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To my family

“What does have intrinsic value is not having choices but being recognized as the
kind of creature who is capable of making choices. That capacity grounds our idea
of what it is to be a person and a moral agent equally worthy of respect by all”
(Dworkin, G., 1988, p. 80).

“One of the realities of illness is the gap in information that separates the patient
and the physician. Certainly one of the physician’s obligations is to close that gap,
to enhance the patient’s capability to act and make truly human decisions.
Therefore, the patient needs to understand the nature of the illness and the
alternatives being offered - to understand them well enough to be able to make an
authentic personal decision” (Pellegrino, E.D., 2006, p. 68).



Nu Jenny Lindberg stod pd scenen, och det presenteras
hur patientens sjilvbestimmande ska respekteras.

Och alla hér i salen denna stunden nu begriper:

Vi alla maste félja vissa etiska principer,

som rdttvisa och “géra gott” sa Jenny i sin svada,

samt folks autonomi och att undvika skada.

Och patient som ej begriper, slipper forebraelse,

men dock dr viktigt att dom far substantiell forstdelse,

och har man det som patient, sd horde alla vi,

dad har man rdtt att faktiskt ha en viss autonomi.

Och sdg, hur ska man formulera det som kan va skrdmmande,
och dirmed ge en mdjlighet till vettigt sjilvbestdimmande?
Jag kanske ddr kan hjdlpa till, sa det blir tjo och tjiim

och formulera all information som ges - pd rim...

Och givetvis det skiljer mellan varje individ,
beslutsférmdga dven varierar éver tid.

Och vilken info bor man ge, och sdg pa vilket sdtt?

Man vill dom ska bestdmma sjélv, men helst bestdmma ritt.
Och givetvis kan kompromissen ocksd va’ besvirlig
emellan att man vill va’ sndll och dven vara drlig.

Och hur kan man hantera dom problemen, rent konkreta,
ndr patienten sdger tydligt: “Jag vill inte veta!”

For kanske det for stunden 6kar ndns livskvalitet

att inte veta det som doktorn vet dom inte vet ...

Ja, det dr inte ldtt att formulera den repliken

som utmanar etiken pd kliniken i praktiken.

Jacke Sjédin Njurmedicinskt varméte, Uppsala 2025
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1 Preface

My background in clinical nephrology has inspired this project. In a previous PhD
project, which I completed in 2010 at Karolinska Institutet, I studied the effects of
chronic kidney disease and dialysis on the immune system. The project was primarily
laboratory-based, yet clinically focused. In 2014, I received a scholarship from the
Newman Institute to begin a new PhD project in medical ethics, which I decided should
focus on the ethical aspects of caring for patients with chronic kidney disease. I have
always been interested in medical ethics and in reflecting on the ethical aspects of
everyday clinical situations, such as encounters between patients and healthcare
professionals, and medical decision-making. In healthcare, there are many ethical
dilemmas and value conflicts, partly due to discrepancies between patients' goals of care
and life preferences, and healthcare professionals' goals of care. These goals are often
not sufficiently communicated.

Ethics is fundamental to healthcare, and caring for chronically ill patients often comes
with complex and profound ethical challenges. Healthcare professionals are expected to
provide care and to improve patients’ health-related quality of life. Time constraints,
stress, and too much focus on medical aspects may cause them to overlook important
ethical issues. In my experience, nephrology patients are not always involved in
decisions regarding their own treatment. In fact, some dialysis patients appear
regrettably unaware that they have the right to discontinue medical treatment, as well as
of the potential consequences of different courses of action. Decisions whether to initiate
dialysis, and which form of dialysis to choose, are not always adequately communicated
to patients, let alone reached together with them.

In my clinical work, I have observed that healthcare professionals may hesitate to
burden patients with information that they consider to be unwarranted or potentially
distressing. This could lead to framing, or withholding, of information to steer patient
decision-making. Patients may in turn be reluctant to receive information or engage in
advance care planning. Consequently, they may not have the information they need to
make decisions about their care. Healthcare professionals often recognize their
obligation to share information with patients so they can make informed decisions.
However, they may have difficulty fulfilling this obligation due to the complexity of the
clinical reality or their lack of awareness regarding what patient self-determination
requires in specific situations. They may also be disinclined to adapt their information-
sharing efforts to overcome existing barriers.

These experiences sparked my interest in studying value conflicts in nephrology care,
eventually leading me to focus on patient self-determination. This concept largely
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encompasses patients’ right to make decisions and exert some influence over their care.
This thesis identifies areas of ambiguity regarding the principle of patient self-
determination and areas where patients may face barriers to participating in decisions
about their care. This identification is a crucial first step in understanding how to adhere
to the principle of patient self-determination in clinical practice.
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3 Introduction

Curative treatment is rarely an option for diseases affecting the kidneys. Much of
nephrology care therefore aims to slow down the progression of chronic kidney disease,
prolonging life, and eventually replacing kidney function with dialysis or a kidney
transplant, unless conservative kidney management is considered more appropriate
(Davison et al., 2024; KDIGO, 2024).

As in many other areas of healthcare, conflicts between different values or interests can
arise in nephrology, of which some have been extensively studied. Some of these
conflicts could make it difficult to decide whether to start, withhold, continue or
withdraw dialysis, taking into account both patients’ survival expectancy and expected
quality of life (Ashby et al., 2005; Brown et al., 2017; Eiser, 1996; Elliott et al., 2014;
Ladin, Pandya, et al., 2018; Martin et al., 2020). These decisions are of particular
importance in a patient population characterized by increasing frailty, cognitive
impairment, and multiple comorbidities (Davison & Holley, 2008; Del Vecchio &
Locatelli, 2012; Kennard et al., 2023; Schmidt & Moss, 2014; Swidler, 2013). For many
patients, supportive or palliative care must also be considered (Axelsson et al., 2012;
Davison, 2012; Davison et al., 2015; Davison et al., 2024).

One potential conflict is the one between respecting patient self-determination and
healthcare professionals’ desire to benefit their patients. Another such conflict is the one
between respecting patients’ privacy - here largely understood as their right to being
protected from undue physical and psychological interference - and requiring patients
to adhere to treatment plans that can imply restrictions on their life. Nonadherence has
been identified as prevalent among nephrology patients (Chan et al., 2014; Ghimire et
al., 2015). Previous research has extensively focused on the value conflicts of organ
donation and kidney transplantation (Ehtuish, 2024; Lewis & Gardiner, 2023; Reese et
al., 2015). There are several other examples of significant value conflicts in nephrology
care as well. Needless to say, in order to properly address these ethical issues, one must
first be aware of them and know how to navigate conflicting interests. Otherwise,
healthcare might do wrong to or even harm their patients. Additionally, healthcare
professionals may experience moral distress, which has been shown to be common
among nephrologists (Ducharlet et al., 2020; Gronlund et al., 2011; Saeed et al., 2021).

Several topics relevant to ethics in nephrology remain understudied. This thesis focuses
on potential challenges to respecting patient self-determination in the context of routine
nephrology care, within publicly funded healthcare systems comparable to Sweden’s. A
selection of situations is examined to particularly address concerns about postponing
decisions, withholding information, either at the patient’s own request or for other
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reasons, and how information to patients is framed. Identifying the challenges of
reaching common epistemic ground with patients regarding their situation, options, and
care goals, can serve to find strategies to improve patients’ understanding of, and
decision-making regarding, their care.

Unless otherwise specified, the patients discussed in this thesis are assumed to be adults
with sufficient decision-making capacity in relation to the decision at hand. While issues
related to the nature of decision-making competence or capacity are undoubtedly
important in their own right!, they are of limited relevance to this thesis. Another key
delimitation is that the thesis does not address ethical issues specific to organ donation,
transplantation, or clinical research. It should also be noted that when the issues are
described from a normative perspective, it is the moral dimension and not the legal
normativity that is referred to. References to law are provided where it is necessary to
understand the context, but the thesis focuses on ethical issues. Full accounts of the legal
regulation surrounding patient rights (which, of course, also differs from one country to
another) are therefore not provided. The decisions discussed in the thesis, if not
otherwise specified, concern the patient’s own situation (i.e., they are not decisions
regarding a whole patient population, or about national guidelines, etc.), which does not
rule out that it has an impact on others as well. Despite this specific scope, the analyses
may be relevant to sufficiently similar settings.

The following sections will describe the thesis’s aims, methodology, and major findings
in more detail. First, however, a background will be provided to situate the reader in the
ethical and clinical context of the thesis.

1 Key questions concern when a person counts as unable to make a decision, who then should make
the decision, and on what basis this should be done (Buchanan & Brock, 1990).
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4 Background

To understand the challenges explored in this thesis, some contextual information is
needed. This section will therefore outline the key ethical considerations with relevance
for the thesis, with particular emphasis on the principle of patient self-determination.
Ways in which this principle is implemented in practice will be explained. In connection
with this, a brief introduction will be given to paternalism, as paternalism may
undermine respect for patient self-determination. Additionally, a brief overview will be
provided of topics related to some other relevant ethical principles in healthcare,
concerning such things as quality of life and welfare, as well as priority considerations,
to demonstrate the values that healthcare should strive to uphold. Thereafter, the reader
will be introduced to the clinical setting of nephrology care, and then to advance care
planning and palliative care, both in general and specifically in nephrology.

4.1 Key ethical considerations

Today, Western medical ethics largely leans on moral principles derived from common
morality and applicable to healthcare, where clinical decision-making and patient care
occur. According to the influential work by Tom L. Beauchamp and James F. Childress,
respect for autonomy, beneficence, nonmaleficence, and justice form the four key prima
facie principles, or clusters of principles, of medical ethics (Beauchamp & Childress,
2019). Although these principles have been contested, they contribute to positioning the
issues discussed in thesis. The principles in question are briefly outlined below, and
some will be further elaborated and illustrated in subsequent sections as needed.

Respect for autonomy: The obligation to protect and acknowledge patients’
right to make informed, voluntary decisions about their own care. Healthcare
professionals should support and respect these decisions, even if they differ
from what the clinicians would recommend.

Beneficence: Healthcare professionals have a duty to actively promote
patients’ well-being. This includes providing them with medically effective
care and rehabilitation, or otherwise improving their health-related quality of
life.

Nonmaleficence: The duty to avoid causing harm to the patient, whether by
action or omission. It includes minimizing risks and complications associated
with medical interventions.

17



Justice: Healthcare resources should be distributed fairly and equitably,
without discrimination. Similar cases should be treated similarly, and resources
should be spent according to an estimation of patients’ need and benefit of the
interventions that imply the spending of resources.

These four principles are highly relevant in nephrology, where decisions about life-
sustaining treatments, such as kidney replacement therapy, and issues of resource
allocation are common. Following Beauchamp and Childress, they are to be
proportioned in medical decision-making to ensure fair, patient-centered care and a
balance between treatment benefits and potential harm (Beauchamp & Childress, 2019,
pp. 20-22). However, when conflicts occur, or there is a tension between the principles,
it is not always easy to know which of the principles should be prioritized - something
that, among others, Raanan Gillon has pointed out. Gillon suggests that the principles
must be combined with an attention to scope, concretizing in which way the principles
are to be understood in specific situations, for healthcare professionals to adhere to a
common moral commitment and use the same language to reflect on ethical issues
(Gillon, 1994). Guidance on how to adequately adhere to the principles, realize their
underlying moral values and specify them into guiding rules for specific settings is
needed (Beauchamp & Childress, 2019, pp. 17-19), and nephrology care is no exception
(Ducharlet et al., 2020; Martin et al., 2020).

This project mainly focuses on one of the four principles mentioned above, namely that
of patient autonomy, or self-determination. Historically, patient self-determination was
not given the role it plays today. In the past, physicians and other healthcare
professionals mostly acknowledged patients’ vulnerability and accepted the power
asymmetry between themselves and their patients. Recently, this position has been
defended again, partly in response to the perceived exaggerated focus on patient
autonomy (Carlberg, 2009, pp. 82-93; O'Neill, 2002; Pellegrino, 2006). Traditionally,
accepting, or even enforcing, the asymmetry between patients and healthcare
professionals has been part of what is denominated medical paternalism (hereafter:
paternalism). For the purposes of this thesis, paternalism is broadly defined as attitudes
or actions of healthcare professionals that aim to benefit patients while disregarding
their personal values, preferences, and priorities. This definition aligns with how
paternalism has been understood in the literature (Beauchamp et al., 2019, pp. 231-232;
Buchanan, 1978, p. 372; Dworkin, 1972, p. 65). In contrast with some of these accounts,
it is important to note that a paternalistic act, as it is understood here, need not contradict
a patient’s values, preferences, or priorities. Rather, those are simply not considered
when making the decision, in line with the distinction made by Daniel Groll (Groll,
2012). The patient may, for example, not have a clear opinion about the matter at hand,
or there may be an accidental (not intentional) alignment between the patient’s wishes
and the healthcare professional’s decision. Another core component of a paternalistic
approach, of importance for this thesis, is that paternalists generally consider their
judgment to be more qualified than that of the person being paternalized, as noted by
Seana V. Shiffrin (Shiffrin, 2000). The arguments for and against paternalism have been
extensively accounted for by Jessica Begon (Begon, 2016).

18



Patient self-determination is emphasized as an ideal in modern healthcare, as evident
from the request for informed consent, shared decision-making, and patient- or person-
centered care - concepts that will be further explained in the subsequent sections. While
recognizing that there are several ways to conceptualize self-determination, this project
starts from the fairly non-committal understanding that patients with sufficient decision-
making capacity have the right to make informed decisions about their healthcare. This
is widely accepted by law and social practice, as described by Allen E. Buchanan and
Dan W. Brock (Buchanan & Brock, 1990, p. 21).

The emphasis of patient self-determination in modern healthcare raises the question of
why it is deemed important for patients to make their own decisions about their care.
The answer is open to discussion. Self-determination can be considered a fundamental
right in healthcare, which obligates health care professionals to respect patients’
decisions about their health, as described in the literature (Beauchamp & Childress,
2019, pp. 400-404; Darwall, 2006; Hill, 1991, pp. 31-32; Molyneux, 2009). However,
there may be other reasons to respect patient self-determination. It could be argued that,
in general, people themselves are best suited to make the kinds of decisions under
discussion here. The idea is that most people act in their own best interest, an idea
discussed among others by Buchanan and Brock, Jay Katz and Brian McKinstry
(Buchanan & Brock, 1990, pp. 22, 29; Katz, 1994; McKinstry, 1992). Not respecting
patient self-determination would potentially therefore deprive patients of the
opportunity to pursue their own welfare, as also suggested by John Stuart Mill (Mill,
2011, ch. 3). However, according to Stephen Darwall, and further developed by David
Molyneux, the reason to respect a person’s autonomy is grounded not only in welfare
considerations, but also in the idea that autonomy is a value in itself, the respect for
which is a legitimate demand one can place on others (Darwall, 2006b; Molyneux,
2009).

The right to self-determination is only granted to those who possess sufficient decision-
making capacity.” There has been a debate about what counts as sufficient decision-
making capacity, and how it is to be assessed, which will not be further commented here
(Bruine de Bruin et al., 2007; Delaney et al., 2015; Finucane & Gullion, 2010; Fischhoff,
2008; Palmer & Harmell, 2016; Worthy et al., 2014). In this thesis, the focus is on ethical
issues that arise when the patients’ decision-making capacity exceeds the relevant
threshold, wherever that might be set. According to one influential account, self-
determination rests on the absence of external control, and the presence of certain
internal conditions such as intentionality and understanding (Beauchamp & Childress,
2019, pp. 102-103). According to Buchanan and Brock, autonomy or self-determination
more specifically builds on the capacity for understanding, reasoning, deliberation, and
communication, as well as possessing a set of personal values to pursue in decision-
making (Buchanan & Brock, 1990, p. 23). It has also been suggested that self-
determination requires that the person is able to picture the probable outcomes, given

2 This is not to say that decisions made by patients lacking sufficient capacity should not be
respected. Rather, they should be involved in the decision-making process to the extent possible.
However, these aspects fall outside the scope of this project.
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the options, and forming an opinion of their value (Tannsjo, 1998, pp. 140-141). More
specifically, it requires understanding the relevant information, considering the risks
and benefits, and making a decision based on one’s priorities, values, and preferences.
In other words, it means acting according to one’s beliefs (Dretske, 1989) and in some
sense being authentic, or true to oneself (Taylor, 1991, p. 15). Even when patients de
facto make decisions that do not serve their own interest, the general view is that they
should be granted that kind of self-governance, if there are reasons to believe that they
have sufficient decision-making capacity, which is practically the case with adult
patients without evidence of cognitive or severe psychiatric disorder.? This is true also
regarding decisions that might be controversial, or even considered detrimental for the
patient as judged from the outside, as suggested by Julian Savulescu (Savulescu, 2007).

As highlighted by for example Buchanan and Brock, patients’ decision-making capacity
is regarded relative to particular decisions (Buchanan & Brock, 1990, pp. 18-19). This
means that the capacity may be sufficient for certain kinds of decisions, but not for
others, such as complex ones requiring medical expertise and experience. Decision-
making capacity may vary over time, both in general and in relation to a particular
decision, exceeding the threshold at some points in time but not at others, as also
discussed in the literature (Buchanan & Brock, 1990, pp. 19-20). Additionally, a
potential difference has been suggested between having borderline decision-making
capacity and having clear, obvious decision-making capacity (Buchanan & Brock, 1990,
pp. 27-28). In other words, a patient can be more or less high above the relevant
threshold. Again, in this project, the situations studied concern patients deemed capable
of making the relevant decisions at hand, at least to a threshold level. They are
considered to have substantial autonomy as described by Ruth Faden and Tom L.
Beauchamp (Faden & Beauchamp, 1986, p. 240)

The judgment whether a patient is sufficiently autonomous is, among other things,
relevant for the distinction between hard and soft paternalism, as described by
Beauchamp and Childress (Beauchamp & Childress, 2019, p. 233). Hard paternalism in
healthcare involves interfering with voluntary, informed decisions with the intention of
benefiting the patient. In contrast, soft paternalism interferes with a person’s decision
when that decision is not fully voluntary or informed. For instance, healthcare
professionals might use soft paternalism and decide for patients in the case patients act
out of ignorance or impaired judgment (Beauchamp & Childress, 2019, p. 233). In such
cases, the intervention may be justified to protect individuals from harm that they would
have avoided had they been fully aware or competent.*

3 In Swedish healthcare, obviously self-destructive actions might need to be prevented by
compulsory care if they originate from a severe psychiatric disorder and the patient refuses
voluntary care (Socialdepartementet, 1991).

4 Critics argue that the line between hard and soft paternalism can be difficult to draw in practice, as
assessing voluntariness and informed consent is often complex and controversial, and some
suggest that the distinction may not always be morally significant or intuitively satisfying
(Hanna, 2018).
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Patients need not justify, or explain, their decisions to the healthcare professional.
Respect for self-determination is furthermore not conditioned on there being an
agreement between patients and healthcare professionals. Additionally, given that
human decision-making is influenced by both rational deliberation and emotional
responses or intuitions (Evans, 2008; Finucane et al., 2003; Kahneman, 2011) it is hardly
realistic to require fully rational decisions in every healthcare situation. What is
generally required is substantial understanding, which according to Faden and
Beauchamp implies understanding that one is authorizing (something) and what one is
authorizing (Faden & Beauchamp, 1986, pp. 300-304).

In Sweden, as in other comparable healthcare systems, patients do not have the right to
freely choose a treatment. In these systems, where patients only pay a small portion of
the total cost of their care’, self-determination is ultimately limited to deciding whether
to consent to, or decline, suggested treatment or care as described in the literature on
informed consent in healthcare (Faden & Beauchamp, 1986, Rynning, 1994). Informed
consent has legal, ethical and administrative underpinnings (Hall et al., 2012). One
important aspect is that patients’ explicit acceptance of healthcare interventions shares
legal accountability for these interventions between patients and healthcare
professionals (Faden & Beauchamp, 1986, pp. 26-30). Obtaining informed consent can
also serve to make cooperation with the patient possible, setting common goals and
making a patient adhere to a treatment plan (Eyal, 2025).

The core idea underlying the requirement of informed consent is that care is usually
voluntary and that patients have the right to refuse treatment (Rynning, 1994, p. 233).
According to international literature and Swedish legislation, informed consent must be
both voluntary and competent to be legally valid (Cocanour, 2017; Eyal, 2025; Faden
& Beauchamp, 1986, pp. 274-275; Litins’ka, 2022, pp. 121, 127-128; Rynning, 1994,
pp. 233, 282). When above the minimum threshold for decision-making competence, it
is widely accepted that patients’ decisions are generally to be respected regarding
consent or dissent to treatment (Buchanan & Brock, 1990, p. 21; Faden & Beauchamp,
1986, pp. 240-241). Additionally, the absence of external control is considered an
essential condition for valid informed consent (Faden & Beauchamp, 1986, pp. 256,
262).

Before choosing whether to receive treatment, the patient must be adequately informed
about the relevant details concerning the decision at hand. The question arises as to what
constitutes relevant information. Disclosure standards vary among codes and contexts.
These standards include the professional practice standard, the reasonable person
standard and the subjective standard (Beauchamp & Childress, 2019, pp. 124-125;
Faden & Beauchamp, 1986, pp. 30-34). Elisabeth Rynning reports four standards of
disclosure: the subjective professional standard, the objective professional standard, the
objective patient standard and the subjective patient standard (Rynning, 1994, pp. 198-
201). However, these standards by themselves do not explain what kind of information

3 The focus here is on the fee. In fact, most Swedish patients may over the course of their lifetime
fund their own care though taxes.
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that should be disclosed. Codes of medical ethics and the Swedish Patient Act require
the disclosure of basic information about for instance diagnosis, prognosis, treatment
alternatives and their risks and benefits (Cocanour, 2017; Katz, 1994; Paterick et al.,
2008; Socialdepartementet, 2014). Ideally, the information should be adapted to each
individual patient (Rynning, 1994, pp. 200-201). The information arguably has
objective and subjective components. When choosing whether to receive dialysis, it is
important for the patient to know not only about dialysis in general, but also what life
on dialysis is expected to be like for the patient personally.

The endeavors to respect patient self-determination nowadays go beyond mere consent
or dissent to treatment. The narrow focus of not harming patients, and of protecting
patients’ privacy by preventing unwarranted interference has been widened to
encompass patient-centered care. Patient-centered care is tailored to each patient and
emphasizes communication between patients and healthcare professionals, as well as
partnership in care, care coordination, patient empowerment, and a biopsychosocial
approach as has been described in the literature (Grover et al., 2021; Langberg et al.,
2019). It encompasses several key aspects, including viewing the patient as a person,
sharing power and responsibility, and maintaining a therapeutic alliance (Mead &
Bower, 2000). It shares connotations with the more demanding ideal of person-centered
care (Coulter & Oldham, 2016; Ekman et al., 2011; El-Alti et al., 2019). In a sense,
patient-centered care promotes patient self-determination, but it may also lead to
compromises between what healthcare professionals judge beneficial for the patient and
what the patient desires.

Part of, or an instrument to, patient-centered care is shared decision-making (Hall et al.,
2012; Paterick et al., 2008; Spatz et al., 2016). Shared decision-making is a widely
accepted ideal in modern healthcare, and it relates to patient self-determination.
However, there is variability in how it is understood and practiced, ranging from narrow
to broad conceptions, as has been highlighted by Alan Cribb and Vikki A. Entwistle
(Cribb & Entwistle, 2011; Entwistle et al., 2012). Though shared decision-making has
been defined in various ways, the underlying idea is that decisions regarding care should
ideally be made jointly by healthcare professionals and patients, as suggested by various
authors (Elwyn et al., 2012; Montori et al., 2023; Sandman & Munthe, 2009, 2010). In
this joint decision-making process, as described, healthcare professionals contribute
with medical knowledge that patients lack, and patients contribute with information
about personal values and priorities that healthcare professionals lack (Montori et al.,
2023). After receiving the necessary medical information, patients should ideally be
given the time and opportunity to participate in a shared, rational, deliberative, joint
decision-making process as suggested by Lars Sandman and Christian Munthe
(Sandman & Munthe, 2009, 2010).

As Coos Engelsma has pointed out, there is a difference to be made between the process
of shared decision-making and the intended product of it, that is, a shared decision
(Engelsma, 2024). Not all shared decision-making processes would, according to this
view, result in a shared decision (Engelsma, 2024). Although shared decision-making
is intended to increase patient autonomy in healthcare decisions, it can also represent a
compromise between paternalistic and patient-driven approaches to decision-making,
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as has been described in the literature (Kon, 2010; Sandman & Munthe, 2009, 2010).
Shared decision-making involves negotiation and balancing different values as judged
by healthcare professionals and patients (Sandman, 2009). In that sense, it supports
patient self-determination, but it may also encourage patients to align with the goals of
healthcare professionals and adhere to the established healthcare framework, for
instance through adhering to specific treatment plans, which has been discussed by
Sandman (Sandman et al., 2012). Therefore, it does not necessarily promote patient self-
determination. Additionally, shared decision-making as part of patient-centered care can
come into conflict with other values, such as for instance treatment quality, patient
safety, avoiding harm to others and equality considerations, as pointed out by Sven O.
Hansson and Barbro Froding (Hansson & Froding, 2021).

There is a push to promote shared decision-making both in healthcare in general (Barry,
2012; Barry & Edgman-Levitan, 2012; Stiggelbout et al., 2015) and in specific areas of
healthcare (Austin et al., 2015; Birchley, 2014; Ernst et al., 2013; Kim et al., 2001;
Rocque et al., 2018). This includes nephrology (Andersen-Hollekim et al., 2021;
Finderup et al., 2021; Finderup et al., 2020; Frazier et al., 2022; Gordon et al., 2013;
Moss, 2001; Yu et al., 2022). However, there are still barriers to its implementation.
These include adapting to different cultural and ethnic expectations regarding
healthcare, handling prognostic difficulties and other uncertainties, addressing health
illiteracy, and clarifying the role of healthcare professionals in decision-making
(Cassidy et al., 2018; Hawley & Morris, 2017; Katz, 1994, p. 81; Kim et al., 2001;
Orsino et al., 2003; Verberne et al., 2019).

Another important concept, or phenomenon, relevant to this project is patient health
literacy which has been identified as an important public health goal, to promote health
and well-being (Santana et al., 2021). Health literacy is a multifaceted concept that has
been defined by different patient characteristics, such as knowledge about health and
the healthcare organization, the ability to process health-related information, and the
capacity to maintain health, participate in decision-making, and carry out healthcare
interventions aimed at improving health (Liu et al., 2020). It can be understood as an
important part both of informed consent, shared decision-making, and patient-centered
care since the incapacity to understand and orientate oneself in the language and
organization of healthcare is a significant barrier to participating in healthcare decisions
(Liu et al., 2020). Limited health literacy is prevalent and has been identified as a barrier
to patient involvement in nephrology care (Ladin, Buttafarro, et al., 2018; Muscat et al.,
2018). Health literacy is considered important for patients’ ability to make decisions
about their healthcare. However, it can also be understood as a patient’s ability to adhere
to health interventions presented by healthcare providers (Santana et al., 2021). This
focus on health and well-being could serve to downplay the importance of patients’
preferences if patients prioritize other values.

As previously mentioned, self-determination is not the only important aspect of
healthcare. Challenges may arise when trying to fulfill different goals. The primary
mission of healthcare is to promote health-related quality of life and welfare in the
population (Tengland, 2006). However, this only concerns one aspect of quality of life.
There is no consensus on what quality of life entails in a broader sense. According to
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one reasonable account, quality of life consists of several categories containing elements
of well-being, pleasure, and the fulfillment of one’s life plans and wishes. In line with
this comprehensive view, quality of life encompasses both subjective and objective
components (Briilde, 2003; Briilde, 1998) and can be understood as overall subjective
life satisfaction (Hurka, 2011, p. 20). This is consistent with a person having a high
quality of life while not experiencing pleasure. For instance, someone may endure
hardship to achieve an important life goal as explained by various authors (Briilde, 2003,
pp. 41, 45; Sumner, 1996, p. 87). It also means that even though information can cause
emotional distress, it may be important for quality of life in the sense of enabling
prudential living, fulfilling one’s preferences, etc. as has been suggested in the literature
(Sumner, 1996, pp. 43, 65, 139, 143). At the same time, it opens for the possibility that,
in important respects, patients can better define their own quality of life than anyone
else can, especially those who do not know them well. Attempting to benefit patients
without knowing their personal values, preferences and priorities is unlikely to succeed.

Ensuring good and equitable healthcare for the entire population is closely related to the
necessity of establishing priorities, since healthcare in Sweden, like in many other
countries, is publicly funded. In Sweden, such priorities should adhere to ethical
principles established by the Swedish Parliament (Regeringen, 1996), principles that
have since been further specified and operationalized (Broqvist et al., 2011). The
overarching ethical principles focus on human dignity, needs and solidarity, and cost-
effectiveness (Broqvist et al., 2011). In addition to referencing these ethical principles,
the Swedish Parliament stated that priority setting should be transparent to society and
patients. It has further been suggested that the public should have the opportunity to
influence decisions regarding priorities (Broqvist et al., 2011, pp. 11-12). The National
Center for Priority Setting in Health Care is committed to interpreting and presenting
these principles, as well as addressing the challenges of their interpretation and
implementation. While the principle of cost-effectiveness is described as subordinate to
the other principles, the recommendation is to balance the severity of the condition with
patient benefit and cost-effectiveness (Broqvist et al., 2011). These guidelines aim to
direct the distribution of resources in both regional and local healthcare.

As mentioned above, citizens should be informed about healthcare priorities. However,
this is not always done (Broqvist & Garpenby, 2014). In a healthcare setting, this lack
of transparency can be viewed as not showing sufficient respect for patients, and in that
sense be ethically problematic. And there are other reasons for being transparent.
Honestly declaring resource limitations and priority considerations could potentially
improve trust in healthcare. It could lead to acceptance of rationing, though it could also
cause distress, which must be addressed, as described in the literature (Broqvist &
Garpenby, 2014; Owen-Smith et al., 2010a, 2010b). In addition to priority
considerations, other frameworks may impact the care offered to patients. For instance,
standardized care processes and adherence to scientific evidence and proven experience
are critical, as outlined in regional and local guidelines. While patients may not be fully
aware of these factors, knowing about them would help patients grasp the basis for
considerations regarding treatment options that are offered to them.

24



As previously mentioned, medical paternalism is when healthcare professionals
promote patients’ well-being while disregarding their values, preferences, and priorities.
This can be done through coercion or deception. However, acting paternalistically does
not always entail directly and openly overriding the patient’s preferences. It may also
consist of withholding information to which the patient is entitled (Buchanan, 1978).
Whether it is ethically acceptable to withhold information from patients to reduce their
choices and assist them in decision-making has been debated (Cox & Fritz, 2016; Levy,
2014; Palmboom et al., 2007; Rees, 2023). From this perspective, withholding certain
information could be considered safeguarding the patient’s best interests, though it
disregards the patient’s preferences regarding the information to be shared.

Using, for example, specific wording of information to influence patient decision-
making is referred to as framing. Framing is prevalent in healthcare (Menichetti et al.,
2024) and could have an impact on patient decision-making, at least under some
conditions (Gong et al., 2013). Nudging, also known as libertarian paternalism, is a more
recent, but nonetheless highly debated, conceptualization of paternalism first suggested
by Richard H. Thaler and Cass R. Sunstein (Sunstein, 2016; Thaler & Sunstein, 2008;
Thaler, 2003). Nudging aims to help people make decisions that align with their deeper
preferences or what is in their best interest - what they “should want”, or what benefits
society or a group of persons. It is achieved by modifying how options are presented,
supposedly without restricting them, as described by the defenders of nudging (Leonard,
2008; Levy, 2017, 2018; Sunstein, 2016; Thaler & Sunstein, 2008). Others see nudging
as problematic, among other things since it stands for a kind of manipulation which
conflicts with self-determination (Hausman & Welch, 2010; Keeling, 2018; Schmidt &
Engelen, 2020; Simkulet, 2018, 2019). It has also been argued that it is more
problematic to influence decision-making through nonrational means, rather than
rational explanations, as occurs in nudging (Ploug, 2018). Examples of nudging in
healthcare have been taken to include measures intended to help patients choose
treatments, adhere to prescriptions and recommendations, and adopt a healthy lifestyle
(Aggarwal et al., 2014; Blumenthal-Barby & Ubel, 2018; Blumenthal-Barby et al.,
2013; Methven & Caskey, 2014; Schiavone et al., 2014; Wheeler et al., 2011). In
healthcare, decision aids and other forms of support for patient decision-making could
be seen as a way to nudge patients toward the “best” choice for them (Blumenthal-Barby
et al., 2013) but the extent of the “nudging effect” would obviously depend on how they
are designed.

A special situation emerges when patients themselves want to opt out of their right to
self-determination, expressing a wish not to receive information about their disease,
prognosis, treatment options, etc., and leaving treatment decisions entirely to healthcare
professionals. Whether patients have the right not to know has been debated (Berkman
etal., 2015; Harris & Keywood, 2001; Laurie, 2014). This question has been extensively
discussed in the context of genetic screening, where patients may only want to receive
some or none of the information about the risk of future diseases (Andorno, 2004;
Takala, 2001) as well as in other areas of healthcare (Andorno, 2016; Bjork, 2025;
Bortolotti & Widdows, 2011; Youngs & Simmonds, 2016). Those who argue that there
is such a right not to know have done so out of respect for patient privacy (Laurie, 2014),
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or because of the potential harm that information could cause the recipient (Wilson,
2005). Additionally, some have emphasized that potential negative consequences for
patients or others should be considered before honoring a patient's wish to remain
uninformed, as these consequences could supersede the respect healthcare professionals
owe to a patient’s desire for privacy (Bullock, 2015; Davies, 2020). Furthermore, some
argue that the right not to know cannot be justified from an autonomy perspective, since
while the patient’s current autonomous wish is respected, her future autonomy will be
restricted by not knowing. This has been named the incoherence objection (Harris &
Keywood, 2001; Malpas, 2005). Thus, there is a wide range of different positions,
attitudes and recommendations regarding the right not to know.

After this introduction to key ethical principles, and especially to patient self-
determination, what it generally requires, and different ways to ensure it in healthcare,
as well as commenting on different forms of paternalism, including withholding
information, framing and nudging, we will turn to the clinical context of nephrology
care that is the focus of this thesis.

4.2 Clinical setting - nephrology care

Most patients with progressive chronic kidney disease will ultimately have to consider
kidney replacement therapy, such as dialysis and transplantation. Transplantation is,
however, not available for all patients, often because of a high comorbidity and
increased frailty (Abramowicz et al., 2015). This reduces the available options to life-
long dialysis treatment or conservative kidney management which means optimal
medical treatment without dialysis (Chanouzas et al., 2012; Davison et al., 2024).

Dialysis is a life-supportive therapy which replaces some of the kidney functions, but
not all. It filtrates uremic toxins from the blood and removes excess fluid but can only
compensate for the loss of kidney function to a limited degree. There are mainly two
dialysis treatment options: hemodialysis and peritoneal dialysis (Chan et al., 2019). In
hemodialysis, the blood passes through a filter in a dialysis machine. In peritoneal
dialysis, the peritoneum acts as a filter, and the abdomen is filled with two liters of
dialysis fluid. Most patients receive hemodialysis at a hospital three times a week for
four to five hours per session, while peritoneal dialysis is a home-based treatment that
involves changing the dialysis fluid in the abdomen several times a day. For some
patients, peritoneal dialysis can be administered through a machine, often during the
night. Some patients manage their hemodialysis at home. The differences in outcomes
and complications between the two treatment modalities are uncertain (Ethier et al.,
2024). The survival with conservative kidney management is statistically shorter than
with dialysis (Da Silva-Gane et al., 2012), but might still be a good alternative for frail
patients with severe comorbidity (Brown et al., 2017; Ladin, Pandya, et al., 2018; Smith
et al., 2003) since it should be related to patient quality of life and the benefit (or harm)
with living longer (Foote et al., 2016).
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Individualized treatment is the ideal in current nephrology care, aligning with the
preferences and goals of the patient (Chan et al., 2019; Tong et al., 2017). However,
there is discrepancy between patient and healthcare expectation concerning their
prognosis (Beckwith et al., 2023). There might also be divergence in how healthcare
professionals and patients view the goals and expected effects of the treatment, where
healthcare professionals often give priority to dialysis efficacy and survival while
patients may give priority to other values (Morton, Devitt, et al., 2010; Morton, Tong,
etal., 2010; Ramer et al., 2018; Schmidt & Moss, 2014; Tweed & Ceaser, 2005; Visser
et al., 2009). Patients may prioritize freedom and autonomy, as well as treatment that
has the least impact on their lifestyle, allowing them to be more independent. However,
they may also want to stay alive and get symptom relief (Morton, Devitt, et al., 2010;
Ramer et al., 2018). All these divergent goals of care and discrepancies in expectations
may make it difficult to attain a common ground between healthcare professionals and
patients when it comes to the perspectives of the disease, prognosis and expected
outcomes of different care interventions.

Over the last few decades, the patient population with kidney failure has grown and now
includes a large proportion of elderly patients. This population experiences progressive
loss of physical and psychological function, as well as low life expectancy, high
hospitalization rates, and low self-reported quality of life (Axelsson et al., 2018;
Chambers et al., 2018; Chesnaye et al., 2023; Hall et al., 2020; Kennard et al., 2023;
Montez-Rath et al., 2017; Schrauben et al., 2020; Tonelli et al., 2015). They also need
several medications (Letts et al., 2024). Patients with chronic kidney disease display a
successive increase in comorbidities and symptoms as the disease proceeds (Davison et
al., 2015; Davison et al., 2024; MacRae et al., 2021; Mehrotra et al., 2023; Tonelli et
al., 2015). The most common comorbidities include diabetes, hypertension and
cardiovascular disease (Fraser et al., 2015). Symptoms are multiple and patients present
for instance variably with fatigue, pain, depression, itching, muscle cramps, and sleep
disorders (Mehrotra et al., 2023).

Conservative kidney management can be chosen by the patient or suggested by the
healthcare professionals when dialysis is not expected to provide any significant benefit
to the patient (Davison et al., 2024; Martin et al., 2020). However, it has been shown
that nephrologists may be reluctant to offer conservative kidney management to patients
(Hamroun et al., 2022). In some situations, there is a need for transition from one
dialysis modality to another (Lanot et al., 2022), and these transitions have been
associated with worse health-related quality of life (Dumaine et al., 2023). Accordingly,
there are several things to consider for healthcare professionals and patients in deciding
which treatment will be best on the trajectory towards kidney failure and while on
dialysis.

Given these different perspectives, the question arises as to how the principle of patient
self-determination plays out specifically in nephrology care, while sharing common
practices with the rest of healthcare. It is generally considered to be advantageous for
patients to be prepared in due time for dialysis treatment and presented with different
treatment options at an early stage (KDIGO, 2024). On the trajectory leading to kidney
failure and the decision regarding starting long-term dialysis, patients need information,
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mental preparation and the possibility to communicate their own preferences and
wishes. For this to be obtainable it is crucial to provide patients with information that
they can understand. Research indicates that patients with chronic kidney disease, who
face the decision whether to start dialysis treatment, receive less information than ideally
expected about the reasons for choosing one therapy over another, and this makes them
not completely prepared for the decision (Morton, Tong, et al., 2010; Song et al., 2013).
This could be due to time and resource constraints as well as lack of capacity to detect
and compensate for educational barriers in the patient (Cassidy et al., 2018).

4.3 Palliative care and advance care planning

One central part of the relevant information is that dialysis will not reduce all the
symptoms that patients experience. Some symptoms will rather increase with the time
on dialysis, affecting the patients’ quality of life (Amro et al., 2014; Culp et al., 2016;
Hall et al., 2020; Mehrotra et al., 2023). These symptoms are not always adequately
alleviated (Axelsson et al., 2018; Culp et al., 2016). Dialysis itself can be a burdensome
treatment (Brown et al., 2017). In an elderly population with severe comorbidity and
frailty, dialysis might cause several complications and repeated hospital admissions
(Chesnaye et al., 2023; Hall et al., 2020). Although dialysis is effective in clearing the
blood of uremic toxins, it can be considered futile in these situations (Martin et al.,
2020). Then, the most reasonable option would be either not to start dialysis or, when
the patient is on dialysis, withdraw it and intensify palliative care (Arellano-Mendez &
Ladin, 2024). This decision is often made at a point when the patient is too affected by
the disease to fully participate in decision-making. Therefore, advance care planning is
recommended at an earlier stage.

Advance care planning for patients with chronic diseases such as chronic kidney disease
is considered crucial for aligning treatment with patient preferences (Amro et al., 2016;
Luckett et al., 2014; O’Halloran et al., 2018, Adenwalla et al., 2024; Bristowe et al.,
2015; Rietjens et al., 2017). The idea of preparing patients in advance for potential
situations and decisions by exploring their current values, preferences and priorities is
highly relevant. One of the reasons for recommending advance care planning is the
variability and potential decline of patients’ cognitive functions over time. Advance care
planning allows patients to decide what should be done when they lack the necessary
decision-making capacity, which is a risk as the disease proceeds (Bobot & Burtey,
2024; Burn & Bates, 1998; Dixit et al., 2013; Drew et al., 2019; Murray et al., 2006;
Thimmaiah et al., 2012).

It is widely acknowledged that palliative or supportive care needs to be integrated in
nephrology care during the whole disease trajectory according to the needs of the patient
(Davison et al., 2015; Grubbs et al., 2014; Lanini et al., 2022; Leiva-Santos et al., 2012;
Levy et al., 2004; Lu & Blinderman, 2019; Moss, 2017). The decision to initiate
palliative care early can be a way to ensure patient values during the whole trajectory,
in parallel with dialysis or conservative kidney management. Palliative care is then
successively intensified as the end of life is approaching and the patient’s need for
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symptom relief increases. In the situation described above when dialysis is considered
futile, a decision should be made whether to withhold or withdraw it. There is also a
need to identify patients approaching the end of life to enable end-of-life conversations
and planning together with the patients (Chesnaye 2023; Lazenby 2017). However,
healthcare professionals can experience difficulties in initiating conversations about
withholding or withdrawal of dialysis and about intensifying a palliative approach to
care (Axelsson et al., 2019, 2020; Ducharlet et al., 2021). Patients also sometimes
hesitate to bring up the question, either thinking it is inappropriate or fearing that they
will be misunderstood as not appreciating the care or wanting to end their life (Axelsson
et al., 2012).

Several factors have been shown to influence the implementation and effectiveness of
advance care planning (Brighton & Bristowe, 2016; Brinkman-Stoppelenburg et al.,
2014). Barriers to advance care planning include differing views on survival and
expected quality of life, and reluctance from patients, families, or healthcare
professionals to initiate discussions about end-of-life care (Brighton & Bristowe, 2016;
Chewning et al., 2012; Phillips et al., 2018). When roles are ambiguous, it might not be
clear to nephrologists that it is their responsibility to initiate advance care planning
(O'Hare et al., 2016). In elderly patients with chronic kidney disease, the ability to
engage in advance care planning might be reduced because of several different factors
such as health illiteracy, reduced cognitive functions and increased frailty (Ladin,
Buttafarro, et al., 2018; Ladin et al., 2021). Patients and their families might have
different perspectives on advance care planning, which also can complicate the process.

Effective advance care planning requires training and preparation of healthcare
professionals (Goff et al., 2019; O’Halloran et al., 2018). It is also more successful when
it is culturally appropriate and tailored to the needs of individual patients (Goff et al.,
2015; Holley, 2012). Clear communication between patients, families, and healthcare
professionals is necessary, and tailored documentation processes can ensure that
patients’ wishes are respected (Holley, 2012; O’Halloran et al., 2018). The ideal seems
to be to integrate advance care planning into routine clinical care and provide healthcare
professionals with the necessary resources and support to conduct it (Luckett et al.,
2014; Lupu et al., 2021). Several interventions have been suggested to increase and
improve advance care planning in general (Houben et al., 2014) and in patients with
chronic kidney disease in particular (Amro et al., 2016; Song et al., 2024; Song et al.,
2025).

One way to identify patients’ values, preferences, and priorities throughout the
disease trajectory is to initiate serious illness conversations with them (Mandel et
al., 2017). These conversations do not necessarily involve making specific decisions
or speaking about end-of-life issues. Therefore, it may be easier to initiate these
kinds of conversations than advance care planning conversations, which focus more
on future decisions. Serious illness conversations can be initiated by several
different healthcare professionals. Various tools have been used to determine when
to initiate them, among others the surprise question, which is a question answered
intuitively by the healthcare professionals regarding whether they would be
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surprised if the patient died within 6 or 12 months (Downar et al., 2017). The
surprise question has been evaluated as a tool also in nephrology care (Forzley et
al., 2018; Javier et al., 2017; Moss et al., 2008; Schmidt et al., 2019).
Interprofessional communication is necessary, since different healthcare
professionals may have different views about the patient’s prognosis (Wallin et al.,
2023) and it is important to identify patients in time with a need for serious illness
conversation. It is also important to understand how patients experience their
subjective quality of life, which the healthcare professionals might not always grasp
(Wallin et al., 2024).

In summary, the complexities of the patient population and the clinical setting in which
patients with chronic kidney disease are cared for present many challenges to ethical
decision-making. Decisions such as whether to start dialysis, receive conservative
kidney management, withdraw dialysis, and initiate supportive and palliative care carry
high stakes. These decisions can lead to significant consequences both for patients,
families, healthcare professionals, and potentially other patients or healthcare in general.
Therefore, many factors must be considered to ensure patient quality of life, respect
patient self-determination, and address other aspects that influence medical decision-
making, such as healthcare priorities and guidelines. Proper deliberation before
decisions are made requires information sharing between healthcare professionals and
patients, and between different healthcare professionals. Taking all this into account, it
is now time to in more detail present the aims of the project.
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5 The overall aim of the thesis

This thesis aims to critically explore the implications and challenges of respecting the
principle of patient self-determination in clinical practice, particularly in the context of
routine nephrology care. Specifically, it focuses on what information should be provided
to patients and when, as well as the challenges involved in sharing information with
patients in a manner that upholds this principle.

5.1 Aims of the studies
Paper I

From the moment a physician or other healthcare professional concludes that a patient
faces a certain decision, to the moment this is communicated to the patient, time may
pass. This postponement may or may not be intentional on the part of the healthcare
professional. In this project, however, temporizing refers to the deliberate postponement
of presenting a decision to a patient who has sufficient decision-making capacity. This
paper explores the ethical implications of temporizing in a nephrology care setting. It
examines under what circumstances, if any, temporizing could be ethically acceptable,
especially in the light of the principle of patient self-determination, when the patient has
substantial decision-making capacity regarding the decision at hand.

Paper 11

In healthcare, providing pertinent information to patients is a moral and legal obligation.
Codes of medical ethics and the Swedish Patient Act require healthcare professionals to
provide relevant information to patients, as described in the background. This
information primarily concerns the potential benefits and risks of the offered treatment
options. However, other kinds of information may at least in part explain why the patient
is offered or recommended one treatment but not another. In publicly funded healthcare
systems, this could involve information about underlying priority considerations. Here,
healthcare priorities are defined as those that directly impact decision-making for an
individual patient and do not apply to a more general or political level. Conventional
perspectives do not consider this an obligatory part of information to share with patients.
This study aims to analyze whether there are moral reasons for informing patients about
healthcare priorities and similar considerations underlying what treatment options are
offered or recommended to patients.
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Paper II1

Effective communication between healthcare professionals and patients is essential for
planning future treatment strategies for those with progressive chronic kidney disease.
In order to educate, prepare, and support patients in their decision-making process,
information must be provided in an understandable way. The timing, content, and format
of this information may influence patients and the decisions they make. It is important
to understand nephrologists’ perspectives on their role in sharing information with
patients in order to evaluate patients’ epistemic and moral positions in nephrology care.
This study explores how Swedish nephrologists view the goals of information sharing,
the associated challenges, and the strategies employed in treatment planning to promote
mutual understanding of the patient’s situation and available decision-making options.

Paper 1V

Patients may express a wish not to be informed about their disease, prognosis, treatment,
or related facts. Although healthcare professionals are expected to respect this wish, it
is unclear to what extent this should be done. Based on a hypothetical yet realistic
clinical scenario, this study aims to analyze the ethical challenges associated with
honoring such requests, with a special focus on patients approaching the end of life, and
the potential impact on patient self-determination.
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6 Methods

A combination of theoretical and empirical methods was employed. In addition to
methods borrowing from analytical philosophy, which are necessary for exploring
normative issues, empirical research in the form of qualitative content analysis was used
to examine the views of practicing nephrologists. Unlike in empirical research,
analytical methods are usually not explicitly articulated in non-empirical medical ethics
publications. Therefore, it should be noted that these methods are not described in
Papers I, II, and IV. The rationale for the methods employed, whether empirical or
theoretical, is outlined below. The limitations will be addressed in a subsequent section.

6.1 Theoretical methods

The theoretical methods employed in this thesis are primarily analysis of arguments and
normative analysis. While these methods are used in combination, it is useful to
distinguish their respective roles in this context. Essentially, analysis of arguments
employs logic to break down reasoning - to understand concepts and identify possible
ambiguities; to understand claims and assumptions; to assess their soundness; and
evaluate overall argumentative strength. Normative analysis, on the other hand,
deserves more attention. In this context, normative issues refer to questions about what
ought to be done, what constitutes the right course of action, what is valuable, and
related matters. The normative method used in this project combines the principle of
self-determination as part of a theoretical framework, with moral reasoning and moral
intuitions regarding the application of this principle in clinical situations. This method,
which aims to justify, and reach coherence between, moral practices, ethical principles
and ethical reasoning falls under what is commonly termed reflective equilibrium
(Daniels, 1996; Rawls, 1971; Tersman, 2018). Although it has been critically debated,
a debate accounted for by Carl Knight (Knight, 2025), reflective equilibrium is a widely
accepted method of justification in medical ethics. Essentially, it is an iterative process
of adjusting beliefs and principles to reach a stable, coherent ethical stance to guide
decision-making in complex medical contexts (Schmidt, 2024). The coherence
objective imposes normative demands on existing practices, requiring them to align with
moral standards. It can also lead to the refinement of ethical principles so that they can
be applied to real-world scenarios.

In this thesis, identifying situations where there seems to be some conflict between these
different levels of reasoning - particularly between the principle of patient self-
determination and how it plays out in clinical situations - can be seen as one first step
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in the process of reaching reflective equilibrium. Identifying situations where there is
ambiguity regarding the implementation of the principle of patient self-determination,
or where it is not fully respected, provides input for the subsequent process of
harmonizing the theoretical level of reasoning with the practical implications of the
principle. It is important to note that the project did not aim to “go the whole way” and
achieve equilibrium. In fact, achieving such equilibrium in a project of this nature seems
unrealistic. It would require an extensive program in this field, as both the principle of
self-determination and its implementation in clinical practice can take many different
forms. Nevertheless, the findings may contribute to the collective effort to achieve
equilibrium between the principle of patient self-determination, and how it is understood
and practiced in nephrology care. Further research is necessary to translate the findings
into specific practical rules and strategies, which would be the ultimate goal of the
research (Kuehlmeyer et al., 2024).

6.2 Qualitative content analysis from interviews

One empirical study has been conducted within this project. This qualitative study was
based on data from semi-structured interviews with 14 practicing Swedish
nephrologists, consecutively recruited after answering an invitation to participate via the
mailing list of the Swedish Society of Nephrology member registry. No purposive
sampling was employed, i.e., participants were not approached based on their particular
background or characteristics. This kind of sampling is otherwise prevalent in
qualitative phenomenological research (Gentles, 2015). However, after analyzing the
contexts and experiences of the participants, it was assumed that they were fairly
representative of the population that we aimed to study: Swedish nephrologists with
experience of preparing patients on their trajectory towards kidney failure and the
decision whether to start dialysis. The participants worked in various hospitals, both in
cities and smaller towns. They all had experience providing information to patients
approaching the need for dialysis, but they had different levels of experience, both in
the medical profession and in nephrology.

Some interviews were conducted on site, while others were conducted digitally. The use
of interviews is an established method in qualitative research, including digitally
conducted interviews (Peters & Halcomb, 2015). The interviews were recorded,
transcribed verbatim, and then pseudonymized. Once data saturation was reached,
according to the definition of saturation in previous work in the field (Rahimi &
Khatooni, 2024), the data were analyzed using qualitative content analysis with an
inductive, phenomenological approach to explore the lived experience of the
participants. This approach is one of the primary methods of qualitative research (Elo
& Kyngas, 2008; Graneheim & Lundman, 2004; Korstjens & Moser, 2017). Meaning
units were condensed and sampled as codes. Then, these codes were sorted into
categories and abstracted to form overarching themes. This process followed the method
of qualitative content analysis as it has been described by, among others, Ulla H.
Graneheim and Berit Lundman (Graneheim & Lundman, 2004).
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A qualitative content analysis was chosen for its potential to explore a complex
phenomenon with fragmented background knowledge, such as the process of informing
and preparing patients for a decision whether to receive dialysis. This method has been
used to study similar phenomena (Elo & Kyngas, 2008; Graneheim et al., 2017; Kyngis,
2020). This approach helps to identify, describe, and interpret both explicit and latent
values and meanings within the data (Graneheim & Lundman, 2004). In this study, it
was used to analyze responses, and associated reflections, to preformulated interview
questions. (The interview guide is presented in the appendix). To grasp the experiences
of the nephrologists we interviewed as they were expressed by themselves, a process of
iterative abstraction and interpretation was conducted, as previously explained in the
methodological literature on qualitative research (Assarroudi et al., 2018; Lindgren et
al., 2020; Mayring, 2015). Since the transcriptions were written verbatim and the
interviews were listened to several times, also the latent content could be analyzed,
which has been previously recommended in using qualitative content analysis
(Assarroudi et al., 2018; Graneheim et al., 2017; Lindgren et al., 2020). As explained
above, the study primarily employed an inductive approach to analyze the data. This
approach served to understand the challenges nephrologists face in their own words
without oversimplifying their experiences or seeking to validate the researchers’
preconceptions. The findings and process were reported transparently, as is widely
recommended (Lindgren et al., 2020). Before publication, the COREQ (COnsolidated
criteria for REporting Qualitative research) checklist was used to confirm that all steps
in the process had been completed properly.

Unlike in quantitative research, qualitative research findings are not intended to be
generalized or replicable in other contexts. However, like quantitative research,
qualitative research aims to produce trustworthy, applicable, and consistent evidence
(Frambach et al., 2013). Regardless of the approach used, the research should not be
biased by the researcher’s preconceptions. However, in qualitative research, there is a
wider acceptance of the fact that researchers cannot be completely objective when
interpreting results since they are part of the research process (Malterud, 2016). The
conception and operationalization of quality criteria differ between the two methods.
Quantitative research uses internal and external validity, reliability, and objectivity as
quality criteria, while qualitative research uses credibility, transferability, dependability,
and confirmability (Frambach et al., 2013).

To ensure credibility, careful data collection and analysis were performed, keeping the
analysis close to the transcriptions. All members of the research group participated in
interpreting the data. To ensure transferability, the context of the interviewed
nephrologists was described in detail and the sampling strategy that was used was
compared with those in previously published research in the field. To achieve
dependability, data collection continued until data saturation was reached, meaning no
new substantial data emerged from the interviews. Since the transcriptions were made
consecutively during the process, iterative data collection occurred. Furthermore, the
data were analyzed multiple times to identify latent meanings and ensure the correct
extraction of categories and themes. The data were not intentionally adjusted to fit the
researchers’ preconceptions. To achieve confirmability, the analysis was based on the
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findings, and the results were discussed within the research group. Short notes were
taken during the interviews to record the interviewers’ initial impressions.

6.3 Combining theoretical and empirical methods

In applied medical ethics, as in this project, combining theoretical analysis with
empirical data is valuable because it reveals how general ethical principles are
interpreted in and applied to specific medical situations (Birnbacher, 1999; Davies et
al., 2015; Huxtable & Ives, 2019; Kon, 2009; Mihailov et al., 2022). After completing
the first theoretical part of the project, which led to Papers I and II, it became clear that
more knowledge was needed about the understudied area at the heart of the project. The
empirical data obtained in Paper III served as anchors to real-life situations. These data
confirmed the assumptions about situations occurring in practice by providing real-
world information about current opinions and practices among nephrologists. With the
results from the empirical study in the back, the normative approach was again
employed regarding how the ideal of patient self-determination plays out and should
play out in practice. Integrating empirical and theoretical research, through its
connection with real-life situations in nephrology care, provided important insights into
areas where the ethical principle of patient self-determination may not be observed and
the potential reasons for this lack of compliance. This information can be used to further
improve ethical practices. Exploring the application of ethical principles using either
method in isolation would be less fruitful. Therefore, descriptive and normative data
were combined in a context-dependent manner. According to the literature on the
subject, this context-dependent approach has the advantage of applying theory to
ordinary, common clinical situations and vice versa (Musschenga, 2005).

It is important to note that the challenges identified in the project are not intended to be
used as justification for adopting a particularist approach to normativity in clinical
situations. Particularism is here broadly understood as defending the view that there are
no general moral principles to guide action (Shiu-Hwa Tsu, 2025). Although ethical
judgments are to a certain extent situation-based, what is assumed in the thesis is that
there indeed are specific general principles to guide action, and that actions can be
judged within a framework in which patient self-determination is a central principle,
among other ethical principles. Therefore, identifying challenges and thresholds for
applying this principle in clinical practice is not intended as a reason to downplay the
importance of patient self-determination. Rather, it is a reason to search for strategies to
overcome these challenges.
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7 Contribution

This section specifies my contributions to each paper included in the thesis and
demonstrates my developing independence in the research process.

For Paper I, my supervisors and I decided to focus on temporizing. I contributed by
situating the topic within a clinical context and focusing on the care of patients with
chronic kidney disease. I participated in the analysis and wrote the first draft. My main
supervisor was the corresponding author when we submitted the paper to the scientific
journal. I revised the paper with my supervisors and responded to comments from the
editor and reviewers.

For Paper 1II, I came up with the idea to examine healthcare priorities as part of the
information provided to patients. I was prompted to propose this topic because,
according to my experience by then, information about priority considerations is seldom
provided to patients even though they are obviously present in my work as a
nephrologist when making decisions regarding dialysis care. I wrote the first draft with
input from my supervisors, who actively participated in revisions before and after
submitting the paper to a scientific journal. As the corresponding author, I was
responsible for the entire publication process, including revisions and correspondence
with the scientific journal, with help from my supervisors.

For Paper 111, I decided together with my supervisors that [ would conduct an empirical
study including a qualitative content analysis of interviews with nephrologists.
Together, we formulated interview questions focusing on areas where knowledge about
current practices and experiences among nephrologists was lacking. With the help from
my supervisors, I prepared the application for the ethics review. After receiving ethics
approval, I wrote a recruitment letter containing the necessary information and sent it
via the mailing list of the Swedish Society of Nephrology through my contact with the
chairman of the Society. I recruited the participants and conducted all the recorded
interviews. I transcribed the data manually, performed the initial condensation, coding
and abstraction into categories, and proposed preliminary overarching themes. Together
in the research group, we analyzed the data and successively modified some categories
and themes as needed to better align with the data. I wrote the first draft of the paper
and participated in subsequent revisions, both before and after submitting it to a
scientific journal. As the corresponding author, I communicated with the editor and
reviewers, also incorporating my supervisors’ suggestions, until the paper was accepted.
I previously presented selected results from the study at two international conferences:
the European Society for the Philosophy of Medicine and Healthcare (ESPMH)
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conference in Frankfurt and the Uppsala Medical Ethics Conference (UMEC), both in
2024. These presentations focused on framing information in a healthcare context.

For Paper IV, I decided to write about patients who do not want to receive information
from healthcare professionals when they are approaching the end of their lives. I
presented my initial ideas on the subject at the ESPMH International Conference in Riga
in 2023. Afterward, I began writing the manuscript and revised it several times based
on feedback from my supervisors and colleagues in the Medical Ethics Unit. I received
general feedback from seminars, as well as more specific feedback on the manuscript
itself. I am the sole author of this paper.
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& Limitations

This work is subject to certain limitations. Importantly, in one sense the results are
inconclusive. The results indicate challenges in clinical practice that may conflict with
honoring patient self-determination, and they illustrate how such conflicts can arise.
However, uncertainties remain regarding the extent to which practices such as
temporizing, withholding information at the initiative of the healthcare professional or
the patient, or framing information to influence decision-making, can be considered
acceptable in the light of patient self-determination. While this may seem unsatisfactory,
these uncertainties underscore the fact that the requirements of this principle in clinical
practice are still unclear, a fact that is easily overlooked and therefore deserves attention.

One should further note that the findings may be context-sensitive and not directly
transferable to other settings. There may be clinical contexts, both nationally and
internationally, that differ in their conditions and practices, which have not been
considered in this work. In an even broader sense, the relationship between patient self-
determination and the information provided by healthcare professionals to patients has
been the subject of extensive academic discussion and literature of which only a
selection is provided in this thesis.

While practices such as temporizing, framing, and withholding information
undoubtedly occur, their exact prevalence has not been studied specifically in this thesis.
However, the absence of quantification does not significantly impact the applicability
of the findings. The analysis is valid even without specifying how often temporizing
occurs in nephrology care, since the analysis did not intend to answer the question of
prevalence but rather to analyze it from an ethical perspective. The qualitative data from
the empirical part of the project speaks to the prevalence of uncertainties and barriers to
involving patients and honoring their self-determination, which supports the
preconception that these are areas of concern that need to be further analyzed.

In qualitative content analysis, including the approach adopted in this project, the
researcher’s preconceived notions about the subject can influence the questions in the
interview guide, and the subsequent interpretation and construction of categories and
themes. In this thesis specifically, my personal experience as a nephrologist may have
influenced my interpretation of categories and themes in Paper III. This is acknowledged
to be inevitable to some extent in qualitative research, as explained in the methodology
section above. Thus, theory influences the design of the study, the construction of
interview questions, and the interpretation of data. However, an inductive approach was
used to limit the extent to which preconceptions or other kinds of researcher bias could
affect the analysis, and to remain open to the participants’ own stories. During the
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interviews, care was taken to clarify that the interviewer was a researcher, not a fellow
nephrologist. Participants were instructed to express themselves as if the interviewer
had no knowledge of or experience in the clinical setting. When participants
inadvertently did so anyway, I, as the interviewer, asked clarifying questions to delve
deeper into the subject. To avoid steering the analysis toward findings based on my
preconceptions as a clinician, my supervisors - who do not have the same clinical
experience - contributed to the analysis of the findings and those were compared with
previous research in the area.

The sampling strategy included participants who signed up for the study after receiving
the initial email invitation. This may have introduced a bias toward recruiting mostly
nephrologists with a special interest in the topic. However, the interviews revealed a
wide variety of experiences. Therefore, it is believed that the data largely represent the
experiences of Swedish nephrologists. The participants’ backgrounds (place of work,
experience, age, and position) also varied greatly. Another challenge when using
qualitative content analysis is handling extensive material without compromising the
depth of the analysis. For example, one could include a lot of data while only
superficially analyzing it, which is akin to not seeing the forest for the trees (Graneheim
et al., 2017; Lindgren et al., 2020). At the same time, there is a challenge in ensuring
that all relevant data is included in the analysis. The data were analyzed several times,
and the process of abstraction was done close to the transcriptions to minimize both
these risks.

When interviewing nephrologists, the focus was clearly on the medical perspective and
from the physicians’ point of view, which may have led to overlooking other viewpoints
such as those of nurses and physiotherapists, etc. While the interprofessional team
responsible for the patient’s care was mentioned in the interviews, the project did not
examine the experiences of other healthcare professionals. Much of the information to
patients, both before and after starting dialysis is provided by specialized nurses, whose
perspectives were not explored. The empirical part of the project also lacks a patient
perspective, as patients were not interviewed. However, including several professions,
as well as patients, would have made the project significantly more extensive.
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9 On the use of Artificial Intelligence

According to the applicable local guidelines of the Faculty of Medicine at Lund
University (Lund University, 2024), the national guidelines of the Swedish Research
Council (Vetenskapsradet, 2024, pp. 56-57), and the European Code of Conduct for
Research Integrity (ALLEA, 2023), any use of artificial intelligence (AI) must be
disclosed. In this project, Al was used for editing and proofreading (deepl.com/write).
Additionally, AI (Consensus.app) was used to facilitate a literature review of some of
the themes in the thesis summary. Al was not used for transcribing interviews, for
analyzing and discussing empirical findings, or for conducting ethical analyses.
Generative Al was not used to produce content or generate text. In compliance with the
above guidelines, I take full accountability for the content.
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10 Ethical considerations

The empirical part of the thesis raises some ethical considerations that require attention.
No patient data were collected or analyzed, but Paper III included interview data from
nephrologists. This study was conducted in accordance with relevant guidelines and
regulations. It was approved by The Swedish Ethical Review Authority (Dnr 2022-
00652-01). Participants received written information about the study before agreeing to
participate. They were also provided with written and oral information when they met
the interviewer for the first time. Participants were informed about the study’s purpose
and procedures, as well as their right to choose not to answer a question, to respect their
privacy. They were also informed that the interviews would be recorded and that the
data would be kept confidential and stored according to Lund University guidelines.
Written and oral informed consent was obtained from all participants. The results are
presented with consideration for the complexities reported by the participants. The aim
was not to emphasize any professional shortcomings on their behalf, but rather to
identify areas in need of further reflection and to find solutions to support healthcare
professionals in the future.

This project examined clinical nephrology practices involving patients, their families,
and healthcare professionals. Consequently, ethical issues arise when clarifying
situations in nephrology care where there may be ambiguities or barriers regarding the
principle of self-determination. Highlighting problems with respecting patient self-
determination could give patients and families the impression that such practices are
accepted, something which might negatively impact their trust in healthcare.
Eliminating the risk of such reactions is impossible without allowing this concern to
influence the analysis and presentation, which in turn would deviate from good research
practice. While the latter is clearly unacceptable, measures have been taken to present
the findings in a nuanced and respectful manner, thereby minimizing these risks. The
intention was to identify challenges to the principle of patient self-determination in order
to highlight areas where improvement can be made. The results may help to establish
better routines and provide healthcare professionals with more support to involve
patients in decisions regarding their care. Ultimately, the project is therefore intended
to benefit patients, their families, and healthcare professionals.
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11 Major findings

The studies in this thesis have identified several ambiguities and barriers to respecting
self-determination in the clinical context of routine nephrology care. Below follows an
outline of the major findings.

Decision-making has temporal aspects. In this thesis, these are primarily addressed in
the form of temporizing, as explained above. The analysis concluded that temporizing
is associated with uncertainty whether it will or will not align with patient self-
determination. It may imply an unacceptable risk of not respecting the principle of self-
determination in at least two ways. First, the patient may miss an opportunity to
participate in decision-making due to a reduced capacity for autonomous decision-
making by the time the patient is invited to participate. Second, the relevant decision
may no longer be possible to make by the time the patient is invited to participate. The
characteristics of the decision, including for instance available options, expected
outcomes, patient preferences or priorities, and consequences of the decision may
change over time, resulting in a different decision than if it had been made earlier. (In
the nephrology patient population, both of these risks are significant).

Attempting to optimize decision-making through temporizing could be problematic in
a situation where patients exceed the threshold for decision-making capacity that society
has established. If the right to self-determination is to be respected, patients should
arguably be allowed to participate in the decision-making process, which begins by
realizing that a decision needs to be made. Obviously, temporizing would always
conflict with the principle of patient self-determination if it required patients to be
informed immediately and without further consideration. However, it would be difficult
to comply with such a conception of the principle since providing all the information at
once and with all patients is practically impossible. If patient self-determination is
instead considered an ideal to pursue over time, competing with other ethical
considerations, and if there are strong reasons to temporize the decision to improve
decision-making, then it may be more acceptable to do so. Temporizing can therefore
be problematic, but it is not always wrong, or so it seems. While a short period is often
considered less problematic than a long one, the issue is not only the length of time but
above all the risk that something could happen during that time to interfere with the
patient's self-determination regarding the decision.

Referring to a general conception of self-determination alone may not be sufficient for
deciding which risks of lost decision-making opportunities are acceptable. There might
obviously be differences among individuals in how they judge the acceptability of risk.
Some might be more risk-averse than others. One part of the problem is that healthcare
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professionals decide whether to temporize, disregarding patients’ preferences regarding
the timing of information, and patients’ own risk assessment. Doing so indicates a
paternalistic attitude, which in turn raises ethical concerns.

The interviews with nephrologists also covered temporal aspects. For example, the
participants discussed the importance of allocating enough time to speak with patients
and prepare them gradually for the decision of whether to start dialysis. The
nephrologists expressed concern about overwhelming patients with information and
preferred to space it out over several appointments. They therefore saw value in having
enough time to prepare patients. According to their experience, decision-making is
sometimes temporized to better suit the patient or family, at the nephrologist’s
discretion. However, they also reported that preparing patients is not always possible.
When urgent decisions have to be made, the nephrologists said they feel strained
because they do not feel that the patients are adequately prepared.

The thesis also addresses questions about the type and amount of information that should
be provided to patients. As mentioned earlier, guidelines and legal regulations tend not
to, in detail, specify what information needs to be provided and why. However, certain
types of information are recommended to be provided to patients as part of the
requirements for informed consent or dissent to treatment, as outlined in the
background. If the aim is to increase patients’ understanding of, for example, the
treatment options presented to them, then other potential information might also be
relevant. This includes information about priority considerations, but it is applicable
also to other kinds of information, such as national guidelines and local routines, which
can impact the treatment options offered to the patient.

Patient information can be regarded important for various reasons — reasons which in
different ways can influence what information is considered important. First, the
information may be intended to help patients make decisions that result in them
becoming, at least partially, accountable for the decisions. If this were the primary
reason for providing information, then details about priorities would perhaps be
considered optional. Second, patient information can be regarded useful (actionable) for
patients who, through decision-making, aim to promote their own health and well-being.
However, priority considerations are likely not useful to patients in the sense that it helps
them to exert influence over their care. Patients are typically not (and should in most
cases not be) invited to question or negotiate these priorities. The information might be
useful in other ways, for instance by opening a possibility for patients to publicly protest
against these priorities, to vote for a different political party, and so on. These actions
will, however, not affect the range of options presented to the patient. And it is not
clinically useful unless patients can turn to other clinics, either within or outside the
country, should another treatment option be available there.

If the focus is on actionability or clinical utility, it therefore makes sense to exclude
information about priorities and similar information. But then there is a risk that other
moral concerns will be neglected. These include that patients and healthcare
professionals are essentially moral equals, and that patients (as well as, of course,
professionals) deserve respect as persons. Such respect may require healthcare
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professionals to minimize power imbalances and to be honest with patients. And it can
be argued that healthcare professionals are not fully honest when they withhold
information from patients, such as about certain reasons for recommending a treatment,
including priority considerations. Without honesty, patients will not be helped to
develop sufficient understanding of their situation. Of course, it should be
acknowledged that the information provided to patients must be somewhat limited. This
may be for practical reasons, such as time constraints on conversations between
healthcare professionals and patients. However, rather than justifying what information
to communicate to patients, the suggestion is that the burden of proof lies in
demonstrating what information can safely be excluded without compromising patient
self-determination. Hence, healthcare professionals should be able to justify excluding
information about healthcare priorities from patients. Another way to put it is that the
default should be to provide all the information needed for patients to understand their
own situation also in a wider context of acknowledging other patients’ needs and, thus,
the need for prioritization. This default should of course be contrasted with other values
at stake.

In the empirical part of this thesis, nephrologists were interviewed and, among other
things, asked if they believe information about priority considerations should be shared
with patients. Most replied that such information is irrelevant to patients. Furthermore,
they said that the available treatment options (restricted by priority considerations) are
sometimes described as those that will benefit the patient. Even if this is partly true, it
can be misleading because the information only partially explains why these alternatives
are offered and not others. According to the nephrologists interviewed, patients should
not have to deal with such information, emphasizing that it is the nephrologist’s
responsibility to take these factors into account. This reflects a paternalistic attitude that
may prevent patients from exercising their right to self-determination. And, even if the
information does not promote patient self-determination, it risks perpetuating or
increasing the epistemic asymmetry in the relationship between patients and healthcare
professionals.

Related to the situation where information is withheld at the healthcare professionals’
initiative, is the question of patients who do not want to know about their disease,
prognosis, treatment options, etc. The clinical case presented in Paper IV shows how
this can be problematic, especially at the end of life, when many factors must be
considered, and patients’ priorities may change. First, respecting a patient’s wish not to
know can conflict with the requirement of informed consent. In most cases, appealing
to the patient’s right to self-determination supports providing information rather than
withholding it. Not being informed would result in an uninformed decision to opt out of
information and, thereby, opt out of self-determination. Not knowing relevant
information can affect current and future decision-making regarding matters of which
the patient is currently unaware. Furthermore, since dialysis requires significant patient
collaboration, it is essential that patients have a basic understanding of their disease in
order to make informed decisions about their treatment. This includes decisions about
withdrawing dialysis and initiating intensified palliative care as death approaches. It can
be difficult to achieve if patients refuse this information. Advance care planning will be
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difficult. This process involves discussing patients’ preferences in the early stages of
the disease and planning for situations when decisions must be made. Respecting
patients’ wishes not to know might, through lack of relevant knowledge, prevent them
from making authentic choices during the time they have left in life. Not knowing
relevant facts about their remaining life might further make them vulnerable to
domination or to being deferential to the preferences of others.

Not knowing can harm the patient in other ways. Without the necessary information, it
is unreasonable to expect adherence to treatment. Adherence requires an understanding
of the disease state and the consequences of treatment, as well as open communication
between the healthcare professional and the patient regarding symptoms and
interventions. Without this communication, it will therefore be difficult to provide the
patient with good care, which is an important goal for healthcare professionals.

Respecting a patient’s wish not to know can negatively impact others as well, including
family members, healthcare professionals, and potentially other patients. It creates
morally challenging situations for family members and healthcare professionals, such
as withholding important information and, in certain cases, lying to the patient. This
creates a double standard regarding truthfulness in healthcare that will be difficult to
maintain. Others will be held accountable for decisions, which may burden them,
knowing the patient could have participated in the decision-making process if she had
been given information. Decisions to withdraw burdensome treatment may be
postponed. Besides harming the patient by providing futile treatment with a high risk of
complications, this could also affect other patients' access to care through displacement
effects. All these consequences must be weighed against honoring the right not to know.

A patient’s desire to remain uninformed may stem from various motives, including
rational beliefs, emotional reactions such as fear, and misunderstandings. The question
is therefore what exactly is expected to be honored, and how. There is also uncertainty
as to the kind and amount of information that is to be excluded, which is difficult to
judge without knowing about the underlying motives. Furthermore, it is unclear for how
long relevant information should be withheld, since it is difficult to ask the patient
without revealing that there is something to know about.

In summary, cases where information is withheld, either on the healthcare professional’s
or the patient’s initiative, raise questions of epistemic, moral, and practical character.
These questions must be answered before deciding whether withholding pertinent
information is ethically acceptable, especially in relation to the principle of patient self-
determination, but also other moral values that must be considered. There is no safe way
to ensure that withholding information will not be detrimental to patients, either by
reducing their self-determination or in other ways. While these concerns must be taken
seriously, it must also be acknowledged that respecting a patient’s wish not to be
informed is sometimes an important aspect of honoring patient self-determination in
healthcare.

The qualitative content analysis of the interview study resulted in themes including
objectives, content, challenges, and strategies. The interviews revealed uncertainties
about both the appropriate scope and the intended purpose of information sharing. One
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of these reported uncertainties was how to balance the objective of enabling patients to
make their own decisions with the objective of helping them make decisions that are in
their best interest, as understood by the nephrologist. The nephrologists said that in some
cases, they take on the responsibility of making decisions when patients indicate that
they prefer not to participate in the decision-making process. However, some
participants said they found this responsibility too heavy due to the high stakes involved
in deciding whether to start dialysis. Nephrologists reported that decision-making is
easier when they decide in line with patients’ wishes because it relieves them of some
of the perceived responsibility for the decisions. They said information is sometimes
withheld or presented in a way that softens its impact and influences patient decision-
making. This reveals a tension between being transparent and gentle when providing
information.

Participants also mentioned that it is challenging to handle other sources of information,
such as information from other patients or social media, because this information is
sometimes perceived as misleading. Interprofessional collaboration was viewed as both
an asset and a challenge. While information from multiple sources or different
professionals can provide a more complete picture, differences in communication made
the nephrologists worry that patients would be unsure of what to rely on. Family was
considered a double-edged sword because, although family members often support
patients, ensuring patient autonomy with regard to family members was reported to be
difficult at times. Apart from the previously mentioned challenges, adapting to patients’
lack of preparedness, proactivity, health illiteracy, and unrealistic expectations about the
future was reported to be difficult. Additionally, the risk of information overload was
described as challenging. Strategies were implemented to improve patient
understanding, empower patients, and prevent misunderstandings. Strategies were also
implemented to steer patient decision-making and improve the way patients feel about
their situation.

In summary, temporizing, withholding information from patients, either on the
healthcare professional’s or the patient’s initiative, and framing information are
practices where healthcare professionals might not sufficiently honor the principle of
patient self-determination. The analyses point out which considerations can be relevant
to judge these situations from an ethical perspective. The interview study showed that
nephrologists face additional communicative challenges relevant to patient self-
determination.
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12 Discussion

Over the years, healthcare has taken many steps to strengthen patients’ self-
determination. The move from a paternalistic model to informed consent, and the
development of patient-centered care, shared decision-making, and health literacy have
advanced the respect for autonomy. At first, it might seem that patient self-
determination has already been achieved. However, when confronted with concrete
clinical situations, it becomes clear that uncertainty remains regarding how to honor the
principle of self-determination, and that barriers remain.

Previous research has highlighted the various challenges that healthcare professionals
in nephrology care encounter when sharing information with patients. For example,
value conflicts that might be difficult to manage arise when discussing the choice
between dialysis and conservative kidney management (Chan et al., 2019; Chanouzas
et al., 2012; Davison et al., 2024; Ho et al., 2022; Ladin, Pandya, et al., 2018; Mathur et
al., 2022; Muthalagappan et al., 2013; Visser et al., 2009; Walker et al., 2016). Value
conflicts and other challenges have also been identified in advance care planning and in
preparing patients for the possibility of withdrawing dialysis and intensifying palliative
care (Axelsson et al., 2019, 2020; Chesnaye et al., 2023; Mandel et al., 2017). In many
of these situations, there is a conflict between respecting patient self-determination and
benefiting the patient in other ways. However, there are challenges and ambiguities
present in other situations of routine nephrology care as well. Identifying areas where
the principle of patient self-determination risks not being sufficiently honored can help
develop strategies that empower patients and enable them to participate in decisions
about their care, which is generally recommended in Western societies. It can also
clarify situations in which fully respecting self-determination is not feasible or
reasonable.

Honoring patients’ self-determination requires special care, as their situation may make
them more vulnerable. Patients may be ill and find themselves in unfamiliar
surroundings with different routines in an inpatient hospital unit. This makes them more
dependent on healthcare professionals to provide services that meet their needs (O'Neill,
2002, p. 38). Balancing this sense of dependency with self-determination may be
challenging for healthcare professionals, but also for patients. Asking them to
participate in decision-making and in their own care may be difficult. Nevertheless, it is
important to strike a balance and prevent patients from assuming a too deferential
attitude toward healthcare professionals, either on their own account or due to the
attitudes and actions of the professionals. This deferential attitude can be detrimental to
patients even if they themselves have chosen to adopt it (Garnett, 2023). Respecting a
patient’s self-determination can be viewed as an interpersonal claim that the patient has
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against the healthcare professional (Darwall, 2006a). A responsibility for a person’s
welfare may arise in the relationship between healthcare professionals and patients
insofar as the professionals care for the patients (Darwall, 2002, p. 4, 8-9). In this
relationship, patients trust that healthcare professionals will strive to promote their
welfare (O'Neill, 2002, p. 38). Balancing these objectives means benefiting patients
while being sensitive to their own values, preferences, and priorities. This is arguably
even more important because of the vulnerability mentioned above. Therefore,
healthcare professionals are particularly responsible for how and when information is
presented to patients to ensure they can make decisions according to their preferences.
The information provided, as well as how and when it is presented, may influence
patients’ choices.

One area of concern in this thesis was the timing of information, with a special focus on
temporizing. Temporizing is prevalent in dialysis care. For example, decisions to reduce
or withdraw dialysis are sometimes temporized (Axelsson et al., 2020; Schmidt & Moss,
2014). Motives for temporizing could, among others, include respecting the patient’s
privacy, achieving greater medical certainty, allowing the patient to have a richer
experience with the disease and treatment, enforcing self-determination, ensuring social
support, and making decisions that reflect the patient’s personal goals and values
(Lazenby et al., 2017). In other words, temporizing may be motivated by a desire to
optimize decision-making beyond the threshold of decision-making capacity, enabling
patients to decide under better conditions. However, it also runs the risk of patients
ultimately not participating in decision-making, for the reasons explained above. There
is an underlying potential paternalistic attitude in this kind of temporizing. Healthcare
professionals interpret patients’ informational preferences from their own perspective,
which may differ from what patients want or need. Temporizing implies that patients,
for some time, lack information about pertinent decisions that is in their interest to
receive, and that can be more or less problematic. Epistemic and moral uncertainties
must be resolved before temporizing can be safely accepted, i.e. without compromising
the principle of patient self-determination. The safest approach appears to be to avoid
temporizing altogether to minimize the associated risks to patient self-determination. In
analogy with temporizing on the healthcare professional’s initiative, patients who opt
out of decision-making in the present moment run the risk of being unable to participate
later or of having their decisions significantly restricted in the future. In this situation,
honoring the patient’s request is, in a sense, acting according to the patient’s expressed
preference. However, the risks for the patient’s future self-determination must be
considered.

Another issue raised in this project is the withholding of information on the healthcare
professional’s initiative, for instance about priority considerations. Several of the
nephrologists we interviewed expressed that they thought patients should not have to
deal with these questions and assumed that patients did not need to be informed about
them. However, the judgment of what information is necessary for patients should
arguably be made by the patients themselves. If healthcare professionals filter out
information that they consider irrelevant for patients, it may reflect a paternalistic
attitude that disregards the patients’ informational preferences and needs. This is a
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crucial point because it potentially impedes both respecting patient self-determination
and treating patients as equals. According to the most influential accounts on informed
consent, information should be tailored to patients’ needs and wishes, at least meeting
the request of the reasonable person standard (Beauchamp & Childress, 2019, pp. 124-
125; Faden & Beauchamp, 1986, pp. 32-33). Following that standard, the information
provided should not be based solely on what healthcare professionals deem important.
It becomes particularly problematic in case the subjective professional standard is
followed instead, making it up to each individual physician to decide what information
to share with their patients (Rynning, 1994, p. 198). To some extent, information should
also be adapted to each individual patient. An egalitarian approach, as suggested in this
project, implies that relevant information should be shared with patients rather than
being owned and dispensed by healthcare professionals.

All relationships, including those between patients and healthcare professionals, carry
an inherent probability of influencing the individuals involved in them. However, this
influence may or may not be undue in the sense of counteracting the individuals’ self-
determination (Faden & Beauchamp, 1986, pp. 256-262). In healthcare, the probability
of such controlling influence might be higher than in other relationships, because of the
asymmetry in the relationship between healthcare professionals and patients. Instances
of influence range from persuasion, which essentially appeals to reason and is non-
controlling, to coercion, which is essentially controlling and strong (Faden &
Beauchamp, 1986, p. 259). Influence from others is especially problematic when it
involves deception, lying, manipulation, or nondisclosure of highly relevant
information, coercion, or direct refusal to carry out a patient’s legitimate wishes
(Beauchamp & Childress, 2019, pp. 136-139). Besides being paternalistic, practices that
mislead patients can negatively impact trust in the relationship (O'Neill, 2002, pp. 38-
39, 151-152, 192; Robins et al., 2011) and potentially also harm the patient. Telling
patients that a treatment option was chosen based on clinical benefits rather than priority
considerations, as was sometimes the case for the nephrologists we interviewed, might
mislead patients by providing only a partial explanation of why one treatment option
was chosen over another. According to Abram Brummett and Erica K. Salter, several
factors affect the moral evaluation of misleading patients. Depending on the patient’s
capacity, the nature of the information and the deceptive act, and contextual factors,
stronger justification is required in some cases (Brummett & Salter, 2023).
Undoubtedly, some instances may be considered seriously misleading, even if based
solely on withholding information, as has been described (Cox & Fritz, 2016). Such
cases would arguably include instances similar to those exemplified in this thesis where
patients have the capacity to understand the information, yet certain relevant
information is withheld, causing patients to have false beliefs about their situation.

In addition to the potential risks of not respecting patients as persons when not being
honest about for instance prioritization information, focusing solely on clinical utility
or actionability for judging the relevance of information to patients may amount to
treating patients unfairly. While information about priorities may be actionable for
wealthy, health-literate patients, it may not be so for those who lack the means to seek
care outside the publicly funded system. It could lead to the unfortunate conclusion that
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this information is to be provided to those who can act on it while it would be acceptable
to withhold it from others that do not have the same resources or capacities.

Considering other values at stake when information about priorities is shared, it is
important to consider the risk that patients will become upset or lose trust in the
healthcare system, as has been previously discussed (Owen-Smith et al., 2010b).
However, in many cases, the importance of being transparent with patients outweighs
the potential negative consequences, meaning information should still be provided.
Furthermore, in modern society, there is no such thing as an information vacuum (Perry,
2007). Patients may learn about healthcare prioritization elsewhere, such as from other
patients, the media, or social media. Learning about priority considerations from sources
other than healthcare professionals could damage trust further and negatively impact
patient well-being in the long term. Withholding this information can also hinder
patients from making certain altruistic choices. Autonomous choices are not necessarily
choices that benefit oneself; rather, they could also benefit others, as has been previously
discussed (Doukas & Hardwig, 2014). In a scenario where resources are scarce, a patient
may choose to forgo treatment in order to benefit someone else. However, making such
choices requires having sufficient information to judge the consequences for oneself and
for others of the choices to be made. For instance, to make this kind of altruistic
decisions, patients must understand the prioritization principles and considerations in
their healthcare setting. Withholding this information could interfere with that
possibility.

Once the amount of information to be provided has been considered, the question of
how to present it arises. The conflicting goals of respecting patient self-determination
and providing good care may result in attempts to present information in a way that
aligns patients with the treatment goals established by healthcare professionals. In
nephrology, healthcare professionals may for example prioritize interventions that
improve survival, postpone the need for dialysis, and enhance long-term quality of life.
Patients may prioritize other goals over a longer life or preventing the negative effects
of a disease, especially if the treatment carries a risk of complications or if the
restrictions imposed are difficult to adhere to. According to the nephrologists we
interviewed, information is sometimes framed to either influence decision-making or to
avoid distressing patients. Framing information in a certain way could help patients feel
better about their situation or the chosen treatment option than if the information had
been presented more straightforwardly. As revealed in the interviews, this could be
achieved by making it seem as if life will continue as usual and decisions are not set in
stone (even though some actually are). The question is whether it is acceptable for
healthcare professionals to frame information in this way to influence patient decision-
making. This approach is paternalistic because it disregards patients’ actual values,
preferences, and priorities. It can also be misleading because it provides only a partial
or distorted picture of what to expect.

The framing of information both in general (Tversky & Kahneman, 1981) and between
healthcare professionals and patients has been discussed in the literature (Gerend &
Shepherd, 2013; Gong et al., 2013; Heisig et al., 2015; Menichetti et al., 2024; Ploug,
2018). Besides steering decision-making and minimizing potentially distressing
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information, the nephrologists we interviewed reported using framing also to encourage
patients to participate in their care, such as through self-managed dialysis and home
dialysis. Healthcare professionals tend to view patients’ active involvement in care as
the ultimate form of autonomy. However, not all patients desire to collaborate to the
same degree (Arestedt et al., 2019). Following Manne Sjdstrand et al., this attitude
among healthcare professionals may be an example of paternalism in the name of
autonomy (Sjostrand et al., 2013). To a certain extent, framing is unavoidable in the
communication between healthcare professionals and patients. For example, it might be
strictly impossible to keep total neutrality when sharing information about a treatment
option while having a clear idea as to whether it will benefit or harm the patient
(Avitzour et al., 2019). But as suggested in this thesis, there is a line to be drawn between
acceptable and unacceptable framing as judged by the impact on patient self-
determination.

The desire to improve patients’ decision-making can lead healthcare professionals to
postpone decisions (temporizing), or steer patients through framing, or shield patients
from information that the healthcare professionals deem unwarranted or harmful. This
may make moral sense, given that the principle of self-determination in one sense aims
to facilitate decisions that align with the patient’s underlying deeper or more authentic
preferences. It serves an overall idea of promoting the ideal of patient self-determination
although by not following the principle at each point in time (Conly, 2012). However,
this aim to improve patient decision-making could also be driven by the idea of
achieving what is considered to be objectively the best consequences for the patient.
This approach involves controlling the information patients receive and how they
understand it, in order to help them make, according to some accounts, “better”
decisions. Temporizing, framing and withholding information with the aim of either
focusing on patients’ supposedly more authentic preferences or what they should ideally
care about (according to others) may represent examples of nudging as explained in the
background (Sunstein, 2016; Thaler & Sunstein, 2008; Thaler, 2003).

The extent to which nudging is compatible with respecting patient self-determination is
an open question. Even if the intention is to help patients make good decisions, nudging
them may be problematic because it goes against their right to self-determination. This
right implies respect for value pluralism among individuals, something that must be
acknowledged for the principle to be observed. If nudging is used to assist patients in
decision-making, the decision architect must make judgments about patients’
preferences without knowing about their personal values and priorities, even when
patients have sufficient decision-making capacity. The difference between nudging and
hard paternalism thus remains unclear, as does the acceptability of nudging patients to
help them make decisions. The issue becomes even more problematic when nudging
aims to serve objectives other than assisting patients in making decisions, such as
benefiting a group of patients or society as a whole.

The claim that nudging does not restrict the availability of different choice options
makes unwarranted assumptions about patients. For example, it presumes that patients
are relatively resistant to external influence and capable of making free choices.
Depending on the strength of the nudge, this will not always be the case, especially
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considering patients’ vulnerability in healthcare situations, which risks reducing their
capacity to make decisions that go against the nudger’s intentions (Dworkin, 2013;
Simkulet, 2019). It is reasonable to assume that nudging could negatively impact the
trust between patients and physicians if the nudging is made known to patients
afterwards. Furthermore, patients may have different attitudes toward it, and since it
affects patient decision-making, the patient should be enabled to take part in deciding
whether it is acceptable or not, as suggested by David Avitzour et al. (Avitzour et al.,
2019). However, patients are normally neither invited nor involved in these forms of
nudging; healthcare professionals take the initiative and control the nudge. There is an
obvious risk here of not respecting patient self-determination. At the same time, one
must acknowledge that patients can have difficulties in handling all information and
choosing between all the available options. Nudging might therefore to some extent
meet a need in the patient as a form of decisional support. However, uncertainty remains
regarding the acceptable form and extent of nudging, and whether it responds to a
patient’s needs or if it is rather another expression of undue paternalism in healthcare.

There might be a difference between having a paternalistic attitude and acting
paternalistically. Not all attitudes lead to actions, or so it may be argued. Yet,
paternalistic attitudes are likely to result in paternalistic actions, which can be more or
less subtle. This thesis highlights examples such as temporizing, framing, and
withholding information. In cases involving patients with limited capacity who cannot
pursue their own well-being or recognize potential harm, acting paternalistically may
be necessary (Beauchamp & Childress, 2019, p. 233). However, this is arguably not
applicable in situations where patients have sufficient decision-making capacity, which
was the context of the present work. In some cases, paternalistic attitudes and actions
may stem from uncertainty about patients’ ability to make complex treatment decisions.
Furthermore, according to Niels Lynde et al., a form of disguised paternalism can arise
when physicians interpret hard paternalism as soft paternalism by questioning patients’
decision-making capacity (Lynge et al., 2021). Considering patients as in need of being
steered even when they have sufficient decision-making capacity, and maintaining a
state of superiority on the part of healthcare professionals touches on the issue of
epistemic asymmetry or injustice.

Temporizing, withholding and framing information not only risk preventing patients
from making decisions or acting on the information. These practices may lead to other
problems. The mere fact that patients know little and healthcare professionals know
much more about the disease, prognosis, and treatment options might be problematic
when the knowledge gap is disproportionate and maintained by healthcare
professionals. Withholding or framing information could create or exacerbate an already
existing epistemic asymmetry in the relationship. This asymmetry of knowledge and
power between patients and healthcare professionals can be considered a form of
epistemic injustice as explained further below. Blindfolded self-paternalism also
becomes problematic for instance when patients prefer not to receive important
information. In cases where patients want to maintain or increase epistemic asymmetry
in this way, the question remains: Are healthcare professionals obligated to respect such
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wishes, or must other values be considered? In any case, respecting such a patient wish
is more complicated than it seems at first glance, as previously suggested.

It is difficult to argue for full epistemic symmetry in the professional relationship
between patients and physicians. Therefore, accepting a certain degree of asymmetry is
not necessarily wrongdoing; it may even be necessary, as long as the patient is respected
as a person, and the relationship is built on reciprocity and honesty (Surbone &
Lowenstein, 2003). In some cases, medical expertise must guide medical decision-
making. It is often not possible to inform patients to the same degree that healthcare
professionals are informed. In many cases, it is not even desirable: as noted above, it
could lead to information overload, alarm, or it could unnecessarily confuse the patient.
However, at a certain level, epistemic asymmetry becomes problematic in the sense of
not providing patients with the means to meaningfully participate in decision-making
regarding their care. Epistemic injustice has been used to describe situations where
someone’s testimony is not acknowledged as valid, or where there is a lack of necessary
terminology to be able to communicate one’s experience in a certain context (Fricker,
2007, pp. 20, 43, 116, 147). Transferred to healthcare settings, these two kinds of
epistemic injustice might occur when healthcare professionals do not take into account
what patients tell them about their own experience of their illness, or when patients are
not enabled to make themselves understood since they cannot use the language
employed in healthcare (Carel & Kidd, 2014, 2017, pp. 338, 340, 343). A third
conception of epistemic injustice is one that stems from malformation, such as when
patients are misled about the reasons for a decision (Nikolaidis, 2021). This third form
of epistemic injustice might stem from temporizing, framing and withholding
information as explained in this thesis.

Patients in an epistemically inferior position are at risk of being dominated by others.
Patients might be vulnerable to domination by for example healthcare professionals who
withhold or frame information in a way that negatively affects the patient’s
understanding. This can be negative even if the patients are not harmed as a result, or
whether domination actually occurs or not. The mere vulnerability to domination which
is maintained in this asymmetric relationship might be problematic. It might even be the
result of a situation where patients are not viewed as moral equals by healthcare
professionals. One step in overcoming this problem is to inform patients about the things
that are relevant for them to know in order to understand their situation. Levelling out
the different forms of epistemic asymmetry requires both listening and paying attention
to patients, and providing them with sufficient information. However, the question
remains as to where the line should be drawn to minimize unmotivated or unacceptable
epistemic asymmetry. This may depend on several factors, such as patient
characteristics, previous experience, knowledge, and personal preferences, as well as
situational factors, such as the healthcare area and level of complexity (Nimmon &
Stenfors-Hayes, 2016). While the findings of this thesis do not conclusively answer the
question where the line should be drawn, the principle of patient self-determination
arguably suggests that epistemic asymmetry should be reduced whenever it is necessary
and feasible. This allows patients to participate more fully in decision-making and
prevents them from being vulnerable to domination.
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In nephrology, as in most other areas of healthcare, an interprofessional team is in place
to address patients’ various medical, nursing, rehabilitation, nutritional, and emotional
needs. This interprofessional collaboration is essential for effective healthcare (Kreps,
2025). Establishing common ground for health evaluations and effective
communication can be challenging for people with different competencies, as
demonstrated by the empirical part of the project. Different perspectives on patient
needs may affect the information given to patients. The challenge identified by the
nephrologists we interviewed when patients receive information from different sources,
including other healthcare professionals, may reflect a paternalistic attitude of wanting
to control the information patients receive. However, as we have seen, patients do not
live in an information vacuum (Perry, 2007) and it is important to acknowledge that the
patient may be informed from different sources. Furthermore, information from
nephrologists might not always lead to increased understanding. The barriers that the
nephrologists identified during the interviews can make it difficult to achieve patient
understanding. Effective communication between healthcare professionals regarding
patient care is essential both for interprofessional collaboration and for informing
patients about different care perspectives. This multiplicity of professionals and the need
for interprofessional communication is also relevant to address in cases where patients
express a wish not to be informed. It is not as simple as the relationship between one
patient and one healthcare professional, such as a nephrologist. Rather, what makes it
complex is the large number of people who are expected to act without transparency in
many different situations or even lie to the patient. Keeping a promise to the patient of
not providing information might also affect communication between healthcare
professionals when the patient is present. This can lead to misunderstandings and
medical risks.

If we are to take the patient’s whole situation into account, other relationships must be
considered as well. One challenge that the nephrologists we interviewed experienced
was ensuring patient autonomy in relation to their families. This involves considering
the relational aspects of autonomy (Sledge et al., 2023; Walter & Ross, 2014).
Autonomy focuses on individuals and their decisions, choices, and actions. One
important aspect is precisely not being controlled by others. However, a complete lack
of influence from others is unrealistic and undesirable in many non-professional
relationships, such as those within families. People are interdependent and affected by
different social commitments and relationships. Many of the choices one makes affect
the people one cares about. So called relational autonomy considers this, acknowledging
the relational and social origins of all of our choices and actions, and pointing out the
interdependence of people in decision-making (Walter & Ross, 2014). Nevertheless,
according to the principle of patient self-determination, decisions regarding treatment
ultimately rest with the patients themselves, not their families, at least not in Western
countries. Family considerations also arise in cases where patients express a wish not to
know. As the findings of this project describe, there may be negative consequences for
family members that should be considered before respecting such a wish from the
patient.
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The information patients are given for making personal decisions should be as complete
as possible. Healthcare professionals should provide information about what life is
expected to be like, e.g., on dialysis. This was reported as a challenge for the
nephrologists interviewed. Both patients and healthcare professionals may lack the
knowledge necessary for making treatment decisions due to epistemic uncertainty,
which negatively affects decision-making. Previous research has addressed how to
handle uncertainty in advance care planning, suggesting, for instance, that one should
be honest, clarify goals over time, respect patients’ personal decisions, and be willing
to readdress them together in the light of new knowledge (Berger, 2015). Recognizing
that there is mutual uncertainty about the outcomes of healthcare decisions is the first
step in developing strategies to address it. Acknowledging uncertainty means accepting
that decisions will not be “perfect”, because neither the patient nor the healthcare
professional will know if a decision will eventually benefit the patient. However, the
goal should be to make the decision as informed as possible. This will be far from the
case if patients are misled about their disease and prognosis, the treatment options that
are available, and other pertinent information.

In summary, the timing, amount, and type of information shared, as well as how it is
shared, can impact patient self-determination. Healthcare professionals play an
important role in adhering to the principle of patient self-determination. Nonadherence
could be partly due to the complexity of real-life clinical situations and to time
constraints. However, accepting this situation as normal raises concerns. Identifying
areas of potential paternalism, like the ones highlighted in this thesis, can contribute to
a greater understanding of how to support healthcare professionals and develop tools
that ensure patients’ self-determination is respected. While it is unclear how to
overcome the challenges and barriers identified in this thesis, awareness of these issues
could facilitate the development of strategies to adhere to the principle in practice.
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13 Conclusion

On the broadly accepted assumption that patient self-determination is important, this
thesis has explored various challenges in ensuring that patients are not deprived of the
chance to exercise self-determination, with a particular focus on nephrology care.
Adhering to the principle of patient self-determination generally requires healthcare
professionals to first share relevant information with patients. However, it is unclear
exactly what patients should be informed about, when the information should be
provided, and how it should be provided for healthcare professionals to live up to this
principle. Several challenges to sharing information with patients, at the right time and
in the right way are identified in this thesis, and these may result in patient self-
determination not being fully honored, or at least they point to the need to have the
principle of self-determination clarified. Examples of practices raising these questions
include temporizing, framing, and withholding information at the patient’s request or
for other reasons.

Temporizing risks depriving patients of the chance to make some of the decisions they
have the right to make, but it also points to the need for greater clarity when it comes to
temporal aspects of the right to self-determination. The choice not to share information
about prioritization considerations and similar reasons for offering patients certain
options, on the basis that such information is not relevant to the patients’ deliberations,
may not remove choices from these patients. It may nonetheless conflict with the spirit
of the principle of self-determination, in that proceeding with assumptions about what
is not relevant to patients may reflect a paternalistic attitude. And when patients’ wishes
to not know are respected and information is withheld at their request, there is an
obvious sense in which their right to self-determination is respected, but at the same
time, these patients are allowed to put themselves in an epistemically inferior position,
with several potential negative consequences for themselves and others, including worse
chances of exercising future self-determination. Further potential barriers to fully
respecting patient self-determination were identified by the nephrologists interviewed.

The challenges identified in this project ought to be addressed if one wants to ensure
that the respect for the principle of patient self-determination in healthcare, including
routine nephrology, is not merely nominal. The findings can provide healthcare
professionals (and patients) with guidance on how to better adhere to the relevant
principle - when they should - but also inform future research and be of help in the
continuing efforts of bioethicists to clarify just what respect for patient self-
determination requires.
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14 Future research

During the course of this project, ideas for future research emerged, partly in response
to the limitations mentioned above. One such idea is to expand the focus beyond
nephrologists to include other team members since the entire interprofessional team is
responsible for providing patients with information about decisions regarding the
initiation or withholding of dialysis, as well as end-of-life decisions. One method of
conducting such research would be focus group studies with recorded interviews and
qualitative data analysis. Future research could also examine patients’ experiences with
receiving information about dialysis during the progression towards kidney failure and
the associated decision-making process. Additionally, it would be interesting to explore
the experiences of patients who do not want to receive information at the end of their
lives. Assuming it would be permissible from a research ethics perspective, a qualitative
or quantitative study could be designed to address this issue while considering the
complex nature of this desire and the obvious difficulty of obtaining informed consent.
Other areas where patient self-determination might be marginalized could be identified.
Analogous to the analyses in this thesis, the practical problems can be contrasted with
the principle of patient self-determination to further increase the understanding of what
the principle requires in different situations. The research could also take a broader
approach by including global or transcultural dimensions and differences in patient self-
determination. Findings from this project could help identify situations where there is
need for more support to healthcare professionals and to patients, designing decision
aids and other support tools. The implementation of such tools is then to be preceded by
feasibility studies.
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15 Lessons learned

If I were starting my PhD project today, what would I do differently? After spending
years working on my thesis, I often think about how I could have been more efficient.
As I recall, I spent the first few years studying relevant, and also less relevant, literature
and deciding what I should study more closely. This time was necessary since it was a
new field, and I needed background knowledge to formulate research questions.
However, since it usually takes me longer to study a subject than to focus on a specific
question, I could have tried to formulate more concrete questions from the beginning.
This is not to say that I did not have research questions in my initial project plan. They
were just very general: patient autonomy, other ethical principles in choosing treatment
(including withdrawing from dialysis and initiating palliative care), patient liberty
versus adherence, and how physicians experience their role in making decisions for their
patients.

The methodology was not outlined from the beginning, either. In my initial project plan,
I considered conducting empirical research using quantitative (questionnaires) and
qualitative (interviews) methods with participants including patients, their family
members, physicians, and other healthcare professionals. Ultimately, though, the thesis
ended up being theoretical and empirical, with most of it being theoretical. I would not
change that, though, because I think it is a strength to have delved deeply into the theory.
Given my background in laboratory work, statistics, and quantitative research,
conducting an empirical project would have been much easier, but I would not have
enriched my theoretical understanding of ethical principles, especially the principle of
patient self-determination. According to my opinion, this is needed to continue
conducting research in medical ethics, as well as for teaching.

If I had planned more in advance, I probably would have started the empirical part of
the thesis earlier. However, I am not sure that it would have been better overall since 1
needed the background from Papers I and II to develop the interview guide for Paper
II1. The theoretical and empirical parts of the thesis are intertwined, so it is hard to say
if starting in a different order would have been better. Reflecting on the thesis and how
it developed, I think it evolved creatively and without haste, which is what research,
according to my view, should be all about. Other research projects and collaborations
that I have had over the years were also a great source of inspiration, as well as teaching
students and working in the clinic.
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16 Popular summary of the thesis

Respect for patients’ own decisions about whether to accept or refuse offered care
(hereafter: the principle of patient self-determination), is a strongly emphasized ideal in
modern Western healthcare. However, there are situations and practices in healthcare
where it is difficult to understand or follow the principle. This thesis studies a selection
of such practices in kidney care with a special focus on the challenges they imply for
respecting patient self-determination.

One study examines intentionally postponing information to the patient about the fact
that a decision must be made, such as changing, starting, or withdrawing a treatment
(hereafter: temporizing). There could be different motives behind not informing the
patient at once that a decision ought to be made. Motives may include helping patients
make good decisions, waiting for a better moment, waiting until patients have their
family present, or waiting until healthcare professionals have greater certainty, e.g.,
about the expected effects of a treatment. However, temporizing may also pose a risk
that patients lose the capacity needed to participate in decision-making or that the
decision significantly changes over time, so they are unable to make that specific
decision. In that case, temporizing would not respect patient self-determination since
the patient cannot participate in decision-making.

Another study is about excluding information from patients that healthcare professionals
might deem irrelevant, such as about healthcare priorities. There is a lot of information
to give patients, and it is often impossible to cover all the details. A common criterion
for deciding which kind of information to include is that the patient can use the
information to make choices of treatments or lifestyle interventions. However, other
kinds of information may be important to the patient as well. Any exclusion of relevant
information runs the risk of limiting patients' knowledge about their own situation, and
healthcare priorities might be one such kind of information. Excluding relevant
information to the patient might imply not respecting patient self-determination.
Furthermore, if a situation is accepted where patients are significantly less informed
than healthcare professionals, then they are not treated as equals. This approach makes
it a matter of honesty to provide patients with relevant information. Considering patients
as equals requires healthcare professionals to be able to explain why it is the case that
certain information to the patient is being excluded, whenever that happens.

In an empirical part of the project, 14 Swedish kidney physicians were interviewed
regarding their experiences from informing and preparing patients with chronic kidney
disease for a decision about whether to start dialysis. The physicians reported difficulty
finding common ground with patients regarding their understanding of the disease and
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available treatment options. They also reported difficulty in respecting patients’
decisions while feeling the need to steer them to choose what the physicians think is the
best option for them. Another expressed challenge was to inform patients honestly
without causing distress or sadness. The physicians also wanted to support the patients’
independence from their families while ensuring the families would support the patients
as needed. The physicians said that they used various strategies to address these
challenges, among others, ways of wording or framing the information.

The fourth study focuses on patients that approach the end of life who wish not to receive
information from healthcare professionals. Respecting this wish could have negative
consequences for patients themselves, their families, other patients, and healthcare
professionals. The reasons for not wanting to be informed and the extent to which
patients do not want to be informed may be unclear. Without information, patients will
be unable to make important end-of-life choices, thus being unable to exercise self-
determination and give informed consent or dissent to treatment. Then, decisions will
be made by others (family or healthcare professionals), which is problematic since these
decisions will not reflect the patient’s wishes. This also obligates healthcare
professionals to act with a lack of transparency toward patients and to assume full
accountability for important decisions with many consequences for the patient.

In summary, the timing and framing of information, as well as withholding information,
either on the healthcare professional’s or the patient’s initiative might be detrimental to
patient self-determination in nephrology care.
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17 Sammanfattning pa svenska

Patienters utrymme att bestimma sjélva och ge sitt informerade samtycke eller nekande
till vard &r en stark princip inom hélso- och sjukvarden. Men det finns omraden dér
denna sjédlvbestimmandeprincip ar otydlig eller svér att tillimpa. Ett urval av olika
omraden har behandlats i det hdr avhandlingsarbetet med sérskilt fokus péa
njursjukvarden. Det ror exempelvis fragor kring att skjuta upp information, utesluta viss
information eller formulera information pé ett visst sétt.

En delstudie handlar om att skjuta upp information. Detta kan aktualiseras nér ett beslut
maste fattas i samrad med patienten om att dndra inriktning pé varden eller att paborja
en annan behandlingsform. Att det finns skl for att ett sidant beslut behover fattas kan
vara kant for hilso- och sjukvardspersonalen men inte for patienten. Det kan finnas vissa
motiv for att skjuta upp sddan information till nér patienten &r mer beslutskapabel, eller
har sina nérstiende med sig, eller att hilso- och sjukvardpersonalen har en storre
sikerhet kring vilka alternativ som ska foreslds patienten o.s.v. Men att skjuta upp
information kan ocksa innebéra antingen att patienten under tiden forlorar en del eller
hela sin beslutskapacitet och ddrmed inte kan delta i beslutet. Det kan ocksa innebédra
att beslutet inte lingre &r detsamma, eftersom situationen har fordndrats sa att
alternativen har dndrat karaktir, eller patientens dnskemal har fordndrats. D4 stills inte
patienten infor det ursprungliga beslutet och berdvas pa s sitt mdjligheten att fatta ett
beslut. I dessa fall dr uppskjutande av information inte forenlig med patientens
sjdlvbestimmande.

En annan delstudie handlar om att avgriansa information, till exempel om prioriteringar
inom hélso- och sjukvérden med betydelse for de behandlingsalternativ patienten far
presenterade for sig. Det kan finnas mycket information att formedla till patienten och
en viss avgransning &r i princip alltid nddvandig. Men fragan &r hur den avgriansningen
ska ske. Ofta har det betraktats som acceptabelt att undanhélla information som inte
bidrar till patientens beslutsfattande eller handlingsval. Men all avgransning loper risken
att begrénsa patientens kunskap om sitt eget tillstind och de mdjligheter som finns till
behandling, och pé sa sitt respekteras inte patientens sjdlvbestimmande. Genom att
acceptera en kunskapsklyfta mellan patient och hélso- och sjukvéardspersonal betraktas
patienten inte som en jimbdrdig person som har rétt till kunskap om sin egen situation.
Om patienten betraktas som en jaimbordig person sa kraver det basal uppriktighet och
ett sddant perspektiv kan dven vinda pa fragan till att det &r valen kring vad patienten
inte informeras om som ska kunna fOrsvaras, snarare dn valet av information som
inkluderas.
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I en empirisk studie som ingadr i avhandlingen intervjuades 14 njurmedicinska
specialistlikare om deras erfarenheter av att informera och forbereda patienter med
kronisk njursvikt infor ett beslut att paborja dialys eller inte. I den studien kom det fram
att lakarna upplevde ménga utmaningar i detta, varav ndgra exemplifieras hér. En
utmaning som de ndmnde bestod i att hitta en gemensam kunskapsgrund och grund for
forstaelse med patienterna. En annan utmaning de identifierade var att informera
patienter arligt samtidigt som informationen inte skulle orsaka negativa kénslor hos
patienten. Ytterligare en utmaning lag enligt njurlékarna i att respektera patientens egna
beslut rorande sin behandling samtidigt som ldkarna ville frimja det som de ansag vara
bést for patienten utifrdn sitt eget perspektiv. Patienternas sjidlvbestimmande i
forhéllande till familjen var ocksd ndgot som ldkarna uttryckte att de ville frémja,
samtidigt som de ville att familjen skulle finnas dér och stétta patienten. Lékarna
identifierade olika strategier som de anvander for att mota dessa utmaningar.

Fjarde delstudien handlar om patienter som inte vill ta emot information fran hilso- och
sjukvardspersonal nir de befinner sig néra livets slut. Patienter har en laglig ritt att
slippa information, men detta kan innebéra stora konsekvenser bade for dem sjélva och
for andra, sdsom nérstaende och sjukvéardspersonal. Det finns en osékerhet rérande vad
onskemaélet bottnar i att inte bli informerad. Det finns ocksé en osékerhet rérande exakt
vilken typ av information patienten inte vill ha, och under hur lang tid. Patienten
kommer inte att kunna fa sina 6nskemal igenom rorande den sista tiden i livet eller ge
informerat samtycke eller nekande till behandling. Att respektera patientens onskan
tvingar fram en brist pa transparens hos sjukvérdspersonalen. Besluten skjuts dver till
andra (ldkare och nirstdende) som far ta hela ansvaret for dem. Det &r svart for patienten
att overblicka konsekvenserna av att inte fa information, da patienten inte vet vad
informationen innehaller, och darmed é&r beslutet att inte ta emot information
oinformerat. Patientens framtida sjdlvbestimmande péverkas i hdog grad. Dessa
konsekvenser behdver beaktas innan patientens 6nskan att inte veta respekteras av
hilso- och sjukvardspersonal.
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19 Appendix

19.1 Interview guide

The interview guide is written in Swedish as the original language since the interviews
were conducted in Swedish.

Njurlikares information till patienter infor dialys
Intervjuguide:
Hur lange har du arbetat inom njurmedicin?

Hur ser det ut pa den klinik dir du arbetar? Hur ménga ldkare dr ni? Har ni bade
vardavdelning, dialys och mottagning?

Hur lénge har du haft patienter med njursjukdom i slutstadiet och som stér infor ett
beslut om livslang dialysbehandling?

Det ar en hel del att samtala om med patienter och deras nirstdende infor eventuell
dialys. Du har sdkert varit med om sadana samtal. Hur brukar de ga till?

Lagger du upp en plan for dessa samtal eller sker de mer spontant?
Om du har en plan, hur brukar den se ut?

Vad tycker du dr viktigt for att samtalet ska bli bra?

Finns det ndgra utmaningar med denna typ av samtal, tycker du?

Vad tycker du &r viktigt att berdtta for patienter som stir infor att eventuellt pabdrja
dialysbehandling?

Finns det saker som patienter ibland fragar om men som du inte brukar ta upp om du
inte blir tillfragad?

Brukar du (pa nagot annat sétt) anpassa informationen till patient och nérstdende och
vilka faktorer paverkar i sa fall vad du tar upp eller hur du formulerar dig? (Hander det
t.ex. att du viljer att formulera dig pa vissa sitt for att gora det ldttare for patienten att
fatta ett, enligt dig, bra beslut?)

Har du samtalat med patienter som pé nagot sitt ger uttryck for att de inte vill veta sé
mycket om sin sjukdom eller den forestdende dialysbehandlingen? Hur forhaller du dig
till det?
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Om du eller nira anhdrig skulle std infor valet att borja i dialysbehandling, vad hade du
sjélv velat veta, tror du?

Olika slags 6vervaganden kan ju paverka vilka behandlingsalternativ man erbjuder eller
rekommenderar; (inte bara vad man tror gagnar patienten). Vissa av dessa brukar
patienter kanske inte kdnna till, exempelvis lokala rutiner, eller 6verviganden kring
prioriteringar och resursfordelning. Beror du séddana dvervéiganden i dina samtal med
patienter? (Exempelvis antal dialysplatser, tillgdngliga dialysformer, vilka praktiska
detaljer som styr behandlingen?)

(Foljdfragor av typen: Kan du ge exempel? Beritta mer. etc. kan forekomma i
fortydligande syfte.)
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