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Abstract

The provision of intensive care enables the lives of neonates, infants and children to be sustained or extended in circum-
stances previously regarded as impossible. However, as well as benefits, such care may confer burdens that resultingly
frame continuation of certain interventions as futile, conferring more harm than or any, benefit. Subsequently, clinicians
and families in the paediatric intensive care unit are often faced with decisions to withdraw, withhold or limit intensive
care in order to act in the best interests of the child. An integral consideration in respect of these decisions is that futility
is a concept that has to be contextualised for all those involved. Recent high-profile legal cases highlight the professional,
clinical, legal and social conflicts that can arise when parents and clinicians have different interpretations of futility. In
acknowledging the complexity of these conflicts for clinicians, this paper aims to support a better understanding of futility
as an integral concept in such difficult and emotive decisions within professional practice. Ve utilise the concept of futility
to frame how these decisions to withdraw or withhold certain invasive life-prolonging interventions are ethically and
legally justifiable, even when they disagree or conflict with parental views. To support clinicians in understanding these
decisions, we in part use the familiar bioethical framework of Principlism developed by Beauchamp and Childress. We
suggest that understanding legal and ethical analysis of futility ultimately will help clinicians in approaching and reflecting
on such decision-making.

Keywords
Withdrawal of care, medical futility, paediatric intensive care, critical care, parental disagreement, decision-making

Introduction of the child. Moreover, these cases demonstrate the fragility
of the relationships between clinicians, organisations and

In recent years, the high-profile cases of Charlie Gard, ] ) .
. D parents, which can have a profound impact on both clinical
Isaiah Haastrup and Alfie Evans have highlighted the com- . . . : .
3 o . . . practice and the way in which the public perceives the care
plexity of determining the best interests of children with of these children. 2
life-limiting conditions, where continuation or provision :
of medical interventions are considered as futile by clini-
cians.! Each infant had sustained devastating, unrecover-
able brain damage and the English courts were asked to
determine whether the continuation of life-prolonging
medical interventions was in the best mterf:sts of the child University of West London, College of Nursing, Midwifery and
Whe%re there were no chances of any meaningful TECOVETY.  ealthcare, Brentford, UK
Whilst these cases are complex and deeply tragic, they 2University of Liverpool School of Law and Social Justice, Liverpool, UK
are not extraordinary by themselves in the Paediatric
Intensive Care Unit (PICU) environment. What sets them  Corresponding author:
. . . . . . Chiara Baiocchi, University of West London, College of Nursing,
apart, is the international widespread media attention as to o
. . . . K Midwifery and Healthcare, Paragon House, Boston Manor Road,
whether continuation or even provision of life-prolonging  prencford, Middlesex TW8 9GA, UK.
interventions are futile and therefore not in the best interests  Email: chiara.baiocchi@uwl.ac.uk

In the PICU, where the majority of patients are not com-
petent to voice their decisions because they are often
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to take part, parents work together with healthcare profes-
sionals to make appropriate decisions that have to
promote the child’s best interests above all.> Where there
is disagreement, healthcare professionals must act in
accordance with the legal framework, professional codes
of conduct and clinical guidelines to care for and safeguard
the interests of the child.®’ Although the obligation to work
in partnership with carers and families is an integral feature
of paediatric intensive care, because of the parents’ role rec-
ognition and the promotion of family-centred care,® the
above-mentioned recent cases demonstrate that the profes-
sional and legal position is that the best interests of the
child are always paramount. Yet, a significant concern is
that as a result of these high-profile cases and the public dis-
agreements they involved, health professionals may
develop reluctance in confronting the reality of futility,
when continued intervention may support the wishes of
parents.”'”

In this paper, we seek to offer a pragmatic and accessible
approach to understanding how futility is professionally,
ethically and legally approached and understood when
there are disagreements as to what is in the best interests
of the child with a life-limiting condition. It is not our inten-
tion to address specific individual issues within the afore-
mentioned cases, but rather explain that these cases have
challenged paediatric intensive care practice and therefore
that they highlight the importance of moral and ethical rea-
soning in contextualising futility as an integral part of this
complex area of clinical care.

In the first instance, we attempt to rationalise the concept
of medical futility, before going on to consider futility
within the English legal framework, highlighting that the
courts will always have to consider futility on a
case-by-case basis. In acknowledging that these legal
cases are inherently addressing ethical issues of futility
within PICU practice, we utilise the well-established
Principlism lens; encompassing autonomy, beneficence,
non-maleficence, and justice, developed as a framework
for bioethical reasoning by Beauchamp and Childress.!!
We use Principlism in recognition of the universal applica-
tion of this pragmatic and applied framework to better
promote the importance of clinical bioethical reasoning in
these cases. The ultimate aim of this paper is to promote
a better practical understanding of futility for clinicians,
through ethico-legal analysis and their application to with-
drawal or non-provision of treatments and interventions for
children with life-limiting conditions.

Defining medical futility

Although lawyers, judges, ethicists and clinicians have con-
tributed to the analysis of what in fact futility means, it
remains that our understanding of futility may vary depend-
ing on culture and context but more specifically individual
interests within such decisions, whether they be

professional or relational.'* The challenges in defining the

concept of futility within health are explained by
Morata'? as being that whilst futility can be seen as deter-
mining which acts are meaningful and which are not, futil-
ity is subjective and influenced by values, beliefs,
experience and perceptions. A starting point for under-
standing futility within the PICU context is that it is prag-
matic, as Lippe'® explains, ‘drawing the line between
hope and false expectations’. Futility could therefore
here be understood as being focused on the treatment
or intervention goal.'?

Whilst advances in medical research and technology
have given paediatric intensivists the potential to prolong
children’s lives, for some children it is important to con-
sider futility as being whether life-prolonging medical inter-
ventions are in fact non-beneficial and thus where it is then
appropriate to discuss and consider the end of life decision-
making.'® Therefore, even where disagreements over the
provision of life-sustaining treatment arise, the focus in
decision-making must be whether such interventions are
futile and if they are then they cannot be in the best interests
of the child.'” Determining the futility of interventions in
the PICU is, as Wilkinson'® explains, complex and in the
first instance can be informed by drawing from established
clinical guidelines in respect of withholding or withdrawing
clinical treatment.

In 2015, the Royal College of Paediatrics and Child
Health (RCPCH)" revised the already published frame-
work for practice, indicating where withholding or with-
drawal of treatment can be considered ethically justifiable.
Larcher and Hird®® identified three circumstances that
apply to paediatric care: life limited in quantity, in quality
and informed competent refusal of treatment. When the
decision to withdraw or not provide such treatments is
made, this will almost always be based on its futility
rather than the intention that the withdrawal will bring
death to the child."

In providing care for children in the PICU, clinicians and
parents often have to consider a range of interventions,
however, in the case of children with poor prognosis,
these have to be balanced against the chances of any mean-
ingful recovery and conversely any continued experienced
pain or suffering.'® Some treatment options can more
easily be considered too burdensome or inappropriate
because they are a limited resource, like organ transplant-
ation and extra-corporeal membrane oxygenation
(ECMO).?" Yet less resource-restricted treatments and
interventions, like active cardiopulmonary resuscitation,
prolonged parenteral nutrition and prolonged artificial ven-
tilation, have been the focus of futility discussions in these
recent cases because they are for many patients, interven-
tions that maintain life in the PICU.** Decisions not to
provide these interventions on the basis of futility are there-
fore extremely emotive, complex and therefore require a
reasoned and transparent decision-making process.*
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The decision-making process

In approaching decision-making in the PICU, clinicians are
required to explain the intended benefits of any considered
treatment or intervention, contextualised by clinical guide-
lines and the limits of clinical practice.”* Before giving an
evaluation of all the possible therapeutic intervention
options, the clinical team has to start from the position of
an understandable diagnosis and awareness of the probable
prognosis.”> According to Larcher and Hird,”® when the
decision to withhold or withdraw treatment is considered
to be in the best interests of the child, the medical and
nursing professionals are expected to have transparent and
meaningful discussions with parents. These discussions
may also be held in conjunction with and form part of the
role of clinical ethics advisory groups, highlighting the
importance of clinical ethicists and decision-making
support for both clinicians and families.*®

The shared decision-making model in the PICU high-
lights a shift away from paternalistic approaches and the
significance of providing family-centred care as an ethical
and professional obligation.”” Although family-centred
care is widely adopted in the majority of clinical settings,
there can be concerns as to whether the needs of the child
and not of the family are the primary focus of concern for
parents.?? However, we must accept just how extremely dif-
ficult these situations might be for parents and families
when approaching such challenging decisions that will
result in a shift to palliative care.

One way to understand the needs of parents is to con-
sider how they may approach futility. According to
Barnes ef al.,*® despite trust and comprehension between
parents and the health team often being well established,
the concept of futility can be misinterpreted by the different
parties in shared decision-making.?* In fact, as highlighted
by the mainstream and social media, the concept of letting
die rather than killing someone, is not always compre-
hended by parents and consequently, the public, who
have more than once showed their hostility against health-
care professionals.?’ Under these arduous circumstances, it
is essential that healthcare professionals understand the
legal framework behind how decisions to withdraw or with-
hold treatment in cases of parental disagreement are
considered.

The legal framework

In the first instance, it is fundamental to consider the rights
afforded to children through international law. Children’s
rights are provided foremost by the UN Convention on
the Rights of the Child (UNCRC), ratified by the United
Kingdom in 1991.%° Of significance in decisions of futility
is Article 3, which states that all decisions concerning a
child must be made in their best interests. Hammond®'
argues that Article 3 is pivotal for acknowledging the
needs of an individual child because best interests can be

conflated with the interests of others, including society.
Despite the ‘best interests principle’ being used universally
and playing a decisive role in children’s decision-making,
the UNCRC, does not give a clear, or even conceptual,
the definition of what is meant by best interests, instead,
this has been left to states to determine.*” Therefore, even
when we acknowledge the UNCRC as the leading authority
on international children’s rights, they cannot be considered
independently as a legal authority, as both international and
individual State jurisdictional legal frameworks have to be
interconnected.*

In England and Wales, the Children Act 1989** is the
primary piece of legislation that encompasses the principles
set out in the UNCRC. Francis J explained in Great
Ormond Street Hospital NHS Trust v Yates and Gard™:

Our law in relation to children in circumstances such as this
is governed by section 1 of the Children Act 1989 which
contains a proposition which I suggest would be hard to
criticise. Section 1 provides as follows: when a court deter-
mines any question with respect to the upbringing of a child
the child’s welfare shall be the court’s paramount
consideration.

Specifically, section 1(3) of the Act** sets out the considera-
tions that the Court will have in determining the welfare of
the child:

a) the ascertainable wishes and feelings of the child con-
cerned (considered in the light of his age and
understanding);

b) his physical, emotional and educational needs;

c) the likely effect on him of any change in his
circumstances;

d) his age, sex, background and any characteristics of his
which the court considers relevant;

e) any harm which he has suffered or is at risk of suffering;

f) how capable each of his parents, and any other person in
relation to whom the court considers the question to be
relevant, is of meeting his needs;

g) the range of powers available to the court under this Act
in the proceedings in question.

Whilst the considerations set out in the Children Act 1989

offer a broad approach to what must be considered to deter-

mine a child’s welfare, there are no definitive guiding prin-
ciples as to how these should be navigated in complex
healthcare decisions in order to establish what is in the
best interests of the child. Hedley J in Portsmouth

Hospitals NHS Trust v Wyatr*® explained the reason for

this as being, ‘The infinite variety of the human condition

never ceases to surprise, and it is that fact that defeats any
attempt to be more precise in a definition of best interests’.

However, in Alder Hey Children’s NHS Foundation Trust v

Evans®” Hayden J utilised the Supreme Court’s approach to
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determining best interests, although in the context of the
Mental Capacity Act 2005,%® set out by Lady Hale in the
Supreme Court case of Aintree University Hospital NHS
Foundation Trust v James.” Lady Hale® explained that
‘the focus is on whether it is in the patient’s best interests
to give the treatment rather than whether it is in his best
interests to withhold or withdraw it’. Later Lady Hale®
went on to explain that:

the most that can be said, therefore, is that in considering
the best interests of this particular patient at this particular
time, decision-makers must look at his welfare in the
widest sense, not just medical but social and psychological;
they must consider the nature of the medical treatment in
question, what it involves and its prospects of success;
they must consider what the outcome of that treatment for
the patient is likely to be; they must try and put themselves
in the place of the individual patient and ask what his atti-
tude towards the treatment is or would be likely to be; and
they must consult others who are looking after him or are
interested in his welfare, in particular for their view of
what his attitude would be.

Whilst the Supreme Court’s approach to determining the
best interests for older individuals is important to consider,
we must acknowledge that in determining the best interests
of children there are often specific difficulties, notably what
the role of parents should be in such decisions. This ques-
tion was indeed addressed by Francis J in Great Ormond
Street Hospital NHS Trust v Yates and Gard®>:

Some people may ask why the court has any function in this
process, why can the parents not just make the decision for
themselves? The answer is that, although the parents have
parental responsibility, overriding control is by law vested
in the court exercising its independent and objective judg-
ment in the child’s best interests.

Perhaps, the most straightforward way in which to under-
stand this answer is to acknowledge that in such decisions
the best interests of the child may be difficult for parents
to determine and thus the courts have a duty to ensure
that the child’s best interests are considered as paramount.
The courts though are not themselves removed from the
same difficulties in determining a child’s best interests. In
Portsmouth City Council v King,*® Baker J recognised
such challenges in determining a child’s best interests:

Whilst the approach to consider the welfare of a person in
the ‘wider sense’ is easier in an adult with more lived
experience, it is more difficult for infants but nonetheless
must ensure thorough consideration of the views of the
parents. It is a fundamental principle of family law in this
jurisdiction that responsibility for making decisions about
a child rest with his parents. 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 consideration of significant harm is further apparent in
the recent cases involving parental disagreement, whereby
the courts seemingly focus on the medical evidence and
any harm that the child has suffered or is at risk of suffering.

The concept of harm, therefore, has to be carefully
examined in scenarios of parental disagreement, as
despite it being referred to in the Children Act 1989,*
there is no measurable threshold of what is harmful, it is
only defined as ‘a compromised health state (mental or
physical) or the altered emotional, physical and cognitive
development’.*' The Children Act 1989** does however
use the threshold of ‘significant harm’ to seemingly
justify state intervention but this is without a clear defin-
ition. Defining the threshold of significant harm is further
complicated when we consider the current shared decision-
making framework for children and the role of parents in
making decisions when the child is unable to participate
given that parents may not or are not always able to make
the right choice in the best interests of the child.' In oppos-
ition to this position was a proposal for legal reform, named
Charlie’s Law, put forward to the House of Commons by
the Labour politician Bambos Charalambous in 2019.**
The central idea of the proposed law was to introduce a
new harm threshold legal test preventing cases from
ending up in the courts. This significant amendment
would only allow the courts to intervene with decisions
that cross a certain and determinable threshold level of
harm.

Proponents of a harm-based approach to justifying court
intervention argue that harm is defined in the Children Act
1989 and thus avoids the broad and less defined best inter-
ests test that may in fact reflect the interests of parents.*?
Therefore, according to Wilkinson,44 there are good
reasons to focus the ethical attention on harm. We will go
on to analyse the concept of harm later but at present, the
UK legal approach to parental and clinician disagreements
is through determining the best interests of a child, as
opposed to attempting to define a harm threshold in each
case. McFarland J in Gard explained the reason for this
as being that: ‘Best interests is the established yardstick
which applies to all cases and there is no justification for
this court now to endorse the creation of a sub-set of
cases based wupon establishing significant harm’.
Furthermore, in Evans, Hayden J reaffirmed that in such
decisions: ‘the sole principle is that the best interests of
the child must prevail and that must apply even to cases
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where parents, for the best of motives, hold on to some
alternative view’.

In understanding the challenges for the courts in
approaching how to determine the best interests of children
in these cases where parents and clinicians disagree, we
should acknowledge that there is a tension between futility
and harm. In one sense futility can be medically determined
but it is important to understand that futility can be inter-
preted by parents and society in other ways. Moreover,
the courts only consider individual cases and futility for
that individual child, which Burns et al.** highlight as in
some ways further confounding clinical practise. By
acknowledging that the courts and professional guidelines
cannot offer a universal approach to determining futility,
we now, therefore, turn to addressing the crux of our
paper: the role and value of ethical reasoning in navigating
and determining the best interests of the child where there is
parental disagreement with clinicians. In using the four
principles, we enable the ethical issues associated with futil-
ity to be clarified, analysed and applied in the context of the
courts, in order to provide clinicians with a rationalistic but
familiar way to understand these ethically contentious
aspects of PICU care.*

Application of the four principles

Respect for autonomy. The concept of autonomy, in bioeth-
ics, should be understood as self-governance, through the
right to make individual free choices.*’” To be autonomous,
an individual has to be in a condition of liberty (freedom
from dominating influences) and agency (have the potential
for actions).*®*° Children present various degrees of inde-
pendence and competence in respect of health decision-
making, dependent on intellectual, psychological and emo-
tional maturity.50 However, for children unable to partici-
pate in decision-making, a substituted judgement is
required.”'? The substituted person, a parent, legal guard-
ian or clinician should, as we have highlighted, make
healthcare decisions in the child’s best interests to
promote their welfare.’"->® There are two pertinent issues
though that arise in substituted decision-making; the confla-
tion between parental views and parental autonomy and
how the child’s future autonomy is considered.

There is a common understanding that parents ‘know’
their children best but there is undoubtedly a combination
of protective factors that make it extremely difficult for
parents to objectively approach the child’s best interests
in such difficult and emotional circumstances, even when
the futility of treatment or interventions are explained by
clinicians.® Within the highlighted legal cases earlier,
part of the basis of parental refusal to withdraw intensive
care treatment was that it was not the right choice for
their child as death would follow and that continued or
further interventions and treatments should be provided to
maintain life.>> Although democracy permits different

values and beliefs of parents that may influence their pos-
ition, clinicians must be committed to focussing on the
needs of the child with life-limiting disease.>* By acknow-
ledging suffering and futility in the context of autonomy,
there is significance in recognising the limitations of the
relational autonomy of parents.

While the role of the child in decision-making within the
PICU setting is often very limited or non-existent, decision-
making should not preclude consideration of the child’s
future autonomy. We should accept that respect for future
autonomy is a significant part of the moral and indeed
legal notion of parental responsibility. Children do not
belong to their parents, instead, they are part of a continued
progressive transition to adulthood and parents have a
responsibility to respect their child’s future capability to
make their own choices in the healthcare settings.”> By
recognising that children in the PICU still have future
autonomy, clinicians should perceive them as persons
whose potential views matter, enjoying the same status as
other rational agents.** A significant question therefore
emerges, how can we determine the potential views of chil-
dren in the PICU with life-limiting conditions where contin-
ued intervention is considered as being futile? There is no
singular answer but consideration of how a child may
view their continued suffering, pain or reduced quality of
life are at the very forefront of approaching an answer for
each child. Subsequently, consideration of the principles
of beneficence and non-maleficence aids in identifying the
best interests of the child with a life-limiting condition in
the PICU setting.

Beneficence

In healthcare, the principle of beneficence is the moral com-
mitment and positive obligation of clinicians to benefit
patients.’® Beneficence in the context of decision-making
is supported through healthcare policy and practise, to
ensure that individuals are faced with reasoned choices bal-
ancing intended benefits and risks."" This fundamental prin-
ciple is simplified in the paediatric context by assuming that
every decision should follow the paramount positive obli-
gation of acting in the child’s best interests.’’

Kopelman®' refers to best interests as being a challen-
ging umbrella term because it conceptually encapsulates
differences in societal, parental, clinical, and legal interpre-
tations. Therefore, in the context of substituted decision-
making, the morally expected standard of decision-making
without the express wishes of the child must weigh all the
relevant factors to decide upon what is in the child’s best
interest, all things considered.’! Given that futility of inter-
ventions for children with life-limiting conditions has to be
contextualised by the intended benefit of the intervention
being considered, we should ethically frame them.

One way of ethically framing interventions is to differen-
tiate ordinary from extraordinary care. Kelly®> emphasises
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that ordinary interventions are medicines or treatments
made in an attempt to reach some important health objec-
tives, based upon diagnosis and prognosis. Whilst extraor-
dinary interventions are treatments and medicines only
obtained with excessive costs, risks and pain which may
or may not offer a reasonable chance of benefit.°* The pro-
vision of ordinary care and interventions is the mainstay
responsibility for healthcare professionals and organisa-
tions; whereas extraordinary care and interventions may
be delivered by healthcare professionals and organisations
but may not always be considered morally right.63 We
should however highlight that the way in which ordinary
and extraordinary interventions may be considered is influ-
enced by advances in medical science and clinical care.
Children with life-limiting conditions may now be provided
with what might once have been considered extraordinary
interventions that are now regarded as being ordinary,
even delivered in their own homes. Yet even if we still
regarded extraordinary interventions as being such, justifi-
cation for provision must be that they are in the best inter-
ests of the child.**

Bowden® explains how we differentiate between ordin-
ary and extraordinary care and the best interest of a person
is through using the example of a ventilator. The use of a
ventilator on postoperative patients who may need respira-
tory support until they recover from the effects of anaesthe-
sia would not be considered extraordinary care, but a
ventilator used for a patient with such severe brainstem
infarction that they are unable to breath unaided would cer-
tainly be considered as an example of extraordinary care
that raises ethical issues. Such differentiation between
ordinary and extraordinary care in the context of benefi-
cence has been utilised by the courts. Hayden J in Evans
v Alder Hey NHS Trust’’: ‘Alongside all this, it must be
remembered that Alfie cannot sustain life on his own. It is
the ventilator that has been keeping him alive for many
months, he is unable to sustain his own respiratory
effort’. It, therefore, becomes obvious that categorical dis-
tinctions as to what we deem beneficial treatment (and
thus being a beneficent consideration) must be evaluated
on a case-by-case basis but understanding the notion of
extraordinary interventions is helpful in our ethical
reasoning.

A notable challenge to the way in which extraordinary
treatment and care is considered through beneficence
comes from those who argue that the sanctity of life is the
overriding issue.®® These proponents believe that a child’s
right to life is more important than any judgement as to
the benefits of any interventions made by someone else
and therefore nothing should be considered extraordinary
if death is the alternative.®’ However, whilst the sanctity
of life arguments represents an important value that is
placed on the role of medicine in preserving life, this
cannot prevail against scientific assessment as to the futility
of treatments and interventions in an individual case. As

Hayden J°7 went on to explain in respect of Alfie Evans,
‘the continued provision of ventilation, in circumstances
which I am persuaded is futile, now compromises Alfie’s
future dignity and fails to respect his autonomy. I am satis-
fied that continued ventilatory support is no longer in
Alfie’s best interest’. Professionals, therefore, have a duty
to only offer treatment that is appropriate to the diagnosis
and prognosis based on all available evidence, whereas
the provision of extraordinary treatment outside of this
based on parental demand should not be considered com-
patible with the principle of beneficence. In fact, such inter-
ventions should be framed as being futile and harmful.

Non-maleficence

The principle of non-maleficence is the ethical obligation to
not cause harm to patients or to prevent harm by inaction,
avoiding unnecessary harm.®® The potential for clinicians
to cause harm through medical interventions in paediatric
care is widely appreciated in the context of patient
safety,® however clinicians in the PICU are also inherently
concerned with whether an intervention itself confers more
harm than, or even if, any benefit at all for the child and is
therefore futile.”® Deciding upon the futility of continued
interventions for a child in the PICU may clinically be
agreed but may not be shared by parents, for whom the
focus is more complex than medical facts and opinions.”"
Although clinicians may demonstrate the futility of treat-
ment through evidence and clinical opinion, the way in
which complex and invasive care is provided in the PICU
may give parents the view of their child being serene and
peaceful, making it difficult to demonstrate how ongoing
consideration or provision of invasive care constitutes
harm.”? Therefore, the principle of non-maleficence may
not be universally applied in cases of the futility of treat-
ment and subsequently has to be subjectively defined.”
We should then return to analyse in more depth how
harm can be interpreted. Harm could be regarded as an
appropriate and logical threshold for state intervention
when parental decision-making places the child at risk of
suffering harm.”*”> However, despite harm as a threshold
being seemingly well adopted by clinicians and the
courts, Birchley’® highlights that the harm threshold is
less clear in complex ethical dilemmas. In fact, Birchley’®
argues that it is questionable to focus on harm as it may
not capture all the aspects of a complex and intricate
moral dilemma, particularly where there is clinical uncer-
tainty. A further criticism is that the harm seemingly can
present a narrow view of a child’s best interests, which
suffers from inadequate attention to normative grounding.””
We could then argue that a focus on harm in complex and
uncertain clinical circumstances should be better under-
stood as having potentially limited value on its own in
establishing a child’s best interests. It is not that harm
should not be considered but in order to establish futility,
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and thus that continued provision of interventions is not in
the child’s best interests, the way in which harm is inter-
preted by external influences becomes an important
consideration.

Stewart and De Marco’’ promote a ‘microeconomic’
model that considers the interests of external influences
and their compatibility in ensuring that the best interests
of the child are met. Although the strict application of
Stewart and De Marco’s approach would also consider
the significance of causing the least harm to all parties,
we suggest that this approach better identifies how the inter-
ests of others can be conflated with the best interests of the
child. In fact, this microeconomic approach resonates with
the dilemma clinicians and the courts face in PICU dis-
agreements with parents as to the futility of interventions.
Subsequently, consideration of external influences, such
as parental views, clinical guidelines and professional
codes of conduct, may help to better rationalise why an
intervention is not in the best interests of a child and con-
versely why external influences may not always promote
these. Importantly, such an approach to harm allows for a
broader understanding of different views, in order to ethic-
ally reason with them and to better establish what the best
interests of the child are.

Justice

The principle of justice refers to different types of obliga-
tions to equality and fairness, commonly grouped in the
three big areas of right-based justice, legal justice and dis-
tributive justice.’’ The dramatic increase in the cost of
healthcare has resulted in inequalities in the access to
healthcare and, in the context of the futility of care, it
must be explored if the resources are distributed fairly (dis-
tributive justice).”® We do not dispute the position of clin-
ical and professional guidelines, in that a decision to
withdraw or withhold a treatment should be based on ana-
lysis of the intended benefits versus risks and burdens,
however in a public health system, financial considerations
cannot be ignored.?® Allocating costly financial resources to
the provision of futile care for children becomes ethically
problematic in itself. These are problems of contemporary
health policy and are extremely complex, but it is important
to set priorities and to allocate resources fairly and after con-
sidering the futility of treatment it is legitimate to argue that
this would be unjust on the basis of parental demand.**

The issue of deficient resources may not apply to the
paediatric cases where parents raise independent funds to
travel abroad for treatment, however, the same concern is
legitimate considering the use of public facilities until a
solution is reached as this may take several months.”®
Moreover, clinicians working in the UK are subject to pro-
fessional standards and legal frameworks that may differ
from other jurisdictions. Perhaps consideration of the differ-
ing jurisdictional professional and legal positions was best

demonstrated in the arguments put forward in the case of
Alfie Evans, where it was put to the Court that care could
and would be provided in another country. As Hayden J*’
held, the decision to allow the transfer of care had to be
made within the UK legal framework, which found that
this was not in Alfie’s best interests.

Finally, publicly funded health systems should provide
effective treatments that should respect and serve patients
and families wishes as long as these wishes do not cause
harm to others. The current Covid-19 pandemic resulted
in a huge need of specialised high-resource clinical settings
with highly trained clinicians and has demonstrated the dif-
ficulty in allocating the resources fairly.*® In fact, despite
the need to adhere to the ethical principles of beneficence
and non-maleficence, clinicians have had to prioritise
some patients over others to maximise the benefits of the
treatment and to reduce mortality due to the saturation
effect.®! The fair distribution of critical care resources has
as yet not been the focus for the courts and there is no
legal way for courts to establish the limitations of public
resources.”” However, we argue that the phenomenon of
prolonged intensive care treatment, in cases where there is
no chance of survival, can represent an unfair allocation
of resources, potentially resulting in inequalities in the
access to healthcare. The reduction of inequalities among
patients is an essential principle for the fulfilment of the uni-
versal right to health and must be taken into consider-
ation.”” Futility should therefore be considered in a
broader sense. Whilst the focus of whether to continue
with or provide treatment or interventions must be made
on an individual basis, with the best interests of the child
being paramount, there is value in appreciating that when
this is decided upon as being futile then there are further
obligations for clinicians to consider.

Conclusion

The decision to withdraw, withhold or limit intensive care
treatment for children raises profound clinical, ethical,
and legal questions as to how to determine what course of
action is in the best interests of children. Such decisions
are made using a shared decision-making approach that
involves clinicians, parents, carers, and families to ensure
that the child’s interests are paramount. However, where
parental disagreement arises, recent high-profile legal
cases highlight the very public challenges faced by clini-
cians in the PICU setting. One concern is that clinicians
may develop reluctance in confronting the reality of futility,
when continued intervention may support the wishes of
parents. To support clinicians, we hope to have offered an
accessible analysis of the concept of futility through ethico-
legal analysis and specifically using the four principles
approach, with the aim of promoting an understanding of
ethical reasoning in these complex and challenging deci-
sions. Furthermore, by drawing on judgements from these
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high-profile cases, we demonstrate a practical and prag-
matic judicial application of futility. It is fundamental to
responsibly and empathetically approach these decisions
through a shared decision-making approach, but we must
accept that there are times when the views of clinicians and
parents differ. Futility, therefore, becomes a central focus of
determining the best interests of a child in the paediatric inten-
sive care. Yet, whilst futility is conceptually complex, using a
widely understood framework to develop ethical analysis in
the context of pragmatic considerations, at the very least
offers greater clarity to articulate, communicate and share clin-
ical ethical reasoning in clinical practice.
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