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Introduction

The Charlie Gard case, one of the most widely debated cases in end-of-life decisions for
child patients, is examined in this thesis. The rationale for this choice and its relevance will be
explained in Chapter 1. Charlie Gard was born in 2016 with a rare genetic disorder, called
MDDS, which causes brain damage, muscle weakness and organ failure. Initially, the Great
Ormond Street Hospital (GOSH) and his parents agreed to try an experimental treatment.
However, as Charlie’s condition worsened, doctors considered the treatment futile and
suggested withdrawing life support. Charlie’s parents disagreed and raised funds to seek
treatment in America, but the hospital sought court intervention. After multiple legal appeals,
the courts sided with GOSH, and Charlie’s life support was withdrawn in July 2017. This case
serves as a key reference in the thesis, not only for its public and ethical significance but also
as an empirical case to explore broader philosophical questions at the beginning and end of

life.

While the Gard case is not categorized as neonatal euthanasia, it serves as a paradigmatic
example to illustrate how the withdrawal of life-sustaining treatment can be compared to
what might be termed passive neonatal euthanasia. Throughout this thesis, it will become
evident that issues central to the major debates on neonatal euthanasia, such as questions
about the suffering of newborns and their moral status, are also prominent in the discussions

surrounding the Gard case.

My decision to focus on the Gard case provides an opportunity to broaden the scope of the
research, using it as a gateway to exploring other bioethical questions. It is an emblematic
case that represents the longstanding debate between two fundamental principles of
bioethics: the principle of beneficence and the principle of autonomy. This is discussed in
Chapter 3, where | also examine how these principles relate to the harm threshold and best
interest criteria, which are introduced in the precedent Chapter 2. Moreover, this thesis links
the extensive debate on end-of-life decisions for neonatal patients with another significant
and challenging area of bioethics: the ethics of reproductive choices. This topic is introduced
in Chapter 5 and further developed in the context of saviour siblings in Chapter 6. Chapter 5
and 6 are intrinsically connected with Chapter 4, which introduces the utilitarian view in the

impersonal beneficence of reproductive choices. In Chapter 7, | focus on relational autonomy
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and the capabilities approach to offer an alternative perspective and address some problems
associated with utilitarianism in bioethical dilemmas. Finally, in Chapter 8, | explore the
bioethical debate on conflict between medical staff and parents, incorporating the concept of

reasonable disagreement and the potential reasonableness of emotions.

Up to this point, | have offered an overview of the thesis, which deals with empirical aspects
of bioethics, fundamental philosophical concepts, and the potential to link different moral
questions with the aim of providing a personal contribution to this complex field. | will now

continue by giving a brief description of each chapter.

In Chapter 1, titled “Legal issues in the Charlie Gard case”, | justify and put in context the
choice of the Gard case as a starting point, as it will be highlighted how the Gard case serves
as a significant reference point for other cases with similar features. All these cases have in
common a strong confrontation between parents and medical staff, and garnered widespread
attention, particularly in Italy, where Italian government officials often attempted to counter

the UK legal authorities by proposing to accept the child in question into Italian hospitals.

| decided to focus my attention on a particular medical-ethical environment: the English
context. Examining the legal aspects of this case, it is clear how the English context allows
interventions by healthcare professionals under the Children Act’s private law, which states
that private parties with an interest in the child’s welfare have the opportunity to intervene.
This kind of intervention to promote the well-being of the child is based on the principle of
the best interest of the child. Conversely, according to public law, any proposal by local
authorities to intervene in the living arrangements of children must first meet a harm
threshold. The conclusion is that a supervision order can be issued only when a child faces

significant harm (Goold, 2019).

With this legal background in mind, | explore how the opposition between parents and
medical staff became an opposition between the two principles introduced above: the best
interest of the child and the harm threshold. Indeed, parents defended the harm threshold,
considering that it gave them greater freedom regarding their child’s care. Meanwhile, the
best interest of the child was used to characterize the medical position, which focused solely

and primarily on defending the well-being of the child. All the legal aspects related to these



two principles will be developed by considering the legal boundaries regarding parents’
obligations and children’s rights, opening different perspectives that could be applied in the

Gard case.

The first chapter is key to setting the problem and opening one of the main questions: who
has the right to decide for the child, the parents or the medical staff? Which principle is more
suitable and efficient to apply, the harm threshold (invoked by parents) or the best interest of
the child (used by the medical staff to override the parents’ wishes to continue with life-
sustaining treatment). Chapter 2, titled “The best interest of the child and the harm threshold
in the bioethical debate”, delves into the philosophical examination of the two principles at
play. | explore the background and philosophical origins of these principles (Birchley, 2021;
Diekema, 2004), with the primary goal of investigating the similarities and differences
between the best interest of the child and the harm threshold. This chapter is crucial for the
thesis, as it demonstrates that, despite the debate often portraying these principles as being
in stark opposition, potentially leading to entirely different courses of action, they share many
common features. Ultimately, it becomes evident that many of the advantages and

disadvantages attributed to these principles are fundamentally similar.

It can be concluded that while both principles have gained significant traction in the
medical field, neither is universally accepted as the definitive approach for making decisions
regarding newborns. While the dominance of the best interest standard (BIS) within the legal
framework has led to its considerable influence in medical ethics, when examining these
principles side by side, it becomes clear that it is nearly impossible to apply one without taking
into account certain elements of the other. This occurs because they share certain aspects and
considerations that influence how they are implemented. Indeed, it is important to recognize
that the parens patriae doctrine underpins both the harm threshold and the best interest
standard. Parens patriae grants the state to serve as a protector for those, particularly

children, who cannot make decisions in their own best interest.

| conclude the second chapter by suggesting that it may not be practical to keep framing

the best interest standard (BIS) and the harm threshold (HT) as being in direct opposition.



Instead, it might be more accurate to view them as two sides of the same concept, with any

differences arising primarily from contextual considerations.

Even though | argue that the best interest principle and the harm threshold share more
features than generally acknowledged in the medical-ethical debate and that cooperation
between the two principles could be more practical than sharp opposition, it is necessary to
consider the ways in which they are opposed. Chapter 3, titled “The opposition between the
principle of beneficence and the principle of autonomy”, interprets this opposition by
comparing the best interest of the child with the principle of beneficence, and the harm
threshold with the principle of autonomy. The debate regarding the prevalence of one
principle over the other (the principle of autonomy versus the principle of beneficence)
remains open. | will explore the comparison while referring to the Gard case, highlighting the

specific problems that have characterized it.

The chapter begins by comparing how the guidelines of the AAP (American Academy of
Pediatrics) have evolve overtime, which makes clear how the opposition between the two
principles has changed in the medical field. The initial document (1995) emphasizes the role
of beneficence, where physicians act in the patient’s best interest, often without parental
consultation. Later versions (2016) advocate for stronger parental involvement, asserting that
physicians should only override parental decisions in cases of significant harm. This highlights
the link between the harm threshold and parental autonomy. However, it is evident that,
despite parents having obtained more discretionary power, this power is still subject to some
degree of control by medical judgments. For instance, the Gard case illustrates the difficulty
parents faced in accepting the discontinuation of treatment as beneficial, which led them to

seek experimental options abroad.

Moreover, beneficence can be a wide concept including different interpretations. On the
one hand, it can be aligned with Pellegrino’s view, in which beneficence is central to medical
ethics, focusing on comprehensive patient care and trust (Pellegrino, 1988). On the other
hand, Callahan advocates for broader medical goals, emphasizing resource allocation that

maximizes societal benefit (Callahan, 1998). This will lead me to examine the Gard case in the
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context of social beneficence and justice, questioning the ethical justification of investing in

low-success experimental treatments versus interventions with broader societal benefits.

The second part of Chapter 3 explores paternalism and autonomy, examining how
beneficence can sometimes override individual autonomy. In the Gard case, physicians’
paternalistic decisions, prioritizing the newborn’s welfare over parental choices, highlight the
complexities of determining when and if paternalism is justified. |also discuss the connection
between the principle of non-maleficence with the principle of beneficence and the harm

threshold.

If it is difficult to define the concept of beneficence the same challenge applies to the
principle of autonomy. Defining an autonomous person as an autonomous patient is difficult
because temporary limitations, like misunderstandings of medical information or coercion,
can restrict free action. Some argue that autonomy involves rational control over one’s desires
and decisions, but this concept is complex and demanding. By this restrictive definition,
Charlie’s parents might not qualify as autonomous, as their actions were driven by desires and

may have lacked full rationality in decision-making.

|, instead, describe Charlie’s parents’ autonomy as their capacity to express their
preferences, even if those preferences are not entirely rational or free from constraints. In the
Gard case, they invoked the harm threshold and exercised their autonomy in decision-making.
This is similar to a patient who consents to treatment freely, emphasizing the importance of
respecting individual autonomy, even in emotionally charged or uncertain situations.
However, in the Gard case, parents acted as proxy decision-makers, a role that can be difficult
to perform effectively. Family proxies may face emotional and financial burdens and might be

influenced by personal interests rather than the patient’s wishes.

Assuming that autonomy is an expression of certain capacities, | will argue (something that
is further developed later on in the last chapter of the thesis) that both the parental and
medical positions in the Gard case reflect an inability to reach a reasonable decision. The
conflict hindered effective collaboration, with the parents struggling to clearly articulate their
reasoning and the physicians not fully considering the emotional factors influencing the

parents’ decisions.
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Before exploring in greater detail the role of autonomy and beneficence in decisions at the
beginning and end of life, Chapter 4 titled “Utilitarianism: key features, criticism and practical
implications” will provide an introduction and critique of utilitarianism in shaping moral
discussions in bioethics and the socially regulated decisions the state may adopt. Utilitarianism
(see Mill, 1867) remains a significant and dynamic doctrine in philosophy. It has contributed
to practical moral reasoning, especially in applied ethics, where its principles guide debates in

bioethics, such as resource allocation and end-of-life decisions (Savulescu & Birks, 2012).

In the 19th and 20th centuries, utilitarianism became a key framework for decision-making
in modernizing societies (Hayry, 2021). Public policies aimed to maximize happiness for the
greatest number, particularly in politics and healthcare. The classical utilitarian principles—
maximizing happiness, defining happiness as pleasure minus pain, and treating everyone’s
happiness equally—offered a practical, rational approach. However, strict adherence often

leads to difficult moral dilemmas, such as sacrificing individual well-being for the greater good.

While utilitarianism offers a framework for public decision-making, it can clash with
personal autonomy and individual integrity. Critics argue that it oversimplifies human

experiences by reducing well-being to a measurable quantity (Sen & Williams, 1982).

Utilitarian principles have shaped bioethics, particularly in resource allocation, end-of-life
care, and medical research. They prioritize empirical evidence and aim to maximize well-being
while minimizing harm. However, applying this framework to life-and-death decisions raises
complex ethical questions about whether utilitarianism can always offer fair and correct

guidance.

In cases like Charlie Gard and saviour siblings, utilitarianism evaluates not only individual
well-being but also the societal impacts. The principle of temporal neutrality (Hare, 1981)
requires equal consideration of future and present consequences. While utilitarianism focuses
on overall well-being, it may justify morally uncomfortable actions, such as withdrawing
treatment or creating saviour siblings, if they improve collective welfare. This often conflicts

with moral intuitions about personal autonomy, individual dignity, and fairness.

| will show that this kind of tension between the principle of beneficence and the principle
of autonomy is evident in many bioethical debates, such as those surrounding reproductive
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choices. The issue can be framed as follows: am | free and autonomous to choose the child |
want, or do | have constraints that require me to act in a beneficial way toward the future
child and the community in which he will live? | will address this by showing how the Gard
case and similar situations can also be discussed within the context of reproductive choices. |
will explore the concept of “replacement”, where a new healthy child is created to take the
place of a sick child. This will be the focus topic of Chapter 5, titled “Impersonal beneficence

and its implications for end-of-life and reproductive decisions”.

Applying this question to the Gard case is more controversial than in reproductive ethics,
where the decision may involve choosing to conceive a healthy baby later or a potentially sick
baby now. In the Gard case, however, the focus is on an actual baby with a very low quality of
life, possibly facing a life not worth living. The replacement argument stems from Hare’s essay,
“The Abnormal Child: Moral Dilemmas of Doctors and Parents” (Hare, 1974/1993), which
discusses cases involving the birth or expected birth of an extremely ill or impaired child. Hare
challenges the assumption that the existing foetus is more deserving of life, proposing instead
that the replacement child’s potential life is worthier because it is highly likely to offer the

prospect of a normal and happy life.

In this chapter | also consider the issue in the light of the person-affecting and the
impersonal view. The person-affecting view implies that creating children with a low quality
of life does not harm them, as they do not yet exist. In the impersonal view, beneficence differs
from the common medical ethics perspective, which focuses on improving the well-being of a
specific individual. Instead, this view considers actions right or wrong based on their potential
impact on existing individuals and also on individuals who might have existed under different
circumstances. It suggests that we have obligations to merely possible people and that harm
to actual individuals can be balanced by benefits to potential ones. It is relevant for justifying
this perspective taking into consideration Parfit’s critique towards the person-affecting
principle (Parfit, 1976/2006). He finds this principle incomplete and counterintuitive.
Embracing the person-affecting view implies that bringing children into existence with a poor

quality of life does not harm them, as they do not exist yet.

Narveson, however, proposes a form of person-affecting utilitarianism that posits bringing
a child into existence with a life worth living does not constitute a benefit, as it is impossible

to compare existence with non-existence. Conversely, bringing a child into existence whose
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life is not worth living constitutes harm, as it subjects the individual to unnecessary suffering

(Narveson, 1967).

Singer (1993) proposes a justification for the replacement argument based on impersonal
reasons. He defines newborns as impersonal individuals because they do not possess an
understanding of themselves as living beings with a future. Singer argues that some human
beings, such as a newborn with a condition similar to Charlie Gard’s, could be considered
replaceable. According to this reasoning, killing such individuals might not cause them a
personal wrong. In Singer’s view, the replacement argument can be applied to end-of-life

decisions with the same validity as it is applied to reproductive choices.

Finally, this chapter discusses McMahan’s position, which argues for a distinction between
abortion and infanticide by developing the time-relative interest account. The main difference
between abortion and infanticide, is that infanticide usually frustrates a stronger time-relative
interest in continuing to live compared to abortion. McMahan argues that a newborn’s
interest in living is typically stronger than that of a developed foetus. McMahan is more
inclined to evaluate infanticide appealing primarily to the effects that the different options
have on the time-relative interests of those concerned, emphasizing person-affecting

considerations (McMahan, 2002).

While this chapter deals with serious and controversial questions like neonatal euthanasia,
its main objective is not to discuss these topics in themselves, but to reveal that many of the
that principles and perspectives (like the person-affecting and the impersonal view) can also

be applied in when assessing end-of-life decisions for severely ill newborns.

Chapter 6, titled “Expanding the debate: saviour siblings in reproductive choices”,
addresses a related but different bioethical issue related to reproductive choices and the
moral problems associated with end-of-life decisions for child patients. In the previous
chapter, it was thoroughly highlighted how the Gard case could possibly be considered a case
of replacement, a concept mostly applied in reproductive choices. Here, the discussion
focuses on the possibility of creating a child to save an existing sick child. A “saviour sibling” is
a child conceived specifically to be a compatible donor for a sibling with a serious illness. This

can be achieved through natural conception or in vitro fertilisation (IVF). Techniques like
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preimplantation genetic diagnosis (PGD) and tissue typing are used to select embryos that are

both free from genetic conditions and compatible for donation.

The chapter will confront the potential harms of bringing a saviour sibling into existence
with the benefits to the existing child. In this case, the autonomy of parents in making
reproductive choices will also be discussed, particularly regarding the creation of a child for a

specific purpose.

The first objection to creating a saviour sibling is whether bringing a child into the world
with the intention of saving a sick sibling might cause harm to the child being born. Another
significant concern, often referred to as the Kantian objection, critiques the practice for
potentially treating the child as a mere instrument, valued only for their ability to donate
rather than for their intrinsic worth. Overall discusses this in her book “Why Have Children?”
(Overall, 2012), where she explores whether the child is seen primarily as a means to an end
or as an individual with their own inherent value, with any instrumental role being secondary.
However, | emphasize that this objection in the literature is often resolved as not being as
strong as it initially appears, especially when considering real testimonies from “saviour sibling

families”.

Another argument against the deliberate creation of saviour siblings is the potential
slippery slope towards permitting designer babies (Sheldon and Wilkinson, 2004), which could
spark the bioethical debate on genetic enhancement (Savulescu, 2009). In the context of
saviour siblings, Sheldon and Wilkinson (2004) argue that these children might, on average,
experience a lower quality of life compared to either (a) naturally conceived children or (b)
other children born through preimplantation genetic diagnosis (PGD). Proponents of the child
welfare objection identify two main categories of potential harm: physical damage directly
caused by the PGD process and psychological harm. Between these two types of harm, the
psychological harm seems to be the most serious, potentially having a severely negative
impact on the quality of life of the saviour sibling. However, even though it is considered the
most prominent concern, there is only a small probability that it would impose such a heavy

burden on the saviour sibling.

The concept of partial non-identity is particularly relevant when discussing saviour siblings.

This idea arises when decisions or actions lead to different individuals existing under different
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circumstances. In the context of saviour siblings, the health outcomes of the sick sibling (a
quality-affecting choice) may depend on whether a saviour sibling is brought into existence
(an identity-affecting choice). In this situation, the saviour sibling’s existence hinges on a
specific decision, creating a scenario of partial non-identity. In one possible outcome, the
saviour sibling is born, while in another, they are not, making their existence and identity

conditional on the decision made.

The person-affecting view, which - as we have pointed out above - assesses actions based
on their impact on existing specific individuals, faces a unique challenge in this scenario.
According to this view, we face the implausible conclusion that a non-existent saviour sibling
cannot be harmed. The non-identity problem arises because, within the person-affecting
framework, it is difficult to argue that bringing the saviour sibling into existence constitutes
harm to the saviour sibling. This is because the concepts of harm or benefit traditionally
require the existence of an individual to experience them. Thus, this view will accept the

practice based solely on the potential benefit to the existing ill child.

In contrast, the impersonal view can consider the harm to the potential saviour sibling,
which could make the practice ethically unacceptable. However, it also introduces the concept
of compensability, which allows actions to be evaluated based on their overall impact on well-
being or utility. In the case of saviour siblings, compensability involves balancing the potential
benefits to the existing child against the ethical concerns of bringing a saviour sibling into
existence. This approach recognizes that while creating a saviour sibling for a specific purpose
might be seen as harmful, it can be ethically acceptable if it results in a net increase in overall

well-being.

Both the person-affecting and impersonal views offer valuable insights into the ethical
considerations of decisions impacting future generations. While they approach the non-
identity problem and the concept of harm differently, they both agree on the ethical

permissibility of creating saviour siblings, though from different perspectives.

It can be argued that the Gard case and the saviour sibling issue share several common
aspects. In both situations, the relationship between an existing child and a potential child is
examined. The concept of harm, which is difficult to define in both cases, is central to the

discussion. Additionally, parental autonomy and their credibility are extremely relevant.
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Chapter 7, titled “Addressing challenges in utilitarianism: relational autonomy, capabilities
approach and liberal utilitarianism” takes into consideration the concept of autonomy in order
to better reflect relational factors between parents and medical staff and among all the parties
involved in the decision-making process. | will discuss the capabilities approach as an
alternative framework to well-being maximisation. Lastly, | will examine liberal utilitarianism
as a possible response to monistic interpretations of classic utilitarianism. Liberal
utilitarianism integrates utilitarian principles, relational autonomy, and the capabilities

approach, aiming to balance collective well-being with individual freedom (Hayry, 2021).

The parents of Charlie Gard exercise an individualistic form of autonomy, focusing on
personal freedom and decision-making (see: Dove et al., 2017; Mackenzie, 2015). While
respecting their autonomy may seem ideal, it can conflict with a utilitarian perspective that
justifies withdrawing life-sustaining treatment to protect the child’s well-being. However,
imposing a utilitarian approach risks becoming paternalistic. Therefore, the relational concept

of autonomy offers a more balanced framework.

Relational autonomy is a concept rooted in feminist thought, emphasizing that autonomy
is not purely individualistic but deeply influenced by social relationships, cultural norms, and
community ties. It recognizes that social conditions can either foster or limit autonomy,

particularly in contexts of inequality or oppression (Stoljar & Mackenzie, 2022).

| will connect relational autonomy with the capabilities approach. Several scholars have
applied the capability approach to health (Law & Widdows, 2008; Ruger, 2010; Venkatapuram,
2011), but practical applications remain limited (Mitchell et al., 2017). This chapter opposes
Sen and Nussbaum’s concepts of well-being with the utilitarian approach to life-sustaining
treatment decisions. For Sen (1993/2003), well-being refers to how well a person’s life is
going, based on functionings. Nussbaum (1988, 2000) grounds well-being in virtue ethics and
a list of ten fundamental capabilities, including life, health, bodily integrity, practical reason,
emotions, and political participation. These capabilities define a fully human life and
emphasize the individual as an end in themselves (Magni, 2006, p. 96-97), offering a concrete
framework for evaluating well-being. Both frameworks, however, may lead to the conclusion

that Charlie Gard’s life lacked the basic capabilities necessary for a life worth living.
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Finally, | introduce relational autonomy as presented in Goering’s paper “Postnatal
Reproductive Autonomy: Promoting Relational Autonomy and Self-Trust in New Parents”
(2009) which highlights the importance of viewing postnatal autonomy as an extension of
reproductive autonomy. Goering argues that new parents’ autonomy is often compromised
by the overwhelming and emotionally charged circumstances of early parenthood. Using a
relational approach, she emphasizes that autonomy is not just about individual freedom but
also about developing skills like self-trust and self-understanding, which are shaped by social
conditions and supportive relationships. Ultimately, Goering’s approach underscores the
critical role of social factors and interpersonal support in shaping and sustaining parental

autonomy.

These extremely relevant aspects are also taken into consideration in the last chapter of
the thesis, Chapter 8, titled “Are parents being unreasonable? A reasonable disagreement
approach to conflict between parents and doctors especially in end-of-life decisions for child
patients”. The chapter explores the potential application of the concept of reasonable
disagreement in disputes over end-of-life decisions for child patients. It also considers similar
situations, such as cases involving saviour siblings, where parents seek a medical practice to
save their sick child that many physicians find controversial. These are high-profile cases
where parents and doctors have clashed over the appropriate medical treatment for a child.
This topic has been already addressed in the literature (see Wilkinson & Savulescu, 20183,
among others), but | aim to offer a novel perspective focusing on the epistemic analysis of

reasonability and emotions.

| postulate that the disagreement between the medical staff and parents is a disagreement
between peers with the same epistemic status and credibility, despite the distinct foundations
of their positions. The study disentangles the conceptual tools for equalizing the parental and

medical positions, aiming to enhance communication.

Drawing from Rawls’ philosophy (Rawls, 1993), which establishes the basis for
disagreements among individuals considered equals or peers, | argue in favour of introducing
a reasonable disagreement approach at the outset of the decision-making process in these

controversial cases. This aims to facilitate mutual understanding, reduce differences, and
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acknowledge the validity of both the medical staff and parents’ perspectives. The ultimate

goal is to mitigate polarization and conflict.

Critical to the application of a reasonable disagreement approach in these cases is the
verification of the reasonableness of the parental position. The prevailing discourse often
questions the validity of parental perspectives, portraying them as emotionally overwhelmed
and lacking experience. In contrast, to qualify the parental position as reasonable and align its
epistemic status with that of the medical position, | explore the origin of emotions theory,
invoking the principle of charity (Rorty, 1980). The origin emotions approach can classify
parents dealing with a child’s critical illness as part of a shared “parent social group” that can
be put in comparison with the medical staff group. Additionally, applying the principle of
charity helps elucidate emotional origins by reconstructing psychological rationales without
recurring to irrational explanations. This process identifies psychological principles
rationalizing beliefs, desires, interpretations, and responses. Understanding belief

conditioning allows acknowledging the initial emotion as reasonable.

My thesis is thus an attempt to use a single concrete case as starting point that allows
discuss several significant bioethical topics. | recognize the profound value that a practical
case brings to advancing theoretical research, as it provides a tangible context within which

theoretical concepts can be tested, challenged, and refined.
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Chapter 1

Legal issues in the Charlie Gard case

In this chapter, | will explore the Charlie Gard case and the legal questions it raises.
However, it is relevant to begin by examining other cases similar to Gard’s, highlighting that
such controversies in end-of-life decisions for child patients are indeed frequent. All these
cases were marked by a confrontation between the parents and medical staff about the

course of the treatment to the critically ill child.

I will briefly justify my decision to focus mainly on the Gard case, as it provides a clear
empirical reference for discussing this topic. Following this, | will delve into the legal questions,
starting with an introduction to the English legal context, in which includes the Gard case. This
will allow us to explore the debate surrounding the two prominent principles applied in the

case: the best interest of the child and the harm threshold.

Even though the debate could be analysed from a broader perspective, | suggest that
starting from an empirical example, along with the legal case in which it was developed, is
useful for communicating bioethical questions to a wider audience. The aim is not to restrict

the debate but to make it more accessible.

Additionally, | will address the topic of parental obligations and child rights to understand
how these moral areas can lead to different interpretations of parents’ duties and their

discretionary space in decisions regarding their children.

1. Recent cases and ethical considerations in end-of-life decisions for children

While subsequent parts of the thesis will delve deeper into the Gard case, which triggered
profound academic debates, it is crucial to acknowledge that the common ethical inquiries
surrounding many end-of-life decisions for child patients have occurred in other more recent
relevant cases. This section of the chapter offers a short overview of end-of-life decisions
concerning paediatric patients. | will proceed to consider the cases starting with the most

recent ones. These cases illustrate the complex ethical dilemmas in paediatric end-of-life care
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in particular the conflict between the best interest and the harm threshold principles that we

discuss later.

The recent case of Indi Gregory has attracted significant attention as it reflects broader
discussions on end-of-life care for critically ill children (Bertini, 2023). Indi was born in 2023
with a rare neurometabolic disorder, severe brain abnormalities, and a congenital heart
defect, necessitating intensive medical care at Queen’s Medical Centre in Nottingham. Despite
the medical team’s efforts, Indi’s health continued to deteriorate, prompting discussions
about transitioning her care from aggressive medical interventions to palliative measures

aimed at ensuring her comfort.

However, disagreements between Indi’s parents and the medical team arose regarding the
best course of action. These disagreements led to multiple legal battles, with courts ultimately
deciding to stop aggressive treatment based on medical recommendations. There were also
discussions about transferring Indi to Bambino Gesu Hospital in Rome, but experts questioned
the effectiveness of such a move, leading to the decision to cease further interventions.
Despite being offered Italian citizenship by the Italian right-wing government to facilitate the

transfer, the court decision to stop treatment remained unchanged.

The Archie Battersbee case has captured widespread attention due to its significant legal
and ethical complexities (Sokol, 2022; Dyer, 2022). Archie, a 12-year-old boy, suffered severe
brain damage on April 7, 2022, believed to be self-inflicted as a result of an online challenge.

His sudden deterioration from a previously healthy state has prompted profound reflections.

The decision to withdraw life support, resulting in Archie’s passing, was a momentous one,
leading to considerable debate. However, from an ethical standpoint, it was deemed
straightforward. Archie’s condition was deemed irreversible, with no prospect of recovery,
making continued life support medically futile. Despite the understandable desire of parents
to prolong their child’s life, prolonging treatment would have merely extended his suffering

without offering any tangible benefit.

Subsequent legal proceedings and media attention have added complexity to an already
difficult situation. The emotional toll on Archie’s parents and the treating clinicians cannot be

overstated, with trust between them gradually eroding over time as described in. The NHS
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(National Health Service) also faced challenges in balancing familial wishes with medical

ethics, further complicating matters.

Alfie Evans, a severely brain-damaged boy with an undiagnosed neurodegenerative
condition, became the focal point of a contentious battle in 2016 between his parents and
doctors at Alder Hey Children’s Hospital (Dyer, 2018a). Initially, doctors at Alder Hey
recommended withdrawing life support and transitioning Alfie to palliative care due to his
deteriorating condition. However, Alfie’s parents, Tom Evans and Kate James, disagreed with

this recommendation and sought alternative treatment options.

They advocated for transferring Alfie to the Bambino Gesu Hospital in Rome, where doctors
offered to continue ventilator support and provide additional interventions. Despite legal
rulings in favour of the hospital’s recommendations, Alfie’s parents mobilized support through
social media campaigns and appealed to various legal avenues. Their efforts, supported by

outside groups and international attention, led to public protests and heightened tensions.

The dispute surrounding Isaiah Haastrup, an eight-month-old baby, revolved around a
contentious disagreement in 2018 between his parents and the King’s College Hospital NHS
Foundation Trust regarding his medical treatment (Dyer, 2018b). Isaiah’s father, Lanre
Haastrup, was barred from the hospital due to allegations of aggressive behaviour towards
staff, exacerbating an already strained relationship between the family and the medical
institution. The hospital accused Haastrup of persistent verbal aggression and intimidation,

allegations that he vehemently denied, arguing that the ban was unjustified and unfair.

Isaiah suffered from cerebral palsy and relied on a ventilator due to brain damage sustained
during a complicated birth process. Despite the hospital’s recommendation of palliative care,
Isaiah’s parents rejected this course of action, maintaining hope that further treatments could
improve his condition. This difference of opinion has led to a protracted legal battle, with the

parents advocating for continued medical intervention.

2. The Charlie Gard case

Charlie Gard was born in London on 4 August in 2016. His parents, Christopher Gard and

Constance Yates, first realized their baby was born only apparently in good health. After a few
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weeks they noticed that he was less able to lift his head. Charlie Gard was born with a rare
genetic disorder, called infantile onset encephalomyopathic mitochondrial DNA depletion
syndrome, referred to as MDDS (Cave & Nottingham, 2018). In mid-November, the diagnosis
was confirmed, and the genetic test found that the newborn had two mutated versions of the
gene coding for the RRM2B protein. In this kind of disorder, the mitochondria lose their
essential properties, causing brain damage, muscle weakness and organ failure. Those

affected by this disorder have a poor life expectancy and are likely to die during infancy.

At first, the medical staff of the GOSH (Great Ormond Street Hospital), in agreement with
Charlie’s parents, decided to use an experimental treatment based on nucleoside
supplementation, which had already been performed by the neurologist Michio Hirano, in
New York. However, this treatment had only been tested on human patients carrying a
mutation in a different gene (TK2) that causes a less severe form of MDDS. The GOSH decided
to proceed with the treatment which was to be financed by the NHS. However, after a series
of complications Charlie’s condition worsened. He had seizures that caused brain damage. The
GOSH was no longer in favour of proceeding with treatment. The nucleoside therapy was
assessed to be futile and it might have prolonged suffering. The doctors began discussion with

the parents about ending life support and providing palliative care.

However, Charlie’s parents disagreed completely with the doctors’ point of view. They
struggled to move Charlie to America to provide him with the treatment there. On 30 January
2017, the parents activated a crowd-funding campaign to finance experimental treatment.
They obtained a large amount of funds that could have allowed them to achieve their aim.
However, the GOSH requested the High Court to override the parents’ decision. Mr Justice
Francis agreed with the GOSH. Subsequently, the parents appealed the case to the Court of
Appeal, the Supreme Court and the European Court of Human Rights. The decision of the court
at the first instance was upheld at each appeal. In a tense climate, in which the public opinion
polarised in both sides, the parents finally accepted the decision of the judge to withdraw life-
sustaining treatment. On 27 July, Charlie was transferred to a hospice where the mechanical

ventilation was suspended. The following day Charlie died.

The decision to choose the Charlie Gard case as the starting point of this thesis is not solely
based on its public relevance. Although the decision to select the Gard case is influenced by

its significance in both public and bioethical debates, it is also driven by the necessity to
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explore the topic using an empirical case, facilitating the investigation of philosophical
questions grounded in concrete facts. Each of these controversial cases possesses unique
features that may necessitate slight digressions, but it is nevertheless arguable that most of

the questions raised in investigating the Gard case can also be applied to other cases.

3. The legal background in the UK

The case of Charlie Gard — which in essence, as we have said, can represent the conflict
arising in other similar cases — raised numerous moral questions.! Of all these, probably the
most relevant moral conflict derived from an irreconcilable disagreement between the
medical staff at the London hospital where Charlie was admitted and the parents. The aim of
this chapter is to contribute to this bioethical area, where determining the responsibility of
making decisions for patients who lack capacity is essential. More specifically, | will try to deal

with two questions:
1) When should the parental decision be overridden?
2) Which is the right moral principle to use?

As a matter of fact, parents have generally the right to decide for their children in broad
issues of life: education, religion, cultural-values, psychological aspects and many others. This
is relevant in the sense that it underlines the freedom that parents have regarding their own
family.2 However, their parental role could be questioned if they act negligently towards their
children, or worse, if their actions could harm their children. The high tension which arose in
the Gard case derived especially from doubts regarding the parents’ choice of treatment,
because both the doctors and the Courts agreed that it was against the well-being of the
infant. Therefore, it was considered necessary to intervene on the parental rights to decide.

Nevertheless, there was public concern regarding the rights of parents to be able to decide

!These questions include, among others, the debate about the concept of futility, the meaning of best interest,
the relevance of resources in disputes about treatment, the relationship between science, research and values,
and the parental autonomy.

2 “In societies like ours we think of parents as having special responsibilities for the care, nurture and conduct of
their children because they have brought them into existence. At the same time as they have these extensive
responsibilities parents, as distinct from other persons, are afforded a correspondingly wide latitude in the
exercise of their responsibilities, and in the way, they treat their children outside the restraints of such
responsibilities, especially within the setting of the family” (Bigelow et al., 1988).
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autonomously for their children. Indeed, many raised objections to the appropriateness of the

state’s involvement in what some consider to be private family matters (Goold, 2019).

Before delving into the moral debate regarding this controversy, it is useful to have an
overview of the legal framework covering these matters in the UK. Strictly speaking, the legal
concepts in England regarding the wellness of minors differ according to whether they are
applied in social or medical fields. The international framework is that decisions about children
should be made in their best interest. This principle is found in Article 3.13 of the 1989 United
Nations Convention on the Rights of the Child?%, and in England and Wales is included in the
Children Act of 1989°. According to public law, section 31(2) of the Act states that any proposal
to intervene in the living arrangements of children by local authorities should first pass a harm
threshold (Birchley, 2019). The result is that only if a child is at significant harm can a
supervision order be made. The state’s intervention is not permissible only if parenting is
merely considered mediocre or unconventional. Hence, the harm threshold is useful solely to

pinpoint parenting that is seriously substandard.

Nevertheless, as | have already pointed out, the medical context is described by another
legal procedure. Interventions by healthcare professionals fall under the Children Act’s private
law, that states that private parties with an interest in the child’s welfare have the opportunity
to intervene.® The section regarding private applications does not require the use of a harm
threshold. It states that anyone caring for a child should do what is reasonable for the purpose
of promoting the child’s welfare (Bridgeman, 2017), that is, the best interest of the child. In
these two different legal frameworks already emerge the two different principles that can
potentially collide and that will be discussed in this chapter: the harm (threshold) principle

and the best interest principle.

3UN Committee on the Rights of the Child (CRC), General comment No. 14 (2013) on the right of the child to have
his or her best interests taken as a primary consideration (art. 3, para. 1), 29 May 2013, CRC /C/GC/14, available
at: https://www.refworld.org/docid/51a84b5e4.html [accessed 23 April 2024]

4 UN General Assembly, Convention on the Rights of the Child, 20 November 1989, United Nations, Treaty Series,
vol. 1577, p. 3, available at: https://www.refworld.org/docid/3ae6b38f0.html [accessed 23 April 2024]

5> The Children Act, 1989, available at https://www.legislation.gov.uk/ukpga/1989/41/section/1

5 n UK the State can intervene in a similar way also for the mentally incapacitated adults. See: United Kingdom
Mental Capacity Act (2005), available at: https://www.legislation.gov.uk/ukpga/2005/9/section/4 and Shah
(2010).
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After the Gard case, the contrast between these two principles has become even clearer.
There was a proposal to reform the law, described as Charlie’s Law’ (Benbow, 2020) with the
aim to substitute the best interest test with a significant harm test. Charlie’s parents and their
lawyers tried to invoke the harm principle during the court case. In the Court of Appeal Richard
Gordon, acting on behalf of the parents, argued that Judge Francis had failed to distinguish
between two different types of cases: cases in which parents are against doctors’ course of
action without a plausible option and cases in which parents propose a valid alternative to a
medical position. Obviously, it was intended to show the plausibility of experimental

treatment.

Gordon argued that the inclusion of the Gard case in the second type could be justified
according to the precedent of Judge Baker’s judgement in the case of King. The case involved
a five-year-old boy, named Ashya King, who, in July 2014, had a medulloblastoma removed
through surgery. His parents requested proton therapy instead of the conventional
radiotherapy, hoping to reduce side-effects. This therapy was not available in the UK, but the
NHS had given consent to transfer some patients to hospitals abroad. This kind of treatment
was not recommended for patients such as Ashya, however. In August 2014, the parents
removed him from the hospital and two days later the family was reported to have left the
UK. The case was discussed in the High Court, which ruled that Ashya could receive proton
therapy in Prague. Gordon cited this case in support of Charlie’s parents and their decision to
prioritize the application of the harm principle over the best interest standard, as Judge Baker

asserted that:

In most cases, the parents are the best people to make decisions about a child and the state —
whether it be the court, or any other public authority — has no business interfering with the exercise
of parental responsibility unless the child is suffering or is likely to suffer significant harm as a result of

the care given to the child not being what it would be reasonable to expect a parent to give.?

The harm principle asserts that a parent’s selected treatment should be overridden only
when it is established that such a choice may lead to significant harm to the child, though this

notion can be somewhat unclear. The Gard case, which represents features present in other

" This proposal is also related to the Alfie’s Law, which aimed at securing legal change to restore the rights of
parents in such decisions.

8Re Ashya King [2014] EWHC 2964 (Fam)

Available at: https://www.judiciary.uk/wp-content/uploads/2014/09/judgment-ashya-king-08092014.pdf
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existing and potential cases, clearly highlighted the conflict between the best interest principle

and the harm principle.

4. Rights and obligations of parents

The examination of parental responsibility and discretionary decision-making space
involves a fundamental exploration of the rights and duties at the basis of the relationship
between children and parents. Exploring this topic briefly is essential for understanding the
underlying reasons behind the tension between the best interest of the child and the harm
threshold. Indeed, the particular definition of rights and obligations may stand for a wider or

stricter parental autonomy in the decisions for their children.

In philosophical discussions the considerations about the rights and responsibilities of
parents hold varying degrees of importance. The more debated aspect involves parental
rights, and differing perspectives question the assertion of these rights. Criticisms arise from
the idea which compares the rights of parents to a sense of property.® However, looking into
the past, the idea of child as property was largely shared. For a long time, philosophers did
not engage in the definition of the status and the role of children within the family and they

were mainly considered as property of their parents or the state.®

Nowadays children are widely seen as entitled to possess own rights which might be
considered separately from those ascribed to parents. Nevertheless, parental rights can find
their foundation in the affirmation of biological basis or on the best interest of the child or on
forms of social contracts. On the other hand, it is almost universally accepted that parents
have some obligations towards their children. Nevertheless, different justifications are at the

base of these obligations. As we will see, a scrutiny of these concepts (parental rights and

% Jan Narveson claimed that young children are “eligible for ownership” by their parents. Narveson’s argument
that children can be considered the “property” of their parents extends from the principle of self-ownership and
the labour one invests. Barbara Hall argues that the foundation of parental rights lies in the biological link and
the concept of self-ownership, rather than in labour theories. This perspective challenges traditional views and
highlights the need for legal and moral frameworks to adapt to the complexities introduced by advances in
reproductive technologies (Hall, 1999; Narveson, 1988).

10 See for example Hobbes (Leviathan 2.20 138/101). Hobbes compares the parental behaviour towards children
to a power, or better a dominion. The child is subjection to the parent, as the servant is to the master.
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parental obligations) is decisive to comprehend their practical impact in the different fields of

life and certainly in the specific circumstances here considered.

First of all, when discussing the relevance of parental rights, the distinction between
negative and positive rights emerges. The former includes the right of non-interference, for
example the right to make decisions for their children without the interference of the state
(negative right). On the other hand, positive rights request an intervention of the state to
promote some fundamental interests of parents, such as ensuring their children have equal
opportunities to access quality education. Parental obligations are, instead, mainly related to
moral features, namely those obligations related to the furtherance of the child’s well-being.
Parental responsibility extends beyond merely caring for children until they reach adulthood;

it also involves the obligation to promote their well-being throughout their childhood.

The question about parental rights regarding their children can be circumscribed to three
options: children deserve the same moral consideration as adults (the equal consideration
thesis), children can nevertheless be treated different from adults (the unequal treatment
thesis), parents have some limits regarding the way of upbringing children (the limited

parental rights thesis) (Brennan & Noggle, 1997).

The equal consideration thesis allows to ascribe basic human rights to children, but, at the
same time, treat children in a different way compared to adults. Even if we adopted the equal
consideration view, this does not prevent some sort of inequalities in specific treatments. This
leads to the coexistence of this thesis and the unequal treatment thesis. However, the unequal
treatment thesis does not consider children rights equally to those of adults, as it argues that
we fully have a right only if we possess the capacities and abilities to assume on our own the
role to exercise that right. Thus, the children’s immaturity is a constraint to assume a full level

of independence and autonomy and hence to the entitlement to some rights.

The third approach, the limited parental rights thesis, is a central aspect in the debate that
arose around the Gard’s case. One of the possible interpretations of this thesis consists of
defining parental rights as rights with thresholds (Brennan, 2014). Indeed, in this perspective
children have rights in order to protect their interests. Therefore, parents have to seriously
take them into consideration. In this third position that takes a balanced view between

parents and children’s rights it is conceivable that conflicts may emerge between the rights of
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children and the rights of parents, leading to possible clash between children’s interests and

parental interests.

4.1. Children’ s rights and interests

At the same time, it is not simple to define children’s rights. This section will go through
several theories that have been proposed to frame the existence of children’s rights: the open
future theory, the constructionism approach, the causal perspective, and the children’s

liberation theories, in particular Cohen’s principle of performance.

In the theory of an open future, one can interpret children’s rights as rights directed
towards the future, aiming to provide future adults with complete autonomy. They seem very
similar to adult rights, but children cannot exercise completely these rights until they develop
a discerning capacity to choose freely. The protection of these rights allows children to have
all the future options opened. Indeed, Feinberg describes them in brief like a single right,

namely the right to an open future (Feinberg, 1992).

Mills proposes an alternative version of the open-options view (which prioritizes the future
over the present) and focusses instead on the present. According to her, the pursuit of an
open future for our children is confusing, impossible and often pernicious. The issue could be
better addressed looking at the present, and in her alternative viewpoint, the emphasis is
placed on the significance of acknowledging the here and now. This involves taking into
account the child’s immediate circumstances, such as allowing room for personal
development and awareness, which often necessitates time, or exposing the child to a variety
of activities and experiences. From there, the child can discover and nurture their own
interests and talents (Mills, 2003). Therefore, parents may need to embrace a child’s changing

decisions as a crucial part of sustaining their connection with that child.

Constructionism is another approach that frames children’s rights and interests as a type
of social contract, and thus dependent on the societal context. It suggests that various aspects
of our reality, including social roles and relationships, are not inherent or fixed but are
constructed or created through human interactions and agreements. So, when it describes
parenthood as a form of social contract, it means that the roles, responsibilities and
expectations associated with being a parent are not predetermined by nature but are shaped
by societal conventions, norms, and agreements among people in a given society.
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Nevertheless, criticisms regarding this position arise in connection with the interests of
children. It is argued that constructionism would not be able to take into consideration the
interests of children with the same importance attributed to parental interests, since parents
and elders in general have an influence in shaping and interpreting the societal norms that

children do not have.

The causal perspective on parenthood is an additional contentious approach for grounding
children’s rights. Most contemporary philosophers who endorse a causal rationale for
parenthood tend to stress parental responsibilities rather than rights. The causal perspective
on parenthood intricately ties the responsibilities and rights of parents to their children,
grounding them in the very act of bringing a child into existence. This approach suggests that
by causing the birth of a child, parents inherently acquire not just rights but, more significantly,
obligations towards their offspring. These obligations are primarily centred on ensuring the
child’s well-being, development and protection. From this viewpoint, parental rights — such as
making decisions on behalf of the child or guiding their upbringing — are seen not as
entitlements but as mechanisms to fulfil these moral responsibilities effectively. In
straightforward terms, they argue that individuals have distinct obligations to the children
they bring into the world. Critics of this account state that it is arduous to isolate parents as
those who bear causal responsibility for a child’s existence, taking for example, into
consideration the causal role of medical practitioners. Considering the diverse range of
individuals who are causally linked to the birth of a specific child, the relationship between
causal responsibility and moral responsibility in this specific aspect of life is uncertain. It seems
that child’s existence is related to many subjects, who can possess some responsibility

towards him (Austin, 2016).

On the other hand, advocates of children’s liberation state that parents have no rights over
children. Indeed, they aim to reject any kind of control of the parents over the child, because
it would be an indication of an unjustified inequality. Therefore, they consider equal the moral
status of adults and children. According to this perspective it is in general assumed that each
kind of paternalism with respect to children is unjustified. This view entails a revision of the

parental role, without completely denying it.

Cohen, which can be included among the children’s liberation advocates, argues in favour

of the idea that children should possess all the rights ascribed to adults even though they have
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not yet acquired the necessary skills (Cohen, 1980). Usually, rights are considered in terms of
non-interference. Nevertheless, some rights can be expressed in terms of a principle of
performance. This implies that if a person has a right to something, then someone has an
obligation to help that person to have or do that thing. According to Cohen the principle of
performance allows us “to borrow the capacities of others in order to secure whatever it is we
are entitled to” (Cohen, 1980, p. 56). In this sense, it is argued that the fact that some children
do not have full capacities is not a relevant reason to impose a double standard of rights. All
children should have the right the borrow capacities, without drawing a dividing line, which is

often arbitrary. For that reason, Cohen states that people should have their rights from birth.

This latter proposal may also be defined as a matter of social justice. According to this
interpretation the burden of this procedure might fall on everyone. The proposal of borrowed
capacities entails that it is feasible a system of agents in which transfers of responsibility would
be formalized and traceable. In summary, Cohen affirms that “the argument of withholding
civil rights from those who lack the relevant capacities are remarkably short-sighted about the
kinds of support which might be offered to the potential right holders instead” (Cohen, 1980,
p. 70). Rights can be used to require others to help us to obtain those things which we need

for our happiness.

4.2. Two interpretations of the refusal of unconditional parental rights

The perspective according to which parents are not the deciders of their children’s life,
deriving from the children’s liberation approach, might develop into two different

interpretations when confronting it with parental rights.

The first perspective is aligned with the thesis of Montague, which states that parents do
not possess even a qualifier or conditional moral right to influence the life of their children in
a crucial way. Indeed, he states that parental rights have two fundamental gaps preventing
them from being considered as moral rights: “there are no parental rights that occupy the
same distinctive niche in moral theory as do privacy rights, property rights, the right of self-
defence, the right to freedom of religious practice, and so on” (Montague, 2000, p. 60). First
of all, they lack the feature which requires that a right is directed towards their possessors.

Moreover, he states that we cannot confer a discretionary power to parental rights.
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In compliance with this assumption, | would like to define this perspective as the
counterintuitive thesis. Indeed, the main idea of this position is in opposition with the common
belief which biological parents have peculiar rights towards their children. In Montague’s
perspective the weakness of parental rights is connected with the tension between the
concept of rights and that of duties toward children. In other words, he insists on the
opposition between what is good for parents (see the widespread point of view about parental
rights) and the well-being of children (see legislation aimed to protect children’s interests). In
his view parental rights are incompatible with parental obligations. Montague argues that if
we admit the presence of parental rights, we must be willing to accept the absurd thesis that
parents would have discretionary authority to decide whether or not protect and promote the

well-being of the children.!

Nevertheless, his argument leads to a conclusion which might be understood under a
positive and not only a contentious way. Even though | designated this thesis as
counterintuitive, it maintains shared values with the opposite view. Indeed, it is rooted in the
same argument which founds the view of the supporters of parental rights, namely the
safeguard of the children’s life and well-being in all dimension. As such, my intention in
referencing Montague’s theory is to underscore the potential challenges parents may face in
fulfilling their obligations to their children, to the extent that it could result in the forfeiture of
parental rights, especially if they are unable to ensure their children’s well-being.'? This seems
to accurately represent the situation that Charlie’s parents found themselves in, where they

were likely unable to make a decision for the well-being of their child.

Instead, the second way to interpret the refusal of unlimited parental rights might be the
thesis proposed by Bester in the book “The limits of parental authority: childhood wellbeing
as a social good” (2021). The core idea consists of accepting parenting as a social role. This

innovative although rather difficult to apply in practice proposal might be labelled as the

1 1n reply, we can quote one critic of Montague’s argument. Austin has pointed out that while it is true that
parents do not have discretion regarding what counts as fulfilling their obligations towards their children, they
nevertheless have discretion regarding how to do so, and perhaps this is sufficient for thinking that there are
some parental rights (Austin, 2016).

12Some philosophers argue that prospective parents should be screened ahead of time for their ability to parent
and those who are deemed unlikely to be able to fulfil their parental responsibilities should not be granted
parental licenses. The argument in favour of licensing parents may appeal primarily to the harms to children that
may occur if unfit people are allowed to parent (LaFollette, 1980) or to the wider impact on society from rearing
children who are unlikely to become good citizens (McFall & Thomas, 2009).
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parenting society thesis. It entails that society not only has some duties towards children, but
also some interests in how parenting proceeds. Indeed, parenting might have an impact on
the general good of society. Therefore, this perspective leads to deny parenting as an
individual liberty and considers it rather a task of the social fabric. Parenting is turned into a
co-operative, social activity in which every member has to do an effort to guarantee shared
goods. Bester proposes the partnership between parents and society, which consists of “an
invitation to deliberate on the objective good of children and of society, and how we can

collaboratively realize these goods” (Bester, 2021, p. 46).

It might be argued that parenting is much more than a social role, which would be a sterile
definition not able to highlight the fundamental meaning of being a parent, since parenthood
is indeed specifically described as a relationship between a parent and a child. Nevertheless,
Bester maintains that the introduction of parenthood as a social role does not lose to it the
intrinsic moral feature. Certainly, he defines parenting as an amalgam of social role and a
morally significant relationship. It might be dangerous to neglect the parent/child relationship,

leading to figure out parents only as keepers of the state.

Using Bester’s proposal in the case of Charlie Gard and others with similar circumstances
presents a clear challenge. One of the main outcomes of parenting as social role is to protect
and develop the well-being of the child. Then, while it might be straightforward to decide if
the educational level provided by parents is satisfying for an adolescent or whether there is
negligence from the parents when they voluntary decide not to take their child to take a
prescribed chemotherapy cycle without any reasons, it seems harder to develop a common
view about the end-of-life decisions in the neonatal field. Indeed, the Gard case is an evidence

of the extent to which the conflict between society and parents can be polarized.

However, from my standpoint, Bester’s idea still might develop and be useful also in the
decisions related to newborns and the distribution of resources in healthcare decisions.
Indeed, parental responsibility in a social dimension might require parents to take into
consideration not only the interests of their newborn, but also the interests of other newborns
who can be affected by their decision. Therefore, it can be argued that end-of-life choices in
the neonatal realm are a facet of decision-making with potential repercussions for society at
large, specifically impacting resource distribution. The innovative idea is therefore to put in

relation the interests of three subjects: the child, the parents and the society. This model is an
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example of social justice which reflects, if possible, a new way to manage the conflicts

between parents and medical staff, being focused on the concept of cooperation.

5. Parenthood, children rights and multiculturalism

The framework | will present in this section is the one proposed by Barry in “Culture and
Equality” (2001) which discusses communitarianism and multiculturalism. Especially, my
attention will be set on the debate concerning the consequence of accepting multiculturalism
in the form proposed by Kukathas (2024) regarding the children rights, the parental power

and the role of the state.

Barry says that liberal tolerance allows illiberal groups to govern their internal affairs as
long as they stay within the framework of liberal laws. However, he rejects the idea that this
framework itself should be compromised in the name of tolerance or diversity. While he
agrees with Kukathas that tolerance is central to liberalism, Barry criticizes Kukathas’s
interpretation. Kukathas prioritizes freedom of association above all else, giving groups too
much power and denying the right to intervene in harmful practices, even when intervention
might be justified by liberal or moral principles (Kukathas, 1992). Kukathas explicitly argues:
“If liberalism describes a nation-state governed by the principles of liberal justice, then the
liberal state cannot condone deep cultural diversity. For many, the cultural rights it can offer

are not worth having” (Kukathas, 1997, p. 426).

Barry’s answer is that this may be true, but it only shows that liberalism is incompatible
with certain forms of “deep cultural diversity”. He argues that the core principles of liberalism,
such as individual rights and protection against harm, cannot be compromised in order to
accommodate cultural practices that violate these values. For Barry, the limits of tolerance
are essential to preserving the liberal framework itself, even if it means rejecting certain
cultural practices or beliefs that conflict with those fundamental principles (Barry, 2001). He
defines Kukathas’s form of tolerance as moral relativism. Moreover, Barry argues that the idea

of using moral relativism as a basis for religious or cultural tolerance is a persistent fallacy.

To conclude the opposition between Barry’s liberal view and Kukathas’s multiculturalism is

worth noting the following passage:
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States, then, can give groups power over their members by omission as well as by commission,
and there is nothing presumptively more benign about doing it by omission. Kukathas is quite
open about the potential for harm to individuals that is inevitably created by the kind of polity
he favours. For him, as we have seen, the job of the state is to mediate between groups,
controlling spillover effects, but not to intervene in groups to protect their members. Group
practices are to be tolerated as long as they do not ‘directly harm the interests of the wider
community’. They may, he concedes, be ‘objectionable because they are morally intolerable in
themselves or because they harm individuals in the groups which carry them out’. But
objections grounded on moral intolerability or harm to individual members of groups should
not, he says, be accepted as a reason for a state to prohibit them: ‘significant harms’, he admits,
‘can be inflicted (by the dominant powers in the group) on the most vulnerable members of a
minority community — usually women, children and dissenters.” Examples that Kukathas gives
in this context are clitoridectomy and the case of ‘children who are denied blood transfusions
in life-threatening circumstances’. Other practices to be tolerated include ritual scarring, and

“forcing” [women] into unequal marriages’ (Barry, 2001, p. 112).

In sum, Kukathas proposes a form of liberalism described by Barry as libertarianism, but
with a significant difference. Typically, libertarianism advocates for personal freedom in cases
where individuals should be free to take risks, such as riding motorcycles without helmets or
working on construction sites without protective gear. This is libertarianism as anti-
paternalism: the belief that the state should not interfere to protect adults from themselves.
However, Kukathas extends this libertarian approach far beyond anti-paternalism. He argues
that the state should also refrain from intervening to protect children from their parents, even
in cases where serious harm may occur. As Barry points out, there is no liberal principle that
opposes state intervention in such situations. What Kukathas calls liberty, Barry argues, is not
genuine freedom but rather a form of power: the power of parents to harm their children,
whether through physical abuse, mutilation, or by denying them life-saving medical treatment

(Barry, 2001).

5.1. Consequences of this debate applied to the Gard case

For Barry, the core principles of liberalism—such as individual rights and protection from

harm—must take precedence over cultural autonomy. He agrees with Kukathas that tolerance
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is central to liberalism but criticizes his interpretation of this idea. Kukathas prioritizes the
freedom of association above all other values, which, according to Barry, grants excessive
power to cultural groups and denies the state the right to intervene in harmful practices, even

when intervention would be justified by liberal or moral principles.

Barry and Kukathas offer two conflicting views on the role of the state in regulating the
relationship between parents and children, particularly in cases where parental authority
clashes with individual rights. This debate resonates strongly with the Gard case, where the
guestion arose over the extent of parental power and the state’s right to override parental
wishes for the well-being of a child. Barry’s position emphasizes the importance of state
intervention when individual rights are at risk. Kukathas, on the other hand, defends a form
of liberalism that places extreme value on non-interference, even when that non-intervention

may result in significant harm to vulnerable individuals like children.

In the Gard case, the parents of Charlie Gard fought for the right to continue life-sustaining
treatment for their son, despite medical professionals and the courts determining that further
treatment would not improve his condition and would prolong his suffering. This tragic and
highly publicized case highlighted a fundamental tension: should parental wishes always
prevail, or does the state have the right—and the duty—to intervene when it believes the
child’s best interests are not being served? Barry’s position suggests that the state must retain
the power to protect individuals, especially children, from harm, even if it means overriding
parental authority. For Barry, liberal tolerance does not mean that any form of parental
autonomy should be respected without limits. When a child’s well-being is at risk, the state

must intervene, just as it would intervene to prevent harmful cultural practices within groups.

Kukathas, by contrast, advocates for a radically different form of liberalism that prioritizes
parental and group autonomy above all else. He argues that the state’s role is not to protect
individuals within groups but to mediate between groups and control the effects their
practices may have on the wider community. In his view, as long as group practices do not
harm society at large, the state has no business interfering, even if those practices cause harm
to individuals within the group. This non-interventionist stance would, in theory, allow for

significant harm to occur to children without state interference.
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In the Gard case, Kukathas’s approach would suggest that the state should defer entirely
to the parents, leaving the decision in their hands, even if the outcome might not align with
what the broader medical and legal community sees as the child’s best interest. For Kukathas,
respecting parental autonomy is a central principle, even when it may lead to outcomes that

others find morally intolerable or harmful.

The Gard case thus serves as core example of the practical implications of this philosophical
debate. It highlights the limits of parental authority and the crucial role of the state in
safeguarding vulnerable individuals. For Barry, the refusal to intervene in such cases would
not be a defence of freedom but an abandonment of the most fundamental liberal
commitment to individual protection and well-being. While Kukathas’s approach seeks to
avoid paternalism, Barry warns that this kind of non-intervention often empowers the
strongest members of a group—parents or community leaders—at the expense of the
weakest, such as children or dissenters. In cases like Gard, Barry’s position underscores the
necessity of state intervention as a means of ensuring justice and protecting those who cannot

protect themselves.

6. Conclusion

This chapter provides an overview of significant end-of-life decisions involving critically ill
paediatric patients. These cases have common features that illustrate the profound ethical
and legal challenges surrounding end-of-life decisions for paediatric patients, which have
provoked the interests of moral philosophers and bioethicists. In particular, the prominent
and mediatic Charlie Gard case has been extensively studied, and we also use it here as the
main reference when exposing some of the arguments of this chapter. In particular, those
regarding the legal confrontation of the two main moral principles supporting the different

courses of action defended by the different actors (parents and medical authorities).

Examining the legal framework in the United Kingdom illuminates the tension between the
harm threshold principle and the best interest principle, which guide interventions in both
social and medical contexts. Parental autonomy in decisions concerning their children is
generally respected, including various aspects of their upbringing. However, when parental
choices jeopardize the well-being of the child, as seen in the Gard case, intervention may be
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necessary to safeguard the child’s interests. The legal landscape in England delineates
between social and medical contexts, with the harm threshold principle guiding interventions
in social settings, while the best interest principle prevails in medical matters. Through an
analysis of notable cases such as the Gard case, it becomes evident that conflicting moral
principles often emerge, necessitating a delicate balance between parental autonomy and the

best interests of the child.

This chapter explores several theories framing children’s rights, including the open future
theory, constructionism, the causal perspective and children’s liberation theories. The open
future theory sets children’s rights as directed towards their future autonomy, while
constructionism views children’s rights as socially constructed within societal contexts. The
causal perspective emphasizes parental responsibilities over rights, rooted in the act of
bringing a child into existence. Conversely, children’s liberation theories argue against
parental rights, advocating for equal moral status between adults and children. Within the
children’s liberation framework, Cohen’s principle of performance asserts that children should
possess the same rights as adults, including the right to borrow capacities to secure their

entitlements.

Moreover, the discourse surrounding parental rights and obligations displayed various
philosophical perspectives, ranging from the assertion of unconditional parental rights to the
recognition of parenting as a social role intertwined with broader societal interests. Two
interpretations of the refusal of unconditional parental rights come up from this examination.
Montague’s thesis questions the existence of parental rights altogether, suggesting that
parental responsibilities may conflict with children’s well-being. Alternatively, Bester’s
parenting society thesis reconceptualizes parenting as a social role, emphasizing collaboration

between parents and society to ensure children's well-being.

Additionally, Barry and Kukathas offer two contrasting perspectives on the role of the state
in balancing individual rights and cultural or parental authority. Barry emphasizes that
liberalism must prioritize the protection of vulnerable individuals—especially children—over
cultural autonomy. He criticizes Kukathas’s libertarian approach as dangerously permissive,
allowing significant harm to occur under the guise of protecting group or parental autonomy.
The Gard case can illustrate the real-world implications of this debate. It exposes the conflict

between parental wishes and the state’s responsibility to safeguard a child’s welfare. While
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Barry’s view supports the necessity of overriding parental decisions when they conflict with

the child’s best interests, Kukathas would argue for minimal state interference.

In transitioning from the legal exploration of the harm threshold principle and the best
interest of the child to a philosophical investigation in the next chapter, it is important to
recognize the interdisciplinary nature of the debate surrounding paediatric end-of-life
decisions. While the preceding analysis has shown the tension between the harm threshold
principle and the best interest principle within the legal framework of the United Kingdom,
our study must extend beyond legal considerations to include philosophical perspectives that
support and challenge these principles. Thus, the next chapter will aim to provide a
comprehensive understanding of the two principles frequently discussed in legal discourse as
contrasting perspectives. It will seek to discuss their diverse interpretations and assess how
these bioethical and philosophical criteria are understood and implemented in the medical

domain.
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Chapter 2

The best interest of the child and the harm threshold in the bioethical debate

In the first chapter, | introduced as my main case study the case of Charlie Gard and
overviewed other similar cases that have arisen in recent years in the English context,
highlighting the legal controversy between parents and medical staff. It emerged how
different principles may lead to different outcomes in a legal context. This opposition between
the best interest of the child and the harm threshold still maintains relevance in philosophical
investigation and the bioethical debate. Indeed, the aim of the second chapter is to explore
the philosophical background of these principles, best interest standard (BIS) and harm
threshold (HT), in order to understand their main features. This will allow us to discover some
philosophical commonalities underlying the best interest of the child and the harm threshold,
thereby reducing the dichotomy between them and casting doubt on the strict opposition

under which they are usually described in the literature.

1. The philosophical heritage of the best interest principle: uncertainties and

contradictions

In general, the best interest principle is applied in the society to solve controversies
between people, but also between citizens and the state.'® This principle has also gained
grounds into ethical decisions in the medical field. But despite its success, the theoretical basis
of this principle remains unclear. Therefore, the application of the best interest principle in in

the medical field might still persist to be undetermined (Birchley, 2021).

Birchley ascribes this uncertainty to a constraint inherent in the best interest principle. He
argues that this principle has a narrow scope, primarily concentrating on negative interests,
which involve avoiding harm or preventing unfavourable outcomes. In simpler terms, it often

underscores what not to do to prevent harm to someone’s interests. This reductive approach

13 The best interest principle continues to affect a range of non-medical children’s issues in common law
countries, for example relationships within religious communities and parents’ educational choices, and
immigration rights to cite only a few.
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to best interests can potentially result in conflicts or practical difficulties. When the primary
focus is on avoiding harm or negative consequences, it may fail to adequately consider the
broader, positive aspects of a person’s well-being and what truly promotes their interests. In
essence, the current approach to best interests in the field of bioethics may be overly fixated
on harm prevention, potentially leading to practical challenges and a failure to fully grasp the
complexity of what truly serves an individual’s best interests. This results in a distinct similarity

between the best interest standard and the harm threshold.

Birchley links the best interest principle with parens patriae’* common law, where common
law means judicial precedent® or case law, namely the body of law created by judges and
similar quasi-judicial tribunal by virtue of being stated in written forms. The earliest official
expressions of the parens patriae jurisdiction date back to the fourteenth century. In this
context, the term parens patriae literally means “parent of the country” and it granted the
sovereign the authority to oversee the “management of the estate and person of lunatics and
idiots” (Payton, 1992). Initially, this jurisdiction was applied to individuals who were mentally
incapable. This, in turn, paved the way for the state to have the authority to oversee and

regulate the care and treatment of children.

nm

It is in Birchley’s paper from 2021, “The theorisation of ‘best interests’” in bioethical
accounts of decision-making”, where the idea of the under-theorization of this principle is
contained. He puts in evidence all its philosophical sources, which seem to converge in
different and contrasting tendencies. He suggests that the best interest principle is a
convergence of consequentialism and deontology. Indeed, consequentialism and deontology

are, in the history of philosophy, philosophical currents which have developed each other in

different directions. The main difference between deontology and consequentialism is

14 The notion of parens patriae was invoked by the King’s Bench in the sixteenth century, particularly in cases
involving adults considered non compos mentis (“not having control of one’s mind”). While this doctrine evolved
over time, it became central for the Crown’s protective role over those unable to care for themselves. This
concept is mentioned in Edward Coke’s Reports, which are highly influential in the development of common law.
15 A precedent is a legal principle or rule established in a previous case, which can either bind or persuade courts
or tribunals when deciding similar cases in the future. Common-law systems emphasize consistency and
predictability in outcomes, and adherence to precedent, known as stare decisis (a Latin phrase with the literal
meaning of “to stand in the-things-that-have-been-decided”), helps achieve this goal. Precedent is considered
alongside statutory law and regulatory law in the legal system.
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that deontology focuses on the rightness or wrongness of actions themselves, whereas

consequentialism focuses on the consequences of the action.

The best interest principle involves consequentialist considerations similar to utilitarianism,
such as calculating welfare by balancing benefits and burdens and/or maximisation of the
good. Birchley argues that convergence on maximisation masks some disagreement over
whether maximisation implies strict pursuit of a single good or a more pragmatic, all-things-
considered, interpretation of good (Birchley, 2021). On the other hand, the best interest
principle derives from deontology under two different perspectives: jurisprudence, namely
the nature of the legal reasoning which underpins this principle, and Kantianism, in which
morality consists of unbending duties and obligations. In this sense, the principle is specifically
described as a legal principle to identify the legal duties both of parents and medical staff.
Moreover, Birchley suggests that the deontological interpretation of the principle in the
bioethical literature is also related to other duties, which are extremely important but not
easy to put in relation in a harmonious way. He includes medical duties to prolong life,
promote health or relieve suffering respecting advance decisions, beneficence and
nonmaleficence and duties to promote children’s best interests. From his research, it becomes
evident that when discussing rights in the context of best interests, Kantian principles are
frequently incorporated into legal matters by emphasizing concepts like dignity and

autonomy.

Birchley’s paper represents, in my opinion, an important contribution to ground the debate
regarding the conflict between the best interest of the child and the harm threshold. It shows
that the best interest argument, although widely used and called upon, has some
contradictions in its theoretical justification, and serves to justify my thesis of the current non-

exhaustive explanation of this principle and the need of further clarification.

2. The harm threshold: the underlying ideas and the introduction as a criterion to decide

for children

At this point, it is time to examine the harm threshold and emphasize the shared element
that we previously described in the context of the best interest standard. The opposition
between the best interest standard and the harm threshold emerged with Diekema’s paper
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from 2004 “Parental refusals of medical treatment: the harm principle as threshold for state
intervention”, which popularized John Stuart Mill’s harm principle as a decision-making
standard for children. The formulation of the principle, proposed by Diekema, starts from the
assumption that the government’s authority in the health field arises primarily from its
constitutionally sanctioned police power to protect the public’s health, welfare and safety.
Indeed, the ethical basis for exercising of this police power derives from what is known as the
harm principle. The first definition of this principle is to be found in Mill’s “On Liberty”
(1859/2015, p. 13), in which it is stated that “the only purpose for which power can rightfully
be exercised over any member of a civilized community, against his will, is to prevent harm to
others. His own good, either physical or moral, is not a sufficient warrant”. Feinberg (1984)
made another important contribution to defining the harm threshold principle, arguing that
the restriction of an individual’s liberty must be effective in preventing the harm in question
and no option that would be less intrusive to individual liberty would be equally effective in

preventing harm.

The harm principle permits us to identify the threshold for state intervention. Hence, in a
straightforward application of it, the parental decision has to be overridden only if it could
provoke some harm to the child and not because it does not represent the child’s best.
Diekema argues that the harm principle outlines when the government can step in on
parenting decisions, focusing on preventing harm to the child rather than just aiming for the
child’s best interest (Diekema, 2004). Government intervention is justified in two main
scenarios: first, under the parens patriae doctrine, where the state can protect children if
parental decisions are likely to harm them; and second, through the government’s police
powers, to safeguard public health or the well-being of others. Diekema focuses on the first

of those justifications.

After the introduction of the principle, Diekema reasons on how the harm threshold should
be identified, since not all harms should trigger state intervention to restrain parental
autonomy in decision-making for their children, building on Ross, Feinberg and Dworkin. The
leading assumption is that parents should be given some leeway in making decisions for their

children, even when those decisions may pose some small degree of risk to the child.

Ross proposes a model of surrogate decision making for children named “constrained

parental autonomy”. This standard allows parents to consider the interests of the family as an
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entity and establish intra-familial trade-offs according to their own conception of the good
provided that each child’s basic needs (basic goods, skills, liberties and opportunities essential
for adequate development and full exercise of moral personality) are procured (Ross, 1998).
Ross’s perspective can be interpreted to mean that state intervention ought to be confined to
situations where children face harm equivalent to what they would experience from being
deprived of fundamental necessities. Ross presents her perspective in contrast to that of Brock
and Buchanan (1989), the authors who formulated the theory of the best interest principle in
the medical field. The fundamental difference consists of the freedom ascribed to the state to
interfere with parents’ decisions. Ross says that Buchanan and Brock permit too much scrutiny
and intervention, where the institutions should recognise the intimate family great

confidentiality instead.

Unlike Ross, Feinberg (1984) refined the definition of serious harm. He did not use the term
basic needs; instead, he proposed interests as essential means to achieve ultimate goals.
These goals include physical health and vigour, integrity and normal functioning of one’s body,
absence of severe pain and suffering or significant disfigurement, minimal intellectual acuity,
emotional stability, a tolerable social and physical environment, and a certain degree of
freedom from interference and coercion. On the other hand, Dworkin (1982) tried to redefine
the concept of harm relied on Rawls’ concept of justice, arguing that we ought to make
decisions for children taking in consideration what Rawls calls primary goods, that is such
goods as liberty, health, and opportunity, which any rational person would want to pursue

whatever particular life plan he chooses (Dworkin, 1982).

Diekema combines these theories, even if they have specific aspects that differentiate
them. For him, the use of the harm principle in medical fields should change the requested
question to whether it is necessary for parental decision to be overridden. It is important to
know the likelihood that parental decision could cause serious harm to the child as compared
to other options and not if the parental decision is not totally in accordance with the best
interests of the child. Hence, the core of the question is not focused on the child’s best interest
but on the fact that the parental discretion can be allowed as long as that does not result in

serious harm.
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3. Problems deriving from the background of the two principles

Even if each principle has been formalised as different, it is important to recognize that the
parens patriae theory serves as the basis for both the harm threshold and the best interest
standard. Hence, from my perspective, it appears that the philosophical foundation of the
contrasting principles — the best interest of the child and the harm threshold — is somewhat

shared: the state can assume a parental role in specific circumstances.

According to this assumption, | argue that it might be problematic putting in opposition
these two principles in a formal way. If the quasi-philosophical derivation is similar, then the
pros and cons of the two principles may also be very similar. This implies that the positive
features, but also the negative objections related to the two principles (that we will see in the
later sections) may be applied to both of them. Note that this deduction does not imply that
we have to deny validity to these principles, but that they can be seen as two sides of the same

coin and present themselves with just slight differences.

For instance, the harm principle in the Gard case is often referenced as an alternative
principle that could have implicated different perspectives of discussion. However, the judges
in the Court of Appeal indicated that, even if Justice Francis had been required to use a
significant harm test rather than a best interest test, he would likely have reached the same

decision (Wilkinson & Savulescu, 2018a).

4. The application of the Best Interest Standard (BIS) and the Harm Threshold (HT)
4.1. Constraints of applying the BIS in practice

When dealing with proxy decisions in the healthcare context, there are three guidance
principles developed in bioethics literature that provide substantive direction as to how

decisions are to be made for an individual unable to decide. These are as follows:

- advance directive: implementing an advance directive, that the patient executed while

competent;

- substituted judgement: acting according to what the individual, if competent, would

choose;
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- best interest: acting so as to promote maximally the good of the individual.

Of these, the best interest principle is the only appropriate guidance principle for
newborns, who have never been capable of expressing some preferences or provide any past
basis as to what their judgment would be. This model of decision-making for children was
explained by Brock and Buchanan (1989). However, some difficulties are associated in using
this principle for newborns. Indeed, disagreement on the infant’s interest can arise. Moreover,
it is difficult to ascertain what the infant’s best interest is, due to severe limitations in the
infant’s ability to communicate his sensations.'® Furthermore, there can be doubts or

uncertainties in the medical field regarding the prognosis on the infant.

The most important ethical questions regarding the interests of newborns are whether a
newborn can always have an interest and in what the interest assumed consists of. These
moral issues derive from the nature of a newborn, who lacks rationality, ability to express
preferences and autonomy. Surely a newborn is not a self-conscious individual. But we can
admit that a newborn is still a conscious individual, and thus able to feel pleasure or pain.
Therefore, newborns could be considered according to the principle of equal consideration of
interests, which states that the capacity to feel pain is the condition of having any interests at

all (Singer, 1989).

However, neonates, with a similar disease to Charlie Gard, are part of a grey zone because
there is the possibility that they are incapable of suffering. It is uncertain whether a newborn
with a severe condition can perceive pain. If a patient has absolutely no conscious experience,
it might be possible to argue that they therefore have no interests. This was only a hypothesis
for Charlie, since there was no official statement regarding the effective unconsciousness of
the neonate. Note that, nevertheless, in July 2017 the position of the Great Ormond Street
Hospital (GOSH) seemed to change; instead of arguing that Charlie was suffering, the GOSH

indicated that: “his depletive genetic disorder leaves him with no muscle function at all now

16 “There are number of challenges, though, in working out whether or how much individual patients are
suffering. The first is that patients who are sick and in intensive care are often unable to communicate. They
often cannot tell us what they are experiencing. They may be sedated or too sick to answer questions. In many
of the cases of disputed treatment, children are too young to speak. In those situations, doctors and nurses rely
on indirect signs of distress, facial expressions, tears, and elevations in blood pressure or heart rate. Those signs
can be helpful, but their absence isn’t always reassuring” (Wilkinson & Savulescu, 20183, p. 41).
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and deprived of his senses, unable to breath and, so far as can be discerned after many months

of encephalopathy, without any awareness”.’

The implication of this statement is that a lack of awareness can imply non-suffering.
Hence, in the Gard case, if he had not suffered, the experimental treatment would not have

caused him any suffering.

The first limit of the best interest principle concerns thus the capacity of an individual to
have an interest, which means the capacity to feel pain. In the Gard case, the difficulty arose
as to how to deal with newborns’ interests, if they lack any capacity for awareness. This could
be an important aspect, given that, in controversial cases like the one of Charlie Gard, the High

Court based its judgement exactly on the best interest of the child.

Another key point is that the best interest principle gives great importance to minors’
interests, by protecting them from decisions that could compromise their well-being.® The
relevance given to the interest of the child could then indicate that he is the only subject to
have an interest. However, in the decision-making process regarding a newborn, for whom it
is really difficult to know what is best, the parents’ desire and interests can have a special
consideration. Of course, this is not to say that the parents’ interests must prevail over those
of the newborn, but there might be cases in which the parties’ different interest are not
aligned. When the principle was formulated, this issue was already noticed. Brock and
Buchanan stated that the best interest principle is to serve only as a regulative ideal, not as a
strict and literal requirement. Indeed, they were aware that the parents’ obligation toward
their other children as well as their own legitimate self-interests can conflict with doing what
maximizes the child’s welfare, and sometimes may take precedence over it (Brock &
Buchanan, 1989, p. 236). Therefore, the second limitation of this principle pertains to the
challenge of appropriately weighting the significance of the interests of the parties involved,

as exemplified clearly in the Gard case.

The interpretation of the best interest standard presents still another challenge, as it lacks

universal clarity. One could contend that it essentially represents an ineffective endeavour to

17 Statement available at:
https://media.gosh.nhs.uk/documents/Great_Ormond_Street_Hospital_Position_Statement_13 July 2017.pdf
18 “It is one of the most important — if not the most important— concepts in the child right’s context. However, it
is one of the most difficult concepts to apply in practice” (Sormunen, 2016, p.28).
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ascertain what is optimal for another individual. This complexity is increased by the need to
apply the criterion on a case-by-case basis, where what may be in the best interest of one
child might not necessarily be applicable to another. The inherent ambiguity of this principle
primarily arises from its application in diverse situations related to a child’s well-being,
necessitating a degree of adaptability. This might be viewed as a drawback, as there is a

general preference for criteria that can consistently guide decision-making.

4.2. Evaluation of the HT application

As for the harm threshold principle, there are ample questions about the consistency of its
normative grounding. As seen previously, Diekema combined different philosophical theories
(Ross, Feinberg and Rawls) with Mill’s harm principle. The opponents to the principle claim it
is not clear how these divergent ethical frameworks are related, or how they separately
provide grounding for the use of the harm principle for medical decision making (Bester,
2018). In particular, the explicit reference to Mill's harm principle raises objections. The
context in which Mill’s work “On Liberty” is based on examines the interaction between liberty
and authority within a civilized society. Hence, it is argued that the principle regards only the
relation of equals (citizen to citizen) and not the different relationships at play in medical
decision making. Bester asserts that these relationships constitute distinct categories with a
moral status that differs from that of the citizen-citizen relationship. Hence, the different
context in which Mill suggested the use of the principle could compromise the validity of it in

other situations, characterized by their own features.

There are also relevant criticisms regarding the harm threshold for a practical purpose. If
the harm threshold takes the place of the best interest standard, it is possible to foresee that
treatments which are harmless, but of no particular benefit, could be implemented only for
parental will. Probably, very large amounts of resources may thus be concentrated on meeting
that parental demand with little clinical justification (Birchley, 2019). This objection poses a
significant challenge, specifically regarding the allocation of resources, which, particularly in
neonatal-intensive care, are exceedingly limited. In the Gard case, even though the attention
was on Charlie and the discussion was pertinent to the specific case, it is probable to suppose
that the denial of subjecting Charlie to experimental treatment depended on the implications

for other children. If Charlie’s parents had been allowed to pursue further treatment for
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Charlie, it seems highly likely that this would have led to an increase in other families
requesting continued intensive care or experimental treatment. It would have encouraged
other families to seek social media support to mount legal appeals. While this would have
potentially made doctors more reluctant to impose limits on treatment because they feared
that they would ultimately be required to allow treatment despite their misgivings about the

procedure effectiveness (Wilkinson & Savulescu, 2018a).

This is almost the same objection which affirms that replacing the best interest test with
the harm test could have negative impacts regarding distributive justice, although in the Gard
case the parents were able to crowd fund the money for treatment. Thus, the NHS funds
would not be employed. Nevertheless, the crowd-funding campaign raises in turn other
ethical questions, for instance whether it is right for an individual to contribute money to a
fund to pay for experimental treatment for a child, with a low probability of success, when
they could, alternatively, contribute the money to funds for other children who are dying from

diseases that could be cured easily and with effective treatments (Benbow, 2020).

On the other hand, it can be considered that an important feature regarding the harm
threshold surely consists of the appreciation of the family as an intimate family, which means
that a family is a unity, and the interests of all members are linked strictly together. An
intimate family is not a limitation of the creation of personal identity, but it is useful for
underlining those particulars that describe every family. This definition highlights that every
family is a special framework which could be different from others, in its values and way of
living. This particular description of the family is linked to Schoeman’ s argument (1985, p.48),

which says that:

The parents’ responsibility is fundamentally different from that of the state. The parents’
responsibility is partly characterized as providing opportunities for the emergence of meaning,
intimacy, identity, and character — altogether inner qualities and not the kind of thing that can develop
from abstract relationships. The point of an intimate relationship is not just to supply some necessary
ingredient in a needy child’s life. The relationship within a family typically has an inner focus and an

independent meaning which results from sharing of life and its intimacies.

Hence, an intimate family is a group in which members derive benefit from membership
even after the group’s goals are achieved. It is a group in which members try to accommodate

one another’s needs.
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5. The employment of the BIS and the HT in medical context
5.1. Different understandings of the BIS in the context of medical ethics

For many years the prevailing model for medical decision-making for children has been the
best interest standard (BIS). But even within those in favour of the best interest principle there

are different interpretations of it.

Kopelman argues that the best interest standard is an important moral and legal guide. It
has three related meanings, namely: a threshold for intervention and judgement, an ideal and
a standard of reasonableness (Kopelman, 1997b). She compares the best interest standard to
an umbrella concept, because the three meanings are not isolated but interrelated with each
other. This conception of the principle facilitates the solution to problems that can arise in
using it. First of all, this principle is a relevant part in the process regarding the evaluation of
parenthood. Although it shares common features with the HT, in the BIS the threshold for
intervention is not restricted only to limiting harm, and it consists of two steps: the first is to
determine if parents make acceptable decisions and the second is to decide what is best for
the child using the best interest standard. Secondly, the best interest principle intended as an
ideal is a constructive way to assume that the best outcome is not always possible to reach.
Hence, the ideals or prima facie duties can help us to come to our actual decisions. The third
meaning, standard of reasonableness, is necessary to highlight that the best interest does not
oblige action for the child’s best, without taking all other choices into consideration. It can be
used to find the most acceptable of the available choices. It instructs us to select the option
that most informed, rational people of good will would regard as maximizing the child’s net
benefits and minimizing the harms to the child without ignoring the rights and interests of

others (Kopelman, 1997a).

Birchley is a strong defender of the best interest standard and he states that merely
switching from best interest to harm is no aid to finding a solution to the indeterminacy of the
BIS. The harm threshold is not clearer than the best interest and this assumption is based on
two reasons. First, although harm may appear a readily understandable concept, it hides the
fact that judgements of harm contain sometimes complex value judgements. Birchley is

referring especially to cases when having to choose to withdraw life-sustaining treatment, in
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which harm is indefinable: it could be impressive or equal to zero, or nearly. Next, he argues
that harm may not include all the considerations we need to make a decision (Birchley, 2016).
This entails that under the expression “harm” will inevitably be included claims that are not
strictly connected with it, transforming the harm threshold into a complex test, more aligned

with a comprehensive approach not too different from the BIS.

Birchley suggests yet another reason to prefer the BIS instead of the harm threshold in the
medical context. Parental decision may not be oriented towards the wellness of the newborn,
but at the same time, it may not be labelled as substandard care. He suggests that a non-
pejorative approach, embodied by the BIS, could be a wise compromise. This would avoid
negatively labelling the parents’ behaviour as harmful to their child, while primarily taking the
child’s interest into consideration. Moreover, the definition of harm is vague and
indeterminate. Birchley has examined the use of the harm standard in English law by reviewing
selected court cases, showing that this principle is not applied in a unified way. Hence, the
harm threshold would suffer problems of indeterminacy of similar magnitude to the best
interest test. Birchley states that what is needed to do it is to identify the values informing
best interests. In short, Birchley argues that the HT is in practice not any simpler to apply than

the BIS, but it has a more limited scope and could allow substandard care.

Pope, another author in favour of the BIS, argues that the BIS can serve both guiding and
limiting functions. When used properly, the best interest standard can be used to decide when
it is right to override parental decisions. Pope defends the BIS from its critics stating that it is
wrongfully understood as a shortcut for the healthcare providers to override the parents’
position. Indeed, the BIS is in principle not more depending on the doctors’ view than it is of
the parents’ view and cannot be an instrument of power in the hands of healthcare providers.
While the boundary defined by the best interest standard lacks certainty, the harm threshold
is also not precisely delineated either. Pope underscores that healthcare providers, operating
under the auspices of the BIS, may not always act contrary to parental views, even in cases of
disagreement. Furthermore, the BIS already has a rich array of mediating maxims (Feinberg,
1984). Mediating maxims, as discussed by Feinberg, refer to principles or guidelines that help
mediate or balance conflicting values, such as the value of free expression and the value of
preventing harm or offense to others. For instance, the BIS includes a contemplation of harm,

while the harm principle does not include other aspects of best interest (Pope, 2011). Finally,
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Pope argues that the BIS is more likely to intervene in parents’ decisions when it requires
extensive treatment, such as in cases where the continuation of life-sustaining treatment will
not necessarily result in harm but also does not provide any benefit. Hence, the BIS as a
guiding and limiting principle is not a strategy to restrict the parents’ discretion, which is

widely recognised.

5.2. Different understandings of the HT in the context of Medical Ethics

As it has already been pointed out, the main proponent of the harm principle’s use in
medical ethics is Diekema, whose two key papers (Diekema, 2004; 2011) have become
reference points for whoever approaches this standard when discussing medical decisions for
children. Diekema’s main argument is that state intervention is justified not when a parental
refusal is contrary to a child’s best interest, but when the parental refusal places the child at

significant risk of serious preventable harm.

In his first paper (Diekema, 2004), Diekema criticises the use of the best interest standard,
giving several reasons that focus on the principle’s ineffectiveness. The first reason regards
the difficulty to precisely define the best interest of the child, leading to possible disputes for
determining it. Subsequently, the author underlines the idea of “best interest” as a subjective
concept influenced by personal values. Most parents believe their decisions align with what is
best for their child. Consequently, when applying the best interest principle in various cases,
conflicts arise over differences between the state’s assessment of the child’s best interest and
the recommendations made by parents. Another aspect that is adverse for the use of the best
interest regards the nature of interests, which is fundamentally complex. Moreover, Diekema
says that the meaning of best interest may be reduced to objective medical interests alone.
Finally, he objects to the best interest as the primary consideration in treatment decisions.
Diekema argues that this statement is contrary to the evidence of everyday life, in which
parents are free to choose for their children not what is best, but what they are able to do for

them according to their possibilities, but always within a certain threshold.

In a succeeding paper (Diekema, 2011), Diekema admits that the best interest standard can
be helpful in assisting physicians and parents in choosing between different therapeutic
options. However, he claims that in the harm threshold the range of acceptability of the

parental decisions is different from what one would consider as the best. In addition, Diekema
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argues that the employment of the harm threshold is in fact already accepted by many
physicians, ethicists and judges, who apply the best interest standard formally, but not in
actual fact: if the best interest standard is to be applied literally it will frequently appeal for
state intervention in situations that might seem inappropriate. Diekema refers to the criticism
regarding the subjectivity of the meaning significant and serious harm. He argues that an
interpretative element will remain in judging whether a parental decision must be overridden
whichever principle is used, but it is fundamental to be guided by the correct standard

(Diekema, 2004).

Wilkinson also defends the harm threshold (HT) as a suitable guideline in these decisions.
He highlights three arguments that support this principle over the BIS: uncertainty, the
interests of the parents and consistency. Uncertainty refers specifically to medical
treatments, which cannot always be supported by evidence. At the same time, even if there
is evidence this does not mean that it would always not be reasonable not to provide the
treatment to comply with a parents’ wish. This depends on the fact that decisions may be
affected by a different type of uncertainty-value (Wilkinson & Nair, 2016). Assessing if a
treatment aligns with a child’s best interests requires weighing various potential outcomes,
an inherently subjective process without a universally neutral approach. While certain
decisions might reflect commonly held values, minimizing the likelihood of dispute, others can
be deeply divided. Given the diversity of reasonable perspectives on what constitutes a child’s
best interests, imposing a singular value system on all parents is unjust. If there is more than
one reasonable view it is preferable to prioritize the parental view. The argument of
consistency argues that it is fair to approach parental decision-making exactly in the way that
happens in the other areas of life, in which only the risks of serious harm for the child imply a
constraint for parental freedom in decisions. Parents often make decisions regarding their
children’s diet, the type of vehicle they drive and the educational institutions their children
attend. However, many of these decisions might not perfectly match what is best for the child,

resulting in choices that are not optimal.

Nevertheless, Wilkinson states that even if HT is the correct normative level for state
intervention to overrule parental wishes about treatment, a full account of medical decision-
making for children needs more than the concept of harm. For instance, the best interest

standard is necessary if the parents’ views are unknown or conflicting. Furthermore, the ideal
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is for the child’s interests to guide decision-making and for those making decisions to make
the best available choice for the child (Wilkinson, 2019). Indeed, it could be ethically
problematic for the doctors to provide treatments which they do not believe in the child’s best

interest or contrary to interests of other patients.

Furthermore, Wilkinson has formulated a more circumscribed version of the HT, which is

the conditional harm threshold test (Wilkinson, 2019):

Conditional Harm Threshold test: A decision to prevent parents from accessing a particular
treatment option should be based on an assessment of whether the chosen course of action
would be harmful. Where the following conditions apply, parents’ wishes should ordinarily be
respected, unless what they are requesting will cause the child to suffer or is likely to cause the
child to suffer significant harm.

1) The parents are requesting provision or continuation of a medical treatment for the child;
2) The child’s health professionals do not support that treatment;

3) Other suitably qualified health professionals are prepared to provide that treatment and any
ongoing care necessary (including if necessary, transfer of the child to another health facility).

This form of the harm threshold is useful for disputes about medical treatment, and in fact
it should be applied in situations where health providers wish to prevent parents from
following treatment that other health providers are able to provide. However, in some of the
most difficult cases, those in which children have severe disorders of consciousness, the
interpretation of harm will depend on an evaluation of the contested concepts of dignity in

dying and also of suffering.

Gillam uses the harm principle to create a new approach, that is named “zone of parental
discretion” (ZPD). This term refers to the ethically protected space where parents may
legitimately make decisions for their children, even if the decisions are sub-optimal for those
children (Gillam, 2016). The approach proposed by Gillam is not only theoretical but it is a
practical tool that can be used when there is disagreement between parents and medical staff.
It consists of a series of key questions, provided in two stages. The first stage aims to
understand if the parental decision could cause probable significant harm to the child, while
the second aims to decide if it is really necessary to override parental wishes. However, even
if a parental decision is not considered harmful to the child this does not imply that clinicians

may not reasonably disagree with parental decision.
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Using the ZPD does not take away greyness in ethical deliberation. The question of whether
the parents’ decision is likely to cause harm to the child will often not be black and white. It
will still be necessary to worry about how probable any negative effects on the child must be
in order to count, and whether these effects would be of sufficient magnitude to constitute
harm. It might be argued that the ZPD has merely moved the difficulty, not resolved it.
Nevertheless, the author of the proposal sees the relocation as a crucial step. Prioritizing the
correct ethical issue is now the foremost concern, offering a greater likelihood of reaching a

resolution (Gillam, 2016).

6. The scenario after the discussion of the two principles

The aim of this chapter is to carry out a critical analysis of the two principles, with the goal
of ascertaining whether one exhibits greater validity, examining the requirement for their
reconciliation, or contemplating the formulation of a new criterion as a more promising

alternative.

First, the discussion of the key authors can conclude that both the principles have achieved
significant dominance in the medical field, but none of them is accepted universally as the
correct one to adopt in the decisions for newborns. Nevertheless, the prevalence of the best
interest standard (BIS) in the legal context has somewhat translated into a prevailing influence
of this principle in the realm of medical ethics. However, when comparing the two principles,
it becomes evident that it is practically impossible to engage with one principle without

consider certain aspects of the other.

For example, the BIS takes harm into consideration, as Pope (2011) highlighted. However,
Wilkinson contends that while the HT might serve as the appropriate normative threshold for
state intervention in overriding parental treatment preferences, a comprehensive framework
for making medical decisions for children necessitates more than just the concept of harm. In
situations where the parents’ viewpoints are unknown or in conflict, the BIS becomes
indispensable. Furthermore, the preferred approach is for decisions to be driven by the child’s
best interests, with decision-makers selecting the optimal available choice for the child, as
Wilkinson (2019) emphasized. It can indeed present ethical dilemmas for doctors to
administer treatments that they do not believe align with the child’s best interests or that
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conflict with the interests of other patients. The utilization of these two principles involves an
overlap of the criteria that guide their application. This happens because they have shared
aspects and factors that affect how they are used. This blending indicates a connected
relationship, where the guiding criteria for each principle intertwine, forming a detailed and

complex framework for using them together.

Hence, | argue that a potentially more practical solution to resolve the significant conflict
between these two principles could involve a form of reconciliation. As | mentioned earlier,
they share practical elements, and as | previously underscored in the text, they also share a
common philosophical foundation. It is worth acknowledging that the parens patriae theory
forms the basis for both the harm threshold and the best interest standard. Parens patriae
provides the basis for the best interest standard principle and the harm threshold, allowing
the state to act as a guardian for individuals, especially children, who may be unable to make
decisions in their own best interest. The best interest principle prioritizes the welfare of the
child, while the harm threshold sets a limit on state intervention, requiring a certain level of
harm before intervention is justified. Together, these concepts form the legal framework for

protecting individuals, particularly minors, under the state’s authority.

It seems that, in essence, there is a shared philosophical foundation for the two opposing
principles. With this assumption in mind, | contend that the idea of contrasting these two
principles in a formal manner, given their shared philosophical thesis, may present challenges.
My argument revolves around the notion that if the philosophical underpinnings are
somewhat similar, then the strengths and weaknesses of the two principles are also quite
comparable and that the key positive attributes as well as the criticisms associated with both
principles can be applicable to both of them. It is impossible to apply one without referencing
the other, as | argue in the conclusion below, making it impractical to try to confront them.
However, this deduction does not imply that we should dismiss the validity of these principles.
| simply propose that continuing to position the best interest standard (BIS) and the harm
threshold (HT) in direct opposition might not be sensible. It could be more accurate to say that
the BIS and HT represent two facets of the same concept and may differ only slightly due to

contextual factors.
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7. Conclusion

This chapter examines the theoretical underpinnings of two guiding principles in bioethical
debates for end-of-life decisions for child patients: the harm threshold and the best interest
standard, which act as boundaries to parental authority. Following the discussion of the legal
foundations of both principles in the previous chapter, the main body of this chapter
scrutinizes the philosophical bases, advantages, and criticisms of these principles, and their
practical application in medical scenarios, aiming to contextualize the controversy
surrounding them. Although both the HT and the BIS have the role of protecting children’s
rights, their scope has been interpreted as different and they have come into conflict in
discussion regarding the prevalence of parental decisions for their children in the healthcare

context.

The Gard case, that we use here as a reference point of all similar cases, highlights how the
conflict between the best interest standard and the harm threshold can intensify. The parents
support the harm threshold, believing it would give them more decision-making authority.
Conversely, the medical staff argue in favour of the withholding life-sustaining treatment
based on the best interest standard. This creates a seemingly strong opposition between the
two principles, leading to irreparable conflicts between the medical staff and parents who

adopt a different principle.

The best interest standard and the harm threshold are robust principles with a longstanding
tradition in legal and philosophical discussions. They have evolved into some of the most well-
known principles in medical ethics, particularly in the context of decision-making concerning
children, and there exists a strong tradition in the literature that seeks to emphasize the
distinct characterization of these two principles, often arguing in favour of one over the other.
| contend, contrary to what has been usually done in these cases and in particular when
discussing the Gard case, that it is not possible to dismiss one in favour of the other. Instead,
it is imperative to place significance on both when determining the appropriate course of

action for the child.

This stems from their common attributes and philosophical underpinnings. It appears
challenging to address the best interest without incorporating the concept of harm, since what

is in the interest of the newborn should not cause harm. Simultaneously, determining what
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could harm or not harm a child is unimaginable without considering more complex concepts,
such as that of interest. For instance, it is in the interest of the newborn not to be subjected
to unnecessary harm. It has become evident that when explaining the best interest concept,
it is inevitable to reference the concept of harm. Conversely, proponents of the harm
threshold aim for a simpler concept but also emphasize considerations that extend beyond
the notion of harm, aligning more closely with the specific interests of the individuals involved
in the decision. Thus, we come to realize that the concept of harm can in fact be as broad as
that of interest. Thus, | argue that depicting the two principles as entirely different, with
distinct outcomes, is misleading and dangerous. This limitation poses a challenge to achieving
a shared understanding, because it negatively impacts communication among those

participating in the decision-making process.

However, | will show in the next chapter that the opposition between the harm threshold
and the best interest can be interpreted as the opposition between the principle of autonomy
and the principle of beneficence. This will be useful to understand the way in which parents
and medical staff have applied the BIS and the HT and the reason why they can still be

considered different and contrasting in the practice.

59



60



Chapter 3

The opposition between the principle of beneficence and the principle of
autonomy

We have initiated a study on the moral questions arising from end-of-life decisions for child
patients by introducing an empirical case. Therefore, we have begun by examining specific
aspects and gradually expanding the discussion. This chapter represents another progression
in our approach. Following the initial chapter on legal issues and the second chapter discussing
the conflict between the best interest of the child and the harm threshold in the bioethical
debate, the third chapter will focus on comparing the best interest of the child with the
principle of beneficence and the harm threshold with the principle of autonomy. This debate
has thus evolved into a broader discussion, encompassing one of the most prominent
philosophical debates in the medical context, exploring whether the principle of autonomy or

the principle of beneficence should be considered paramount in the decision-making process.

| will also take into account the principle of non-maleficence as an expression of both
principles: the best interest in relation to the principle of beneficence and the harm threshold

in relation to the principle of autonomy.

1. The contrasting principles of beneficence and autonomy regarding newborn patients

To initiate the discussion comparing the best interest of the child with the principle of
beneficence and the harm threshold with the principle of autonomy, it is worth noting the
contrasting nature of the principle of beneficence and the principle of autonomy in the
literature. This contrast reflects the opposition highlighted in previous chapters between the
best interest of the child and the harm threshold. This is precisely why | introduce the best
interest of the child and the harm threshold as mirror concepts of the two main principles of
bioethics, namely the principles of beneficence and autonomy. Generally, it can be argued
that the principle of beneficence aligns with medical practices focused on the well-being of

the child, while the principle of autonomy tends to prioritize the freedom of choice,
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particularly that of the parents in these specific cases. These characteristics also tend to

define, as previously mentioned, the best interest of the child and the harm threshold.

To illustrate how the principle of beneficence can conflict with the principle of autonomy
in decisions regarding paediatric patients, | will introduce a relevant document in the
bioethical debate. The 1995 document titled “Informed consent, parental permission, and
assent in paediatric practice” by the American Academy of Pediatrics (AAP) holds significant
importance in understanding the origin of the conflict between the principles of autonomy
and beneficence in healthcare decisions for newborns. This document delineates a clear
differentiation between the prevailing influence of medical judgments — interpreted as the
implementation of the beneficence principle, where physicians act for the welfare of patients,
mainly without consulting them —and the acknowledgment of the role of parents in paediatric
practice. Parental permission is, therefore, partially equated with the practice of informed
consent that physicians typically seek from adult patients or that patients who are able to
decide for themselves. Still, it is relevant to notice that there is a slight dissimilarity between
the informed consent of parents, who are the proxy decision-makers, and that of other
competent adult patients. For instance, it is acknowledged that surrogate decision-makers
may err and select an incorrect course of action, a circumstance that can be rectified by
medical experts. However, it is recognized that a competent adult patient possesses the
autonomy to decide upon a suboptimal course of action for themselves, without necessitating

the intervention of physicians.

Although this document strongly advocates for the importance of parental involvement in
decision-making for their children, it still lacks clarity regarding the extent of discretion to be
granted to parents. It is assumed that doctors are those who are better equipped to make
choices for patients and therefore act according to the principle of beneficence, justifying in
this way the possibility of not consulting or considering the parents’ opinion irrelevant. In
practice, the parental role may be limited to providing consent or facilitating treatments that
physicians have already determined to be in the child’s best interest (Navin & Wasserman,
2017). Consequently, while concerns about doctors overriding parental decisions were raised,
the medical perspective continues to be associated with the belief that, generally, it aligns

better with the best interest of the child.

62



However, the AAP’s new guidelines published in 2016, titled “Informed Consent in
Decision-Making in Pediatric Practice”, provide clearer support for the parental viewpoint,
which entails an active role in consulting with medical professionals. Physicians have then a
moral obligation to challenge parental preferences only when the child is at significant risk of

serious harm.

It is in this context of the current medical guidelines that | emphasize the perceived
similarity between the harm threshold and the principle of autonomy. Specifically, parents
possess the autonomy to make decisions for their children as long as such decisions do not
result in significant harm. In this regard, there is a reassessment of the emphasis placed on

the principle of beneficence in comparison to the principle of autonomy.

Since the establishment of informed consent within the medical field, particularly following
the court ruling in the Salgo v Leland Stanford Jr University Board of Trustees case in 1957%°,
the significance of the patient or proxy decision-makers’ role in the decision-making process
has become increasingly apparent. The sentence discusses the evolution of the role of patients
or proxy decision-makers in the decision-making process within the medical field. It
specifically mentions the establishment of informed consent, highlighting the increasing
significance of the role of individuals or representatives making decisions on behalf of
patients. The case marked a paradigm shift in the role of physicians, transitioning from being
mere protectors to becoming advocates for their patients. Physicians were now entrusted
with furnishing comprehensive information, enabling patients to make astute, informed
decisions regarding their treatment, as opposed to unilateral decision-making in the patient’s
supposed best interest. This transformation meant greater patient involvement in the
decision-making process, allowing them to articulate personal values, preferences, fears, and

expectations concerning medical procedures. In essence, the Salgo case significantly

1% The 1957 legal case Salgo v. Leland Stanford Jr. University Board of Trustees played a pivotal role in defining
the parameters of informed consent within the realm of modern medicine. In this lawsuit, Martin Salgo alleged
malpractice against Stanford University and Dr. Frank Gerbode, contending that they neglected to disclose
pertinent details and associated risks of an aortogram. This omission resulted in irreversible paralysis of Salgo’s
lower extremities. The verdict in Salgo v. Leland Stanford Jr. University Board of Trustees not only popularized
the term “informed consent” but also contributed to establishing the criteria for its application in contemporary
medical practices. During this period, the concept of informed consent was relatively nascent, with its early
delineation emerging in legal cases during the early 20th century.

Sentence can be accessed at: https://caselaw.findlaw.com/court/ca-court-of-appeal/1759823.html
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contributed to the formalisation of the informed consent practice and the restructuring of the
physician-patient relationship, as well as the importance to attribute to the principle of

autonomy and the principle of beneficence.

Nevertheless, the nature of the relationship between patients or surrogate decision-
makers and physicians remains a subject of debate. Despite the routine practice of informed
consent in medical contexts, contentious issues persist (Hans et al., 2016). One such issue is
the challenge of determining the extent to which physicians can influence patients through
recommendations without overstepping boundaries and engaging in persuasive practices
(Rubinelli, 2013). Simultaneously, it is challenging to ascertain when medical directives may
impede parental autonomy or serve as acts of beneficence towards the child. The medical
documents referenced, specifically the reports from the AAP, illustrate various instances that
depict the emergence of this bioethical dilemma, in which it is present an opposition between
the principle of autonomy (harm threshold) and the principle of beneficence (the best interest

of the child).

2. The principle of beneficence
2.1. Definition of the principle and similarities with the best interest of the child

To begin with, it is crucial to emphasize the challenge in providing a singular definition for
the term “beneficence”. It can encompass various interpretations in everyday language, such
as humanity, generosity, charity and more. Similarly, within the philosophical and medical
domain, “beneficence”?® assumes distinct connotations. In this context, the term

encompasses any actions aimed at enhancing an individual’s well-being. The underlying

20 Exploring ethical theory across history reveals diverse perspectives on beneficence. Major theories, including
David Hume’s moral-sentiment and John Stuart Mill’s utilitarianism, position beneficence uniquely. Hume
underscores benevolence as a fundamental human principle, countering psychological egoism. Mill, in
utilitarianism, elevates beneficence as the supreme principle, guiding actions for maximal positive consequences.
Hume’ virtue ethics highlights benevolence’s role in moral life, challenging egoism. Mill’s utilitarianism prioritizes
beneficence, determining moral rightness based on maximizing benefits and minimizing harm, focusing on
individual welfare as central to ethics. Immanuel Kant rejects utilitarianism but recognizes beneficence’s
importance, emphasizing duty-based motives. He posits a universal duty to be beneficent, distinguishing it from
friendly inclination and recognizing duty’s limits. (See: “The place of beneficence in the history of ethical theory”
available at https://plato.stanford.edu/entries/principle-beneficence/#PlacBeneHistEthiTheo).
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normative principle behind this concept entails acting to promote the patient’s welfare while

also mitigating any potential harm they may face.

First of all, it is crucial to distinguish between beneficence and the term “benevolence”.
While the former holds normative significance in guiding our decision-making, the latter
serves to identify commendable characteristics of an individual’s character (Frankena, 1987).
Although these two concepts are logically connected, they are distinct. An individual can be
regarded as beneficent when his actions and outcomes genuinely contribute to the well-being
and prevention of harm, regardless of whether they possess an inherently benevolent nature.
In contrast, somebody is deemed benevolent when it actively strives to promote goodness
and prevent evil, irrespective of whether it effectively achieves beneficent outcomes.
Moreover, the term “supererogatory” may be used to recognize a particular type of
beneficence involving actions that exceed obligatory requirements or go beyond what is
strictly necessary (Shelp, 1982). This categorization of exceptional behaviour is frequently

linked to heightened moral principles and codes of conduct.

The principle of acting in the best interest of the child can be considered, to some extent,
as supererogatory, as it necessitates physicians to prioritize exclusively the child’s well-being.
Duties expected from individual physicians, as defined by the profession’s standards, go
beyond obligatory requirements, falling into the category of supererogatory actions. These
actions, not mandated but voluntarily undertaken, exceed baseline expectations. In medical
ethics, such supererogatory duties, which may involve exceptional care or efforts beyond
minimum standards, are deemed morally commendable. Recognizing and acknowledging
these duties contribute to the positive ethical standing of the medical profession and are

considered praiseworthy and deserving of respect (Barnbaum, 2008).

In the broader context, prioritizing a child’s best interests is intricately linked with the
principle of beneficence. Both principles are dedicated to ensuring favourable outcomes and
safeguarding the child’s welfare. They underscore actions that contribute to the overall well-
being of the child. Within medical contexts, decisions aimed towards enhancing a child’s
health or quality of life align with the beneficence principle. Essentially, both the best interest
of the child and the principle of beneficence share the common objective of increasing the

child’s well-being as we will see below in this chapter.
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2.2. The background of the principle

The principle of beneficence holds a fundamental position within the framework of
research ethics and federal regulations, not only in the United States but also globally. Its
significance can be traced back to the release of the “Belmont Report” in 1978 (published in
1979) by The National Commission for the Protection of Human Subjects of Biomedical and
Behavioural Research. The “Belmont Report” has served as a cornerstone in establishing the
moral foundation for research ethics in the United States (Sims, 2010). The commission was
established by the U.S. Congress in 1974 with the objective of identifying and disseminating
the fundamental principles of ethical human research. Additionally, it was tasked with

examining the boundaries between biomedical research and accepted medical practices.

The “Belmont Report” is distinguished by three fundamental ethical principles that guide
research involving human subjects: respect for persons, beneficence and justice. Among
these, the principle of beneficence serves as a comprehensive directive, incorporating several
critical norms. These include the imperatives to avoid causing harm, to assess the ratio of
potential benefits to risks carefully and to endeavour to enhance benefits while
simultaneously reducing risks to the minimum possible. Within the research framework, the
enactment of beneficence involves a deliberate effort to prevent harm and to ensure that any
risks taken are justified by the potential benefits that may accrue, as detailed by Beauchamp
and Childress (2001). This principle mandates a careful and considered evaluation of the
ethical dimensions of research activities, prioritizing the well-being and safety of research

participants above all else.

The National Commission insisted that, in order to fulfil the obligations of beneficence,
research subjects should not be asked or allowed to consent to risks that exceed the expected
benefits. Furthermore, they emphasized that risks should not be imposed on certain groups,
such as children, if they are disproportionate to their previous experiences. The moral concern
was that some subjects, especially children, could be overwhelmed and potentially disturbed
or frightened (Carroll & Gutmann, 2011). The application of beneficence in research involving
children presents unique ethical challenges, necessitating a delicate balance between
advancing scientific knowledge and ensuring the welfare of child participants. However, the

commission acknowledged that allowing certain risks is necessary in various research

66



endeavours, including paediatric research, as it enables investigators to differentiate between
harmful and beneficial outcomes. In present times, this issue could be expressed in terms of
the necessity for investigators to assess the safety or effectiveness of a therapy or diagnostic

tool under investigation in a study.

The recognition of beneficence and its significance in safeguarding human subjects is firmly
ingrained at the heart of research ethics across numerous nations. Nevertheless, it is not
always easy to identify a benevolent stance from physicians in the context of medical practice.
Undoubtedly, it was challenging, if not impossible, for Charlie’s parents to perceive the
recommendation of discontinuing life-sustaining treatment as beneficial. They did not
perceive this course of action as being in the best interest of their child. Instead, they fought
to assert their autonomy and defend their own understanding of their child’s well-being, as
evidenced by their pursuit of relocating Charlie to the United States for an experimental trial.
However, the inclusion of children and newborns in ethical discussions, as highlighted in the
Belmont report, gives rise to controversial challenges that need to be addressed carefully,

including the delicate balance between the principles of beneficence and autonomy.

2.3. The role of beneficence in shaping the goals of medicine

The discourse on the goals of medicine has evolved significantly, marked by diverse
perspectives that seek to define the fundamental purpose of medical practice. This section
explores the contrasting views of two prominent figures in bioethics, Callahan and Pellegrino,
whose insights offer valuable frameworks for understanding the multifaceted objectives of
medicine. By examining their differing yet complementary perspectives, this contribution aims
to provide an analysis and a balanced approach to medical practice, integrating both individual

patient care and broader societal health considerations.

Beneficence has had a significant impact on a key conceptual matter concerning the nature
and objectives of medicine as a social practice. If the ultimate aim of clinical medicine is
healing, which aligns with the goal of beneficence, then it can be argued that medicine is
inherently a beneficent endeavour. As such, beneficence serves as the foundation for and
shapes the professional duties and virtues of physicians. Some authors, like Pellegrino, present
beneficence as the sole underlying principle of professional medical ethics (Pellegrino, 1988).

According to this perspective, medical beneficence is exclusively oriented towards the pursuit
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of healing and does not encompass any other forms of benefit. Pellegrino’s view encompasses
the integral human good, which includes physical, emotional, spiritual and social dimensions
of health. Pellegrino places great importance on the patient-physician relationship,

considering it a moral enterprise grounded in trust, compassion and mutual respect.

This thesis is a subject of controversy. Even though the concept of healing can be
interpreted broadly, many bioethics experts believe that medicine should not be constrained
to it. If beneficence, the principle of doing good, is seen as a general moral guideline, and
physicians are capable of providing various benefits, their role should not be limited to just

healing. Instead, the range of benefits they can offer is likely much broader.

Callahan advocates for a broadening of the goals of medicine beyond the traditional
confines of curing diseases and saving lives. Callahan’s perspective emphasizes the
importance of incorporating social and ethical dimensions into medical practice (Callahan,
1998). Callahan posits that medicine should prioritize interventions that enhance the quality
of life rather than merely extending it. He argues that medical efforts should focus on
improving patients’ well-being and functional capabilities, particularly in scenarios where life-
prolonging treatments may result in significant suffering or a diminished quality of life.
Callahan highlights the need for a stronger emphasis on health promotion and disease
prevention within the medical field. Addressing social determinants of health such as poverty,
education, and environmental factors is crucial for reducing health disparities and improving

overall public health.

The ethical allocation of medical resources is another central concern for Callahan. He
argues that healthcare resources should be distributed in a manner that maximizes societal
benefit, balancing individual patient needs with the collective good. This approach
necessitates a careful consideration of cost-effectiveness and the potential benefits of various
treatments (Callahan, 1996). This can be an essential aspect that should not be overlooked. In
fact, the controversy between parents and medical staff in the Gard case also involved
discussions on the perceived futility or necessity of utilizing resources for intensive therapies

(Wilkinson & Savulescu, 2011).
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2.4. Social beneficence and social justice

So far, I have addressed beneficence in the context of the decision-making process between
patients and physicians, focusing on its narrower interpretation within the medical practice.
However, beneficence can also encompass a wider meaning, relating to the choice of adopting
one social practice over another. Indeed, several contentious matters in biomedical ethics
revolve around the potential shifts in public policy that could occur if obligations of social
beneficence were accorded greater significance in policy formulation compared to their

traditionally assigned importance.

Moreover, one can make the argument that many of the most crucial matters in the field
of health ethics and healthcare today can be broadly categorized as issues of social justice
(Ruger, 2004; Beauchamp 1976). Nevertheless, social justice is often closely associated with
social beneficence. For instance, one of the most significant ethical dilemmas in global ethics
revolves around determining how to establish global and national systems that impact health
in @ manner that minimizes costs, ensures the provision of benefits, and facilitates equitable

distribution, based on a threshold condition of fair levels of health and access to healthcare.

John Rawls’s book “A Theory of Justice” (1971) has had a significant impact on the
advancement of biomedical ethics, particularly in addressing these issues. Rawls contends
that the structure of a political state is a collective endeavour aimed at promoting the well-
being of all members of society. His foundational principles are rooted in beneficence and
egalitarianism, with the goal of improving the conditions of those who are naturally
disadvantaged and creating a more equitable society. Rawls acknowledges the societal
responsibility to eliminate or minimize barriers that hinder fair opportunities and to rectify or
compensate for various disadvantages. This recognition has profound implications for
discussions on both beneficence and justice in healthcare, emphasizing the importance of

providing equal access to healthcare resources and addressing disparities in health outcomes.

69



Rawls’s work offers valuable insights for understanding the relationship between these

principles and the pursuit of a just and equitable healthcare system.?!

The Gard case presents several elements that can be discussed from the perspectives of
social beneficence and social justice. There is a controversial debate surrounding whether it is
ethically justifiable to allocate a significant amount of funds for an experimental treatment
with a very low probability of success. This dilemma persists even when the funds are privately
collected by the parents. Examining the case through the lens of social beneficence raises
guestions about the responsible and equitable use of resources within the healthcare system.
It involves considering whether allocating a substantial amount of money towards a treatment
with limited chances of success aligns with the broader goal of promoting the well-being and

best interests of the larger society.

Furthermore, this case also touches upon the notion of social justice. It raises concerns
about fairness and equity in resource allocation, particularly in situations where limited
resources could be directed towards interventions that have a higher likelihood of success and
could benefit a larger number of individuals. The ethical considerations go beyond the origin
of the funds and delve into the broader societal implications of using resources effectively and

promoting equal access to healthcare for all.

We can consider Barrett’s perspective (2022), which argues that a key assumption in much
of contemporary political philosophy is that justice is the primary virtue of social institutions,
taking precedence over other values like beneficence. This assumption is typically adopted as

a methodological starting point rather than being derived from a specific moral or political

21 This section aims to open a broader discussion on the concept of justice, primarily derived from political
philosophy, in relation to the concept of beneficence, with a focus on its possible implications in medicine. | will
leave aside a detailed introduction to the concept of justice. Rawls never directly addressed health-related issues,
but his ideas have significantly shaped the work of various scholars in health ethics and biomedical ethics, such
as Norman Daniels (Daniels, 1998; 2006), Martha Nussbaum (Nussbaum and Sen, 1993), and Madison Powers
and Ruth Faden (Powers and Faden, 2006; 2019).

Daniels emphasizes that fairness in meeting health needs requires balancing justice with limited resources.
Powers and Faden focus on the well-being of the most disadvantaged as a starting point for justice, identifying
global poverty and unjust social structures as key issues. Their theory highlights six core dimensions of well-
being—health, security, reasoning, respect, attachment, and self-determination—as essential justice concerns.
Capability theory, promoted by Sen and Nussbaum, also joins justice and beneficence, focusing on enabling
individuals to achieve essential levels of functioning for a flourishing life.

One of the main reasons of this choice is that the Gard case was not primarily discussed as an instance of potential
social injustice toward other newborn patients who might require the same therapy but with potentially better
outcomes. Therefore, my aim is only to briefly discuss the connection between beneficence and justice.
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theory. However, Barrett challenges this hierarchy, suggesting that giving absolute priority to
justice may overlook other important values, such as beneficence, which are crucial in
addressing practical moral issues. This perspective supports the core aim of this section by

integrating social beneficence with social justice.

Moreover, we can consider Kelleher’s work (2014), which advocates for a justice-based

principle of “specific” beneficence that ought to be incorporated into a society’s health policy.

The justice-based principle of “specific” beneficence proposed by Kelleher is an attempt to
bridge the gap between justice and beneficence, particularly in the context of public health
and social policy. Kelleher critiques the traditional separation of justice (which typically
emphasizes fairness, rights, and equality) from beneficence (which focuses on promoting well-
being and preventing harm). He argues that beneficence can and should be incorporated into

justice-based frameworks, especially in health policy.

Kelleher's “specific” beneficence focuses on particular, concrete duties to promote well-
being in contexts where institutions or policies have a direct impact on people’s lives—such
as healthcare systems. He believes that society has a moral responsibility to design health
policies that go beyond basic fairness and actively work to promote the well-being of its most
vulnerable members. In this way, Kelleher integrates beneficence into justice rather than
treating them as separate values. This approach helps address real-world health inequalities
by framing the obligation to improve well-being as a requirement of justice, not merely a

matter of charity or optional kindness.

The Gard case could be further explored through this approach, although it would require

a more in-depth investigation, which is only partially outlined here.

2.5. Beneficence and the problem of paternalism

The issue of beneficence and the evaluation of actions as acts of beneficence, even when
exceeding the limits of individual freedom, has been extensively discussed. In particular, acts
recognized under the concept of paternalism have posed a complex question in the field of
bioethics. To initiate this discussion, we can trace its historical roots back to John Stuart Mill’s

work, “On Liberty” (1859/2015).
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In this influential text, Mill examines the nature and boundaries of justified social control
over individuals. According to Mill, a person’s liberty, or personal autonomy, is determined by
the extent to which they are free from external influences that manipulate their preferences,
thoughts, and actions. Various principles that aim to limit individual liberties have been
proposed under the guise of moral principles. Mill argued that only one principle truly
warrants the curtailment of liberty. He referred to this principle as the harm principle, which
permits the justified restriction of an individual’s liberty when it prevents harm to others

caused by that individual.

Nevertheless, Mill argues that the principle of paternalism, which sanctions actions
intended to benefit another individual even against their preferences, is not morally
acceptable as a liberty-limiting principle. Mill opposes paternalism, arguing that the principle
allowing actions for the benefit of an individual against their preferences is morally
unacceptable as a basis for limiting liberty (Mill, 1859/2015, pp. 70-71). According to Mill, even
with good intentions, restricting personal freedom for perceived welfare undermines
individual autonomy and impedes self-development. Paternalistic policies are considered
inherently incorrect by Mill, as they go against the core tenets of individual liberty and the
right to make one’s own choices, even if those choices involve risks or unconventional

decisions (Arneson, 1980).

While Mill asserts that individuals should be free to make their own choices, with the state
only intervening to prevent harm to others, Dworkin acknowledges this but argues for
exceptions where paternalism, or state intervention in personal choices for an individual’s
own good, is justified to prevent self-harm. While Mill champions absolute individual liberty,
Dworkin (1972) introduces conditions under which limited paternalism could protect
individuals from harmful decisions made without full information or capacity. Dworkin’s
nuanced approach does not reject Mill’s principle but suggests flexibility in cases of potential
irreversible harm. The debate highlights a key philosophical tension between individual
freedom and the role of the state in protecting individuals from their potentially detrimental
choices. This discussion reveals the challenge of balancing personal autonomy with public

welfare, suggesting that careful consideration is needed to justify paternalistic interventions.

The concept of paternalism is understood as limiting an individual’s freedom, with such

limitations being justified for reasons that directly relate to the individual's welfare, happiness,
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needs, interests, or values. This idea originates from the concept of paternal administration,
likening the government’s role to that of a nurturing father who guides his children with care
and benevolence. This analogy highlights two main characteristics of the paternal role: acting
in the best interest of the children (beneficence) and making decisions on their behalf rather
than allowing them the autonomy to make their own choices. Paternalism involves then
intentionally overriding someone’s preferences or choices, with the justification being to
benefit or prevent harm to the individual whose choices are being overridden. Thus,
paternalistic actions prioritize beneficence over the moral duty to respect individual
autonomy. In the medical context, for instance, the clinical scenario may change daily or even
hourly, even for the same individual. With these changes, the ethical justification for any

paternalistic behaviour may also evolve (Thomasma, 1984).

It can be argued that in the Gard case, the physicians acted in a paternalistic manner by
prioritizing the well-being of the newborn while restricting parental autonomy in the decision-
making process. As Pellegrino and Thomasma say (1987) physicians’ behaviour can be defined
as weak paternalism in children cases, where competence is difficult to judge, or genuinely in
doubt. Paternalistic interventions become necessary in situations where there is insufficient
knowledge about a disease’s prognosis, when treatments do not offer a definitive advantage,
or when the benefits of available therapies are uncertain or minimal. Under such
circumstances, physicians might find themselves compelled to suggest, or even strongly
advocate for, a treatment plan based on their intuitive interpretation of the available
information. It is crucial for physicians to communicate these uncertainties to the patient,
thereby maintaining the patient’s autonomy. This approach is not paternalistic but remains

beneficent (Pellegrino & Thomasma, 1987, p. 27).

The paternalistic approach inherently gives rise to a conflict between the principle of
beneficence and the principle of autonomy. The conventional notion of the physician as a
guardian acting in a paternalistic manner, holding the exclusive right to decide and pursue
what is thought to be in the patient’s best interest, sometimes even excluding the patient’s
input, is put in doubt. This traditional understanding of “beneficence” continues to be a
significant influence on the attitudes and practices within the medical community. Yet, this

viewpoint is increasingly being questioned by advocates for patient autonomy, who criticize
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this approach, suggesting that it conflates the concept of beneficence with a paternalistic

model of medical care.

3. The principle of autonomy
3.1. The definition of the principle

The concept of autonomy applies to all individuals and refers to their capacity to act freely
and exercise self-regulation. However, the concept of limited autonomy can be applied when
an individual’s actions are partially regulated by others or when they are unable to act freely
due to external constraints (Beauchamp & Childress, 2001). Therefore, it is possible for certain
conditions, such as mental incapacity, to diminish autonomy. In general, the principle of
autonomy requires two conditions: freedom (the absence of controlling influences) and the
ability to act as an agent (the capacity to act intentionally). However, there is an ongoing
debate about these conditions, their interpretation, and whether they fully satisfy the

definition of autonomy (Stammers, 2015).

First and foremost, it is not straightforward to define an autonomous person as an
autonomous patient. Various temporary limitations can hinder their ability to act freely. These
limitations include an inability to fully comprehend medical information, coercion, or other
conditions that restrict freedom of choice. On the other hand, there are supporters of the
theory of autonomy who view it as the ability to control our own desires and preferences.
According to this perspective, an autonomous individual should possess the capability to make

rational decisions regarding their desires, assigning varying degrees of importance to them.

However, the application of this theory of autonomy is quite complex. It imposes significant
demands as it requires an autonomous agent to be ideally free. According to this theory, an
autonomous individual must exhibit coherence, authenticity, self-mastery, independence,
self-control, resilience to influences, and be the original source of their own values, opinions,
and personal life plans (Benn, 1976; Raz, 1986). It is conceivable that Charlie’s parents would
not meet the criteria of being autonomous based on this understanding of the concept. Their
every action was driven by desires that are difficult to categorize as either primary or
secondary. Additionally, they might be considered non-autonomous since they were unable

to exercise completely their rationality in the decision-making process (Pugh, 2020). There is,
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however, a lack of consensus on the proper application of autonomy: the degree of rationality
it necessitates, whether it solely entails the negative right to be free from interference, or if it

also includes positive duties of moral reflection and self-governance.

| propose a clearer understanding of autonomy in the Gard case and other similar to this,
which emphasizes the ability of individuals to express their preferences, regardless of whether
these preferences are entirely rational or free from constraints. It isimportant to avoid passing
judgment on the correctness of these choices. In the Gard case, Charlie’s parents invoked the
harm threshold, fully acknowledging their autonomy in the decision-making process. This is
similar to a patient who intentionally and freely consents to a particular treatment,
highlighting the importance of respecting individual autonomy even when decisions are
emotionally charged or outcomes are uncertain. Additionally, patients now have greater
access to information about their conditions, allowing them to develop personal perspectives

without relying solely on physicians’ opinions (Kilbride & Joffe, 2018).

3.2. The role of autonomy in surrogate decision making on behalf of the incompetent

patient

In situations where the patient is unable to articulate their own preferences, prospective
autonomy is often upheld not through instructive advance directives, but rather through
substitute decision makers commonly referred to as “surrogates” (Pope, 2012). These
surrogate decision-makers can be identified as proxies, agents, or attorneys-in-fact. In
situations where conflicts arise among potential surrogates or when no previously designated
surrogate is reasonably available, it may be necessary to seek court intervention to appoint a
surrogate. If there is no court-appointed guardian, no formally appointed agent by the patient,
and no informally designated surrogate by the patient, then the healthcare provider may
choose the surrogate. A prioritized list of individuals exists, and it is the responsibility of the
physician to designate them. Typically, at the top of this hierarchy are the patient’s spouse,
adult child, parent and adult sibling. The hierarchy prioritizes relatives who are generally more
likely to be familiar with the patient’s convictions and beliefs and are more likely to be

genuinely concerned for the patient’s well-being.

While surrogate decision-making is an important and valuable tool for safeguarding patient

autonomy, surrogates often face several challenges. There are five primary types of problems
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that arise. Firstly, surrogates frequently lack knowledge of the patient’s preferences. Secondly,
surrogates themselves may have impaired decision-making capacity. Thirdly, surrogates often
struggle to adhere to the patient’s expressed preferences. Fourthly, surrogates may be
unaware of the patient’s best interests. Lastly, surrogates often find themselves in

disagreement with one another (Pope, 2012).

There are practical methods available to alleviate issues related to surrogates. One of the
most evident approaches is to enhance communication between clinicians and surrogates
(Vig, 2007). Despite an increasing theoretical and practical challenges to the proxy decision-
maker practice, the endorsements of this practice have been made. However, any proxy
decision-making can only be seen as “at best, an optimistic estimation” (Emanuel & Emanuel,
1992). While there is ample opportunity for improvement, surrogate decision-making

continues to be the most effective means of protecting prospective autonomy.

In the Gard case, parents assume the role of proxy decision-makers, which can be
challenging to fulfil satisfactorily. Incompetent patients often impose emotional and financial
burdens, and proxies, particularly when they are family members, are vulnerable to potential
conflicts of interest. Indeed, the decisions made by the proxy may be influenced by their
personal interests rather than the patient’s preferences (Emanuel & Emanuel, 1992). This
demonstrates how challenging it can be to directly compare the autonomy of parents, who

invoked the harm threshold, with the traditional notion of autonomy of a competent patient.

3.3. The relation between autonomy and authority

There are two main perspectives on the relationship between autonomy and authoritarian
power within the state or other public services. Some argue in favour of coexistence, while
the most radical supporters insist that true and complete autonomy cannot be controlled by
any institutions. If autonomy were defined as self-sufficiency, it would present a significant
problem. While the idea of being entirely self-sufficient in determining moral value might
seem appealing in theory, it would be almost impossible to apply practically when making
decisions about actions. For instance, we rely on the expertise of physicians in medicine,
scientists in physics, and traffic laws when driving. Instead of undermining autonomy, these

appeals to authority actually expand our autonomy (May, 1994). However, this is an ongoing

76



debate that certainly cannot be resolved, but it requires further investigation (Raz, 1985;

McMahon, 1987).

It is of great importance to draw attention to this topic because the Gard case illustrates
how the power of physicians or the state (legal authority) can be significantly stronger
compared to the autonomy of individuals (in this case, the parents). However, it is still
controversial to discuss medical opinions as coercive, if they are guided by the principle of
beneficence and if we agree that the best interest of the child lies in the withdrawal of life-
sustaining treatment. This highlights a complex equilibrium between medical authority and
individual autonomy, raising crucial ethical questions regarding the balance of power and the

protection of individual rights within the healthcare system.

According to Beauchamp and Childress (2001), there exists a tangible possibility of
compatibility between autonomy and authority. Individuals can exercise their autonomy by
choosing to align themselves with an institution, a religion, or other organizations. The
personal morality of each individual is closely intertwined with the society in which they live.
They contend that this compatibility is also a characteristic of the medical environment and
the political context. Nevertheless, in the medical context, there are numerous cases that
present challenges to the effective autonomy of patients due to their dependency on the
doctor. According to the two philosophers, the conflict in such cases often arises because the

authority has not been appropriately delegated or accepted.

For example, McCullough and Cross (1985) argue that some cases commonly considered as
paradigmatic examples highlighting the importance of respect for autonomy in medical
practice can result in a confusion between freedom from interference and respect for
autonomy. This confusion primarily arises due to a subtle but inadequately recognized shift in
focus, moving away from the true understanding of respect for autonomy and going towards
political themes of freedom from interference from power and authority. This conflation of
freedom with interference and respect for autonomy originates from the failure to
acknowledge that the principle of freedom from interference in political philosophy is
inaccurately applied in medical ethics when used to criticize medical paternalism (Goldman,

1980).
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Hence, the two primary questions regarding the Gard case, in order to comprehend the
nature of the conflict, relate to the delegation of authority (whether it was properly
distributed or not) and the parental decision (whether it was sufficiently free from
interference). Nevertheless, providing answers to these questions is particularly challenging,
considering the difficulty of determining whether the Gard case was solely a medical-ethical
matter or potentially a political case as well. Parents faced challenges with the English
authorities when attempting to relocate the child to another country where they could
continue the therapy, and possibly access experimental treatments. Consequently, defining
the principle of autonomy in this case solely as freedom from interference and not as the
freedom to fully exercise one’s own autonomy becomes a complex task. It is conceivable to
anticipate that the struggle pursued by the parents aimed at achieving the complete exercise
of autonomy. By invoking the harm threshold principle, they sought to advocate for the
unrestricted exercise of their authority in making decisions for their own child. Perhaps what
they invoked was more of a political freedom rather than a precise medical-context freedom,

where the dependency on physicians is quite obliged.

3.4. The respect of autonomy, “to what extent”?

To comprehend the concept of autonomy, it is crucial to elucidate the significance of the
action that entails respecting autonomy. Beauchamp and Childress (2001) argue that being
autonomous does not equate to being respected by others as individuals who act freely. In
general, the respect for an autonomous individual is not only based on the absence of coercion
in the decision-making process, but also on the presence of incentives that promote the

enhancement of the individual’s capacity to exercise their autonomy.

However, many criticisms of autonomy stem from the recognition that freedom to act is
not the only factor to be considered. While promoting patient autonomy remains a crucial
aspect, there may be instances where other principles take precedence and hold greater
importance. For example, an integral aspect of the decision-making process is the opportunity
to warn an autonomous patient about the potentially risky decision they are about to make.
According to Callahan (1984), we are permitted to persuade others that their autonomous
moral choices may be erroneous, flawed, or less valuable than they could be. Consequently,

the moral autonomy of others does not preclude non-coercive endeavours to encourage them
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to think or act differently. He observed that if we do not conceive autonomy in this manner,
we might begin to perceive autonomy as selfishness, utilizing freedom to prioritize our own

interests over those of others.

The principle of autonomy is intricately linked to the concept of community. Without such
a connection, the principle of autonomy would leave every patient isolated and disconnected.
As suggested by Veatch (1984), the principle of autonomy could be perceived as a minor
element in a comprehensive theory of medical ethics, dealing with those exceptional cases
where one might imagine a scenario in which the community is limited to an isolated patient
exercising their will without any obligations towards others. Autonomous individuals have the
capacity to legislate for themselves, but this implies legislating solely in their own self-interest.
He suggests that in this the case, the triumph of autonomy is genuinely short-lived. The
challenge in medical ethics lies in determining which version of community should prevail

when our ethical considerations extend to the social realm.

Hence, there is doubt regarding whether the parental decision to move Charlie in America
for an experimental treatment was primarily in the best interest of the child or driven by their
own interests, or to what extent it also considered the interests of society as a whole, including
other patients facing similar serious conditions like Charlie. Considering the judge’s ruling in
favour of the medical position, it is possible to argue that the parents may have exercised their
autonomy in a self-centred manner. This interpretation aligns with the notion of autonomy
being equated with the harm threshold principle. Indeed, the parents’ suggestion to re-
evaluate the case under the harm threshold was aimed at obtaining greater authority in
decision-making, potentially surpassing the boundaries within which the interests of the

community are also taken into consideration.

3.5. The capacity for autonomous choice

According to Beauchamp and Childress (2001), the idea of autonomy is closely linked to the
concept of capacity. They propose that although these two concepts have distinct meanings
(autonomy refers to self-rule, while capacity refers to the ability to perform a task), they share
many similarities. An autonomous individual possesses the ability to make decisions.
Conversely, the determination of whether or not someone has the capacity to give consent

for a procedure is evaluated based on their autonomy.
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However, evaluating a patient’s capacity (Lo, 1990) is not a straightforward task, and it can
give rise to disputes. One such example is the uncertainty surrounding whether Charlie’s
parents meet all the requirements to be considered fully capable of making decisions for their
child on their own. Capacity disputes revolve around determining whether patients or
individuals possess the psychological or legal ability to make decisions adequately. In the case
study | mentioned, if a person (such as the parents) appears to be irrational or unreasonable,
they may not pass the criteria to be deemed capable. Within the healthcare context, the
purpose of assessing capacity is to classify individuals into two groups: those whose
autonomous choices should be respected, and those who require someone else to validate

their decisions and potentially select a proxy decision-maker, if necessary.

The question of determining the criteria for judging someone as capable is crucial.
Generally, within the medical-ethical context, a person is considered capable of taking a
decision, if they can comprehend the medical information presented to them, engage in
profound contemplation regarding the associated risks and benefits, and ultimately arrive at
a decision after careful deliberation. If any of these qualities is lacking, it raises doubts about
the autonomy and capacity of an individual to make decisions. Moreover, there are various
criteria used to determine an individual’s incapacity, including: inability to express or
communicate a preference or choice, inability to understand one’s condition and its
consequences, inability to comprehend relevant information about the situation, inability to
provide a reason, inability to provide a rational reason, inability to provide reasons based on
the risk/benefit relationship, inability to reach a reasonable decision (Beauchamp & Childress,

2001).

| will argue that the parental position (but also the medical approach) can be encompassed
within the last criterion, namely the inability to reach a reasonable decision. My intention is
to emphasize the intensity of the conflict, which hindered a collaborative decision-making
process between the parties involved. The case of Charlie Gard exemplifies the complexities
that can arise when a child’s medical treatment is the subject of dispute. In such emotionally
charged situations, it becomes challenging for parents to articulate the underlying reasons for
their perspective in a fully understandable manner. At the same time, physicians did not make

a full effort to fully comprehend the parental position. While they were focused on providing
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the best medical care for Charlie, they did not adequately consider the emotional and

psychological factors influencing the parents’ decision-making process.

4. The principle of non-maleficence: a common ground between beneficence and

autonomy

It can be argued that the principle of non-maleficence (Beauchamp & Childress, 2001) is a
direct expression of the harm threshold. However, | argue that the principle of non-
maleficence is equally a key aspect of both the principle of best interest, as an expression of
the principle of beneficence, and the harm threshold, as an expression of the principle of

autonomy, while the distinction between the two principles lies in other aspects.

Gillon (1985) emphasizes that the principle of non-maleficence should not necessarily take
precedence over beneficence. Instead, he suggests that non-maleficence has a universal
scope, applying to all individuals, while beneficence has a narrower focus, directed toward

specific people.

| suggest that the harm threshold proposed by Diekema (2004) can be interpreted as a
specific form of the principle of non-maleficence, emphasizing that the harm inflicted on the
child must be serious enough to warrant state intervention. This implies that the harm
threshold aligns more closely with the principle of autonomy. What matters is assessing the
scope of parental freedom to act, which Diekema, | propose, seeks to broaden within the
healthcare context, aligning it with the autonomy parents typically exercise in decisions

affecting other aspects of a child’s development.

Therefore, the requirement of non-maleficence, in this formulation, serves as a common
foundation for both principles. Both parents and physicians are required to act in accordance

with the principle of non-maleficence.
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4.1. Non-maleficence as an integral aspect of beneficence in serving the patient’s best

interest

Gillon (1985, p. 130) contends that the assertion that prioritizing the avoidance of harm in
medical ethics is neither supported by the Hippocratic tradition nor justified. Furthermore, he

argues that even if it were grounded in that tradition, the claim would remain indefensible.

Indeed, it is inevitable for a physician, when deciding which medical procedure to adopt, to
select the one that is most likely to impose the least risk on the patient. Often, physicians,
applying the principle of beneficence to promote the patient’s well-being, must consider the
potential side effects of the proposed medical procedure. In medical practice, beneficence
and non-maleficence are typically evaluated and balanced together. However, if the directive
“first and foremost do no harm” were strictly applied as the guiding principle of medicine,
such a balance would likely no longer be possible. Physicians would then be compelled to
refrain from intervening whenever there was any potential risk of causing harm to their
patients—a situation that would potentially arise in nearly every case. This approach would
lead to therapeutic nihilism or excessive caution, regardless of the potential advantages that

might be achieved by accepting greater risks (Gillon, 1985, p. 131).

This approach it is philosophically grounded in Frankena’s work (1987). He argues that the
principle of beneficence can divided in four general duties. He argues that while refraining
from harming others and actively doing good for them are distinct actions, benevolence is
best understood as encompassing both.?? Frankena proposes that beneficence naturally
includes both the willingness to benefit others and the willingness to avoid causing harm.
Accordingly, he described benevolence as a multifaceted disposition: (a) to avoid inflicting
harm or evil on others, (b) to actively benefit or do good for them, (c) to prevent harm or evil

from occurring, and (d) to address or remedy harm when it does occur (Frankena, 1987, p. 5).

Therefore, what emerges from this interpretation is that always giving precedence to the
principle of non-maleficence over the principle of beneficence may be impossible to

implement in practice, even though it might be defended as a general view.

22 However, philosophers oppose Frankena’s view. Ross argues that non-maleficence is a distinct duty from
beneficence (Ross, 1930), while Warnock maintains that non-maleficence and beneficence are two distinct
virtues (Warnock, 1971).
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The ethical principle of beneficence, in its broadest sense, mandates that one should act in
a way that is likely to result in the greatest overall benefit to others, outweighing any potential
harm. To apply this principle in clinical practice, it is essential to have a reliable understanding
of the clinical benefits and harms relevant to patient care, and to assess how these should be
reasonably weighed against one another when it is not possible to achieve all desired
outcomes in a specific situation. In the medical field, the principle of beneficence obliges
physicians to make decisions that are expected to bring about the greatest clinical benefits

while minimizing potential harms to the patient (Chervenak & McCullough, 2013).

However, while the decision to withdraw life-sustaining treatment may be understandable
from a medical perspective, it cannot be deemed incomprehensible for parents to oppose
such a decision. Beneficence-based clinical judgment emphasizes interpreting the health-
related interests of the patient from the perspective of accumulated scientific research,
clinical experience, and evidence-based reasoning. It is not simply a reflection of an individual
physician’s clinical intuition or impression. Instead, this judgment relies on the best available
evidence to identify achievable benefits in medical practice. These benefits include preventing
and managing disease, injury, disability, unnecessary pain and suffering, and premature death

(Chervenak & McCullough, 2013).

4.2. The harm threshold and the non-maleficence view as an expression of protecting

children's rights

It is really central in this debate Taylor’s interpretation (2024) of the principle of harm
threshold, proposed by Diekema (2004). She highlights as Mill asserts that society is warranted
in using coercion when harm results from a breach of rules that outline specific obligations—
essentially, when an individual fails to fulfil a duty owed to another person. This interpretation
can be seen as the correct expression of the harm threshold under the non-maleficence view,

namely the perspective that obliges us not to cause harm.

She proposes that a paediatric intervention principle based on Mill should not be
interpreted by the extent of harm caused by a parent’s decision but rather by the nature of
the harm—specifically, harm stemming from a breach of parental responsibility (Taylor, 2024).
This perspective questions the interpretation of Mill used by Diekema and other advocates of

the harm threshold, undermining a key argument for a safeguarded sphere of parental
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autonomy while emphasizing instead a shared commitment to safeguarding children (Taylor,

2020).

Even though it is not easy to connect Mill’s harm threshold to the moral responsibilities of
parents toward their children, as Mill's theory is designed to protect the freedom of
autonomous individuals, Taylor, in a more nuanced manner compared to Diekema,
emphasizes this possibility. She observed that Mill likely had in mind the possibility of the state
exercising some degree of control over the child-parent relationship. She argues that Mill
leans toward the view that children are not mere extensions of their parents, nor can parents
exert authority over them as they would over their own selves or personal property. Children
are entitled to the same moral respect and consideration as any other individual affected by

one’s actions.

She emphasized that state intervention is justified in cases where certain personal rights
are infringed. Consequently, the state may interfere with parental autonomy when children’s
rights are violated. Indeed, Mill’s conception of rights is as follows: “When we call anything a
person’s right, we mean that he has a valid claim on society to protect him in the possession
of it, either by the force of law, or by that of education and opinion [...]. If we desire to prove
that anything does not belong to him by right, we think this is done as soon as it is admitted
that society ought not to take measures for securing it to him, but should leave it to chance,

or to his own exertions” (Mill, 1963, p. 250).

According to Taylor, it is broadly recognized that children possess at least some rights
against their parents. These rights stem from duties, and as such, they arise from the
obligations that parents have. When it comes to these duties and the actions required to fulfil
them, many parental responsibilities are rather general (such as nurturing or loving one’s
child) and do not appear to demand any specific action, meaning they do not generate claims
to rights. However, the more general duty to safeguard children’s health creates moral
requirements for parents to take specific and tangible actions in response to their children’s

particular health issues.

Hence, Taylor proposes that Mill encourages us to assess wrongness not based on the

severity of an act, but rather by considering whether it deprives a person of something to
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which they are entitled or some good they have a reasonable right to—that is, something to

which they have a valid claim.

However, she noted that this broad interpretation of the state’s authority may raise
concerns for some, especially considering that parents have numerous responsibilities toward
their children and it would be highly inefficient for the state to oversee the fulfiiment of each
one. But she wants to clarify how the state is not required to enforce every parental duty, but

rather that a breach of duty provides the justification for state involvement.

Therefore, it may seem that the formulations of Diekema and Taylor emphasize two
different rights at stake: the right of parents to exercise their parental autonomy and the rights
of children to have their rights recognized, despite potential conflicts with parental wishes. In
this sense, it is evident that the principle of non-maleficence is a part of, but not the sole

expression of, the harm threshold principle applied in medical decisions for child patients.

5. Definitions of harm and interest shape the comparison with the principle of

beneficence and the principle of autonomy

It can be argued that a more practical way to justify the connection between the best
interests of the child and the principle of beneficence, as well as the harm threshold and the
principle of autonomy, is based on the approach | use to define both the concepts of harm
and interests. | will argue that beneficence is a behaviour aimed at increasing the well-being
of individuals. Therefore, beneficence involves doing everything possible to improve another
person’s condition. If we accept that the best interest of the child is the fullest expression of
the child’s well-being, it will be easier to understand how the best interest of the child, which
best qualifies the behaviour of paediatricians at GOSH, can be interpreted as a form of
beneficence. To justify this position, | need to clarify how we can interpret the newborn’s

interests, particularly in reference to the medical condition of Charlie Gard.

On the other hand, | will attempt to clarify the concept of harm, which, derived from Mill’s
harm principle developed to defend respect for autonomy in society, differs from the concept

of interest that focuses more on aspects aligned with the medical-ethical sphere referring to
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the idea of well-being of the child. This distinction, | suggest, must be considered, keeping in

mind the different subjects (parents and medical staff) who rely on these concepts.

Physicians focus on defending specific aspects of well-being, while, on the other hand, |
argue that in these circumstances, the concept of harm invoked by parents is not centred on
the child’s well-being (even considering that they intend to act in the child’s best interest).
Indeed, although the decision to prolong treatment cannot be considered harmful to the child
(since the medical condition may neither improve nor worsen), and the child cannot
consciously experience this condition, we can still view the prolongation of treatment as a

harmful practice.

5.1. The best interest principle to promote the well-being of the child

The Gard case and similar situations are challenging to manage because they confront us
with the complexities of accepting them as paradigmatic cases, which seem to give rise to a
new and different standard for handling such issues. The Gard case does not merely represent
a debate between parents and medical staff but also raises the question of whether such cases
should be treated as situations where we must objectively decide on a specific course of

action—namely, the withdrawal of life-sustaining treatment.

Therefore, | believe it is important to explore the possibility of thinking about the concept
of well-being. Indeed, | argue that the best interest of the child is an expression of the principle
of beneficence, as physicians act to promote Charlie’s well-being. Beneficence is a principle of
medical ethics that describes the obligation to act for the patient’s good, promoting the
patient’s wellbeing. In other words, clinicians have the obligation of promoting their patient’s
interests or to work toward the best interests of their patients (Lo, 1990). Therefore, interests
pertain to elements essential for a patient’s well-being, identifiable aspects that contribute to

their overall well-being (Bester, 2020).

To defend this thesis, we must first define the concept of well-being (see Crisp, 2021),
which was partially introduced in Chapter 2 § 4.1 during the discussion of Singer’s principle of
equal consideration of interests. While this principle was accepted, it was also highlighted that
applying this criterion to define a newborn’s interests can be challenging, especially when the
newborn’s medical condition is so severe that they cannot perceive any pain. Nevertheless, |
will demonstrate how it is still possible to justify the withdrawal of life-sustaining treatment
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by adopting an objective criterion more closely related to the concept of a life worth living

versus a life not worth living.

5.2. The concept of well-being

In philosophy, well-being is most often used to refer to what is intrinsically or ultimately
beneficial for a person. Currently, value theories grounded the conception of well-being are
typically categorized into three main types: mental statism, desire-based accounts, and

objective list accounts (DeGrazia, 1995).

Mental statism and desire-based theories can be seen as subjective approaches to
prudential value, where what contributes to an individual’s good depends on their specific

desires or the nature of their mental states.

On the other hand, objective list theories associate prudential value with particular types
of states of affairs, independent of whether a person desires them or finds them satisfying or

enjoyable.

When assessing the best interests of a severely impaired infant, a reasonable interpretation
of mental statism would emphasize the infant’s experiential well-being—whether their
experiences are predominantly negative or positive—while considering the potential for
future experiences. Mental statism would focus on evaluating whether continued survival
would lead to a life with more moments of satisfaction, enjoyment, and similar experiences,

compared to one dominated by suffering and distress.

The desire account faces significant challenges when applied to decisions about neonatal
treatment. Given the limited cognitive abilities of infants, the idea that their desires could be
informed or rational is nonsensical. It is even questionable whether newborns have desires at
all. It seems unrealistic to ascribe desires to an infant regarding specific medical treatments or

potential outcomes, such as survival under certain conditions or death.

Differences emerge with certain objective list accounts because these accounts vary
significantly in terms of what they deem valuable and essential for a good life. There can be
objective definitions of interest which can derive from the notion of “natural goods”, which
argue that an infant as a human being have an interest to live, independently of his condition.

For instance, Finnis has argued extensively that life is an intrinsic good — a basic human good.

87



In his work, particularly in “Natural Law and Natural Rights” (1979), he identifies life as a
fundamental and self-evident value, intrinsic to human flourishing and well-being. Life, in this
context, is considered good in itself and not merely as a means to other ends. On the other, |
will refer to other objective theories which focuses on the idea of life worth-living or not
worth-living (Brick et al., 2020), which derives from another tradition focused on the concept

of quality of life (Kuhse, 1987).

This variation underscores the ethical complexity in making decisions about medical
treatment for newborns, as the choice of framework or theory significantly influences the

conclusions about what is in the child’s best interests.

5.3. The application of beneficence in order to protect the interest of the child

From the previous section, it is clear that the concept of well-being is complex and difficult
to apply in a universally consistent way. However, in the Gard case and similar situations, the
medical perspective was accepted as an objective standard, one that could not be challenged
by subjective elements, such as the parents’ preferences. In the UK, the best interest standard
is regarded as an objective measure for determining what is most appropriate for the child

(Ross, 2020).

The British Medical Association emphasizes that: “A best interests judgment aims to be as
objective as possible in determining what would truly serve the child’s best interests,
considering all relevant factors. While it is generally assumed that a person’s interests are best
protected by measures that prolong life or prevent harm to health, this is not universally the

case”.23

Focusing specifically on end-of-life care in paediatrics, the Royal College of Paediatrics and
Child Health states the court holds inherent jurisdiction to issue a declaration allowing
healthcare professionals to withhold or withdraw life-sustaining treatment (LST), even
without parental consent, if it is determined to be in the child’s best interests.

The court undertakes a balancing exercise, weighing all relevant factors. It evaluates the

3 See: British Medical Association. Children and young people ethics toolkit. Available at:

https://www.bma.org.uk/
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benefits and burdens of providing or withholding specific treatments and assesses whether

continuing or withdrawing certain forms of treatment aligns with the child’s best interests.?*

The concept of an objective best interest allows the state to intervene when parents make
a reasonable decision, but the state determines that another choice would better serve the
child. In this sense, the best interest standard functions as both a guiding and an intervention
principle. Consequently, courts can and must override parental decisions if an objectively

better course of action is identified.

Therefore, it seems that the Gard case and other similar to this one is focused on a main
guestion, well-construct by Bester in his paper (2020, p. 54): “The question, in terms of
defining benefits (and the patient’s interests), seems to be: does a benefit relate to the
patient’s wishes and values, or does a benefit relate to an objective conception of health? Is
benefit a matter of responding to patient wants or responding to objective patient needs? [...]
This is indeed a dilemma because whichever way we define benefit or the furthering of

interests, we leave something of importance undone”.

| argue that we might consider establishing objective criteria to define the interests of
newborns. While it could be argued that they generally have an interest in living, this interest
might be outweighed by circumstances where death could be deemed the better option if
their life is judged to be not worth living. However, parental preferences and emotions cannot

be set aside without being taken seriously into consideration.

5.4. Understanding harm in the context of parental authority

Scholars have proposed several narrowed definitions of “harm”, including, but not limited
to: harm as the injury to the vital interests of others where such interests encompass
autonomy and security (Gray, 1996); harm as actions that violate or threaten imminent
violation of significant interests of others in which they hold a right (Brink, 2009); harm as the
violation of vital interests of others, excluding less substantial concerns (Donner, 2008); harm
as prejudice to fundamental interests (Dyzenhaus, 1992); and harm as perceptible damage

experienced against one’s wishes (Riley, 1998). Nonetheless, these accounts share the

24 See: Larcher et al., (2015).
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common understanding that not every negative consequence for others qualifies as “harm to

others” that would justify society’s right to consider interference.

On the other hand, Turner (2014) argues in favour of an expansive understanding of
“harm”. He contends that interpretations of Mill’s defence of liberty have often demanded
too much from the harm principle, pushing analyses toward less productive directions,
especially regarding the definitions of harm and the distinction between self-regarding and
other-regarding actions. This has led to well-documented challenges in clarifying the core of
Mill’s liberal commitments. Turner suggests that the first step toward a coherent
interpretation of On Liberty is to acknowledge that Mill does not provide a precise definition
of what constitutes harm. Instead, Mill uses the term broadly to encompass negative
consequences, without requiring further elaboration. Turner further argues that this broad
conception of harm serves as the foundation for the harm principle, which, while limited in

scope, plays a pivotal role in Mill’s overall defence of individual liberty.

Turner argues that is clear that the primary goal of “On Liberty” (Mill, 1859/2015) is to
safeguard individual freedom from the intrusion of social authority, therefore he suggests to
resist interpreting Mill’s entire defence of liberty through the lens of the harm principle alone.
The harm principle, in Turner’s view, represents just one component of his broader argument.
In Turner’s perspective, the harm principle functions primarily as an anti-paternalism
principle, focusing on the allocation of decision-making authority between society and the

individual, depending on the types of reasons being invoked.

Therefore, | suggest that Turner’s interpretation of Mill’'s “On Liberty” (1859/2015)
provides a more accurate understanding of how parents may seek to apply the harm principle
to resist state intervention, especially when guided by physicians’ opinions, in pursuit of
individual liberty in moral-medical decisions—even when such actions are justified with
seemingly objective reasons. The focus is not primarily on the definition of harm but rather
on the possibility of defending a broader exercise of parental authority and responsibility
toward their child. Emphasizing Turner’s definition to clarify the use and meaning of the harm
principle, as invoked by Diekema in his concept of the harm threshold for medical decisions
regarding child patients—despite its partially ambiguous philosophical derivation—helps

illuminate the comparison between the harm threshold and the principle of autonomy.
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Parents, in fact, often disagree with physicians, arguing that even in these serious
circumstances, there cannot be an objective test to determine which form of well-being
should take precedence. Consequently, they seek to defend their autonomy in prioritizing
their personal views. However, given the utilitarian basis of the principle of beneficence
(which represents a strong and important framework for managing such cases), it can be
assumed that parents would need to provide strong justifications to advocate for the

continuation of life-sustaining treatment by physicians.

6. Conclusion

The primary focus of this chapter is to emphasize the profound conflict between parents
and medical staff, to the extent that the debate surrounding the application of the two
principles in the case (the best interest principle and the harm principle) can be likened to a
significant and unresolved bioethical debate: the opposition between the principle of
autonomy and the principle of beneficence. The 1995 document titled “Informed consent,
parental permission, and assent in paediatric practice” by the American Academy of Pediatrics
(AAP) holds significant importance in understanding the origin of the conflict between the

principles of autonomy and beneficence in healthcare decisions for newborns.

The prioritization of a child’s best interests is thus closely connected with the principle of
beneficence. Both principles aim to secure positive outcomes and protect the child’s welfare.
They emphasize actions that promote the overall well-being of the child. In medical contexts,
decisions aimed at improving a child’s health or quality of life are in line with the principle of
beneficence. Essentially, both the best interest of the child and the principle of beneficence

are focused on enhancing the child’s welfare.

In the delicate equilibrium of beneficence and autonomy, | propose in the text a simple
understanding of autonomy that emphasizes individuals’ ability to express their preferences,
regardless of whether these preferences are entirely rational or free from constraints. It is
essential to refrain from judging the correctness of these choices. In the case of Charlie Gard,
his parents invoked the harm threshold, demonstrating their full acknowledgment of their

autonomy in the decision-making process. This mirrors a patient who intentionally and freely
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consents to a particular treatment, highlighting the importance of respecting individual

autonomy even when decisions are emotionally charged or outcomes uncertain.

However, there are certain limitations to comparing the best interest of the child with the
principle of beneficence and the principle of autonomy with the harm threshold. It is plausible
to argue that the medical conduct was driven by the principle of beneficence. However, the
medical staff at GOSH supported the withdrawal of life-sustaining treatment, while the
American physician expressed readiness to proceed with the experimental treatment. Hence,
it is open to debate whether all forms of this medical conduct can be encompassed within the
principle of beneficence. In general, while we can consider the best interest of the child as an
interpretation of the principle of beneficence, both the definition of the best interest and that

of beneficence itself often remain ambiguous and open to interpretation.

On the contrary, it is important to consider the comparison between the harm principle
and the principle of autonomy, despite the numerous limitations involved. In the case of
Charlie, his parents exerted a form of limited autonomy due to the impossibility of knowing
the preferences of a newborn. As the parents, they possessed a better understanding of
Charlie, but granting them complete autonomy in the decision-making process could
potentially jeopardize the well-being of their child, that | defend can be quite evaluate in an

objective way.

It can be argued that the principle of non-maleficence directly reflects the harm threshold.
However, | propose that non-maleficence is also a fundamental component of both the
principle of beneficence as expression of the best interest and the principle of autonomy as
expression of the harm threshold, with the key distinction between these two principles lying
in other aspects. Moreover, | argue for a clearer connection between the best interests of the
child and the principles of beneficence and between the harm threshold and the principle of

autonomy, using distinct definitions of harm and interests.

After discussing the legal aspects and the broader debate surrounding the conflict between
the principles of beneficence and autonomy, it is time to introduce certain aspects of
utilitarianism, an influential philosophical framework for addressing bioethical questions,
particularly those involving newborns. It will also be important to examine how beneficence

can be directly influenced by a utilitarian approach. However, this is not a full adoption of the
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utilitarian perspective, which raises some controversies regarding the importance of the
individual and personal sphere that cannot be overlooked. Therefore, while the utilitarian

thesis can help expand the debate, it cannot be considered the sole solution.
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Chapter 4

Utilitarianism: key features, criticism and practical implications

In this chapter, | aim to highlight the significant influence of utilitarianism on bioethical
discussions. Utilitarians argue that the only thing that matters in morality is maximizing the
good for all, simplifying moral decision-making by providing a single standard of rightness: the
maximization of utility. In many cases, this principle can be sufficient, especially when paired
with practical guidelines that help determine what maximizes utility. To assess the best
possible outcomes, decisions must be based on the best available evidence regarding what is
likely to occur. This chapter will begin by explaining the historical background of utilitarian
theory, followed by a discussion on its current role in a pluralistic society, its impact on public

policy, and its influence on bioethical issues

1. Utilitarianism: a philosophy for society

Utilitarianism (see Driver, 2014 for a review) remains a dynamic and influential doctrine in
philosophy, continuing to attract both defenders and critics. Its advocates, including Mill
(1867) himself, have generally been motivated by genuine benevolence and a commitment to
improving the welfare of others. On a theoretical level, utilitarianism has significantly
advanced the rational understanding of ethics, offering a framework that balances moral
reasoning with practical outcomes. Its influence extends far beyond theoretical philosophy,

particularly in applied ethics.

Many ideas introduced by utilitarianism remain central to contemporary philosophical
discussions, especially in bioethics. Issues such as resource allocation in healthcare, end-of-
life decisions, and the ethical evaluation of medical technologies, especially regarding the
impact on reproductive choices, often rely on utilitarian principles, such as maximizing overall
well-being and minimizing harm. This ongoing relevance underlines the significant impact of

utilitarianism in current ethical debates.
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1.1. Welfare and pleasure

Individuals may see the elements of life that improve its quality or give it meaning. These
elements can be described as welfare. Welfare comprises those aspects of an individual’s life
that are intrinsically beneficial or valuable. While a person’s life may also hold value for
others—for example, through acts of assistance or support—this external value is distinct

from what makes life good for the individuals themselves.

In this context, welfare refers to the qualities or conditions that make an individual’s life
valuable or worth living from their own perspective. Welfare will be treated as broadly

synonymous with concepts such as personal good, self-interest, well-being or utility.

The concept of welfare is key to utilitarianism, as every utilitarian theory is built upon a
particular concept of welfare. Equally crucial is the principle of maximization, which asserts
that welfare should be enhanced to its highest attainable level. However, the specific
conception of welfare that sustains a utilitarian theory holds greater importance than the
principle of maximization in both its theoretical foundation and practical application (Crisp,

1997).

1.2. Starting from Bentham’s account of welfare

Bentham put forth an experiential perspective on welfare, arguing that an individual’s
welfare is determined exclusively by the experiences they consciously perceive. According to
this view, events or circumstances that remain outside a person’s conscious awareness, and

do not affect that awareness, are irrelevant to their welfare.

Bentham defines welfare in terms of pleasures, as detailed in his work “An Introduction to
the Principles of Morals and Legislation” (1789/2007). This positions him within the hedonist
tradition. For Bentham, any experience that enhances an individual’s well-being qualifies as a

pleasure, whether it arises from enjoying luxury or from intellectual activities.

Pleasurable experiences, however, are not the only ones that matter. Certain experiences
reduce the quality of life, making it less valuable in specific ways. Physical pain, depression,
boredom, fear, and embarrassment diminish overall well-being. Bentham classifies such

experiences under the concept of harm, which he defines as the presence of pain. Harmful
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experiences, in Bentham’s framework, represent any conditions that negatively impact an

individual’s quality of life.

A crucial aspect of Bentham’s theory relevant to our discussion is his view that pleasures
and pains can be quantified. Bentham argues that each pleasure or pain has a specific value,
which allows for comparison and trade-offs between different experiences. This comparison
is guided by a measurable scale, where both pleasures and pains are assigned numerical
values. According to Bentham, the value of any pleasure is determined by its duration and

intensity (Bentham, 1789/2007).

Mill’s view on welfare derives from Bentham’s theory, but with a slight modification. Like
Bentham, Mill asserts that welfare consists solely of pleasurable (or enjoyable) experiences,
with their value determined entirely by their pleasurableness. The longer and more intense
the pleasure, the greater its value. However, Mill introduces a distinction in the nature of
pleasures, arguing that some pleasures are inherently more valuable than others (Mill, 1867).
For example, mental pleasures are considered more valuable than physical pleasures,

regardless of their duration or intensity.

1.3. The proof of the measurability of welfare in Mill

Mill argues that actions are right to the extent that they tend to promote happiness, wrong
when they tend to produce the reverse of happiness (Mill, 1867). In his “Utilitarianism”, he
further asserts that the criterion for determining right and wrong is that the right action is the

one that produces the greatest overall balance of pleasure over pain.

The proof can be understood as consisting of three distinct stages (Mill, 1867, Ch. 4). Mill

seeks to establish two key claims:
1. Happiness is desirable;
2. General happiness is desirable.
He then aims to demonstrate the following conclusion:
3. Nothing except happiness is desirable.

Mill contends that the only basis for deeming general happiness—understood as the

greatest collective pleasure—as desirable is the fact that each individual inherently desires
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their own happiness. He reasons that, since it is an observable fact that individuals pursue
their own happiness, this serves as sufficient evidence to conclude that “happiness is a good:
that each person’s happiness is a good to that person, and the general happiness, therefore,

a good to the aggregate of all persons” (Mill, 1867, p. 38).

The aggregative assumption suggests that happiness can be added up or combined.
According to the impartiality assumption, it does not matter whose happiness it is when

adding it up. The more total happiness there is, the greater the overall good.

The goal of the proof presented is to demonstrate that happiness serves as the ultimate
end—and indeed, the only ultimate end. If happiness is established as the only ultimate end,
then, by applying the principles of aggregation and impartiality, it logically follows that
utilitarianism is valid. This conclusion implies that every individual, acting in accordance with

morality, is rationally bound to search the maximization of overall happiness.?

Moreover, the impartiality assumption plays a central role in Mill’s broader conception of
practical rationality, extending beyond morality. For Mill, no competing principles—whether
moral or otherwise—can challenge utilitarianism. In his view, rationality as a whole requires
that each individual seeks to maximize utility. Mill argues that the principle of utility is not
merely a moral guideline but the singular principle governing all human action. The basic

structure of utilitarianism lies in recognizing that it morally requires maximizing welfare.
1.4. The balance of pleasure and pain

Mill holds that actions are right as long as they promote happiness and wrong when they
result in unhappiness. He suggests that rightness and wrongness are not absolute but matters
of degree, implying that both qualities can coexist in a single action. An action that results in
both happiness and unhappiness will be considered right to the degree that it promotes

happiness, and wrong to the degree that it leads to unhappiness.

The right action is defined as the morally best course of action, while any alternative would

be classified as wrong. However, by incorporating the concept of moral badness, it is possible

25 Mill asserts that utilitarianism requires individuals to exercise strict impartiality when considering their own
happiness in relation to the happiness of others. In the ideal society envisioned by Mill, the pursuit of personal
well-being would harmonize perfectly with efforts to maximize the greatest overall good an individual could
contribute to.
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to discuss varying degrees of rightness and wrongness without causing confusion. For Mill,
moral badness reflects the extent to which an action detracts from the overall happiness it
could have achieved. This view allows for a nuanced understanding of morality, where an
action might still be considered right if it produces some happiness, but less so if it falls short
of maximizing happiness. Conversely, actions with greater moral badness are those that fail
more significantly to align with the principle of utility, either by producing unnecessary harm
or missing opportunities to enhance well-being (Crisp, 1997). Thus, Mill's perspective
accommodates a spectrum of moral evaluation, encouraging a more precise analysis of

actions and their consequences.

For Mill, the balance between pleasure and pain is worked out by subtracting the amount
of pain from the amount of pleasure, like a simple calculation. This straightforward idea was
an appealing part of utilitarianism, aimed at creating as much happiness as possible in the
world. According to utilitarianism, the only thing that matters is increasing overall welfare, no
matter whose welfare it is. In other words, utilitarianism focuses more on adding up

everyone’s welfare than on how it is shared.

2. Mill, utilitarianism and liberalism: challenges within the principle of utility

The concept of a harm threshold that can be derived from Mill’s principle of harm, as
outlined in “On Liberty” (Mill 1859/2015), focuses on defending the broad scope of liberty
granted to citizens in their moral and political conduct, provided their behaviour does not
cause harm to others. This type of liberty, however, might seem at odds with the principle of
utility and the core ideas of “Utilitarianism” (Mill, 1867). While utilitarianism seeks to
maximize happiness as the overall well-being of society, it often requires individual conduct

to align with the greater good, potentially constraining individual freedom and liberty.

The individuality protected by Mill’s harm principle, which emphasizes freedom as long as

it does not cause harm to others, risks being dominated by the collective pursuit of the
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majority’s well-being. This tension raises questions about how to reconcile the value of

personal liberty with the utilitarian imperative to maximize overall happiness.?®

However, it is important to note that Mill emphasizes that the principle of utility is not
disregarded in “On Liberty”. In this sense, preventing harm to others justifies interference only
when such interference serves the general interest. As Mill explains in Utilitarianism, well-
founded rules of customary morality naturally promote the general good. These rules,
therefore, already offer a framework for determining when interference is justified. In “On
Liberty”, Mill emphasizes that a morality rooted in utilitarian principles does not sanction
societal interference in how individuals choose to live their lives unless their actions

significantly infringe on the interests of others (Crisp, 1997).

On the other hand, there remains an interpretation of Mill’'s work that emphasizes a
controversial understanding of the concept of liberty when compared to the essence
expressed by the principle of utility. Thomas (1980) challenged the notion that the liberalism
formula can be based on the principle of utility.?” He contends that achieving a utilitarian
justification for the liberal formula is unlikely. Liberalism is characterized by its embrace of
pluralism, which provides a foundation for valuing diversity, and its unique capacity to
accommodate this diversity through principles that safeguard individual freedoms and

promote coexistence (Crowder, 1998).

The tension between utilitarianism and liberalism lies in their fundamentally different
approaches to evaluating freedom and individual well-being. Liberalism emphasizes the
universal and equal application of freedoms to all individuals. These freedoms are

foundational to liberalism and are seen as inherent rights that must be upheld equally for

26 Take into consideration this example. Laws mandating seatbelt use may appear paternalistic, as they employ
legal coercion to protect individuals from self-harm rather than leaving the choice to personal discretion. While
non-paternalistic justifications, such as reducing societal costs or protecting others, exist, paternalistic reasoning
remains a primary basis for such legislation. According to Mill’s liberty principle, laws based on paternalism are
unjustifiable, yet the principle of utility supports them due to their substantial welfare benefits. This apparent
tension has led some to argue that Mill's commitment to utilitarianism and liberalism is inconsistent, with
interpretations suggesting he was fundamentally a liberal influenced by utilitarian ideals through loyalty to his
intellectual heritage (Berlin 1958; Ten 1980).

27 The principle in terms of which Mill attempts to justify the liberal formula is, apparently, utility: “l regard utility
as the ultimate appeal on all ethical questions; but it must be utility in the largest sense, grounded on the
permanent interests of man as a progressive being. Those interests, | contend, authorize the subjection of
individual spontaneity to external control, only in respect to those actions of each, which concern the interest of
other people” (Mill, 1859/2007, p. 14).
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every person. Utilitarianism, on the other hand, operates on the principle of maximizing
overall utility or happiness across society. While this framework acknowledges the importance
of certain universal desires—such as the pursuit of well-being—it falls short of supporting the
liberal formula. This failure stems from utilitarianism’s focus on aggregating individual
preferences and prioritizing outcomes that give the greatest collective benefit. However, we
have to take into consideration that people assign different levels of importance to the same

desires.

For instance, while the universal desire for certain freedoms may be recognized, the
importance individuals place on these freedoms varies significantly. Utilitarian calculations
could justify situations where the freedoms of some individuals are compromised if doing so
results in greater overall utility for society. This approach directly opposes the liberal principle
of equal and universal freedoms, where all individuals are entitled to the same degree of

liberty, regardless of its impact on collective well-being.

To fully embrace the liberal vision, it is essential to acknowledge the profound significance
of pluralism, which recognizes the great multiplicity of human values. This plurality is not
merely a reflection of subjective preferences or beliefs but represents a range of genuine
goods that contribute objectively to human flourishing. By accepting pluralism, one is
committed to valuing and endorsing this diversity of human goods at a fundamental level

(Williams, 1985).

Pluralism highlights that these diverse goods are not hierarchical but are equally ultimate,
as Berlin (1958) suggests. If we accept this perspective, it would require us to respect and
value a wide range of human experiences and aspirations, possibly fostering a commitment
to diversity. In this case, such a commitment would not just mean tolerating differences, but
actively supporting them, recognizing that a variety of goods could be an essential part of

human flourishing, rather than something to be challenged or disregarded.

3. The impact of utilitarianism in public decisions

Throughout the 19th and 20th centuries, utilitarianism gained importance as a guiding

framework for decision-making, emphasizing that public policies should aim to maximize

101



benefits for the greatest number of people. As societies modernized and industrialization
accelerated, utilitarian principles—adopted in various forms—began to shape public decision-
making, particularly in wealthier nations seeking practical solutions to complex social and

economic challenges (Hayry, 2021).

Following the classical utilitarian principles of maximizing happiness, valuing outcomes
impartially, and upholding strict neutrality can result in difficult ethical dilemmas in practical
situations. These principles might demand putting the welfare of strangers above that of close
family and friends, carrying out actions considered unjust or immoral by traditional ethics, or
even making personal sacrifices for the sake of unknown individuals. Utilitarians frequently
justify this perspective by asserting that public decisions should rise above favouritism,

outdated ethical norms and personal interests.

Utilitarianism places a heavy moral responsibility on individuals and policymakers,
emphasizing that failing to act in ways that maximize good or minimize harm is morally
equivalent to causing harm directly. From this perspective, choosing a less effective course of
action is not only a missed opportunity but also a morally responsible act. This demanding
nature of utilitarianism holds people accountable whenever they knowingly and avoidably
contribute to a less favourable outcome (Hills, 2010). However, hypothetical scenarios

illustrate that this justification does not always provide entirely persuasive solutions.

In Foot’s well-known “Trolley Problem”, a runaway trolley is set to kill five people unless it
is diverted onto another track, where it will kill one person instead. Classical utilitarianism
seems to require intervention, favouring the reduction of harm, even though this involves
actively causing a moral wrong (Foot, 1967). Similarly, Williams’ “Jim and the Indians” scenario
presents a case where Jim, an innocent observer, is pressured by a public authority to kill one
person in order to save that individual and 19 others. In this instance, utilitarianism appears
to compel Jim to act, despite the significant toll on his moral integrity (Smart and Williams,
1973). McCloskey’s “Sheriff” example adds further complexity. A law enforcement officer is
faced with riots that could lead to numerous deaths unless an innocent person is falsely
arrested and executed for a serious crime. From a utilitarian perspective, this severe injustice
could still be considered the sheriff’'s moral obligation to prevent a greater loss of life
(McCloskey, 1963). Extending this idea, Primorac explores self-sacrifice, suggesting that if the

wrongful execution of an individual could avert such riots, utilitarianism would require the
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person in question to voluntarily accept their own death to maximize overall welfare

(Primorac, 1978).

3.1. The institutional role of utilitarianism in social-political dimension

Utilitarians introduced an innovative approach in politics by advocating for the evaluation
of existing social institutions through an impartial and rational standard: social utility.
Similarly, in the realm of ethics, they sought to apply the same rigour, subjecting traditional

moral rules to assessments based on rationality and their contribution to social utility.

Broadly speaking, for utilitarians, the collective body of all individuals can be seen as a
single entity. Consequently, total social utility, defined as the aggregate of the individual
utilities of all members, represents the appropriate measure for assessing different societal
outcomes. This perspective should be adopted by each individual within the society, as well
as by any external observer. It can be argued that in assessing the outcomes of public policy,
considerations of loyalty and other forms of partiality should be set aside. One of the main
criticisms to utilitarianism is that it can a lead to a series of inequalities (Sen and Williams,

1982).

Sen (1979) points out that Sidgwick (1974) recognized a significant shortcoming in
utilitarian reasoning, remarking that the utilitarian formula seems to supply no answer to the
dilemma of whether one way of distributing happiness is inherently better than another.
Sidgwick appeared unwilling to consider compromises between maximizing the total utility

and ensuring its equitable distribution.

Forinstance, in his 1980 lectures on inequality, Sen focused on the distribution of resources
between able-bodied and disabled individuals. According to utilitarian principles, if no
allocation of resources can enhance the well-being of a severely disabled individual, such as a
person in a permanent coma, utilitarians would argue against further resource transfers to
that individual. Extending this logic, utilitarianism would also justify allocating only minimal

resources to an individual with very limited capacity for enjoyment (Sen, 1980).
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3.2. Individual liberty and welfare

Under utilitarianism, an individual agent can, with little discussion, be seen as deciding the
best course of action for themselves. However, when it comes to public decision-making,
assuming that a single sovereign authority can determine what is best for society as a whole
requires making significant political assumptions (Sen and Williams, 1982). Utilitarianism
provides not only a framework for evaluating societal outcomes, but also a standard for
guiding public decision-making. It must, therefore, assume the existence of a public authority
or governing body capable of determining the overall states of affairs for society as a whole

(Sen, 1979).

In the public context, the same question arises as in the private one: if such an authority
exists, must it rely on a single criterion for decision-making? It can be suggested that this
guestion may provide answers more favourable to a general theory in the public realm than
in the private sphere. The concept of public rationality, when applied to a modern society,
arguably demands consistent and transparent rules in a way that personal rationality might

not necessarily require.

However, we can ask: is it necessary to have a single supreme decision-making authority?
It could be argued that only the most basic theories of sovereignty would assert that the state
must, by definition, include a centralized decision-making body (Dasgupta, 1982). In practice,
however, a state may exist with varying levels of decentralization, where no single entity holds
a role comparable to that of the self in individual decision-making. This contrasts with the
more unified perspective of utilitarianism, suggesting that the social domain could
accommodate pluralism—not only in values but also in the decision-making bodies involved.
Indeed, a major criticism of utilitarianism is its neglect of individual autonomy. Similarly, it is

frequently accused of endorsing a notable disregard for personal integrity.?®

One criticism of utilitarianism is its tendency to overlook the unique identities and personal
characteristics of individuals, as well as their goals, plans, and aspirations. This perspective

also fails to fully recognize the significance of personal agency and individual actions. The

28 Williams himself asserts that his primary argument was that utilitarianism fails to accommodate integrity,
understood as the value inherent in an individual adhering to what they perceive as ethically essential or
meaningful (Williams, 1995).
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problem does not lie in the disconnection between a person’s well-being and their
attachments, relationships, or sense of purpose—these elements are often deeply
intertwined with one’s utility. Rather, the issue concerns how much value should be placed
on these aspects and the reasons they are meaningful. From a utilitarian standpoint, however,
these factors are not inherently valuable; they are only seen as important insofar as they
contribute to overall utility. In this view, their significance is limited to what can be measured

by the impersonal calculation of utility.?®

Therefore, another criticism of utilitarianism is its imposition of a simplified model that
focuses on maximizing a single, uniform quantity. While this approach provides a standard of
consistency and comprehensiveness, it may seem unattainable for any pluralistic moral
theory. Indeed, the emphasis on unity and measurability, characteristic of monistic
utilitarianism, can be criticized for its inability to embrace and value a diversity of conceptions
of well-being. By prioritizing a singular measure, utilitarianism may limit its understanding of

the varied experiences and priorities of individuals.

4. Influence of utilitarianism on several bioethical issues

Utilitarianism3® has played a significant role in shaping bioethical discussions, offering a
framework for evaluating ethical dilemmas in medicine, healthcare, and life sciences. By
focusing on the maximization of overall well-being and the minimization of harm, utilitarian
principles provide a clear, outcome-oriented approach to decision-making. This utilitarian
perspective has influenced key bioethical issues, such as the allocation of limited healthcare
resources, end-of-life care, and medical research priorities. While utilitarianism’s emphasis on
maximizing happiness offers practical guidance in many cases, it also raises complex ethical

qguestions.

2% Our emotional bonds with others, and even with ourselves, expose certain reasons that impartial utilitarianism
fails to account for.

30 Different forms of utilitarianism arise based on how well-being is understood. Philosophers have identified
three primary theories of well-being: hedonistic theories, which focus on pleasure and the absence of pain;
desire-fulfilment theories, which centre on the satisfaction of individual desires; and objective list theories, which
outline specific goods that contribute to human flourishing (Parfit, 1984).
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If one were to consider adopting utilitarianism as a guiding principle, it might emphasize
the importance of empirical research to understand the biological, psychological, and social
effects of actions or interventions. The key issue is whether the utilitarian approach, which
seeks to maximize well-being and minimize suffering, is always practical or desirable in every
situation. One might question whether it is morally indefensible to reject a utilitarian solution
unless it is backed by strong justification, or whether there are more fundamental reasons to
doubt that utilitarianism can be universally applied to all contexts. Essentially, it is worth
considering if there are situations where utilitarianism might not provide the best moral
guidance, or if its application could overlook important factors that are not easily captured by

the pursuit of overall utility (Savulescu & Birks, 2012).

Moreover, the utilitarian calculus is often considered a cold and mechanical system that
seems to overlook fundamental aspects of human experience, such as personal intuitions,
emotional attachments, and symbolic dimensions. Even if one accepts that utilitarianism can
be understood as a framework centred on human well-being, it is reasonable to question
whether this perspective can truly capture the complexity and plurality of human lives. This
raises doubts about the effectiveness and moral legitimacy of a system that prioritizes

measurable well-being at the expense of other ethical and value-based considerations.

4.1. Utilitarianism: common features regarding the beginning and the end-of-life decisions

Utilitarianism demands impartial and equal consideration of the well-being of all sentient
beings, particularly in life-and-death decisions (Savulescu et al., 2020). This includes making
difficult choices about both the beginning and the end of life, such as in the case of Charlie
Gard, where the decision to withdraw life-sustaining treatment would require weighing not
only his suffering but also the emotional impact on his family, the broader medical community,

and societal resources.

Utilitarianism takes into account all consequences—not just those directly affecting the
individual involved in an action. In these morally complex situations, the impact on other
family members, society, and the long-term implications are equally significant. The same
principle applies when discussing saviour siblings, where a child is conceived to provide life-
saving biological material for a sick sibling. In both cases, the utilitarian approach emphasizes

the aggregation of well-being across all involved, considering not just immediate effects, but
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the broader and future consequences of these decisions, including their moral and societal

ramifications.

In utilitarianism, the consequences of an action, even those far in the future, must be
weighed equally with those in the present. This principle of temporal neutrality (Hare, 1981)
requires that the long-term impacts of decisions, such as the precedent set by withdrawing
treatment from a child or creating a saviour sibling, be considered in the ethical evaluation. In
these cases, every possible outcome must be evaluated for its utility—whether it results in
greater or lesser well-being. The ethical judgment of whether genetic modification, for
instance, is right or wrong depends on its anticipated impact on the individuals involved,
including their ability to fulfil desires and engage in meaningful activities. For utilitarians, these
consequences must be grounded in empirical scientific research, reflecting the alignment of

utilitarianism with evidence-based medicine (Savulescu & Bricks, 2012).

A central aspect of utilitarian thought is its focus on the aggregation of well-being across
all individuals. This is relevant in both the Gard case and the saviour sibling scenario, as
utilitarianism assesses the potential benefits to the affected individuals as well as to society.
In the case of Charlie Gard, utilitarianism would consider the possible suffering of the child
against the emotional distress of the parents, the medical resources required for treatment,
and the precedent set for future cases. Similarly, in the creation of saviour siblings, the
potential life-saving benefits for the sick sibling must be weighed against the possible harm

and emotional impact on the saviour sibling and society.

However, utilitarianism faces significant challenges when it comes to justifying actions that
conflict with common moral intuitions. For instance, withdrawing treatment from a child or
creating a saviour sibling could be seen as morally necessary from a utilitarian perspective if
they maximize overall well-being—even though these actions may harm individuals or treat
them as mere instruments for the benefit of others. In both cases, utilitarianism risks
overriding deep moral concerns about personal autonomy, the integrity of individuals, and
the potential harm caused by such decisions. These situations highlight a critical tension within
utilitarian philosophy: while it seeks to maximize overall well-being, it can sometimes justify

actions that seem morally wrong or that disregard the individuality of persons.
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4.2. Utilitarianism: should the state impose policies for the greater good?

It is evident that the implications of utilitarianism could raise a discussion about the role of
utilitarian philosophy in shaping state policies, particularly regarding whether the state has
the authority or responsibility to enforce policies deemed right under utilitarian principles. In
theory, utilitarianism provides a clear framework: actions and policies should maximize well-
being for the greatest number of individuals. However, when this philosophy intersects with
deeply personal decisions, such as those concerning the end of life in the neonatal field or
reproductive choices involving saviour siblings, the debate becomes complex. Additionally, in
pluralistic societies characterized by diverse moral, cultural, and religious values, utilitarian
approaches often encounter resistance, raising questions about legitimacy and ethical

inclusivity.

In the context of end-of-life decisions in the neonatal field, utilitarianism would focus on
evaluating the well-being of all stakeholders—primarily the child, but also the parents,
medical professionals and society at large. Consider the case of a severely ill neonate for
whom life-sustaining treatment is deemed futile by medical professionals. From a utilitarian
perspective, continuing treatment might be judged as imposing unnecessary suffering on the
child and emotional, financial, and logistical burdens on the family and healthcare system. In
such cases, the state could endorse a policy that prioritizes withdrawing treatment to
maximize overall well-being. However, this utilitarian policy might conflict with the parents’
deeply held beliefs. While the state might claim to act in the greater good, its authority to
override parental autonomy in such profoundly personal and ethically significant decisions is

ethically contentious.

Similarly, the case of saviour siblings, where parents conceive a child to provide life-saving
biological material for an existing sick child, raises questions about the balance between
utilitarian goals and parental autonomy. From a utilitarian viewpoint, creating a saviour sibling
could be justified as it maximizes the well-being of the family by saving the life of the sick child.
This perspective might also consider the societal benefits of advancing medical treatments
that rely on genetic compatibility. However, critics argue that such decisions instrumentalize
the new child, reducing them to a means to an end. Parents might view this choice as a deeply

personal matter tied to their autonomy in reproductive decision-making. If the state were to

108



endorse or mandate policies encouraging saviour siblings, it risks undermining the parents’

right to make their own ethical and reproductive choices.

These tensions are further exacerbated in pluralistic societies, where individuals hold
diverse views. Utilitarianism’s aggregate approach to well-being may disregard minority
perspectives, leading to policies that fail to respect the moral convictions of all groups.
Moreover, the absence of a higher moral authority to legitimize the state’s utilitarian
framework further complicates its imposition of policies. In pluralistic societies, the state’s
claim to authority over such deeply personal decisions is often perceived as overreaching,

particularly when it conflicts with parental autonomy.

In conclusion, while utilitarianism offers a structured approach to policymaking by
prioritizing well-being for the greatest number, its application in areas such as end-of-life
neonatal decisions and saviour sibling cases reveals significant ethical and practical challenges.
The conflict between utilitarian policies and the pluralistic dimension of society underscores
the limitations of imposing it as a single philosophical framework. Balancing the utilitarian
commitment to the greater good with respect for individual autonomy and cultural diversity

remains a critical challenge.

5. Conclusion

Utilitarianism in general, and Mill’s ideas in particular, remain influential and utilitarian
principles continue to play a central role in contemporary debates, particularly in areas like
bioethics, where maximizing well-being is a key consideration. Despite some theoretical
challenges, utilitarianism’s emphasis on promoting happiness and reducing harm provides a

rational and appealing framework for ethical decision-making.

In this context, however, there exists a tension between Mill’s principle of harm, liberalism,
and utilitarianism, especially in how the harm threshold is derived from Mill’s philosophy. Mill
advocates for broad individual liberty, permitting actions that do not harm others. This
principle can conflict with utilitarianism’s focus on maximizing collective happiness, as

utilitarianism often requires individual sacrifices for the greater good, potentially undermining
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personal freedoms. Mill reconciles this by asserting that interference is only justified if it

serves the public good.

In public decision-making, utilitarian principles were adopted in political and economic
spheres, focusing on maximizing happiness for the greatest number. While this principle
encourages impartial decision-making, it can lead to morally difficult situations, such as
prioritizing the collective good over personal rights or causing harm for a greater societal
benefit. Its impersonal nature, can also disregard individual identities and relationships. The
fact that societal outcomes are evaluated based on overall utility can lead to ignoring

inequalities, as pointed out by Sen (1979, 1980).

When applied to specific cases, such as end-of-life decisions and ethical dilemmas
surrounding saviour siblings, utilitarianism requires evaluating the well-being of all involved,
including family members and society. Utilitarians emphasize evidence-based decision-
making, calculating expected utility based on possible outcomes and their probabilities. It
tends to prioritize measurable well-being over personal preferences and the emotional

component.

When enforcing utilitarian policies in relation to end-of-life decisions and the creation of
saviour siblings, the state, while aiming to maximize the greater good, can conflict with
individual autonomy and cultural values in pluralistic societies. The state’s authority to impose

such policies may disregard minority perspectives.

How utilitarianism can be so controversial when applied to concrete bioethical issues in the
neonatal field will be explored in the next chapter, where we will discuss the Gard case in light
of the replacement argument. This argument, originally introduced in the context of
reproductive choices, is also applied to justify infanticide and neonatal euthanasia. Although
controversial, it offers a framework for justifying extremely difficult decisions, such as the
withdrawal of life-sustaining treatment, by considering aspects typically discussed at the
beginning of life. In the Gard case, this approach could provide a pathway for parents to accept
or endorse the suspension of therapy. This does not imply that parents embrace impersonal
utilitarianism; rather, they might selectively adopt certain aspects of it that could help

facilitate an incredibly challenging decision.
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Chapter 5

Impersonal beneficence and its implications for end-of-life and reproductive
decisions

In this chapter, | will discuss how we can consider interconnected end-of-life decisions in
child cases, like those that describe the Gard case, and reproductive choices. It will be possible
by dealing with the topic of “replacement”, in which a new healthy child can be created to
replace the sick child. | will consider the position of Hare and Singer which develop this kind
of approach in the field of impersonal utilitarianism. On the other hand, | will briefly focus on
McMahan's position, which emphasize person-affecting considerations. In one of Parfit’s early
works, the distinction between the person-affecting view and the impersonal view is

introduced, with the author endorsing the latter perspective.

Impersonal utilitarianism is a form of utilitarian ethical theory that emphasizes the
maximization of overall happiness or well-being without giving special consideration to the
individual identities of those affected. In this view, the well-being of each person is given equal
weight, and the goal is to produce the greatest total amount of good or happiness across all
individuals, regardless of who they are. Moreover, it is useful to highlight how the debate of
preceding chapters in this thesis regarding the incidence of the principle of beneficence in
critical medical decisions is still prominent here. In the context of impersonal utilitarianism,
the principle of beneficence is interpreted through the lens of maximizing overall happiness

or well-being.

1. Reframing the Gard Case: insights from reproductive ethics

The proposal to apply the reasonings regarding reproductive ethics to a specific case of
end-of-life decision in the neonatal field, namely the Gard case, is based on a fundamental
question: could the possibility to replace a severely ill newborn with one in good health be a
valid reason to justify the withdrawal of life-sustaining treatment or, more in general, neonatal

euthanasia?
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Obviously, the application of this question to the Gard case is more controversial compared
to one that can arise in the field of reproductive ethics. Reproductive ethics would for example
refer to the choice of a couple who have to decide whether to wait to conceive and give birth
to a baby in good health or conceive immediately, giving birth to a baby with some serious
health problems. In this case, the two babies are potential actual babies. Instead, in the Gard
case we have an actual baby, surely with such a low quality of life, so much so that he could

be bound to a life not worth living.

In reproductive ethics it is possible to state that nobody could be harmed, because nobody
really existed. Who will exist depends on the couple’s choice, who should ideally opt for the
first alternative. However, in the Gard case, the choice to interrupt the life-sustaining
treatment might represent harm for Charlie. This claim is controversial in some sense. There
was uncertainty about Charlie’s suffering. It was stated that Charlie was not be able to feel
any pain owing to brain damage. The ability to feel pain or pleasure is identified as one of the

main features of having an interest (Singer, 1989, p. 29).

However, the core of this study concerns the possibility of arguing in favour of the
suspension of care for Charlie, assuming the potential existence of another newborn, who
could replace him. This will be justified under two different arguments. The first considers that
it could be justified to proceed with the replacement of the sick newborn (Charlie) because
the burden of suffering removes the value of his life (as he is constrained to a life not worth
living). The second argues that, even though the life of the sick child (Charlie) can be
considered worth living regardless of the burden of suffering, it is possible to foresee that the

value of life for the new child would be higher.

In other words, it could be claimed that this newborn might represent a new Charlie for the
parents, as can happen during a pregnancy when it is decided to opt for a late abortion due
to a very serious foetus malformation and, following this choice, the parents seek a new

pregnancy, which can lead to the birth of a healthy child.

This kind of choice in the Gard case leads, in fact, towards an extremely debatable topic,
namely neonatal euthanasia. Indeed, the idea of replacement can be considered less tricky in
late-term abortion cases. In this case the individual that should be replaced is a foetus in an

advanced state, but the fact that it is still inside the woman’s womb might make the decision
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to replace it less burdensome. The moral status of the foetus during the pregnancy is not

altered, even though it starts to perceive pain from the twenty-fourth week.3!

At the same time, it is possible to argue that if the serious illness could not be diagnosed
during the pregnancy, we can consider the newborn, in its early months of life, similar to the
foetus. Hence, the permissibility of infanticide would derive from the acceptance of the late-
term abortion. Nevertheless, Charlie remained alive for about a year. Therefore, the
comparison between foetus and newborn in neonatal euthanasia cases might require further

justifications.

First of all, the first objection may depend on the relation built between the child and the
parents, who have dedicated a lot of time to care for him. Furthermore, a one-year-old child
has presumably a greater interest in living compared to that of a newborn of a few months.
Therefore, the analysis of the replacement of a very sick newborn like Charlie involves
debating the moral permissibility of proceeding with euthanasia, which is discussed in this

chapter in general terms, for those beings who are unable to express any preferences.

2. Justifying the proposal of replacement using Hare’s perspective

The hypothesis is that when a seriously ill child is born, it might be right to end his existence
and replace him with a healthy child, who has a good prospect of life (Kuhse & Singer, 1985,
p. 155). However, the moral question is: should we consider only individuals who actually
exist, or also potential individuals, including those who will not exist but could have existed if

different choices were made, hence, the merely possible individuals3?? This issue could have

31 “Near infrared spectroscopy with preterm infants in intensive care, however, has demonstrated localised
somatosensory cortical responses in premature newborn infants (from 24 weeks) following noxious heel lance
and venepuncture. More recently, EEG has demonstrated a clear, time-locked, nociceptive-evoked potential in
preterm infants following heel lance. Thus, there is direct evidence of neural activity in primary sensory cortex
following tissue damage in very premature infants equivalent to 24 weeks of gestational age” (Royal College of
Obstetricians and Gynaecologists, 2010, p. 19).

32 “The issue is relevant because, as we have seen, the choice of an action today can have consequences not only
on the quality of life of the people who will exist, but also on which and how many people will exist. The choice
of one action over another in the present can lead to the future existence of different individuals. The simplest
case is the choice between a demographic policy aimed at limiting births or encouraging procreation, but it can
also be the case with choices in industrial, energy, and resource management policies that can affect the identity
of future individuals, influencing, for example, working, environmental, or financial conditions, and thus the
timing of when people will form relationships. It could also refer to individual reproductive choices, such as when
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impacted on the parents’ choice because the next child, in our discussion regarding the Gard
case, is only a merely possible individual. But it is also possible to consider the next child as a

possible individual, as we will describe below.

The idea of using the replacement argument derives from Hare’s essay, entitled “The
Abnormal Child: Moral Dilemmas of Doctors and Parents”. This essay represents an attempt
to universally consider cases in which the problem to address involves the possibility that an
extremely ill or impaired child is born or is expected to be born. Hare begins by talking about
the different interests related to this kind of cases. The subjects involved, from his perspective,
are numerous and varied. This is because the interests at stake are not only those of the
(expected) newborn or the parents, but also of the physicians and the rest of the hospital staff,
as well as the staff of homes and other services involved in looking after the child and the
family. He expands the scope of those involved by arguing that: “there are also the interests
of all those people who would be looked after, or looked after better, by all these services if
they did not already have too much on their hands; and there are the interests of the taxpayers
who pay for it” (Hare, 1974/1993, p. 186). But what is really Hare’s key argument in this essay
is the idea that the interest of the ‘next child in the queue’ can be determinant to find a

solution for these controversial cases.

Hare proposes in this way a new perspective. Indeed, he says: “For some reason that |
cannot understand this is seldom considered” (Hare, 1974/1993, p. 187). There is a strong
intuition in Hare’s view, which is shown in the practical example mentioned, which is

deliberately simple and avoid any particular medical condition:

Suppose the child with the abnormality was not operated on. It had a substantial chance of
surviving the operation, and, if it survived, it had a large chance of being severely handicapped.
So, they did not operate, and what we now have is not that child, but young Andrew who was
born two years later, perfectly normal, and leaves school next summer. Though not brilliant,
he is going probably to have a reasonably happy life and make a reasonably useful contribution

to the happiness of others (Hare, 1974/1993, p. 187).

to have a child and how many children to have. The people who will exist in the future if action A is taken are not
identical to the people who will exist if action B is taken” (Magni, 2021, p. 176, my translation).
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Hare imagines a pre-natal dialogue between the possible Andrew and his possible brother,
where the former one is only a potential combination of sperm and ovum while the latter is
an already an existing foetus. The aim of this surreal dialogue consists of achieving a sort of
solution, which enables us to realize the best chance of a happy existence. The arguments
proposed by Andrew are: if the foetus is not born, there is a high probability that | will live a
life worth-living even though the parents might change their mind to have children and a little
fear that the next child could be sick as the existing foetus. Meanwhile, the existing foetus
may object to be worth giving a chance to be operated, even though the possibility of living a

decent life is significantly small.

At this point Andrew answers, in this imaginary dialogue, that “he is the best bet, because
the chance of the parents dying or changing their minds before he is born is pretty small, and
certainly, far less than the chance that the present foetus, if born, will be very seriously
handicapped” (Hare, 1974/1993, p. 189). However, Hare continues the dialogue, giving the
last chance to respond for the foetus in order not to let Andrew win the “competition”. In this
moment, the foetus could answer: “All right, we’ll make a bargain. We will say that | am to be
born and operated on, in the hope of restoring me to normality. If the operation is successful,
well and good. If it isn’t, then | agree that | should be scrapped and make way for Andrew”
(Hare, 1974/1993, p. 190). This is not the right conclusion in Hare’s position because it would
be a more unbearable decision for the mother to decide if the life of a handicapped child is
worthy or not than to decide on interrupting a pregnancy even in the late months. This is
evident in the Gard case, where the decision for the parents to terminate the life-continuing

treatment was something impossible to contemplate.

Therefore, it is possible to argue that “the harm one is doing to the foetus or the
unsuccessfully operated upon newborn infant is (not) greater than that which one is doing to
Andrew by stopping him from being conceived and born” (Hare, 1974/1993, p. 191). Hare then
suggests overturning the assumption that the existing foetus is worthier to live, in favour of
the idea that Andrew’s possible life is worthier because it is highly foreseeable that it will

contain a prospect of a normal and happy life.

Impersonal views insist on the fact that we also have a moral responsibility towards
individuals who will never exist, but they could have existed if different choices had been

made (Hare, 1988). Hence, it is possible to foresee that the withdrawal of life-sustaining
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treatment for Charlie Gard (harm) could be balanced with the birth of a healthy child (benefit).
This approach argues that the decision to end the treatment, though deeply painful, may lead
to the opportunity for the parents to have another child who would not suffer from the same
severe health issue. Thus, from an impersonal utilitarian standpoint, the potential future
happiness and well-being of a healthy child, who could be born as a result of this difficult
decision, might outweigh the immediate suffering and ethical concerns associated with ending

life-sustaining treatment for Charlie Gard.
2.1. Impersonal Beneficence

In the impersonal view, which can have slightly different formulations in the literature33,
the principle of beneficence has different characteristics compared to the common view in
medical ethics, which understands beneficence as an act aimed at improving the well-being

of a specific patient or individual.

The impersonal perspective instead holds that an action can be deemed right or wrong
even if it does not affect any existing person, but could have impacted a potential person who
might have existed under different circumstances. According to this view, we have obligations
towards merely possible people, individuals who will never exist but whose existence is
contingent upon our choices. Moreover, harm caused to actual or potential individuals can be
balanced by benefits provided to merely possible individuals, and the reverse is also true

(Magni, 2019b, p. 74).

Still comparing the Gard case with similar decisions in reproductive ethics, this analysis aims
to highlight how, within the framework of the impersonal interpretation of procreative
beneficence, harm is also conceptualized differently than in the field of medical ethics. It is
regarded as an impersonal harm, meaning it negatively impacts the world even though there

is no direct victim. For example, Savulescu highlights this perspective by pointing out that it is

33 First of all, Parfit’s impersonal view advocates evaluating moral actions based on their effects on the overall
well-being of people, rather than focusing on individual-specific outcomes. This approach emphasizes
impartiality and aggregate welfare, challenging perspectives that prioritize individual interests or identities.
Additionally, Parfit introduces another impersonal perspective, which more accurately characterizes Hare’s view,
known as the wide-person-affecting view. According to this perspective, the benefit or harm is related to the
individual who will exist and is thus personal, but is assessed by comparing it with the living conditions of another
individual who could have existed in their place: if that alternative individual would have been better off, there
is harm to the first individual; if that alternative individual would have been worse off, there is benefit to the first
individual.

116



detrimental when children are born blind or deaf in cases where it would have been possible

to have sighted or hearing children (Savulescu, 2001).

Procreative beneficence is thus a related principle that suggests prospective parents have
a moral obligation to select, from among possible future children, the one expected to have
the best life based on available genetic and other relevant information. This principle
emphasizes the well-being of future children and asserts that parents should aim to maximize

their offspring’s potential for a healthy and fulfilling life.

The principle of procreative beneficence is grounded in consequentialist ethics, which
evaluates the morality of actions based on their outcomes. In this context, the principle
proposes that when parents have the opportunity to choose between potential children, they
should select the child who is expected to have the highest quality of life (Savulescu & Kahane,
2009). This selection process may involve genetic screening, preimplantation genetic diagnosis
(PGD), and considerations of other factors that could influence the future well-being of the

child.

Procreative beneficence offers a compelling framework for ethical decision-making in
reproductive choices, emphasizing the well-being and potential life quality of future
individuals. However, its application must be carefully balanced with considerations of genetic
discrimination, parental autonomy, and broader societal impacts. As the proposal to extend
the argument of replacement to the Gard case might primarily focus on the same moral
reasons that underpin the applicability of procreative beneficence in reproductive choices its
objections can also be extended to the ethical issues arising from the Charlie Gard and similar

cases.

2.2. Parfit and the development of the impersonal principle and the person-affecting

principle

It is relevant to discuss Parfit’s view following the description of Hare’s perspective, defined
as wide-person affecting view (see note 33) on attributing rights to potential people, as this
serves as the foundation of his proposal. Indeed, Parfit argues that even though possible
people do not have rights and interests, we should act as if they do (Parfit, 1976/2006).
Discussing possible people, those who will exist only if we act in a specific way rather than
another, with children as a practical example, he begins by asking:
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Do they have rights and interests? Suppose, first, that we decide to have these children. Can
this affect their interests? We can obviously rephrase this question so that it no longer asks
about possible people. We can ask: can it be in, or be against, an actual person’s interests to
have been conceived?... Suppose, next, that we decide not to have children. Then these
possible people never get conceived. Can this affect their interests? Can it, for instance, harm

these children? (Parfit, 1976/2006, p. 370).

In trying to answer these questions, Parfit defined the impersonal view and the person-
affecting view for the first time. He starts by introducing what he calls “Hare’s view”, which
posits that we can harm people by deciding to prevent their conception (for example, a couple
deciding whether or not to have children in a world that is not yet overpopulated). However,
Parfit assumes we cannot harm those who are not conceived but still finds it challenging to
avoid Hare’s conclusions, which argue for a broader scope of moral responsibility, extending

beyond just actual people to include potential people who could exist based on our decisions.

Parfit argues that the principle Hare is working with is that we should act in the best
interests of those involved, which is broadly accepted. He maintains that it can take different
forms, including an impersonal form: “We should do what most reduces misery and increases
happiness.” (Parfit, 1976/2006, p. 371). Then, Parfit proposes an alternative form of this
principle, defining what he calls the person-affecting principle in the following way: “We
should do what harms people the least and benefits them most” (Parfit, 1976/2006, p. 371).
However, he finds this principle incomplete. Although he argues that we have no moral
obligation to bring children into existence, he also asserts that we have a duty not to create
children with unworthy life conditions. Fully adopting the person-affecting view suggests that

creating children with a low quality of life does not harm them because they do not yet exist.

Parfit tries to demonstrate the foundations of his critique of the person-affecting view by
using the example involving two women. A pregnant woman who is told that without a simple
treatment, her child will develop a handicap. Not taking the treatment would be wrong as it
would harm the child. This, he argues, aligns with the person-affecting principle, which
considers the child, once born, to be harmed by the mother’s inaction. In another scenario
Parfit refers to a woman planning to conceive who is informed that due to a temporary
condition, any child conceived now will have a handicap, but waiting three months will result

in a normal child. It would be wrong for her to deliberately conceive a handicapped child.
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However, if she does, the child cannot claim harm since it would not exist if conceived later.
The second woman’s action, though similar to the first, does not harm the child as it would
not exist otherwise, always regarding the person-affecting view. This example in Parfit’s work
highlights the weakness of the person-affecting view. Indeed, these examples are proposed
to demonstrate that both decisions taken by the women (not to take the treatment in one
case and not to wait to conceive in the other) can be considered equally bad. As shown in
Parfit's reasoning, this judgment cannot be supported by adopting the person-affecting
view.3* On the other hand, Parfit argues that this judgment is possible by endorsing the

impersonal principle.

This highlights the limitation of the person-affecting principle in Parfit’s perspective, which
becomes clearer in other concrete cases. For instance, in genetic counseling, advising
dominant carriers of diseases to undergo genetic counseling for the sake of their potential
children becomes problematic. If these carriers refuse counseling and marry other dominant
carriers, their children cannot be said to be harmed or adversely affected because these
children would not exist without the marriage of their parents. Similarly, Parfit refers to Dr.
Kass, who argues against using certain types of artificial fertilization, claiming that children
conceived this way face higher risks of deformities compared to those conceived naturally.

However, these specific children cannot be conceived naturally; their alternatives are artificial

34 Glover adopts Parfit’s position in “Causing death and saving lives” referring to Parfit’s example of the two
medical programmes (1977/1990, pp. 67-68): “Suppose there are two medical programmes between which a
healthy authority with limited funds must choose. In the first programme, millions of women would be tested
during pregnancy and those found to have an illness which would handicap their children would be cured. In the
second programme, millions of women would be tested before becoming pregnant and those found to have an
illness which would handicap their children would be warned to postpone conception. Let us suppose that in
each of these programmes the handicap is the same, and is one which is not so severe as to make life not worth
living. And also suppose that the two programmes are likely to affect the same number of people; in each case a
thousand women who would have had handicapped children will have normal ones. The difference between the
programmes is that failure to adopt the first programme will harm some people (those who will be born
handicapped but who would have been normal if it had been adopted) while there is no one who is worse off if
the second programme is not adopted. This is because those born handicapped when the second programme is
rejected are not worse off than they would have been if the programme had been adopted. If it had been
adopted, they would not have been born at all, and they do have lives that are worth living. (I am not the same
person who would have been born if my mother had conceived in a different month). Supporters of the person-
affecting restriction have to say that, while there is a case for adopting the first programme (avoiding harm to a
thousand people), there is no case for adopting the second programme, since no one is harmed by our rejecting
it. Those of us who think that there is as strong a case for adopting the second programme as there is for adopting
the first have to abandon the person-affecting restriction”.
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fertilization or non-existence (Kass, 1972). Therefore, it cannot be claimed that these children

are being harmed or adversely affected by their conception through artificial means.

The issue at hand is whether the limitations of the person-affecting view, as described by
Parfit, remain valid in specific end-of-life decisions in the neonatal field, such as the Gard case.
In particular, if we consider the Gard case solely from the person-affecting perspective, it
becomes challenging to justify the withdrawal of life-sustaining treatment.3> As Parfit
illustrates, this principle might prevent us from making decisions that could avoid the birth of
children with better conditions. So, it seems possible to argue that even though Charlie was
born in an extremely bad condition, if his life is considered by some as still worth living, he has
not been harmed, because otherwise, he would never have been born (as the person-affecting
view, previously mentioned, seems to maintain). Therefore, if he is not harmed, it seems that

there is no valid reason to stop the treatment.
2.3. Narveson’s perspective: a person-affecting utilitarianism

Narveson develops a form of person-affecting utilitarianism. In his essay “Utilitarianism and
New Generations” (1967), he addresses a fundamental conundrum within this philosophical
theory: “if utilitarianism is correct, then we must be obliged to produce as many children as
possible, so long as their happiness would exceed their misery” (Narveson, 1967, p. 62).
Indeed, Narveson responds to this question and highlights its somewhat sophistical nature by

arguing that the goal of utilitarianism is not to create happy people, but to make people happy:

In order to make this perfectly clear, note that the classical utilitarians’ view may be put this
way: everyone should be as happy as possible. Cast into modern logical form, this reads, “For
all persons x, x should be as happy as possible”, and this is equivalent to, “if a person exists, he
should be as happy a possible”. This last shows clearly that the classical formulation does not
imply that as many happy people as possible should be brought into existence (Narveson, 1967,

p. 63).

35 “When dealing with actions that affect which and how many people will exist, it is clear, according to the
“person-affecting principle”, that an action leading to the existence of people who will live a life of not very high
quality cannot be considered worse than another action that leads to a higher quality of life for completely
different people. Similarly, there is no harm in bringing into existence an individual who will still have a life worth
living, even if it is of lower quality: for people who would not otherwise have existed, there can be no worsening
of conditions, as it is not plausible to compare their life to a metaphysical state of non-existence” (Magni, 2021,
pp. 177-178, my translation).
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In Narveson’s view, bringing a child into existence who has a life worth living does not
create a benefit, since it is impossible to compare that life to non-existence. However, if we
bring a child into existence whose life is not worth living, we cause harm because we subject

him to suffering.

If, therefore, it is our duty to prevent suffering and relieve it, it is also our duty not to bring
children into the world if we know that they would suffer or that we would inflict suffering
upon them. And incidentally, | think this also is a strong argument against those who think that
it is our duty to make everyone as happy as possible. For this is a duty we could infringe by
having a child who we know would not be as happy as possible. And of how many people can’t
this be foreseen? Frankly, | do not think there is any such duty on utilitarian principles, but it is

something to think about for those who do (Narveson, 1967, p. 71).

There would, therefore, be an asymmetry in the moral evaluation between bringing a
happy child into existence and choosing not to bring an unhappy child into the world. On the
other hand, it is possible to create a child who will be happy, less happy, or just a bit happy,
without the obligation to create the happiest child. This is clear in the way Parfit describes
Narveson’s position in reproductive choices is a framework that can be called the narrow
person-affecting view of procreative beneficence (Parfit, 1986, p. 395). This framework can be

formulated as follows, as proposed by Magni (2019b, p. 78):

Couples (or single reproducers) should not select the child, of the possible children they could
have, who is expected to have a life which is for him/her not worth living (in terms of lack of
well-being), based on the relevant, available information. Or, in the other formulation: If
couples (or single reproducers) have decided to have a child, and selection is possible, then
they have a significant moral reason not to select a child, of the possible children they could
have, whose life can be expected, in light of the relevant available information, to be for

him/her not worth living (in terms of lack of well-being).

According to the narrow person-affecting version of procreative beneficence, parents have
the freedom to choose the best possible option or a less optimal one, but they are not
permitted to choose the worst option. This interpretation of procreative beneficence remains
rooted in a consequentialist maximizing perspective. This narrow person-affecting approach
to procreative beneficence supports the notion of selection and opposes anti-selection views

that prohibit any selection. However, it is less stringent than an impersonal procreative
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beneficence. Unlike the impersonal view, which may consider selection a moral obligation in
certain extreme cases, the narrow person-affecting view treats selection as a moral

permission rather than a duty (Magni, 2019b).

From this perspective, it seems possible to justify the decision not to create a child with a
life not worth living using the person-affecting principle, thereby mitigating the impact of

Parfit’s critique of this principle.

3. Pleasure, existence, and ethical reasoning in Singer’s thought

In Singer’s view (Singer, 1993) the parameter to judge the amount of happiness of an
individual can be described by the amount of pleasure that he can experience. Singer states

that there are two ways of reducing the amount of pleasure in the world.

One is to eliminate pleasures from the lives of those leading pleasant lives; the other is to
eliminate those leading pleasant lives. The former leaves behind beings who experience less
pleasure than they otherwise would have. The latter does not. This means that we cannot move
automatically from a preference for a pleasant life rather than an unpleasant one, to a
preference for a pleasant life rather than no life at all. For, it might be objected, being killed
does not make us worse off; it makes us cease to exist. Once we have ceased to exist, we shall

not miss the pleasure we would have experienced (Singer, 1993, p. 102).

At the same time, he argues a way of reasoning in a case in which pleasure is not to be

diminished but increased:

One is to increase the pleasure of those who now exist; the other is to increase the number of
those who will lead pleasant lives. If killing those leading pleasant lives is bad because of the
loss of pleasure, then it would seem to be good to increase the number of those leading
pleasant lives. We could do this by having more children, provided we could reasonably expect
their lives to be pleasant, or by rearing large numbers of animals under conditions that would
ensure that their lives would be pleasant. But would it really be good to create more pleasure

by creating more pleased beings? (Singer, 1993, p. 102).

Adopting a total view, it is not relevant whether the amount of pleasure is increased by the
increase of the pleasure of the existing beings or the increase of the number of beings who

exist. Instead, a second approach, named the prior existence view, insists on the importance
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of only taking into consideration beings who already exist or who will exist. In this case an
increase in pleasure by creating new additional beings has no moral validity.3® This approach
covers the common claim that there is no moral obligation to have children when they are
likely to lead pleasant lives and no one else is adversely affected. Nevertheless, despite the
widespread availability of this assumption, it contains some doubtful aspects and it seems

clear in the example proposed by Singer:

The prior existence view is more in harmony with the intuitive judgment most people have (|
think) that couples are under no moral obligation to have children when the children are likely
to lead pleasant lives and no one else is adversely affected. But how do we square the prior
existence view with our intuitions about the reverse case, when a couple are considering
having a child who, perhaps because it will inherit a genetic defect, would lead a thoroughly

miserable life and die before its second birthday? (Singer, 1993, p. 102).

Therefore, the huge question which needs an answer is the following: how is it possible to
justify not bringing this child into existence, if we have no moral obligation to give birth to a

child that with all probability will have a life worth-living?

We would think it wrong for a couple knowingly to conceive such a child; but if the pleasure a
possible child will experience is not a reason for bringing it into the world, why is the pain a
possible child/will experience a reason against bringing it into the world? The prior existence
view must either hold that there is nothing wrong with bringing a miserable being into the
world, or explain the asymmetry between cases of possible children who are likely to have
pleasant lives, and possible children who are likely to have miserable lives. Denying that it is
bad knowingly to bring a miserable child into the world is hardly likely to appeal to those who
adopted the prior existence view in the first place because it seemed more in harmony with
their intuitive judgments than the total view; but a convincing explanation of the asymmetry is

not easy to find (Singer, 1993, p. 104).

Both the total view and the prior existence view can argue that it is wrong to end a pleasant

life prematurely, but they lead to different commitments. The prior existence view requires

36 The total view corresponds to the impersonal view and, in Singer’s perspective, can be applied only to human
beings or non-human beings that cannot be considered persons. This allows for the possibility of using the
replacement argument. On the other hand, the prior existence view aligns with the person-affecting view. Under
this perspective, the replacement argument cannot be applied because it is not permissible to kill one person to
replace them with another, as we have a duty to respect the value of that life. However, it can be argued that
Singer prefers these definitions over Parfit’s proposal because he believes that some non-human animals can
also be included in the prior existence view.
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accepting that it is not wrong to bring a life with limited happiness into existence, or providing
a reason why it is wrong to do so while not being wrong to avoid creating a being whose life
will be pleasant. The total view, on the other hand, suggests that we have an obligation to

create more beings with pleasant lives, which leads to some practical complications.

3.1. Comparing the lives of some non-human animals with some human beings:

consequences in end-of-life decisions

In this way of reasoning about how we can assess whether a life is full of pleasure or
completely lacking in pleasure, leading to discussions on the debatable topics of abortion and
euthanasia, Singer insists on the prior necessity of considering views on the killing of non-
human animals. First of all, Singer solves the question regarding the possibility to compare

some animals to persons.

He asks: “whether any non-human animals are rational and self-conscious beings, aware of
themselves as distinct entities with a past and a future” (Singer, 1993, pp. 110-11). Without
delving deeply into the discussion, which is not the focus of this chapter, it is important to
highlight Singer’s conclusion, which asserts that some non-human animals are persons. This
leads to the further and compelling assertion that if some non-human animals are persons,
their lives must have the same special value or claim to protection. This claim affects the way
in which we can consider some human beings. Indeed, Singer argues that: “Some members of
other species are persons: some members of our own species are not” (Singer, 1993, p. 117).
Moreover, he continues: “No objective assessment can support the view that it is always
worse to kill members of our species who are not persons than members of other species who
are. On the contrary, as we have seen there are strong arguments for thinking that to take the
lives of persons is, in itself, more serious than taking the lives of non-persons” (Singer, 1993,

p. 117).

It is useful to take into account the example that Singer proposes to exemplify practical
consequences, that can be considered the core aspect in debatable choices regarding the
possibility of withdrawing the life-sustainment treatment from a newborn or even resorting
to neonatal euthanasia. Indeed, Singer states that: “So it seems that killing, say, a chimpanzee
is worse than the killing of a human being who, because of a congenital intellectual disability,

is not and never can be a person” (Singer, 1993, pp. 117-118). Therefore, this example seems
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to suggest that some human beings, like newborns who cannot yet be considered persons,
might be killed in specific circumstances, such as those that describe the medical situation of

Charlie Gard.

3.2. Moving towards the replaceability argument

It is still important for our discussion to mention how Singer discusses about the utilitarian
approach towards killing that is painless and causes no loss to others. Adopting the prior
existence view entails the belief that it is wrong to kill any being whose life is likely to contain,
or could be made to contain, more pleasure than pain. This perspective suggests that killing
animals for food is generally wrong, as it is possible to ensure that these animals experience a
few pleasant months or even years before their death, and the pleasure derived from
consuming them would not outweigh their positive experiences. Conversely, the total view of
utilitarianism can lead to a different conclusion, one that has been used to justify the

consumption of meat.

Singer justifies this position quoting the British political philosopher Stephen, who wrote:
“Of all the arguments for vegetarianism none is so weak as the argument from humanity. The
pig has a stronger interest than anyone in the demand for bacon. If all the world were Jewish,
there would be no pigs at all” (Stephen, 1896, p. 182). Stephen sees animals as replaceable, a
viewpoint shared by those who accept the total version of utilitarianism. This version treats
sentient beings as valuable only because they enable the existence of intrinsically valuable
experiences, such as pleasure. Sentient beings are viewed like containers for something
valuable, and it does not matter if a container is destroyed as long as there is another
container to hold the valuable content without any loss. Even though Singer does not accept
this argument to justify the killing of animals to allow human beings to eat them he uses the

replaceability argument for other purposes which are instead connected with that.

He gquotes Parfit’s example of two women, one already pregnant and the other who wishes
to become pregnant, both facing a choice regarding how to ensure the health of their child.
The first woman needs to take a pill during pregnancy, while the second woman needs to wait
three months before becoming pregnant to ensure the child’s health, due to a medical
condition affecting her own health. Both Singer and Parfit argue that if the two women do not

wait, they are acting wrongly.
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Singer focuses on the case of the second woman, who is not yet pregnant, to explain why
if she chooses to become pregnant without waiting three months to prevent the birth of a sick
child, she acts wrongly. In explaining this example, he proposes three different
interpretations, ultimately adopting the last one. These interpretations align with Parfit’s
classification: the person-affecting view, the wide-person affecting view, and the impersonal
view. The first interpretation corresponds to the person-affecting view, which justifies
creating a child with a lower quality of life compared to what could have been. The second
interpretation aligns with the wide-person affecting view, where the benefit or harm pertains
to the individual who will come into existence but is assessed by comparing it to the
circumstances of another potential individual who might have existed instead. Finally, the
third interpretation represents the impersonal view, arguing that we have a duty to create the

best possible child. He states:

If, (...), we persist in our belief that it was wrong of the woman not to postpone her pregnancy,
where does the wrongness lie? It cannot lie in bringing into existence the child to whom she
gave birth, for that child has an adequate quality of life. Could it lie in not bringing a possible
being into existence - to be precise, in not bringing into existence the child she would have had
if she had waited three months? This is one possible answer, but it commits us to the total
view, and implies that, other things being equal, it is good to bring into existence children
without disabilities. A third possibility is that the wrong-doing lies, not in harming an
identifiable child, nor simply in omitting to bring a possible child into existence, but in bringing
into existence a child with a less satisfactory quality of life than another child whom one could
have brought into existence. In other words, we have failed to bring about the best possible
outcome. This last seems the most plausible answer, but it too suggests that at least possible

people are replaceable (Singer, 1993, pp. 124-125).

Indeed, Singer argues that there is a distinction between killing someone who desires to
continue living in order to satisfy their interests and refraining from creating a human being
who could lead a pleasurable life. He defines these potential human beings as unborn and
impersonal. What is innovative in his reasoning is the possibility of identifying some already
living human beings as impersonal because they do not possess the understanding of
themselves as living beings with a future. At this point, Singer argues the thesis that some
human beings, such as a newborn with a medical condition similar to Charlie Gard’s, could be

considered individuals who are replaceable:
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Perhaps, therefore, in killing them, one does them no personal wrong, although one does
reduce the quantity of happiness in the universe. But this wrong, if it is wrong, can be counter-
balanced by bringing into existence similar beings who will lead equally happy lives. So perhaps
the capacity to see oneself as existing over time, and thus to aspire to longer life (as well as to
have other non-momentary, future-directed interests) is the characteristic that marks out

those beings who cannot be considered replaceable (Singer, 1993, p. 125).

Singer is directly inspired by Hare’s example of the two possible brothers, Andrew and the
sick foetus. The main difference is that in Hare’s example, the individuals are only potential,
but Singer extends his reasoning by arguing that even a newborn can be replaced. Later on, |
will address his perspective on infanticide, which is a direct consequence of his position
regarding abortion. This kind of position can be used in cases like Charlie Gard to justify
neonatal euthanasia. Indeed, as | mentioned at the beginning, Charlie passed away at around
one year of age. This time frame for allowing the killing of a baby cannot be considered

infanticide, which is usually confined to the first few months of life.

3.3. Abortion and infanticide: the connection between reproductive choices and end-of-

life decisions in neonatal field

Singer has argued that the life of a foetus, and even more clearly, the life of an embryo,
holds no greater value than that of a nonhuman animal with a similar level of rationality, self-
consciousness, awareness, and capacity to feel. Since a foetus is not considered a person, it
does not have the same claim to life as a person. Moreover, he recognizes that these

arguments are equally applicable to a newborn baby as they are to a foetus. Indeed, he states:

week-old baby is not a rational and self-conscious being, and there are many nonhuman
animals whose rationality, self-consciousness, awareness, capacity to feel and so on, exceed
that of a human baby a week or a month old. If the foetus does not have the same claim to life
as a person, it appears that the newborn baby does not either, and the life of a newborn baby
is of less value to it than the life of a pig, a dog, or a chimpanzee is to the nonhuman animal

(Singer, 1993, p. 169).

He argues that there is a strong emotional component that impedes us from considering
the killing of a newborn as morally permissible. According to Singer, we attribute specific
features to newborns, such as their small size and helplessness, but by emphasizing these
aspects, we overlook their “real nature”. Furthermore, he contends that the classical
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utilitarian argument does not apply in this context, because no one who understands the
situation would feel threatened by a policy that offers less protection to newborns than to

adults. He continues maintaining that:

similarly, the preference utilitarian reason for respecting the life of a person cannot apply to a
newborn baby. Newborn babies cannot see themselves as beings who might or might not have
a future, and so cannot have a desire to continue living. For the same reason, if a right to life
must be based on the capacity to want to go on living, or on the ability to see oneself as a
continuing mental subject, a newborn baby cannot have a right to life. Finally, a newborn baby
is not an autonomous being, capable of making choices, and so to kill a newborn baby cannot
violate the principle of respect for autonomy. In all this the newborn baby is on the same
footing as the fetus, and hence fewer reasons exist against killing both babies and fetuses than
exist against killing those who are capable of seeing themselves as distinct entities, existing

over time (Singer, 1993, p. 171).

In this part, the connection between abortion and infanticide is primarily related to the
moral status attributed to the foetus and the newborn. This strong argument allows us to
consider the Gard case as a bioethical issue closely connected to the debate on reproductive
choices. Using this correspondence, Singer attempts to demonstrate how the replacement

argument can be justified in both certain abortion decisions and certain infanticide decisions.

However, it is possible to address the Gard case and similar cases through the lens of
reproductive choices in a more specific way. Instead of comparing the Gard case to generic
forms of abortion, it can be more closely compared to what are known as selective abortions?”.
This practice is a consequence of increasingly precise techniques for prenatal diagnosis, which
allow for the detection of specific defects in the foetus that will inevitably lead to the birth of
a defective infant. Harris (1975), similar to Singer regarding the practice of replacement,
claims that selective abortion is linked to a form of reproductive compensation, where an
affected foetus can be replaced by a healthy infant. Even though the practice of selective

abortion can represent a more pragmatic way to consider the Gard case, it raises several moral

37 It is difficult to foresee if this kind of practice could be considered a real possible choice for Charlie’s parents,
indeed: “an obvious limitation of the prenatal diagnosis of rare metabolic diseases inherited as autosomal
recessives, is that the pregnancies ‘at risk’ are usually only identifies because of the previous birth of an affected
infant. When this has occurred, it indicates that both the parents, though quite healthy, are both heterozygous
for the particular abnormal gene involved. Obviously if such heterozygous couples could be identified in advance,
then all their pregnancies could be monitored. In practice, however, this possible approach is beset with very
formidable difficulties for the great majority of such conditions” (Harris, 1975, p. 28).
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questions. Indeed, while we might find a logical reason to apply the selective abortion
approach to justify infanticide or end-of-life decisions in cases like Gard’s (provided it is
established that he was bound to a live not worth-living), this justification cannot be extended

to other cases where the detected defect will not severely impact the infant’s quality of life.

It has been pointed out, notably by the ethicist Paul Ramsey, that exactly the same arguments
which are used to justify the deliberate elimination of abnormal foetuses identified by prenatal
diagnosis, could also be used to justify the deliberate elimination of infants with the same
abnormality who for one reason or another had not been identified prenatally. This puts most
advocates of selective abortion in something of a logical dilemma, because while they feel that
the abortion of a foetus with, say, Tay-Sachs’s disease or mongolism is morally justified, they
would as a rule regard deliberate infanticide for these conditions as morally repugnant (Harris,

1975, p. 76).

Therefore, there are grounds to discussing end-of-life decisions of severely ill infants (like
the Gard case) as an extension of reproductive choice, even if this extension remains

controversial.

3.4. Singer’s replacement argument: practical implications

It is important to highlight the chapter of “Practical Ethics” (1993) where Singer revisits the
replacement argument. This chapter is titled “Taking Life: Humans”, and it focuses on the
discussion regarding the permissibility of euthanasia. This preliminary aspect is relevant to
remind us how the Gard case, even though it was not presented as a euthanasia case — since
the decision was mainly about whether to continue or withdraw life-sustaining treatments —

can still be discussed within the problematic realm of neonatal passive euthanasia.

Primarily, | will refer to the section entitled “Justifying Infanticide and Non-Voluntary
Euthanasia”, in which Singer addresses the controversial decisions of life and death regarding
disabled infants. This is the generic term proposed by Singer to include infants and newborns
with various medical conditions of differing severity. However, | will focus on the more serious
cases where the child is affected by an incurable and painful disease, such as the one Charlie

Gard had. For these specific cases, Singer argues:

When the life of an infant will be so miserable as not to be worth living, from the internal

perspective of the being who will lead that life, both the 'prior existence' and the 'total' version
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of utilitarianism entail that, if there are no 'extrinsic' reasons for keeping the infant alive - like
the feelings of the parents - it is better that the child should be helped to die without further
suffering (Singer, 1993, p. 184).

However, the most important aspect of the replacement argument, in Singer’s view,
derives from the total version of utilitarianism, which may justify the killing of a newborn with
a not-so-severe condition in order to create another individual with a better life. When the
death of a disabled infant results in the birth of another infant with better prospects for a
happy life, the total amount of happiness increases if the disabled infant is killed. The loss of
a happy life for the first infant is outweighed by the gain of a happier life for the second. The
total view considers infants as replaceable, in much the same way as it considers non-self-

conscious animals.

Even though Singer highlights how the replacement argument contradicts some common
views regarding the permissibility of killing an infant, which is generally compared to murder,
he goes on to argue that the replacement argument cannot actually be defined as “bizarre”.
We cannot define the replacement argument as a kind of sci-fi argument because, according
to Singer, there is a connection between certain abortion decisions and some neonatal end-

of-life decisions.

For there are disabled members of our species whom we now deal with exactly as the
argument suggests we should. These cases closely resemble the ones we have been discussing.
There is only one difference, and that is a difference of timing - the timing of the discovery of
the problem, and the consequent killing of the disabled being. Prenatal diagnosis is now a
routine procedure for pregnant women. There are various medical techniques for obtaining

information about the fetus during the early months of pregnancy (Singer, 1993, p. 186).

Singer suggests that a mother may decide not to continue a pregnancy upon discovering
foetal abnormalities, as this choice would likely lead to the conception of another child with
better prospects for life. Aborting a foetus with a disability, with the intention of having
another child who will not be disabled, treats foetuses as interchangeable or replaceable. If
the mother has previously decided to have a certain number of children, for instance, two,
she is effectively rejecting one potential child in favour of another. In defence of her actions,

she could argue that the loss of life of the aborted foetus is outweighed by the gain of a better
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life for the healthy child who will be conceived only if the disabled one is aborted. It seems

that if replaceability happens before birth it cannot arise insurmountable moral problems.

However, Singer insists in arguing how is incoherent accept the replaceability argument in

reproductive choices and no to extend the same validity for newborns:

| cannot see how one could defend the view that foetuses may be 'replaced' before birth, but
newborn infants may not be. Nor is there any other point, such as viability, that does a better
job of dividing the fetus from the infant. Self-consciousness, which could provide a basis for
holding that it is wrong to kill one being and replace it with another, is not to be found in either
the fetus or the newborn infant. Neither the fetus nor the newborn infant is an individual
capable of regarding itself as a distinct entity with a life of its own to lead, and it is only for
newborn infants, or for still earlier stages of human life, that replaceability should be

considered to be an ethically acceptable option (Singer, 1993, p. 188).

Moreover, Singer claims that considering newborn infants as replaceable, akin to how
foetuses are currently viewed, offers significant advantages over relying solely on prenatal
diagnosis followed by abortion. Prenatal diagnosis still has limitations in detecting all major
disabilities, some of which may only manifest after birth. Currently, parents can decide to
continue or terminate a pregnancy based on detected disabilities. However, restricting
parental choice to prenatal detection lacks a moral foundation. Therefore, extending the time
boundaries within which we consider the replaceability argument is crucial for understanding
the potential connection between reproductive decisions and end-of-life decisions in the
neonatal field. However, while the replaceability argument is useful in demonstrating this
connection, it does not necessarily mean that it is devoid of controversial aspects that could

prevent its complete acceptance.

4. McMahan’ perspective regarding the comparison between abortion and infanticide

McMahan argues that a reasonable account of the ethics of killing has to able to discern

about the moral differences between abortion and infanticide. He argues that the Time-
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Relative Interest Account (TRIA)3® of killing represents one possible way to highlight the

differences.

For McMahan, this kind of differences are not related to the common sense, which can
judge with a different weigh abortion and infanticide, as two completely different practices.
He maintains that the two practices even though similar can be differentiated by differences

of degree rather than kind.

However, it is relevant for our discussion, that until now may lead us to maintain that some
reproductive choices, like abortion, can be in certain aspects compared to infanticide
practices, to propose McMahan’s view. Indeed, he holds a slightly different position compared
to the previous section in which we investigated Singer’s perspective regarding the practice

of replacement.

The main difference that distinguishes abortion and infanticide “is that infanticide normally
frustrates a stronger time-relative interest in continuing to live than abortion does”
(McMahan, 2002, p. 343). The reason why a newborn infant’s time-relative interest in
continuing to live is typically stronger than that of a developed foetus is straightforward in
McMahan's. The developed foetus has only a short period remaining in the womb, where its
life is generally neutral in value. The potential future benefits for the foetus are only slightly
greater than those for the newborn infant. However, at birth, the infant is exposed to various
stimuli that significantly boost its mental activity and psychological development. As these
psychological capacities grow and the infant’s mental life becomes richer, the degree of
psychological continuity with its future-self increases sharply. Thus, while the potential future
benefits remain nearly the same, the strength of the psychological connections to its future-

self grows rapidly. Consequently, the newborn infant’s time-relative interest in continuing to

38 “According to this account, the strength of an individual’s present interest in some possible event reflects the
degree to which it is rational to care for the individual’s own sake now whether that event will occur. It does not
necessarily reflect the way the event would affect the value of the individual’s life as a whole” (McMahan, 2016).
“According to the TRIA, the reason one has to confer a comparative benefit by saving the life of an independent
individual immediately after that individual has begun to exist is no stronger than the reason one has to confer
an equivalent noncomparative benefit by causing a person to exist, the benefit one confers is, strictly speaking,
comparative: it is better for him to continue to exist in that his life as a whole will be much better if he lives than
if he dies. Still, his death immediately after beginning to exist would not, according to the TRIA, be a misfortune
for him, as he has no time-relative interest in continuing to live” (McMahan, et al., 2019).
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live is stronger than it was as a foetus, and it will continue to strengthen as the infant matures

psychologically.

Another aspect which differentiates the foetus with the newborn in McMahan’s position
regards the relationship that newborn can develop. A process of mutual bonding starts to
develop between the infant and its parents, with these connections growing stronger at a
remarkable pace. The newborn infant actively engages in a network of special relationships
with others, rather than being entirely passive. However, what McMahan wants to put in the
light “is therefore not about the feelings that infants evoke but about the objective nature of
the relations that infants form with others (which of course involve the evocation of various
feelings)” (McMahan, 2002, p. 343). The special relationships that rapidly form between a
newborn and its parents and others can intensify the reasons for these people to avoid
hindering the infant’s time-relative interest in continuing to live. Additionally, the infant’s
involvement in these special relationships means that the consequences of infanticide are
usually more severe than those of abortion. Since an infant can establish connections with
others that a foetus cannot, the death of an infant may have more significant negative impacts

on the lives of others compared to the death of a foetus.

There is another significant difference between abortion and infanticide in McMahan’s
perspective. He argues that while the differences mentioned earlier might be minor in some
cases, this last distinction is likely the most crucial. The reasons for favouring the termination
of a foetus is typically stronger than those for infanticide. A foetus is inside the pregnant
woman’s body and depends on her for survival, imposing a particularly onerous and invasive
burden. Often, there is no way to relieve this burden without ending the foetus’s life. In
contrast, infants exist independently of the mother, and the sacrifices required to support
them are fundamentally different and usually less burdensome. There are often ways for
those initially responsible to transfer this burden, such as through adoption. The care for an
infant can be shared more widely compared to the support of a foetus. Therefore, the
justifications for infanticide are more limited and generally weaker than those for abortion,

making infanticide more objectionable in most cases.

Even though McMahan’s way of reasoning follows Singer’s they proceed quite differently
when comparing abortion with infanticide. It is possible to argue that they can, however, have

the same position regarding some specific cases of abortion. Indeed, McMahan maintains that

133



there are cases in which it is possible to justify infanticide, referring to cases in which an
infant’s time-relative interest in continuing to live is unusually very weak, for instance, due to
the infant having exceptionally poor prospects in life as a result of severe congenital anomalies
(McMahan, 2002, p. 346). In these specific cases, it can be argued that they both would agree
in maintaining that the practice of infanticide can be compared to that of abortion. One of

these cases could be the Gard case.

4.1. Infanticide and Time-Relative Interests in McMahan’s ethics

An infant’s life can be reasonably expected not to be worth living when the bad aspects
outweigh the good ones. As we already mentioned earlier, McMahan argues that even though
a newborn is below the threshold of respect, lacking the indispensable psychological capacity,
has, however, its own time-relative interest in continuing to live, which — tough greater than
that of a foetus — is weak compared to the time-relative interest of an adult in continuing to
live. This depends on the fact that a newborn is only weakly psychologically related to itself in
the future. McMahan investigates the morality of infanticide, having in mind Singer’s position

regarding the replacement.

McMahan begins to describe the Singer’s account, which is defined as two-tiered. On one
level, Singer applies a utilitarian framework that prioritizes maximizing overall happiness or
well-being. On the second level, he incorporates considerations specific to persons, such as
respecting the moral rights of individuals. This dual approach allows Singer to address ethical
issues differently depending on whether they involve sentient beings who are not persons or
individuals who qualify as persons with moral rights. There are, therefore, two moralities of
killing, one refers to people, or self-conscious being, while the other refers to beings who are
only conscious. The paramount objection to killing people concerns the fact that acting in this
way will frustrate the preferences of the victim. The non-self-conscious beings are incapable
of desiring to continue to live. Singer defines these beings as impersonal, for this reason.
Therefore, it is possible to argue that if one being is killed, the killing will not cause him a
personal wrong, but the consequences of this act may reveal a reduction of the quantity of
happiness in the universe. Hence, the death of a non-self-conscious being can be bad

impersonally.
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The general hypothesis, underlined in Singer’s view, is that possible people may be thought
as replaceable, or “intersubstitutable”. McMahan highlights Singer’s argument of the
replacement as essentially made up of two components, namely the negative case and the

positive case:

The negative case states the reason why infanticide is less seriously objectionable than the
killing of persons and thus may be more easily justified. The positive case states the
considerations that may favour infanticide and thus weigh against the considerations that

oppose it (McMahan, 2002, p. 350).

The negative case displays the killing of a non-self-conscious being as morally acceptable.
The thesis, which justifies the replacement of non-self-conscious beings, derives from this
premise. This way of reasoning cannot be applied in cases involving people, because the
personal-affecting condition always seems to have a priority over the impersonal motivations.
Killing a person is worse for the victim, whereas killing a non-self-conscious being is not
specifically worse for anyone. The core idea for infants’ replacement is that creating the “next
child”3°, who will exist only if the existing and disabled infant is killed, takes an increment of
the total amount of happiness. Hence, the reason to create the next child is based on

impersonal reasons.

McMahan argues against the reason at the basis of the negative case, defining as weaker
the idea that the stronger reason to justify the killing of an infant is impersonal. His position
and that of Singer are in dispute regarding the basis of rational egoistic concerning the future.
Indeed, unlike Singer, McMahan argues that an infant has a time-relative interest in
continuing to live, even though it is weak because the strength of this interest towards the
future is not so clear-cut. Instead, a common basis of view between the two philosophers
regards the idea that a being’s time-relative interest in continuing to live depends on the
psychological relation between itself and itself in the future. Nevertheless, they differ in the

moment in which this bond with the future arises. Singer claims that a future directed desire

39 “The killing of the existing infant might be necessary in order to make the “replacement” child possible if, for
example, the existing infant were so badly handicapped that no one would adopt it and caring for it would
consume too much of the parents’ time and resources to allow for the possibility of raising another” (McMahan,
2002, p. 347).
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cannot be revealed before the onset of self-consciousness, while for McMahan part of it starts

at birth.

After that, McMahan highlights the asymmetry problem when he examines the positive
case as that case in which we should give birth to a child only for the importance of causing a
better-off child to exist. However, it is common to judge that assumption as inconsistent.
Indeed, in the common-sense view there is no moral reason to cause a child to exist even if
the child has the expectation to begin a well worth living life. Instead, common sense view
seems to be willing to defend the idea that if the life of a child would be bad or worse than no

life at all there are good reasons not to give birth to this child.

McMahan reasons in depth regarding the impersonal view connected to the idea of
replacement. He wonders if the intrinsic difficulties in the positive case persist when we have
to decide between bringing a better-off child into existence rather than a less-well-off one. He
states that the founding principle is still the impersonal reason to cause people to exist if their

lives would be worth living.

Hence, McMahan is more inclined to justify infanticide appealing primarily to the effects
that the different options have on the time-relative-interests of those concerned.*®® This
perspective may be considered more comprehensible, but it is problematic to apply in

practice, as exemplified by the Gard case.

5. Conclusion

This chapter focuses on the possibility of addressing end-of-life decisions in the neonatal
field as a continuation of the debate surrounding certain reproductive choices, particularly in
connection with issues arising in the abortion debate. This is particularly clear in Singer’s view

and his formulation of the replacement argument. His view develops Hare’s impersonal

40 However, even his perspective is controversial, see the worst-case scenario: “Suppose that a woman who
wants to be a single parent becomes impregnated via artificial insemination, but dies during childbirth. She has
no close friends and no family—no one to claim the child. The newborn infant is healthy and so is an ideal
candidate for adoption. But suppose that, in the same hospital in which the infant is born, there are three other
children, all five years old, who will soon die if they do not receive organ transplants. The newly orphaned infant
turns out to have exactly the right tissue type: if it were killed, its organs could be used to save the three ailing
children. According to the view | have developed, it ought to be permissible, if other things are equal, to sacrifice
the newborn orphaned infant in order to save the other three children” (McMahan, 2002, p. 359).
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perspective, proposing the possibility of substituting an actual individual with a potential one.
This is well illustrated in Hare's example of the “Abnormal Child”, where he argues that the
potential Andrew could provide a valid reason to replace a sick foetus. Indeed, Singer extends
the replacement argument not only to potential individuals but also to actual individuals, like
newborns, whom he defines as impersonal individuals. This way of reasoning originates from
cases of abortion, such as those discussed by Harris, including selective abortion, and extends
to the controversial ground of infanticide, further reaching the complex topic of neonatal

euthanasia.

The moral theories underlying both Hare’s and Singer’s perspectives can be encapsulated
by what Savulescu refers to as the principle of procreative beneficence. According to this
principle, when parents have the option to choose among potential children, they should
select the child expected to have the highest quality of life. The impersonal beneficence
framework describes also Parfit’s theory, which, by focusing on the impersonal view,
highlights the many difficulties inherent in the person-affecting view (as illustrated in the
example of the two women mentioned in paragraph 2.2). Furthermore, Parfit introduces a
framework for reproductive choices called the narrow person-affecting perspective, less
stringent than an impersonal procreative beneficence, attributed to Narveson. This approach
suggests that while parents can select either the most favourable or a less optimal option for

their child, they are not allowed to choose the least desirable option.

According to Singer, replacing a newborn with a severe medical condition does not inflict
personal harm on the infant. However, this action might diminish the overall happiness in the
universe. As such, the death of a non-self-conscious being, like a newborn, is considered
impersonally detrimental. The principle behind replacing infants is that the birth of the “next
child”, who would only exist if the current disabled infant is not kept alive, would increase the
overall happiness. Thus, the justification for creating the subsequent child is grounded in

impersonal considerations.

McMahan, in developing the Time-Relative Interest Account, aims to justify infanticide
from a different perspective. He seeks to distance himself from the impersonal reasoning in
Singer’s argument, giving more weight to the interests of the persons involved, which he
argues are stronger compared to the weak interest in living of the newborn. Despite this, there

may be cases where their positions converge. McMahan argues that infanticide can be easily
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justified in certain circumstances, particularly when an infant’s time-relative interest in living
is significantly diminished. This situation arises, for example, when the infant suffers from

severe congenital anomalies that are expected to result in a notably poor quality of life.

Even though this chapter can be considered a bit controversial arising severe questions like
neonatal euthanasia, it represents a relevant contribution not to isolate the end-of-life
decisions in neonatal field in a closed bioethical area. This will become clearer in the next
chapter, where | will highlight how these two fields are closely interconnected. The Gard case
was here examined through the lens of the replacement argument. In contrast, the following
topic — saviour siblings — will explore the ethical debate surrounding the potential harms of
bringing a saviour sibling into existence versus the potential benefits to the existing child. In
the replacement debate is discussed to substitute a newborn with another. In the case of the
saviour sibling what is discussed is the possibility to create a child, potentially causing him
some harm, in order to save an existing sick child. This bioethical issue of saviour siblings will
be investigated also from the personal perspective, which was only briefly addressed in this

chapter.
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Chapter 6

Expanding the debate: saviour siblings in reproductive choices

This chapter attempts to expand on the connection between the Gard case and its possible
implications for reproductive choices, giving more attention to other relevant topics that are
generally studied within the realm of reproductive choices but, as we will see, also have
implications for end-of-life decisions. In particular, | refer to the controversial and relatively
new topic of saviour siblings. In the Gard case, the question is whether we can find moral
justification for creating a healthy child to replace a sick one. Here, the question shifts to
whether there can be a moral obligation to create a child who could serve as a compatible
donor to save the life of an already sick sibling. All these types of choices are connected to the

potential harm that we may cause to a child who already exists or is likely to exist.

While the person-affecting view is not applied to justify the general argument of
replacement (which is certainly difficult to fully defend), there are other more open positions
grounded in this principle. Still, when examining the topic of saviour siblings, it becomes clear
that both the person-affecting and impersonal views can accept this practice, albeit for
different reasons, but both arguing that the new child will be not harmed. This will be
explained in the second part of the chapter, following an introduction to the practice and the

moral problems it raises.

1. Introduction to the topic of saviour sibling

The term “saviour sibling” is used to describe a child who is conceived with the explicit
intention of being a compatible donor for another child who is suffering from illness. This can
be done through natural conception, hoping that the new child will carry the desired features
to help the existing child, or through in vitro fertilisation. Using a technique called
preimplantation genetic diagnosis (PGD), embryos can be genetically tested to determine if

they carry a specific genetic condition (Spriggs & Savulescu, 2002). In addition, tissue typing
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methods can be employed to assess if an embryo would be a suitable donor for an existing
child (Verlinsky et al., 2004). Depending on the legal and regulatory guidelines in the relevant
jurisdiction, prospective parents may have the option to select from different embryos and

choose one that would serve as a compatible donor for an existing, sick child.

The ability to choose a child based on specific genetic traits expands the realm of
reproductive choices to encompass decisions regarding saviour siblings.*' Reproductive
choices are influenced by a combination of natural, sexual, and technological selection, which
in turn are shaped by factors such as population demographics, ecological conditions, social
organization, and the availability of reproductive techniques (Mulder, 2017). The decision to
create saviour siblings, bringing a new child into existence, is then a particular reproductive

choice that can have implications not only for the family but also for society at large.

This analysis aims to provide a deeper understanding of the topic of saviour siblings, which
has received relatively limited investigation, and to shed light on the moral questions that
arise, in particular the permissibility for parents to request this type of practice. Can it be

wrong to select a child with the scope to save another ill child?

The first part of this chapter provides a comprehensive exploration of the saviour sibling
choice, including its examination in the light of different ethical concerns. The second part of
the chapter focuses then on analysing these cases from both the person-affecting and
impersonal viewpoints (Glover, 1977/1990; Hare, 1988). These two perspectives represent
the central aspects of the ongoing reproductive choice debate, that can also be used to assess,
as seen in Chapter 5, the cases of end-of-life decisions for child patients especially regarding

the moral validity of the replacement argument.

41 In the ethical assessment of reproductive choices, there are three main general positions: pro-selection
(emphasizing reproductive autonomy or freedom) as advocated by Robertson (1996) and Glover (2006); anti-
selection, opposing the idea of reproductive selection; and the moral obligation to select, as proposed by
Savulescu and Kahane in the principle of procreative beneficence (2009). However, the saviour siblings case has
distinct features that raise specific concerns, as we will develop in this text.
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2. The early debate

One of the initial instances of a saviour sibling is the case of “Baby Marrow”. In the “Baby
Marrow” case, Abe and Mary Ayala, the parents, had a daughter named Anissa who needed a
bone marrow transplant to fight her leukaemia and stay alive. In their quest to find a
compatible marrow donor, Mr. and Mrs. Ayala made the decision to have another child. This
choice meant that Mr. Ayala had to undergo a surgery to reverse his vasectomy, enabling them

to conceive (see among others Zucker (1992) for an analysis of the case).

This particular case could be regarded as somewhat less controversial than later cases since
there was no genetic selection involved. In fact, it was possible to rely on natural conception
in an attempt to conceive a compatible donor*2.The objections to these cases will for the most
part overlap with those that arise during active genetic selection, but the latter present

additional objections that will be dealt with in later sections.

Cases like this present two main concerns. In general, the first objection revolves around
whether bringing a child into existence in this manner, with the intention of saving a sick
sibling, may cause harm to the child who will be born. Feinberg (1986), who focuses on the
legal aspects of these cases, explains that in general legal terms, harm must usually come from
a previous harmful action. This means there is a difference between being in a state of harm
and being in a state caused by someone’s harmful act. In wrongful life cases, where the issue
is about being harmed by being born, Feinberg proposes a way to assess harm considering
whether a person would be better off not being born than living in their current state. In this

case, Feinberg states that:

a wrongful life suit is brought by the infant himself, usually against medical providers, but
sometimes against the biological parent(s), for wrongfully allowing him to come into existence
at all, given that it was known, or should have been known, that he would probably be born

with severe afflictions (Feinberg, 1986, p. 156).

As we will discuss later, although the harm concern will be a central topic in the ethical
examination of saviour sibling cases, it does not allow them to be classified as “wrongful life”

cases in the juridical sphere.

42 However, in subsequent cases, the utilization of preimplantation genetic diagnosis (PGD) is increasingly
becoming a customary practice.
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Another significant objection can be referred to as the Kantian objection. This objection to
the practice of saviour siblings arises from the concern that it disregards the inherent value of
the child who is created solely for the purpose of donation, treating him as a mere instrument

to achieve an end.

This objection is thoroughly discussed by Christine Overall in her book “Why Have Children”
(Overall, 2012). She addresses a crucial question: Are children primarily considered as a means
to an end, with their own interests taking the back seat, or are they primarily valued as

individuals with their own purpose, and being used as means only secondarily?

She contends that the act of procreation should ideally align more closely with the second
scenario, wherein the relationship between parents and the child is desired not merely for
serving other purposes, but primarily because the future person (the child) is esteemed and
valued for their own sake. However, from her perspective, it appears impossible to satisfy this

scenario in the case of saviour siblings.

No child, even if respected and cared for, should be primarily a means to his parents’ and
sibling’s ends. Such a treatment is inconsistent with a close, warm, loving familial relationship

in which a child can thrive while developing his own talents and purposes (Overall, 2012, p. 87).

In particular, she strongly opposes the manner in which the parent-child relationship is
formed through this process. The familial bond between parents and the child, as well as
between the saviour sibling and the ill sibling, begins with the expectation that the new baby
will serve the rest of the family’s needs. Overall argues that if such a requirement would be
deemed unacceptable in the context of forming a friendship with an adult (using the adult for
the own interest), it should likewise be considered unacceptable when forming a bond with a

newborn baby. She continues:

But to be morally sound, both the motivation and the justification for forming the friendship
or having the child need to be about much more than what the friend or the child can do for
one. Moreover, just as in a friendship the benefits obtained from the friend are derived from
valuing this particular friend for her own sake, so also in parent-child relationship the benefits
come precisely because the parents value this particular child for his own sake. (Overall, 2012,

p. 88).
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To further illustrate her thesis, Overall poses the question of whether it is feasible for a
couple with an ill child, unable to conceive another child, to adopt an orphaned child who is a
suitable genetic match for their own child, with the intention of using the adopted child as a

donor for the ill sibling.

If creating a saviour sibling is morally acceptable, then shouldn’t adopting one also be? | suspect
that many people would reject using an adopted child in that way. But if they see nothing
wrong with genetically related saviour sibling, they should not have qualms about an adopted
saviour sibling. There are only two differences between the gestated saviour sibling and the
adopted saviour sibling: in the adoption situation, the child already exists, and the child is not
genetically related to the adopters (even though the adoptee would have to be a genetic match
to the sick child). It is hard to see why these differences would make using the adopted child

as a “saviour” deeply morally different (Overall, 2012, p. 89).

She introduces still another example that casts doubt on the practice of saviour siblings,
which involves the possibility of having a child with the sole purpose of providing a kidney for
an existing child. In her view, if having a child to provide bone marrow is considered morally
acceptable, it becomes much harder to know whether or why there is anything wrong with
having a child in order to provide a kidney. The acceptability of donating bone marrow might
raise the possibility that it could also be deemed permissible to bring a child into existence

solely for the purpose of organ transplantation. However, Overall states:

Perhaps the defender of saviour sibling would say that the answer is built into the question:
bone marrow is renewable, whereas a kidney is not. But I'm not sure they are so very different.
After all, the child has two kidneys. His life will be a little more difficult with only one, but he
can accommodate himself to it. And his donated kidney will enable his sibling to live. Isn’t the
life of the older child worth the cost to the saviour sibling of giving up a kidney? If saving the
life of the older child is defined as the paramount value, then many possible uses for saviour

siblings will come to seem to be morally justified (Overall, 2012 p. 91).

In examining the ethics of saviour sibling cases, the author concludes that the principle of
“the end justifying the means” is inadequate. She highlights the complex moral dilemmas
inherent in creating a life mainly to save another. Consequently, she argues that a genetic or
sibling bond alone does not morally justify conceiving a saviour sibling, pointing to the need

for a deeper ethical analysis of these situations.
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2.1. Overcoming the Kantian objection

Critics of this argument contend, however, that as long as the child is not solely treated as
a means to an end, the Kantian principle is not violated. They argue that the argument fails to
consider other various reasons people consider when deciding to have a child, including
providing future care for a parent, offering companionship to an existing child, securing an
heir, or assisting with a family business (Boyle & Savulescu, 2001; Sheldon & Wilkinson 2004).
In this line, Zucker (1992) argues that the decision of parents to proceed with the saviour
sibling plan is not immoral, as it is not immoral for parents give to existence a child who is
likely to have a marked future (like be a champion of tennis, an heiress to the throne, the

family business manager, or another activity chose for her by the parents).

Overall critique contended that while infants are often used to achieve adults’ objectives,
the ethical concern persists when a child is born solely for an external purpose. Creating a
saviour sibling solely for an objective and potentially disregarding him after his role is fulfilled,
she argues, is clearly unethical. However, this is not the proposal being made, and therefore,
as an ethical argument (and even more so as a basis for legal prohibition) this argument

ultimately fails (Sheldon & Wilkinson, 2004).

Additionally, Taylor-Sands contends that the well-being of the child to be born is closely
connected to the well-being of their family. She proposes a relational framework for selective
reproduction, grounded in a broad understanding of the child's welfare that includes both
individual and family-wide interests, and illustrates how legal frameworks and policies could

support this approach in creating saviour siblings (Taylor-Sands, 2013).

3. The expanded debate with genetic selection

Following the initial occurrences, the practice of creating saviour siblings has become

increasingly widespread and firmly rooted in genetic techniques. Numerous cases have been
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reported in the UK, Australia, and the USA (Sheldon & Wilkinson, 2004).%3 These cases involved
a specific procedure where HLA (human leukocyte antigen) typing, commonly known as
“tissue typing”, was employed in conjunction with preimplantation genetic diagnosis (PGD).
As a result, doctors have the ability to select an embryo for implantation that, if successful,
has the potential to develop into a saviour sibling. This sibling will possess the unique capacity
to donate life-saving tissue to an existing child. Unlike in the cases without genetic techniques,
now there can virtually be certainty that the saviour sibling will have the desired features to

help the ill child. The cases where genetic techniques are involved create new controversies.
3.1. The slippery slope critique

An argument against permitting the deliberate creation of saviour siblings would be the
potential to step onto a slippery slope towards allowing designer babies (Sheldon & Wilkinson,
2004), which could open the door to the bioethical debate on genetic enhancement

(Savulescu, 2009).

The general concept behind the slippery slope critique is that if we permit something to
occur that, when viewed independently, is either acceptable or only mildly negative, it will
eventually lead to another occurrence that is highly negative or clearly incorrect. The claim
could be that we begin by allowing the deliberate creation of saviour siblings and slide down
the slope towards permitting the selection of embryos on frivolous grounds (e.g. eye colour,

sex).**

To address this critique, it is possible to argue though that saviour siblings and designer
babies are relevantly different practices and therefore one can oppose the latter and not the
former without incoherence. Sheldon and Wilkinson (2004) argue that saviour siblings and
designer babies are morally different. In the saviour sibling case, there is a very weighty reason

for using PGD, namely saving an existing child’s life. But the same cannot be said of designer

% |n the UK, the case of the Hashmis garnered attention in both the courts and the media. Their son, Zain,
suffered from b-thalassemia, a blood disorder that can potentially be cured by using tissue from the umbilical
cord of a sibling, but only if the sibling is a tissue match. The Human Fertilisation and Embryology Authority
granted permission to the Hashmis to select a saviour sibling for Zain. However, this decision was promptly
challenged in court, and the UK High Court ruled that the selection of a saviour sibling was unlawful. In May 2003,
the Court of Appeal overturned this decision, stating that tissue typing can be authorized under existing
legislation (See: Dickens, 2005).

4 In the near future, it is anticipated that genetic selection will become more widespread, especially for the
purpose of preventing serious diseases (Balistreri, 2022, p. 58).

145



babies, where the reasons for choosing a genetically modified baby are generally trivial, such

as a mere fondness for particular hair colour.
3.2. The harm to the saviour sibling concern

The concern about the welfare of the child who will be born is already present in the early
documents regulating all assisted reproduction. The Human Fertilization and Embryology Act
of 1990%, states that a woman should not be given treatment services unless the welfare of
any potential child resulting from the treatment and any other child who might be impacted
by the birth have been considered. In the case of the saviour siblings, Sheldon and Wilkinson
(2004) argue that the fundamental assumption underlying the discussion about the child’s
well-being is that, on average, saviour siblings may experience a lower quality of life when
contrasted with either (a) naturally conceived children or (b) other children brought into

existence through preimplantation genetic diagnosis (PGD).

The proponents of the child welfare objection put forth two potential categories of harm:
the physical damage caused directly by the PGD process, and the psychological harm. When
it comes to the direct impact on physical health, there is no justification to believe that saviour
siblings will fare any worse than other children created through IVF (In Vitro Fertilization) and
PGD. Therefore, a child welfare argument based on physical health considerations will either
fall short or else will encompass a broader scope, opposing not only the creation of saviour

siblings but also all uses of PGD (Sheldon & Wilkinson, 2004).

The psychological harm seems derive from two different aspects. Firstly, there is the
concern that a future child might experience psychological harm upon discovering that they
were wanted not for their own sake, but as a means to save the life of a sibling. Secondly, one
can argue that a child conceived to save an ill sibling is likely to experience less joy in their
relationship with parents who may be less attentive to the second child, as their primary focus
was on saving the life of the sibling. This objection could be counterbalanced by considering
the possibility that saviour siblings might feel a sense of fulfilment in knowing that they have

saved the life of their sibling. Furthermore, the attentiveness of parents in saving their first

4> See the full document available at: https://www.legislation.gov.uk/ukpga/1990/37/contents
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child could serve as an indication that they are conscientious and caring parents who will

extend the same level of care to the child that will come into existence.

Nonetheless, as Overall (2012) pointed out, parents cannot anticipate in advance whether
the process and PGD will proceed smoothly or if the donation from the new baby will
genuinely prevent the existing sibling from dying. The challenge lies in the uncertainty of how
parents may react if the ill child is not cured. This uncertainty could potentially cause
psychological harm to the saviour siblings, as they may feel incapable of aiding their ill sibling.
Furthermore, the parents themselves may in this case develop reservations in providing care

for the new child.

In this context, it is useful to understand which the actual attitudes of parents involved in
these types of cases are. In the 2011 study titled “It’s Time to Reframe the Saviour Sibling
Debate” Strong et al. conducted a qualitative study that focused on conducting in-depth, semi-
structured interviews with health professionals and parents regarding the possibility to
employ the practice of saviour siblings. The study included 21 health professionals (6 males
and 15 females) who were involved in the care of children with medical conditions that could
potentially benefit from or be cured by a procedure known as allo-HSCT (hematopoietic stem
cell transplantation), such as leukemia, Fanconi anemia and thalassemia. Additionally, the
study involved interviewing 10 parents (3 males and 7 females) who were faced with the
difficult decisions of whether or not to pursue an HSCT for their sick child. The authors found
that parents’ moral views differed from those of clinicians in several significant aspects and
that parents did not voice any concerns about potential harms to saviour siblings. None of the
parents mentioned the “commodification” of the donor and when the interviewer brought up
this concern, parents rejected the idea and argued that they would love and cherish a saviour
sibling regardless of whether the child acted as a donor or if the transplant was successful.
Moreover, no parents brought up psychological harm concerns for the donor, and parents of
children who had actually acted as sibling donors interpreted the donor’s experience in a
consistently positive manner. They described how the child was “happy to do it” or “glad to

have a job to do”.

In general, while there is a genuine concern that the saviour sibling could be harmed
relative to another child not conceived mainly for that purpose, it can be argued that a) the

physical harm would be no greater than that of any other child conceived through PGD and
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IVF and b) the psychological harm derived from the specific motive of conception of the
saviour sibling is not validated empirically when parents of saviour siblings are questioned. All
of this can lead to conclude that while there might be some potential harm (lower quality of
life compared to other children), this might not occur and would by no means be enough to
consider the saviour sibling’s life not worth living. As we shall see in next section, this
conclusion is relevant for the assessment of saviour sibling cases from the perspective of the

ethics of future generations.

4. Considering the ethics of future generations and the non-identity problem in the

saviour sibling cases

In the realm of reproductive ethics, one could argue that no future people, like the
prospective saviour sibling, can be truly harmed, because they do not exist yet. However, it is
conceivable to contend that the saviour children could be subjected to harm by the decision

to bring them into existence made by the parents.

The general assumption of ethics of future generations is that actions performed in the
present can have repercussions on life that future individuals will experience. These types of
actions can be: quality-affecting, resulting in consequences for the quality of life that future
individuals will live; identity-affecting, influencing the choice of which individuals will exist;
quantity-affecting, by determining the number of individuals who will actually exist (Magni,

2019a).

Determining a normative direction for the saviour sibling cases based on these theories can
be highly contentious. Should parents have a moral duty to create another child to save their
existing child? Is the creation of saviour siblings capable of causing genuine harm to them?
The decision-making process in reproductive ethics has certainly an impact on who will come
into existence; it is an identity-affecting choice. To assess this, we must differentiate between
various interpretations of the normative principles applied in reproductive ethics and different
types of moral obligations and reasons under two different frameworks: the person-affecting

view and the impersonal view (Magni, 2021).

148



4.1. The person-affecting view and the saviour sibling case

The person-affecting view contends that the moral rightness or wrongness of an action is
determined by its direct effects on individuals. An action is considered right or wrong only if
it directly affects someone, either presently or in the future (Glover, 1977/1990, p. 66). It

focuses on identifying the specific subject impacted by the action.

According to Narveson (1967, p. 63), in one of the seminal works that introduced the
person-affecting perspective, “in deciding what we are to do, the only consideration which is
morally relevant, according to utilitarianism, is how others would be affected. If we cannot
envisage effects on certain people which would ensue from our acts, then we have no moral
material to work on and we can do as we like”. If an action does not have a foreseeable impact
on identifiable individuals, it lacks moral significance. In the context of saviour siblings, the
ethical consideration primarily revolves around creating a child (the saviour sibling) to
potentially aid an existing, sick sibling. Here, the existing ill child is an identifiable individual

who can be directly affected by the action (i.e., the birth of the saviour sibling).

Some complexity arises when considering the moral status of the saviour sibling, who,
before conception, is not an actual individual. Because the saviour sibling does not exist at the
time of decision-making, he cannot be harmed or benefitted in the same way that existing
individuals can. Therefore, the moral consideration does not initially extend to them, as they
are not yet capable of being affected. Thus, when applied to the scenario of saviour siblings,
the person affecting view would support the decision to conceive a saviour sibling based on

the benefit to the existing ill child and provided the life of the saviour sibling is worth living.

Such a position can also be supported within a certain form of utilitarianism, the person-
affecting utilitarianism (Narveson, 1967, pp. 63 ff.) According to Narveson, what utilitarianism
prescribes is the maximization of total utility, taking into account all those who exist now, and
whose interests our actions affect. He argues that we should not aim for the greatest possible
happiness and the greatest number of people possible. What person-affecting utilitarianism

prescribes is to make people happy, not to make happy people.

The principle underlying person-affecting utilitarianism is what could be called the non-
worsening principle (Pontara, 2023). For any action to be morally wrong, it is necessary,

although not sufficient, that there be someone for whom that action worsens their situation.
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According to the form of person-affecting utilitarianism, a person P worsens the lot of another
person Q if, and only if: 1) Q exists and P’s action results in Q suffering more than they would
have suffered if P had not performed that action, or 2) Q exists and experiences less pleasure
than they would have experienced if P had not acted in the way they did, or 3) P brings Q into
the world and Q’s life is so full of suffering that it is not at all a life worth living (it would have
been better for Q not to have been brought into the world). In all three of these cases, and
only in these, there is a person whose lot is worsened by an action performed by another
person. However, if one does not bring into the world a being whose life would have been a
happy life, wholly worth living, one does not worsen the lot of anyone. Indeed, prior to the
act of conceiving and bringing a certain person into the world, that person does not exist: thus,

it is not that one deprives them of a certain amount of happiness or a life worth living.

However, one has to bear in mind that there exists then an asymmetry in the obligations
concerning reproduction: while bringing a child into existence does not necessarily confer a
benefit, generating a life not worth living would cause harm to that child. Consequently, if our
duty is to prevent and alleviate suffering, it is also our duty not to bring children into the world
if we anticipate that they would experience suffering or if we would be the source of that
suffering (Narveson, 1967; Magni 2021). Therefore, in cases of saviour siblings, it is essential
to assess whether the life of the saviour sibling could involve a substantial reduction in their
quality of life, to the point where it might be preferable not to bring them into existence.
Unless this is the case, the person-affecting view asserts that the moral permissibility of
creating saviour siblings is justified, as it enhances the well-being of existing individuals

without causing harm to any individual who is currently part of the moral community.

4.2. The non-identity problem and Boonin’s interpretation

Parfit introduces the non-identity problem strictly connected with the philosophical topic
of future generations. This moral question is enclosed in the time-dependence claim, which
states that “if any particular person had not been conceived when he was in fact conceived, it
isin fact true that he would never have existed” (Parfit, 1986, p. 351). This assumption requires
us to come back to the beginning of our formation, in which there was a specific ovum as well

as a specific spermatozoon, which will create a specific individual. Hence, if the conception
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had been postponed it is possible to argue that the conceived child would have been different
one, creating a non-identical alternative being.

The critical question posed by the non-identity problem is whether a reproductive decision
or action — such as conceiving a saviour sibling — can actually be deemed harmful or wrong.
The dilemma arises because if the decision or action had not been taken, this individual would
not have existed at all. This conundrum particularly perplexes the person-affecting view in
ethics, which posits that the morality of actions is judged based on their impact on specific
individuals. However, when considering the non-identity problem, the individual affected by
the action would not exist without the very action being evaluated, making it hard to argue

that the action is harmful in the traditional sense.

In his examination of the non-identity problem, Boonin offers a nuanced perspective in his
book “The Non-ldentity Problem and the Ethics of Future People” (2014), Boonin's analysis
begins by delineating the inherently counterintuitive nature of the non-identity problem,
particularly in its application to the person-affecting view of ethics. When the alternative to a
given existence is non-existence, the assessment of harm under the person-affecting view is

complicated.

However, examining the non-identity problem through the perspective of the impersonal
view allows for an assessment of whether an action is morally wrong based on its impact on
overall well-being. This attempt to successfully address the non-identity problem by deeming
actions that lead to less optimal outcomes for future individuals as morally wrong, regardless
of their impact on the specific identities of these individuals. The non-identity problem can
then be dealt with by the impersonal view, which offers a distinct approach to handling such

ethical dilemmas.

Boonin illustrates this concept using the hypothetical case of Wilma®*¢, a woman whose
decision affects the identity and well-being of her future child. Under the impersonal view,

Wilma’s action is evaluated based on the potential well-being of the child, irrespective of their

46 Wilma plans to have a baby and visits her doctor for a check-up. The doctor delivers both good and bad news.
Unfortunately, if Wilma conceives, her child will have a disability. While the exact nature of the disability remains
uncertain, the doctor shares three key points. Firstly, it will significantly impact the child’s quality of life, possibly
due to intrinsic disability factors or societal discrimination. Secondly, although the disability will not make life
worse than nonexistence, it will still be substantial but worth living. Lastly, the disability will be permanent and
cannot be reversed or eased. However, Wilma can prevent this by taking a pill daily for two months before
conceiving for a healthy child.
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identity. If her decision results in a child being born into a life of lower overall well-being when
a better alternative was available, the action is deemed morally wrong. This perspective thus
resolves the non-identity problem by sidestepping the issue of whether Wilma’s action harms
a specific individual. Instead, it focuses on the aggregate well-being and posits that Wilma’s
action can be wrong because it results in a less favourable outcome in terms of general well-

being.

Alternatively, the person-affecting view encounters difficulties with this issue. This is well-
explained by what Boonin refers to as the Implausible Conclusion: “Wilma’s act of conceiving
Pebbles is not morally wrong” (Boonin, 2014, p. 5). Boonin uses the hypothetical case of Wilma
to illustrate that, within the person-affecting framework, an action by Wilma that might cause
harm does not automatically equate to a moral wrongdoing and that therefore the Implausible
Conclusion is not so implausible*’. Within the person-affecting view, it is not possible to act
immorally toward an individual, like Pebbles, who does not yet exist and cannot be considered

an actual individual.

4.3 The impersonal view and the saviour sibling case

The impersonal view insists on the fact that we also have a moral responsibility towards
individuals who will never exist, but they could have existed if different choices had been
made (Hare, 1988; Magni, 2021). The common moral dilemma at hand revolves around
whether our considerations should be limited to individuals who will actually come into
existence or should also encompass future individuals who could have existed if different
choices had been made, these hypothetical beings are referred to as “merely possible

individuals”.*®

47 Through his analysis, Boonin suggests that the non-identity problem, while presenting a significant challenge
under the person-affecting view, can be reconciled. For example, the assertion that Pebbles has a right not to exist
in her current condition leads to conclusions that many would find even less plausible than the so-called
Implausible Conclusion. This is because, if Pebbles truly possesses a right not to exist in her current state, then
this right would apply regardless of whether Wilma could have conceived a sighted child by simply waiting a few
months. This would imply that it was wrong for Wilma to conceive Pebbles, even if her only other option was to
have no child at all. The notion that conceiving a blind child is wrong, even when the alternative is having no child
whatsoever, would likely seem even more implausible to most people than the original Implausible Conclusion
(Boonin, 2014, pp. 112-113).

48 possible future individuals are those who will actually come into existence, while merely possible individuals
are those who will never exist but could have existed if different choices had been made.
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This matter is made clear in several examples used the literature (see Roberts, 2019, for a
review). One example can be found in Hare’s essay, “The Abnormal Child: Moral Dilemmas of
Doctors and Parents” (1974/1993), already cited in chapter 5, in which Hare imagines a pre-
natal dialogue between the possible Andrew and his brother, where the first one is only a
combination of sperm and ovum while the latter is an already an existing foetus (the child who
will not be operated). The aim of this surreal dialogue consists of achieving a sort of solution,

which enables us to realize the best overall chance of a happy existence.

In this perspective, there are impersonal harms and benefits, because there is no specific
victim. The impersonal view is based on three requirements: comparability, which makes it
possible to compare life of actual people with life of potential people; replaceability, which
implies that current people can be replaced with potential one; compensability, which justifies
the principle according to which harm done to actual people can be compensated with a

benefit done to potential people, and conversely.

We can use the concept of compensability to evaluate and establish a balance between the
life of the currently ill child and the potential existence of the yet-to-be-born saviour sibling.
By applying this principle, it becomes possible to assess the potential harm that might be
inflicted on the saviour sibling and to consider the benefits gained by the ill child. The
impersonal view brings in the ethical implications for those who are not yet born but could be
brought into existence for a specific purpose. Under the impersonal view, harm can be
inflicted on a potential individual like a saviour sibling. This harm is considered impersonal
because it does not arise from direct, tangible effects on the individual (since they do not yet

exist).

When compared to the utilitarianism applied in the person affecting view, the impersonal
view applied in this case broadens the ethical horizon. It gives rise to impersonal utilitarianism,
which adapts the utilitarian principle of maximizing happiness or utility to encompass not only
existing and certain future individuals but also those potential individuals who might exist

under different circumstances.

From this viewpoint, the decision to have a saviour sibling is not solely focused on their role
in aiding an existing sick child. Rather, it encompasses a wider moral consideration of the

potential life and well-being of the yet-to-be-born child. It recognizes the moral significance
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of the potential life of the saviour sibling, even though they are not yet born. When parents
contemplate having a saviour sibling, they are balancing the potential benefits to their sick

child with the future quality of life and well-being of the potential saviour sibling.

In this ethical framework, the creation of a saviour sibling is viewed through the lens of
overall well-being enhancement. If it is anticipated that the saviour sibling will lead a fulfilling
and happy life, in addition to providing crucial medical support to their existing sibling, this

action can be seen in a positive light.

The impersonal view in ethical philosophy does not inherently dismiss the practice of
creating saviour siblings. The comprehensive evaluation of the well-being of all individuals
involved — both those currently living and those who may be brought into existence — aligns
as discussed above, its positive assessment with that done under the person-affecting view.
But in this case the decision is not just about the medical benefits for the existing sick child or
the potential challenges faced by the saviour sibling; it is also about how this choice aligns

with the greater good.

5. The practical questions at the beginning and end of life under the view of the

“principle of generalized procreative non-maleficence”

Reproductive choices and end-of-life decisions share a common ethical foundation: the
balance between maximizing well-being and minimizing harm. Both areas require careful
consideration of moral principles to guide decisions that significantly impact the lives of
individuals and those around them. When it comes to reproductive choices, new technologies
give prospective parents the ability to influence the genetic traits of their future children.
Savulescu’s principle of procreative beneficence (PPB) (Savulescu, 2001) argues that parents
should select the child expected to have the best quality of life. However, this principle has

faced criticism for being overly demanding.*®

* For now, the opposition between Saunders’ principle of non-maleficence and the principle of beneficence—
primarily discussed in his article in relation to Savulescu’s principle of procreative beneficence—will not be
considered. | believe that Saunders’ formulation can, in fact, be effectively juxtaposed with a broader
interpretation of the principle of beneficence. As | argued in Chapter 3, the principle of non-maleficence can be
regarded as equal in importance to the principle of beneficence, with both being deeply interconnected.
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An alternative, more balanced perspective might be the principle of generalized
procreative non-maleficence (PGPNM), which focuses less on maximizing outcomes and more
on avoiding harm (Saunders, 2017). According to this principle, parents have a moral
obligation to ensure that their reproductive choices do not cause harm to others?, rather than
being obligated to choose the child with the “best possible” life. Thus, prospective parents
should consider the interests of others, rather than only the child, but that they need only
avoid harm to others, rather than being required to produce the greatest possible benefit. In
my view, the PGPNM emphasizes both the focus on avoiding harm (non-maleficence) and the

(generalized) concern for others, not only for the child created (Saunders, 2017, p. 554).

This same logic can be applied to end-of-life decisions, where the central worry is often
reducing suffering and avoiding harm. We must consider the interests of all parties involved,
not just those of the child. Let us consider for example the possibility of replacement
introduced by the impersonal view. Under the lens of PGPNM, such a choice could be seen as
potentially serving both the child’s interest and the interests of others—for example, other
children who might benefit more from the same medical treatment or parents who are
overwhelmed by the emotional and physical toll of the situation. Saunders’ principle could
help introduce into the bioethical debate the idea of replacement, not solely from a strictly

impersonal perspective.

At the same time, this principle can justify the idea that creating a saviour sibling is not
harmful, as the interests of the saviour sibling are taken into account along with those of
others (the parents and the sick child), without causing any harm that would warrant banning

the practice.

In both contexts, the saviour siblings and the end-of-life decisions in neonatal field, the
principle of generalized procreative non-maleficence offers a valid framework. However, it is

necessary to take into account that Saunders argues that the precise obligations of parents

%0 Saunders argues that the principle of do no harm should not be taken too literally, as we often engage in
actions that may impose some risk on others—such as driving—without them being considered morally
impermissible. He suggests that what matters is not avoiding all harm, but rather not wrongfully worsening
others’ situations. This requires additional moral principles to define what harms are permissible and rejects the
assumption that the status quo always holds normative privilege. Saunders emphasizes a satisficing approach,
where the focus is on ensuring others do not fall below an acceptable threshold rather than aiming to maximize
their well-being.
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under the principle of generalized procreative non-maleficence are not immediately clear. For
instance, one might suggest that parents should avoid choosing a disabled child, as such a
choice could impose additional costs on society. Conversely, it could also be argued that
selecting an able-bodied child over a disabled one sends the harmful message that disabled
lives are less valuable, potentially affecting other disabled individuals in the community. These
competing considerations reveal the complexity of determining what course of action
minimizes harm, which is ultimately an empirical question dependent on specific
circumstances. Saunders does not aim to provide practical guidelines for applying the principle
of generalized procreative non-maleficence. Instead, his primary contribution is to highlight
the overlooked possibility of a principle that is both generalized and non-maximizing. This
principle, he argues, is promising in order to align with the clear moral duty not to harm others.
This is indeed a key consideration in the saviour sibling cases and it would also be reasonable
to consider such principle in the decision about whether to withdraw the life sustain treatment

in the Gard case.

6. Conclusion

This chapter examines the ethical implications of conceiving a saviour sibling specifically for
medical purposes. It explores the potential effects on the family and society, assessing the
issue from both personal and impersonal perspectives, a framework that has been discussed

in the previous chapter when applied to end-of-life decisions for critically ill children.

Key ethical concerns in saviour sibling cases include the potential harm to the newborn, the
Kantian objection of using a child as a means to an end, and the ethical dilemmas of genetic
manipulation. The chapter addresses the risks of a slippery slope towards designer babies and

discusses the physical and psychological harms to the child born from such practices.

Moreover, the concept of partial non-identity can be particularly relevant in discussions
about saviour siblings. This notion comes into play when decisions or actions result in different
individuals existing under different scenarios. For instance, in the saviour sibling context, an
existing person, the sick sibling, may have different health outcomes (quality-affecting choice)
depending on the existence (identity-affecting choice) of a saviour sibling. In this scenario,
whether or not the saviour sibling comes into existence depends on a specific decision, leading
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to a situation of partial non-identity. In one potential outcome, the saviour sibling is born,
while in another, he is not, making the existence and thus the identity of this individual

conditional on the choice made.

The person-affecting view, which evaluates actions based on their impact on specific
individuals, faces a unique challenge with this scenario. In the person-affecting view, we
confront the implausible conclusion that a non-existent saviour sibling cannot be subjected to
harm. The non-identity problem arises because, under the person-affecting view, it is difficult
to argue that bringing the saviour sibling into existence might constitute harm. This is because
harm or benefit, in the traditional sense, presupposes the existence of an individual to

experience it.

In contrast, the impersonal view introduces the idea of compensability. This concept allows
for the consideration of actions based on their overall impact on well-being or utility. In the
saviour sibling scenario, compensability involves weighing the potential benefits to the
existing child against the ethical implications of bringing the saviour sibling into existence. This
approach acknowledges that while the creation of the saviour sibling for a specific purpose
might be seen as a form of harm, it can be ethically permissible if it leads to an overall increase
in well-being. The concept of compensability, which comes from impersonal ethical views, is
considered counterintuitive. Compensability suggests that the overall balance of good can

sometimes justify harm to an individual if it results in a greater benefit to someone else.

Both perspectives, person-affecting and impersonal, offer insights into the ethical
dimensions of decisions that affect future generations. While they differ in their approach to
the non-identity problem and the concept of harm, they converge on the ethical permissibility

of creating saviour siblings, albeit under different considerations.

Under Saunder’s view, using the principle of generalized procreative non-maleficence, the
practice would also be accepted. In this view, personal and non-personal aspects intertwine
while taking into consideration all parties involved and not only those directly affected, with

the duty of not harming others (non-maleficence).

In this context, | find both the impersonal view and the personal view compelling, as they
provide equally serious reasons to justify the practice of saviour siblings, even though different

from each other. However, | argue that the personal view in reproductive choices should be
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prioritized to ensure that such decisions are not perceived as lacking moral relevance for
parents, who must recognize their own moral agency and discretion in the decision-making
process. This personal dimension cannot be overridden by impersonal reasoning when
balancing benefits and harms in an abstract manner. That said, | do not intend to dismiss the

significant contribution of the impersonal view to this discussion.

The saviour sibling case thus allows us to further understand the implications of the person-
affecting view and the impersonal view in reproductive choices, following on what we started
in the previous chapter when we focused on the Gard case. Indeed, both the Gard case and
the saviour sibling cases are examples where beginning-of-life issues and end-of-life ones are

linked.
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Chapter 7

Addressing challenges in utilitarianism: relational autonomy, capabilities
approach and liberal utilitarianism

In this chapter, | will focus on some of the problems discussed in the previous chapter,
particularly those associated with the utilitarian approach to bioethical issues. While the
utilitarian perspective offers a valuable framework for determining why, in certain cases, the
best course of action might involve withdrawing life-sustaining treatment from a child or
creating a new child to save a sick one, it is essential to recognize that this approach often

overlooks important aspects.

Specifically, it tends to neglect the broader relational dynamics involved in such decisions—
namely, the relationships between parents and their child, as well as between parents and
doctors. The concept of autonomy, as previously applied in chapter 3, could benefit from a
reconsideration to better reflect these relational factors. Additionally, | will introduce the
capabilities approach as an alternative framework for addressing issues related to well-being,
offering a more nuanced perspective on these complex problems. Finally, | will explore the
framework of liberal utilitarianism as a potential solution to the monistic interpretations of

utilitarianism, emphasizing the importance of adopting a pluralistic view.

1. Moving towards the relation autonomy: why?

The parents of Charlie Gard attempt to exercise a form of autonomy that can be described
as “individualistic autonomy” or “libertarian” which corresponds to personal sovereignty or
“negative” liberty, where their preference is treated as equivalent to that of any other
individual who, for example, refuses to undergo a surgical procedure (Dove et al., 2017;
Mackenzie, 2015). This individualistic interpretation of autonomy is generally seen as a
positive step forward, serving as a remedy for the strongly paternalistic doctor-patient

dynamic (Levine, 1988) that has historically defined Western medicine (Katz, 1984/2002).

However, as | highlight in chapter 3, allowing parents to act solely based on their

preferences (even assuming they intend to act in the child’s best interest) can lead to two
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possible scenarios. The first involves fully respecting their autonomy and accepting that
withdrawing life-sustaining treatment is not appropriate. Second, as previously mentioned,
the utilitarian perspective can provide a strong rationale for accepting the withdrawal of life-

sustaining treatment to protect the child’s well-being.

Nevertheless, imposing the utilitarian perspective in a manner that could be described as
paternalistic does not appear to be the right approach to respecting all parties involved in the
decision-making process. Consequently, the individualistic approach seems inadequate for
two reasons: it fails to fully acknowledge the importance of the parental perspective (if we
consider paternalistic behaviour justified to protect the child’s interests) and remains
consistently at risk of reverting to a paternalistic stance, even when guided by the principle of

beneficence.

Therefore, embracing the relational concept of autonomy provides a way to recognize that
such decisions are better managed by considering the values and reasons at stake—an aspect

that the utilitarian perspective in bioethics often fails to adequately address.

2. Relational autonomy

The relational conception is influenced by feminist perspectives, particularly the view that
individuals are embodied beings whose capacities grow and are enacted within social settings.
Therefore, abilities like autonomy can be supported or hindered by the social environment a
person lives in, including their family and community ties, as well as societal norms and

expectations (Stoljar & Mackenzie, 2022).

Relational autonomy refers to different views of personal autonomy that share the idea
that autonomous individuals are inherently social and interdependent. A person’s identity,
values, beliefs, and reasons for action are shaped by their social roles and shared environment.
This perspective challenges the idea that autonomy is purely individualistic or independent of
others. Relational theorists argue that autonomy involves acting based on values and
commitments one identifies with, but this process depends on social institutions, norms, and
relationships. These factors can either support or limit a person’s autonomy. Unlike traditional

views, relational autonomy recognizes that social conditions play a critical role in shaping an

160



individual’s ability to be autonomous, even though these conditions are often unequal or

discriminatory (Oshana, 2013).

Feminist relational approaches highlight three main ways in which gender oppression can
limit autonomy. One perspective focuses on how oppressive social conditions affect the
development of the critical thinking skills needed for authenticity. For example, Friedman
describes authenticity®! as “self-reflective affirmation”, meaning that when a person
thoughtfully reaffirms their key desires and values, these become part of what defines them
as an individual (Friedman, 2003). She points out that social relationships can hinder the
growth of these reflective skills (Friedman, 1997). For instance, cultural norms that restrict
girls’ access to education or impose caregiving roles on them can impede rather than support

the development of such capacities.

A second type of relational view suggests that autonomy depends not only on critical
thinking skills but also on attitudes like self-trust, self-esteem, and self-respect. McLeod (2002)
describes self-trust as having confidence in one’s own abilities and moral integrity. This sense
of self-trust can be harmed by negative attitudes from others. McLeod gives the example of a
woman who has a miscarriage at six weeks and feels emotional distress and uncertainty. She
argues that the woman’s struggle to express her emotions is partly due to others’ lack of
empathy and support. Comments suggesting that the situation is fortunate or could have been

worse minimize her feelings rather than acknowledging them.

A third type of relational perspective suggests that specific external factors are essential
for autonomy. These views argue that while self-reflective affirmation or the ability to act
autonomously may be genuine and valid, it alone is not enough to ensure true autonomy.
Nussbaum claims that for some individuals, their choices can be “adaptive” and lack true
autonomy because of their social circumstances (see the example of Vasanti, an Indian woman

in Nussbaum, 2001a). Oshana argues for a social-relational approach to autonomy,

51 Relational views of autonomy developed as a response to earlier non-relational ideas about free will and self-
determination, such as those proposed by Frankfurt (1971) and Dworkin (1970). These earlier approaches focus
on the psychological coherence of the individual. They define autonomy as being based on the authenticity of a
person’s thoughts, feelings, or attitudes. A person acts autonomously when they make decisions and take actions
based on values, beliefs, desires, and commitments they have personally examined and accepted as their own.
Frankfurt and Dworkin focus on how a person’s motivations are organized, suggesting that authenticity comes
from following specific processes in decision-making and acting. This idea of authenticity is procedural, meaning
it depends on how decisions are made rather than the content of the person’s values or the external
environment. As a result, their views treat autonomy as non-relational (Oshana, 2013).
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emphasizing that autonomy requires people to have control over important aspects of their
lives. This kind of control means having the power and authority to direct their own affairs. It
cannot exist in situations where individuals are subject to arbitrary social control or

domination (Oshana, 2006; 2007).

2.1. Informed consent and relational autonomy

The relational autonomy approach defines autonomy by incorporating social conditions
into its analysis and questioning the idea that an individual is autonomous simply because they
are mentally competent, act intentionally, understand and retain relevant information about
benefits and risks, and are neither coerced nor manipulated (Beauchamp and Childress, 2001).
Given the broad range of social influences on decision-making and various conditions that may
undermine autonomy, even individuals with normally functioning psychological capacities

should not be assumed to be fully autonomous in all situations (Stoljar & Mackenzie, 2022).

The relational approach puts in doubt the relevance of voluntary and informed intentional
choice as sufficient for autonomy because it emphasizes that autonomy also depends on self-
regarding attitudes. According to relational theories, true self-authorization requires not just
intentional and competent planning but also emotional states such as self-trust, self-
confidence, and a sense of self-worth (McLeod, 2002; Mackenzie, 2008). Furthermore, it
challenges the idea that autonomy is only undermined by direct coercion or manipulation.
Instead, the relational perspective emphasizes the impact of broader interpersonal and social
factors, such as oppressive norms, stereotypes, and deeply ingrained cultural practices, which

can also limit autonomy due to structural conditions rather than individual actions.

The relational approach to autonomy highlights that understanding is not solely about the
proper communication of information and the cognitive ability of the individual to process it.
It acknowledges that understanding can be hindered by flaws in communication or
psychological factors that limit a person’s capacity to fully grasp the information provided.
This perspective accounts for how power imbalances between the person giving consent and
the one receiving it can lead to epistemic injustices or distort the openness of the
communication process. Such imbalances may place additional responsibilities on the receiver

of consent, requiring them to exhibit epistemic virtues, such as sensitivity to the social context
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and active efforts to ensure clear and equitable communication, beyond merely presenting

the relevant information.

if autonomy is relational, informed consent and autonomy are conceptually distinct.
Ensuring informed consent is not sufficient to promote relational autonomy (Stoljar, 2011).
Therefore, it is possible to question whether, in the case we examined, where the parents do
not consent to the withdrawal of treatment, their decision is truly autonomous, according to

the parameters outlined above that characterize relational autonomy.

Both the Gard case and the saviour sibling scenario are examples of bioethical dilemmas
where the concept of relational autonomy can be applied to examine societal influences on

such private decisions, prompting a reconsideration of the idea of parental autonomy.

3. The capabilities approach: key features and critical issues

The capabilities approach stands out as one of the most significant theories of public ethics
in recent years. Originally formulated in the 1970s by Indian economist and philosopher
Amartya Sen (Sen, 1980), who received the Nobel Prize in Economics in 1998, it was later
expanded by Martha Nussbaum (Nussbaum, 2000). This approach centres on the idea that the
primary aim of public action is to enhance individuals’ capabilities and functioning—that is,
their potential to do and become what they value. According to this framework, public policies
should focus on enabling individuals to attain these valuable functioning, a concept that will

be explored further in the discussion ahead (Magni, 2019c).

Even though the aim of this chapter is to connect relational autonomy with the capabilities
approach to explore possible solutions to issues inherent in utilitarianism—particularly its
emphasis on general well-being rather than the well-being of individual persons—it is
important to note that the capabilities approach remains a consequentialist framework. This
approach to public ethics, also referred to as capability ethics (Crocker, 1992), is a normative
theory with a consequentialist character. In other words, it evaluates actions based on their
outcomes rather than on adherence to specific rules or duties, as seen in deontological
theories. The objects of value within this framework are the capabilities of individuals and

their functionings—that is, what they are able to do or become (Magni, 2019c). Therefore, a
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social structure or public policy is considered better to the extent that it enables individuals

to have greater capabilities to achieve valuable functionings.

However, the capabilities approach is different from the utilitarian view in so far it is a
flexible and versatile normative framework rather than a specific theory of well-being or
freedom. It rests on two key principles: first, that the freedom to achieve well-being holds
central moral significance, and second, that this freedom is defined by individuals’ valuable
capabilities—the real opportunities they have to do and be what they value. This approach
serves various evaluative purposes, including (1) assessing individual well-being, (2) evaluating
social arrangements and distributive justice, and (3) designing policies for social change, which
is central to social ethics. It emphasizes people’s opportunities to achieve meaningful states
of being and doing, such as receiving education, moving freely, or fostering supportive

relationships (Robeyns, 2013).

What emerges is that, in a sense, individual well-being cannot, as in the utilitarian view, be
determined solely without considering its impact on society, the “larger individual” that
encompasses all individual well-being. The emphasis on individual capabilities, which, as we
will see later, cannot be assessed in isolation without the support of others or favourable
external conditions, opens up the possibility of rethinking certain aspects of social well-being

and exploring how individuals can exercise their autonomy or promote beneficial behaviour.

It is relevant to take into consideration that the capabilities approach does not have a
compact doctrinal structure. Magni (2006) argues that it can be presented in at least two
versions: one by Sen and the other by Nussbaum. While they converge on certain fundamental
points, they diverge on others. More recently, both Sen and Nussbaum have described their
versions as a comparative theory of justice, focusing primarily on measuring well-being and
quality of life across different countries (Sen, 2010), and as a transcendental or normative
theory of justice, emphasizing the normative details of a justice theory centred on capabilities
(Nussbaum, 2003a, 2012). However, differences also emerge in how they interpret the two

core concepts of the theory: capabilities and functionings (Magni, 2019c).

After outlining the perspectives of the two pioneers of the capabilities approach, | will
examine how this framework influences the concept of well-being in a manner distinct from

the monistic and rigid utilitarian perspective. Additionally, | will explore how external factors
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supporting the development of capabilities can be enhanced through the application of

relational autonomy.

3.1. Sen’s view

According to Sen, functionings represent the various actions or states of being that a person
achieves. They encompass the actual accomplishments of an individual, referring to what
someone values and considers important to do or to be in their life (Sen, 2000). As this
definition suggests, functionings are not limited to actions individuals perform. They have
both a dynamic aspect, representing actions, and a static aspect, encompassing the states or
conditions of a person (Sen, 1985). Functionings are closely linked to a person’s capabilities.
They are understood as the realization of a potential state represented by the capability.
According to Magni, for Sen, capability is mainly understood as the range of potential
functionings a person can achieve. Possible here means that the right conditions exist—there
are no barriers, external obstacles, or shortages of resources. In this way, capability is closely
linked to opportunity, referring to having the external conditions needed to succeed (Magni,

2019¢).

Sen also uses the term capability in its literal sense, referring to an internal power or
potential of the individual. This is a counterfactual kind of power, meaning it exists even if it
is not exercised. In this sense, the capability to do something is part of the individual’s
constitution—it can be understood as a physical or mental state of the person. Sen’s concept
of capability includes this broader idea of an internal capacity or general ability. A common
example used to illustrate a lack of capability, such as a person with a physical disability,

highlights the importance of this literal interpretation of the term capability (Magni, 2006).

In Sen’s framework, the concept of capability carries at least two distinct meanings: it can
refer to capacity (an individual’s internal power or ability), opportunity (favourable external
conditions), or a combination of both. This broad interpretation means that capability

encompasses diverse elements under the same term.>?

52 See Magni (2019c): Sen also argues to include multiple states within the concept of functioning: even states
not produced by the individual must be considered, that is, as functionings (Sen, 1993), and as functionings, they
are related to the individual’s capability. A functioning exists even without the capability to choose it. Sen, in fact,
distinguishes between two types of functioning: a “refined functioning” and an “unrefined functioning” (Sen,
1987). A refined functioning implies the individual’s ability to choose: in this case, the individual is capable of
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For example, Sen identifies several key capabilities, such as the ability to live a long life,
maintain good health, be adequately nourished, participate in social life, or appear in public
without shame. Although Sen avoids creating a fixed list of relevant capabilities—unlike
Nussbaum—these examples illustrate how capabilities depend on both internal and external

factors.

For instance, the capability to live a long life requires not only an individual’s physiological
health but also external conditions like access to healthcare, adequate sanitation, and
sufficient means of sustenance. Similarly, the capability to participate in social life relies on
internal abilities, such as education, alongside external factors like the absence of restrictions
on free association and a stable social system. In every case, capability reflects an integration
of internal capacity and external opportunity, emphasizing that both are essential for

achieving valued functionings (Magni, 2019c).

3.2. Nussbaum’s view

The capabilities approach, as developed by Nussbaum, differs from Sen’s perspective in
several key ways. The first notable distinction lies in the general structure of their theories.
While Sen’s theoretical efforts focus on developing a normative, consequentialist framework
aimed at addressing certain challenges within consequentialism, Nussbaum shows little
interest in this aspect of the theory. In fact, Nussbaum’s emphasis on respecting a set of
fundamental capabilities does not appear to align with a consequentialist perspective.
Instead, she treats it as a fundamental normative principle, independent of considerations

based on outcomes or consequences (Magni, 2006, p. 93).

Nussbaum’s conception of capability and functioning differs somewhat from Sen's and is
clearer and less ambiguous. Nussbaum primarily discusses different levels of capability. At the
lowest level are the basic capabilities, which refer to the innate equipment of individuals that
is the necessary foundation for the development of more advanced capabilities (Nussbaum,

2001b).

deciding to perform one action instead of another, a condition that may not be present in an unrefined
functioning. For example, fasting is a refined functioning because it involves the choice not to eat, whereas
suffering from hunger is an unrefined functioning because no choice is involved (Sen, 1985).
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At this first level of capability, other types of capability are formed: “internal capabilities”
and “combined capabilities”. Similar to Sen, Nussbaum has a broad conception of what is
meant by capability: for her, capability includes both capacity and opportunity. The items in
Nussbaum’s list of fundamental capabilities, which she uses as the core of her version of the
capabilities approach, include things that have little to do with the literal notion of capability.
Her list (1 will list it later) also includes protection against sexual assault, violence, and racial
or religious discrimination, as well as the defence of freedom of speech, association, political

participation, and property rights.

However, the use of the concept of capability in Nussbaum does not present the same
ambiguity it has in Sen, precisely because Nussbaum tends to clearly distinguish between the
two meanings of capability. An individual’s capability can indeed be understood as internal
capability, that is, as a power of the subject with a counterfactual nature, a physical or mental
state that the subject possesses even if they do not directly exercise it, and as combined
capability, that is, as an internal capability that combines with external circumstances
(Nussbaum, 2001b). All capabilities, as physical or mental states of individuals, are internal,
and even combined capabilities (as capabilities) are internal, but specifically combined with
favourable external circumstances and internal capabilities are also the basic capabilities

(Magni, 2019c).

In this way, Nussbaum’s list of capabilities sets demanding requirements: not only to
ensure the possession of internal capabilities but also to create the external conditions

favourable to the possession and use of them.

The difference with Sen lies not just in resolving the ambiguity of the term capability by
clearly distinguishing between external conditions and capabilities. For Nussbaum, a
combined capability—where internal capability is linked with external circumstances—cannot
exist without the internal capability itself. This is a key distinction from Sen’s idea of capability,
which, as we have seen, can exist even without an internal power of the individual. To have a
combined capability, an individual must first have internal capability. In other words, there is
no combined capability without internal capability. By doing this, Nussbaum narrows the
concept of capability compared to Sen. Simply providing favourable external conditions
without ensuring individuals have actual internal capabilities does not give them combined

capability, and thus, does not give them capability at all (Magni, 2019c).
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4. The capabilities approach towards a new definition of wellbeing

Several researchers have sought to conceptualize the capability approach specifically in the
context of health (Law & Widdows, 2008; Ruger, 2010; Venkatapuram, 2011; Entwistle &
Watt, 2013). The practical application of the capability approach in health remains less
explored, with limited understanding of the range of related studies. While reviews have
assessed capability measures in health economics (Lorgelly et al., 2010), the broader evidence

base on health-related topics is unclear (Mitchell et al., 2017).

However, | will attempt to explore the capabilities approach to well-being, remaining
faithful to the interpretations of Sen and Nussbaum, in order to examine the implications of
this concept compared to the objective notion of well-being proposed to justify the ethical
validity of suspending or withdrawing life-sustaining treatment, as inspired by the utilitarian

view.

4.1. Sen’s interpretation of wellbeing

According to Sen’s interpretation, evaluating well-being may point us in one direction,
while assessing achievement based on a person’s broader goals may lead us in a different
direction, as individuals can have objectives that go beyond their own well-being.
Furthermore, judging either type of achievement may differ from evaluating the freedom to

achieve, as a person can have greater freedom but ultimately achieve less (Sen, 1993/2003).

III

A person’s well-being achievement refers to an evaluation of how “well” their state of
existence is, focusing specifically on their personal welfare rather than, for example, their
contribution to society or the fulfillment of their broader goals. This second broader approach
involves analyzing the fundamental aspects of their state of being through the lens of their
own well-being. These fundamental aspects are formed by the different functionings that
define the individual’s life (Sen, 1993/2003). The functionings that contribute to well-being
range from basic elements, such as avoiding illness and premature death, maintaining proper
nutrition, and having the ability to move freely, to more complex aspects, such as experiencing

happiness, gaining self-respect, participating in community life, and being able to appear in

public without feeling shame. In ethics, it is not a new idea to explicitly acknowledge that an
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individual’s well-being is often influenced by the quality of life experienced by others.
However, as discussed in chapter 4, there are difficulties in balancing individual interests with
those of others, interpreted as the interests of the collective, and how collective interests can
sometimes negatively affect the realization of individual interests. It is important to consider

that Sen’s consequentialist approach is distinct from utilitarianism.

According to Sen, outcome utilitarianism faces difficulties with both of its foundational
principles: (a) the sum-ranking principle and (b) welfarism. These principles are problematic
because they conflict, respectively, with two other principles of fundamental importance:
equality and freedom. In this way, Sen adopts two of the traditional criticisms commonly
directed at utilitarianism (Magni, 2006, p. 39). Moreover, according to Sen, the limited focus
of the informational constraint, which leads to the undervaluation of rights and freedoms, is
caused by other assumptions in utilitarianism that should also be rejected. More generally: a)
it is not reasonable to equate a person’s well-being with utility; b) well-being should not be
the only thing considered valuable; and c) from a purely descriptive point of view, the idea of
a person in utilitarian theories is unconvincing (Magni, 2006, p. 44). In Sen’s social ethics, a
person’s well-being is not presented as the only relevant information for evaluation. It is
indeed relevant information (and this is another merit of utilitarianism), but not exclusive; Sen

replaces the informational monism of utilitarianism with an informational pluralism.

Sen adds to the achievements in terms of well-being the achievements in terms of agency.
A person is seen as a rational agent, whose choices and activities can be directed towards a
variety of goals, as long as these goals are motivated ends, rather than being inspired by an
impulse or fantasy, regardless of whether they are directly related to personal well-being. The
goal of well-being is considered just one of the objectives of agency. It is stated that, as an
agent, a person is not necessarily guided solely by their own well-being, and the achievements
of agency refer to the successes attained in pursuing the full range of goals and ends that the

person considers (Sen, 1993/2003).

4.2. Nussbaum'’s interpretation of well-being

Martha Nussbaum’s proposal, presented in her 1988 essay “Non-relative virtues: an

aristotelian approach”, is an example of a way to integrate principles-based ethics and virtue
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ethics. Her approach suggests that virtues take the place of general principles and become the

primary guides for moral action.

According to this perspective, abstract principles, such as the utilitarian maximization of
pleasure or Kantian respect for universal norms, are criticized for being too detached from the
concrete realities of human experience. Virtues, in contrast, are seen as closer to the practical,

everyday nature of moral life, with its diversity and variability.

In this framework, a just action is one that is virtuous. A virtuous action, in turn, is one that
appropriately responds to the challenges posed by different spheres of human activity. Each
sphere requires identifying and achieving the appropriate functioning or response specific to
it. This approach emphasizes the practical application of virtues in guiding moral behaviour,

rooted in the realities of human life (capabilities) rather than in abstract principles.

A key difference between Nussbaum’s capability approach and Sen’s lies in its inclusion of
an explicit normative framework, which features a clearly defined list of fundamental
capabilities. This list is particularly useful for defining the concept of well-being, as it is based

on fairly clear criteria.”®

In its latest version, the list includes ten types of fundamental human capabilities: 1) Life:
the ability to lead a life of normal length; 2) Bodily health: the ability to be in good health and
adequately nourished; 3) Bodily integrity: the ability to have autonomy over one’s body; 4)
Senses, imagination, and thought: the ability to use the senses, imagination, and intellect,
supported by adequate education, etc, 5) Emotions: The ability to experience emotions,
affection, and love; 6) Practical reason: the ability to make conscious ethical choices; 7)
Affiliation: the ability to live in community with others and enjoy the social foundations of self-
respect; 8) Other species: the ability to live in relation to other species; 9) Play: the ability to
laugh and engage in play; 10) Control over one’s environment: the ability to participate in
political decisions and to own property and work. She claims that these are all fundamental

to a good life (Nussbaum, 2000; Anand, 2005).

53 Nussbaum groups these capabilities into a list of ten items, which is considered complete but not fixed or
unchangeable, and is therefore described as “open-ended”. She notes that the list remains open to debate and
revision, acknowledging that its items might be constituted differently across societies. Indeed, Nussbaum
herself has presented more than one version of the list (Nussbaum, 2000).
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These types of capabilities are considered fundamental because they define, in Nussbaum’s
view, what constitutes a genuinely human life. Certain functions are seen as particularly

essential, as their presence or absence signifies the presence or absence of a human life.

These capabilities are all individual, as each person is considered valuable in themselves,
not merely as a member of a group, society, or institution. Nussbaum emphasizes the principle
of individual capabilities, which states that capabilities should be pursued for each person
individually, rather than primarily for groups, families, states, or other entities. This principle
is closely tied to the recognition of the idea that every person is an end in themselves (Magni,

2006, p. 96-97).

4.3. Rethinking the Gard case under these interpretations of well-being

The capability approach, as developed by Sen and Nussbaum, offers a powerful alternative
to utilitarian frameworks for assessing well-being. Both thinkers emphasize human dignity,
agency, and the potential for flourishing rather than focusing solely on utility. However, when
applied to the tragic case of Charlie Gard, their perspectives, though distinct, may converge

on the conclusion that his life could not meet the criteria for a life worth living.

Nussbaum’s approach is grounded in a clearly defined list of ten fundamental human
capabilities that are essential for a life of dignity and meaning. These include life, bodily health,
bodily integrity, emotions, practical reason, and affiliation, among others. Nussbaum argues

that these capabilities define what it means to live a genuinely human life.

In the case of Charlie Gard, his medical condition precluded him from achieving or even
approximating many of these capabilities. For instance, he lacked bodily health, the autonomy
to interact with others, and the capacity to develop practical reason. While Nussbaum’s
framework acknowledges the intrinsic value of every individual, it also emphasizes the
necessity of certain capabilities to constitute a life worth living. Charlie’s inability to fulfil even
the most basic of these capabilities suggests that his condition fell outside the scope of a

flourishing human life.

Sen’s capability approach broadens the focus beyond individual well-being to include
agency and freedom. For Sen, a meaningful life involves the ability to achieve fundamental

functionings and pursue personal goals. However, in Charlie Gard’s case, his severe condition
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meant he had no ability to achieve basic functionings, such as health, autonomy or meaningful
interaction. Sen’s emphasis on the freedom to achieve underscores the importance of
opportunities for agency and choice. Yet, Charlie’s lack of any realistic capacity for agency
further supports the conclusion that his condition did not allow for well-being. Even with Sen’s
broader framework, the inability to achieve foundational functionings remains a key factor in

evaluating his quality of life.

While the capability approach is not often applied directly to health topics, its principles
provide a valuable lens for evaluating cases like Charlie Gard’s. Health, as both a functioning
and a capability, is foundational for accessing other dimensions of well-being, such as
autonomy, participation, and emotional development. The absence of health not only limits
specific capabilities but also undermines the very possibility of living a life of dignity and

agency.

Despite their differences, both Nussbaum and Sen’s frameworks lead to a similar
conclusion in this case. While utilitarianism focuses on maximizing pleasure or minimizing
suffering, the capability approach centres on human dignity and flourishing. However, in a
situation where severe medical conditions prevent the realization of even the most basic
capabilities, their evaluations may resemble the outcomes of utilitarian reasoning. Charlie
Gard’s case exemplifies this convergence, as his inability to fulfil essential capabilities makes

it unlikely for his life to be deemed worth living under either framework.

The capability approach offers a critique of utilitarianism, however, in extreme cases like
that of Charlie Gard, the inability to achieve fundamental functionings or capabilities leads to
a similar conclusion. Both Nussbaum and Sen’s perspectives highlight the importance of
capabilities in defining a genuinely human life, and their frameworks underscore the tragic
reality of situations where such capabilities cannot be realized. However, even though the
capability approach may lead us to view Charlie Gard’s life as not worth living, we will explore
how this approach can influence the concept and understanding of autonomy, linking

capabilities to relational autonomy.
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5. Consequences arising from the interaction between relational autonomy and the

capabilities approach

Chapter 3 of this thesis already addresses some challenges in understanding parental
autonomy as individualistic autonomy. This perspective focuses on the subject’s ability to
exercise self-governed choice, but can overlook aspects of the vulnerability inherent in

parental autonomy.

However, Mackenzie (2014) argues that framing vulnerability and autonomy as opposing
concepts is a mistake. An effective ethics of vulnerability should prioritize not only the
obligation to respect autonomy but also to actively support it. Without this focus, discussions
around vulnerability and protection could risk enabling paternalistic or coercive interventions.
Therefore, both vulnerability and autonomy require a rethinking to integrate them more

effectively. This can be allowed adopting the relational autonomy framework.

The connection between relational autonomy and capabilities is ultimately established by
asserting that fostering autonomy is an obligation rooted in social justice. The capabilities
theory is identified as the most promising framework for articulating this claim (Mackenzie,

2014).

Mackenzie’s idea of vulnerability is inspired by Fineman’s work (2013). Fineman’s concept
of the vulnerable subject rests on some key ideas: vulnerability is a universal and unavoidable
aspect of human life, arising from the constant possibility of harm; while dependency is
temporary, vulnerability is a constant feature, experienced differently by individuals based on
their unique situations. Unlike the autonomy model, which advocates for a noninterventionist
state, the vulnerable subject model calls for a redefined state responsibility. It argues that the
state’s role is to protect citizens from life’s uncertainties by providing systems that help
mitigate and compensate for vulnerability, fostering resilience, though they cannot eliminate

vulnerability (Fineman, 2010).

The main objective of Fineman’s vulnerability analysis is to assert that the state has a
responsibility to ensure the social conditions necessary for meaningful equality of access and
opportunity (Fineman, 2008; 2010). Mackenzie endorses capabilities theory’s approach to

explaining and justifying equality among individuals, demonstrating its conceptual
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connections with relational approaches to autonomy and its importance for an ethics of

vulnerability (Mackenzie, 2014).

For Mackenzie, the focal point of using the capability approach in connection with
relational autonomy lies in several advantages of using capabilities as the metric of equality.
First, capabilities theory seeks to establish a normative framework for comparing advantages
and disadvantages, one that accounts for human diversity. This includes individual differences
in natural endowments, personal characteristics, and values, as well as the external
circumstances of people’s lives, such as their natural, social, cultural and political
environments. People’s ability to convert available resources into achieved functionings will

vary based on these individual differences and external circumstances.

What emerges, | suggest, is the importance of connecting capabilities to relational
autonomy, not necessarily aiming to resolve a complex issue like whether Charlie Gard’s life
should continue or if life-sustaining treatment should be withdrawn, but rather to explore how
such complex situations can be managed. In this chapter, | will develop some initial

suggestions and examine the Gard case from a different perspective.

6. Applying relational autonomy to reproductive and critical decisions for children

In this section, | will take mainly into consideration the paper titled “Postnatal reproductive
autonomy: promoting relational autonomy and self-trust in new parents” (2009) written by
Sara Goering. The content of this work can be briefly summed up in this way: new parents
often face numerous challenges that demand careful attention but occur in circumstances
that hinder clear or extended critical reflection, such as the changed home environment with
a newborn or the neonatal intensive care unit. These conditions can compromise their
autonomy. Recognizing new parental autonomy as an extension of reproductive autonomy
and as a complex phenomenon in its own right, rather than merely a matter of balancing it
against other autonomy rights, can illuminate ways to support new parents in developing
competence and making sound decisions. A relational approach to autonomy, which considers
the influence of oppressive social norms and emphasizes developing autonomy skills like self-
trust, can enhance our understanding of new parents’ experiences and suggest ways to better
support and respect their autonomy.
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The decision to have or create a child is significant and complex.>* However, reproductive
autonomy does not end at birth but extends to the early stages of parenting. New parents,
whether biological or adoptive, face numerous challenges, including inexperience, exhaustion,
emotional upheaval, and societal pressures, all within a context that often limits their ability
for clear and critical reflection. Consequently, their capacity for autonomy may be

compromised (Goering, 2009).

Goering reflects on how a relational perspective on autonomy—centred on abilities or skills
and more sensitive to the impacts of social oppression and interpersonal support—could
deepen our understanding of postnatal decision-making and provide suggestions for
strengthening autonomy during this challenging period. She will justify her thesis objecting to
the individualistic view of autonomy, which is often used to justify parental autonomy as the
freedom to act without, for instance, medical interference. She emphasizes not only the
exercise of autonomy during specific decision-making moments but also the development of
skills and competencies, such as appropriate self-trust and trust in others, that enhance
autonomy.> Building on the work of Sherwin (1998), Goering draws attention to the social

conditions that may undermine autonomy (Goering, 2009).

In sum, Susan Sherwin notes that “under a relational view, autonomy is best understood to be
a capacity or skill that is developed (and constrained) by social circumstances”. Such social
circumstances include both broad social norms and patterns of oppression, as well as
interpersonal relationships. The skills and competencies that permit the exercise of autonomy
— e.g., self-trust, self-understanding and self-direction, selfworth— may only be possible in the

company of supportive others (Goering, 2009, p. 12).

What is particularly important to consider in Goering’s approach is the emphasis on the
significance of social factors that can influence the relational concept of parental autonomy

(see for instance: Meyers, 1989). In Goering’s account of relational autonomy, the key aspects

54 For an appreciation of the complexities of the topic, refer to this literature: (Warnock, 2002; Purdy, 2002;
Rothman, 1986; Harris & Holm, 1998; Overall, 1987 and Shanley, 2001)

55 Kukla (2005) states that good health care involves physicians supporting patients in developing conscientious
autonomy regarding their health practices. Respecting autonomy goes beyond providing information and
ensuring free decision-making; it requires helping patients build the skills and confidence to monitor their health,
evaluate their needs, and determine when to question their trust in themselves or their doctors. For this to
succeed, physicians must be trustworthy and encourage self-trust in their patients. A patient who defers to a
trustworthy doctor is only truly autonomous if they trust their ability to recognize when distrust might be
justified.
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are: a) the significance of supportive interpersonal relationships in fostering autonomy; b) the
conception of autonomy as a collection of skills or competencies; and c) the impact of
oppressive social conditions, along with individual actors, in influencing and constraining

decisions.

6.1. Two assumptions in Goering’s proposal: trust and self-trust

Goering states that when we trust someone, we make ourselves vulnerable by depending
on them to care for something we value. However, unlike a contract, trust is seldom explicit
about its terms, leaving the trusted person with some discretionary power in how they care

for the valued thing (Baier, 1986).°°

In our main case, the Gard case, we can say that trust does not clearly define specific terms
or obligations. Instead, it allows the trusted person some level of discretion in how they handle
what has been entrusted to them. In the case of Gard’s parents and the medical staff, this
means that while the parents placed their trust in the doctors to provide the best possible
care for their child, the exact nature of that care was not strictly outlined in a formal
agreement. The medical staff, as trusted professionals, were expected to use their expertise
and judgment to act in the child’s best interest. However, this discretionary power can
sometimes lead to conflicts, especially if the trust between the parties is challenged—such as
when the parents and doctors have differing views on what constitutes the best course of

action.

In Goering’s view one might wonder whether new parents truly trust their paediatrician or
neonatologist, or if they simply rely on them for services they expect based on a shared social
norm about physicians’ duties to their patients. Therefore, | will argue, following Goering’s
proposal, that new parents are likely to experience a sense of disappointment if they are failed
by their pediatrician or neonatologist. This is because they entrust these professionals with
something profoundly significant—the health and well-being of their child. While parents may
depend on medical professionals to follow ethical guidelines and maintain the expected

standard of care, this dependence also exposes them to epistemic vulnerability. Given the

%6 Philosophers define trust in different ways. Some say trust requires goodwill toward the truster, while others
argue it only requires moral integrity or simply following social norms. However, in all cases, trust assumes the
person being trusted is competent in the specific area (e.g., trusting someone to drive means believing they have
the necessary skills). See the following literature: (Baier, 1986; Sherwin, 1998; Mullin, 2005).
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complexity and uncertainty inherent in medical decisions, mere adherence to professional
norms may not be enough to provide reassurance. Instead, parents seek a deeper form of
trust—one that extends beyond procedural reliability to include confidence in the caregiver’s

expertise, judgment, and commitment to seeking the truth in medical decision-making. >’

Goering’s work is also valuable in opening the discussion on the vulnerability of parents in
developing a clear and well-defined sense of self-trust. She defines self-trust as the ability to

believe in one’s own abilities and moral capacities (Goering, 2009).

For new parents, self-trust in respect to care for the newborn is gradually acquired, and often
fragile. This somewhat precarious status is partly dependent on specific competencies that
themselves must be developed over time. But it also arises because of a strong presumption
that good parents ought instinctively to know what they are doing, that it is ‘second nature’ to
know how to care for one’s children. Even those who are resistant to such expectations can
recognize their force in motivating self-judgment. One may well be optimistic about one’s
abilities to parent well, and indeed have a commitment to being a good and responsible parent,
but if the standard of good parenting is skewed by problematic but pervasive and overblown
social expectations (and those are at least partly internalized), then one will feel a lack of self-
trust on occasions when one’s competency is called into question (or shown to be deficient).
The response, typically, is shame — shame that one has failed to be the kind of person one was
expected, by oneself as well as others, to be. By contrast, a parent who can remain trusting of
herself — perhaps because of her committed resistance to the unreasonable social expectations
and/or because of a supportive community — might be able to deal with her failures without

such strong and self-diminishing emotional responses (Goering, 2009, p. 15).

Note that that self-trust is not simply an individual matter. Therefore, in areas of medicine
such as postnatal and even prenatal care, the concept of relational autonomy can be
developed and strengthened in practical applications—despite some possible challenges
(Lewis, 2019). Viewing new parental autonomy as a continuation of reproductive autonomy

and a complex issue on its own, as proposed by Goering, can help us understand how to

57 It is important to note that Goering focuses more on the moral aspects of the concepts of trust and self-trust
in her study. My intention is to connect her work with my own idea, which develops the concept of reasonable
disagreement in a way that aligns more closely with its epistemological meaning.
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support new parents in building confidence and making good decisions. Since new parents
often face challenges that weaken their self-trust, healthcare providers can play a key role in

strengthening it, which in turn helps parents feel more capable and independent.

7. Liberal utilitarianism: a proposal to unify utilitarianism with relational autonomy and

capabilities approach

The core of liberal utilitarianism is the integration of utilitarian principles with relational
autonomy and the capabilities approach. It seeks to balance collective well-being with
individual freedoms, recognizing that autonomy is shaped by social relationships and external
conditions. By incorporating these perspectives, liberal utilitarianism aims to promote both
overall happiness and individual empowerment in decision-making. This is, in fact, a proposal
to bring together different aspects that may seem opposed, as discussed in the previous

chapter on utilitarianism.

The theory of liberal utilitarianism, proposed by (Hayry, 2021, pp. 349-350), is composed
by six principles: 1) the greatest need satisfaction principle: an action is right if it produces or
is expected to produce at least as much need satisfaction as any other alternative; 2) the
principle of hierarchical needs: higher-level needs should only be considered if more basic
needs are already addressed; 3) the principle of other-regarding need frustration: the
satisfaction of one person’s basic needs should not frustrate the needs of others at the same
level; 4) the principle of necessary and contingent ends: basic needs are those linked to
necessary ends (like survival and health), while less basic needs are linked to contingent ends;
5) the principle of awareness: needs should only be considered if the individual can
consciously sense or anticipate the loss of their satisfaction; 6) the principle of autonomy:
needs freely and informedly chosen by autonomous individuals should be prioritized over

needs that are not freely chosen.
Moreover, Hayry describes the essence of liberal utilitarianism in the following way:

According to liberal utilitarianism, it is always right to maximize the satisfaction of needs,
provided that the satisfaction of the more basic needs for survival, health, well-being and

happiness is not prevented by the satisfaction of less basic needs, and provided that the basic
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needs of individuals and groups are not in conflict. The needs to be accounted for must be
recognizable to the beings who have them, except in the case of autonomy. In the case of
autonomous beings, self-determined need satisfaction is to be preferred to other types of need

satisfaction (Hayry, 2021, p. 350).

Hayry states that her version of liberal utilitarianism is a theory that provides guidance in
moral and political decisions, as long as they do not involve conflicts between the basic need
satisfaction of individuals or groups. While this limitation may seem restrictive, it is not
paralyzing. She argues that focusing on extreme cases can lead to flawed reasoning, and it
would be far more damaging to create a doctrine based on specific examples.>® She states
that: “Not all our important decisions involve loss of life, health, liberty, well-being, or
happiness regardless of our choice, and liberal utilitarianism has, in theory, straightforward
parameters for those that do not. Examples on a general level are easily stated and, at least

to me, obvious” (Hayry, 2021, p. 350).

Hayry still emphasizes the importance of focusing on the ends (the ultimate goals we aim
to achieve) rather than the means (the methods or theories we use to achieve those goals). In
many cases, practical solutions to moral and political questions may indeed be found through
value analysis, appeals to rights, duties, virtues, care, recognition, capabilities, and other
normative concepts found in theories of justice. These tools are essential in guiding moral
decision-making. However, Hayry argues that it would be a mistake to focus on protecting

rights or living by virtues merely for their own sake, or because they are established principles.

The ends that Hayry refers to are the satisfaction of the more basic needs of sentient
beings, such as survival, health, and well-being, which should always be prioritized.
Additionally, Hayry stresses the importance of making decisions that are logically consistent,
conceptually coherent, and emotionally acceptable, especially when the basic needs of

individuals or groups come into conflict. The aim is to prioritize these fundamental ends—

%8 Haiyry references Elizabeth Anscombe, an anti-utilitarian, who in 1957 humorously warned against using
extreme, unrealistic examples in moral philosophy. According to Anscombe, such examples, like choosing to kill
a specific number of people depending on which foot you step with, do not reflect the kind of moral decisions
we face in real life.
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promoting the well-being of sentient beings—while ensuring that the decisions made align

with moral reasoning.

7.1. The most relevant point of the liberal utilitarianism

Liberal utilitarianism may offer a valid alternative to classical utilitarianism because it
addresses some of the key limitations of the traditional approach, particularly in complex
moral decisions. While classical utilitarianism focuses on maximizing happiness or utility as a
singular goal, this often leads to oversimplified solutions that cannot capture the complex
realities of human well-being. Liberal utilitarianism, in contrast, offers a more pluralistic
framework, recognizing that well-being depends on individual capacities, relational contexts,

and emotional experiences.

A crucial point in favour of liberal utilitarianism is its potential integration with the
capabilities approach. Unlike classical utilitarianism, which tends to measure well-being in
terms of pleasure or the absence of pain, the capabilities approach emphasizes what
individuals are able to do and be. This perspective expands the definition of well-being beyond
simple satisfaction to include access to fundamental capabilities such as health, autonomy,
education, and emotional stability. By adopting this broader view, liberal utilitarianism aligns
moral reasoning more closely with the real opportunities and freedoms that individuals

require to lead meaningful lives.

Another significant advantage of liberal utilitarianism is its recognition of the relational
dimensions of human experience. Moral decisions are not isolated events; they often happen
within relationships, particularly in bioethical contexts. For example, decisions about life-
sustaining treatment or reproductive choices are not just matters of individual preference but
involve interpersonal dynamics between parents, children and medical professionals. Classical
utilitarianism, with its focus on impersonal calculations, tends to overlook these relational
aspects, whereas liberal utilitarianism offers the flexibility to account for contextual factors

and the shared responsibilities that arise in such situations.

The emotional component also plays a critical role in shaping moral decisions, yet it is often
neglected in classical utilitarian frameworks. Emotions like love, empathy, and fear are not
irrational distractions; they are connected to our values and help guide our moral reasoning.
Liberal utilitarianism allows for the integration of emotional experiences into ethical
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deliberations, recognizing that emotions can provide important insights into what truly

matters to individuals and their well-being.

Liberal utilitarianism thus offers a more adaptable and human-centred approach to moral
reasoning. By incorporating the capabilities approach, it broadens the concept of well-being
and by considering relational factors, it accounts for the complex social contexts in which

decisions are made.

8. Conclusion

It could be argued that adopting a relational approach to moral decision-making can offer
a more comprehensive framework, especially in bioethical contexts. Moral choices rarely
happen in an isolated environment they occur within networks of relationships—between
parents and children, patients and medical professionals—where responsibilities and
emotions mix. A relational approach would recognize that decisions are not merely rational
calculations but are shaped by the emotional bonds and social contexts in which individuals

are embedded.

Incorporating the capabilities approach could further enrich this perspective by broadening
the concept of well-being. Rather than focusing exclusively on maximizing happiness or utility,
it might be more appropriate to assess well-being in terms of what individuals are able to do
and be. This would provide a more inclusive understanding of human goals emphasizing real
opportunities for health, emotional stability, and meaningful connection in personal and social
life. Such an approach could prevent the reduction of well-being to a single measure and offer
a more nuanced way to evaluate ethical dilemmas, which applies to the cases studied in this

thesis

It is then valuable to adopt a pluralistic framework rather than adhering to the monistic
perspective traditionally associated with classical utilitarianism. Monistic utilitarianism often
reduces moral reasoning to a single principle—maximizing utility—which risks overlooking the
diverse and sometimes conflicting values at play in real-world situations. A pluralistic view, on

the other hand, would allow for the inclusion of multiple values or capabilities—such as those
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related to autonomy, justice, care, and emotional well-being—without forcing them into a

strict hierarchy. This could lead to more flexible and context-sensitive moral decisions.

Furthermore, it would be wise to acknowledge the role of emotions in shaping moral
choices. Emotions are not merely irrational responses but often reflect our core values and
commitments. They help define our individuality and can serve as a guide to more
compassionate and empathetic decisions. By accepting the emotional dimension of decision-
making, we could develop a richer understanding of how people experience ethical dilemmas.
Although considering emotions might not necessarily change the outcome of the moral
dilemma at stake in the cases considered in this thesis, it can improve the process of
communication between parties and reduce conflict and polarization, as | argue in the final

chapter.

Therefore, liberal utilitarianism, reimagined through a relational and pluralistic lens, could
offer a promising alternative that englobes the issues considered in this chapter. If it were to
incorporate the capabilities approach and respect the emotional dimensions, it might help
overcome some of the limitations of classical utilitarianism. This broader perspective could
offer a more adaptable and responsive framework for addressing the complex and relational

nature of bioethical decisions, such as the ones considered here.
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Chapter 8

Are parents being unreasonable? A reasonable disagreement approach to
conflict between parents and doctors, especially in end-of-life decisions for
child patients

This chapter represents an attempt to delve deeper into the conflicts between parents and
medical staff. This issue was primarily highlighted in the Gard case, where a strong
confrontation took place. An analysis of the saviour sibling topic reveals that the relationship
between parents and medical staff is also complex in this context. In both cases, it appears
that communication between parents and medical staff is challenged by concerns regarding
the reasonableness of the parents' position, which often seems undermined in its credibility.
Indeed, the main contribution of this chapter lies in investigating the disagreement to achieve
a situation of “reasonable disagreement”, focusing on the preliminary conditions of the
disagreement between the two parties involved (parents and medical staff) rather than on
determining which is the right course of action. This requires justifying how we can consider
parents and physicians as having the same epistemic status from the beginning of the
decision-making process, where both are perceived as being equally valued. This implies that
physicians must give greater importance to the emotional foundation of the parental position,

recognizing it as reasonable and credible.

1. Anoverview of the proposal

This study aims to investigate the potential application of the concept of reasonable
disagreement in controversies surrounding end-of-life decisions for child patients. These are
high-profile cases where parents and doctors disagreed about medical treatment for a child,
which led to bitter and prolonged conflict that ultimately ended up in judicial processes

(Wilkinson & Savulescu, 2018b; Benbow, 2019).

Wilkinson and Savulescu (2018a) introduced the concept of reasonable disagreement in

relation to the medical-ethical controversies arising in the well-known Gard case. They
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analysed how different courses of action could be compared and the extent to which these
courses of action can be allowed when contemplating the best interest of the child under the
reasonable disagreement lens. Their idea of disagreement is mainly connected to the different
opinions within the medical staff, and proposes that professionals should acknowledge and
accept disagreement in ethically complex decisions and avoid striving for the unattainable
objective of discovering a singular and definitive correct course of action. They refer to this
reasonable disagreement framework within medical staff as dissensus: “treatment limitation
may be discussed with families and may proceed where at least one member of the treating
team who is aware of the relevant clinical facts, after adequate reflection and discussion,
would endorse such a decision (and would be prepared to take over the care of the patient if
they are not the responsible clinician)” (Savulescu & Wilkinson, 2018a). Hence, their concept
of reasonable disagreement centres on the perspective of the medical personnel,

incorporating the parents’ involvement only subsequent to a discourse among doctors.

Instead, my focus here lies not on the discussion among medical staff nor on the
reasonableness of the final decision, but on supporting the epistemic foundation of a
reasonable disagreement approach in improving the procedure and reducing polarization and
conflict between the two parties: parents and doctors. Parents’ epistemic status is usually
underestimated due to their emotional bond to their children. But, is it unreasonable to have
love and concern for one’s child? The assessment of whether parental beliefs (and the
parental position) are reasonable comes down to the reasonableness of what originates the

emotions that trigger those beliefs, as | will discuss along this chapter.

The first part of the chapter will describe the epistemic asymmetry that is often assumed
between parents and medical staff, and the need to interpret a reasonable disagreement
approach as a deliberation between parties with comparable levels of credibility.>® In the
second part of the chapter, | will elaborate on the key elements that can attribute (epistemic)
reasonableness to the parental position: the origin of emotions argument and the principle of

charity.

%9 When mediation procedures are proposed, they are based on ‘the empowerment of the parties to decide the
outcome themselves’ (Lindsey et al., 2023). This implicitly assumes comparable epistemic level across parties.
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2. The epistemic scenario in healthcare debates

Several authors have already discussed the importance of the epistemic status and the
credibility of parties in social interactions. Goldman argues that knowledge is a social
phenomenon that depends on the credibility of sources of information (Goldman, 1999).
Fricker discusses how the credibility of sources is not an objective feature, but it is influenced
by power dynamics and social prejudices, which can lead to epistemic injustice (Fricker, 2007).
Kusch (2002) proposes a communitarian approach to knowledge, emphasizing the importance
of shared epistemic standards and criteria for evaluating sources of information, while
Zagzebski (1996) argues that intellectual virtues such as honesty, wisdom, and humility are

essential for evaluating the epistemic credibility of sources of information.

| will present the argument that parents can be awarded epistemic credibility by applying
the principle of charity when considering the emotions that influence their perspective on
paediatric medical decisions regarding their child. By viewing emotions in this way, it becomes
possible to understand the reasonable origins that form the parental view, thereby allowing
for the analysis of debates between parents and medical staff within a framework of

reasonable disagreement.

This is an important step since poor communication in this regard can lead stem from
epistemic injustice in the healthcare context, where it is frequent for ill individuals or proxy
decision-makers like parents to be labelled with negative characteristics such as cognitive
unreliability and emotional instability (Carel, 2018; Carel & Kidd, 2014, 2017; Toombs, 1987).
A reasonable disagreement framework based on epistemic justice and trust in the process can

lead to less conflict and less polarisation.

Ultimately, this approach could result in practical steps to enhance the decision-making
process by acknowledging the epistemic standing of both parties engaged in it. For example,
consider the informed consent framework presented by Martin (2023), which is firmly rooted

in the notion of trustworthiness.®®

0 O'Neill (2002) emphasized the importance of consent practices, not as a necessary or sufficient condition for
medical action, but because it “can make a distinctive contribution to the restoration of trust”.
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2.1. Reasonable Disagreement in the epistemic realm

The concept of reasonable disagreement derives from Rawls’s political philosophy (Rawls,
1993). Citizens are free to exercise their freedom regarding moral choices and develop their
comprehensive doctrine. Thus, Rawls defines reasonable disagreement as “a disagreement
between reasonable persons: that is, between persons who have realized their two moral
powers to a degree sufficient to be free and equal citizens in a constitutional regime, and who
have an enduring desire to honour fair terms of cooperation to be fully cooperating members

of society” (Rawls, 1993, p. 55).

Beyond Rawls, the concept of reasonable disagreement has been shaped by other authors,
who have emphasised the importance of deliberation and compromise. Cohen (1999) defines
reasonable disagreement as a divergence among rational individuals who have the same
relevant evidence and employ similar standards of reasoning. When reasonable people
disagree, they should engage in ongoing deliberation with the aim of persuading each other.
Scanlon (1998) suggests that when individuals differ on moral matters, they should offer
reasons that address the concerns of others, fostering productive moral deliberation. Gaus
(1996) argues that individuals should have the freedom to disagree on fundamental values

while engaging in public deliberation and compromise.

Others, like Richard Rorty (1989), have stressed the importance of acknowledging the
background of the other party. When individuals disagree on fundamental issues, they should
acknowledge the influence of linguistic and cultural backgrounds, recognizing that objective

resolutions may be elusive.

Building on the idea of acknowledgment of the capacity of the other to deliberate, | would
like to use the concept of reasonable disagreement as a conceptual and methodological tool
to improve communication and mutual understanding between parents and medical staff,
based on epistemic equality of the parties involved, as a prior condition to cooperation. This
might then be key in bioethical debates, particularly in end-of-life decisions for child patients.
Note, however, that acknowledging the deliberative power of others does not require sharing
their view. Hence, in this study, “reasonableness” is strictly related to the idea of being

understood, obtaining a satisfactory level of credibility where the speaker perceives being
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acknowledged by the listener, regardless of agreement. The term “reasonable” is therefore

an epistemic concept in this context, inspired by Rawls’s theory.®!
2.2. Questioning the epistemic asymmetry in the healthcare context

| will argue that the application of the reasonable disagreement approach in the considered
cases requires, first and foremost, verifying whether the parental position can be defined as
reasonable. It is often the case in this type of instances that the parental position signifies in
cases similar to the Gard one refusing the withdrawal of the life-sustaining treatment, going
against the medical directives, which makes them often characterized by a conflict between
medical staff and the parents of the child (Cave & Nottingham, 2018; Benbow, 2019, 2020). In
the saviour sibling cases, instead, a key finding from the study was that clinicians, including
paediatric haematologists and oncologists, seldom discuss PGD for HLA typing with parents,
even when it could be beneficial. When the topic was raised, it was usually by the parents.
Clinicians cited lack of knowledge, doubts about clinical utility, and moral concerns as reasons

for not discussing the option (Strong et al., 2011).

The medical literature often presents parents the parental position as prima facie qualified
as unreasonable, or rather, as comparatively less reasonable than the physicians’ own
perspective, which represents that of an expert. The parental position is then not recognized
as a valid rationale, and parents are considered incapable of fully justifying their assertions.
Orzalesi and Aite (2011) for example, describe parents as experiencing overwhelming
emotions (with a negative connotation), lacking prior experience in this situation, disoriented,
struggling to comprehend the significance of the information they receive and thinking clearly.
The discourse is that parents should receive education and guidance from the healthcare
professionals to enable them to play an active role in their child’s care and become genuine
“collaborators” with the medical team during the decision-making process. It is indeed the

case that their stance is characterized as an instinctive reaction to a complex situation, where

61 Rationality and reasonableness are closely related but distinct concepts. Even if the very concept of
reasonableness in Rawls is not fixed and can be interpreted as a concept under construction, it can be clearly
distinguished from rationality. Rationality involves logical thinking and decision-making based on careful
evaluation and adherence to principles of reason. Reasonableness, on the other hand, encompasses fairness,
justifiability, and practicality in actions, decisions, or beliefs, taking into account broader perspectives and
societal norms. While rationality emphasizes logical analysis, reasonableness adds a broader contextual
understanding. In comparing the medical view and parental perspective, my focus will be on the aspect of
reasonableness rather than rationality. See Boettcher (2004) and Sala (2013).
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parents are identified as vulnerable, unconvincing and incapable of making such a decision for
their child due to psychological crisis, emotional involvement, feelings of guilt, or lack of

medical knowledge (Einarsdottir, 2009; McHaffie et al., 2001).

It is not easy to argue in favour of the reasonableness of the parental position. Their refusal
to accept the medical decision can be associated with biases: parents think they know medical
concepts better than the medical staff but are misinformed and/or parents are irrational in
these serious situations due to their attachment to the patient. In contrast, the medical
practitioners’ point of view —regardless of whether it is finally accepted or not —is qualified as
reasonable from the outset. Medical judgement is essentially based on the experience and
knowledge of the medical profession. Medical directives are grounded in empirical facts,
clinical data and only partially related to moral values, which cover a narrow range compared
to the values parents can invoke. Therefore, their position appears as more solid compared to

the parental view.

This might be related to how healthcare systems assign preconceived epistemic roles. Carel
and Kidd (2017) assert that these systems depend on intricate arrangements of epistemic
norms and expectations, some of which are implicit and some explicit, resulting in knowledge
imbalances. For instance, these systems often prioritize knowledge stemming from medical
training and theory over knowledge that may be based on patient experience. This effectively
restricts epistemic authority to healthcare practitioners. | argue that there is an implicit pre-
eminence of the medical view even in these complex scenarios in which, more so than in other
medical fields, a degree of uncertainty persists (a clear description of this bioethical field is in

Wilkinson (2013)).

These asymmetries can be in the root of the conflict that arose in these cases. However, |
contend that if all the agents involved (physicians and parents) were aware that their point of
view is potentially acceptable, they could achieve a situation that we could label as reasonable
disagreement, and then the opposition may be not characterised by marked polarisation.
Then, the doctors’ view would be framed more as an argued option to parents (who are, as |
will try to justify below, reasonable to have a say in the choice) rather than as a
recommendation to someone with implicit less capacity of choosing (Shaw et al., 2016). Legal

confrontations at later stages of the conflict seem to stem from a suboptimal handling of the
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disagreement at earlier phases, where this approach could be most helpful (Auckland & Goold,

2019; Orzalesi & Aite, 2011).

The core idea is that, whilst parents might not be able to propose completely rational and
logically irrefutable arguments, their position can derive from a justification solid enough to
be recognised as reasonable. Finding this justification and defining the parental view as
reasonable represents a way to elevate their epistemic position in the medical-ethical context.
| believe the first step to developing a reasonable disagreement approach is to reduce the

disparities regarding the credibility ascribed to the parental view and the doctors’ opinion.

As previously mentioned, the parental perspective is primarily derived from value
judgments, whereas the medical viewpoint is predominantly based on empirical evidence.
This disparity between the two perspectives renders the acceptance of reasonable
disagreements more complex than in other contexts. The asymmetry of medical expertise
between parents and medical staff poses a challenge to the applicability of Rawls’s concept,
as it is difficult to establish a true equivalence between the differing perspectives (i.e., the
parental and medical views) in terms of their level of reasonableness, which in this context
means understandability and credibility. This need of validation is due to an ex-ante
assumption of a lower epistemic status for parents. | will argue instead that there can be a
justification to confer reasonableness to the parental position prior to the discussion, and not

only ex-post via other parties’ validation (i.e. medical staff or judge).

3. Emotions in a reasonableness framework for the parental view

All parents have an emotional component when forming their view about everything
concerning their children, and more particularly in crucial decisions affecting the prospects of
their children’s health or wellbeing. In the following section | will explore the theoretical
elements to analyse these emotions. First, the connection between emotions and beliefs.
Second, the reasonableness of emotions based on the reasonableness of the principles that
originate them. Third, | will argue that conferring reasonableness to the origin of emotions
implies applying a charitable approach to communication with the holders of these emotions.
Fourth, | will outline two possible scenarios that can emerge when a greater effort for mutual
comprehension is put in place in healthcare cases such as the ones discussed here. Finally, my
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fifth argument will discuss the balancing of epistemic credibility between parents and doctors

that derives from applying a reasonable disagreement framework to these conflicts.

3.1. Emotions and beliefs

According to cognitive emotional theory (Lazarus, 1991) emotions arise from an individual’s
cognitive evaluation of a stimulus event, as a mechanism that connects external events and
internal concerns of individuals. Therefore, emotions are judgments of value, as Aristotle
(2005) noted in his Rhetoric (1378a), and involve appraisal processes. Appraisal theory
(Scherer, 1999) suggests that emotions are expressions of an individual’s perception of how
the world should be and of the process of event generation and the implications attributed to
those events. As a result, emotions possess a cognitive aspect. According to Nussbaum
(2003b) emotions are best construed as thoughts or cognitions. She argues that the thoughts

or cognitions that compose emotions are intentional perceptions and beliefs.

The characterisation of emotions and beliefs presented by Frijda, Manstead and Bem in the
2000 work “Emotions and beliefs: how feelings influence thoughts” aligns with my proposal
to use the emotional origin to justify the parental position as reasonable. Emotions are
described as states that can manifest in feelings, psychological changes, expressive behaviour,
and inclinations to act. Beliefs pertain to states that establish a connection between either an
individual (a single parent) or a group of individuals (the parental social group) and one or
multiple qualities of the world. These beliefs are considered to be true by the believer. In this
theoretical framework, emotions possess various capabilities, and one of them is to influence
beliefs. Spinoza in his Ethics (1677/1996) already defined emotions as states that can cause
the mind to think one thing rather than another. As it will be discussed in the next section,
and despite the criticism that emotions arise, the emotional origin of beliefs can be an

epistemic virtue and not a flaw.

It is essential then to grasp the following explanation to comprehend the parental position.
The beliefs “l cannot consent to the termination of life-sustaining therapy” or “l want to have
another child in order to save my sick child” are the expressions, in this view, of the emotions
of love and concern. These beliefs are the basis of the parental position, which are deeply
ingrained in the emotions and attitudes of protecting the child. Can we deem unreasonable

to have love and concern for one’s child? To evaluate whether the parental beliefs are
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reasonable we have to consider the emotions that impact these beliefs and the

reasonableness of their origin.
3.2. The origin of emotions argument and its reasonableness

The application of the origin emotions approach might allow us to classify the position of
parents dealing with a critical illness of their child as a position shared by the “parents social
group” (all parents will share the same fundamental emotions towards their child) and,
crucially, to recognise it as reasonable, as understandable.®? The contribution of recognizing
the view of the “parental social group” as reasonable is to establish an initial state of balance,

where the parental and medical views are seen as equally credible at first glance.

In her “Explaining emotions” essay from 1980, Amélie O. Rorty proposes to use the
principle of charity to explain the origin of an emotion. According to Rorty, the construction
of the causal history often involves reconstructing a rationale involving the application of the
principle of charity back in the person’s psychological history. It becomes thus feasible to
reconstruct the emotions’ history without resorting to irrational explanations. This principle
enables the identification of the psychological principles that rationalize a person’s beliefs,
desires, interpretations, and responses. Thus, if we can justify and understand the
conditionings of a belief that drives a person to act in a certain way, we can acknowledge the
initial emotion as reasonable, as understandable, as it constitutes the foundation of the

person’s viewpoint, giving to this person epistemic credibility.

Individual psychological background and socio-cultural context both affect the formation
of an emotion. Furthermore, in order to identify the causal history of an emotion, it is
necessary to analyse the influential dispositions that create conditions for the emergence of
other dispositions (Sutrop, 2016). The process of understanding the origin of emotions is
valuable both for reconstructing a person’s intentional system and for establishing the
rationality of a person who holds a justified emotion: “It is not the belief or emotion that is

rationalised, but a person’s coming to have it” (Rorty, 1980, p. 141).

62 According to Hester & Salter (2022) relational principles recognize that decision-making does not occur in
isolation, devoid of social context. These principles are inspired by courtesy, confidentiality, truth-telling, caring,
narrative curiosity.
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Rorty suggests that the principle of charity can help us understand the coherent formation
of a person’s intentional system without necessarily maximising agreement on the number of
true beliefs. The parental position is influenced by the history of the core emotions that
parents commonly develop towards their child. In other words, we aim to understand the
rationality of a parent having an unconditional sense of protection towards the child,
independently of whether the application of that sense of protection is right or not in a
particular context. This means that parents can be affected by controversial beliefs, but that
the expression of the emotions is strictly bounded by the impossibility of denying the

importance in the continuation of the child’s life.

We should accept that parents could have a priori a reasonable basis for their disagreement
with doctors. Therefore, this represents an attempt to clarify, from another perspective, how
we can define the parental view as reasonable. It is an attempt to highlight the extent to which
emotions can play a primary role in the bioethical debate and, therefore, why the emotional
component should be taken into greater consideration and not be considered a liability to the
epistemic status of the parents. This could foster a greater empathetic attitude in healthcare

professionals.®®
3.3. A charitable approach could improve communication

As mentioned above, the principle of charity is an interpretive approach that seeks to
understand the beliefs, intentions, desires, and emotions of the speaker by reconstructing the
history that leads to them. This theory of interpretation is a cross-disciplinary endeavour in
the intersection of linguistics, psychology and philosophy. It investigates the behaviour of
speakers and how it can reveal the meaning behind their utterances. It requires that a person’s

statements be interpreted as plausibly as possible. Being charitable is crucial for fair

63 A rationalist view dismisses the role of emotions, describing them as on obstacle for the good functioning of
reason. Proponents of this view would suggest solving ethical dilemmas with recourse only to objective reason.
This perspective is prevailing also in the bioethical field and bioethical debates are managed resorting to rational
argumentations. Despite emotions being recognised, they are generally excluded from the decision-making
process. However, there is an alternative perspective inclined to promote emotions in ethical decisions. An
example of this trend is embodied in the proposal to make rational thoughts interact with feelings in ethical
decision-making. There, the emphasis on rationality is contained by the necessity to assign relevance in morality
to the roles of emotions and caring (see Callahan (1988) and Gilligan (1982)). My intention to recognise the
weight of emotions is inspired by this perspective.
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interactions with others. As Davidson (1974) argues, we should assume that most of the

speaker’s utterances express beliefs that they hold as true.

Choosing a less plausible interpretation of others’ assertions or arguments can hinder
proper understanding of their views, especially when a credible interpretation is available,
whereas implementing the principle of charity could enhance comprehension of the patient
or proxy decision-maker’s subjective perspective. In a similar context to the one studied here,
Nordby (2016) explores how the nurse-patient interaction can be guided by the charitable
approach, where nurses apply a methodological principle of charity to comprehend how
patients evaluate their idiosyncratic perspectives on their health status as admissible and
deserving of consideration. Nordby’s theory is closely related to the proposal of using the
principle of charity to understand the reasoning behind the parents’ emotional beliefs and to
the endeavour to establish a new approach to the decision-making process that allows

medical staff to better comprehend the parental perspective.

The theory proposed by Davidson for the philosophy of mind or language can then be
applied also in the medical-ethical environment, improving communication between parents
and medical staff when making end-of-life decisions for child patients and reducing conflict
between medical experts and patients or their proxy decision-makers. The fundamental idea
is that an interpreter, in this case the doctor, cannot understand the interlocutor, the parents,
if they cannot grasp the beliefs that ground the interlocutor’s view (Davidson, 1984/2001a).
In other words, an interpreter can only truly understand another person’s beliefs if they
understand why the beliefs are reasonable from the interlocutor’s perspective (Mueller-
Vollmer, 1985). The principle of charity proposes to apply a shared sense of reasonableness,
as a crucial concept for social understanding, as suggested by Davidson (1984/2001b). By
adopting a charitable interpretation, it becomes easier to recognize others as reasonable

beings with reasonable and subjective views of reality.

3.4. Emotions and comprehension in the reasonable disagreement approach: two

possible scenarios that reduce polarisation and conflict

To achieve understanding, | suggest that physicians should make a concerted effort to
comprehend the reasons behind the parents’ beliefs, which are often rooted in the emotional

bond between the parents and their child. As | noted earlier, this requires a genuine intention
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on the part of the physicians to engage in this process of comprehension. In general, the
emotional component is underestimated in bioethical debates (Sheehan, 2016; Loewy, 1995),
but the relationship between parents and their child is permeated by emotions. Even when
the emotional component is considered, it is usually relegated to the subjective and personal
dimension. This attitude results in physicians requiring parents to put aside emotional feelings

in order to reach a shared decision regarding the best course of action to undertake.

Nussbaum contends that emotions possess ethical significance, and it is a mistake to
exclude them. Grasping our emotions aids us in constructing a morally equitable society and
establishing relationships characterized by profound respect and morality. In her 1992 work
"Love’s Knowledge", Nussbaum argues that feelings have been unjustly excluded from the
realm of philosophy due to two equally unfounded justifications. They have either been
depicted as mere irrational impulses devoid of cognitive relevance, demanding strict control
through rationality or, if feelings do hold any cognitive significance and provide insights about
the world, these insights have been labelled as inherently erroneous. This approach towards

emotions and feelings leads, indeed, to a weak comprehension of the parental perspective.

Instead, a recognition of the emotion component could affect both the decision-making
process and perhaps - even if not necessarily - the outcome, contributing to the development
of a reasonable disagreement approach in practice, even if not focused on normative goals.®*
In my view, recognizing and validating as reasonable the origin of the emotional state of
parents, and approaching the process of understanding with a charitable mindset, could lead

to two possible general outcomes.

In the first scenario, parental preferences continue to collide with the directives proposed
by doctors. Nevertheless, a qualification of the emotional component can improve a mutual-
understanding approach, which can as an effect relieve the burden of the final decision, even
when the wishes of the parents cannot finally be respected. If the dialogue proceeds in a

harmonious atmosphere within the bounds of what Loewy called “rational compassion” and

84 When discussing bioethics and applied ethics, one may encounter a diverse range of normative theories with
differing metaethical justifications, which makes it challenging to arrive at a definitive and unbiased answer to a
critical philosophical question, such as the decision to terminate life-sustaining treatment (Magni, 2011).
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“compassionate rationality”, facilitated by the application of the principle of charity, it is easier

to assume that the oppositions of points of view can be mitigated.®®

The second scenario can lead to foreseeing how the introduction of the emotional
component could drastically improve communication between physicians and parents, so
much so that the conflict can be solved by reaching an agreement. The core idea is that if
parents perceive greater understanding, embodied in a more charitable attitude on the part
of the medical staff, they might be able to change their opinion and adapt their initial
preferences. It is possible to anticipate how also the medical staff might be disposed to
partially adjust their directives to promote the reaching of a compromise, due to the need to
fully comprehend the other party, whose views are now at an equal level of epistemic

credibility.

4. Conclusion

The concept of reasonable disagreement has been proposed here as a means of addressing
medical-ethical controversies pertaining to child patients as disputes among epistemic peers.
Conflicts that arise in end-of-life decisions concerning children, and in other situations like the
saviour sibling cases, can be moderated by addressing certain philosophical biases
beforehand. In this case, these biases stem from an improper identification of the epistemic
status of the parents and from the role assigned to the emotions founding the parental

perspective, often confined to a realm where they are not perceived as reasonable.

To overcome this, | argue that the epistemic status of the parental position in these
controversial cases can be justifiably defended and attain a high level of epistemic credibility
when the emotions that underlie the parent-child relationship are recognized, and
understood, as an objective foundation for their position. It is quite inevitable that parents, at

least initially, hold a desire to continue life-sustaining treatment for their child. Nevertheless,

8 The rational compassion is compassion tempered by reason. Compassionate rationality is the process by which
cold and impersonal reasoning is modified by compassion. Compassionate rationality and rational compassion
can have a meaningful impact on bridging the gap between emotion and reason, and thus, they play a crucial
role not only in formulating an ethical framework but also in resolving ethical dilemmas (Loewy, 1995).
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| emphasize that parental credibility is not an evident quality, but rather a product of

physicians’ understanding, informed by the principles of charity.

| emphasize the unique context of healthcare, where the concept of reasonable
disagreement can be applied differently than in the political domain from which it originates.
Additionally, | suggest that it may be more useful and effective to limit the scope of reasonable
disagreement to the epistemic aspects of conflicts between parents and medical staff, in

contrast to the broader approach proposed by Savulescu and Wilkinson.

Acknowledging the epistemic standing of the social group “the parents” constitutes the
initial stride towards the progressive realization, in my perspective, of an approach centred
on reasonable disagreement between both parties involved. This approach will contribute to
reduce the additional harm and suffering that polarization and lack of effective

communication inflicts to both parents and medical staff.
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Conclusion

This thesis set out to explore a specific bioethical topic — end-of-life decisions for child
patients — from a broader perspective than how this topic is primarily studied. The research
begins with a specific focus on end-of-life decisions and then expands to include the debate
on reproductive choices, ultimately concluding with a proposal to investigate these

controversial cases through an epistemological lens.

| believe this approach is valuable for studying this extremely controversial topic because
it considers multiple aspects without endorsing a single, rigid position. This allows for a more
nuanced exploration of difficult elements that are sometimes overlooked, such as the complex
role of parents, the challenges of effective communication in a medical setting, and the gap
between practical discussions and bioethical reasoning. Introducing the concept of
replacement, for example, might lead to broader discussions and different outcomes. The
thesis opens also towards new scenarios reconsidering the idea of autonomy under the
concept of relational autonomy and reconsidering the concept of well-being under the

capabilities approach.

Although indirectly, this thesis attempts to investigate neonatal euthanasia, particularly by
considering the Gard case as an instance of passive euthanasia rather than solely as a decision
to withdraw life-sustaining treatment. While | do not extensively emphasize this aspect, |
believe the Gard case invites a rethinking of the modern concept of neonatal euthanasia,
which, like all end-of-life decisions in the neonatal field, is still largely represented by the
Groningen Protocol. By referencing the Gard case, which shares intimate details with the
public, | argue that this practice can be understood in a more admissible way, despite the

inherent difficulties in making such decisions.

Moreover, the proposal to connect the debate on end-of-life decisions for child patients
with the topic of reproductive choices, in my opinion, offers a new insight that deserves
deeper discussion. There are numerous philosophical concepts used in the discussion of future
generations and reproductive choices that can be applied to the debate on end-of-life
decisions for child patients. In this thesis, this is only a partial attempt that could be further

explored in future work. For instance, Hare’s argument of replacement could be re-examined
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and expanded to other situations, considering not only potential individuals but also actual
individuals, such as Charlie Gard or the sick child in a saviour sibling case. Indeed, the idea of
imagining a dialogue between the sick child and the saviour sibling could be a valid formal

approach to justify this practice, aiming to address the Kantian objection.

Adopting a relational approach to moral decision-making offers a more comprehensive
framework by acknowledging that choices are shaped by social contexts and emotional bonds
rather than isolated rational calculations. Integrating the capabilities approach broadens the
concept of well-being, focusing on real opportunities rather than merely maximizing
happiness or utility. A liberal utilitarianism might avoid the limitations of monistic
utilitarianism not only by considering capabilities but also by recognizing the role of emotions
in moral reasoning. This can enrich understanding and promote empathy in the moral debate,

improving communication and reducing conflict in ethical decision-making.

Finally, the proposal to consider the concept of reasonable disagreement to develop a
practical approach that equalizes the epistemic status of parents and physicians represents
my contribution to attempt a better management of these difficult cases. The Gard case is
paradigmatic in highlighting how sharp the conflict between parents and medical staff can
become. | believe that Savulescu and Wilkinson’s proposal to apply the concept of reasonable
disagreement in the Gard case could be further developed. The most important aspect in
achieving a truly reasonable disagreement, | argue, is not to focus on the discussion about the
potential outcomes, but rather on the epistemological foundation of the relationship between

parents and medical staff.

In sum, this thesis aims to focus on a concrete case to initiate the discussion and bring forth
practical and theoretical questions, with the ultimate goal of returning to practical aspects and
addressing the issues with tools specifically developed to resolve these relevant ethical
dilemmas, such as the concept of reasonable disagreement. The suggestion is to start with a
single case to better develop the bigger picture, aiming to achieve the most effective outcome
by enhancing the knowledge within the debate while also offering a simple and direct way to

articulate very complex bioethical issues.
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