments to incorporate in the second draft and met to discuss their findings,
compared views and discussed diverging views on which comment to process
in which way. Then the second draft was discussed with all five authors.
A graphic designer was approached at an early stage, not only to make the
moral compass user friendly, visually attractive and accessible, but also to come
to a design that instigates a well-structured reflection process.

Research ethics
We asked for explicit permission to record and transcribe the mcds and use
them for analyses. At every mcd the confidentiality of the meeting was emphasized and we made sure that no content in any public document can be led back
to individual persons. For this reason we changed some details in the description of the moral dilemmas in this paper. Since the research does not include
patients in a direct way, no permission was needed from the Medical Ethics
Review Committee according to the Dutch Medical Research on Human Subjects Act (Wmo)(ccmo).
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The moral compass we developed has two components. 1. A methodic component: six subsequent questions that encourage structured reflection and dialogue concerning a moral dilemma 2. A substantive component: norms, values,
options, strategies, best practices, insights regarding client autonomy based on
the qualitative analysis of the series of mcds. In the following, we first present an
outline of the moral compass, after which we go into specific aspects of its methodical structure and substantial content, by describing eight main characteristics of the moral compass.
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Outline of the moral compass
The moral compass has the form of a booklet, with several questions, and space
to write answers to encourage the user to reflect on their moral dilemma. We
also developed a digital version in which the answers can be typed.
The moral compass contains a series of six questions (Q1 to Q6). The user of
the compass is asked to answer the questions for their own moral dilemma. See
table 1 for an overview of the questions. Each question is accompanied by an
explanatory sentence about why answering this question may be helpful for the
moral dilemma at hand (aimed at the understanding of the process by the user)
and why answering this question may be helpful for the user of the moral compass.
The six questions are illustrated with content based on the analysis of the
mcds. This content consists of, for instance, examples of the issues participants
from the mcds struggled with and best practices the participants of the mcds
identified. Also, an exemplary case is presented, about a client who does not
want to make any lifestyle changes even though at great health risks (a common
moral dilemma within the theme client autonomy). All six questions are elaborated for this exemplary case, to provide the user with some guidance regarding
what kind of answer is expected. This is only for heuristic purposes: it is explicitely stated that the exemplary case in no way is meant to provide an answer to
the moral dilemma of the user.

QuestIons and theIr explanatIons froM the Moral
coMpass

title page

Do I follow the wish of the client or do I intervene?
First aid with daily dilemmas.
Moral compass.

Q1

Sometimes, it is not self-evident what is the right thing to do.
What is your dilemma?

Q2

It may be helpful to clarify what exactly makes the situation difficult.
What causes you to have moral doubts in this situation?

Q3

By placing yourself into the shoes of others, you acquire valuable insight
into different perspectives on the problem and on the right thing to do.
With each question, ask yourself what would be important to someone,
both in the long and short run.
What is important to whom?
Q3A: Place yourself in the shoes of the client: what is important for the
client?
Q3B: What is important for you?
Q3C: Place yourself in the shoes of the others who are involved in the
situation; what is important for them? (colleagues, network, other clients,
management?)
Q3D: What do rules and regulations say about this situation?

Q4

Think about what is important for all the parties involved (as answered for
Q3). Please make a consideration in which you take all perspectives into
account.
Q4A What is most valuable to you in this situation?
Q4B: Which actions go along with this?

Q5

Often, there is no perfect solution for a dilemma. Each choice has its
disadvantages, because you simply cannot do everything that is important.
It helps to be conscious of this, so you can possibly limit these disadvantages.
Q5A: What is a (possible) disadvantage related to your chosen course of
action?
Q5B: Can you do anything to compensate for this disadvantage?

Q6

Are you able to deal with your dilemma after using this compass?
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QuestIon
nuMber

Table 1: six questions and their explanations from the moral compass (translated from Dutch)
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Characteristics of the moral compass
The following eight characteristics of the moral compass aims to encourage
reflection by the user(s) of the moral compass.
1. Providing support by combining an exemplary case with substantive
content
To support caregivers with their moral dilemmas, we developed a structure that
encouraged reflection not in an abstract way on an abstract dilemma, but rather,
reflection on their own, concrete moral dilemmas as these are experienced in
daily care practices. We used a simplification of the steps of the dilemma method as a basic structure for the whole compass. This resulted in six questions (see
table 1), inviting the user to focus on his or her own experience. A concretely
experienced case is of crucial importance when moral learning is an objective
(which is an aim of this ces tool). Furthermore, the details of the situation determine what is morally relevant and what is morally right.
We added an exemplary case for which all six questions are answered. The
use of an exemplary case was suggested in the focus groups, which showed that
users struggled with answering the questions of the moral compass for their
own moral dilemma.
Besides the questions and the exemplary case, we added substantive content (see below for a specification of this content). The added content has two
functions; 1. It provides the user with ideas and suggestions that may be helpful
for understanding their moral dilemma. The suggestions are exemplary in the
sense that when these types of moral dilemmas occur, often these specific values are mentioned when discussing moral issues concerning this theme. The
content case provides possible action strategies and services that are available
within this specific healthcare organization for providing care (i.e. it is contextualized). 2. It frames the type of answers that can be given to the questions and
the way they could be formulated by the user.
2. Putting oneself in the position of the client
We asked the following question in the moral compass: ‘Put yourself in the position of the client; what is important for the client?’ We did so because the
analysis showed that putting oneself in the place of the client often provided
deepened and broadened understanding of the moral issue at hand and of what
should be done. The participants stated a difference between thinking about
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3. Finding a middle ground and going beyond the dilemma
Based on the analysis of the mcds, the theoretical reflections and the focus
groups we found that ‘solving’ the dilemma and finding action strategies was
usually not a matter of weighing arguments for A and B, nor choosing for action
A or action B of the dilemma. Through reflections on the different meanings of
the underlying values associated with the two sides of the dilemma, and on how
participants think that values can be realized through certain actions, participants reconstruct a moral answer to the initial dilemma. For example, in the final
consideration participants of the mcd often did not choose one action over another but actively tried to find a middle ground beyond for instance respecting
the wishes of the client and trying to secure the client’s safety or health. Sometimes, due to the deliberation, the original dilemma changed or disappeared
since the presuppositions on which the dilemma was built changed during the
ethics reflection. At other times participants still chose one side of the dilemma,
but creatively limited the harm of the choice, doing justice to the other side of
the dilemma or finding an intermediate solution. In the mcds, they often discovered and shared a lot of action strategies that enabled the care giver to do this.
We also incorporated these action strategies in the moral compass. For instance,
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the client and determining what is best for him or her, and putting oneself actually in the shoes of the client and then asking: ‘What would be important for me,
if I was in this situation?’ We found that this exercise could have different consequences. In some mcds it provided the participants with more insight into themselves and their own values and norms. For instance, a participant remarked: ‘I
think safety is important, but if I would have two supervisors present at my first
date, I would hate that’. And ‘If it were me in this situation, I would start protesting immediately, but is this the same for everyone?’ At other times this question
encouraged participants to actively consider all values that could be important
for the client, for instance that different values were probably important for the
client, but the situation did not permit to honor all values. In some cases, the
mcd participants came to realize that there was too little information on the
values of the client and that more time should be invested to ask the client his
or her perspective. Finally, it was sometimes acknowledged that the care giver
could not realize the expressed wishes of the client. However, the care giver
became aware that he/she was able to honor the value behind the expressed
wishes, by doing something else, which was considered a preferable option.
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‘consider including a third party in the situation that can play the role of the intervening partner’ (when an intervention was deemed morally justified), in order
to continue a relationship of trust with the client (a so called ‘good cop, bad cop’
strategy). Or (when an intervention was not deemed morally justified) ‘invest
time and use creative strategies to make the client aware of the long term consequences of for instance his or her lifestyle (for instance by showing pictures)’.
Other action strategies that were suggested in the mcds and incorporated in
the moral compass were: ‘involve third parties such as an emergency service or
experiential experts’, ‘continuously discuss the situation with the client’, ‘report
the situation to a regulatory agency’, ‘give the client room to make mistakes’,
‘consult the team manager’, discuss the situation with the family’, ‘ do nothing
further and accept the consequences’, and ‘have patience when the situation
cannot be solved immediately’.

4. Acknowledging rules and regulations (and their underlying values)
We found in the analysis of the mcds that rules and regulations were regarded
as relevant, but that knowledge of rules and regulations often did not solve the
moral dilemma. Some participants expressed that existing rules and regulations
should not always be followed automatically. It can be morally justified to make
a well-argued and documented exception to an existing rule. It was also mentioned that the rule can be the source of a moral problem; e.g. the rule prescribes to do X, but it in this situation one does not think this is justified. Often,
it was unclear how the rules applied to a certain situation. The analyses of the
mcds showed that it can be insightful to ‘be reminded’ of the values behind the
rules, since rules are sometimes experienced as bureaucratic and limiting. Rules
and regulations are often inspired by values (for instance respecting the autonomy of people who are in a vulnerable situation) that are sometimes ‘out of sight’
within the care context. In the moral compass, we asked the question: “What do
rules and guidelines say about this situation”. In the example, we incorporated
elements of the Dutch Law on restraining measures for clients within long-term
care.
5. Offering examples of various moral dilemmas helps to apply the moral
compass to the moral dilemma of the user
Sometimes participants of the mcd stated that they experienced a specific situation as a morally difficult situation only after the mcd, whereas before they had
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6. Sharing responsibilities and acknowledging the tragic character of
dilemmas
A dilemma entails a tragic choice. Whatever you do in the face of a moral dilemma, there will be harm; hence the designation of a moral dilemma as a ‘choice
between two evils’. We found that this insight may provide a relief for caregivers, since caregivers often keep searching for the right solution, that is, the action that does no harm. The insight that harm is unavoidable, makes it easier to
reflect on the harms on both sides and to explore whether it is possible to limit
the harm (this is also an explicit step of the dilemma method). This insight is both
theoretically inspired by the presuppositions underlying the dilemma method
and writings of philosophers, such as Martha Nussbaum (Nussbaum 2001). The
insight is also confirmed by the empirical analysis of the processes within the
mcds and focus groups.
We incorporated this insight in the moral compass by asking the user of the
moral compass: “What are possible disadvantages of your consideration?” We
also used examples of harms that were mentioned by the participants of the
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interpreted the situation merely as difficult. This finding implies that in not always immediately clear for caregivers, for what kind of issues the moral compass
is suitable and can offer support. Besides explaining this at the beginning of the
moral compass, we added various examples of the kinds of dilemmas the moral
compass is suitable for. The sentence ‘The client wishes to live independently,
but we do not think this is a good idea’, was incorporated as a contextual example of an instance in which a client wishes to do something of which (a team)
care giver(s) do not think it is good idea. Also, we incorporated the questions;
‘Do I follow the wish of the client or do I actively intervene?’ and ‘Do I engage in
a discussion about this issue with the client myself or do I report this situation
for instance, to family members’?.
In the focus groups we found that the intermediary role of caregivers between the client and the family often complicates an already difficult situation
with a client, or may even be the course of the moral dilemma (i.e. ‘The family
wants me to do X, but I do not think this is the right thing to do for the client’,
or: ‘The client wants me to do X, whereas his daughter wants me to do Y’). We
therefore stimulated reflection on the role of the family by adding the exemplary
question in the moral compass: ‘To what extent should I take the wishes of the
family into account?’
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mcds; for instance: ‘the safety of others is at risk’, ‘the health of the client is at
risk’, ‘you act against the wishes of the client’, and ‘the relationship with the family may deteriorate’. Furthermore, we incorporated examples of actions that
may limit harm. For instance, to choose the strategy to ‘share the responsibility
with others’. Some participants realized during the mcd meetings that they were
not solely responsible for all aspects of the life of the client, where they initially
felt solely responsible. We made this insight accessible for the users of the moral
compass by adding the question; ‘Where does my responsibility for the well–
being of the client end?’. We incorporated the suggestions ‘share your responsibilities with colleagues’ and ‘discuss the case with your team manager’, as sug–
gestions which provided support according to the analysis of the mcds.

7. Distinguishing long-term and short-term consequences
A helpful distinction resulting from the analysis of the mcds was the difference
between the consequences of a choice on the long and short term. In some
cases, deliberation on both the short term and the long term consequences of
a decision resulted in the insight that a certain course of action would lead to an
endless struggle with the client that would not stop and would not be beneficial
for the client (although the current situation was not ideal either). In other cases,
considering the long-term consequences showed that the choices of the client
would become more restricted on the long term then they would be now when
one intervened. The consideration of the long and short-term consequences
proved to be an important dimension to take into account in moral issues in long
term care. We did not define “long” and “short” in the moral compass, since
these terms may mean different time frames depending on the user and moral
dilemma the moral compass is used for. We incorporated the distinction between short-term and long-term consequences in the moral compass, by asking
in the inventory of values form the different perspectives: ‘ask yourself in each
case what would be important on both the short term and the long term.’
8. Offering a natural terminology to discuss moral elements
During the process of development and the feedback the use of the right terminology turned out to be crucial. Through the analysis of the mcds and the focus
groups about the use of the moral compass we gained insight into how caregivers voice or verbalize certain moral themes and with what kind of ethics terminology they struggle. For example the phrase: ‘Should I put myself above the
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client, or ‘besides’ the client’ was often uttered and well understood by the participants of the mcd. We deliberately avoided concepts like ‘value’, ‘moral problem’ or ‘harm’ since our analysis showed that the participants often struggled
with these concepts and became discouraged and distracted when asked;
‘What are the relevant values in this situation?’ or ‘Please, define the moral problem of your situation’. Instead, we used the phrase; ‘What would be important
for X [a certain stakeholder’]?’ and included a list of possible values as answers,
like ‘wellbeing, protection, autonomy, freedom of choice, safety, health etc.’ and
instead of using the term ‘moral’ we used the phrase ‘the right thing to do’ and
instead of ‘harm’ we used ‘disadvantage’. In this way, we indirectly informed the
participants about values or moral questions, without providing abstract instructions which might distract or discourage users of the moral compass.

In this paper, we described the development of a moral compass based on the
qualitative analysis of the content and the process of a series of mcds, thereby
including theoretical reflections on mcd, ethics support and moral learning. In
addition, we tested the compass in three focus groups. The moral compass is
intended to be a complementary tool to mcd (i.e. not to replace mcd). The moral compass is a low threshold instrument, enabling reflection in daily practice
and transferring moral insights from a series of mcds to other professionals
within the organization. As such, the moral compass is an example of going beyond a case based ces to a theme based ces.
The moral compass provides no answers or moral judgments with respect to
the right thing to do in the concrete situation at hand. It presents questions to
stimulate refection on a moral dilemma, and suggests possible values, norms,
action strategies and insights that participants of the mcds found particularly
helpful. As such, the moral compass aims at stimulating moral learning, by encouraging users to reflect upon different perspectives and to consider and
weigh several relevant values and norms. This is in line with other approaches to
ethics education that focus on (moral) learning and developing moral competence instead of being rule or compliance based (Moore 2005; Mueller 2015;
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discussion
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Verkerk et al. 2007; Paine 1994; Cameron and O’Leary 2015). The moral compass
was specifically designed for one particular health care organization and on one
particular moral theme (client autonomy). It requires further research to what
extent the moral compass can also be used in other health care organizations
for moral dilemmas surrounding client autonomy. This context specificity to a
particular clinical context is also the case for another recently developed ces
‘intervention’ eTHico (Wäscher et al. 2017). We do not think this moral compass
is suitable for any other moral themes then ‘client autonomy’, other moral themes require the development of other ces tools. Also, we developed a poster to
inform users of the kind of questions the moral compass is suitable for, to inform
users.
The moral compass shows various similarities and differences with mcd in
which the dilemma method is used. In line with the dilemma method, the focus
is on a moral dilemma, the harms of both sides of the dilemma, and ways to limit
these harms. Further similarities are the focus on different perspectives and
norms and values, and the importance of placing oneself in the shoes of the
client. Different aspects, that are not part of the steps of dilemma method, are
the distinction between long- and short-term consequences and the concrete
reference to existing rules and guidelines, including the suggestion to reflect on
the values behind them. This reflection on rules in line with literature which argues that knowledge of and refection on rules and regulations are mutually
supportive in ces (Rossouw 2002; Baarle et al. 2017). Another difference is that
the moral compass was designed to offer ces regarding one moral theme, i.e.
client autonomy. mcds are open and offer support on any moral issue.
A crucial difference between the moral compass and mcd is that the moral
compass can be used by an individual or by small groups without a facilitator,
whereas mcd involves a meeting of a larger group of persons with a facilitator.
So, the moral compass can both be used by one individual as well as by a small
group, for instance, to structure the conversation or prepare for a team meeting.
The possibility of individual use is both a strong point and weak point of the
moral compass. Individual use is strong, as using the moral compass takes less
time and less organization, but also weak as the process of reflection is not stimulated by concrete others and the mcd facilitator. We tried to compensate this
by inserting information from other perspectives (based on the mcds analysis).
Furthermore, at the end of the moral compass, the option of additional interprofessional reflection is mentioned in case questions are left open. Thus, the user

is encouraged to request for a regular mcd or to discuss the issue with a colleague, the team manager or during a team meeting.
A further difference between the moral compass and a regular mcd is that in
the moral compass the substantive content is already given, whereas in mcd it
depends on the contributions of the participants which content is raised. This
may be a regarded as a limitation of the moral compass, since the possibility of
providing totally new and directly relevant values and perspectives is absent. It
can also be seen as an advantage since the moral compass explicitly invites the
user of the moral compass to take many aspects into account, whereas in an
mcd this depends on the openness of the participants and the skills of the facilitator.

Aims

Mcd

Individual reflection on morally
problematic issue

Joint reflection and dialogue, possibly
consensus

Theme based

Case based

Clarification and structure

Besides clarification & structure mcd
also group dialogue, openness,
exchange of viewpoints

Moral learning based on a structured
Moral learning by, different
perspectives, elucidation, encourag- dialogue, supported by a facilitator
ing structured moral reasoning
Use

Content

Designed for use in 15-30 minutes

60-90 minutes

To be used at any moment and
anywhere

Need for a set date and time

Independent use (individual or in
small groups)

Need for a facilitator
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Focus

Moral coMpass

Encompasses content of colleagues No substantive element

Table 2: comparison of the moral compass and mcd

Strengths and limitations of the study
A strength of the study is the combination of empirical research and theoretical
reflection. This is in line with arguments in the literature for making explicit the
theoretical viewpoint on ces in studies on the quality of a ces instrument
(Reiter-Theil et al. 2011; Salloch et al. 2012). Such studies should not only focus on
the practical value (usefulness and acceptability) of ces- methods, leaving theo-
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retical reflection for the discussion section, but provide information on theoretical presuppositions from the start, using these in the design of the ces tool. By
reflecting on the theoretical background of mcd, ethics support and moral
learning, we were able to consciously employ theory in determining the research strategy and the process of development of the moral compass (Chapter
3, Hartman et al. 2019)
Another strength of this research project is the collaboration with caregivers
from the healthcare organization. The moral compass was developed on request of, together with and for caregivers. This means that the ethics support
tool has a high chance of actually supporting caregivers with their moral problems within care practices. As such the moral compass can be interpreted as
part of an integrative approach of ces, i.e. an approach in which both the development and the specific use of ces is closely connected with the local circumstances and the involved stakeholders.
There are some important limitations of this study. First, the content of the
moral compass is based on the participants of the mcds. Although, this included
patient representatives and experience experts, we regard it as a limitation of
this research that the voice of the patient itself is missing (Thórarinsdóttir and
Kristjánsson 2014). Second, the actual use of, and experience with using the
moral compass requires further research. What is the impact of the use of the
moral compass on the care for clients? Does the moral compass actually stimulate reflection and moral learning? What actually happens when users of the
moral compass apply it to their own moral dilemma? How do professionals prefer to use the moral compass; i.e. individually or in small groups? Do individual
users of the moral compass learn something new from the suggestions, values
and viewpoints incorporated in the moral compass, or does the moral compass
merely lead to confirmation of their original point of view? Do they experience
the example as instructive, or maybe as too directive? In sum, what kind of moral
learning takes place when caregivers use the moral compass without a dialogue
with other colleagues and without the instructions of a mcd facilitator?

conclusion

Chapter 2: Empirical Paper

This paper presents a tool for ethics support in long-term care, focusing on
moral dilemmas concerning client autonomy. This tool, called ‘moral compass’, is
complementary to mcd as a method in ces. It is a low-threshold instrument,
which can be used independently by individual professionals or in small groups
in the context of daily care practices. The moral compass was developed on the
basis of the analysis of a series of mcds, combining qualitative empirical research and theoretical reflections. Subsequently, the moral compass has been
refined through an evaluation of a try out in three focus groups. It provides a
structured set of questions, and provides substantive content in order to encourage reflection and moral learning. With this research project we were able
to make the insights of a series of mcds more widely accessible in a healthcare
organization. This method can also be applied to develop moral compasses on
other topics.
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inTroducTion

Chapter 3: Theoretical Paper

Although moral case deliberation (mcd) is evaluated positively as clinical ethics
support (ces), mcd also has limitations. To address these limitations our research
objective was to develop a thematic ces tool. In order to assess the philosophical characteristics of a ces tool based on mcds, we draw on hermeneutic ethics
and pragmatism. We distinguish four core characteristics of a ces tool: 1. Focusing on an actual situation that is experienced as morally challenging by the user,
2. Stimulating moral inquiry into the moral concepts, questions and routines
within the lived experience of the ces tool user 3. Stimulating moral learning by
exploring other perspectives, and 4. Incorporating contextual details. We provide an example of a ces tool developed for moral dilemmas concerning client
autonomy. Our paper ends with some reflections on the normativity of the ces
tool, other application areas and the importance of evaluation studies of ces
tools.

A Moral Case Deliberation (mcd) is a reflective dialogue, in which, through a
structured conversation method, a concrete experienced moral issue is analyzed by a group of practitioners in order to come to a shared moral perspective
and a deepened or new insight as to which values and norms should prevail in
the situation (Molewijk et al. 2008a; Molewijk et al. 2008b; Stolper et al. 2016).
This dialogue is moderated by a trained facilitator, who stimulates joint reflection and dialogue and keeps a focus on the moral dimension and the central
moral question (Stolper 2016). mcd is an established practice of clinical ethics
support (ces) in the Netherlands (Dauwerse et al. 2014). It is also implemented
in other countries in Europe, in which the terms ‘ethics case reflection’ and ‘ethics reflections group’ are also used, indicating similar kinds of ces meetings
(Svantesson et al. 2008a; Svantesson et al. 2008b; Lillemoen and Pedersen
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2013, 2015; Grönlund et al. 2016; Rasoal et al. 2016; Bartholdson et al. 2018). Although there are differences, the same key elements are present; a group of
participants, a facilitator, a method to structure the conversation, one concretely experienced case and a moral question (Rasoal et al. 2017).
mcd is an example of an approach within ces that emphasizes the importance
of practicing ethical reflection together with practitioners embedded within
daily care practices and routines, instead of a more detached reflection on care
practices. Furthermore, within mcd the experience and the moral expertise of
care practitioners themselves are central, rather than theoretical knowledge of,
for instance, an ethicist (Abma et al. 2010). mcd takes experiences, moral questions and moral knowledge of care practitioners as the starting point for ethics
reflections. The trained professional who facilitates an mcd neither gives advice
with respect to the case at hand nor has to be an expert on the specific topic.
Yet, the mcd facilitator is an expert in facilitating a moral inquiry through a constructive dialogue, in recognizing and extracting the moral dimension within
common team discussions, and in systematically reflecting upon how mcd participants reason and draw (different) normative conclusions based on specific
facts of the case at hand.
Several evaluation studies have shown that participants report positive experiences with mcd. mcd contributes to joint understanding of the ethical issue at
stake, improves decision-making processes and multidisciplinary cooperation,
supports development of the moral competence of mcd participants and clarifies what quality of care entails (Stolper et al. 2015b; Seekles et al. 2016; Janssens
et al. 2015; Weidema et al. 2015; Hem et al. 2015). Yet mcd also has some limitations.
• First, lessons learned from individual mcds are not shared in order to be
used in other contexts.
• Second, mcd allows for only a limited number of people to join the
reflection (about 8-12 per session). This allows relatively few professionals
to learn and profit from the mutual learning process and insights generated by the joint reflection.
• Third, mcds are relatively expensive and time consuming (sessions take
on average 1 to 2 hours), have to be planned ahead, and need a trained
facilitator (Stolper et al. 2015a). These characteristics require organizational effort and imply logistical challenges.
• Fourth, mcd deals with one individual concrete case. It does not address

other, similar cases. If mcd is the only means of ces being used in an
institution, there is a risk that mcd sessions tackle the same kind of moral
questions over and over again whereas systemic causes of these moral
questions may not be recognized and addressed in a more general way.

5
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In order to deal with these limitations, a large health care organization in the
Netherlands where we successfully implemented mcd asked us to develop an
additional tailor-made ces tool based on the insights gained in a series of mcds,
that could be used more spontaneously and which could be distributed more
easily through the whole organization. Hence, we were challenged to think
about how to develop a theme based tailor-made tool for this organization inspired by the insights obtained by a series of mcds on a specific topic. The goal of
this ces tool was not to replace mcd, but to provide ces complementary to mcd.
Given the importance and widespread presence of moral dilemmas concerning
client autonomy, the decision was made to focus on this issue. This objective
raises important theoretical questions. Which characteristics should the ces
tool possess? To what extent can we process lessons-learned from earlier mcds
on client autonomy in this ces tool? What kind of results or outcomes should
such a ces tool bring about? What kind of normative guidance is possible within
the ces tool? In this paper we seek to answer these questions.
In the following, we first describe some key theoretical notions of mcd, derived from hermeneutics and pragmatism. These theoretical notions regard the
concepts moral knowledge and moral learning. Then, we consider the implications of these notions for the development of a theme based ces tool based on
case based mcds. We describe four core characteristics a ces tool should have,
based on this theoretical framework. Then, we provide an example of a ces tool
developed for moral dilemmas concerning the moral theme of client autonomy
for a health care institution that provides long-term care to a diversity of clients
(such as elderly care and mental health care)5. Our paper ends with some reflections on the normativity of the ces tool, other application areas and the importance of evaluation research of ces tools.

We have described the development and content of this ces tool in more detail in Chapter 2
of this dissertation (Hartman et al. 2018).
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THeoreTical bacKGround of
mcd: experience and joinT
learninG
We describe the theoretical background of mcd here in a general way. This
means that we focus on two philosophical traditions, i.e. hermeneutics and pragmatism. Rather than going into detail in the different theories and philosophers
that belong to these traditions, we focus on the core concepts, philosophical
views and common characteristics of both traditions. We will select some key
theoretical concepts that help us interpret and specify the proceedings and
normative status of mcd as ces. This in turn allows us to formulate some implications for developing a theme based ces tool based on these mcds (paragraph 2,
p.69).
Furthermore, our use of the concepts ‘ethics’ and ‘morality’ needs elucidation.
We use the concept ‘morality’ as referring to our moral routines consisting of a
complex web of norms, values, obligations etc. and to reserve the term ‘ethics’
for the actual discussion of or reflection on these norms, values and obligations
(Dewey 1922; Keulartz et al. 2004).6 According to this distinction, as soon as
people start discussing, reflecting on or questioning their morality, they are engaged in ethics. So, a conversation on an ethical issue by the coffee machine, a
joint reflection within an mcd meeting, a discussion in an ethics committee, or a
commentary in an ethics journal, are all examples of doing ethics (some obviously more structured then others). We understand ethics as the activity of discussing, researching, asking questions about, scrutinizing or reflecting on an existing morality, it entails being engaged with morality and asking questions about
the right thing to do. This reflection on morality, departing from our experience
and focusing on moral learning, is the core ingredient of mcd sessions.

Hermeneutics
According to philosophical hermeneutics, ethics is not merely a matter of theoretical insight, but starts with practical experience. We can only come to know
6
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Other uses of these concepts are; morals as expressing community norms and ethics as guiding individual decisions or that ethics is about rules (as in, “Code of Ethics”) and morality is
about more complex situation-sensitive judgment.
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what is morally right by dealing with ethical problems in practice, starting from
experience (Widdershoven et al. 2009; Widdershoven and Metselaar 2012).
How one perceives and interprets the world is dependent on one’s personal
experience, personal history, the norms and values of the culture and family in
which one grew up, but also the schooling and professional norms of the organization. Judgments, opinions and deliberations about what is right cannot be
made from a neutral, birds eye point of view, but always start form a ‘specific
here’ with all its contextually bound knowledge and information (Verkerk and
Lindemann 2012). This means that an ethical question or ethical dilemma is inherently related to the concrete experiences of people involved (i.e. an ethical
question or dilemma does not exist independently).
Our embeddedness in the world according to hermeneutics implies a specific view on 1. moral knowledge and 2. moral learning. We do not ‘possess’ moral
knowledge in an abstract and general way and then apply this moral knowledge
to concrete circumstances. Instead, the understanding and interpretation of our
moral concepts is created within the situated contexts of concrete practices.
This understanding is also influenced by the historical and cultural context of
‘the knower’. So moral concepts like ’autonomy’ and ‘dignity’ acquire meaning
through their use within practices over time. What is right always has to be explored within the practice in which the ethical issue arises (Gadamer 1975). This
is essentially what is done in an mcd; the meaning and understanding of the
relevant moral concepts is explored, shared and contrasted by a group of practitioners through a dialogue on a concrete experience of an ethical dilemma
within a practice, involving an exchange of views which are directly related to
personal experience (Widdershoven and Metselaar 2012; Widdershoven and
Molewijk 2010). Moreover, which moral concepts are relevant is also explored
and discussed by the participants based on their moral experience, and not
defined beforehand.
In line with this interpretation of moral knowledge, also moral learning gets a
specific interpretation. Moral learning starts from a confrontation between our
experience and our surroundings; we continuously reflect on, learn from and
alter our judgments on the basis of our encounters with the world and with
others. The knower and the known are interrelated, and the background of the
knower influences what is learned from a specific situation. The complex background which one has acquired by moving through the world influences what
one observes and learns from a new situation (Ohnsorge 2015). This implies that
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all observers of one situation may learn something different, depending on their
specific background by the confrontation with other perspectives. This entails
an embodied, social and dynamic theory of moral learning, for which engaging
with and being exposed to other practices and viewpoints is essential. According to hermeneutics, moral learning is neither leaving one’s views fully behind,
nor reaching a definite, objective view of the situation. The idea is that one understands one’s own position as limited, not as totally wrong. Further exposure
to new perspectives may lead to new knowledge, but this process does not result in objective knowledge. There is always another perspective, and human
learning is always finite. However, this does not exclude the role of ethical theory and critical thinking within hermeneutics. Ethical theory can be of great importance for the moral deliberation in specific contexts.
Following this approach, mcd can be regarded as a place where moral learning is actively encouraged. The participants jointly explore and reflect upon a
concrete ethical question from their daily practice and enter in a dialogue, questioning each other’s normative convictions, viewpoints and presuppositions
(Widdershoven and Molewijk 2010). mcd stimulates reflection on and scrutinizing of one’s morality, the norms and values one holds, making them explicit and
subject of change by the interaction with the morality, meaning and specific interpretations of values and norms of the other participants (inspired by their
contextual backgrounds and personal history). Within mcd, the participants are
stimulated to ask questions about each other’s views (instead of trying to convince each other and trying to defend their own point of view). Listening and
exploring various points of view is crucial in mcd, also characterized as the Socratic attitude (Kessels 1997; Korthagen and Kessels 1999; Abma et al. 2009;
Rudnick 2002).
The Socratic attitude implies that moral learning requires perceptiveness and
sincere openness. A person should be open to see a concrete situation from
various perspectives. Contextual details of the situation are morally significant.
Moral learning takes place when a person actively reflects on (the limits of) their
own morality and interpretation of the situation and takes other viewpoints and
experiences of the situation seriously into account. Moral learning, in sum, implies developing a richer and more nuanced understanding of the situation. This
new understanding is not just cognitive, but also embodied within actions – by
moving through the world, one learns. Moral learning enables a person to see a
situation differently and to act on newly acquired insights.
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Pragmatism
Like hermeneutics, pragmatism emphasises the importance of concrete practices for our understanding of moral concepts (McGee 2003). Instead of searching
for an objective or universal moral truth, pragmatism understands our moral
concepts as tools that acquire their specific meaning within dynamic contexts
and practices. With the concept ‘tools’, the instrumental nature of our concepts
is emphasised. Correspondingly, our moral concepts should be evaluated on
their use and usefulness within practices (i.e. do they solve problems they were
designed to solve? Do they help making sense of a situation? Do they enable
successful responses to new problems?)(Anderson 2014). According to pragmatism, the meaning of moral concepts changes in response to the situations in
which they are applied.
According to pragmatism, our morality is embedded in our actions and our
self-understanding. This is mostly so self-evident that we are hardly aware of it.
The values and norms that one acquires by growing up and learning the norms
of, for instance, a profession are most of the time not explicit, but implicitly play
a role in the way the professional approaches a situation. We take these implicit
values and norms for granted as they are embedded in our (moral) routines,
habits, actions, interactions and intuitive moral judgments. The background
which is acquired by moving through the world, influences what is considered
to be the right thing to do; it is one’s implicit point of reference (Swierstra and
Rip 2007; Williams 1985). We often live and enact our norms and values instead
of reasoning about them in a cognitive way. Our morality shows in our behavior.
Our moral routines or habits, can however become challenged in certain situations, for instance when two values are competing in that situation, when one
is confronted with another perspective on a situation or when one cannot take
one’s moral routines for granted anymore in the context of a new practice or
technology (Swierstra and Rip 2007). At such moments, norms and values may
become subject of reflection, debate and inquiry. Moral inquiry often starts
when a person experiences a problem within a practice, when something needs
to be done and one doubts the right course of action. But moral routines can
also be challenged by an outsider perspective or an, up until now, ‘silent voice’,
like a patient’s perspective or the perspective of a minority. According to the
pragmatism of Dewey, moral inquiry is problem oriented, instead of theoretically
oriented (Gouinlock 1994). When we experience a moral dilemma, our moral
routines are not self-evident any more.
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mcd can stimulate a systematic moral inquiry in order to scrutinize our moral
routines (Inguaggiato et al. 2019). In mcd, presuppositions and moral routines
are critically reflected upon within the practical situation at hand. In the end, this
moral inquiry may lead to new insights about what is morally right, which again
may lead to new moral routines. Take for example the implicit view on collegiality of a person. If the person holds the implicit norm that collegiality entails:
‘always being loyal towards each other’, the behavior of colleagues will be judged by this norm. This may give rise to a dilemma, for instance when a colleague
does something which seems to be wrong, and for instance is disrespectful towards her clients. Should one be loyal towards this colleague and keep silent, or
should one take action and try to change the situation? And in case of the latter;
what action would be the right thing to do on the situation? Should one confront the colleague, or report to the manager, or intervene when the specific
event takes place?
Establishing the specific moral dilemma this situation entails is personal: for
other persons this example may not even be a moral dilemma. Reflecting upon
this situation within an mcd encourages one to make explicit one’s implicit norms
(of which one may not even have been aware of until now). Within mcd, by means of a joint moral inquiry, participants will encounter other norms, values, and
other interpretations of the facts of this situation. For instance, another participant may hold the implicit norm that true collegiality entails ‘being critical and
truthful towards each other.’ When different norms and values become explicit,
participants are able to see more in a situation, reflect upon different norms (not
just about collegiality, but maybe also about good care etc.). This might result in
moral learning: making implicit moral routines explicit, scrutinizing these routines in a process of joint reflection and in the end come to new moral understandings and routines.
To conclude, both hermeneutics and pragmatism emphasize the dynamic and
contextualized nature of morality. Both theories are oriented towards actions
and put an emphasis on the importance of practices and contextual details to
determine what is morally right. Moral knowledge is embedded in our actions
and self-understanding and moral learning takes place when one’s moral routines are challenged by another perspective. In the following we describe the
implications of these theoretical reflections for developing a theme based ces
tool on a series of case based mcds.

implicaTions for developinG
a THeme-based ces Tool
What does this theoretical framework, drawing on hermeneutics and pragmatism, imply for the development of a theme-based ethics support tool based on
a series of case based mcds? Based on the theoretical notions described above,
we will now articulate four core characteristics the ces tool should have.
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Characteristic 1: An experienced problem as starting point
As described above, practitioners start doing ethics when they experience a
problem with their moral routines in a concrete situation, i.e. moral inquiry is
problem oriented. As a result of a specific experience (this can be anything;
from the confrontation with the perspective of another person, critical questions form an outsides perspective, a new technology or reading a book), one’s
moral routines do not function as self-evidently as they used to, which is when
people often start experiencing moral doubts. At that moment they might experience the need to reflect on their morality. This is the moment in which practitioners might feel in need of ces, which is why the proposed ces tool starts with
relating to the concrete issue that is experienced as morally troublesome, rather
than with presenting abstract moral knowledge, general ethical issues or a predefined ethical dilemma that is not experienced-based.
Characteristic 2: A focus on moral inquiry into the moral concepts,
questions and routines within the lived experience of the ces tool user
Secondly, hermeneutics and pragmatism both emphasize that an ethical dilemma does not emerge from the facts, but from a person’s experience of the facts.
This experience differs per person and per perspective or position within the
situation (for instance, related to the profession of the practitioner). Where one
person may experience great difficulties, the other may not. The ces tool should
therefore not define the ethical question beforehand, but ask the user to articulate the ethical question for themselves.
Moral concepts acquire their meaning within the concrete care practices and
can be different per person. For instance, collegiality may entail predominantly
‘loyalty’ for one person and ‘being critical’ for another person. According to this
theoretical framework, moral concepts seize to have a steady fixed meaning to
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be transferred to practitioners (for instance in a textbook or argumentation
card), their meaning has to be created by practitioners within their own actions,
conversations and practices.
Thus, the ces tool does not start with a definition of for instance ‘autonomy’
and also does not search for a definition of ‘autonomy’ but stimulates reflection
on what a concept like ‘autonomy’ means for the user of the ces tool within his
or her own ethical dilemma and practice.

Characteristic 3: A focus on moral learning by exploring other perspectives
Moral learning is understood here, in line with hermeneutics and pragmatism, as
becoming aware of one’s (often implicit) moral routines, prejudices and assumptions, and broadening one’s moral perspective in dialogical confrontation with
the perspectives of others.
To stimulate reflection on implicit moral assumptions, the ces tool should encourage the user to engage with the perspectives of other stakeholders in the
situation at hand. Therefore, the ces tool should challenge the user to look at
the situation from different perspectives. For instance, from the point of view of
a client/patient, family member or other professional. Rules and regulations, or
other normative frameworks can also be interpreted as another perspective. By
venturing into what could be of moral importance for these other stakeholders
(in terms of values, norms, principles) by trying to put oneself in the shoes of the
other, moral learning in terms of becoming aware of one’s own perspective and
broadening one’s moral horizon is encouraged.
Characteristic 4: Incorporating contextual details
According to both hermeneutics and pragmatism, what is right can only be determined within a concrete situation, incorporating all morally relevant contextual details. This includes the facts, norms and values of the different stakeholders in the situation at hand, but also the relevant rules and regulations that apply
to the situation. This means that the ces tool should include contextual details,
formulated in the terminology of health care professionals. This requires empirical research, elaborating, for instance, the facilities that are available within a
health care organization, the strategies that are often mentioned to handle a
moral dilemma etc. This information needs to be reinterpreted by the user and
taken into account for the moral consideration of a specific issue.
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‘moral compass’ as a THemaTic
ces Tool
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To illustrate these four characteristics of a ces tool, we describe the actual development of a theme based ces tool based on a series of mcds. We refer to this
ces tool as ‘moral compass’ since through the learning process of the users of
this tool they themselves develop moral guidance in the specific situation at
hand. We use the term ‘moral compass’ as a ‘tool’ or ‘instrument’ that provides
ces. With ‘moral compass’ we do not refer to an inner, psychological moral
framework as is done in other literature (Thompson 2010). The specific context
in which we developed the tool was a large health care organization in and
around Amsterdam. This organization provides long-term care for elderly people, for people with a mental disability, and care for psychiatric patients (both
ambulatory and in assisted living facilities).
Our research objective was to develop a-low threshold ces tool based on a
series of mcds on client autonomy in long-term care, to be used complementary
to mcd. The aim of the ces tool is to make both the process and the content of
a series of mcds on client autonomy useful, easier accessible for a wider group
and less time-consuming than a mcd session, thus addressing the limitations of
mcd described above. Preliminary research showed that health care professionals in the organization encounter ethical dilemmas related to respecting client
autonomy at the one hand and actively intervening for the sake of client’s wellbeing in a situation at the other hand. Whereas the institution aims to provide
demand-driven care, professionals experience moral doubts especially when
they feel the well-being of clients would benefit more from active intervention.
Dilemmas included, for instance, whether clients in an assisted living facility should
be allowed to eat and drink whatever and whenever they wanted (even when
they were at risk, for instance because of diabetes), whether a client’s wish to
live more independently should be honored (even when it was doubtful whether
they were up to this), and whether clients should be pressed to quit drinking
and smoking (even if they had little other joys in life). Because these kinds of issues were omnipresent in the organization, we decided to focus the theme of
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the moral compass on dealing with dilemmas related to this particular theme.
We used a qualitative research design in which we analyzed both the process
and content of a series of mcds, combined with reflections on the theoretical
background of mcd. For the mcds we used the dilemma method (Stolper et al.
2016). In total, 28 mcds (10 transcripts and 18 summary reports) were analyzed by
means of a thematic content analysis. In various rounds, the results of the analysis were combined with theoretical reflections on ces and moral learning. The
analysis of the 28 mcds resulted in extra process questions and concrete content related to client autonomy in the draft of the moral compass (for example
by enumerating possible values and norms that might play a role in dilemmas
concerning client autonomy). Consequently, the tool was developed and evaluated in three focus groups with health care professionals and adjusted based on
their feedback. We have described the actual development of the tool, the empirical analysis of the mcds and the content and structure of the ces tool in
more detail elsewhere (Chapter 2). In the following, we describe how the moral
compass embodies the four characteristics distinguished above. We describe
the ces tool according to the characteristics and chronologically (from question
1 till 6).

What is your dilemma?
An experienced problem as starting point (characteristic 1)
According to pragmatism, moral inquiry is problem-oriented. This means that
people start reflecting on their morality when they encounter a problem or challenge with their exiting moral routines. The moral compass takes an actual experienced moral dilemma as its starting point and stimulates reflection on that
experience, instead of offering general moral arguments beforehand. Therefore,
the first question that is presented to the user is: Q1 Sometimes, it is not self-evident what the right thing to do is. What is your dilemma? (see table 1 for an
overview of the questions). Also, the title page is designed to sensitize possible
users of the kind of problems the moral compass may be used for. To accompany the moral compass, we developed a poster to hang in common areas of care
practitioners with all kind of examples of issues (based on our analysis of the
mcds) for which the moral compass may be used.
The user of the moral compass is asked to apply a series of questions to their
own moral dilemma at hand, stimulating reflection and moral learning within the
care practice of the user. The six questions are inspired by the dilemma method

(Stolper et al. 2016), but we also added some questions which are not mentioned
in the dilemma method based on the qualitative analysis of the mcds. For instance, we asked for values for both the long and the short term of patient care,
since the analysis of the mcds showed that this was a particularly insightful
question. Also based on the qualitative analysis, we inserted an explicit question
asking what the institutional and professional rules and guidelines say about the
case (which is not explicitly addressed within regular steps in the dilemma method) (See Q3).
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What causes your moral doubts?
A focus on moral inquiry into the moral concepts, questions and routines
within the lived experience of the ces tool user (characteristic 2)
The ces tool should and cannot determine beforehand whether or not an ethical dilemma as such exists but asks the user of the tool to formulate her dilemma
on the basis of her experience. From a hermeneutic perspective, ethical dilemmas do not exist independently but always within someone’s experience. The
moral compass is aimed at helping the user understand what the ethical question is for the user. Sometimes people experience a sense of unease but need
support in formulating what exactly the moral question entails. The second
question of the moral compass is about establishing what it is about the situation that makes it so difficult and what the moral dilemma entails for the user: It
may be helpful to clarify what exactly makes the situation difficult. What causes
you to have moral doubts in this situation? (see table 1). This question is illustrated with several examples of ethical dilemmas regarding patient autonomy, such
as; ‘Who am I to tell the client what is good for him?’, ‘Where does my responsibility for the client stop?’, ‘To what extent should I take into account the wishes
and interests of the family?’ and ‘As daily caretaker, do I stand above or beside
the client?’.
Also, the moral compass invites the user to investigate which moral concepts
are relevant for the user in his or her situation. A large variety of values that
were mentioned within the studied mcds are incorporated in the moral compass
as possible examples and the user is asked which values are important for the
user in this situation. These are values which were often mentioned within the
mcds to deepen the moral understanding of a moral dilemma regarding client
autonomy, for instance ‘wellbeing’, ‘safety’, ‘health’, ‘freedom to make your own
mistakes’ etc. These values and moral concepts are only used for heuristic pur-
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pose: they are suggestions and need only to be used when they adequately
resonate with the user’s experience and thoughts. So, in line with the theoretical
framework above, this enables the users to reflect on those values that have a
meaning for that specific situation, for a specific user (for another user, a different set of values could be relevant).
Question 4 is formulated as follows: Think about what is important for all the
parties involved. Please make a consideration in which you take all perspectives
into account. Inspired by hermeneutics, the user is asked to take all the perspectives into account, before being asked Q4A What is most valuable to you in this
situation? Q4B: Which actions go along with this? Secondly, inspired by the
tragic character of a dilemma , Q5 explains; Often, there is no perfect solution for
a dilemma. Each choice has its disadvantages, because you simply cannot do
everything that is important. It helps to be conscious of this, so you can possibly
limit these disadvantages. Q5A: What is a (possible) disadvantage related to
your chosen course of action? Q5B: Can you do anything to compensate for this
disadvantage? These questions encourage the user to find a way out of their
own experienced ethical dilemma, after they also looked at the dilemma from
different perspectives (see characteristic 3.)

What is important to whom?
A focus on moral learning by exploring other perspectives (characteristic 3)
Within the moral compass, we use two ways to stimulate moral leaning, in line
with the theoretical framework described above. First, the moral compass stimulates looking at the experienced moral dilemma from different perspectives as
emphasised by hermeneutics. Question 3 reads: By placing yourself into the shoes
of others, you acquire valuable insight into different perspectives on the problem
and on the right thing to do. With each question, ask yourself what would be
important to someone, both in the long and short run. What is important to whom?
The user is asked to place herself in the shoes of the patient/client and think
about the values that could be important for the client in the specific situation
at hand. Q3A: Place yourself in the shoes of the client: what is important for the
client? Also, the user is asked to think about what would or could be important
for other stakeholders in the situation (including his or herself): Q3B: What is
important for you? Q3C: Place yourself in the shoes of the others who are involved in the situation; what is important for them? (colleagues, network, other
clients, management?). Finally, Q3D asks: What do rules and regulations say

about this situation?, since these also constitutes a perspective.
Secondly, we incorporated substantive content mentioned in the mcds. Thus,
the user is exposed to other viewpoints, values, action strategies which were
discussed in the 28 mcds. This may also stimulate reflection on his or her own
moral routines, and thereby stimulate moral learning. Examples are; ‘involve
other parties or other experts (like an experiential expert or a crisis manager)’,
‘let the client make her own mistakes’, ‘consult with the family or team manager,
or report the situation’.
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Incorporating contextual details (characteristic 4)
Based on the qualitative analysis of the mcds, we incorporated specific contextual details in the moral compass, for instance by mentioning how care practitioners phrase certain moral issues, providing the user with examples of values
that were often mentioned within the mcds and giving an overview of action
strategies suggested by care practitioners within the health care organization,
since both pragmatism and hermeneutics emphasize the importance of contextual details for ethical reflection. For each question in the ces tool we incorperated suggestions, examples and phrases to inspire the ces tool user. For instance, a strategy to involve a colleague was often mentioned during the mcds
as a way out of the moral dilemma. In this way, the care giver who experienced
the moral dilemma can maintain a relationship of trust with the client, while another caregiver tries to intervene in the situation. We incorporated this strategy
in the moral compass as a possible strategy: ‘leaving the intervention to another
colleague, to maintain the relationship of trust between the caregiver and the
client’.
Another example based on the analysis of the mcds is that the participants of
the mcd often do not choose between either intervening on the one hand or
respecting the uttered wishes of the client on the other hand. Often, they try to
find a middle ground by initiating a respectful and ongoing dialogue with the
client about the consequences of his or her uttered wishes (for instance eating
candy when a client is diabetic). Thus, the participants of the mcds try to respect
the autonomy of the client by treating them as an equal partner in the conversation and maintaining a relationship of trust while at the same time taking responsibility for addressing the possible risks and harm of the uttered wishes:
‘ínvolve the client in decision-making and jointly work towards a compromise’.
Also, the qualitative analysis showed that many moral questions surrounding
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the theme of autonomy where complicated by the role of the family or by a feeling of being solely responsible for the situation. We also incorporated these
aspects in the ces tool because they might be relevant for the user and the dilemma at hand. Finally, the moral compass addresses whether the user feels the
dilemma is now sufficiently dealt with. The final question (Q6) reads: Are you
able to deal with your dilemma after using this compass? If this is not the case,
some follow-up strategies are suggested, such as talk to your team manager or
requesting an mcd. These options are options that are available in that particular health care organisation (in another health care organisation, the follow-up
options would be different). The recommendation for an mcd also stresses the
complementarity of the moral compass and mcd.
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coMpass

title page

Do I follow the wish of the client or do I intervene?
First aid with daily dilemmas.
Moral compass.

Q1

Sometimes, it is not self-evident what is the right thing to do.
What is your dilemma?

Q2

It may be helpful to clarify what exactly makes the situation difficult.
What causes you to have moral doubts in this situation?

Q3

By placing yourself into the shoes of others, you acquire valuable insight
into different perspectives on the problem and on the right thing to do.
With each question, ask yourself what would be important to someone,
both in the long and short run.
What is important to whom?
Q3A: Place yourself in the shoes of the client: what is important for the
client?
Q3B: What is important for you?
Q3C: Place yourself in the shoes of the others who are involved in the
situation; what is important for them? (colleagues, network, other clients,
management?)
Q3D: What do rules and regulations say about this situation?

Q4

Think about what is important for all the parties involved (as answered for
Q3). Please make a consideration in which you take all perspectives into
account.
Q4A What is most valuable to you in this situation?
Q4B: Which actions go along with this?

Q5

Often, there is no perfect solution for a dilemma. Each choice has its
disadvantages, because you simply cannot do everything that is important.
It helps to be conscious of this, so you can possibly limit these disadvantages.
Q5A: What is a (possible) disadvantage related to your chosen course of
action?
Q5B: Can you do anything to compensate for this disadvantage?

Q6

Are you able to deal with your dilemma after using this compass?
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QuestIon
nuMber

Table 1: Six questions and their explanations from the moral compass (translated from Dutch)
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We argued that a ces tool based on mcds has to have certain characteristics in
order to be in line with the theoretical approach ces of mcd. We identified four
core characteristics: 1. An experienced moral problem as starting point, 2. A focus on moral inquiry into the moral concepts, questions and routines within the
lived experience of the ces tool user, 3. A focus on moral learning by exploring
other perspectives, and 4. Incorporating contextual details. These characteristics are formulated for a ces tool based on mcd and inspired by hermeneutics
and pragmatics and do not necessarily apply for other kinds of ces.
By developing this ces tool we adressed three limitations of mcd. The tool
combines insights from a series of 28 individual mcds (addressing limitation 1). It
is more easily accessible than mcd and can be distributed for the whole organization, (particularly when the ces tool is also digitally available, which the moral
compass is) (addressing limitation 2). Finally, it can be used without a trained
facilitator present and takes less time than an mcd (addressing limitation 3). Limitation 4 is not addressed in the tool. The ces tool does not address systemic
causes of frequently encountered moral dilemmas in practice on an organizational or policy level. The ces tool is not developed to address these levels, another ces mechanism has to developed to address limitation 4. However, the use
of the moral compass could be used in acquiring information, trends and insights from the work floor in order to become helpful in addressing these possible causes. This requires further empirical research.
With the development of a thematic ces tool based on a series of mcds we
added to the variety of ces services that may be offered to a health care organization. Depending on the specific needs of a health care organization, ces
tools have to be adjusted to the type of care (hospital care/long term care), the
typical relationship with the patient/client for that certain type of care, the type
of moral problems that care givers often experience, the general level of education of the users of the ces tools, the vocabulary that is often used, connected
to actual practices and experiences of care practitioners, and the (action) strategies and facilities that are available within the specific care context. The question in which way the current ethics support tool can be used and adjusted
within other contexts requires new experiences and further empirical research.
The ces tool that we developed does not provide concrete normative guidance in the sense of rules that prescribe the right thing to do. Yet it is norma-
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tive in a process-oriented way, focusing on critical reflection and including different perspectives, values and action strategies that the participants of the mcds
found particularly helpful. It aims to stimulate moral learning by challenging the
user to look at the moral issue from different angles and exposing the user to
content from other perspectives that may be relevant for the situation. The tool
does not entail an actual dialogue, as mcd does. Yet, in line with hermeneutic
ethics, the tool aims at broadening one’s horizon by acquiring insights into the
perspectives of others. Within mcd an important step is to reconstruct the views
of others. This idea is also used in the ethics support tool. The ethics support
tool is based on the idea that making the effort to look at the case from different
perspectives and think through the relevant norms and values, will stimulate
moral learning. There are multiple ways to stimulate moral learning; through an
actual dialogue with people who think differently (as within an mcd), through
individual use of this ces tool, but also by watching a movie or reading a text or
watching theatre. For future research in ethics support, we suggest to further
reflect upon and study the differences in moral learning when using different
approaches in ethics support. Finally, the ces tool provides the user with action
strategies, contextual details of that health care organizations and values and
norms mentioned within mcds, that may support the user with his or her own
moral dilemma.
A strength of this study is the explicit reflection on the theoretical background of mcd for the development of this ces tool and the theoretical fit between the ces tool and mcd (independent whether one agrees with this theoretical background). Other scholars have argued that theoretical reflection and
consistency is often missing in the development of ces and ces related tools
(Reiter-Theil et al. 2011; Salloch et al. 2012; Schildmann et al. 2013). Theoretical
and normative viewpoints on ces are always implicitly present within ces and its
evaluation (Salloch et al. 2015). In this study, we have been explicit about our
theoretical viewpoints and made them part of the development process right
from the start. In this way, theoretical reflection can influence the developmental
process of the ces tool and steer the qualitative research process. For instance,
in the qualitative analysis of the mcds, we did not look for final answers or consensus, but focused on ingredients for heuristic purposes (i.e. offering examples
of perspectives, arguments, values/norms), that were particularly insightful for
the participants of the mcd.
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In line with the pragmatic and hermeneutic approach we described above, it
is now time to investigate whether the tool actually provides support in practice
and in which way. It needs to be studied whether, and if so under what conditions, moral learning does actually take place by using the ces tool. The actual
use of the ces tool within the care practices and by the stakeholders has to be
evaluated. For example, how do we prevent that users just pick certain already
mentioned values and norms without really connecting to them? Is incorporating different perspectives enough to stimulate moral learning for the individual
user of the ces tool and to which extent does this replace the actual presence
of participants with other viewpoints in an mcd? Can such a ces tool be used
individually or should it always be used in a small group to structure the dialogue? This evaluation research needs to be in accordance with the results and
outcomes that we aim to bring about with the ces tool. The tool should, for instance, not be evaluated by investigating whether the use of the compass made
a certain decision more easy or certain for the user, but whether moral learning
has taken place. Evaluation of this kind of new and innovative ces tool is essential for further development of ces and assessing its actual contribution to
health care practice.

conclusion
In this paper we discussed the theoretical framework for developing a themebased tailor-made ces tool on the basis of a series of mcds. By reflecting on the
theories of hermeneutics and pragmatism, we identified four core characteristics of a theme based ces tool based on mcds: 1. An experienced moral problem
as starting point, 2. A focus on moral inquiry into the moral concepts, questions
and routines within the lived experience of the ces tool user, 3. A focus on moral learning by exploring other perspectives, and 4. Incorporating contextual details. We illustrated these four core characteristics with a ces tool we developed
for a long term care organization on client autonomy. The identified characteristics and the way in which they were operationalized in the concrete tool may be
helpful in developing other ces tools focusing on other themes in various health
care organizations. Future evaluation studies should reflect upon the usefulness
of this ces tool, the moral learning it evokes and the difference with moral learning within a mcd.
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absTracT
Clinical ethics support (ces) for health care professionals and patients is increasingly seen as a part of good health care. However, there is a key drawback
to the way ces services are currently offered. They are often performed as isolated and one-off services whose ownership and impact are unclear. This paper
describes the development of an integrative approach to ces at the Center of
Expertise and Care for Gender Dysphoria (ceGd) at Amsterdam University
Medical Center. We specifically aimed to integrate ces into daily work processes at the ceGd. In this paper we describe the ces services offered there in detail
and elaborate on the 16 lessons we learned from the process of developing an
integrative approach to ces. These learning points can inform and inspire ces
professionals who wish to bring about greater integration of ces services into
clinical practice.

inTroducTion

Chapter 4: Empirical Paper

Keywords
Clinical Ethics Support, moral case deliberation, gender affirmative care, integrative clinical ethics support

A growing number of practitioners and experts see clinical ethics support (ces)
for health care professionals and patients as a part of good health care. Especially in the Netherlands, ces services are commonly divided into three main
categories: 1. clinical ethics consultation, 2. clinical ethics committees, and 3. moral
case deliberation (mcd), or a combination of these three (Dauwerse et al. 2014).
Providing ces is a dynamic enterprise and often requires pioneering work and
innovation. Not enough is known about what kind of ces works best in what context, and what kind of impact and outcomes one should strive for by means of
ces (Schildmann et al. 2013; Schildmann et al. 2017). Often, ces activities are performed as isolated, one-off activities whose ownership and impact remain unclear.
There are known cases of clinical ethics committees writing guidelines which are
subsequently not known to the professionals and patients in their facility.

87

Part B: An Integrative Approach to ces

88

mcds are meetings, guided by a trained facilitator, in which professionals reflect on an ethical issue they have encountered (Molewijk et al. 2008). mcds
generally take place on a ward, last 60 to 90 minutes and can be structured
according to various conversation methods in which one concrete ethical issue
is explored and discussed by the whole group. mcds are part of a movement
within ces that emphasizes the importance of bringing ces closer to actual care
practices (Abma et al. 2010). The mcd facilitator engages and involves care practitioners, encouraging them to reflect on ethical issues in a dialogue. mcd makes
care practitioners personally responsible for investigating and reflecting upon
ethical issues, as opposed to merely taking advice or unquestioningly following
a guideline or protocol (Abma et al. 2010). Although mcd is generally considered a valuable form of ces (Seekles et al. 2016; Janssens et al. 2015; Hem et al.
2015), it also faces problems related to ownership and impact:
1. mcd sessions are mainly planned and prepared by the mcd facilitator and
not by the teams themselves. On some teams, mcds frequently have to be rescheduled due to busy work schedules.
2. After mcd sessions, staff usually have to return to a busy workfloor right
away. This can make mcd an isolated experience, i.e. not connected to or integrated with regular practice and work processes.
3. Due either to time constraints or a lack of policy, there is often insufficient
follow-up by team members or mcd facilitators regarding the outcomes of the
mcds. Sometimes this leads to the situation that systemic causes of the ethical
issues as signaled within the mcds are subsequently not dealt with.
4. The facilitator’s relationship or contact with the department/team or ward
tends to be limited to the facilitated mcd sessions. Also, mcd facilitators sometimes alternate, so it becomes difficult for the staff and the facilitator to establish
and maintain a cooperative relationship. The mcd facilitator usually has limited
knowledge of the team’s daily work and processes, which puts a constraint on
the depth of understanding that can be achieved regarding the specific ethics
cases discussed in the mcd sessions.
In order to overcome these difficulties related to ownership, proximity to actual work processes, and impact\follow-up regarding systemic causes of the
ethical issues, we set out to explore how ces activities could be more deeply
integrated into a team’s daily care processes. This paper describes the process
— pursued openly and in cooperation with the ceGd team — of integrating mcds
into, and developing new kinds of ces activities within, the ceGd’s daily work

processes. Elsewhere, we describe the theoretical background of our approach
to integrating ces activities into daily care processes (Chapter 5 of this dissertation: Hartman et al. 2020). Here, we describe the experiences of those involved in the process of integrating ces, and then elaborate on the learning points.
These learning points and the viewpoints expressed on integrative ethics support in this paper may be informative and inspiring to ces professionals who
wish to more deeply integrate clinical ethics support into clinical practice.

bacKGround
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The Centre of Expertise on Gender Dysphoria (ceGd) provides gender affirmative care for individuals who experience Gender Dysphoria (Gd) in the Netherlands. Gd refers to the distress resulting from an incongruence between one’s
gender identity and the gender assigned at birth (Gires 2006). Gender affirmative care includes feminization and masculinization through hormone therapy
and/or surgery. See Box 1 for a more detailed description of the team and the
type of Gd care offered in the Netherlands.
Treatment teams working with transgender youth and adults often face ethical questions (Gerritse et al. 2018). These include questions such as: whether a
patient’s co-existing psychiatric problems are so serious that transgender treatment should be stopped or should not take place; whether or not to pursue
treatment of a youngster whose parents disagree with the recommended course of treatment; whether it is necessary to reach a multidisciplinary team consensus on the whole transgender care trajectory before beginning the first phase of the treatment; and under what circumstances an exception may be made
to the current treatment protocol.
Discussion of these ethical dilemmas is often complicated by several factors:
a) Gd is a relatively new domain and views on gender dysphoria and its treatment are the subject of continuous development and debate, both within the
profession and in society at large; b) there is only low-grade scientific evidence
(or none at all) for many elements of gender affirmative treatment and its longterm consequences (Hembree et al. 2017), c) the treatment team is multidisciplinary and different disciplines sometimes have divergent views on treatment
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criteria while they are highly dependent on each other under the treatment plan
in the Netherlands.
To support the ceGd in these moral dilemmas, authors lH & bm began organizing regular ces services in 2013 by offering mcds. They based their work on
extensive mcd expertise gained from various research projects. Their projects
have focused on mcd implementation (Weidema 2014), mcd evaluation and outcomes (Snoo-Trimp et al. 2017), and training mcd facilitators (Stolper 2016). mcd
is one of four types of ces offered at our academic hospital. The others are: a
clinical ethics committee, ad hoc consultancy by ethicists, and moral counseling
for patients and families by spiritual care; all four ces services are provided for
the hospital as a whole.
To resolve the problems associated with mcd as described in the introduction, we gradually adjusted and developed our clinical ethics support to suit it to
the ceGd context and in accordance with our initial viewpoints on integrative
ces (Dauwerse et al. 2012). During the programmatic development of integrative
ces, we continuously aimed to integrate ces into the ceGd’s working practices.
For the development of integrative ces, we drew inspiration from a responsive evaluation research methodology (Guba and Lincoln 1989; Lincoln 2003;
Abma and Widdershoven 2014). A central aspect of responsive evaluation is the
involvement of stakeholders in the research process, who jointly formulate projects’ aims and evaluation criteria. In this case, the stakeholders were the professionals working at the ceGd. In the future, we aim to include more stakeholders,
in particular patients and their families. A second characteristic of responsive
evaluation is that the design of both the evaluation process and the further development of ces emerge through an open, cyclical process. During the development, the ceGd professionals were continuously involved in both the implementation and further development of ces, in part by participating in and
co-creating the evaluation of ces activities. The types of ces offered were not
planned out or decided in advance, but evolved during the process (Abma et al.
2009). We chose the term ‘integrative ces’ to describe our activities because it
emphasizes the dynamic aspect of development. This openness enabled us to
continuously respond to the changing ces needs of the ceGd team. These ces
needs were jointly formulated by the ces professionals and the ceGd team.

Box 1 The work processes of the ceGd in The Netherlands
The local clinical guidelines of the ceGd adhere closely to internationally established standards of care (WpaTH). The local clinical guidelines make a distinction
between prepubertal children and adolescents. In a series of diagnostic sessions,
prepubertal children and their families receive an evaluation of the child’s gender
identity and co-occurring psychological and social functioning. Advice, but no medical care, is offered. Adolescents may, after careful assessment, be eligible for (fully
reversible) puberty suppression. This is meant to create time for an extended diag-
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nostic phase during the onset of pubescence (11-12 years old) and is done only when
the patient meets eligibility criteria: long-term gender dysphoria, comprehension of
the medical consequences, and no psychological or social problems which could
interfere with the diagnosis. Medical gender affirmative care by means of cross-sex
hormones, which is partially reversible, may be administered to patients 15 to 16
years of age and by medical prescription only. Medical gender affirmative care by
means of surgical treatment is provided only to adults (18+); all postoperative transgender individuals who receive such treatment require lifelong continuation of
cross-sex hormones.
Clinical guidelines for adults are similar to children and adolescents. First there is a
careful diagnostic phase in which a mental health care professional aims to determine the following: whether Gd is present and its severity; potential co-morbidity;
the stability of the social support system; the coping mechanism; whether the patient comprehends Gd and the long-term consequences of medical care; and the
ability to comply with therapy and medically necessary follow-up appointments.
Within the medical gender affirmative care trajectory, decisions regarding eligibility
for a given phase are based on multidisciplinary consensus in team meetings and
take the individual patient’s wishes into account.
In the Netherlands, care for transgender persons takes place at specialized centers
of the university medical hospitals of Amsterdam and Groningen. When the current
study was conducted, there was also a third center in Leiden, but it is now closed.
Dutch transgender care requires close multidisciplinary cooperation between the
two care centers and between psychologists, psychiatrists, endocrinologists, plastic
surgeons, urologists, pediatricians, nurse specialists and gynecologists.
Box 1 The work processes of the CEGD in The Netherlands
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In the following section (subheadings 2.1 through 2.9.), we describe the process
of developing and offering various ces services. We had no pre-existing blueprint of what integrative ces entailed; we gradually developed our services in
line with the team’s ces needs and our evolving insights on ces. For each service
we describe in this section, we will list the lessons learned that are applicable to
the development of integrative ces. See Figure 1 for an overview and timetable
of all the integrative ces activities.
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Figure 1

1. Moral Case deliberation at ceGd policy meetings
Our first ces service came in response to a request for moral case deliberation
during the policy meetings and vision meetings of the ceGd clinical teams for
adult and youth care in 2013 (so a total of four meetings). At the annual policy
meetings, about 40 professionals from the team for adult care and 20 from the
team for youngsters, of all involved disciplines (i.e. psychologists, plastic surgeons, gynecologists, urologists, endocrinologists, psychiatrists, pediatricians
and nurse specialists), meet for one full day or afternoon and discuss the latest
developments related to the care they provide.
In 2013 and 2014, a colleague of lH and bm gave an introduction to mcd (expectations, goals, expected attitude during the mcd), followed by parallel mcd
sessions structured according to the dilemma method (Stolper et al. 2016). There were about 12 participants per mcd, so the number of parallel mcds organized depended on the number of attendees. The various professional disciplines
involved in gender affirmative care were divided equally among the mcds to
encourage interdisciplinary exchange. In each mcd, one professional brought
forward a case. The only precondition for this case was that the case presenter
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had to have experienced a moral dilemma. The trained facilitator (Stolper et al.
2015) guided the dialogue and drew up a report on the meeting which was
checked by the case presenter and then sent back to each participant.
Between 2013 and 2016, we offered 20 facilitated mcds at 13 ceGd policy
meetings; the policy meetings proved to be an ideal setting for mcds because
every discipline involved in Gd care was present and there were no emergencies, pagers going off or other care-related responsibilities disrupting the deliberations.
We worked with a dedicated team of liaisons, consisting of ceGd members
and staff from the Department of Medical Humanities (dmH). Continuity during
the policy meetings was ensured by the presence of at least one of the liaisons
from the dmH, lH or bm. lH had the lead coordinating role, and bm played a
back-up supervising role. Working with a dedicated, unchanging team of liaisons (from both the ces staff and the team that ‘receives’ ces) proved to have
several advantages:
• The liaisons provided continuity regarding the practical and organizational details and previous arrangements;
• The ces providers gradually became familiar with the specific type of
care the team provided;
• A steady duo provided a recognizable point of contact for questions,
etc.;
• This setup contributed to continuity between the different mcds with
respect to both the content of the cases and the way the mcd processes
evolved.
During this period, lH and bm were also present at the ceGd ward for one
morning and observed a number of consultations in order to familiarize themselves with the type of care provided there and to establish informal contact with
the ceGd professionals outside the mcd context. This not only gave lH and bm a
better feel for the type of care provided, but also for more practical aspects of
the care such as the type of rooms in which the consultations take place, the
setup of the waiting room area, etc. Thanks to their observations, lH and bm
were also able to point out possible ethical issues that had not been identified
as such by ceGd professionals.
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Lesson 1. mcds are beneficial when the team is given time to reflect and there is
time to address the relationship between the issues discussed during mcds and
policy.
Lesson 2. A dedicated pair of ces facilitators ensures continuity and a regular point
of contact.
Lesson 3. Being present at the ward and observing consultations allows ces staff to
familiarize themselves with the type of care provided and to establish informal contact with the team that receives ces.
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2. Mcd Evaluation research
In the context of a grant for empirical-ethical research on moral controversies in
gender treatment, lH and bm decided to evaluate the mcds provided at the
ceGd policy meetings. The evaluation study was collaboratively conducted by
the dmH at vumc and the ceGd Amsterdam-Leiden gender teams. lH & bm collected the empirical data and analyzed the data. A student took part in the research as an intern. Because of limited space we can only briefly summarize the
outcomes of this evaluation study. The full results of the study will be published
in a paper co-authored by staff from the ceGd and the dmH (Vrouenraets et al.
2020)
The evaluation study’s results showed that the mcds at policy meetings had
several beneficial effects, but also left room for improvement (Vrouenraets et al.
2020). Several interviewees expressed appreciation for the fact that all mcd
participants were encouraged to contribute and that disagreements were discussed more constructively and less polemically than they were accustomed to.
The dilemma method’s structure ensures that participants take the time to listen
to one another rather than reinforcing their wish to persuade the other of their
own point of view. This enabled all participants in the mcds to formulate the
relevant arguments. Furthermore, the dilemma method encourages participants
to incorporate the merits of, and arguments for, ‘the other side’ of the dilemma
into their own viewpoint, instead of stimulating them to defend or become entrenched in their own positions and discredit the opinions of colleagues.
lH and bm experienced several problems during the evaluation study process. It proved difficult to persuade staff at the ceGd to make time in their work
schedules for the evaluation. Additionally, some ceGd professionals had the impression that their participation in this process was solely for the dmH’s benefit,
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to evaluate ‘their’ ces activities. To address this issue, lH and bm openly discussed and explored possible aims and ownership of the evaluation study. They
emphasized that the evaluation research was not an end in itself, but a necessary means to develop an integrative ces approach in that it would enable them
to adjust ces to the staff’s needs and to increase the ces’s usefulness and impact
(Weidema et al. 2016). Hence, a guiding principle in the evaluation study was
that it was not merely an evaluation of the ces as a product, but a means of
jointly learning from the staff’s ces experience in order to better address their
needs and challenges (i.e., a responsive evaluation study). In the researchers’
view, the specific aim of the evaluation study is not merely to gather data for its
own sake, but to advance the collective process of implementing and improving
the usefulness of ces. Given this guiding principle, it became all the more important to follow up on the ces evaluation results. See activity 3, p. 97.
The evaluation study process gave lh and bm an opportunity to establish
contact with the team in a new way (as compared to the kind of contact made
when facilitating of mcd sessions). This enabled them to reveal and discuss information that would not have been available to them otherwise. This information, in one instance, related to the professionals’ experiences during a particular
mcd, and to information about the histories of, and follow-ups on, some of the
moral themes discussed during the mcds. Another advantage of the evaluation
study process was that it allowed for more informal reflection on the cooperation between ces staff and clinical staff. Furthermore, the evaluation research
encouraged the ceGd staff to actively think about the kind of ces they preferred
and needed; it made them aware of their own role and responsibility in developing ces. This made them more of a co-owner, rather than merely a receiver,
of the services provided to them. We also received information on the criticisms
expressed about mcds. Under the next subheading, we will describe how we
addressed these critical remarks. Overall, we believe that the information produced proves the value of investing time in evaluating ces services in addition
to the basic work of organizing ces services and dialogues on moral cases.

Lesson 4. Combining ces activities with a responsive evaluation study delivers important insights into the usefulness of ces, improves the implementation process,
and creates a shared sense of ownership of and responsibility for the use of ces in
clinical practice.
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3. Steering group meetings
lH and bm decided to contact a number of key individuals at the ceGd with
whom they could reflect on the outcomes of the evaluation study and plan concrete steps to improve the ces services offered. They established a small ces
steering group composed of the following authors of this contribution: lH, AV,
AW, bm and MH. The steering group members were also part of the ceGd management team and as such played a formal role at policy-making level.
The first criticism some professionals expressed was that they felt the pace of
mcd was too slow. However, a slow pace is a crucial part of mcd. Part of the
Socratic attitude is to slow down the thinking process, to listen to one another,
and to make room for diverging viewpoints (Kessels 2009). That this is experienced by some rather action- and solution-oriented professionals as burdensome
or frustrating, does not exclude the possibility a slow mcd process can be valuable and effective. It was valuable to be made aware of this criticism from the
ceGd teams because it prompted us to clarify why we think a slow mcd process
is needed. For this reason, the steering group decided not to reduce the amount
of time devoted to mcds during policy meetings.
The second criticism we received was that similar cases were presented in
several different mcd sessions. The chance that this will occur is inherent to the
mcd method in that it is the team members themselves who select their own
moral issues to discuss. Furthermore, each case can produce new insights, no
matter how closely it resembles a previous one. Besides, if the case presenter
still experiences a given case as a moral dilemma, then it is evident that the relevant moral theme has not yet been adequately dealt with to satisfy all team
members. At least part of the team is still grappling with the issue, in other
words. Nevertheless, this criticism made it clear that we needed to explicitly
deal with how the theme could be better addressed and to enumerate what had
already been learned from the previous case(s) and what still needed to be explored. The mcds did make the team aware of moral issues that continued to
resurface and were not being dealt with to everyone’s satisfaction. This provided an argument for supporting the team by also addressing these issues at a
clinical management policy level.
The third critical theme from the evaluation study was that there was ‘insufficient follow-up’. Some professionals felt that important insights and action strategies developed during the mcds had not resulted in the necessary action. For
instance, the participants in one mcd concluded that it was unclear which forms
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needed to be signed regarding parental consent at the administration office.
The participants concluded that it was important to investigate this and provide
some clarity. However, this was not followed up because, for one thing, it was
not clear who was responsible for this. To address this issue, mcd facilitators and
team members started to draw up a list of issues for follow-up at the end of each
mcd. They devoted more explicit attention to what was called the ‘harvest’ of
each mcd. mcd facilitators did not feel they themselves were responsible for the
follow-up, but they became more active and asked the participants which insights/remarks/outcomes of the mcd they felt should be taken up and who they
thought were responsible for this.
After dealing with all three criticisms, we set up regular meetings with the
small steering group to discuss these points and find ways to follow up on the
insights generated by the mcds. The results of the follow-up were shared with
the team at the next policy meeting. They concerned a wide variety of issues.
For instance, during one mcd it was concluded that the team lacked information
and expertise on religious doubts about gender affirmative care in Islam. The
steering group decided that a spiritual advisor with expertise on this topic
would be invited to the next policy meeting to give a lecture.
Thanks to these meetings with the steering group, the mcds and the associated insights became more embedded within the ceGd’s workflow by means of
joint responsibility and greater emphasis on following up.

Lesson 5. Creating a steering group in which ces staff and management cooperate
contributes to the ownership and follow-up of both mcds and mcd evaluation results.
Lesson 6. Not all evaluative remarks made during an evaluation study should necessarily be implemented.
Lesson 7. Facilitating the team in devoting more attention to the follow-up and
practical implications of mcds contributes to more relevant and useful mcds.

4. ces as Education: Socratic dialogue on training days
The benefits experienced from mcd in clinical settings led the ceGd to ask
whether mcd could also be used in educational contexts. In response, we began
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organizing mcds during national training sessions for (mental) health specialists
seeking certification to authorize legal gender changes. Due to a change in
Dutch law in 2014, transgender persons can change their legal gender without
satisfying the former requirements of having had sterilizing surgery or an official
(psychiatric) diagnosis of gender dysphoria. Instead of these old requirements,
they now need a signed declaration of ‘mental competence’ by a certified expert. However, this new policy also entails moral questions, for instance: “What
is sufficient mental competence?” and “Should we avoid inconsistency between
experts?” To provide support, we facilitated Socratic dialogues during training
sessions for health specialists (physicians and psychologists) organized by the
ceGd.
A Socratic dialogue is a specific conversation method which can be used to
structure an mcd. Instead of a moral dilemma (which is used in the dilemma
method), it takes a conceptual question as its starting point. In this case: “What
is mental competence?” We chose this method because the candidate experts
did not have practical experience in assessing mental competence in this new
role. The Socratic dialogues were evaluated very positively and were experienced as an opportunity for trainees to actively challenge the experts to formulate, scrutinize and discuss their own (moral) presuppositions on mental competence. Engaging the experts in active reflection was felt to be didactically more
effective than merely being on the receiving end of passive knowledge transfer,
by for instance a lecture on mental competence.

Lesson 8. mcd can be used as an active, participatory component of a training session, educational program or course.
Lesson 9. The method used to structure the mcd should be suited to the setting
and goals of the participants.

5. Presenting and using ces together at international Conferences
Given the rich and complex content revealed by the mcd sessions and the positive evaluation mcd received, the ceGd felt that this kind of ces could be relevant to an international audience as well. Therefore, based on our joint cooperative process, we developed an interactive workshop on ethical issues in gender
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affirmative care. At three international conferences specifically related to gender affirmative care, we gave presentations on both the content and the developmental process of the co-created ces. As mentioned in the introduction, the
international field of transgender care is active and continuously developing. As
a consequence, a lively and sometimes polarized debate is now taking place,
dealing with issues such as the preferred patient-physician relationship (What is
an appropriate form of shared decision-making?) and the right way to deal with
children who experience transgender feelings.
The ceGd felt that the mcd framework could bring about a more constructive
and less polarized discussion of the moral issues at stake. av, aW, mH, and Ts felt
it was an advantage that lH, bm and GW were seen as outsiders and therefore
neutral in these debates. A disadvantage was that lH and bm were less informed
about the latest vocabulary and therefore sometimes used inappropriate language (Bouman et al. 2017). We experienced the collaboration at conferences as
both positive and informative. lH and bm became aware of international perspectives and debates and gained a better understanding of the ceGd’s position in these debates. In addition, the joint performance of presenting and executing ces at (inter)national conferences contributed to a strong team spirit,
making us more than just ethics consultants who visit the ward but have no
deeper connection.
Rather than telling a polished success story at the three conferences, the
ceGd showed their moral doubts in an international context. They also highlighted ‘ethical issues’ for transgender care. The attendees of the preconference
stream expressed appreciation for a moral perspective on certain issues and
lauded the fact that ces offers a normative framework that incorporates both a
range of professional understandings and patient understandings of good care.
Some attendants asked lH and bm for referrals to ces professionals in their respective countries. The variety of opinions expressed did not lead to polarized
discussion, but resulted in greater openness and understanding of each other’s
viewpoints. Unexpectedly, representatives from Dutch transgender interest associations asked both ceGd and dmH to consider closer cooperation because
they felt the two organizations could be part of an equal and open dialogue.
This raised a moral question for lH and bm; should they (or dmH) take the lead in
intensifying the relationships between the professionals in gender care and patient groups, or should they leave that to ceGd?
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Lesson 10. Presenting joint experiences at (inter)national gatherings and devoting
attention to both content and the development and implementation of ces contributes to a sense of joint responsibility and elicits additional reflections from other
cultures and/or countries.
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6. A research project on moral dilemmas experienced by professionals
To create an overview and categorization of the types of moral dilemmas experienced at the ceGd, dmH and the ceGd set up a new research project. One of
the underlying reasons for this was that the steering group felt there were many
topics within the material (e.g. the reports of the mcd sessions) that required
more attention than lH and bm could deliver due to constraints on their time
and resources. Another reason was that the steering group felt that we should
pay closer attention to the places where moral issues arise during the day-today work situation. Until that point, we had mainly focused on moral issues arising during mcd sessions and during policy and educational gatherings.
Therefore a 9-month internship was created for a master student of medical
sciences. As part of the data collection task, the student was asked to observe
the ceGd’s multidisciplinary meetings and 10 consultations with transgender
persons (including observational notes). The student also re-analyzed the reports on the mcds held at policy meetings, and the transcribed mcds, held interviews and focus groups from the evaluation study of mcd. lH, bm and the student did most of the analysis. They had a meeting with AW to discuss preliminary
findings and incorporated her comments.
We presented the preliminary outcomes to the ceGd team at a policy meeting, raising awareness of the variety of moral dilemmas the team faces and moral
decisions it makes on a daily basis. This promoted the team’s awareness of the
inherent moral dimension of transgender care. Until then, the team didn’t recognize the ethical component of their decisions and therefore neglected to explicitly discuss the underlying normative perspectives. The results of this study are
published in a paper co-authored by ceGd and dmH staff (Gerritse et al. 2018).
Although this presentation on daily moral issues was informative, it was unclear how it should be followed up. One reason for this was the sheer multitude
of moral issues at stake, leaving it unclear where to begin. The steering group
asked lH and bm to focus on two moral themes (see activity 9).

Lesson 11. A presentation of the results of observed moral issues can be thought-provoking and can stimulate reflection on moral issues that the team was not aware of.
Lesson 12. Reporting observed moral issues, both explicit and implicit, requires a
specific aim and structure so team members can use and process the information.
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7. ces staff Joining the treatment team meetings
In order to integrate ces more deeply into daily care processes, the steering
group decided to conduct two six-month pilots (starting at the end of 2015, and
again in June 2016), in which the ces staff were to participate in during the
team’s weekly multidisciplinary meetings. The ces staff received additional financial compensation from the ceGd for this new ces activity. In this way, ces
became even more integrated into the financial and structural arrangements of
ceGd care. lH and bm were asked to lend support on the moral dilemmas and
questions arising in the multidisciplinary meetings and to accentuate the moral
dimensions of certain decisions or questions. A draft document was drawn up to
define the roles and tasks of the ces staff, including the kinds of interactions and
interventions that were to take place as well as the aims of these interventions.
According to the plans, there was to be an evaluation after six months.
Since we wanted to know how useful the interventions were, we began exploring and documenting several kinds of interventions. We distinguished several categories, including:
• asking different types of questions about difficult clinical cases discussed
by the team;
• asking questions aimed at clarifying the interpretation of rules and facts;
• asking questions about underlying (but implicit) viewpoints;
• reasoning or use of arguments;
• asking questions about the communication process and the intentions
behind the communication.
lH and bm also took additional observational notes about the kinds of explicit
and implicit moral issues that were discussed, or were not discussed. lH and bm
also tried to actively point out the links between the content of the mcds and
the actual decision making during team meetings.
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The ceGd steering group’s request was a new ces activity for bm and lH. They
questioned, reflected on and often discussed the ‘right’ manifestation of this
new role. The steering group also explained and discussed the role, goals, and
expectations amongst themselves in face-to-face and email communications. In
addition, lH and bm organized a peer meeting with several experienced ces
professionals from the dmH, with whom they could reflect upon their new role
when present at multidisciplinary team meetings.
lH and bm experienced several challenges in this new role. Firstly, it was difficult to find the time during these meetings to intervene in the discussion and
encourage reflection on the normative presuppositions underlying a certain discussion or treatment plan. The meetings are held under time pressure, with less
than 10 minutes dedicated to each patient, and are oriented towards quick decision making. Any reflection at all soon causes a delay. Secondly, lH and bm felt
that their reasoning, goals and methods should be made known to everyone at
the meeting. Since these meetings had a large number of flexible attendees, it
proved a challenge to keep everyone informed about the ces staff’s role. AW
(the chair) experienced lH and bm’s attendance as supportive, as they more
openly questioned colleagues’ viewpoints and had less presuppositions.

Lesson 13. Having ces staff joining team meetings can be a useful method to integrate ces more fully into daily care processes.
Lesson 14. It is good to dare trying new ces methods, but it is essential to evaluate
their contribution critically and honestly and to involve peer ces staff when reflecting on your own role.

8. An interactive version of ces at a policy meeting
As described above, lH and bm’s role at a policy meeting was usually to facilitate
an mcd or to report the findings of the evaluation study. Classical presentation
methods put those receiving and processing the information in quite a passive
role, akin to that of a student who attends a lecture. To avoid this, we discussed
within the steering group alternatives to simply enumerating a large number of
moral topics using a PowerPoint presentation. We chose to repeat the format
developed for the pre-stream done before the WpaTH. The moral topic we chose
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was shared decision-making (sdm), since this theme is pervasive in many of the
moral dilemmas in ceGd practice. We presented normative statements on the
moral responsibilities within sdm and the different kinds of sdm ideals we encountered in our analyses of the mcd reports. Using free voting software (i.e.
Socrative, which was developed for educational purposes) we asked the staff for
their normative position on both the actual and the ideal situation at the ceGd
vis-à-vis sdm (both for adults and children). The opinions and the values underlying them were directly and anonymously projected onto a screen and discussed with the team. This created an engaging and interactive session which
revealed the underlying values held by team members and the distribution of
their normative positions with respect to sdm.

9. Ethics logbook
Finally, from 2017 onwards, the steering group developed another new ces activity, namely the keeping of an ‘ethics logbook’ on a specific moral theme. In
order to create focus amidst a large number of moral issues and to guarantee a
stronger harvest for clinical practice and policy, bm and an additional ces staff
member asked the professionals at a policy meeting which moral themes they
felt needed additional focus, and what kind of moral issues they experienced
regarding these specific themes. Based on the resulting enumeration by the
ceGd team, the steering group concluded that it would be beneficial to zoom in
on two moral themes in particular: ‘fertility’ and ‘lifestyle’. We decided to keep a
log and to monitor the occurrence, actual discussion on, and handling of these
moral issues\themes on the ward. In order to create shared ownership of this
ces activity and observe various moments, both ces staff and ceGd members
started to log and monitor all events related to these two moral themes and the
way they were addressed.
The reason ‘fertility’ and ‘life style’ (which are related to issues like smo-
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Lesson 15. Creative means of interacting and doing normative reflection (such as
voting software) can be useful ways of encouraging collective reflection upon moral
issues by the team and can provide staff with immediate insight and feedback on
how they think with regard to a moral issue (in this case ‘shared decision making’).
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king and bmI, for instance) were chosen for the ethical logbook is that these
were themes the team often struggled with. bm and an additional ces staff
member collaborated with two loggers from the ceGd on each moral theme
to record in an ethics logbook all moral dilemmas, questions and instances
encountered regarding these two themes. This included, but was not limited
to: concrete clinical cases, moral questions, arguments for and against, decisions and actions in particular cases, and differences of opinion within the
team. The ces staff subsequently planned to combine the overview with relevant arguments from the bioethical scientific literature and literature on
gender, and to organize an interactive meeting to provide an overall analysis
of a specific moral theme that keeps rearing its head. Our aim in doing this
was to make explicit the normative presuppositions and implicit ethical and
moral arguments and to reveal these to the team. This would enable the
ceGd and ces team to determine what action to take based on the overall
analysis (e.g. draw up new guidelines/protocols or adjust existing ones, plan
educational activities on a theme, etc.).
The steering group continuously discussed and evaluated the details and
process of this new ces activity.
Lesson 16. Having ces and clinical staff jointly keep an ethics logbook on specific
moral themes is a good way to foster shared ownership of ces and to emphasize
specific themes that commonly recur in daily care practice.

discussion
Instead of only offering isolated mcd meetings occasionally in which the mcd
facilitator facilitates the mcd and after that leaves the ward again, we gradually
developed new ces services in close cooperation with the ceGd clinical team
and MT. We continuously strove to integrate ces into the ceGd’s care practices.
Responsive evaluation research, a trusting relationship, and the ces staff’s resolve to integrate ces more fully into clinical practice proved instrumental to
collective learning and tailoring of ces services to the team’s actual needs.
These needs are not just the needs that are explicitly formulated by the ceGd
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team, they can also be needs of the ceGd according to the ces staff.
In this paper, we have formulated 16 lessons learned in the process of jointly
developing new ces activities. Some lessons correspond to insights from the literature on ces. The importance of following up on ces services, for instance,
has been emphasized before (Finder and Bliton 2011; Reiter-Theil 2016). Likewise,
we signaled a discrepancy between the way clinical ethics consultations are
often presented in clinical ethics literature (i.e. with clear beginnings and ends)
and the actual experience in practice of clinical ethics consultations, which are
often marked by a far more nebulous ending in which there are still several challenges to be dealt with (Finder and Bliton 2011). Moreover, the need to experiment and innovate ces, and the readiness to modify regular ces activities has
been emphasized before (Reiter-Theil 2016).
As cooperation between ces and ceGd staff developed, they gradually acquired a shared sense of ownership and responsibility for following up. This was
promoted, among other ways, by creating the steering group, through the responsive use of the evaluation research, and by having regular ceGd team members act as loggers monitoring a specific theme for the ethics logbook. Who
takes ownership and plays a leading role in these various activities could well
change depending on the specific topic at hand, which phase the integrative
ces finds itself in, and the expertise required for a specific task.
One unresolved issue is precisely how the ces staff should intervene in and
contribute to mdo sessions. First of all, what kind of expertise and competence
is needed for ces to contribute to mdo meetings? Secondly, what kind of interventions are appropriate? What is the normative status of the various interventions? For example, there is a difference between asking for clarification (e.g.
“What is the exact policy here? What is the concrete rationale of this policy? Is
this consistent with how you dealt with patient X last week?”) and criticizing a
specific argumentation (e.g. “Is it morally justified to not inform the patient?”).
The appropriateness of specific interventions is determined by one’s general
point of view on ethics expertise and the aims of ces (Reiter-Theil 2009; Pedersen et al. 2010; Reiter-Theil 2016). Rather than resolving these issues on our own,
we made a crucial decision to discuss the possible interventions with others
beforehand and to continuously evaluate them during the process. Interventions were often discussed and evaluated with both the steering group and the
ceGd staff members. We also planned a specific meeting with ces colleagues to
discuss different viewpoints on various interventions, criteria for their appropri-
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ateness and their normative status.
There is a sensitive balance between, on the one hand, being critical and explicitly normative, and on the other hand maintaining the relationship and trust
that the clinical staff put in ethicists as critical observers (Abma et al. 2010; Widdershoven et al. 2009; Simpson 2012). While being independent and critical is
regarded as a crucial part of being a ces staff member, it is important that criticism is accepted and responded to. Criticism is counterproductive if clinical
staff feel the need to defend themselves, or worse, consider excluding ces staff
from mdo sessions. Criticism can only be constructive and effective within a
mutually respectful relationship. In order to maintain such a relationship, it is
necessary to jointly reflect on the way critical remarks are received, and on the
aim of such remarks. Aside from ethics knowledge and analytical skills, this requires tact and relational competencies.
The integrative ces approach described in this paper bears similarities to, but
also differences from, the integrated ces approach developed by the National
Center for Ethics in Health Care of the U.S. Department of Veterans Affairs (Fox
et al. 2010; Doran et al. 2016). Both approaches aim to integrate ces into care
work processes in response to the shortcomings of traditional ces approaches.
In integrated ces, however, the services provided are mainly based on one type
of ethics support, i.e. the cases approach for ethics consultants. Furthermore,
integrated ethics support mainly follows a standardized approach in which
pre-defined programs, structures and tasks are recommended, whereas a key
characteristic of integrative ces as described in this paper is an emerging design. The word ‘emerging’ refers both to the kind of ethics support offered and
to the means of organizing and implementing that support. We chose the adjective integrative ces to emphasize the continuous effort it requires to integrate
and adjust ces services to the recipient’s needs and to the needs of a health
care organization. The ces services we developed and the lessons we learned
raise additional theoretical questions. Why is it important to strive for integration of ces? What are the core characteristics of an integrative approach to ces?
Additional research is also needed to determine the outcomes of an integrative
approach to ces. Does it reduce moral distress in team members, for instance?
We will reflect on these and more theoretical questions in another paper (Hartman et al. 2020: chapter 5 of this dissertation).

conclusion
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Theory and practice of integrative Clinical Ethics Support:
a joint experience within gender affirmative care.
Bmc Medical Ethics 21:79. doi:10.1186/s12910-020-00520-3.

absTracT
Background
Clinical ethics support (ces) aims to support health care professionals in dealing
with ethical issues in clinical practice. Although the prevalence of ces is increasing, it does meet challenges and pressing questions regarding implementation
and organization. In this paper we present a specific way of organizing ces,
which we have called integrative ces, and argue that this approach meets some
of the challenges regarding implementation and organization.

Results
In this paper we describe five key characteristics of an integrative approach to
ces; 1. Positioning ces more within care practices, 2. Involving new perspectives,
3. Creating co-ownership of ces, 4. Paying attention to follow up, and 5. Developing innovative ces activities through an emerging design.

Chapter 5: Theoretical Paper

Methods
This integrative approach was developed in an iterative process, combining actual experiences in a case study in which we offered ces to a team that provides
transgender health care and reflecting on the theoretical underpinnings of our
work stemming from pragmatism, hermeneutics and organizational and educational sciences.

Conclusions
In the discussion we compare this approach to the integrated approach to ces
developed in the us and the Hub and Spokes strategy developed in Canada.
Furthermore, we reflect on how an integrative approach to ces can help to handle some of the challenges of current ces.
Keywords
Clinical ethics support, theory, pragmatism, hermeneutics, gender affirmative
care, integrative, responsive evaluation
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Clinical ethics support (ces) aims to support health care professionals in dealing
with ethical issues in clinical practice. Since the seventies of the last century the
prevalence of ces is gradually increasing in Europe, the us and Canada (Doran
et al. 2016). Regulatory agencies, who issue health care organizations their accreditation, also increasingly mention the importance of ces services for both
health care professionals and the quality of health care (jci 2018; jcaHo 2005).
ces is provided by different services (e.g. ethics committee, ethics consultation,
moral case deliberation (mcd)) with varying aims, methods and procedures
(Doran et al. 2016; Molewijk et al. 2016).
Although the prevalence of ces is increasing, it does meet challenges and
pressing questions regarding implementation and organization (Whitehead et
al. 2009; Fox 2016; Simpson 2012). Research shows, that ces providers encounter difficulties in setting up the collaboration with clinicians, in receiving cases,
and in following the uptake of their advice (McGee et al. 2002; Pedersen et al.
2009; Slowther 2008). Also, there is uncertainty about the role of the ces professional, and discussion whether the ces professional should take an insider or
an outsider position with regards to the team or health care organization. Should
the ces professional be independent, and have the role of critically highlighting
moral issues or should the ces professional have a position in the team or health
care organization (Simpson 2012)?
In this paper we present a specific way of organizing ces, which we have
called integrative ces, and argue that this approach meets some of the challenges regarding implementation and organization. This integrative approach was
developed in an iterative process, by combining the insights we gained from our
experience in a case study in which we offered ces to a team of professionals
(see methods) with the reflection on the theoretical underpinnings of our work.
We did not have a blue-print beforehand on what integrative ces could entail.
Below, we describe what we mean by integrative ces by elaborating on five key
characteristics; 1. Positioning ces more within care practices, 2. Involving new
perspectives, 3. Creating co-ownership of ces, 4. Paying attention to follow up,
and 5. Developing innovative ces activities through an emerging design.
In the following, we first outline the theoretical background of our approach
to ces in general. Then, we describe the five key characteristics of Integrative
ces. In the discussion we compare this approach to the integrated approach to

ces developed in the us and the Hub and Spokes strategy developed in Canada. Finally, we reflect on whether the approach described here can meet some
of the challenges of current ces and shed new light on the role of the ces professional and the distinction between insider and outsider position.
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Theoretical Framework
Our approach to clinical ethics is theoretically grounded in hermeneutic ethics
and pragmatism (Inguaggiato et al. 2019; Widdershoven and Molewijk 2010;
Widdershoven and Metselaar 2012). This implies a specific understanding of morality and ethics. We understand morality as the complex background of one’s
education, culture, professional norms, family, peer network etc. One acquires
this background in an implicit way; by moving through the world, a person finds
out what works, what doesn’t work, learns new skills and picks up what is valued
in one’s family or organizational culture. This moral framework is usually invisible
and not reflected upon. It is the framework from which a person perceives the
world. This moral framework has also been characterized in terms of moral routines or habits (Keulartz et al. 2004; Dewey 1975; Peirce 1877).
We understand ethics as the reflection on and discussion of one’s morality. In
certain situations, one’s moral routines do not function self-evidently anymore,
for instance in a moral dilemma or through the confrontation with another perspective. This leads to moral doubt or disagreement, which can serve as stimulus for moral learning and moral development (Putnam 1995). In those situations,
moral routines are challenged as they fail in providing guidance for action. As
Cook states, “if we are open to questioning our ethical habits and beliefs, we will
be open to discovering mistakes and new ethical truths” (Cooke 2003, p368). In
these situations, the awareness might arise that the habits that, up to that time,
have guided us efficiently are no longer able to provide us with sufficient guidance for practice (James 1907). These impasses require the ability and willingness to look at one’s value system as such, and venture into that of other stakeholders. One needs to become aware of one’s moral routines and engage in a
process of moral inquiry in which one’s moral presuppositions are reconsidered
in light of the situation at stake. This implies that morality is “dynamic” and is
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subject of change (Hartman et al. 2019; Swierstra and Rip 2007; Dewey 1920).
Pragmatism and hermeneutics, both emphasize that morality is contextual.
Moral inquiry requires interaction with the environment and with the people
involved in the situation at stake. As a consequence, ethics develops in action
(Putnam 1995; Boitte 1998). Contextual factors are morally relevant and this implies that what is right cannot be determined without taking into account the
specific characteristics of the situation. In line with this, from a hermeneutic
point of view, it can be argued that our concepts and actions acquire their meaning within actual practices. The same action can be interpreted differently by
different people (influenced by their own specific moral background), and even
by one person in different situations. “Ethics is therefore ‘intimately concerned
with the timely, the local, the particular and the contingent (e.g. what should I
do now, in this situation, given these circumstances, facing this particular person,
at this time).” (Abma et al. 2010, p245).
Since ethics always starts from a specific here, at this moment by these practitioners, rules, norms and values are not “dogmas” (Dewey 1920, p96), but “instruments” (James 1907, p58), which acquire their meaning within the practices
in which they are used. “Conceptions, theories and systems of thought are always open to development through use. […] They are tools. As in the case of all
tools, their value resides not in themselves but in their capacity to work, shown
in the consequences of their use.” (Dewey 1920, p145). Values, norms and rules
require interpretation and application to the situation. To clarify this dynamic;
Gadamer refers to the notion of jurisprudence, in which the application of legal
rules to concrete situations leads to new insights (Gadamer 1975). In order to
apply a rule or norm, a person needs experience and expertise. In line with this,
organizational literature emphasizes that blindly following a rule is typically a
mistake of a novice. Part of becoming proficient in a trait is knowing when the
situation requires to depart from a rule (Dekker 2012).
According to hermeneutics and pragmatism, there is no “God perspective”
(Bernstein 2015) on a situation, there are only interpretations from specific perspectives. This has consequences for ces. First, as one perspective is not closer
to ‘the truth’ than another perspective, ethical reflection is often about contrasting your own perspective with that of another and learning from this. Second,
interaction with the world is a fundamental source of knowledge, and therefore
sources like bioethical literature, expert opinion or normative theories are not a
priori more important than experiential knowledge of the situation or a specific
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perspective from a stakeholder. No knowledge source (just because of its type)
is epistemologically better than another. All knowledge sources should be taken
seriously. They all represent a specific angle and interpretation of an event.
Given that all perspectives are limited, moral learning requires opening up to
the perspectives of others (Widdershoven and Molewijk 2010; Widdershoven
and Metselaar 2012). According to hermeneutics, this takes the form of a dialogue, which can result in a fusion of horizons. People are always constrained by
the limits of their situatedness at a specific time and place (their horizon), but
through dialogue, a fusion of horizons can take place in which one’s perspective
is enriched with another perspective (Gadamer 1975). This process does not
lead to a “God Perspective”, universal or objective knowledge as human learning is essentially finite. The situatedness of human action implies that we cannot
reason about what is ethically right in an abstract manner, without taking the
particularities from a certain situation into account (Dewey 1920, 1978). Instead,
our ethical considerations are heavily influenced and constrained by our surroundings at a particular moment, for instance the health care infrastructure, the
physical surroundings, the possible courses of actions, the rules and regulations, one’s own competencies, etc.
Learning is not only dependent on opening up to the perspectives of others,
but also contains a physical and bodily dimension that has often gone unnoticed
by dominantly cognitive understandings of learning (Schön 1983; Korthagen and
Kessels 1999; Ramsden 2003; Green and Hopwood 2014). Reading a textbook,
following a lecture, or having a cognitive understanding is often not sufficient for
an actual change in behavior. Inspired by and expanding on Dewey, Schön emphasized that practical, intuitive and embodied knowledge is far more influential
in our actual behavior in certain contexts than intellectual, cognitive and rational
knowledge (Schön 1983; Green and Hopwood 2014). Schön put forward an epistemology of practice, arguing that within practices specific tacit and bodily
knowledge is generated (knowing-in-action) (Kinsella 2010). Although it must be
stressed that this is not the only form of knowledge development and learning
according to Schön, this kind of knowledge is often not recognized but very influential for our behavior and difficult to put into words.
To sum up, our theoretical perspective is based on the following assumptions.
First, we regard morality and ethics as contextual and dynamic. Second, we
believe that morality is mostly invisible and develops by growing up in and moving through the world. Third, we assume that ethical reflection starts when
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moral routines are challenged. People start reflecting on their morality, i.e. doing
ethics, when confronted with a practical problem which forces them to reconsider their moral habits. Fourth, we emphasize that moral concepts and rules acquire their meaning within concrete practices and that this requires interpretation; i.e. what does this rule or principle require of me in this situation? How can
it guide and inform my action? Fifth, we acknowledge that different individual
perspectives and kinds of knowledge sources are needed to reach a meaningful
interpretation of a situation, and can be fused in a process of dialogue. Finally,
for actual change to happen, the reflection should not start nor remain at a cognitive level. In the next paragraph we will consider what this theoretical background means for the development of ces.
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Case Study
The case study concerns ces for the Centre of Expertise on Gender Dysphoria
(ceGd) of the Amsterdam University Medical Center, Location vumc in the Netherlands. lH and bm were mostly involved in providing and developing the ces.
GW occasionally provided ces and was involved in peer debriefing. aWK contributed with developing the integrative approach to ces from the ceGd perspective and GI contributed to the theoretical reflections and their implications for
integrative ces.
The ceGd provides health care to individuals who experience Gender Dysphoria (Gd) and desire gender affirmative treatment. Gd refers to the distress as a
result of an incongruence between one’s gender identity and assigned gender
at birth (Gires 2006). Gender affirmative care consists of a trajectory of different
phases (Coleman et al. 2012), depending on the individual’s treatment wishes.
Client centered transgender health care requires multidisciplinary involvement
of psychologists, psychiatrists, endocrinologists, plastic surgeons, urologists, pediatricians, nurse specialists and gynecologists that closely cooperate.
In the following we give a brief overview of the ces activities we developed
for the ceGd. We describe these activities and the lessons we learned in more
details elsewhere (Hartman et al. 2019, chapter 4 of this dissertation).
At the yearly policy meetings of the ceGd, about 80-100 professionals of all
involved disciplines, meet up for one full day or afternoon and discuss the latest
developments surrounding their care. In 2013, during one of these meetings, in
which both the adult and youth care providers were present, the first ces initiative was organized for the ceGd team and consisted of facilitating moral case
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deliberations (mcds). mcd is a structured dialogue, with a facilitator on a concrete case that is experienced by participants as morally troublesome (Stolper et al.
2016). In the context of a grant for empirical-ethical research on moral controversies in gender treatment, we evaluated these mcds (Vrouenraets et al. 2020).
To follow up on the results of this evaluation study and create more ownership
of ces, we set up a small steering group for ces at the ceGd. The members of
the steering group were lH and bm as ces staff, and aWK and other members of
the management team of the ceGd, who played a formal role at the policy level.
At these steering group meetings both the form, content, and implementation
of ces were discussed as well as the follow-up of the ces activities within care
processes and treatment policy of the ceGd.
Together with the steering group six new and innovative ces activities were
developed.
1. For six months, the ces staff took part in the weekly multidisciplinary
meetings organized by the clinic’s staff. The ceGd hired lH and bm for
their presence.
2. The ces staff collaborated in several ceGd related education activities
(on both bachelor and master level).
3. lH, bm and some members of the ceGd set up a research project to map
the moral dilemmas that were experienced by the staff of the ceGd. ces
staff and ceGd staff together published an article about these dilemmas
(Gerritse et al. 2018).
4. Based on the study of moral dilemmas, and a selection of important
moral dilemmas by the ceGd team, thematic log- and working groups on
specific moral topics were created.
5. Besides mcd, creative methods were used to discuss moral issues at the
regular policy meeting of the team, e.g. online voting systems regarding
normative statements about shared decision making in transgender care.
6. An interactive workshop, a so called ‘couch discussion’ was developed to
address ethical issues in gender affirmative care at five international
conferences, three on gender affirmative care and two on ces. The ces
support team and the ceGd team together presented both the content
and the developmental process of the co-created ces, and facilitated a
discussion on pervasive moral issues in an international context.
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Against the theoretical background described above and by reflecting upon a
case study of providing ces at the Centre of Expertise on Gender Dysphoria
(ceGd) (see above), we formulated five key characteristics for an integrative approach to ces:
• 1. Positioning ces more within care practices;
• 2. Involving new perspectives;
• 3. Creating co-ownership of ces;
• 4. Paying attention to follow up;
• 5. Developing innovative ces activities through an emerging design.

120

These key characteristics are based on iterative processes in which both theory and practice played a role. We did not derive them from theory and then
applied them to the ces practice or vice versa. Instead, they are based on a
continuous interaction between practical experience and theoretical reflection.
In other words, there was no predefined idea beforehand of what integrative
ces would or should look like, we rather derived the characteristics of integrative ces by first experiencing and developing them in practice and then reflecting on our experience relating them to theory, and finally giving them a name.

1. Positioning ces more within care practices
This first key characteristic refers to the location of ces. Often ces activities are
separate from the place where care is provided and organized. For instance,
both an ethics committee and mcd involve meetings that are usually detached
from the busy atmosphere of everyday care. Both on request of the steering
group (see methods) and inspired by the theoretical framework above, we experimented with ces activities that take place within the actual care practices.
We describe three ces activities we developed in order to offer ethics support
within daily work. We use the theoretical framework described above to deepen
our understanding of our experiences during these activities.
First, lH and bm joined the multidisciplinary treatment teams as ces professionals. In these weekly meetings, treatment decisions were made. During these
meetings, lH and bm made observatory notes and asked clarifying questions
(‘e.g. Why did you choose to not treat this patient?’ or ‘How does this relate to
argument X which was just mentioned before?’) or more normative questions
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(e.g. ‘Why do you think this is the right decision?’)7. Through asking these questions, lH and bm aimed to make the existing implicit moral frameworks more
explicit and thereby visible and subject of discussion for the team. lH and bm
also tried to connect themes, viewpoints, arguments and conclusions from earlier ces activities with the issues that were discussed in the multidisciplinary
treatment teams.
Second, lH and bm and some members of the ceGd performed ethnographic
research on ethical dilemmas experienced by the ceGd team (Gerritse et al.
2018). A student researcher observed the multidisciplinary meetings and analyzed the mcds. Through observation, the ethical dilemmas were derived from
clinical practice; this included those dilemmas emerged within the multidisciplinary meetings which were not immediately recognized by the ceGd team as
ethical dilemmas. The findings were grouped in different ethical themes and
were presented to the team during the ceGd policy meeting. This made the
team members aware of the ethical issues they were unaware of until then. The
staff remarked that the way we structured our observations into ethical themes
was very different from the one usually carried out by one of the members of the
ceGd team; the themes were structured according to an ethical perspective instead of a medical perspective.
Third, we experimented with writing an ‘ethics log’ (or ethics diary) on two
topics during every day work processes or observations (i.e. ethical dilemmas
concerning ‘fertility’ and ‘life style’ (e.g. Body Mass Index and smoking). In order
to create more focus within the large amount of ethical issues and to guarantee
a stronger harvest for clinical practice and policy, four members of the ceGd
team and two ces staff members volunteered to keep a ‘shared ethics logbook’
in which they wrote down all ethical issues around topics selected by the team
(i.e. how often it occurred, the kind of ethical dilemmas, other questions, were/
how it was discussed, what kind of arguments were used, what kind of discussion took place, what the final decision and actions of the team were). The ces
staff developed a first framework or structure of the ‘ethics logbook’ which was
adjusted together with the ceGd team during several working group meetings
(i.e. what and how to log topics). During ceGd team meetings both the ceGd and
ces loggers presented their preliminary findings. The loggers chose one specific topic to discuss with the whole team in four interactive workshop sessions.
We reflected on our experiences in this new role in more detail in Chapter 4 (Hartman et al.
2019).
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In all three examples the ces interventions focused on addressing or reconstructing ethical issues which emerged during actual work. Throughout these
initiatives the ethical dimension of the everyday practice was made explicit, instead of steering the reflection on a pre-determined ethical issue or theme. This
helped the ceGd team members to create a meaningful connection between
ethical reflection and practice; the ethical deliberation was not relegated to a
separate ces activity but became part of daily work. This direct interrelatedness
between ethical reflection and practice was triggered merely by the presence
of the ces staff, the student researcher or the loggers. Even if they did not say
anything, the ceGd team recognized them as ces staff focusing on the ethical
dimension of their work. For example, in one of the multidisciplinary team meetings, somebody said: ‘This is really a dilemma’ and then looked at the specific
ethics staff member. At another moment, a participant remarked: ‘Perhaps you
should note this down, since there is really an ethical issue here’. Also, more often ceGd team member referred to specific mcd sessions in which the topic at
hand had been discussed before.
In line with our theoretical background, we consider an important task of ces
to make the invisible moral frameworks visible, and thereby subject of reflection
for the care workers. We found that organizing ces activities within care practices can be valuable since it urges the ces professionals to help the team in revealing the ethical dimension of every day issues that were previously interpreted as merely factual, medical or were even completely unnoticed by the team.
As a result, the ethics work was no longer limited to the moments in which the
ceGd team participated in specific ces activities.
Yet, we also encountered some challenges when positioning ces more within
care practices. In the first place, time for reflection appeared to be limited during actual work processes. For example, the ‘interventions’ from the ces staff
during multidisciplinary meetings were restricted to short questions; there was
no time for a more thorough discussion of the issues or arguments. Within care
practices health care workers are pressed for time and often do not experience
the room and space to reflect on their own moral framework. The ces professionals were able to point out ethical issues, in everyday decision making that had
gone unnoticed by the care workers themselves, but the time to further discuss
or reflect on these ethical issues had to be organized on separate occasion.
To conclude, the first characteristic, positioning ces more within care practices, raised awareness on moral routines and implicit moral reasoning. This ena-

bled the team to understand, discuss and adjust them (when deemed necessary). By reflecting on automatic judgements during actual work processes,
professionals uncover normative presuppositions, values and norms within their
judgements, decisions or discussions. From a dialogical perspective, developing
a new understanding of a disagreement or confusion within a team, with the
patient or among stakeholders, can help the health care team to realize why
certain choices are difficult, and provide them with a new vocabulary to describe and talk about the ethical dimension of their practice. This enables professionals to voice their questions, jointly reflect on their daily routines and habits
and foster reflection about their own presuppositions in light of the characteristics of the situation they face every day.
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2. Involving new perspectives
The second key characteristic of an integrative approach to ces is the involvement of new perspectives. From our theoretical framework above, follows that
there is no ‘God perspective’ from which one can determine what is the right
thing to do. For integrative ces this means that one should actively try to include
new, unexamined perspectives within the ethical reflection, and encourage the
team to integrate these perspectives in the consideration of the right thing to
do. A new perspective can be provided by a colleague with whom one strongly
disagrees or a stakeholder who was not part of the discussion before. New perspectives to an existing situation can also be brought in by considering an ethical theory or by inviting ces staff to be present and observe care practices. As
described above, moral learning entails opening up to multiple perspectives.
We describe two examples in which the team was challenged to consider new
perspectives on a certain ethical issue.
First, mcds were organized as a way to bring several perspectives together
and stimulate moral learning by a dialogue between these perspectives (Widdershoven and Metselaar 2012; Stolper et al. 2016). Within the mcds lH and bm
stimulated interdisciplinary exchanges, by dividing the attendees of the policy
days into smaller groups (of about 12 people each) aiming for as much variety of
representatives of disciplines as possible within each mcd. This provided new
insights and more understanding between the disciplines. Within mcd, health
care workers are challenged to reflect themselves on what they consider the
right thing to do in a specific case, within the general framework of rules, regulation, research evidence and quality standards. The stakeholders are either pre-
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sent at the mcd or represented by participants of the mcd who are encouraged
by the facilitator to place themselves in the shoes of the stakeholders.
A lot of moral dilemmas re-emerged about the question on what was the best
age to suppress puberty by means of puberty blockers (GNRH antagonists).
Care for youngsters (age between 10 and 12) that wish for a medical transition
can be roughly divided in two phases. After a first diagnostic phase, the initiation of puberty suppression enables a lengthening of the diagnostic phase that
offers extra time to reflect upon gender identity development and treatment
wishes without the development of secondary sex characteristics . Puberty suppression is reversible. In the Netherlands, in general, puberty suppression can
be initiated from the age of 12 after extensive diagnoses and meeting specific
criteria, while androgens and estrogens can be prescribed from the age of 15,
also meeting certain criteria. These two phases, first the start of puberty suppression at twelve and then androgens or estrogens from fifteen, seem relatively straightforward. But in daily practice a lot of questions and discussion arise
around the question; what is the right time to start puberty suppression?
For instance, some youngsters, especially those assigned females at birth,
reach puberty before age twelve. The biological development of puberty is independent of the calendar age and is in clinical terms expressed in Tanner stage. The team struggled with the question; should we start puberty suppression
younger than twelve? Should we make an exception especially for biological
girls? First, there was discussion in the team whether the Tanner stage or calendar age should be taken as leading for prescribing puberty suppressing hormones. After carefully deliberating this issue, they decided for the Tanner stage.
But then, moral questions and disagreements started to emerge about ‘what is
then ‘the right’ Tanner stage? The team discussed a number of these cases in
interdisciplinary mcds. One insight they gained is that their opinion also differed
according to the nature and responsibility of their respective disciplines. Some
professionals wanted to start earlier because the less physiological characteristics of the biological sex, the more the youngster would eventually pass as the
preferred gender. However, some psychologists emphasized the importance of
the youngster being very sure of the trajectory (since the trajectory has some
very serious consequences like infertility). They also referred to some evidence
that in a proportion of adolescents, gender dysphoric feelings may diminish
when a youngster reaches puberty. As a consequence, some caregivers in some
cases preferred to wait a little bit longer, until upcoming puberty (but before
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reaching full puberty), to see how the youngster would react to the hormones
of their biological sex (to be really sure the youngster still wants this and not
regrets the decision later). The mcds resulted in more understanding in these
various perspectives, improving the awareness of individual factors that play a
role in this deliberation and a leading towards a more shared approach concerning the Tanner stage at which to start puberty suppression.
During the mcds participants were asked to investigate values and norms
which are important for the stakeholders in the case, especially those who are
not present during the mcd (Stolper et al. 2016). This exercise made explicit the
moral dimension of the case and led to a better understanding regarding their
own judgement and the judgments of other participants. Through dialogue with
others, participants provided a new description of the case at stake by making
differences explicit and contrasts visible. Moreover, they were asked to link their
values to concrete norms for action thereby reflecting on concrete rules of action which follow from their values.
This exercise is valuable from both a hermeneutic and pragmatists perspective (Widdershoven and Metselaar 2012; Inguaggiato et al. 2019). Through dialogue with others, who might have different ideas, professionals acquire more
understanding about their own presuppositions. They are encouraged to engage in a dialogue and to be curious about others’ opinions instead of aiming to
convince each-other. Dialogue is hermeneutically used to foster a joint learning
process which enables participants to reflect upon their own moral intuitions.
Moreover, as pragmatism stresses, the first step towards the resolution of a (moral) issue is providing a new and enlarged description of it (Rorty 1989), which
requires including different interpretations.
This example shows that the ces activity of organizing mcd can help with involving various perspectives in a moral consideration, and can stimulate the exchange and joint learning process between disciplines. Organizing mcds can be
a valuable part of an integrative approach to ces, since it encourages moral
learning by reflection on one’s moral routines through opening up new perspectives.
A second example of involving a new perspective concerns the introduction
of theoretical concepts from ethical theory. lH and bm observed that ‘shared
decision making’ was a pervasive moral theme during mcds and treatment
meetings. To discuss this theme with the whole team, lH and bm used five normative statements on moral responsibilities within shared decision making, part-
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ly based on literature (Sutherland et al. 1989) and partly based on their experiences within the ces activities8.
We discussed these statements on two different occasions; at an international conference regarding transgender care (WpaTH, 2016) and at a team meeting
of the ceGd. We used voting software and asked the attendees a) what was their
position with respect to the actual and the ideal situation of shared decision
making in transgender care, and b) which value was decisive for their ideal position. The opinions and values of the attendees were collected anonymously
and projected in real time on a screen. This allowed participants to engage in a
conversation about the results of the voting. Both the attendants at the international conference and the team at the team meeting remarked that the five
normative statements enabled them to discuss a pervasive and difficult ethical
theme in a more structured and more constructive way.
This exercise shows that theoretical concepts can provide a new perspective
on, or clarify an ethical theme. As part of an integrative approach to ces, ces
staff can search for metaphors, insights or concepts from (bioethical) literature,
that support health care professionals in clarifying their ethical dilemmas, or
provide new vocabulary to describe and discuss the ethical dimension of a certain situation. When this is done successfully, the participants can learn to better understand the specific situation and also other similar ones, thereby improving their ability to act on their heightened awareness. Connecting theoretical
concepts to specific experiences of practitioners transforms the theoretical
concepts into tools which are immediately useful for practice.
It is impossible to determine beforehand what kind of concepts resonate well
with the experience of care practitioners. As elaborated by Dewey, ethics is not
a set of rules which can be applied in all situations (Dewey 1975). Principles and
theories do not apply to all situations; context specificity does not allow to determine beforehand what kind of concepts resonate adequately with the health
care practitioners. The abstract notions, need to support the practitioners in
‘making sense’ of their own practices.
8
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Five levels of decision making:
1.The caregiver should decide, taking into account what is known about the treatment
2.The caregiver should decide, taking into account the preferences of the patient/client
3.The caregiver and patient/client should decide together, based on equality
4.The patient/client should decide, taking into account the preferences of the caregiver
5.The patient/client should decide, taking into account what the patient/client knows about
the treatment
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We also experienced challenges with the involvement of new perspectives,
e.g. organizing patient involvement as a new perspective was particularly challenging. We know from the literature that patient involvement requires good
preparation and specific care and attention for both patients and caregivers
(Weidema et al. 2011). Within the case study, we had some experiences with involving clients in ces. At the WpaTH, epaTH and a public evening at the ceGd we
simulated an mcd in which also transgender people participated. The first experiences were positive; they allowed participants to enter in a dialogue (rather
than a debate in which opposing groups of stakeholders try to convince each
other) and encouraged more understanding into the perspectives of others. We
lacked the resources and time up until now, to follow up on this and organize the
involvement of patients in a proper and careful way.
To conclude, we consider the effort to engage new perspectives in various
ways an important part of an integrative approach to ces. These other perspectives can be the view of a coworker who is in disagreement, or the perspective
of a patient that may have gone unheard before. This goal can be achieved by
inviting new stakeholders or to organize mcds involving different professional
disciplines. It may also mean organizing observational research or inviting ces
staff to participate in the daily activities. Furthermore, engaging new perspectives can also be achieved by introducing theoretical concepts, principles or insights from (bioethical) literature, which then need to be applied to the concrete situation.

3. Creating co-ownership of ces
A third key characteristic of an integrative approach to ces is working towards
co-ownership regarding both use and follow-up of the ces, and the further development of ces. We experienced that co-developing the form and structure
of the ces together with the team helps in making the ces activities actually
respond to the needs for ces and to the care structure of the team. This requires the ceGd team to have an active, ‘ownership-kind’ of feeling towards ces
instead of a more passive attitude.
Often, ces is interpreted as the expertise and responsibility of the ces professional. This implies that ces professionals are regarded as guardians of the
ethics climate or that facilitating and organizing ethics activities is seen as the
role of ces staff and not of the health care team, which remains passive. For instance, when ethics staff is responsible for organizing mcd, this can be a barrier
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for the uptake of the insights from this mcd session by the health care team. In
our project co-ownership gradually took place. The founding of a steering group
for ces (see characteristic 4 for more detail), played an important role in this. In
the steering group a continuous (informal) evaluation of the current ces methods took place. Based on the evaluations, new strategies for action and new
policies were developed and then communicated to the whole team. This led to
continuously co-developing and experimenting with new ces methods (see also
characteristic 5). Here, we describe two other activities which were helpful in
creating co-ownership of ces.
First, an evaluation study about the mcds at the policy meetings played a
fundamental role in establishing a co-ownership of ces. (Vrouwenraets et al.
2020). In addition to the fact that the facilitators (lH and bm) got in-depth information about the needs for ces and the team’s experience of specific mcds, this
also encouraged the team members of the ceGd to actively put the kind of ces
they needed on the agenda. The design of the evaluation study also contributed to this. The evaluation was a mixed methods study, combining questionnaires with interviews and focus groups. During the focus groups, the question
whether mcd addressed the needs sufficiently, what could be improved and
whether other ces activities would be more useful was discussed extensively.
So, in line with responsive evaluation methodology (Abma et al. 2009), instead
of evaluating ces on predefined outcomes, the desired outcomes of the ces
activities were discussed with the team. This made the team aware that they
‘had a say’ and even ‘should have a say’ in the kind of ces they received and
helped creating co-ownership of the ces activities.
Second, we experienced that undertaking certain activities together, like presenting at conferences, jointly developing and teaching working groups and
lectures for students and co-authoring papers, fostered trust, informal relationships, collegiality and a sense of co-ownership of ces. During the joint preparation of these sessions, activities and co-authoring of papers, the meaning of
the ces activities for the team was discussed within the broader international
context of both ces and gender affirmative care. For instance, lH and bm gained
in-depth insights about the ethical controversies and international debates
within gender affirmative care, and the position of the Dutch ceGd in this. Likewise, ceGd professionals gained more understanding of specific kinds of ces,
different views on ces and the position of the Department of Medical Humanities
in this matter.
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We consider a sense of co-ownership of the ces activities an important aspect of integrative ces, both practically and theoretically. As pragmatist and
hermeneutic ethics argue, ethics is always contextual and develops within practices. This also applies to ces itself. The form, method and way of organizing ces
should be adjusted and evaluated within practices in order to provide the right
kind of support (see also characteristic 5). This entails including stakeholders in
the way the ces is organized and with what kind of method the ces is provided,
in sum – striving towards a co-ownership of ces.
Creating a sense of co-ownership of ces does come with challenges. An important challenge is time. The first contact with the ceGd was established in
2013, when an mcd was organized during a policy day. It took time to gradually
intensify the contact and familiarize with the way of working and culture. It can
take years of joint learning experiences and building trust to achieve true
co-ownership of ces. A second challenge was to determine the level of activity
required of the ces professionals to strive towards co-ownership. At the beginning of ces, the ownership was not experienced by the ceGd team, so the ces
staff put extra effort in the organization and continuation of ces, leading to the
risk that the ceGd would become more passive (i.e. if someone else does all the
work, there is no incentive to organize something yourself). After a while, the
ceGd team started to take the lead more with specific requests for ces, prompting the ces staff to become more passive and thinking about innovative ways
(see characteristic 5) to be able to meet the request for ces. In sum, the ’right
level of activity and responsibility’ to strive for co-ownership of ces differs over
time, and requires reflection and responsiveness to new circumstances.
To conclude, we experienced that a participatory and responsive research
design for evaluation research, in which the stakeholders are challenged to not
only evaluate ces on predefined outcomes, but express the outcomes they
themselves would want and the roles they could play in improving the usefulness of ces, can help towards more co-ownership of ces. Secondly, undertaking
and jointly developing certain activities, like presenting a session on a conference, teaching or co-authoring papers, works well to create more trust and informal relationships and it also helps to explicate to each other the meaning of
certain ces activities within a broader context. We experienced that these activities helped creating more co-ownership of ces and embedding it in clinical
practice.
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4. Paying attention to follow up
A fourth characteristic of an integrative approach to ces concerns extra attention for the follow up of ces activities in order to actually contribute to improvement of clinical practices. Within ces one reflects on what is considered to be
good care for a specific situation, or for a certain ethical issue. A cognitive understanding of the right thing to do is often not sufficient for actual change in
behavior. It is important to follow up on new insights and translate them into
action. We describe two examples in which we stimulated follow-up from the
ces activities in clinical practice.
The evaluation study of the mcds we conducted showed that we needed to
pay more attention to the follow up of the mcds (Vrouwenraets et al. 2020). To
follow up on the results of this evaluation study, we set up a small steering group
for ces at ceGd. The members of the steering group were lH and bm as ces staff,
aWK and other members of the management team of the ceGd who played a
formal role at the policy level. At these steering group meetings, the form, content, and implementation of ces was discussed as well as the follow-up of the
ces activities within care processes and treatment policy of the ceGd. Besides
fostering follow-up actions, the steering group also played an important role in
creating more co-ownership (characteristic 3).
To stimulate follow-up, an inventory of follow-up points was made at the end
of each mcd. The facilitators asked the participants which insights/remarks/outcomes of the mcd they felt needed to be taken up. In regular meetings with the
steering group these points were also discussed. For instance, during one mcd
it was remarked that the team lacked information and expertise to handle religious doubts about gender affirmative care from a Muslim perspective. The
steering group decided to invite an expert to give a lecture on this topic at the
next ceGd policy day. This way, the learning points of the mcds and other ces
activities became integrated within the actual care process of the team (on a
micro-level, concerning a treatment decision and meso-policy level developing
a local protocol or fostering the knowledge of the team members).
Another example concerned the follow up of the study mapping all ethical
issues (Gerritse et al. 2018). At a policy meeting of the ceGd team, the overview
of all ethical issues was presented in order to perform a member check with
respect to the findings of the study. In addition to this, the presentation of the
findings was used to ask the ceGd team members which ethical issue they would
like to prioritize and who would like to be involved in the follow-up. As discussed
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above, the ceGd team decided to continue to work with two ethical themes.
Subsequently, four ceGd team members volunteered to become a member of a
working group, and to use the ethics logbook. Based on the notes and reports
of the logbooks, a specific policy group was established, chaired by a ces staff
member, in order to develop a new policy for the ethical issue.
A challenge we experienced concerns the responsibility for follow-ups. We
deliberately prevented emerging of a situation in which ces professionals are
responsible for the ces activities and the team of the ceGd for the follow up in
their care, and aimed for a more diffuse division of responsibilities (see also
characteristic 3 about co-ownership). The ces professionals put topics on the
agenda, actively questioning whether they were followed up on, and even thinking along into how certain changes could best be implemented in the care
processes. The steering group increasingly collaborated in defining which kind
of ces activity would benefit them the most at a particular moment. The absence
of a clear division of responsibility was positive, in that it created a joint effort to
foster ces as well as improve practice. Yet, this also led to discussion and sometimes a lack of clarity about who is responsible for what. We continuously reflected on this and made it a topic for discussion.
To conclude, as emphasized in our theoretical framework, just having a cognitive understanding of what the right thing to do is, is not sufficient for actual
change to happen. Actual changes in morality require the development of a
new way of doing things, and concrete changes in the working culture or context (e.g. how the work is organized). To prevent ethical dilemmas from recurring, more systemic change is required (ranging from extra education to a change in infrastructure). This requires cooperation between the ces professionals
and the team, and joint work on making explicit what are the follow-up practical
implications of moral insights and concrete decisions emerged during the ces
activities.

5. Developing innovative ces activities through an emerging design
A fifth characteristic of integrative ces is that it requires an emerging design and
cannot be planned from the start to the end. This implies that both the type of
ces activities themselves and the co-ownership of ces cannot be fully preordained, but evolve during the process. In order to respond to changing ces
needs, a creative, flexible and participatory attitude of both ces staff and ceGd
staff is essential. Ideally new ces activities are developed together with the
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health care professionals (co-ownership, characteristic 4). As mentioned in our
theoretical framework, we learn from our experiences, and continually readjust
and redirect existing ces activities based on the previous experiences and on
the continuously changing context.
The collaboration and development of new and creative ces activities evolved gradually over time (since 2013 and ongoing). In the steering group, but also
in other constellations, we developed a number of innovative ces activities,
which worked well for the team in the sense that the methods enabled them to
discuss certain moral themes and returning topics. For instance, the ethics logbooks and joining the treatment meetings (see above) were innovative ces activities arising from joint learning experiences and reflection on what was needed
at a particular time. Both examples aimed at bridging more regular ces activities
outside the working place with the actual professional behavior in clinical practice, i.e. moving towards clinical practice (see characteristic 1). Also, an emerging
design does not imply that certain initiated ces activities are expected to go on
indefinitely. Hence, an emerging design also implies that certain ces activities
do stop after a while because they do not longer serve their original purpose.
Whereas the co-creation and co-ownership framework of collaboration leading
to the development of integrative ces activities is currently still in place, and has
become a shared responsibility of the ces team and health care professionals,
the resulting activities have evolved according to the needs of the team and the
inputs coming from the ces team. Sometimes the need for a certain ces activity
has passed, or the momentum has seized due to different circumstances. An
emerging design requires a continuous moving along with new circumstances
and co-creating innovative ces activities.
In line with the theoretical framework, an emerging design implies that we
need to learn from our experiences and evaluate our concepts and methods for
integrative ces within practices. We learned from our experiences and continually readjusted and redirected the ces activities based on what worked and
didn’t work. For instance, the initial structure of the ethics logbook appeared to
be too complex. Based on the working group meetings with the ceGd loggers,
we simplified the logbook and we planned more additional meetings or talks
with the ceGd loggers to discuss and write down the ethical issues within specific cases/experiences/situations for the logbook.
A challenge resulting from the emerging design is that it can give rise to
questions within a hospital structure that requires project plans, goals and defi-

discussion
In this paper we described an integrative approach to ces by elaborating on five
key characteristics. These key characteristics are based on our experiences in a
case study and our theoretical reflection on ethical theories, especially pragmatism, hermeneutics, and educational and organizational studies. Integrative ces
aims at positioning the ces activity closer to the regular work processes (both
physically with respect to the location of ces and methodologically, i.e. presenting the ethics activities as connected to the work activities). Integrative ces also
puts additional effort in creating co-ownership of ces and in strengthening the
follow-up of conclusions, insights and actions derived from the ces activities.
Finally, it emphasizes the importance of flexibility and developing innovative ces
activities in an emerging design.
The integrative approach to ces we put forward in this paper can be compared to integrated ces developed in the us and “the Hub and Spokes strategy”
developed in Canada (MacRae et al. 2005; Fox et al. 2010). Integrated ces as
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nitions of outcomes for instance with regard to financing (e.g. there is only money to do 6 mcds a year). When you cannot specify beforehand exactly which
ces activities you will perform, it is difficult to calculate a budget for the ces staff
and the ceGd staff. There was no previously set out work plan or project plan for
the ces for the ceGd. It was part of the larger structure of offering different
kinds of ces for the whole hospital. Within this larger hospital-based structure
there was explicit room for variations to the needs of the local teams/wards or
departments. Furthermore, the ceGd team was able and willing to provide additional funding for trying out new ideas. This is one way to address the challenge
of keeping flexibility within a larger structure which often requires more planning.
To conclude, an important part of integrative ces makes it impossible to all
ces activities ahead, but leave room for flexibility, innovativeness and a continuous readjusting and fine-tuning of the ces activities towards the needs of a
particular team or the aims that we are striving for; i.e. an emerging design. This
is in line with our theoretical framework in which it is emphasized that our concepts and theories acquire their meaning within practices and continuously
need to be readjusted based on the experiences within practices.
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described by Fox and colleagues provides a comprehensive, systemic and programmatic approach to ces based on ethics consultation (level of decisions and
actions), preventive ethics (level of systems and processes) and ethical leadership (level of environment and culture) (Fox et al. 2010). The ‘Hub and Spokes’
strategy provides an alternative model in which the ethics support is decentralized by training health care workers as local ethics recourse leaders (the spokes). The health care ethicist (the hub) “focuses to enhance awareness, knowledge, and skills by building and supporting ethics capacity” and training the
spokes. (MacRae et al. 2005).
A similarity between the integrated ethics approach, the Hub and Spokes
strategy, and our integrative approach to ces is the aim to increase the impact
of ces within a health care organization by organizing ces in a new and comprehensive way. Another similarity is the combination of both cased based support
and attention for the policy level, to prevent ethical dilemmas from happening
again (preventive ethics)(Fox et al. 2010).
The main difference is that the integrative approach to ces put forward in this
paper is not programmatic, like the integrated approach and, to a lesser degree,
the Hub and Spokes strategy. The notions of emerging design and development
of innovative ces activities refer to a more dynamic approach. The idea of Integrative ces is that ces professionals and health care professionals continuously
evaluate and re-adjust the ces towards the needs of that moment. This can be
both the needs as experienced by the team and the needs that the ces professionals feel need to be addressed. We chose the verb integrative instead of integrated ces, to emphasize the inherent active and dynamic character of this
approach, while at the same time keeping the emphasis on integration of ces
within care practices and the larger organization. The hub and spokes strategy
also emphasis this need for flexibility in the sense that the spokes can provide
ces adapted to the local context (MacRae et al. 2005). A further difference is
that the integrative approach to ces and the hub and spokes approach target
the whole hospital, whereas our integrative ces approach focuses on a specific
team. We need to further research if this kind of radical co-ownership of ces is
also possible on a hospital level.
An integrative approach to ces seems to be a way to meet the challenges for
current ces mentioned in the introduction of this paper. First, in our case study
there was no shortage of issues for reflection and deliberation. In fact, the steering group had to discuss which themes should be given priority give the large
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number of topics put forward, in light of limited resources (in money and time of
professionals). Second, the impact of ces on the care practices and the chance
of uptake of the outcomes of ces appears to be higher than in more traditional
forms of ces, because of the alignment of ces with the needs of a team, the
emphasis on follow-up of the ces activities and the commitment to co-ownership. The emphasis on co-ownership stimulates the health care team to express
the outcomes they themselves would want and the roles they could play in
achieving these outcomes (instead of evaluating ces on predefined outcomes).
In future studies, it is important to actually evaluate integrative ces activities in
the light of the concrete outcomes of integrative ces
With regard to the question of whether a ces professional should be an in- or
outsider, our experience with integrative ces seems to indicate that a middle
position is possible and effective. Because lH and bm were often present, they
felt like insiders, and were treated as such; yet, they remained ces professionals,
and did not have a standard role in the team. In this sense, our approach shows
that the distinction between in- an outsider roles is not straightforward, and that
the merits of both roles should be determined in view of the concrete situation
(Simpson 2012). Following Aristotelian virtue ethics, one might argue that it is
important to prevent the extremes of full immersion on the one hand, and external criticism on the other hand, and to be sensitive for the right middle in concrete situations. Also, it helps to discuss these tensions explicitly internally and
with the health care team.
We also experienced that the middle position between insider and outsider
provided a good basis for critically examining existing elements of health care
practice, together with the team. Since we were regarded as partners, we were
able to highlight moral issues that had gone unnoticed by the team. Indeed, as
we have argued, a crucial role of the ces professionals is to make certain moral
routines visible and subject of discussion, by fostering new perspectives on a
situation. The case study indicates that trust is crucial for critical reflection. Trusting each other does not mean merely being nice. We experienced that the
trust of the health care team allowed us to ask critical questions. We also experienced that a dialogical approach to ethical reflection enabled stakeholders to
actually reflect upon what has being said (instead of defending themselves).
A strength of our methodology in developing an integrative ces approach is
the combination of practical experience and theoretical reflection. The key
characteristics we have described are the outcome of a process of reflection,
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linking practical experience to theoretical concepts, resulting in a better understanding of both theory and practice. Moreover, we made our theoretical background explicit, in order to be transparent about the presuppositions concerning the way we perform ces, the ces activities we prefer, and the perspective
from which we analyze the results (Schildmann et al. 2013; Salloch et al. 2015).
This opens our viewpoint up for further discussion.
The five key characteristics can guide evaluation and further professionalization of ces in general and of a local ces practice. However, we should be aware
that the characteristics should not be treated as new dogmas or rules that apply
for all ces practices. In line with our theoretical framework, good ces should be
determined and assessed in on ongoing dialogue, within local ces practices,
with the relevant stakeholders.

conclusion
In this paper we described five key characteristics of an integrative approach to
ces. 1. Positioning ces more within care practices, 2. Involving new perspectives,
3. Creating co-ownership of ces, 4. Paying attention to follow up, and 5. Developing innovative ces activities through an emerging design. They are based on
theoretical reflections (pragmatism, hermeneutics and organizational and educational sciences) and our experiences in a case study in which we together
with a team of health care professionals in transgender affirmative care developed a ces approach fitted to the specific practice. Our experience has been
that integrative ces requires efforts, both of the clinical ethicists and of the team
of health care professionals, but is also rewarding, in that it is shared work, directly related to regular work processes and resulting in new ways of dealing
with the ethical dimensions of daily care.
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absTracT
This paper presents a set of quality characteristics for Clinical Ethics Support
(ces) in the Netherlands. The quality characteristics were developed with a large
group of stakeholders working with ces, participating in the Dutch Network for
Clinical Ethics Support (neon). The quality characteristics concern the following
domains: 1. Goals of ces, 2. Methods of ces, 3. Competences of ces practitioners
and 4. Implementation of ces. In the discussion we discuss suggestions for how
to use the quality characteristics, discuss some aspects that stand out about
these quality characteristics, and reflect on the method and the status of the
quality characteristics. The quality characteristics are meant as a heuristic instrument, helping ces practitioners to explore and improve the quality of ces in
a health care organization, but at the same time they can be improved based on
experiences during their application to ces practices.

inTroducTion
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Keywords
clinical ethics support, quality characteristics, responsive evaluation methodology,
learning network

In a national survey from 2012 we learned that 69% of Dutch healthcare institutions provide some form of Clinical Ethics Support (ces), including ethics committees, moral case deliberation and ethics consultants (Dauwerse et al. 2014).
Internationally, the presence of ces has increased within healthcare institutions
over the last 30 years (Rasoal et al. 2017). ces shows variety regarding structure,
function, model and type of support (Doran et al. 2016). In the majority of countries, ces is encouraged as part of quality of care or support for health care
professionals and/or patients. Accreditation agencies, such as NIAZ-Qmentum
and jci, stress the importance of ces as part of good health care (jci 2018; Accreditation-Canada 2012).
Since ces can have a direct impact on patient care, the need to conceptualize, evaluate and foster the quality of ces has been argued (Schildmann et al.
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2013; Whitehead et al. 2009; Williamson et al. 2007; Pfafflin et al. 2009; Molewijk
et al. 2017; Pearlman et al. 2016). In order to foster the quality of ces in the us, an
asbH taskforce developed an updated set of core competencies for and together with ethics consultants (asbH 2011). Also, a tool was made to assess the
quality of ethics consultations based on written records (Pearlman et al. 2016)
and an ethics code for ethics consultants was published (Tarzian and Wocial
2015).9 Recently a certification program for health care ethics consultants was
set up (asbH 2020). In the uK, the uKcen developed a set of core competencies
for and together with members of clinical ethics committees in hospitals (Larcher et al. 2010; Slowther 2008) and published a practical guide for clinical
ethics committees (Slowther et al. 2004). Norway has also developed a manual
for clinical ethics committees within the development of a network (Førde 2012).
And finally Canada has two national networks fostering the quality of ces, one
concerning hospitals (capHe-access) and another concerning community care
(cen).10
In the Netherlands, up until now standards, norms or guidelines regulating
the quality of ces, regarding the structure of ces, the quality of ces activities,
and the quality of the ces practitioner were absent.11 Quality staff, management
and ces practitioners and trainers indicate the need for developing, fostering
and monitoring quality of ces in their health care institution (Dauwerse et al. 2011).
This paper presents a set of quality characteristics on ces which has been
developed with and for practitioners working in ces in the Netherlands. We first
describe the context of the study, the Dutch Network for Clinical Ethics Support
(neon) in more detail.12 Then we describe the methodology used to develop the
set of quality characteristics. Next, we describe the quality characteristics, concerning the following domains: 1. Goals of ces, 2. Methods of ces, 3. Competences of ces practitioners and 4. Implementation of ces. In the discussion we discuss suggestions for how to use the quality characteristics, discuss some aspects
9 These core competencies have been accompanied by an education guide (asbh , 2009).
10 caphe - aces stands for: Canadian Association of Practicing Healthcare Ethicists – Association
canadienne des éthiciens en soins de santé. cen stands for: (Community Ethics Network).
11 One exception is a Dutch document about the quality of the Moral Case Deliberation facilitator,
developed by the working group of the former Dutch Platform for Moral Case deliberation
(Platform Moreel Beraad, 2010).
12 neon is an acronym for: ‘Netwerk Ethiek Ondersteuning Nederland’ (Dutch). neon was founded in the context of a 4 years research project at Amsterdam umc (location vu mc) funded by
the Ministry of Health of the Netherlands that started 1-12-2013. When the funding ended
(1-08-2018), the network continued as an independent foundation.
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that stand out of these quality characteristics in comparison to uKcen (uK) and
the asbH (us), and reflect on the method and the status of the quality characteristics.

meTHods
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In 2014, the neon network was established. neon aims to bring ces practitioners together in order to 1. learn from each other’s experiences on doing ces in
healthcare organizations, 2. professionalize ces by stimulating knowledge exchange and reflection on the quality of their own ces activities and 3. conceptualize the quality of ces by formulating a set of quality characteristics on ces.
Participants in neon include a large variety of professionals involved in ces (e.g.
members of ethics committees, facilitators of moral case deliberation, ethics
consultants, managers of ces, quality staff and ethicists) in a variety of health
care domains (e.g. hospital care, mental health care, care for the disabled, nursing care, youth care). Currently, summer 2020, neon has 261 individual participants and 15 ethics committees who present themselves on the neon website13,
1333 people receive a quarterly newsletter from neon and the yearly national
conference of neon attracts about 100 to 200 ces practitioners.
The process of jointly developing quality characteristics of ces took place
within a larger project in which we developed the network neon. We developed
a process inspired by a responsive evaluation methodology (Abma et al. 2009).
This methodology bears close resemblance to our dialogical approach to ces
itself: conceptualize and determine the normativity of a certain practice through
dialogue together with various stakeholders. We describe the relationship between our theoretical understanding of (quality of) ces and our choice for a responsive evaluation methodology to conceptualize and foster quality of ces elsewhere in more detail (Chapter 6).
Inspired by a responsive evaluation methodology, we used the challenge of
defining the quality of ces as a joint effort to bring the participants together and
jointly work towards the common goal, while at the same time the goal itself was
also subject of discussion. For instance, the term quality characteristics of ces
was coined as a more open and appropriate term after a discussion at a neon
13 www.hetneon.nl
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meeting; quality criteria were deemed too restrictive and with a risk of referring
too much to standardized quality audits and therefore not suitable.
The process of developing the quality characteristics consisted of three phases. In the first phase (from December 2013 until December 2016) we conducted
24 semi-structured interviews with ces practitioners and other stakeholders
working in the field of ces, organized 3 expert meetings and launched a website
with inspiring practice examples of ces (see table 1 for an overview).14 Based on
the interviews, the first expert meetings and the practice examples on the website, we developed the first draft of a working document on the quality of ces.
This work document was sent back to the attendants of the first expert meeting
and was continuously updated as the project unfolded.
At the first expert meeting, a handbook of ces was mentioned as one of the
desired outcomes of neon. The structure of chapters and the content of each
chapter was determined at the second neon expert meeting. First drafts of
each chapter were sent out to those people who had indicated a particular interest in contributing to a particular chapter. We collected and processed all
comments we received. After multiple redrafting and feedback loops of ces
practitioners this resulted in the text of a handbook of ces in the Netherlands
(Hartman et al. 2016). The handbook consisted of a general text about the quality of ces with contextual details and practice examples (resembling a thick
description (Geertz 1973)) as well as tips, examples from ces practices, experiences from ces practitioners, useful ces formats etc. In the end, specific quality
characteristics were formulated for each section as a succinct summary of a
certain passage. Hence, the quality characteristics were derived from the rich
descriptions of various Dutch ces practices by ces practitioners themselves.
This resulted in 85 quality characteristics, all published in the ces handbook.
In the second phase of the project (January 2017 until August 2018), the published ces quality characteristics were applied by a group of 22 ces practitioners in 10 health care organizations.15 These ces practitioners responded to an
open call. This group used the quality characteristics in order to assess the
quality of ces practices in each other’s health care institution by means of a
responsive quality assessment (Van Baarle et al. 2019). A training day was orga14 We organized also other activities through neon , such as the annual neon conferences,
neon workshops and neon masterclasses, but since these activities do not directly relate to
the development of the quality characteristics of ces, we have not listed them in this table.
15 The project originally consisted of 11 participating health care organizations. One health care
organization withdrew, so 10 health care organizations completed this phase.
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phase

research actIvIty

date

1

24 Interviews with stakeholders in ces

4-2-2014 until 15-10-2014

Three expert meetings

22/23-05-2014, 27-10-2014,
26/27-03-2015

Website www.hetneon.nl with practice
examples of ces

26-03-2015 (launch) - ongoing

Writing handbook

26-03-2015 until 03-06-2016
(launch)

Chapter 6: Empirical Paper

nized by the project team in order to develop and prepare for the responsive
quality assessment. The quality characteristics were discussed in small groups
and feedback and suggestions for improvement of the characteristics were collected. Then the ces practitioners visited each other’s health care organization
for a responsive quality assessment of the ces using the quality characteristics
as a starting point for a dialogue on quality of ces within that specific health
care institution (Van Baarle et al. 2019). After the quality assessments, the process of applying the quality characteristics was evaluated. In 10 semi-structured
in depth interviews the quality assessors were asked about their experiences
during the assessment and the usefulness of the quality characteristics.
Building upon the evaluation of the second phase, in the third phase (August
2019 until November 2019) a final set of quality characteristics of ces was formulated. In several research meetings authors lH, evb, GW and bm discussed the
quality characteristics and the evaluative remarks of the quality assessors of the
second phase and restructured and refined the quality characteristics. The resulting set of 61 quality characteristics was sent to all participants in both previous phases of the project (63 ces stakeholders in total). Of this group 29 % gave
feedback (n=18). Again, the remarks were collected and in two final research
meeting authors lH, evb, GW and bm discussed the feedback and reached consensus about the current set of quality characteristics which are presented below. We made a report explicating our decision making process regarding the
final formulation of the quality characteristics and sent this back to all respondents including the current set of quality characteristics.

Number of quality characteristics: 85
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II

148

Training day for the responsive quality
assessments

23-03-2017

10 quality assessments by 22 quality
assessors in 10 health care organizations

23-03-2017 until 20-12-2017

Meeting with the quality assessors to
discuss the experiences and facilitate
mutual learning

10-10-2017

10 interviews with the quality assessors
about the experiences during the
responsive quality assessments

01-02-2018 until 30-4-2018

Number of quality characteristics: 62
III

Research meeting about the quality
characteristics and the evaluative
remarks

22-08-2019

A reformulation of the quality characteristics was sent out to 63 stakeholders in
ces.

25-10-2019 until 5-12-2019

The final set of quality characteristics is
determined in two research meeting

18-12-2019
22-1-2020

Number of quality characteristics: 60

Table 1: Overview of the methods per research phase

Research ethics
All participating ces practitioners gave their oral informed consent. All transcripts were summarized for the key points and this summary was sent back to
the respondent for a member check. At every meeting and interview confidentiality was emphasized. Since the study does not include patients, the need for
an ethics approval is unnecessary according to the Dutch Medical Research on
Human Subjects Act (Wmo)(ccmo).
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resulTs
In this section, we present the quality characteristics of ces, categorized in the
following domains: 1. Goals of ces, 2. Methods of ces, 3. Competences of ces
practitioners and 4. Implementation of ces.

1. Goals of ces
The first domain concerns the goals of ces. Having the goals of ces explicitly
formulated, provides direction for the ces staff and the quality staff of the health
care organization to build the ces program. By making explicit the goals of ces,
one may determine which ces activities are in line with the goals, and evaluate
whether the goals are met and whether they are still appropriate in the health
care organization.

1.1.

Ensure that the goals of ethics support are explicitly phrased.

1.2.

In the interest of optimizing the implementation, quality and acceptance of
ethics support, regular evaluations of this support should be conducted in
which all stakeholders are involved. If the evaluations reveal the need for
adjustments, these should be made accordingly.
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1. QualIty characterIstIcs concernInG Goals of ces

Table 2. Quality characteristics for goals of ces

2. Methods of ces
The domain ‘methods for ces’ describes and categorizes the methods of ces
practitioners. The methods are categorized as follows: first, two general characteristics that apply to all methods are formulated (2.1.1. and 2.1.2.). The first quality
characteristic states it is important to start with clear agreements about procedure and time frame (2.1.1.). The second quality characteristic concerns documentation of the ces activities. This is important for the visibility of ces in the
organization and evaluation and improvement, but it should not become an administrative goal in itself. Therefore, the second quality characteristic emphasized that a balance is important (2.1.2.).
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2. Methods of ces
2.1 QualIty characterIstIcs concernInG Methods of ces
2.1.1

Start by agreeing on and setting a clear procedure and time frame for the
ethics support process.

2.1.2

Take care to document the process, while maintaining a balance between
the time and energy required for documentation on the one hand, and its
benefits — with regard to ethics support’s visibility in the organization and
the quality of ethics support evaluations — on the other (hand).
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Table 3. Quality characteristics for methods of ces

Then, quality characteristics for various methods are described; Giving advice or consultation on a moral case (2.2.); Moral counselling (2.3.); Moral case
deliberation (2.4.); Ethics support activities in which the moral dimension of daily
affairs is articulated and investigated (2.5.); Meetings on a moral issue (2.6.);
Ethics education (2.7.); and for Policy advice on ethical issues and ethical aspects
of policy (2.8.). See table 3 to and including table 10 for an overview of all quality
characteristics concerning methods of ces. The first characteristic of each method tries to capture the essence of the specific method. Then a number of
more specific quality characteristics are formulated per method.
With regard to giving advice or consultation about a moral case (2.2.), taking
enough time to clarify what the involved stakeholders perceive as the moral issue, is emphasized by characteristic 2.2.2. Also, striving to include as many relevant perspectives and stakeholders (2.2.3.) and taking into account what is not
possible based on the advice (2.2.4.) is formulated as part of the quality of this
method. Finally a balance is emphasized between making sure that the outcome
of the method fits with the practice and expectations of the stakeholders and
the independence of the advice (2.2.5.)

2.2 QualIty characterIstIcs for advIce or consultatIon on a Moral
case
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2.2.1

Advice or consultation is sound if it provides an overview of relevant considerations regarding the moral case, explicit weighing of moral factors, and
substantiated conclusions or advice.

2.2.2

Ensure that there is enough time to clarify what everyone involved perceives
as the moral issue.

2.2.3

Strive to involve as many relevant perspectives and stakeholders as possible in
the process of weighing moral factors.

2.2.4

Take into account the potential moral harm of what is not possible on the basis
of the conclusions or advice.

2.2.5

See to it that the advice is appropriate given the actual situation, motives and
expectations of the person(s) seeking advice, while at the same time ensuring
that the advice remains independent.

Table 4. Quality characteristics for advice or consultation on a moral case

2.3 QualIty characterIstIcs for Moral counsellInG
2.3.1

Create a judgment-free space in which interlocutors can articulate and explore
their moral convictions, norms and values in their own words.

2.3.2

Ensure that interlocutors are assisted in ordering their moral judgments
according to the relative weight, as assigned to them from the interlocutors’
perspective.

2.3.3

Provide sufficient time and space for interlocutors to make their own
decisions following moral counseling.

2.3.4

Make use of an appropriate conversation method.
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Moral counselling consists of an individual conversation (or a series of conversations), with a patient or health care professional about a morally troublesome issue. Moral counselling is mainly facilitated by pastoral care in the Netherlands. For moral counselling the importance of a judgement-free space (2.3.1.)
and assisting the interlocutor to weigh their own arguments (2.3.2.) is emphasized as a central part of its quality. Also the importance that the interlocutor has
time and space to make her own choice (2.3.3.) and the use of an appropriate
conversation method (2.3.4.) is defined as part of qualitatively good moral counselling.

Table 5. Quality characteristics for moral counselling

A sound moral case deliberation (2.4.) is characterised as facilitating an ethical consideration in dialogue between the participants while keeping the focus
on the moral issue (2.4.1.). Similarly to moral counselling, also the quality characteristics for moral case deliberation emphasize the importance of a relevant
conversation method (2.4.2.), an open and free investigation (2.4.4.) and that all
participants can have an equal input (2.4.5.). This quality characteristic emphasi-
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zes that all participants should at least have the possibility to equally contribute.
A noteworthy difference to moral counseling is the emphasis on follow up of the
insights within the organization (2.4.6.). This characteristic points towards the
fact that moral case deliberation can be part of quality of care improvement
mechanisms in the organization.
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2. 4 QualIty characterIstIcs for Moral case delIberatIon
2.4.1

A moral case deliberation is sound if it focuses on the moral question at stake
and facilitates ethical consideration in a dialogue between the participants.

2.4.2

Make use of a relevant conversation method for moral case deliberation.

2.4.3

Make sure the conversation is led by a trained mcd facilitator.

2.4.4

Foster open and free exploration of various aspects of the moral issue.

2.4.5

Foster equal input by all participants and constructive exploration of any
differences of opinion.

2.4.6

Ensure a follow up on the conclusions of the moral case deliberation throughout the organization.

Table 6. Quality characteristics for moral case deliberation

There are different work forms described for ethics support activities in which
the moral dimension of daily affairs is articulated and investigated (2.5.). There is
one quality characteristic described per work form. ‘Mirror meetings’16 and ‘immersion sessions’17 stimulate awareness of the perspective of patients and clients
on good care, and as such contribute to normative insights from a patient perspective and reflection by health care professionals about how their actions are
experienced by recipients of care. Regarding a mirror meeting active listening
and understanding different perspectives (2.5.1.) is emphasized, for immersion
sessions the experience of care recipients by care staff is defined as part of its
16 In Dutch: ‘Spiegelbijeenkomsten’. ‘Spiegelbijeenkomsten’ are a common method in Dutch
health care in which patients talk in a closed circle about their experiences with receiving the
care at a certain unit/ward or department, while the health care professionals sits around the
circle, listens and can only ask questions for clarification (i.e. they may not go into discussion
about the experiences).
17 In Dutch: ‘Inleefsessies’. Inleefsessies are experiences in which the care provider assumes
the role of the care recipient. Such a session revolves around the question: What is it like to
need care? Each participant chooses a role in advance. For example, a wheelchair-dependent
person with dementia, a partially sighted person with Parkinson’s or a deaf and depressed
person with aphasia. To mimic the experience, participants use aids such as wheelchairs,
walkers, earplugs, blurred glasses or splints.
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quality (2.5.2.). Concerning observations by ces practitioners, the importance of
focusing both on explicit as well as implicit (moral issues that may be unrecognized as such by care workers) is emphasized as part of the quality of this work
form (2.5.3.). This combination is again emphasized by joining a regular meetings, including encouraging the care workers to reflect on and weigh the relevant moral factors (2.5.4.).

2.5 QualIty characterIstIcs for ethIcs support actIvItIes In whIch
the Moral dIMensIon of daIly affaIrs Is artIculated and InvestIGated
Quality Characteristic

2.5.1

Mirror meeting

A mirror meeting is sound if it encourages open and active
listening and understanding of different perspectives on
the question of what is a morally right course of action.

2.5.2

Immersion session

An immersion session is sound if it allows care staff to
(physically) experience a situation from the care recipient’s
perspective.

2.5.3

Observation

An observation of moral topics in daily care practice is
sound if it focuses on both explicit and implicit moral
issues.

2.5.4

Participating in a
regular meeting

For an ethics support practitioner, participating in a regular
meeting means addressing the explicit and implicit moral
aspects that come up in the meeting and encouraging care
providers to reflect on and explicitly weigh moral factors
during the meeting and in the report.
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Work Form

Table 7: Quality characteristics for ethics support activities in which the moral dimension of
daily affairs is articulated and investigated

Also organising meetings with a moral theme and providing ethics education
were categorized as methods of ces. With regards to theme meetings (2.6), the
importance of making ethical theory accessible (2.6.1.) and stimulating reflection
(2.6.2.) is emphasized. Sound ethics education (2.7.) is focused on the development of the moral competencies (2.7.1.), in line with the level and experience of
those who are educated (2.7.2.) and has attention for the application of the
knowledge and skills within practices (2.7.3.).
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2.6 QualIty characterIstIcs for MeetInGs on a Moral Issue
2.6.1

A meeting on a moral issue is sound if it makes ethical theories, moral concepts,
other viewpoints and experiential knowledge accessible to its participants.

2.6.2

Encourage attendees to reflect on their own, and others’, assumptions and
preconceptions.

Table 8: Quality characteristics for meetings on a moral issue
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2.7 QualIty characterIstIcs for ethIcs educatIon
2.7.1

Ethics education is sound if it fosters the development of moral competence, integrating knowledge (ethical theory), skills (such as recognizing a
moral issue, reflecting on one’s own values and beliefs, and recognizing and
acknowledging other perspectives), and an open, inquisitive attitude.

2.7.2

Ensure that the education you offer is in line with the level and experience of
the course participants who run up against moral issues in practice.

2.7.3

Focus on the application of knowledge and skills in daily care practice.

Table 9: Quality characteristics for ethics education

Finally, ‘policy advice on ethical issues and ethical aspects of policy’ (2.8) encompasses both policy development regarding an ethical theme, for instance
palliative care or advanced care planning, and contribution to other kinds of
policy from an ethics perspective. For instance, a contribution to the institutions’
HR policy or the purchasing strategy regarding contracts with pharmacy companies of the health care organisation. For qualitatively good policy advice, it is
emphasized that recommendations are methodical and substantiated (2.8.2.).
Also that it requires an independent position (2.8.3.), takes into account different
perspectives (2.8.4.) and that it is practically applicable within care practices
(2.8.5.).

2.8 QualIty characterIstIcs for polIcy advIce on ethIcal Issues and
ethIcal aspects of polIcy
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2.8.1

Provide an analysis focusing on the normative aspects of policy.

2.8.2

Provide methodically sound and substantiated recommendations.

2.8.3

Ensure that the policy advice is formulated independently.

2.8.4

Take into account different perspectives from within the organization on a
specific policy or policy issue.

2.8.5

Ensure that the advice given contributes to the development of a concrete
result, such as a new or adjusted guideline, which is relevant to practical issues
and can be applied in practice.

Table 10: Quality characteristics for policy advice on ethical issues and ethical aspects of policy
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3. Competencies of ces practitioners
A third domain regards the competencies of ces practitioners. The competencies are divided into 3.1. knowledge, 3.2. skills and 3.3. attitude. Making the competencies explicit allows for the development of training programs and further
training of ces practitioners. Also, the list may help to recruit ces staff who have
certain skills of knowledge that are underrepresented in the current ces team.
The first category, knowledge (3.1.), specifies basic knowledge of ethical concepts of (3.1.1), of methods for clinical ethics support (3.1.2.) and a basic knowledge of the health care sector the ces practitioners works in (3.1.3.). The second
category, skills (3.2.), is comprised of analytical skills (3.2.1.), skill to facilitate a
dialogue (3.2.4.) and the competency to adjust the communication style to the
level of the interlocutors, since ces practitioners function through the whole
organization (3.2.5.). Also, the skill to recognize moral argument in practice
(3.2.2.) and an ability to distinguish moral from non-moral arguments is formulated (3.2.3.). Finally, the category skills entails the ability to reflect on the influence of one’s own normative preferences, both regarding ethical issues and regarding ces itself on providing ces (3.2.6.). For instance, when a ces practitioner has
a preference for facilitating moral case deliberation, it is important that she is
aware of this and is also able to reflect on the strengths and limitations of this
ces method and take into account other ces methods as well.
The third category, attitude (3.3.), describes independence and the ability to
discuss moral themes in a constructive manner (3.3.1.). Also respecting confidentiality (3.3.2.) and a learning attitude is categorized under category of a qualitative good attitude of ces practitioners.
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3. coMpetencIes of ces practItIoners
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3.1. KnowledGe
ethIcs support practItIoners:
3.1.1

can recognize and explain ethical concepts, such as ‘value’, ‘norm’, ‘virtue’,
‘principle’ and ‘dilemma’;

3.1.1

are versed in multiple ethics support methods, and know the advantages and
disadvantages of various methods depending on the goals and context of a
specific case;

3.1.3

have a basic understanding of the relevant healthcare sector and the
prevailing ethical and legal frameworks, protocols and guidelines.

3.2. sKIlls
ethIcs support practItIoners:
3.2.1

have analytical skills;

3.2.2

can distinguish between moral and non-moral questions;

3.2.3

recognize moral arguments in practice;

3.2.4

have a variety of skills related to initiating and encouraging dialogue—these
are: listening and knowing how to encourage good listening; recognizing,
postponing and articulating judgments; asking good questions; recognizing
emotions and relating them to reflections on a moral theme; teaching others
to critically yet respectfully question each other’s perspectives;

3.2.5

are able to attune to the level of understanding and experience of those
involved;

3.2.6

are able to reflect, within the practice of ethics support, on their own
normative views, beliefs, presuppositions and their mutual interferences.

3.3. attItude
ethIcs support practItIoners:
3.3.1

act independently of existing hierarchies, address people respectfully, ask
critical questions; are not afraid to articulate and discuss moral issues in a
constructive manner/discussion;

3.3.2

respect confidentiality;

3.3.3

have a learning attitude, reflect on their own actions and further develop
their competencies through training.

Table 11: Competencies of ces practitioners
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4. Implementation of ces
The final domain of quality characteristics of ces concerns items related to the
implementation of ces within a health care organization. Within the process of
developing the neon quality characteristics, it became clear the organization
and implementation of ces concerns an important aspect of the quality of ces.
This is why a separate domain of the quality characteristics of ces was dedicated to implementation of ces.
With regard to a qualitatively good implementation of ces a balance between top down processes, in the sense of support from the board of directors
and adequate financing (4.6. and 4.8), and bottom up processes, for instance
spontaneous activities meeting a certain need at the work floor, is important
(4.1.). Also, qualitatively good implementation of ces includes that organization’s
management and board of directors make use of ces as well (4.3.). Good implementation of ces requires a certain flexibility and ability to connect to new and
existing projects in the organization (4.2.). Sometimes, certain large projects on
a certain theme or hot topic within a health care organizations can benefit from
input from ces and can, the other way around, provide an excellent way of demonstrating the value of ces in a very practical and visible way. The visibility and
accessibility of ces (4.5.) is important for the practical usefulness of ces in a
health care organization. Some health care organizations have an elaborate ces
program, but the program is invisible for and not used by health care workers.
Keeping a register of ces activities in an annual report (4.7.) and aiming to
position ethics support as one of the organization’s quality instruments (4.4.) can
be important mechanisms to maintain and foster the quality of the ces activities.
Finally, an independent (4.8.) and recognizable (4.9.) position of ces within the
organizational structure is emphasized as part of qualitatively good ces.
4. QualIty characterIstIcs for IMpleMentatIon of ces
4.1.

Good implementation of ethics support is achieved by organizing a coherent
body of both bottom-up and top-down processes.

4.2.

Make use of potential points of reference with new and existing projects in the
organization.

4.3.

Provide an opportunity for the organization’s management and board of
directors to experience ethics support in one form or another.

4.4.

Aim to position ethics support as one of the organization’s quality instruments
and to integrate it into the organization’s project plans or strategic choices.
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4.5.

Promote the visibility of ethics support within the organization through various
media and communication channels.

4.6.

Ensure that ethics support activities are budgeted and included in annual policy
plans (financing, human resources, other resources) for both programs and
projects.

4.7.

Keeping track of and reporting on ethics support activities in annual reports and
elsewhere can help widen institutional acceptance of ethics support and
strengthen the basis for the evaluation and improvement of this support. It is
important to maintain a balance between the time investment and the benefits
of this tracking and documentation.

4.8.

Ensure that the organization’s management and board of directors guarantee
the independence of ethics support and ensure ethics support practitioners are
given the room to ask critical questions of all parties in the care organization.

4.9.

Make sure ethics support is integrated into the organizational structure and has
its own recognizable position within it

Table 12: Quality characteristics for implementation of ces

discussion
We presented quality characteristics of ces developed through a method inspired by a responsive evaluation approach by ces stakeholders who were involved in a Dutch network for ethics support (neon). The aim of formulating the
quality characteristics of ces was to work together towards a common goal; to
stimulate reflection on the quality of ces activities, to inspire ces practitioners
and to give suggestions for improvement of ces activities in health care organizations. Inspired by a responsive evaluation methodology, not only the outcome
of this process (the quality characteristics) but also the process of formulating
the quality characteristics were meant to stimulate reflection on the quality of
ces (Abma et al. 2009). We described quality characteristics regarding: 1. Goals
of ces, 2. Methods of ces, 3. Competences of ces practitioners and 4. Implementation of ces. In the following we first discuss some suggestions for how to
use the quality characteristics, then discuss some notable aspects of our quality
characteristics, and finally reflect on the method and the status of the quality
characteristics.
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The quality characteristics are intended for inspiration. Ideally, the characteristics function as a starting point for a conversation about the quality of ces
with fellow ces staff, management, Board of Directors, quality staff in the organization or fellow ces staff outside the organization. Suggestions to use the
quality features are for example: 1) check for each characteristic whether it is
present and / or desirable and discuss this with a colleague or the entire ces
team, 2) discuss the presence and desirability of the quality characteristics with
the management or the Board of Directors in the organization to improve ces,
3) use the quality characteristics for a training day of ces staff, or 4) use the
quality characteristics to prepare for a responsive quality survey between two
organizations.
What stands out about the described quality characteristics is their broadness, applying to all health care sectors. The quality characteristics of neon also
encompass more aspects then the core competencies published by the network uKcen in the uK (Larcher et al. 2010) and the asbH in the usa (asbH 2011),
like attention for the quality of the implementation and the quality of particular
methods of ces. These societies or networks have however published other
documents, like the ethics code for ethics consultants (Tarzian and Wocial 2015;
Baker 2005; Kipnis 2005), an education guide (asbH 2009) and a ‘practical guide to clinical ethics support’ (Slowther et al. 2004) that cover also aspects of our
quality characteristics.
Another relevant aspect of the quality characteristics we have developed is
the emphasis on general requirements, and the absence of concrete directions.
For instance, with regards to goals of ces, it is stated that it is important to have
goals explicitly formulated and evaluated, but it is not mentioned what kind of
goals are appropriate goals for ces. This is in line with quality of care characteristics. An advantage of this approach is that the quality characteristics leave
room for adaptation of ces to the local context of a health care organization. A
disadvantage may be that general quality characteristics do not capture the
essence of the quality of ces and may not provide enough concreteness and
guidance.
A reason for this emphasis on general requirements and lack of concrete
normative description of what quality of ces looks like could have to do with our
chosen research method. Our commitment to include as many stakeholders as
possible, may have led to less concrete quality characteristics. Furthermore, the
relative newness of the field of ces may have contributed to this. In the Nether-
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lands, there is little known and published about the quality of ces. There are no
overviews, definitions, or goals of ces published. In this context, the quality
characteristics also function as conceptual clarifications. For instance, the methods section provides an overview of different ces activities a ces practitioners
undertakes. Clarity and consensus about possible ces methods, demarcation
lines and terminology may be a first step towards more normative quality characteristics of the ces methods.
The method we used focused on an open learning process by actively involving ces practitioners and their concrete practices, similar to the approach in
Canada (Kirby and Simpson 2012). Other initiatives, although using responsive
elements as well, such as the asbH code of practice standards seem to depart
more from pre-given values and are more focused on a normative set of criteria
for ces (Tarzian et al. 2015). We think both attempts to foster quality of ces can
reinforce each other. Our approach can be viewed as more collaborative and
participative and more capable of generating change during the process (Abma
et al. 2010), while guidelines or specific sets of values may give more clarity and
guidance.
Finally, the method we chose to develop the quality characteristics has implications for the status of the quality characteristics. Our set of quality characteristics is meant to function as an inspiration and to stimulate reflection and dialogue about the quality of ces in concrete ces practices. The set of quality
characteristics is never fully ready or complete, but needs to be regularly updated by continuous experiences within ces practices, involving new stakeholders or acknowledging new research evidence. The quality characteristics are
meant as a heuristic instrument, helping ces practitioners to explore and improve the quality of ces in a health care organization, but at the same time they can
be improved based on experiences during their application to ces practice.

conclusion
This paper presents a set of quality characteristics of Clinical Ethics Support
(ces), developed in the Netherlands. The quality characteristics were developed
in dialogue with stakeholders working on ces within the Network Ethics Sup-
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port in the Netherlands (neon) following a method inspired by a responsive
evaluation methodology. The 60 quality characteristics concern the following
domains: 1. Goals of ces, 2. Methods of ces, 3. Competences of ces practitioners
and 4. Implementation of ces. The broadness, variety and scope of the quality
characteristics and of the health care sectors involved stand out in comparison
to the core competencies and standards published by the asbH in the us and
uKcen in the uK. Another relevant aspect of the neon quality characteristics is
the emphasis on general requirements. The quality characteristics are meant as
a heuristic instrument, helping ces practitioners to explore and improve the
quality of ces in a health care organization, but at the same time they can be
improved based on experiences during their application to ces practice. The
quality characteristics themselves and the use of them within ces practices
need to be evaluated and refined regularly based on new practical experiences
within ces practices in an ongoing learning process.

We would like to acknowledge Froukje Weidema, Jelle van Gurp, Yolande Voskes,
Marieke Potma, Marline van Hoek and Emy Kool for working with us in different
stages of the neon project. Also we thank all neon participants for their input,
constructive criticism and involvement in this project. We thank the Ministry of
Health for the funding of this project.
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Chapter 7: Theoretical Paper

The prevalence of Clinical ethics support (ces) services is increasing. Yet, questions about what quality of ces entails and how to foster the quality of ces remain.
This paper describes the development of a national network (neon), which
aimed to conceptualize and foster the quality of ces in the Netherlands simultaneously. Our methodology was inspired by a responsive evaluation approach
which shares some of our key theoretical presuppositions of ces. A responsive
evaluation methodology engages stakeholders in developing quality standards
of a certain practice, instead of evaluating a practice by predefined standards.
In this paper, we describe the relationship between our theoretical viewpoint on
ces and a responsive evaluation methodology. Then we describe the development of the network (neon) and focus on three activities that exemplify our approach. In the discussion, we reflect on the similarities and differences between
our approach and other international initiatives focusing on the quality of ces.

Clinical ethics support (ces) aims to identify ethical questions in clinical practice
and support health care professionals in dealing with these questions (Doran et
al. 2016). Attention for ces is increasing and regulatory agencies which accredit
health care institutions also increasingly stress the importance of having ces in
a health care organization as part of quality of care and support for health care
professionals (jci 2018). Currently, ces comprises a range of different services,
including ethics committees, ethics consultation, and moral case deliberation
(mcd). These different services with varying aims often use a variety of methods
and procedures (Molewijk et al. 2016). With the increase of ces services and ces
innovations, the question about the quality of ces becomes more pressing; how
can we conceptualize a qualitatively good ces activity and how can we foster
the quality of ces?
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In the Netherlands, a national network for clinical ethics support was established in 2014, called Netwerk EthiekOndersteuning Nederland (neon). neon aims
to bring ces practitioners together in order to 1. Learn from, collect and make
best practice experiences regarding ces in healthcare organizations accessible,
2. Professionalize ces by stimulating knowledge exchange and reflection on the
quality of ces activities and 3. Conceptualize and foster the quality of ces by
formulating a set of quality characteristics on ces. This paper focuses on the
method we used to conceptualize and foster the quality of ces in the Netherlands. In another paper we describe a specific outcome of this process, the
quality characteristics of ces developed through and by neon participants
(Chapter 5) .
In the following, we first describe activities of other national ces networks
that have similar goals regarding fostering the quality of ces for their countries.
We focus in particular on the methods these national networks use. In the second section, we outline the relationship between our theoretical viewpoint of
ces and some key elements of a responsive evaluation methodology. In the third
paragraph we describe three activities we undertook to conceptualize and foster the quality of ces and elaborate on the way they fit in with a responsive
evaluation methodology. In the discussion section we reflect on the similarities
and differences between our methodological approach and other national networks set up to conceptualize and foster the quality of ces.

naTional iniTiaTives To
concepTualize and fosTer THe
qualiTy of ces
Internationally, there have been several initiatives to conceptualize and foster
the quality of ces, approaching this endeavor from different angles. In this overview, we describe some exemplary national networks that were set up to conceptualize and foster the quality of ces for specific countries, presented in publications. We describe the initiatives of the American Society for Bioethics and
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Humanities (asbH) in the usa, the uKcen in the uK, and initiatives in Canada and
Norway.
The first set of standards and Core competencies for ethics consultants was
developed in 1998 in the United States by The Society for Health and Human
Values-Society for Bioethics Consultation (sHHv-sbc 1998). To develop this document, 21 scholars participated in six ‘3-day meetings’ over a period of two years,
and they received comments on a draft from the ‘the bioethics community’.
In 2006, The American Society for Bioethics and Humanities (asbH) approved
a motion to update this version and set up another taskforce (asbH 2011).9 In
2009 a draft was again publicly available to comment on. The updated version
of the Core Competencies for Healthcare Ethics Consultation identifies core
skills, knowledge, and attributes for facilitating ethics consultations. These competencies are accompanied by five process standards of ethics consultations;
open access, a systematic approach, a comprehensive policy and procedure, a
notification protocol, and appropriate evaluations (asbH 2011).
Since the publication of the Core Competencies, also a tool has been developed to assess the quality of ethics consultations based on written records
(Pearlman et al. 2016), an ethics code for individual health care ethics consultants has been published (Tarzian and Wocial 2015) and a document describing
pearls and pitfalls of health care ethics consultants has been published (Carrese
et al. 2012). Currently, the asbH provides a certification program, the ‘Healthcare
Ethics Consultant-Certified Program’ that, “underscores the skills of health care
consultants, with a national standard” (asbH 2020c). As becomes clear from these varying initiatives, defining and fostering the quality of ces is approached
from different angels ranging from defining core competencies, an ethics code
to a certification program.
Simultaneously to the updates version of the Core Competencies, the National Center for Ethics in Health Care in the United States Government’s Department of Veteran Affairs (va), developed the so called ‘IntegratedEthics program’
(Fox et al. 2010). Both initiatives take each other’s work into account and reinforce each other (Magill 2013). The asbH focuses on developing knowledge and
skills for healthcare ethics consultants, the va provides a comprehensive approach that describes a way to organize ces in a health care organization in
such a way that ces is integrated throughout the whole health care organization. The va initiative focuses specifically on how to organize ces in health care
organizations when defining and fostering the quality of ces. The va program
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describes three levels of ces functions that each target a specific level in a
health care organization. First, ethics consultation deals with the level of decisions and actions, second; preventive ethics deals with the level of systems and
processes, and third; ethical Leadership deals with the level of environment and
culture (Fox et al. 2010). To develop the IntegratedEthics pogram in-depth interviews were conducted and extensive input from internal and external stakeholders was obtained. Also, the design team evaluated the program through “validity testing, field testing, and a 12-month demonstration project in 25 separate
health care facilities” (Fox et al. 2010, p.2).
In the uK, a national network for clinical ethics committees (uKcen) in hospitals has been set up (A. Slowther et al. 2004). The goals of uKcen are; “1) To
promote the development of ethics support in clinical practice in the uK, 2) To
promote a high level of ethical debate in clinical practice and 3) To facilitate
communication between all uK clinical ethics committees” (uKcen 2020). The
network has published a practical guide to ethics support (Slowther et al. 2004)
and a set of core competencies for members of clinical ethics committees (Larcher et al. 2010). Also, through organizing conferences, a round robin and newsletters, the network facilitates the communication between the clinical ethics
committees. The website includes educational recourses for clinical ethics committee members on topics like genetics, vulnerable patient and the mental capacity act, a structured approach worksheet, contact details of clinical ethics
committees, links to national guidelines on ethical discussions and a discussion
of hypothetical cases. To develop the core competencies an initial draft (inspired by the us document but modified for the uK context) was sent to the member committees of uKcen for discussion and feedback. After redrafting and further discussion, a consensus was reached (Larcher et al. 2010).
In Canada, the network Practicing Healthcare Ethicists Exploring Professionalization (pHeep) highlighted and reflected on several aspects of their activities
in a special issue of the journal Hec Forum titled Getting Engaged: Exploring
Professionalization (Volume 24, Issue 3). This included a methodology to develop professionalization-related ‘products’, such as practice standards for practicing health care ethicist (Kirby and Simpson 2012). A core group developed a
decision-making framework for developing these products, based on deliberative engagement methodology that draws on social justice and deliberative democracy concepts. This product development framework consists of seven
steps. Step one is establishing a core stakeholder working group and’ step two
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entails the collaborative consideration of ‘substantive values and principles’
tailored to the specific product under development. In step three, relevant evidence and information is gathered to prepare for the fourth step; the development of product content through deliberative engagement. In the fifth step, an
initial draft of the product is prepared, in which first, in step six, the feedback of
the core stakeholders is incorporated and second, in the seventh step, the feedback of secondary stakeholders is incorporated. Through this methodology, the
network was able to develop professionalization related products in an inclusive
and democratic way, defining the quality of ces with both core stakeholders and
secondary stakeholders (Kirby and Simpson 2012) .
Finally, another example comes from Norway. In Norway every health care
trust must have a clinical ethics committee. The Norwegian Ministry of Health
and Care Services asked the Centre for Medical Ethics (cme) at the University
of Oslo to coordinate the professional development of these clinical ethics committees. cme published a manual for working in a clinical ethics committee with
detailed Information about financing, meeting frequency, a six step model for
case discussions, including a guide for the minutes of the meetings (Førde 2012).
The cme combined the development of the manual with research on the practice and quality of clinical ethics committees and on how it may be improved
(Førde and Pedersen 2011; Pedersen et al. 2009; Førde and Vandvik 2005; Pedersen et al. 2009; Førde and Pedersen 2012). In addition, the cme created national projects and networks for ces in community health care in order to facilitate and study the quality of ces in community (Magelssen et al. 2016).
It becomes clear from these national networks that defining and fostering the
quality of ces is approached from different angles and through a variety of methodologies. In the following, we describe our chosen methodology from a theoretical angle, explicating the connection between our chosen methodology
and theoretical approach to ces. Then we describe three activities we undertook in more detail.
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THe relaTionsHip beTWeen our
THeoreTical undersTandinG of
ces and a responsive
evaluaTion meTHodoloGy To
concepTualize and fosTer THe
qualiTy of ces in THe
neTHerlands
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Our theoretical perspective on ces is inspired by hermeneutics and pragmatism, discourse or dialogical ethics and ethics of care (Widdershoven and
Molewijk 2010; Inguaggiato et al. 2019; Abma et al. 2010). These philosophical
approaches emphasize that morality and ethics are experience based, contextual, dynamic and relational (Landeweer et al. 2017). This implies for ces that ces
alone principally cannot ‘uncover‘ what is the objective or universally right thing
to do for a moral issue. Instead, ces should be geared towards co-creating what
is considered to be the moral good, together with stakeholders in a specific
context. This requires facilitation and stimulation of moral inquiry in interaction
with the stakeholders of the situation at hand. Various perspectives on a situation, entailing both practical experience and theoretical understanding, offer a
relevant and potentially valid interpretation of the situation. ces should be focused on engaging these perspectives in a dialogue, fostering awareness of
one’s own moral presuppositions and the differences with those of others leading to broadening of one’s horizon, and an enriched, more nuanced and shared
understanding of a moral issue (Porz et al. 2011).
A responsive evaluation methodology shares key presuppositions with our
approach to ces (Abma et al. 2009). A responsive evaluation methodology focuses on a joint reflection process with the involved stakeholders about both quality improvement of a certain practice and the criteria one uses to conceptualize
and evaluate this quality. So instead of determining ces quality criteria beforehand or using an outsider’s expert-perspective and then measuring or finding
ways to move a certain ces practice towards a predefined end goal, a responsive evaluation methodology takes the approach of including stakeholders and
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jointly evaluating and improving practices, while reflecting on the goals, definitions and criteria of the evaluation at the same time. Experiential knowledge is
taken as a valid source of knowledge in this process, combined and refined by
theoretical understanding. In this way, a co-construction of theoretical notions,
experiences, values and narratives evolves (Guba and Lincoln 1989).
Responsive evaluation implies a cyclical process, in which all stakeholders are
actively involved in the evaluation of the practices and the criteria on which the
evaluation is based. Since the process needs to be flexible and responsive towards the views of stakeholders at a particular moment, the process needs to
evolve along the way. In an emerging design, research findings are used as input
for practice improvements, and practice experiences are used as input for the
research process (Guba and Lincoln 1989; Abma and Widdershoven 2005; Stake 2004; Weidema 2014).
Conceptualizing and fostering the quality of ces in line with a responsive
evaluation methodology implies involving stakeholders in ces in reflecting on
and exchanging their views on the quality of their ces practices and the definitions and criteria they (often implicitly) use to determine this quality. ces practitioners often have an intuitive judgement about the quality of their own work.
These judgments are usually implicit and dependent on one’s professional background, schooling, but also character and personal experiences, which together
form one’s perspective. For instance, a ces practitioner educated in the four
principles approach in bioethics will focus on these principles within a certain
moral case and will assess the quality of a certain ces activity by whether or not
the four principles are sufficiently taken into consideration. On the other hand,
ces practitioners who are schooled in dialogical ethics will, in assessing the
quality of a ces activity, focus on whether the process showed characteristics of
a dialogue, that is a focus on listening and exchanging views, rather than presenting them in the form of discussion or debate.
In sum, a responsive evaluation methodology has similarities with our theoretical understanding of ces. First, both share the emphasis on dialogue between
stakeholders. Second, both underline the importance of experiential knowledge
and contextual details in the process of defining and fostering what is morally
good or a good practice. Third, both aim not to produce abstract or general
principles that will apply in all cases, but to assist stakeholders in reaching a
fuller understanding of their practice or situation by including more perspectives and encouraging reflection on their (perhaps implicit) way of looking at a
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practice or case. Fourth, both view diversity or pluralism of ideas not as problematic but as an opportunity to learn and improve. Fifth, both focus on engagement with the practice under consideration instead of taking an outsider perspective that ‘objectively judges’ a practice, and a commitment to the viewpoint
that all voices should be heard and taken seriously. Applied to conceptualizing
and fostering quality of ces, this means that we invite various stakeholders of
ces to a dialogue about the (sometimes implicit or unarticulated) views on the
quality of ces. The process entails both a reflection on the conceptualization of
the quality of ces (i.e. what is actually a good quality ces activity?) and an improvement of the quality of ces. In the next section we describe the development
of neon and three central activities we undertook to conceptualize and foster
the quality of ces.

concepTualizinG and
fosTerinG THe qualiTy of ces
THrouGH neon
In the Netherlands, ces mainly consist of moral case deliberation (mcd) and
ethics committees (Dauwerse et al. 2014). In Dutch hospitals, ethics committees
are the most used type of ces. mcd is available in about half of Dutch hospitals
and in two-thirds of the mental health care institutions (Dauwerse et al. 2014).
Ethics consultants are sometimes available. Like in other countries, ces practitioners often feel isolated in their health care organization, trying to advocate
the importance of (funding for) ethics support and trying to organize ces services by themselves or in a small team. The lack of shared knowledge and agreement about the quality of the various types of ces can lead to fragmentation and
ces practitioners reinventing the wheel regarding ces services.
In order to meet the need of mutual exchange and support, neon was established in 2014. neon was founded in the context of a research project at vumc
(Amsterdam umc) that started 1-12-2013 and funded by the Ministry of Health of
the Netherlands. When the research project ended (1-08-2018), the network

continued as an independent foundation. Participants in neon include about
260 individual ces practitioners working 160 Organizations. This includes embers of ethics committees, facilitators of moral case deliberation, ethics consultants, managers of ces, academic ethicists, researchers, health care inspectors
and policy makers in a variety of health care domains (e.g. hospital care, mental
health care, care for the disabled, nursing care, youth care).
In the following, we describe three activities organized within neon, focused
on conceptualizing and fostering the quality of ces, and reflect on the way its
fits with a responsive evaluation methodology.
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1. Organizing expert meetings and national conferences to facilitate a
dialogue on quality of ces
To start encouraging joint reflection and knowledge exchange on ces, the researchers of the research project at vumc organized three expert meetings between 2013 and 2016. The meetings consisted of a core group, (of about 25
people) of both ces theorists, ces practitioners in the Netherlands and other
stakeholders (for instance someone from the Dutch Inspectorate of Healthcare
was present as well). The core group was selected through a snowball method
and aimed to include a maximum of variety of ces stakeholders from different
health care domains. In the meetings the group was invited to formulate their
views about the quality of ces and learn from each other. Two of the three meetings consisted of two days with a sleep–over to also stimulate informal relationships and get everybody away from their daily life. During the meetings the
project group stimulated reflection and dialogue about the quality of ces, the
goal of neon and the desirability of developing quality characteristics for ces.
Through the involvement from these ces stakeholders, we strived towards a
feeling of co-ownership of both the process and the results of the project.
In the first expert meeting, (24-25 may 2014) a dialogue was facilitated on the
quality of ces in a carrousel around the following three questions; 1. What are
the goals of ces, 2. What is the right strategy for organizing ces, and 3. What do
you mean by quality of ces? Next, a carrousel was facilitated in which we asked:
Towards which possible products should the network strive? The following products were mentioned: 1. A handbook for ces, 2. A website, 3. A network, 4. A
guild group that develops standards for ces and education and training, and 5.
Scientific output. In the afternoon, both brainstorms were deepened and refined
in subgroups.
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In the second expert meeting (27 October 2014), reflection on quality of ces
continued. Preliminary findings from 24 interviews with ces stakeholders were
presented, in order to be discussed and deepened by the attendants. The interviews were about actual practices of ces, the quality of ces and the criteria the
respondents used to determine this. Also, best practices regarding ces were
shared by the participants of the meeting. The sharing of best practices was
considered inspirational and a good way to reflect and foster the quality of ces.
During the third expert meeting (26 and 27 March 2015), a website was launched
(see activity 2), featuring among other things practice examples of ces. Also, the
attendants were challenged to formulate statements about the quality of ces,
followed by a dialogue about these statements. In the afternoon, the content of
the different chapters of the Dutch handbook for ethics support was decided
upon (see activity 2).
Besides these three expert meetings, national conferences were organized
for everyone working with ces on either a theoretical of practical basis. The
annual national neon conferences started in 2014 and continued over the years.
Like the expert meetings, the national conferences were geared towards joint
refection processes, knowledge exchange, getting to know each other, quality
improvement of ces and co-steering neon. In the plenary lectures, influential
and inspirational speakers were invited to reflect on the quality or importance
of ces from a certain theme. In the workshops, the neon participants themselves were asked to provide a workshop that they thought would be insightful for
others. In this way, the participants of neon trained each other. There was plenty of room in the program for networking, and peer-supervision on moral case
deliberation and implementing ces.
The expert meetings functioned in three ways. Firstly, they provided insights
into the perspectives and views of stakeholders of ces within the Netherlands
regarding the quality of ces. Secondly, the stakeholders were challenged to
make their implicit viewpoints on the quality of ces explicit (this experience included our own research group who also were active during the meetings). For
instance, a member of an ethics committee was asked what she considered to
be the discerning expertise an ethicist brings to the ethics committee. These
kinds of questions provoked the attendants to actively reflect and engage in a
dialogue about the similarities and differences with other types of ces.
Third, challenges and doubts were discussed about the rational for and the
form of the neon quality characteristics. For example, does a formulation of

quality characteristics of ces lead to exclusion of certain ces practices and an
increased regulatory or administrative burden for health care workers and managers? And does the term ‘criteria’ (used at the beginning of the process) somehow presupposes a norm which people should follow? These issues were
discussed thoroughly and the direction of the project was altered accordingly.
Consequently, the term ‘quality criteria of ces’ was changed into ‘quality characteristics of ces’ and it was explicitly stated that the neon quality characteristics
needed to inspire people to improve the quality of ces and not check, certify or
judge ces. This way, in line with a responsive evaluation methodology, the stakeholders were enabled to both steer the direction of the network and the results
of the process in dialogue.
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Launch of a website and publishing a national handbook on ces
Based on the suggestions and experiences during the first expert meetings (see
activity 1) a website was launched. On the website (www.hetneon.nl), all people
who work in ces can present themselves with a picture, a short biography and
contact details. In this way, ces practitioners can make themselves known and
find each other. A quarterly newsletter highlighted new content on the website,
new neon participants and other ces related events (e.g. trainings, masterclasses and conferences) and job offers in ces in the Netherlands.
Also participants were invited to publish a practice example on the website
to stimulate learning from each other’s practices since this was experienced as
very inspirational at the meetings (see activity 1). A format was developed in
which the participants were asked to answer a set of questions about their own
practice example. We asked them; ‘Please write one or more reasons why this
practice example was successful or why it wasn’t successful’. The question of
why the practice example maybe wasn’t successful was purposively put in, since
less successful ces activities are as informative as best practices of ces (although probably less inspirational). The project group asked to describe pitfalls
that would be informative for other ces practitioners and which lessons could
be drawn from their experience. Finally, we offered the possibility to attach
forms, formats, or documents to the practice examples that can be downloaded
from the website. In this way, ces practitioners can share their formats and do
not need to reinvent the wheel by developing a form themselves (for instance
forms for the evaluation of ces).
Besides a website, also a handbook was mentioned as a desired outcome of
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neon at the first expert meeting (see activity 1). The handbook was supposed to
be a very practical book to support ces practitioners with their ces activities in
their health care organization. The content and structure of the handbook was
developed in the third expert meeting, while participants jointly made an overview of the chapters of the handbook and the topics to be discussed in each
chapter. Five chapters were proposed; 1. Reasons for ces; 2. Methods for ces; 3.
Competencies of ces practitioners; 4 implementation of ces; 5 the role of Board
and management. Also, participants were invited to indicate in which chapter/
topic they wanted to be involved.
Next, drafts of the chapters were written by the first author (lH), based on the
information that was collected during the ces activities, the practice examples
on the website, the conducted interviews, and the reports of the expert meetings and national conferences. The format of the handbook was meant to be
practical and easy to read, providing context, practice examples and thick descriptions of ces, including a ten step plan for implementation of ces and a large
number of forms and formats developed by the neon participants as an appendix. After each paragraph a set of quality characteristics was formulated based
as a succinct formulation of the main point about quality of ces in that particular
paragraph.
After this, the drafts of the chapters were sent to ces practitioners and participants of neon who had indicated they wanted to be involved in that chapter.
We also purposively approached certain experts in a particular ces activity if we
felt we missed the expertise in the group of commenters on a particular chapter
(e.g. on the topic of moral counseling and the topic ces in education). We received rich information back in reaction to the drafts, in the form of critical comments, suggestions, remarks, and examples from ces practices. The comments
were placed in one document and the vumc project group processed all the
remarks.
The handbook was an important step to conceptualize and verbalize the variety of views on the quality of ces. It was emphasized in the handbook that both
the content of the book and the specified quality characteristics were not meant
as the final and definitive view on the quality of ces. Yet we did feel the need to
summarize all the knowledge we had jointly generated up until then, by stimulating these exchanges and refection about the quality of ces. By publishing them
in a handbook, we made the variety of views explicit and summarized the points
that ces practitioners agreed upon. In writing the chapters, we encountered a

3. Organizing responsive quality assessments
Co-developing quality characteristics of ces was important, yet in the end the
question remained how they actually could be used to contribute to fostering
the quality of ces in health care organizations. Therefore, in line with responsive
evaluation methodology, the meaning and usefulness of the set of quality characteristic was explored within actual ces practices in different health care organizations. The overall objective was again to reflect upon and foster the quality of ces in Dutch health care organizations through a mutual learning process,
to stimulate a learning network of ces practitioners, and to evaluate the quality
characteristics of ces themselves.
In this phase of the project 11 health care organizations participated. Due to
one withdrawal from the project, 10 health care organizations completed the
responsive quality assessment. These health care organizations represented different health care settings. The project included four institutions for people
with disabilities, two institutions for people with mental health problems, two
academic hospitals, and two general hospitals. The project group used the term
‘responsive quality assessment’ rather than ‘audit’, as the assessment was based
on a dialogical, open, responsive way of assessing the quality of ces in line with
a responsive evaluation methodology in which ces practitioners themselves re-
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surprising unity in thoughts but also crucial points of divergence in views. For
instance, regarding the implementation of ces, some ces practitioners had experienced the importance of support from the board of directors of the health
care organization, and stated that without this support you should not even start
ces. Other ces practitioners preferred a bottom up approach, in which ces
practitioners just start with a micro experiment in one team and then gradually
build a program from there. In the handbook the pros and cons of both approaches were described, without expressing a preference of one over the other;
instead, the need to balance these approaches was emphasized.
By co-creating the handbook together with the stakeholders and developing
a website on which all the ces practitioners can present themselves, we acted
in line with responsive evaluation methodology. Instead of offering abstract theorized knowledge regarding the quality of ces, we focused on unlocking the
experiential knowledge of ces practitioners in the field by publishing practice
examples on the website and offering contextualized and detailed information
in the handbook, in order to inspire and support other ces practitioners.
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flected upon the quality of ethics support within their own and each other’s
health care organizations.
In the quality assessment, 22 ces practitioners participated. First, we organized a meeting among them to build relationships and to train them in how to
responsively evaluate each other’s practices. Before assessing another institution, ces practitioners collected information on ces services within their own organization. In this way, the reflection on their own practice started on the fly,
describing their own practice in detail. They were also invited to write a reflection report on ces services within their own organization. This information was
sent to the ces practitioners visiting their organization. Subsequently, pairs of
ces practitioners from two different organizations would visit a third organization where they would assess the quality of ces. When approximately one-third
of the visits had taken place, an interim meeting for all participants was organized by the research team to reflect on the process. After each visit, visiting ces
practitioners wrote a report that was shared and discussed with the hosting ces
practitioners during a feedback meeting or by email.

Figure 1: Responsive quality assessments

Participating ces practitioners had a desire to learn from others and expressed the hope that, through participating in the assessment, their ces work would
be acknowledged within their own organizations as relevant to fostering quality
of care. The practitioners observed that ces often, yet not always, lacks a formal
status within organizations, as well as a substantial budget and clear responsibilities and structure. As a consequence of participating in the responsive quality
assessments, respondents perceived a number of improvements regarding ces

180

Chapter 7: Theoretical Paper

in Dutch health care organizations: acknowledgement of the relevance of ces;
ces practices being formalized; the development of new ces-related activities;
and increased reflection on existing ces practices (Van Baarle et al. 2019). Participants were motivated to further professionalize ces services and emphasized
the need for a learning community through the Dutch network for ces (neon).
A limited numbers of ces participants focused in their assessment on the
goals and quality of the content of particular ces activities (such as statements
about the quality of ethics committee meetings or their policies, advice and
letters, or statements about the quality of the mcd facilitator or the arguments
within a moral case deliberation). ces practitioners seemed more focused on the
implementation of ces, legitimization of its existence, gaining support from upper management and solidifying ces services in their health care organizations
than to make concrete what exactly quality of ces at the content level of the ces
activities entails. This finding might be related to the fact that ces is still a relatively new field in the Netherlands. Elsewhere, we describe in more detail the
challenges and learning experiences of this phase (Van Baarle et al. 2019).
In line with a responsive evaluation methodology, quality assessments by
peers of ces practitioners were organized instead of experts assessing the field.
Another finding relates to the functionality and usefulness of the ces quality
characteristics. Although it was explicitly and repeatedly mentioned that the
quality characteristics were not meant as an objective measurement but intended to inspire, some participants continued to interpret them as objectively
prescribing ‘the right ces’, or as intimidating and even demotivating in the sense
of ‘we can never live up to this full list of quality characteristics, why should we
even start?’. To address this, we changed the tone of voice, and summarized and
shortened the list of quality characteristics, emphasizing that the quality characteristics are meant as a heuristic instrument, stimulating a dialogue and refection
on the quality of ces (Chapter 5).

discussion
In this paper we described the development of the Dutch network for ethics
support (neon) and reflected on our methodology to conceptualize and foster
the quality of ces. In line with our theoretical understanding of ces, our activities

181

Part C: Conceptualizing and fostering the quality of ces

182

were inspired by a responsive evaluation methodology. Within ces one deliberates about what is morally good, how one can determine this and which presuppositions underlie one’s views and arguments. Inspired by philosophical theories
such as pragmatism and hermeneutics we presuppose that moral good is
co-created with the stakeholders involved in a specific moral issue (see also
Chapter 4). Similar to this understanding of ethics and practicing ces, we argued that the norms and criteria for determining what a good quality of ces also
need to be formulated through a joint reflection process by the stakeholders
about their underlying presuppositions about the quality of ces, based on concrete experiences.
Instead of setting standards first and then trying to move ces practices towards these standards, a responsive evaluation methodology allows to foster
the quality of ces practices by encouraging ces practitioners to reflect on the
standards they themselves and others hold and at the same time jointly define
what this quality actually entails. For this process, co-ownership of both the
process and the outcome is crucial. Also, active participation of the stakeholders is important for the process. In the following, we discuss three distinctive
features of our approach and reflect on the differences and similarities with
other national networks.
First, neon includes all types of health care (not only hospital care as is the
case for the asbH and uKcen) and all types of ces (not only clinical ethics committees, as is the case for uKcen or ethics consultation as is the case for the
asbH) (asbH 2011; Slowther 2008). This way, different types of ces can learn from
each other and inspire one another. This approach is possible, since the Netherlands is a relatively small country, making the numbers of ces practitioners relatively low. Also, neon has, until now, explicitly distanced itself from a certification
program, based on input from the neon participants, different from the asbH
(asbH 2020b). This is in line with a responsive evaluation methodology in which
the stakeholders are encouraged to steer both the direction and the form of the
evaluation process itself.
Second, our approach aims at unlocking experiential knowledge in the form
of sharing practice examples of ces on the website and in the handbook. For
this aim, fostering and creating new relations between ces practitioners and
other stakeholders in order to be able to share these experiences is of great
importance. This is also resembled in the way the neon website is designed.
The website of neon differs from for instance that of uKcen or the asbH (uKcen
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2020; asbH 2020a). Whereas the website of uKcen contains educational resources, and the website of asbH provides documents about standards, the website
of neon focuses specifically on knowledge exchange, concrete practice examples and ces practitioners presenting themselves to each other (neon 2020).
This reflects our theoretical understanding of ces as well as responsive evaluation methodology, as both emphasize that experiential experience is an important source for knowledge, contextual details are relevant to asses a situation
and deliberation between multiple perspectives is crucial to assess a situation
(whether it is assessing what is the right thing to do in a moral issue, or assessing
what is a good quality ces activity).
Third, we focus on an ongoing process of learning together with stakeholders instead of providing norms on ces and assessing whether a certain ces
activity meets that norm. Whereas other national initiatives have presented
drafts of quality documents regarding ces to stakeholders, we tried to involve
the stakeholders more fundamentally, for instance by also discussing the process with them, similar to the methodology developed in Canada (Kirby and
Simpson 2012). Moreover, besides developing the ces quality characteristics together, we also applied the quality characteristics in responsive quality assessments in which ces practitioners themselves visited each other to start a dialogue about the quality of ces in their health care organizations (Van Baarle et al.
2019). This again provides an example of joint learning. The quality characteristics
are meant to function as a heuristic instrument, and will be continuously evaluated and updated based on the experiences within ces practices (Chapter 5).
These distinctive features of our approach may clarify what a responsive evaluation methodology has to offer. Responsive evaluation can be viewed as collaborative, participative and capable of generating change. This does not mean
that other approaches are not useful. Guidelines or sets of values may inspire
ces practitioners to look at other themes that may also be relevant for fostering
the quality of ces services and provide ces practitioners with clarity and stability. Thus, a diversity of approaches to conceptualize and foster the quality of ces
is important as they can reinforce each other. In order to better understand the
strengths and weaknesses of each of these approaches, we argue that it is important to be explicit about one’s normative presuppositions and to study how
and in which way these approaches contribute to the quality of ces. This can
help the international debate forward and help to professionalize the field of
ces (Schildmann et al. 2013).
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conclusion
In this paper, we described the development of neon, a national network for ces
in the Netherlands, which aims to define and foster the quality of ces. Within
neon, we organized activities inspired by a responsive evaluation methodology,
as this methodology bears close resemblance with our theoretical understanding of ces, which is based upon philosophical theories, especially hermeneutics
and pragmatism. We elaborated on three central activities we undertook and
we reflect upon how these activities contributed to the conceptualization and
fostering of the quality of ces in the Netherlands; 1. Organizing expert meetings
and national conferences to facilitate a dialogue on quality of ces, 2. Launch of
a website and publishing a handbook on ces, and 3. Organizing responsive
quality assessments. Our approach is different from other national approaches
in three ways; a broad inclusion of different health care domains and different
types of ces, a focus on experiential knowledge and fostering relations between
stakeholders, and a focus on an ongoing joint learning process instead of providing knowledge and\or norms as a final product.
neon aims to encourage reflection and dialogue between ces practitioners,
resulting in a full and broad understanding of several elements of the quality of
ces. This is an ongoing process. The quality of ces is dependent on the views,
perspectives, knowledge and insights of all participants. So, we will need to
continuously update our views, and reflect on new developments. neon can
play a role in this process, and will hopefully contribute to the further dialogue
on the quality of ces in the Netherlands and evaluate the developed quality
characteristics and other quality related products of neon.
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In this dissertation, we have presented three innovations for Clinical Ethics Support (ces). The first innovation was the development of a theme-specific ces tool
based on Moral Case Deliberations (mcds) (Part A), the second was the integration of ces into a team’s work processes (Part B), and the third was a means of
conceptualizing and fostering the quality of ces in the Netherlands (Part C).
One of the strengths of this dissertation is the variety of innovations it presents,
covering a broad range of aspects of ces.
Another strength of the research presented here is the combination of theoretical reflection and empirical research. Theoretical presuppositions are frequently left implicit in research on ces evaluation and innovation (Schildmann et
al. 2013; Ives et al. 2018). Reflecting upon these presuppositions allows scholars
to steer the research process more transparently and less implicitly. The same
principle is relevant to the evaluation of ces outcomes. A recent, systematic review of ces outcomes near the end of patients’ lives found that ces had largely
positive and occasionally negative results. Yet, the main conclusion was that the
methodology of evaluation studies had to be improved and that the predetermined end points of these studies needed a better theoretical underpinning
(Haltaufderheide et al. 2019). To evaluate ces, it should be made explicit on what
grounds the evaluation is performed. The theoretical reflections in this dissertation make it possible to steer the rationale and the course of the desired innovations and evaluate the innovations accordingly.
The empirical findings and theoretical reflections in this dissertation functioned iteratively. We did not arrive at our findings by applying theory to the empirical findings or vice versa. Instead, we iteratively deepened our understanding
of our empirical findings by reflecting on them theoretically, and through this
process also made general theories more concrete, articulating the theories’
implications for the ces innovation at hand. One example of this was the formulation of four key characteristics of a ces tool).
In this discussion, we first briefly summarize the specific innovations and subsequently reflect on the strengths and weaknesses of each study. Next, we reflect
on our pragmatic hermeneutic approach to ces innovation research. We consider
the use of pragmatic hermeneutic theory as well as the normativity of the research. Then, we address the concern that pragmatic hermeneutic research could
tend toward moral relativism and that the participants in an mcd or a similar kind
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of ces could come to a decision which is ‘morally wrong’. Subsequently, we discuss whether it is consistent for ces with a pragmatic hermeneutic background
to develop or implement rules or protocols. In the third part of this General
Discussion, we deal with the question as to whether, and to what extent, the four
ces challenges described in the Introduction are adequately addressed by the
innovations presented in this dissertation. We conclude by suggesting some
areas for further research.
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Innovation 1
The development of a ces tool based on Moral Case Deliberations
Chapters 2 and 3 (Part A) describe the development of a ces tool known as the
‘moral compass’, based on mcds. This tool can be part of an innovative, practical
way of offering ces; moving from a case-based and group oriented ces (mcd) to
a theme-based ces tool that can be used individually. We developed this ces
tool at the request of a health care facility that asked us to disseminate the insights acquired in mcds throughout the organization. This study’s research objective was to develop an innovative ces tool based on a series of mcds, aimed
at increasing the impact of mcds on the health care organization and at fostering moral learning across the organization. The ces tool had a specific theme:
moral challenges regarding client autonomy. Our aim was to create a more accessible and time-efficient way of offering ces and to integrate insights and
suggestions from earlier mcds in a new ces tool.
The ces tool we developed was meant to help users who are facing an ethical
question. The tool consists of a booklet that poses six follow-up questions, all of
which are meant to aid the user in dealing with the original moral question. Accompanying each follow-up question is a sentence explaining how answering
that question can help the user in grappling with the moral question (the intention being to aid the user in understanding the specific question) and how the
answer to that question may be helpful to the user. The six questions are illus-
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trated with examples based on the analysis of the mcds. These include issues
that earlier mcd participants struggled with, and best practices for dealing with
the moral question identified by the mcd participants.
mcds are case-based. mcd emphasizes the importance of context when contemplating the right thing to do. Thinking about the right thing to do implies a
specific ‘here’, a place and time, with contextual details and stakeholders that
are relevant at a given moment. How can these insights be transferred to a ces
tool? In order to address this question, we identified four core characteristics of
a theme‐based ces tool based on mcds (see Chapter 3): (a) an actual experienced moral problem as starting point of the ces tool; (b) focus with the ces tool
on moral inquiry into the moral concepts, questions and routines within the lived
experience of the ces tool user; (c) stimulate moral learning by exploring other
perspectives; and (d) incorporate contextual details (both content-oriented and
procedural) that can be relevant for the user of the ces tool.
Examples of the content-oriented details were the different values considered relevant by the mcd participants, and certain strategies (like a ‘good cop,
bad cop strategy’) that the participants found particularly helpful. Procedure-oriented questions included the relevance of explicitly considering both
short-term and long-term consequences. This dimension was incorporated into
the tool in Question 3: (..) With each question, ask yourself what would be important to someone, both in the long and short run. (Chapter 2, p. 43). This way, we
were able to incorporate insights from earlier mcds into a thematic tool, without
compromising the theoretical underpinning of mcd which holds that participants themselves should reflect on what is the right course of action.
Whereas the ces tool itself might not be immediately usable in other health
care organizations because its content was specific to the Amsterdam-based
health care organization, the four key characteristics make it possible to develop new ces tools tailored to the moral themes at other healthcare organizations, based on an analysis of their local mcds.
The most important limitation of the study of this ces tool is that the tool has
not been evaluated. Although we organized three focus groups to give us feedback on a first iteration of the ces tool, an evaluation study was not part of this
dissertation. Therefore, it is unknown whether moral learning is actually fostered
by the ces tool, and if so under what circumstances and what kind of moral
learning this entails. Informal observations of the use of the ces tool indicate
that it is most likely to promote moral learning when used in small groups rather
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than individually. We recommend further research into the actual use of the ces
tool and how it functions in care practices.
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Innovation 2
Developing an Integrative Approach to ces
Chapter 4 and 5 (Part B) of this dissertation describe the development of an
integrative approach to ces. As described in the Introduction to this dissertation, traditional ces often receives too few support requests (Challenge 1) and
has limited impact on clinical care (Challenge 2). We experienced the same with
regard to mcd. Furthermore, in the case study—which involved offering ces to a
team that provides care for transgender persons, we initially found that the
team did not have a real sense of ownership with regard to mcd. mcd was mainly considered the mcd facilitator’s responsibility. Following up after mcds and
addressing the more systemic causes of moral dilemmas proved challenging
(Challenge 2). To meet these challenges, we started experimenting with innovative ces activities and organizing ces in a different way. Based on a cyclical
process alternating between theoretical reflection and practical experience, we
drew sixteen lessons (Chapter 4) and formulated five key characteristics for an
integrative approach to ces (Chapter 5).
Chapter 4 describes in detail the ces activities we developed for the Centre
of Expertise on Gender Dysphoria (ceGd). We began by providing mcd during
ceGd policy days. Following an evaluation study of the mcds and steering meetings, this gradually evolved into other ces activities, such as the ces staff joining
multidisciplinary meetings, an observational study into the themes underlying
the moral issues experienced, and co-creation of an ethics logbook. In addition,
we collaboratively developed and performed ces on training days and at educational and international conferences. The sixteen lessons we draw are directly
related to our experiences and the challenges we faced in the course of these
new ces activities.
Chapter 5 describes the five elements we identified as key to an integrative
ces approach. Inspired by the theories of hermeneutics and pragmatism we
reflected on our experiences in the integrative ces case study and identified
five key characteristics. We had no predefined idea of what integrative ces
would or should look like. Instead, we derived these elements of integrative ces
by first developing ces activities in practice and then reflecting on our experiences, relating them to theories on hermeneutic ethics and pragmatism, and finally
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giving them a name. The five key characteristics are 1) Positioning ces more
within care practices; 2) Involving new perspectives; 3) Creating co-ownership
of ces; 4) Paying attention to follow up; and 5) Developing innovative ces activities through an emerging design.
A common thread running through these characteristics is the importance of
a dialogue. The first element—positioning ces more firmly in care practices—entailed integrating moral and ethical dialogue into care practices. Often, ces activities are organized as separate activities from daily care. We experimented
with ces activities to facilitate and foster ethical reflection during daily care. The
second element we identified—incorporating new perspectives—can also be
phrased as broadening the participants’ viewpoints and encouraging them to
look at a situation in dialogue. New perspectives can offer new insights and
thereby challenge existing ideas, norms or moral routines and foster a dialogue.
And finally, the third, fourth and fifth elements all emphasize the importance of
developing and evaluating ces in dialogue with stakeholders. If stakeholders
are actively involved in developing and evaluating ces activities, this will likely
enhance their sense of shared responsibility for ces and increase the likelihood
that health care workers will take its insights on board.
As we gave shape to the integrative ces approach, we evaluated ces and the
activities we developed several times, both in a research (Vrouenraets et al.
2020) and in a continuous, informal way in steering group meetings and on policy days. In our experience, this joint evaluation of ces activities with stakeholders fostered wider ownership of ces and gave the stakeholders an opportunity
to steer the ces in a direction they preferred. (Chapter 5, p. 127). Strengths of
this research are the sense of co-ownership the ceGd felt, the close proximity to
clinical practices, and the trust that grew between the ces practitioners and the
clinical team. We also regard it as a strength that we were quite open and detailed about the lessons we learned and challenges we experienced during the
process. A finding in this research was the importance of striking a balance between integrating ces into clinical practice and creating space outside of clinical practice in which to reflect on the process. Another finding relates to the
balance a ces practitioner needs to strike between relating to the clinical team
as an insiders or outsider.
One limitation of this research is the minor role the client’s perspective plays.
Although we identified incorporation of different perspectives as a key element
of integrative ces and were aware of the value of including what are known as
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‘silent voices’, that is, voices so far not heard or taken into account (Baur, Abma,
and Widdershoven 2010), we did not give enough room to the patient perspective—a notably silent voice—in our research. We made a few minor attempts and
involved patients by facilitating ethics activities at three events in which transgender people also participated. The first experiences were positive as they
allowed participants to enter into a dialogue (rather than a debate in which opposing groups of stakeholders try to convince each other) and they encouraged
deeper understanding of others’ perspectives. However, we know from the literature that patient involvement in ces requires good preparation and specific
care and attention for both patients and caregivers (Weidema et al. 2011). We
discussed other plans for involving patients more, but we lacked the time and
resources to properly organize patient participation as of yet. In addition, there
was some ambivalence regarding the question of who should take the lead in
involving the patients: the ces practitioners or the ceGd team.

Innovation 3
Conceptualizing and Fostering the Quality of ces
The third innovation presented in this dissertation pertains to the way we conceptualized and fostered the quality of ces. Although there is increasing awareness of ces in regulatory agencies such as jci, there are still many questions
about what constitutes qualitatively good ces (Schildmann et al. 2013; jci 2018).
This regards both more conceptual questions—about what qualitatively good
ces actually looks like—and more empirical questions, such as: ‘What level of
quality does ces in health care organizations currently have?’ and ‘How do you
foster the quality ces?’ Chapters 6 and 7 (Part C) of this dissertation describe
the process and outcome of conceptualizing ces quality and fostering good ces
in the Netherlands, through the development of a Dutch National Network
called neon.18
Chapter 6 describes one particular outcome of this process; a set of 60 quality characteristics for ces in the Netherlands. The quality characteristics presented there deal with four domains: 1. Goals of ces, 2. Methods of ces, 3. Competences of ces practitioners and 4. Implementation of ces. The variety and
scope regarding ces and health care sectors stand out compared to similar efforts by ces networks in other countries. The characteristics describe the general requirements for qualitatively good ces. For instance that a conversation
18 In Dutch: Netwerk Ethiek Ondersteuning Nederland
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method is advisable for a ces activity like an mcd , but do not specify which
specific ces method. Relatively few quality characteristics actually address the
quality of a ces activity itself or its outcomes, in other words answering questions such as: ‘What constitutes a qualitatively good ethics committee meeting?’
or ‘a qualitatively good moral case deliberation?’
Chapter 7 describes in greater detail three activities we organized to conceptualize and foster the quality of ces in the Netherlands: 1. Organizing expert
meetings and national conferences to facilitate a dialogue on ces quality, 2. Launch of a website and publishing a national handbook on ces, and 3. Organizing
responsive quality assessments about the quality of ces. Additionally, this chapter reflects on the methodology we used and describes five similarities between
a responsive evaluation methodology and our theoretical understanding of ces.
Firstly, they share an emphasis on dialogue between stakeholders. Secondly,
they underscore the importance of experiential knowledge and contextual details in the process of conceptualizing and fostering what is morally good or a
good practice. Thirdly, both try to avoid producing abstract or general principles that have to fit all cases and prescribe from an external perspective what
should be done. Instead, both attempt to assist stakeholders in reaching a fuller
understanding of their practice or situation by including more perspectives and
encouraging reflection on their (perhaps implicit) way of looking at a practice or
case. This can be encouraged by the use of a general principle, which in that
case functions merely as a heuristic tool. Fourthly, both view diversity or pluralism of ideas not as problematic but as an opportunity to learn and improve.
Fifthly, both approaches entail engagement with the practice under consideration rather than an outsider perspective that ‘objectively judges’ a practice, and a
commitment to the viewpoint that all voices should be heard and taken seriously.
Selected activities, inspired by a responsive evaluation methodology, were
used to involve the ces stakeholders in the Netherlands in the process of conceptualizing and fostering the quality of ces. So, rather than establishing quality
characteristics at the outset and then trying to evaluate or move ces practices
towards these quality characteristics, we developed the quality characteristics
in constant interaction with the stakeholders and used them in so called ‘responsive quality assessments’. In these assessments, ces quality was not ‘measured’ from an outsider’s perspective. Instead, ces practitioners visited each
other’s health care organizations to engage in a dialogue about ces quality in
that organization, and using the quality characteristics as an ingredient of the
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conversation. We regard such stakeholder involvement as a strength, whereas a
more objectivist view favoring universal standards of ces quality might see this
feature as a weakness. Regardless of the perspective, however, it can be seen as
a strength that we were explicit about our theoretical background and its relationship to our methodology and the status of the research outcomes.
One recurring remark from ces practitioners was that we listed too many
quality characteristics and that their wording was uninspiring. Despite the fact
that we explicitly and repeatedly stated that the quality characteristics were not
meant to be objective metrics but were meant to inspire, some participants interpreted them as prescriptive, as laying down ‘the right way of doing ces’.
Others found the characteristics to be intimidating and even demotivating in
the sense of ‘we can never live up to this entire list of quality characteristics, so
why try?’ To address this, we summarized, rephrased and shortened the original
list of quality characteristics. However, as we did not evaluate the use of the
newly formulated quality characteristics, we do not know whether we succeeded in creating characteristics that are interpreted as we intended them: as a
heuristic instrument stimulating dialogue and reflection on the quality of ces.
Further research could explore other ways to conceptualize ces quality and
foster good ces and might uncover alternatives to formulating quality characteristics. Although the quality characteristics were based upon rich, contextualized and detailed information in the ces handbook, (the first set was a brief summary of a certain part of the handbook – (see Chapter 6, p148), when stripped of
this context they may not be the best instrument to inspire practitioners or serve as a heuristic to encourage dialogue on the quality of ces practices. Other,
more innovative ways of defining and fostering good ces could take the shape
of ‘images of quality’19, which are rich narrative descriptions or even short videos, featuring a ces meeting, for instance, and highlighting certain aspects of
quality by means of voice-over narration and/or graphic design. This form might
challenge ces stakeholders and practitioners to engage more deeply in reflecting on the quality of a particular ces activity. In an evaluation study about the
responsive quality assessments, we did find that respondents preferred an open
conversation about the quality of ces over the list of characteristics.
19 In the Netherlands an interesting approach was developed called ‘Images of Quality’
(Beelden van Kwaliteit). Images of Quality portrays daily care practice in a narrative way. The
information obtained from this enables health care professionals, staff members and executives to reflect on what they do, here and now, and on the basis of this, improve the quality of
their care (Reinders and Nazarowa 2020).
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reflecTion on THis Type of
researcH
In this section, we reflect on the type of research presented in this dissertation.
First, we discuss our use of theory in the research we conducted and the extent
to which our research can be interpreted as normative. Subsequently, we discuss a concern about moral relativism that has been expressed about our theoretical understanding of ethics and clinical ethics support, a concern that can be
summarized in the question ‘What if the participants of an mcd come to a conclusion that is ‘morally wrong’?’ Finally, we discuss the relationship between
moral learning and rules and discuss whether it is consistent for ces with a
pragmatic hermeneutic theoretical background to develop ces rules or protocols.

Chapter 8: General Discussion

About the use of theory in this dissertation
In this dissertation, we use theories, notably hermeneutics and pragmatism, to
interpret practices and deepen our understanding of them. We use the core
ideas of these theories and explore their implications for the research on ces
innovations discussed in this dissertation. Based on Gadamer’s ideas, Brandom
(2002) distinguishes two ways of interpreting texts (Brandom 2002; Vessey
2016; Gadamer 1975). De Dicto interpretations are attempts to understand a text
in the context of the author. The focus lies on close reading and incorporating
historical details to try to understand what the author meant by a specific argument. In contrast, De Re interpretations focus on what the ideas in the text mean
in the context of the reader, regardless of whether that meaning would even
have been intelligible by the author himself (Brandom 2002). In this dissertation,
we use a De Re interpretation, applying the theories of philosophical pragmatism and hermeneutics to ces.20
20 Brandom classifies himself as a neo-pragmatist who uses hermeneutic ideas and as such can
be considered a thinker who combines pragmatic and hermeneutic thought. Although classical hermeneutic philosophers in Europe and classical pragmatist philosophers did not have
any significant interaction, both theories are influenced by Hegel and the rejection of the
classical Cartesian distinction between body and mind (Vessey 2016). The so-called neo-pragmatists, like Brandom, are influenced by hermeneutic thought and mainly overlap in three
places; 1. an emphasis on dialogue, 2. an emphasis on phronesis and 3. an emphasis on experience (Vessey 2016; Bernstein 1983). All three points play a significant role in this dissertation.

197

Chapter 8: General Discussion

Inspired by philosophical pragmatism, the theory we used in this dissertation
served as a tool with which we deepened our understanding of the empirical
data. Our theory, including our moral theory, is not timeless and universal, but
provides solutions for practical problems that are by definition time-specific and
local (Swierstra 2013). This enabled us to also look for other theoretical concepts
and insights from fields such as organizational and educational sciences, which
we used to deepen our understanding of the empirical findings, to steer the
empirical research process, and to identify certain key characteristics of ces.
And vice versa, the empirical data were used to articulate more concretely what
the general theories of pragmatism and hermeneutics imply for ces, and investigate what these mean in the context of innovations of ces. This use of theory
also steers our understanding of the role theory plays in ces meetings. ces
meetings can be open to different or even opposing normative theories, as long
as they support the deliberation, foster moral learning and help make sense of
the situation for the participants (Magelssen, Pedersen, and Førde 2016).
In addition to the pragmatist view of theory as a tool, hermeneutic ethics and
dialogical ethics emphasize the importance of dialogue with stakeholders (Rudnick 2002). Theory is not used to reason about stakeholders, but to hold a dialogue with stakeholders. Every stakeholder may perceive a situation differently,
and this perception may include normative concepts and theories. Through dialogue these perspectives can merge, leading to an enriched understanding of a
situation. Hermeneutics draws our attention to what a particular moral issue, situation, rule or normative concept means to someone. This also includes which
facts should be considered morally relevant and which normative framework and
theories would be useful to enrich the dialogue. This is a never-ending process.

The Normativity of This Research
Over the past several decades, many authors have emphasized the importance
of empirical research for ethical reasoning, arguing that foundational and deductive ethical theories cannot do justice to the complexity, richness and messiness of daily clinical practice (Hedgecoe 2004; Borry, Schotsmans, and Dierickx
2005, 2004). This has also been coined ‘the empirical turn of bioethics’ (Borry,
Schotsmans, and Dierickx 2005). This empirical turn of bioethics opens up some
fundamental questions about how the more theoretically oriented discipline of
bioethics (stemming from philosophy) and normative theory relate to empirical
data about care practices as generated by social sciences and epidemiology
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(Leget, Borry, and Vries 2009; Musschenga 2005). This gave rise to different
ideas about how the empirical and the normative relate (Ives et al. 2018). In this
section, we reflect on the question to what extent the research presented in this
dissertation can be interpreted as normative.
Slowther (2008) writes that one can view clinical ethics from two perspectives. On the one hand one can interpret clinical ethics as a part of theoretical
bioethics (Slowther 2008). From this perspective, clinical ethics is a matter of
applying theoretical concepts of bioethics to clinical dilemmas in daily practice.
On the other hand, clinical ethics can be seen as part of health care. From that
point of view, the actual practice of clinical ethics is the cornerstone and the
theoretical research component functions as it does in all other clinical disciplines, like cardiology or urology: to inform the practice and provide the best care
possible considering all the particular details of the situation and the most recent evidence, insights and theory. In this dissertation, we situate ces, just like
clinical ethics, in clinical practice and use that as our point of departure. As this
dissertation shows, this does not in any way diminish the importance and value
of bioethical concepts for ces21, but it does give primacy to the actual ces practices and ethical reasoning in care practices.
Placing our point of departure in health care and ces practices means social
science plays an important role in ces. Social science has shown that actual
behavior in clinical practices often does not follow the categories that bioethics
has developed, for instance autonomy, informed consent etc. (Hedgecoe 2004).
This is supported by our findings. We found, for instance, in our analysis of mcds
(Chapter 2) that care workers often do not ‘choose’ one action over another in a
tragic dilemma, but try to find a middle ground, and try to do justice to both alternatives. In ces, a considerable part of doing ethics is gathering the facts,
deliberating how the situation can best be characterized and what terminology
is most fitting. This in turn influences the central ethical questions, which in turn
influences the way the ethical issues are handled. Our findings show that for ces
to be effective, it is important to stay close to the terminology of health care
workers and patients and the actual processes in health care. If ces is too theoretically oriented and strays too far from health care practice, it risks becoming
irrelevant or at best tolerated but with limited impact on health care practices.
As our case study regarding an integrative approach to ces showed (Chap21 Bioethical concepts, normative frameworks, values and norms show their value by being used
in practical situations and can be useful to deepen the ethical deliberation within ces.
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ters 4 and 5), care workers found it valuable when we made the ethical dimension visible to them without providing an external normative orientation. From our
understanding of ethics, it follows that health care workers are already engaged
in ethics when they discuss good care at the water cooler (see Chapter 5).
Ethics is already infused in clinical practices. Health care workers constantly
enact their values and their interpretation of good care in their daily care practices. For instance, consider the care worker who finds a workaround for new
software to arrange appointments with multiple specialists on one day, thereby
helping out a patient who has to travel from far and does not have much money.
This care worker is enacting certain values and norms. Making this moral dimension of care visible or fostering the awareness of these aspects (and other aspects that may have gone unnoticed by the team), can be a meaningful way of
providing ces.
Our experiences in neon (Chapters 6 and 7) support this point as well. Although this project did not provide ces for health care practices, we provided
the ces stakeholders with normative guidelines by presenting our list of quality
characteristics. As was discussed above, the conversation about quality was appreciated by the ces stakeholders, but the quality characteristics themselves
were sometimes seen as daunting and demotivating. Much like health care workers, ces practitioners enact certain norms, values and preconceptions about
the quality of ces, which can be made explicit and open for discussion. This
process can be hindered if researchers are too quick to focus on normative
content. This does not mean that collaboratively developing normative content
with the stakeholders in the shape of rules, norms or guidelines is never meaningful (see below). However, it is important to strike the right balance and
develop the normative content with those stakeholders who are ready for this.
Staying close to care practices and limiting oneself to reporting back certain
observations from an ethical perspective is sometimes enough to foster reflection and normative evaluation by the care workers themselves.
The value of making the ethical dimension visible to health care workers in
ces is related to our theoretical background of hermeneutics and pragmatism.
Good care is not about adding a normative orientation to clinical practice, but
about enacting certain norms and values through one’s practices.22 ces can
make this enactment visible and the subject of discussion for care workers, ena22 I derived this argument from (Verkerk and Lindemann 2012) who make a similar point for
professionalism.
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The Concern About Moral Relativism (‘Does Anything Go?’)
The theoretical understanding of ces in this dissertation may lead to concerns
regarding moral relativism. Holding a dialogue that encourages stakeholders to
reflect on the right thing to do in a given situation may give rise to the question:
What if the stakeholders in an mcd, for instance, come to a conclusion that is
‘morally wrong’ (Van der Scheer and Widdershoven 2004)? Is there a way to
prevent this? There are two ways to respond to this concern, depending on
what ‘morally wrong’ is perceived to mean.
First, when ‘morally wrong’ is intended as a violation of some kind of objective
and/or universal moral truth, then the response from a pragmatic-hermeneutic
point of view is that this so-called ‘objective truth’ simply does not exist. As human beings, we are bound by our bodies and time. We always speak, experience
and interpret from a time and location-specific place. We can reason and reflect
as thoroughly as possible and include as many perspectives and experiences as
possible, but we are necessarily bound to a specific place in space and time. So,
when ‘morally wrong’ is intended as a violation of some objective or universal
moral truth, the answer from a contemporary pragmatic hermeneutic standpoint
is that there is no such thing as an objective, or universal truth.
Given the view articulated above, we all by necessity reason and reflect from
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bling them to enact these norms and values more consciously or enact certain
values they had not previously enacted. As such, ces can constitute an intervention in practice, not by adding an explicit normative evaluation but by making
implicit assumptions about good care visible and the subject of discussion.
Once these hidden assumptions about good care are brought to the surface,
they can also be questioned or reinforced and this provides care workers with a
fresh way to look at their practice (Pols 2008).
Our research into ces innovations can be considered normative in a procedural way; it is about how to foster a normative evaluation in care practices. By
showing examples of innovative ces, presenting the lessons learned and formulating key (quality) characteristics, we aspire to support other ces practitioners
who also wish to innovate their ces. The message in this dissertation is that such
normative analysis should ideally be organized within clinical practices and in
collaboration with the stakeholders, while incorporating external influences like
rules, regulations, and other normative frameworks from bioethics research on
that topic.
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a particular standpoint and perspective. Every stakeholder brings with them a
unique and specific perception of a situation which influences their views as to
the right course of action for a particular situation (and this includes ethicists
and ces practitioners). The ‘right course of action’, or guideline/protocol decided upon in a particular context is always inherently related to the specific context in which it was created and continually remains the subject of evaluation in
that specific context (Van der Scheer and Widdershoven 2004). We cannot step
outside our embodied selves to justify a position. The justification of our moral
beliefs needs to be based on our embodied, contextualized historical and dynamic moralities (Verkerk and Lindemann 2012).
In clinical practice, care workers, patients and their families hold diverging
and even contradictory moral values. These differences are often experienced
as problematic and difficult, but they could also be seen as an opportunity to
learn from and enrich one another. When every perspective and lived experience is considered valid and taken seriously during a ces meeting, participants
can focus on mutual understanding and on trying to find common ground and/
or formulate very precisely where their views differ. This may be more helpful
than embarking on a quest for ‘an objectively right course of action’ and evaluating the viewpoints of the stakeholders based on this. Since ces is about supporting health care workers in their moral dilemmas, the criterion of feasibility is
relevant.23
If ‘morally wrong’ is taken to mean that the decision violates widely accepted
normative frameworks, rules or regulations, it is important to note that every
stakeholder in ces activities comes with their own moral background (morality)
which they have developed by engaging with their surroundings (Ohnsorge
2015). As described in Chapter 5 of this dissertation, we understand morality to
be the complex background of one’s education, culture, professional norms, family, peer network etc. This background is acquired implicitly; by moving through
the world, people learn what does and does not work, they learn new skills and
pick up what is valued in their family or organizational culture. This moral framework is usually invisible and not reflected upon. It is the framework from which
an individual perceives the world. This moral framework has also been described in terms of moral routines, moral habits or a moral landscape (Keulartz et al.
2004; Dewey 1975; Verkerk and Lindemann 2012). Someone’s morality is part of
23 I derived this argument from (Musschenga 2005). He makes the same point for medical ethics in general.
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their narrative identity, which consists of stories, experiences that left an impression, parables, including normative frameworks like national laws, and the rules
and regulations of their profession. This narrative identity is infused with norms
and values that are often not articulated, and guide people’s behavior and judgements in an invisible way (Verkerk and Lindemann 2012).24
This view of morality is relevant to the discussion about the danger of participants coming to a ‘morally wrong’ decision. Participants do not enter the ces
meeting with a blank slate. Their morality is relatively fixed and they are not
easily convinced of any radically different moral positions. To the contrary, their
morality is quite resistant to change. Also ces meetings themselves do not take
place in a void. Legal and professional frameworks and power structures still
apply in ces meetings, and thus influence the dialogue and deliberations on the
right thing to do. To reflect on the right thing to do requires people to assess
the applicability of existing rules and regulations to the situation at hand. Participants might consider an exception to an existing legal rule or normative
framework the right course of action in a particular situation. In fact, the empirical analysis of the mcds (Chapter 4) showed that mcd participants sometimes
did consider it morally justifiable to make a well-reasoned and documented exception to an existing rule. While this does happen, it is far from an ‘anything
goes’ relativism. Making an exception to an existing rule requires scrutiny, documentation, reasoning and a sense of safety, especially when there might be legal
ramifications (Dekker 2012). The dialogue in ces meetings engages the participants in what matters to them and others and supports them on the moral issues in a particular practice. Existing laws, rules, guidelines and protocols function as external reference points that the participants need to take into account
(though not necessarily follow).
There may be instances of ‘moral disengagement’25 where a team collectively
uses a ces meeting to justify a course of action that is unacceptable from another perspective (that is, contrary to a rule, the patient perspective, a societal
norm or a legal framework). Indeed, empirical research shows that this does
24 This moral landscape is often not a coherent whole, but may contain contradictory elements.
25 The theory of Moral Disengagement explores how otherwise considerate human beings do
cruel things and still live in peace with themselves. The theory of moral disengagement suggests five psychological mechanisms; sanctifying your harmful behaviour as serving a worthy
cause; absolving yourself of blame; minimizing the harmful effects of your actions; dehumanizing those you maltreat, and blaming them for bringing the suffering on themselves.
(Bandura 2015)
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happen (Fida et al. 2015). Care workers may lose sight of values that are important to them and allow certain organizational routines or personal interests to
prevail. With regard to these situations, it is important to note that, for the most
part, there are quite clear rules, laws or codes of conduct in place (Bandura
2015). Often the individual or group falls short in applying these rules, ethical
considerations or norms to the situation. It is possible that a ces meeting, such
as an mcd or a ces tool would not manage to put a stop to these situations, but
would instead reinforce them, since the mechanisms that enable moral disengagement may be reinforced by an mcd or the use of a ces tool, in the sense
that the ces tool or an mcd is used to justify an unjustifiable situation, or to give
it an ethical ‘stamp of approval’. Also when moral distress26 is a recurring theme,
the team members may be too wrought with emotion to open themselves up to
the other perspectives that moral learning requires. Sometimes it is also difficult
for someone with a dominant perspective to truly see things from a minority
perspective, especially when the latter perspective is not invited to the conversation. Additional research is required to discover what kind of ces or ces tool
would be appropriate and how to determine what method is most suitable for
what team situation, as well as how ces practitioners can assess this.
To sum up, the concern that participants in a ces meeting might come to a
morally wrong conclusion should not be downplayed, but it should be put into
perspective. Something morally wrong in the sense of a violation of an ‘absolute
moral truth’ is not realistic from a pragmatic hermeneutic viewpoint and not
useful for dealing with value conflicts in clinical practice. Organizing a dialogue
between people with different perspectives is the most helpful way to critically
reflect on a specific situation. Additionally, when ‘morally wrong’ is taken to
mean a decision that goes against a widely accepted normative framework, it is
important to note that participants go into ces meetings with a morality that is
already developed and quite resistant to change. ces participants also need to
take into account existing legal and normative frameworks that are relevant to
the case. Participants in a ces meeting might agree that it is morally justified to
make an exception to an existing rule, but this requires extensive reasoning and
documentation, especially in the case of legal ramifications.

26 Moral distress is defined as the negative feelings that arise when an individual knows the
morally correct response to a situation but cannot act accordingly because of institutional or
hierarchical constraints (Jameton 1984)
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About the Relationship Between Moral Learning and Rules
The findings in this dissertation emphasize that an important aspect of ces is
fostering moral learning. In our definition, moral learning means incorporating
new perspectives, giving a broader meaning to a certain value or norm, or
incorporating a new norm or value into personal moral routines. The ces tool
presented in Chapters 2 and 3 focuses on encouraging autonomous moral
learning rather than providing the user with an unequivocal rule or protocol
that is universally applicable. The ces tool does not provide strict normative
guidance in the shape of rules that prescribe the right thing to do. Yet it is
normative in a process-oriented way, in the sense that it encourages critical
reflection and including different perspectives, values and strategies that the
mcd participants found particularly helpful.
Does the emphasis on moral learning in this dissertation imply that ces precludes incorporating and developing general rules, clear norms and regulations
intended to guide certain behavior in clinical practice? Our theoretical understanding of ces does include the possibility of developing normative rules, guidelines or protocols in ces or integrating them into a ces tool. The ces tool’s
moral theme—client autonomy—presented in Part A is well-regulated. The health
care workers involved were already familiar with the rules and regulations, but
were in doubt about the right thing to do in a particular situation. In other situations, where other moral themes may be at play, the rules may be less clear.
There might be too many, or conflicting or confusing rules, or participants might
be unfamiliar with them (Aveling, Parker, and Dixon-Woods 2016). In such cases,
adjusting or incorporating rules or norms, preferably in dialogue with the stakeholders, may be an important part of providing ces.
Addressing rules in ces can be part of moral learning. The rule, law, guideline
or protocol provides another, sometimes external, perspective on a moral issue
in a practice. From a pragmatic point of view, the values, rules, norms and laws
reside “not in themselves but in their capacity to work, shown in the consequences of their use” (Dewey 1920). This requires interpretation in actual practice,
which is consistent with our empirical findings. When developing the ces tool,
we found in the mcd analysis that rules and regulations were regarded as relevant, but that awareness of the rules and regulations often did not solve the
moral dilemma (Chapter 2, p.46). Some participants said that existing rules and
regulations should not always be followed automatically. We incorporated a
question into the ces tool about the relevant rules and guidelines and inserted
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this in the step of the process where the participants weighed the values of the
different perspectives (Chapter 2 p.46, Q3).27 This is an example of how existing
rules can be integrated into the deliberation.
An important distinction between law and ethics is law’s connection with authority, sanctions or institutionalized procedure (van der Burg 2009). This means
that a change in legislation, or introduction of a new rule may sometimes have
more impact than an mcd. This is not always the case though, sometimes a change in legislation does not influence the actual behavior in practices (van der
Burg 2009). General rules or norms c provide clarity, calm, support, and can
promote fair treatment of different cases and give practitioners something to
hold on to (Dekker and Breakey 2016). So, in some situations ces activities can
focus on developing normative rules, guidelines or protocols or an implementation, re-actualization or evaluation of already given norms, policies or laws. The
theoretical background does presuppose that these rules can never be universal claims or imperatives, but are always contextual and should continually be
evaluated and amended in dialogue with the stakeholders. The value and meaning of these rules should be interpreted in their local contexts (Van der
Scheer and Widdershoven 2004).
To sum up, we see it as consistent with our theoretical concept of ces to develop, implement or interpret rules, norms or protocols as part of ces. It is preferable to develop such rules in dialogue with the stakeholders and to evaluate
their meaning and interpretation in practice. ces practitioners will only be able
to adequately respond to situations in a certain clinical practice if they are aware of the local context and if they discuss with the team what kind of ces activity
would be most suitable: Should the ces focus on making moral routines visible
and subject of discussion, or is there a lot of uncertainty or insecurity or does an
imbalance of power need to be redressed? In the latter case, developing a new
protocol or rule in collaboration with the team may be a more appropriate type
of ces.

27 The user of the ces tool is first asked what would be important for the client (Q3A), then, what
would be important for the user themselves (Q3B), and then what would be important to the
other stakeholders involved in de moral issue (for instance co-workers, network, other clients, management) (Q3C), and finally, they are asked about the rules and regulations (Q3D).
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ces cHallenGes
This section answers the question to what extent the innovations presented in
this dissertation met the challenges described in the Introduction.

Challenge 2: Limited Impact of ces on Clinical Care
In terms of the second challenge—the limited impact of ces on clinical care—the
three studies give examples of how to increase this impact in various ways.
Firstly, the ces tool was developed to increase the impact of any insights acquired through mcd. The idea was to find a way in which the ces tool could help
spread these insights across the organization. For example, the tool made any
insights available for use by individuals or small groups without a facilitator. As
we mentioned earlier, one of the limitations of this study is that it did not evaluate the actual impact on moral learning or the care provided. We recommend
further research into these aspects.
Secondly, one of the key characteristics of an integrative ces approach is that
it follows up on insights and attempts to translate them into actions. During ces,
participants reflect on what they consider good care in a specific situation or on
a certain ethical issue. It is important to follow up on new insights gained in
these moments of reflection and put them into action. In this case study, we had
several mechanisms in place to facilitate this follow-up. For example, we held
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Challenge 1: A Shortage of Requests for Support
As Part B of this dissertation shows, an integrative approach to ces helps to
address the problem that health care workers tend not to ask for ethics support.
We even needed to decide which ethical theme we would give priority to. The
abundance of ethical themes we had to work with resulted from the close proximity between the ces practitioners and the ceGd’s work processes. The ces
practitioners and ceGd care workers collaborated closely at conferences and in
educational settings. The practitioners attended meetings and observed moral
themes in the practices of daily care. As a consequence of the trust that grew
between the ces practitioners and the ceGd team, team members voluntarily
approached the ces practitioners when dealing with a difficult case. The ceGd
professionals had experienced that they would get support rather than face
judgement or criticism. Overall, therefore, the integrative approach to ces did
meet Challenge 1.
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meetings with the steering group in which we took stock of what was learned
from the latest ces activity and discussed how to follow up on these outcomes.
This would sometimes result in a lack of clarity about the division of responsibility, as some people questioned whether it was the ces practitioners or the
ceGd team members who were responsible for a given issue (see Chapter 5, p.
130). The ces practitioners put topics on the agenda, actively ascertained
whether they were followed up on, and even made suggestions as to how certain changes could best be implemented in care processes. The steering group
increasingly gave input on what kind of ces activity would benefit them most at
a particular moment.
Thirdly, with regard to conceptualizing and fostering the quality of ces, we
found (Chapter 6) that part of the quality of ces is how well ces methods are
followed up (Domain 3); on whether ces was evaluated with the stakeholders
(Domain 1); and on whether ces’s goals were explicitly formulated (Domain 1). We
also tried to enhance the impact of this research itself, by using and evaluating
the quality characteristics in actual ces practices and in so called responsive
quality assessments (Chapter 7, p. 181-183), which in turn were evaluated by another study (Van Baarle et al. 2019).
Finally, the theoretical reflections in this dissertation make it possible to define clear goals and desired outcomes for ces. It would be possible, for instance,
to evaluate how the ces tool is used and to what extent the insights gained in
the mcds foster moral learning. Such a study could help to determine the impact of the ces tool and make it easier to evaluate and improve ces and compare different ces activities. As such, this study addresses the remark from a recent review of ces at the end of life, which held that the evaluation studies need
to be methodologically improved and that a more elaborate theoretical underpinning is needed for these evaluation studies’ endpoints (Haltaufderheide et al.
2019).

Challenge 3: ces’s Undefined Position and Role in the Organization
The third challenge—ces’s unclear position and role in the organization, in terms
of both its procedure and mandate—is also addressed by the innovations discussed in this dissertation. Two aspects that were defined as critical to ces quality are specifying ces’s goals (Chapter 6, p. 151, characteristic (1.1.)) and ensuring
ces has an independent, recognizable position in the organizational structure
(Chapter 6, p. 160, characteristic (4.9)). What this position should be, is left open
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and up to the local context of a particular health care organization. In terms of
mandate, quality characteristics 4.8. stresses that the organization’s management and board of directors must guarantee the independence of ces and ensure that ethics support practitioners are given room to ask critical questions of
all parties in the care organization (Chapter 6, p. 160). The responsive quality
assessments made clear that these three quality characteristics were often not
yet in place in Dutch health care organizations. These quality characteristics, the
responsive quality assessments and the existence of an independent network
dedicated to ces (i.e. neon) helped ces practitioners achieve legitimacy for ces
in their own health care organizations (Van Baarle et al. 2019).
When it comes to the lack of clarity about which issues are suitable for ces to
focus on (budget cuts, for instance), the integrative ces approach described in
this dissertation showed that all issues where care workers (or patients and family) are in doubt can be suitable for ces (Chapter 5). This also includes topics
and areas not traditionally associated with bioethics (Dauwerse, van der Dam,
and Abma 2012). It may also comprise ‘tricky’, sensitive and politicized issues
such as budget cuts that force health care organizations to set priorities, and
even strikes. It can also refer to mundane topics, such as the extent to which a
parent is involved at the wards where their child is treated. The ces practitioners’ attitude and approach are important; no topics are a priori off limits, but it
is important to discuss and articulate these points in a constructive manner, and
to involve all stakeholders and all perspectives, including board and management Chapter 6, p. 158 characteristics 3.3.1.). ces practitioners likely experience
moral dilemmas themselves when addressing certain sensitive topics in a health
care organization. Therefore, we recommend organizing ces specifically for the
ces practitioners to help them deal with these moral dilemmas.
As mentioned in Chapter 5, p. 130 we deliberately avoided creating a situation where the ces professionals are responsible for the ces activities, while the
ceGd team is responsible for the follow-up in their care. We aimed instead to
come to a more diffuse division of responsibilities. The absence of a clear division of responsibility stimulated the participants to make a joint effort to foster
ces and improve practice. At the same time, this also led to a lack of clarity
about who was responsible for what. What’s more, during ces activities organized in the care practices (for instance, sitting in on treatment meetings), we
were not always able to clarify our presence, role and mandate to everyone involved (see Chapter 4, p. 102). More fundamentally, we were unable to clearly
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explain the role and responsibilities of ces practitioners who joined multidisciplinary meetings. It was unclear what kind of interventions would be appropriate during these meetings or what the normative status of the various interventions was (see Chapter 4, p.106). This requires additional research.

210

Challenge 4: Lack of Consensus as to what qualitatively good ces entails
To address the lack of consensus on what constitutes the quality of ces and ces
expertise, we formulated a set of ces quality characteristics (Chapter 6) and
fostered involvement and reflection on the quality of ces in the Netherlands
(Chapter 7). As noted in these chapters, the ces quality characteristics are a
start, but they need to be evaluated, refined and made more substantial as the
process unfolds. What we found is that the process of defining the quality of ces
and visiting each other’s health care organizations was considered inspiring and
helpful, but that the same could not be said of the quality characteristics themselves.
The expertise required for ces was defined in collaboration with ces stakeholders, in a dialogue focusing on knowledge, skills and attitude. However, these characteristics are quite general. The quality characteristics indicate the
need for a balance between knowledge (of basic ethical concepts, the health
care industry and ces, for instance), skills such as the ability to recognize moral
arguments and attune to the level of understanding of those involved, and attitude (including being undaunted by corporate hierarchy). This makes clear that
ces practitioners are much less theoretical in orientation than bioethics researchers. However, this dissertation also shows how important it is for ces practitioners to be able to understand and use bioethical concepts, theories or metaphors that can deepen care workers’ understanding of their own practice and
support them in this. A more fundamental question raised in the Introduction to
this dissertation is whether having these competencies guarantees the quality
ces. To answer this, additional research is needed.
With regard to the extent to which ces practitioners have moral expertise, we
conclude that ces practitioners and ces researchers have their own moral background which they bring to care practices. In addition, ces practitioners take
part in the dialogue (and are therefore not neutral) and can put forward ideas
about ces, bioethical concepts or their own judgments. ces practitioners are
not closer to an objective ‘moral truth’ but can introduce new ideas or concepts
or metaphors into the dialogue which may jog reflection and deepen partici-

Implications for Further Research
The research in this dissertation opens up topics for further research.
Part A
We recommend an evaluation of the actual use and impact of the ces tool described in Part A, to discover whether, and if so how, the ces tool fosters moral
learning and how it is best used.

Chapter 8: General Discussion

pants’ understanding of different perspectives. ces practitioners can enhance
the quality of the dialogue on good care by encouraging the participant to
question their own, and others’, values and implicit routines, and to critically
consider the norms and values of the environment (be these bureaucratic, organizational or economic).
In conclusion, the research presented in this dissertation addressed the challenges described in the Introduction and provided some preliminary answers.
It’s worth repeating that the challenges are interrelated. By addressing Challenges 1 and 2—increasing the number of requests and the impact of ces through
an integrative ces approach—we may have lost some ground on Challenge 3
and generated a more diffuse relationship between ces and clinical care. This
shows that in ces practices, it is key to prioritize goals and to acknowledge that
it is often impossible to meet all challenges simultaneously. This is in line with the
theoretical background of this dissertation in which we respect the primacy of
actual practices. Such practices do not always adhere neatly to distinctions or
conceptual clarifications presented in research or theory, such as the four challenges confronting ces.

Part B
Regarding the integrative approach to ces, further research is needed into ces
practitioners joining multidisciplinary meetings. What kind of interventions
would be appropriate for them to make? What is the normative status of the
various interventions? This was not always clear during our interventions and
needs to be explored more deeply. Additionally, insight could be gained from an
evaluation study on the impact of an integrative ces approach.
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Part C
Further research could explore other, more innovative and contextualized ways
of conceptualizing and fostering the quality of ces, other than formulating quality characteristics.
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Discussion
As hypothesized above, the ces innovations described in this dissertation may
be not be effective in all situations that occur in clinical practices, particularly in
situations of moral distress or moral disengagement. More research is needed
to determine what types of ces would be appropriate for different kinds of situations and how ces practitioners could assess this question.
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conclusion
Worldwide, there is an increase in the use of ces to support health care workers
in dealing with the ethical issues they run up against. Although ces has been
evaluated positively, it also faces several challenges. This dissertation discussed
three ces innovations intended to address these challenges. The first is a ces
tool aimed at increasing the impact of mcd by ensuring that the insights gained
during mcds are disseminated throughout the whole organization. The second
innovation—taking an integrative approach to ces—involves providing and organizing ces in such a way that it increases ces’s impact and care workers’ readiness to request ethics support. Our third innovation—conceptualizing and fostering the quality of ces—is intended to build consensus among ces stakeholders
in the Netherlands about what constitutes good ces. By experimenting in practice with these innovations, reflecting on our experiences and bringing theories
to bear on them, we described several key characteristics of these innovations,
making them informative for other local ces practices. We found that these innovations indeed addressed part of the challenges we identified.
This dissertation is part of the effort to professionalize ces and make it more
effective and theoretically grounded, thereby enhancing its impact and quality.
Among our findings, we conclude that ces should be less far removed from clinical practice than it is at present. It is important to organize it closer to the
practice of care, while ensuring that there is enough space outside clinical prac-

tice for participants to reflect on their experiences. Overall, we believe that
normative evaluation in ces is best facilitated in dialogue with as many stakeholders as possible. ces should focus on a careful critical examination of what is
actually going on in clinical practices. Collective judgements about whether
these situations are fostering good care in the best way we can currently conceive is all we have. We hope the research presented in this dissertation will
inform and inspire other ces practitioners and researchers to study and experiment with innovations in ces in their own local ces practices.
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As I complete my dissertation, the Netherlands is slowly opening up from a lockdown put in place due to an outbreak of the coronavirus. During the peak of
infections, the nation scaled up and restructured its health care capacity, closed
schools and daycare centers, encouraged people to work from home if possible,
banned visitors from nursing homes and cancelled all public events. Amidst
these far-reaching measures and the deep changes they caused in our social
lives, the value of ethics and the need for clinical ethics support became painfully clear. Much of what we once took for granted now required deliberate consideration. To put it in the terms of this dissertation, the moral routines were no
longer self-evident, but up for discussion. Suddenly, the choices being made in
our health care system brought hidden or unarticulated social assumptions into
plain view. For instance the values that are embedded in the relationship between curative care and care for the elderly. Ethicists and philosophers uncovered underlying values and normative frameworks surrounding this relationship,
and as such helped to make sense of the situation.
The health care workers at Amsterdam University Medical Centers experienced a sense of togetherness and solidarity in these extreme circumstances. At
the same time, ces practitioners struggled to provide these workers with meaningful and valuable ces in a crisis situation. The clinical ethics committees at
both of Amsterdam umc’s two locations had to cancel their first meetings. They
gave several reasons for this. Many of the committee members were care workers as well, and for obvious reasons actual care took priority. Additionally, the
committees felt unsure of their own ability to assist with the difficult ethical
questions that might arise from the and were uncertain about how to lend support in their current form.
Inspired by the ‘integrative approach to ces’, a 24-hour phone line was set up
to support with any questions or problems Amsterdam umc employees might
have, including ethical concerns. Whenever an ethical question arose, the hotline operators put the caller through to a ces practitioner. But in practice, few
health care workers made use of this highly accessible, low- threshold variety of
ces. It seems that few care workers or hotline operators recognized the questions or problems raised as ethical, and that this was compounded by the lack of
time for reflection due to the crisis. Perhaps ces’s most valuable contribution in
this crisis is yet to come. Possibly, ces will help health care workers make sense
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of what happened during the crisis and reflect on what lessons can be learned
from these extraordinary times. This might include an effort to retain any new
values and working methods developed during the crisis that were widely appreciated.
This unusual time not only reveals the social importance of ethics and the
specific value ces holds for health care, but also the need for research about
how to provide meaningful ces. We hope this dissertation helps make ces more
effective and professional and that it inspires practitioners to try new ways of
offering ces closer to clinical practice while also providing time away from clinical practice for space for ethical reflection.
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Summary

The growing need to support health care workers on ethical issues has led to
the development and implementation of Clinical Ethics Support (ces) in countries the world over. Although ces is viewed favorably, it also faces some serious
challenges. This dissertation presents three ces innovations aimed at addressing these challenges. Firstly, we designed a ces tool aimed at increasing the
impact of any insights acquired through mcd by spreading these insights across
the organization. Secondly, we developed an integrative approach to ces—a
new way of providing and organizing ces—in order to increase ces’s impact and
encourage more requests for support. Thirdly, we conceptualized and fostered
the quality of ces with the aim of promoting consensus about what constitutes
good Clinical Ethics Support. By experimenting in practice with these innovations, reflecting on our experiences and bringing theories to bear on them, we
described several key characteristics of these innovations, making them informative for other local ces practices. We found that these innovations indeed addressed part of the challenges we identified.
The empirical findings and theoretical reflections in this dissertation functioned iteratively. We did not arrive at our findings by applying theory to the empirical findings or vice versa. Instead, we iteratively deepened our understanding
of our empirical findings by reflecting on them theoretically, and through this
process also made general theories more concrete, articulating the theories’
implications for the ces innovation at hand. One example of this was the formulation of the key characteristics of a ces tool. Each section of this dissertation
presents a ces innovation. Each innovation is described in two chapters, one of
which describes the empirical process while the other provides the relevant
theoretical reflections underpinning the research.
Chapters 2 and 3 (Part A) describe the development of a ces tool known as
the ‘moral compass’, based on Moral Case Deliberations. We developed this ces
tool at the request of a health care facility that asked us to disseminate the insights acquired in mcds throughout the organization. This study’s research objective was to develop an innovative ces tool based on a series of mcds, aimed
at increasing the impact of mcds on the health care organization and at fostering moral learning across the organization. The ces tool had a specific theme:
moral challenges regarding client autonomy. Our aim was to create a more accessible and time-efficient way of offering ces and to integrate insights and
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suggestions from earlier mcds in a new ces tool. Chapter 2 describes the ces
tool and Chapter 3 presents our theoretical reflections on the tool.
The ces tool we developed was meant to help users who are facing a moral
question. The tool consists of a booklet that poses six follow-up questions, all of
which are meant to aid the user in dealing with the original moral question. Accompanying each follow-up question is a sentence explaining how answering
that question can help the user in grappling with the moral question (the intention being to aid the user in understanding the specific question) and how the
answer to that question may be helpful to the user. The six questions are illustrated with examples based on the analysis of the mcds. These include issues
that earlier mcd participants struggled with, and best practices for dealing with
the moral question identified by the mcd participants.
mcds are case-based. mcd emphasizes the importance of context when contemplating the right thing to do. Thinking about the right thing to do implies a
specific ‘here’, a place and time, with contextual details and stakeholders that
are relevant at a given moment. How can these insights be transferred to a ces
tool? In order to address this question, we identified four core characteristics of
a theme‐based ces tool based on mcds (see Chapter 3): (a) an actual experienced moral problem as starting point of the ces tool; (b) focus with the ces tool
on moral inquiry into the moral concepts, questions and routines within the lived
experience of the ces tool user; (c) stimulate moral learning by exploring other
perspectives; and (d) incorporate contextual details (both content-oriented and
procedural) that can be relevant for the user of the ces tool.
Chapter 4 and 5 (Part B) of this dissertation describe the development of an
integrative approach to ces. As described in the Introduction to this dissertation, traditional ces often receives too few support requests and has limited impact on clinical care. We experienced the same with regard to mcd. Furthermore, in the case study—which involved offering ces to a team that provides care
for transgender persons, we initially found that the team did not have a real
sense of ownership with regard to mcd. mcd was mainly considered the mcd
facilitator’s responsibility. Following up after mcds and addressing the more systemic causes of moral dilemmas proved challenging. To meet these challenges,
we started experimenting with innovative ces activities and organizing ces in a
different way. Based on a cyclical process alternating between theoretical reflection and practical experience, we drew sixteen lessons (Chapter 4) and formulated five key characteristics for an integrative approach to ces (Chapter 5).
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Chapter 4 describes in detail the ces activities we developed for the Centre
of Expertise on Gender Dysphoria (ceGd). We began by providing mcd during
ceGd policy days. Following an evaluation study of the mcds and steering meetings, this gradually evolved into other ces activities, such as the ces staff joining
multidisciplinary meetings, an observational study into the themes underlying
the moral issues experienced, and co-creation of an ethics logbook. In addition,
we collaboratively developed and performed ces on training days and at educational and international conferences. The sixteen lessons we draw are directly
related to our experiences and the challenges we faced in the course of these
new ces activities.
Chapter 5 describes five elements we identified as key to an integrative ces
approach. Inspired by the theories of hermeneutics and pragmatism we reflected on our experiences in the integrative ces case study and identified these
five key characteristics. We had no predefined idea of what integrative ces
would or should look like. Instead, we derived these key characteristics of integrative ces by first developing ces activities in practice and then reflecting on
our experiences, relating them to theories on hermeneutic ethics and pragmatism, and finally giving them a name. The five key characteristics are 1. Positioning ces more within care practices, 2. Involving new perspectives, 3. Creating
co-ownership of ces, 4. Paying attention to follow up, and 5. Developing innovative ces activities through an emerging design.
The third innovation presented in this dissertation pertains to the way we
conceptualized and fostered the quality of ces. Although there is increasing
awareness of ces in regulatory agencies such as jci, there are still many questions about what constitutes the quality ces. This regards both more conceptual
questions—about what qualitatively good ces actually looks like—and more empirical questions, such as: ‘What level of quality does ces in health care organizations currently have?’ and ‘How do you foster the quality of ces?’ Chapters 6
and 7 (Part C) of this dissertation describe the process and outcome of conceptualizing ces quality and fostering good ces in the Netherlands, through the
development of a Dutch National Network called neon.
Chapter 6 describes one particular outcome of this process; a set of 60 quality characteristics for ces in the Netherlands. The quality characteristics presented there deal with four domains: 1. Goals of ces, 2. Methods of ces, 3. Competences of ces practitioners and 4. Implementation of ces. The variety and
scope regarding ces and health care sectors stand out compared to similar ef-
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forts by ces networks in other countries. The characteristics describe the general requirements for qualitatively good ces. For instance that a conversation
method is advisable for a ces activity like an mcd , but do not specify which
specific ces method. Relatively few quality characteristics actually address the
quality of a ces activity itself or its outcomes, in other words answering questions such as: ‘What constitutes a qualitatively goof ethics committee meeting?’
or ‘ a moral case deliberation?’
Chapter 7 describes in greater detail three activities we organized to conceptualize and foster the quality of ces in the Netherlands: 1. Organizing expert
meetings and national conferences to facilitate a dialogue on ces quality, 2. Launch of a website and publishing a national handbook on ces, and 3. Organizing
responsive quality assessments about the quality of ces. Additionally, this chapter reflects on the methodology we used and describes five similarities between
a responsive evaluation methodology and our theoretical understanding of ces.
Firstly, they share an emphasis on dialogue between stakeholders. Secondly,
they underscore the importance of experiential knowledge and contextual details in the process of conceptualizing and fostering what is morally good or a
good practice. Thirdly, both try to avoid producing abstract or general principles that have to fit all cases and prescribe from an external perspective what
should be done. Instead, both attempt to assist stakeholders in reaching a fuller
understanding of their practice or situation by including more perspectives and
encouraging reflection on their (perhaps implicit) way of looking at a practice or
case. This can be encouraged by the use of a general principle, which in that
case functions merely as a heuristic tool. Fourthly, both view diversity or pluralism of ideas not as problematic but as an opportunity to learn and improve.
Fifthly, both approaches entail engagement with the practice under consideration rather than an outsider perspective that ‘objectively judges’ a practice, and
a commitment to the viewpoint that all voices should be heard and taken seriously.
This dissertation presents three innovations covering a broad spectrum of
ces, as well as our theoretical reflections combined with empirical research.
Theoretical presuppositions are frequently left implicit in research on ces evaluation and innovation. Reflecting upon these presuppositions allows scholars to
steer the research process more transparently and less implicitly. The same
principle is relevant to the evaluation of ces outcomes. To evaluate ces, it should
be made explicit on what grounds the evaluation is performed. The theoretical
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reflections in this dissertation make it possible to steer the rationale and the
course of the desired innovations and evaluate the innovations accordingly.
In the discussion (Chapter 8), we first briefly summarize the specific innovations and subsequently reflect on the strengths and weaknesses of each study.
Next, we reflect on our pragmatic hermeneutic approach to ces innovation research. We consider the use of pragmatic hermeneutic theory as well as the
normativity of the research. Then, we address the concern that pragmatic hermeneutic research could tend toward moral relativism and that the participants
in an mcd or a similar kind of ces could come to a decision which is ‘morally
wrong’. Subsequently, we discuss whether it is consistent for ces with a pragmatic hermeneutic background to develop or implement rules or protocols. Finally,
we discuss whether, and to what extent, the ces challenges described in this
dissertation are adequately addressed by the innovations presented.
This dissertation is part of the effort to professionalize ces and make it more
effective and theoretically grounded, thereby enhancing its impact and quality.
Among our findings, we conclude that ces should be less far removed from clinical practice than it is at present. It is important to organize it closer to the
practice of care, while ensuring that there is enough space outside clinical practice for participants to reflect on their experiences. Overall, we believe that
normative evaluation in ces is best achieved in dialogue with as many stakeholders as possible. ces should focus on a careful critical examination of what is
actually going on in clinical practices. Collective judgements about whether
these situations are fostering good care in the best way we can currently conceive are all we have. We hope the research presented in this dissertation will
inform and inspire other ces practitioners and researchers to study and experiment with innovations in ces in their own local ces practices.
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Dit proefschrift had niet tot stand kunnen komen zonder de betrokkenheid en
inzet van alle mensen die meegedacht en meegeschreven hebben met de verschillende innovaties in ethiekondersteuning. Ten eerste dank aan alle mede–
werkers bij Cordaan en met name Ingrid Konijnenberg, Daniëlle van Ee en Marloes de Ruiter. Als contactpersonen van de serie moreel beraden bij Cordaan
en mede organisatoren van de focusgroepen speelden jullie een cruciale rol
voor de totstandkoming van het Moreel Kompas. Ten tweede dank aan alle
medewerkers van de Transgenderkliniek voor het vertrouwen en de fijne samenwerking met betrekking tot een meer intergratieve benadering van ethiekondersteuning. Met name jullie, Thomas Steensma, Annelijn Wensing-Kruger en Anne–
lou de Vries, bedankt voor de fijne samenwerking. Ik ervaarde jullie bijna als
directe collega’s, geheel in lijn met de ‘integratieve benadering’ van ethiek–
ondersteuning. Tot slot wil ik alle neon participanten bedanken voor het kritisch
meedenken met teksten, het aanleveren van voorbeelden uit jullie praktijken en
voor jullie inzet voor de gezamenlijke zoektocht naar de kwaliteit van ethiek–
ondersteuning.
Aan mijn promoteren, Guy en Bert, dank voor de kans die ik bij jullie kreeg in
de medische ethiek. Ik heb veel van de samenwerking met jullie geleerd. Aan al
mijn collega’s bij Metamedica met wie ik samenwerkte of alleen in de wandelgangen sprak; bedankt voor de inspiratie, steun of gewoonweg de gezellige
kletspraatjes. Ik noem bij naam en op alfabetische volgorde; Emma (Ik denk aan
‘Nora Ply’ en moet al lachen), Eric (je bent al een paar jaar weg, maar ik miste je
nog steeds), Eva (jouw humor en directheid maakte onze samenwerking elk project weer tot een feest), Fijgje (Janne heeft het nog steeds over jouw tuin),
Giulia (the way you conduct yourself is inspirational to me), Karl (wat kennen we
elkaar al lang en mooi hoe ons contact steeds vriendschappelijker wordt), Imke
(jouw ‘Groningsheid’ gaf me een thuisgevoel), Janine (ik bewonder jouw bescheidenheid, rust en standvastigheid), Krishma (thank you for your reflective
nature and all the accompanying interesting conversations), Manal (wat lijken
die gezellige ochtendpraatjes over Anouar en Janne ver weg!), Mariëlle (dank
voor je vriendelijkheid), Mirjam (wat hadden we leuke gesprekken over kwaliteit
en kolven), Natalie (we will take that yogaclass someday), Rien (een baken van
rust als ik weer eens aan het rondrennen was), Saskia (voor jouw lachbui op een
cruciaal moment) en Suzanne (wat delen we al een lange geschiedenis).
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Ook mijn ‘geschiedenis’ collega’s mogen hier niet ontbreken. Rosa, Merel L,
Merel K, Fenneke, Leonard en Eléa, het afronden van mijn proefschrift werd een
stuk gemakkelijker en gezelliger dankzij onze gezamenlijke concentratie, goede
gesprekken en gezellige pauzes. Dank dat jullie me zo ruimhartig hebben op–
genomen in de Feestclub.
Maar dit proefschrift had duidelijk ook niet tot stand kunnen komen als ik het
niet af en toe totaal kon vergeten en negeren. Liesbeth, Chaim, Marie-José, Gijs,
Harmen en Kima dank voor alle gezellige etentjes, boottochtjes, gezamenlijke
vakanties en mooie gesprekken die me daarbij hielpen. Erzsi, de kern van de
heksenkring, wat ben ik blij dat ik je heb leren kennen en ik zie er dankzij jou ook
een stuk leuker uit! Patrick, Gösta, Mark, Ida en alle anderen bij Svaha Yoga dank
voor de vele lessen die mij ontspanning en zelfinzicht boden, en Ineke voor de
massages die mijn schouders en rug weer eens uit de knoop haalden. Roos en
Rinske, bedankt dat jullie mijn paranimfen willen zijn. Onze vele gesprekken
over werk, liefde en het leven zijn mij zeer dierbaar.
Voor mijn schoonfamilie; Rebecca, Bas, Anna en Bo en Marisa, Rutger, Dorian
en Izumi. Afgelopen jaar was verdrietig en betekenisvol met het overlijden van
Nic en Bea. De manier waarop we daar gezamenlijk mee zijn omgegaan vind ik
erg mooi. Aan mijn familie, ik ben steeds dankbaarder voor de onconventionele
familie die we zijn. Mijn zussen Esther en Linde en de familie die ik er dankzij
jullie heb bijgekregen; Martijn, Erren, Berend, Karlijn, Emma, Olivier en William,
Zora en Alma. Ook mijn nichtje Klazina, Oscar, tante Trijnie, oom IJnte (rip) en
het kleintje dat er aankomt mogen hier niet ontbreken. Aan mijn ouders, Tineke,
Jakob en Gon; bedankt voor jullie steun, interesse en aanmoediging, ook in
praktische zin met het manuscript en het oppassen op Janne.
Lieve Gabor en Janne, mijn laatste woorden zijn voor jullie. Ik geniet iedere
dag van het harmonieuze en gezellige gezin dat we vormen. Gabor, dat jij mijn
‘stageverslag’ ontwerpt is een mooi symbool, jij genereert de vorm en het ritme
van ons leven. Je bedenkt altijd weer een relativerend grapje dat me aan het
lachen maakt. En Janne, iedere dag met jou is een feestje, ik hoop op vele dagen
meer.
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W

orldwide, there is an increase in the use of clinical ethics
support (CES) to support health care workers in dealing
with the ethical issues they run up against. Although CES
has been evaluated positively, it also faces several challenges. This dissertation discusses three CES innovations intended to address these
challenges.
The first innovation is a CES tool based on a series of Moral Case Deliberations (MCD). This CES tool enables the insights gained during MCDs
to be disseminated throughout the whole organization.
The second innovation — taking an integrative approach to CES —
involves providing and organizing CES closer to care practices and in
such a way that it increases CES’s impact and care workers’ readiness to
request ethics support.
The third innovation involves conceptualizing and fostering the quality of
CES in the Netherlands. Through the development of a network, called
NEON , CES stakeholders were encouraged to reflect on what constitutes as
good CES . This process resulted in a set of quality characteristics for CES .

This dissertation is part of the effort to professionalize CES and make
it more effective and theoretically grounded, thereby enhancing its
impact and quality. We hope the research presented in this dissertation
will inform and inspire other CES practitioners and researchers to study
and experiment with innovations in CES in their own local CES practices.

