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History

The UK Clinical Ethics Network was established in 2001 following the publication of a Report
on Clinical Ethics Support in the UK (funded by the Nuffield Trust) which identified twenty
clinical ethics committees in NHS Trusts in the UK. In the past six years the Network has
expanded with the development of clinical ethics committees in other NHS Trusts currently
there are

70 ethics committees in NHS Acute Trusts

10 CECS in Mental Health Trusts

2 CECs in Primary Care Trusts

The role of the Network is to:

e Offer support and advice to developing and established clinical ethics groups

e Provide networking facilities including a newsletter, electronic mailing and network
website

e Facilitate training for members of clinical ethics groups (the Network has recently
produced a discussion document on core competencies required for members of clinical
ethic committees).

o Support regional initiatives

e Organise an annual conference

e Produce a database of useful and relevant information for clinical ethics groups

o Establish links with clinical ethics groups internationally

Clinical Ethics Support Project

The Clinical Ethics Support Project is part of the Ethox Centre’s core activities and has been
running since 2001. It is led by Dr Anne Slowther and has received funding from the
Department of Health, the Institute of Medical Ethics and the Ethox Foundation (which is its
major funder). The project’s aim is to develop clinical ethics support within the UK through a

series of complementary approaches. These include:



Providing administrative and academic support to the UK Clinical Ethics Network.
Developing and maintaining the Clinical Ethics Network website
(www.ethics-network.org.uk), a publicly accessible source of information and educational
resources on clinical ethics.

Developing and running educational workshops and on-line resources for members of
clinical ethics committees.

Producing a Network newsletter.

Liaising with national organisations to promote dialogue on ethical issues relating to patient
care between these organisations and health professionals in practice through clinical ethics
committees.

Provision of an electronic response service to queries form CECs and facilitation of shared

experience between CECs.
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Introduction

Few areas of medical practice are as contentious and sensitive as those which arise at or towards
the end of a life, particularly when healthcare professionals are confronted with a situation
where treatment withdrawal is contemplated. Such problems can arise in a variety of
circumstances, which for ease will be dealt with separately in what follows. First, however, it is
necessary to define our terms. Just what is medical treatment for these purposes? In the United
Kingdom, as will be seen, the House of Lords has accepted that assisted nutrition and hydration
amounts to medical treatment, thus leaving decisions about its provision or removal firmly in
the hands of doctors acting within their professional constraints and, of course, the law. I have
argued elsewhere that assisted nutrition and hydration should be separated from medical
treatment in the interests of humanity,' but for present purposes it is clear that courts in the
United Kingdom will regard it as equivalent to medical treatment and we must proceed on this

basis.
Patients in a Permanent Vegetative State (PVS)*

The first case heard in UK courts concerning the management of a patient in PVS was the case
of Airedale NHS Trust v Bland. > The case concerned a young man who was diagnosed as
being in PVS some three years after he had received traumatic injury in a football stadium
incident. The medical team caring for Anthony Bland, supported by his parents, petitioned the
court to allow discontinuation of his nasogastric feeding as there was no hope for recovery; no
prospect of Anthony ever regaining consciousness. It should be said that, although some

commentators have expressed doubts about the certainty of the diagnosis of PVS,! evidence in

! McLean, S.A.M., ‘From Bland to Burke: The Law and Politics of Assisted Nutrition and
Hydration’, in McLean, S.A.M. (ed) First Do No Harm: Law, Ethics and Healthcare, Aldershot,
Ashgate, 2006, 431-446

for further discussion, see McLean, S.A.M., ‘Permanent vegetative state: The legal position’,

Neuropsychological Rehabilitation {Special Issue), Volume 15, Issue 3/4 , July/September 2005,
237-250

(1993) 12 BMLR 64
for a full discussion of PVS see Mason, J.K. and Laurie, G.T., Mason and McCall Smith’s Law

w

and Medical Ethics, (7th Ed), Oxford University Press, 2005, chapter 16



this case that he was indeed in that condition was unequivocal and not disputed.” Given the
importance of the facts under consideration, and the decision being sought, the case went all the

way to the House of Lords, which is the UK’s highest civil court.

The question to be resolved by the courts was whether or not it could ever be lawful to remove
the means for survival from a patient. Both euthanasia and assisted suicide are criminal offences
in the United Kingdom, so a central issue was whether or not withdrawing feeding and
hydration was able to be distinguished from criminal behaviour. Although the House of Lords
concluded that it would be lawful to withdraw the assisted nutrition and hydration, Their

Lordships took a variety of routes to reach that decision and these are worth considering.

Lord Keith attended to the argument put forward that assisted nutrition and hydration did not
amount to medical treatment, but ‘simply feeding indistinguishable from feeding by normal
means.”® This, however, he found unpersuasive. Rather, he concluded, we should look at the
entire regime that was keeping Anthony Bland alive which included, but was not confined to,
assisted nutrition and hydration. While accepting that it would normally be unacceptable for
healthcare professionals to fail to provide nutrition and hydration, in this case there was ‘a large
body of informed and responsible medical opinion....to the effect that no benefit at all would be
conferred by continuance.”” He concluded, therefore, that the decision about its provision was a

matter for the healthcare professionals looking after Anthony.

Lord Goff, while accepting that Anthony was legally alive, nonetheless described his condition
as a ‘living death’.® He noted that although the principle of the sanctity of life was fundamental,
it was not absolute. In this case, he argued, ‘there is no absolute rule that the patient’s life must
be prolonged....regardless of the circumstances.”” Nonetheless, he was at pains to draw a
distinction between withdrawing treatment and administering a lethal injection. Although the
outcome would be the same — the death of the patient — for Lord Goff the two were different
classes of behaviour. The first could lawfully form a part of medical judgement; the latter was

always a crime. In order to justify this difference, Lord Goff accepted that withdrawing

Indeed, Lord Keith in the House of Lords described Anthony’s brain as having ‘degenerated
into a mass of watery fluid’ — see, diredale NHS Trust v Bland, supra cit, at p. 106
6 atp. 106

7 at p. 107
8 atp. 111
° i



treatment amounted at an omission, whereas administering a lethal injection was an act. This is
an important distinction since it is a general rule that we are culpable for our acts but not our
omissions. However, it is arguably also a distinction without a difference when a duty of care
exists between the parties concerned. Thus, it was necessary to consider whether or not
Anthony’s doctors could reasonably be held to owe him a duty to maintain his existence. This
decision rests in part on an assessment of what is in the patient’s best interests; a test which was
described as ‘broad and flexible’.'” In Anthony’s case, ‘the question is not whether it is in the
best interests of the patient that he should die. The question is whether it is in the best interests
of the patient that his life should be prolonged...”.!" For Lord Goff this question was answered
in the negative. Indeed doubt was expressed about whether or not it would be lawful to continue

to provide treatment to Anthony in the absence of his consent.

Lord Lowry agreed with the analysis of his colleagues that withdrawing treatment was
indistinguishable from not providing it in the first place. Failure to agree to this, he argued,
would be perverse since ‘such a distinction could quite illogically confer on a doctof who had
refrained from treatment an immunity which did not benefit a doctor who had embarked on
treatment in order to see whether it might help the patient and had abandoned the treatment

when it was seen not to do so.”'> Moreover, Lord Lowry expressed the view that:

Even though the intention to bring about the patient’s death is there, there is no
proposed guilty act because, if it is not in the interests of an insentient patient to
continue the life-supporting care and treatment, the doctor would be acting unlawfully if

he continued the care and treatment and would perform no guilty act by discontinuing.”

Perhaps the most interesting and thoughtful judgements were delivered by Lords
Browne-Wilkinson and Mustill; thoughtful, in that each of them took a broader view of the
decision they were being asked to make. Lord Browne-Wilkinson, for example, clearly
appreciated that ‘behind the questions of law lie moral, ethical, medical and practical issues of

s 14

fundamental importance to society. This decision was, therefore, bigger than a

straightforward legal one and engaged with a variety of other aspects of society. In addition, he

10 per Lord Goff at p. 121
! per Lord Goffatp. 115
12 atp. 121
B atp. 123
1 atp. 124



questioned whether it was for judges or for Parliament to ‘reach its decisions on the underlying
and practical problems...”,"” concluding that it was for Parliament. Nonetheless, the House of
Lords was obliged to reach a conclusion in the absence of relevant legislation. He also asked
how it could be acceptable to dehydrate someone to death when it would not be so to help him
die quickly by, for example, a lethal injection, particularly since it was clear that ‘the whole

purpose of stopping artificial feeding is to bring about the death of Anthony Bland*?'®

Lord Browne-Wilkinson was, however, persuaded that failing to provide continued nutrition and
hydration was an omission rather than an act. Indeed, he argued that even if the removal of the
feeding tube could be considered an act, it could not be regarded as a positive act bringing about
death as the ‘tube itself, without the food being supplied through it, does nothing.”'” He also
concluded that, if it was not in Anthony’s best interests to continue to be fed, then his doctors
could not lawfully continue to treat him without his consent. He concluded, therefore, that
‘[u]nless the doctor has reached the affirmative conclusion that it is in the patient’s best interest
to continue the invasive care, such care must cease.”'® Given his concern about the proper role
for the courts in such cases, he resorted to existing principles, derived from the case of Bolam v
Friern Hospital Management Committee," and concluded that ‘the court’s only concern will be
to be satisfied that the doctor’s decision to discontinue is in accordance with a respectable body

of medical opinion and that it is reasonable.’®

Lord Mustill also expressed his concern about the decision the court was being asked to reach,
because the ‘authority of the state, through the medium of the court, is being invoked to permit
one group of its citizens to terminate the life of another.”®! The case, he declared, raised ‘acute
problems of ethics’,” but also was ‘exceptionally difficult in point of law...”.” Interestingly,
however, Lord Mustill was not comfortable taking the route which his colleagues had adopted;

namely, basing his judgement on the distinction between acts and omissions. Indeed he

15 ld

16 atp. 127

7 atp. 128

18 atp. 129

19 [1957] 2 AL ER 118 The test derived from this case is referred to as the Bolam Test
20 atp. 130

2 atp. 131

22 id

23 id



expressed his ‘acute unease’?* about adopting this route because of ‘the sensation that however
much the terminologies may differ, the ethical status of the two courses of action is for all

relevant purposes indistinguishable.””

Nor was he persuaded by the argument that it was not in
Anthony Bland’s best interests to continue the provision of nutrition and hydration. For Lord
Mustill, while what the doctors proposed would alleviate the distress of his parents and
caregivers, it made no sense to suggest that Anthony had any interest in this happening. As he
said, ‘[t]he distressing truth which must not be shirked is that the proposed conduct is not in the
best interests of Anthony Bland, for he has no best interests of any kind."*® Although more
critical than the other judges of the question before the court, Lord Mustill was ultimately

persuaded as follows:

Now that the time has come when Anthony Bland has no further interest in being kept
alive, the necessity to do so, created by his inability to make a choice, has gone; and
the justification for the invasive care and treatment together with the duty to provide it
have also gone. Absent a duty, the omission to perform what had previously been a

duty will no longer be a breach of the criminal law.”’

From this somewhat lengthy discussion of the House of Lords judgement it is clear that the
ultimate conclusion that assisted nutrition and hydration could be withdrawn from Anthony
Bland was reached by a variety of routes, not all of them obviously compatible with each other.
One thing, however, on which their Lordships were agreed was that subsequent decisions of this
sort would require court authority. Only one year later, the courts were again invited to deal with
a similar case, although in this case the hospital took advantage of the fact that a feeding tube

had become dislodged and the court granted permission not to reconnect it.®

In Scotland, the first case to be presented to the courts was Law Hospital NHS Trust v Lord
Advocate.”’ This case involved a woman, Janet Johnstone, who had lapsed into a PVS
following an unsuccessful suicide attempt. In similar vein to the courts in the Bland case, the

Inner House of the Court of Session concluded that its decision should rest on the issue of best

24

atp. 132
25 id
% atp. 141
7 atp. 142
% Frenchay Healthcare NHS Trust v S [1994] 2 All ER 403
» 1996 SLT 848



interests; of whether or not any benefit could be obtained from continuing assisted nutrition and
hydration. However, the Scottish court went further than its English counterpart in indicating
that court authority was not inevitably needed when such decisions are to be taken. Following
this, the Lord Advocate (Scotland’s senior prosecuting officer) declared that no prosecution
would follow if a doctor first obtained the authority of a court before discontinuing treatment,
although equally he did not state that prosecution would necessarily follow should such
approval not be obtained. This somewhat ambivalent position has been criticised by Mason and
Laurie who argue that the ‘situation has now arisen where the doctor may be required to second
guess the criminal law — a position that is hardly desirable.”®® Not only is this potentially
problematic, it may also run counter to Article 6 of the European Convention of Human Rights
which was incorporated into UK law by the Human Rights Act 1998. Article 6 guarantees the
right to a fair hearing, and arguably in the absence of the impartial scrutiny of a court, this is
denied to patients in PVS. Nonetheless, in the leading case in which the human rights issue was
raised (albeit not Article 6), the court held that discontinuation of assisted nutrition and

hydration was indeed compatible with the terms of the Convention.

In NHS Trust A v Mrs M, NHS Trust B v Mrs H,*! the court was invited to test the lawfulness
of withdrawing assisted nutrition and hydration from two patients in PVS against a number of
Convention Articles, specifically Article 2 (the right to life), Article 3 (prohibition of cruel and
inhuman treatment) and Article 8 (the right to respect for private and family life). In this case,
the court declined to find that any of these rights had been breached. In respect of Article 2,
the judge was of the opinion that ‘the phrase ‘deprivation of life’ must import a deliberate act, as
opposed to an omission... 22 Very much in line with the judgements in Bland, the judge in this
case held to the distinction between act and omission which Lord Mustill had described as
leading to a position where the law was ‘both morally and intellectually misshapen.”® As for
Article 3, the judge held that for someone to be subject to cruel and inhuman treatment they
must be able to experience it Clearly, patients in PVS were unable to do so; therefore, their
Article 3 right was not breached. In terms of Article 8, the court held that the right to autonomy

which is protected by this Article would in fact be breached by continuing unconsented to

30 Mason and McCall Smith’s Law and Medical Ethics, supra cit, at p. 590, para 16.128

3 (2001) 58 BMLR 87
32 atp. 95

Airedale NHS Trust v Bland, supra cit, at p. 132
3 interestingly, this conclusion was challenged by Mr Justice Munby in the case of R (on the

application of Burke) v General Medical Council (2004) 79 BMLR 126



treatment. Mason and Laurie challenge this conclusion, arguing that ‘[t]he error lies in the
failure to appreciate that it is respect for the human being that is required, not only (or

necessarily) respect for her ‘right to choose’.”*’

Patients in ‘Near’ PVS

Whatever one’s views about the reasoning which led to the deaths of Anthony Bland, Janet
Johnstone and others, there is no doubt that many believed this to be the desirable outcome.
Moreover, arguably the English requirement that cases should always be brought before a court
was designed to offer an additional layer of protection for the incapacitated individual.
However, subsequent cases suggest that this has not been the case. Indeed, Mason and Laurie
suggest that ‘one cannot avoid the impression that the precedents laid down in their cases are

being extended to include less well defined conditions than was intended at the time.”*

That this is the case seems clear from one subsequent case. In Re G (adult incompetent:
withdrawal of treatrhent),37 the court was asked to consider authorising the withdrawal of
nutrition and hydration from a woman who had suffered serious anoxic brain damage, was not
in PVS, but was said to have no prospect of recovery. Her family wanted her to be allowed to
die by removing her assisted nutrition and hydration and also claimed that she would not want
to continue existing in her current circumstances. Despite her inability to express an opinion,

Dame Elizabeth Butler-Sloss granted the application authorising removal of sustenance.

Mason and Laurie regard this decision ‘with a degree of concern....”® because it depends so
heavily on medical opinion rather than on a ‘principled approach to individualised human and

patients’ rights....”.*

yet, as we have seen, such dependence on medical assessment is inherent
in the use of the Bolam Test to adjudicate on matters of life and death. In other words, using a
responsible medical opinion to answer the question as to whether or not assisted nutrition and
hydration can lawfully be withdrawn places too much emphasis on doctors’ views about the
point of continuing a patient’s existence and gives insufficient weight to that patient’s potential

right to life.

33 Mason and McCall Smith’s Law and Medical Ethics, supra cit, at p. 587, para 16.117

36 Mason and McCall Smith’s Law and Medical Ethics, supra cit, at p. 595, para 16.141

37 (2001) 65 BMLR 6

3 Mason and McCall Smith’s Law and Medical Ethics, supra cit, at p. 587, para 16.120

3 id



One additional case, however, seems at odds with this judgement. In the case of W Healthcare
NHS Trust v. H and others, * the family of a woman who had been incapacitated for many
years gave evidence that their belief was that she would not wish the tube that was delivering
nutrition and hydration to be reinserted after it had fallen out. In the Court of Appeal, Brooke LJ
declared that the judge in the lower court had been:

....correct in finding that there was not an advance directive which was sufficiently
clear to amount to a direction that she preferred to be deprived of food and drink for a
period of time which would lead to her death in all circumstances. There is no evidence
that she was aware of the nature of this choice, or the unpleasantness or otherwise of
death by starvation, and it would be departing from established principles of English
law if one was to hold that there was an advance directive which was established and
relevant in the circumstances in the present case, despite the very strong expression of

her wishes which came through in the evidence.”!

As we will see below, the position of advance statements has now been clarified, at least when
they are executed within the terms of the Mental Capacity Act 2005. However, when deciding
on what is in the best interests of a patient who has not left clear directions behind, these cases
seem to pose as many questions as they answer. However, it is of interest that in the latter case
the medical staff caring for the patient wanted the tube reinstated, just as those in Re G took the
opposite position. It may well be, then, that yet again the decision as to what was in the patient’s

best interests was dominated by medical opinion.
A Legislative Respornse?

The treatment of incapacitated patients has recently been the subject of legislative review. In
Scotland, the Adults with Incapacity (Scotland) Act 2000 replaced the previous legal framework.
However, this does not affect the question of withdrawing assisted nutrition and hydration, since
the legislation is designed to facilitate the provision of treatment, not its withdrawal. The Act
authorises treatment of an incapacitated adult only if ‘the person responsible for authorising or
effecting the intervention is satisfied that the intervention will benefit the adult and that such

benefit cannot reasonably be achieved without the intervention.”* Despite the fact that the Act

40 [2004] EWCA Civ 1324
# at para 21
2 s.1(2)



is concerned with providing treatment, it has been argued that ‘a jurisprudence relating to

negative treatment will develop around this recent legislation....”*

since a second opinion, and
even ultimately a court decision, is available should a doctor decide to continue or withdraw

treatment.

In England and Wales, the Mental Capacity Act 2005 now covers treatment of people who are
mentally incompetent. A person lacks capacity if ‘at the material time he is unable to make a
decision for himself in relation to the matter because of an impairment of, or a disturbance in
the functioning of, the mind or brain.”** The Act requires that decisions taken on behalf of such

a person must be made in his/her best interests.*’
Advance Directives

One way of resolving problems concerning how best to identify the appropriate course of action
in treatment withdrawal cases would, of course, be to identify what the patient him or her self
would want. Although in many cases, such as those referred o above, such information may be
unobtainable, some patients will have made an advance directive®® which explains the
circumstances in which they would not wish treatment to be imposed or continued. Although
historically there was some doubt about the precise effect of such directives, it was widely
assumed that a directive which was clear and applicable to the circumstances should be
respected by healthcare professionals. The British Medical Association proposed that the

following could be concluded from case law:

o  An advance refusal of treatment is legally binding if:
o the patient is an adult and was competent when the directive was made and
o the patient has been offered sufficient, accurate information to make an
informed decision and
o the circumstances that have arisen are those that were envisaged by the patient

and

Mason and McCall Smith’s Law and Medical Ethics, supra cit, at p.591, para 16.129
4 s. 2(1)

45 s.4

48 also referred to as a living will or advance statement



o the patient was not subjected to undue influence in making the decision.”’

These conclusions could be derived at that time in large part from the case of Re C.** This case
was essentially about whether or not a man with a clinical diagnosis of paranoid schizophrenia
could legally refuse life-sustaining treatment, but the judgement went beyond this. C also asked
for, and was granted by the court, a prohibition on doctors imposing the treatment in the future
should he become incompetent; in other words, a court endorsed advance directive. Also, in the
case of AK (adult patient)(medical treatment: consent)* a young man who wag suffering from
motor neurone disease made it known that he wished treatment to be withdrawn 2 weeks after
he finally lost the ability to communicate and this was upheld by the court. The terms of the
Mental Capacity Act 2005 now make it clear that advance directives do carry legal weight so
long as they are written, signed, witnessed and applicable to the circumstances.”® The
legislation also recognises the validity of an advance refusal of life-sustaining treatment if the

person making the directive has specifically referred to this.”

In Scotland, since the relevant legislation did not deal directly with advance treatment refusals,
the common law position maintains. That is, it is likely, but not inevitable, that a competently
executed advance directive will be honoured, even when its effect is to expedite the death of the
patient. It should be noted in passing that advance directives can only cover refusal of treatment;

they cannot force doctors to provide treatment which they regard as futile or inappropriate.”

The Case of Children

When a child is very young (and not, therefore, competent) decisions about whether or not
treatment should be withheld or withdrawn will obviously require third party involvement. The
most notorious of such cases in the United Kingdom was the case of R v Arthur.”® In this case, a

child born with apparently uncomplicated Down’s Syndrome was rejected by his parents who

Medical Ethics Today: The BMA’s handbook of ethics and law, @™ Ed), London, BMJ Books,
2004, atp. 114

48 Re C (adult:  refusal of medical treatment) (1993) 15 BMLR 77
49 (2001) 58 BMLR 151

%0 see Mental Capacity Act 2005 ss 24-26

3! 5. 25(5)

R (on the application of Burke) v General Medical Council, supra cit.
3 (1981) 12 BMLR 1
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did not want him to survive. The consultant, Dr Leonard Arthur, prescribed ‘nursing care only’
and the child was not nourished or hydrated (and was also given a powerful tranquilliser). Dr
Arthur was originally charged with murder, but this was reduced to attempted murder when
evidence was led that the child suffered from a range of other problems which could have
contributed to his death. Dr Arthur was acquitted following directions from the judge and
evidence from a number of eminent paediatricians that they would have done the same as Dr

Arthur. This case is not now regarded as good law.*

The Arthur case was preceded in the same year by a case heard in the civil rather than the
criminal courts. In the case of Re B (a minor),” the parents of a child with Down’s Syndrome
refused their permission for relatively minor surgery to remove an intestinal blockage. In the
event, Templeman LJ said that the test was whether or not the child’s life would be
‘demonstrably so awful’ that she should be condemned to die.”® In this case, the balance was in
favour of treatment. A number of other cases followed Re B, but it still seems broadly to

represent the legal position.”’

One recent case in particular points to the difficulties involved in making treatment decisions in
this situation, particularly — as is generally the case — when there is a disagreement between
healthcare professionals and parents/guardians. In the case of Charlotte Wyatt,® the baby in
question was profoundly disabled and not expected to survive. Although this case concerned
withholding rather than withdrawing treatment it is of interest for what it tells us about the law’s
approach. Consistently, the court involved refused to endorse Charlotte’s parents’ opinion that
she should receive all available treatment, preferring instead the prognosis of her doctors in
whose view the application of invasive and possibly painful or uncomfortable ventilation would
not serve her best interests. Charlotte’s parents repeatedly petitioned the court to insist on

ventilation should she require it, as they believed Charlotte was showing signs of improvement.

34 for further discussion see McLean, S.A.M. and Elliston, S., ‘Death, Decision Making and the

Law’, Juridical Review 2004, Part 3, 265-293
» (1981) [1990] 3 All ER 927

% at p. 931

37 see, for example, Re J (a minor)(wardship: medical treatment) (1990) 6 BMLR 25; ReC (a
minor)(wardship: medical treatment) [1989] 2 All ER 782; Re C (a minor) (1997) 40 BMLR
31; A National health Service Trust v D (2000) 55 BMLR 19

8 this case reached court on a number of occasions. See Portsmouth NHS Trust v Wyatt [2004] 1

and Portsmouth NHS Trust v Wyatt [2005] EWHC 117

— 101 —



Indeed, in one hearing of the case, Hedley, J. (who has heard each of the cases raised by the
parents) noted that doctors had changed their position somewhat and indicated that there could
conceivably be circumstances in which they might decide that ventilation was appropriate.”
Despite the doctors’ gloomy prognosis, Charlotte continues to survive and is able to be

discharged from hospital.

In the case of older children, differences emerge between the various jurisdictions in the United
Kingdom. In England and Wales, a child reaches full maturity at the age of 18. Between the
ages of 16 and 18, treatment decisions are subject to the terms of s. 8 of the Family Law Reform
Act 1969 which on its face appears to give these mature children the same rights as adults to
agree to or reject medical treatment. However, s 8(3) of the Act also says that ‘Nothing in this
section shall be construed as making ineffective any consent which would have been effective if
this section had not been enacted.” Cases interpreting this section have held that this must mean
that, where a child refuses treatment, his/her refusal can be overridden by parents or the courts.*
In Scotland, a child reaches full maturity at the age of 16,°' so that their decisions are given full
force of law. Under the age of 16 in both jurisdictions a child may be deemed to be competent,
following the case of Gillick v West Norfolk and Wisbech Area Health Authority® but clearly
this is limited by the nature of the decision being taken, at least in England and Wales. For
example, in the case of Re M (child: refusal of medical treatment)® a fifteen year old girl
refused to accept a heart transplant. Her decision was not endorsed by the court which believed
the surgery to be in her best interests; a decision which has been said to ‘represent the outermost
reaches of acceptable paternalistic practices.”® In Scotland, in terms of the Age of Legal
Capacity (Scotland) Act 1991, a young person of 16 years personally enter into any legal

transaction, ® which would include decisions about medical and dental treatments or

procedures.

5 (2005) 87 BMLR 183

60 e, for example, Re R (1991) 7 BMLR 147; Re W (a minor)(medical treatment) (1992) 9
BMLR 22

o Age of Legal Capacity (Scotland) Act 1991

6 [1985] 3 All ER 402 (HL)

6 (2000) 52 BMLR 124

64 Mason and McCall Smith’s law and Medical Ethics, supra cit, at p. 373, para 10.54

6 5.1(1)(b)
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Conclusion

It can be seen that (with the exception of legislation concerning children and the mentally
incapacitated) it is common or judge made law that predicts the lawfulness of withdrawal of
treatment decisions. Although some of the judges in the Bland court called for legislative
intervention, this has not occurred some two decades after the case was decided. While drafting
appropriate and applicable legislation in this area would undoubtedly be difficult, this leaves
such decisions subject to a number of variables. First is the categorisation of assisted nutrition
and hydration as medical treatment, which permeates all decisions whether about adults or
children. Second is the law’s emphasis on the best interests test which is open to the objection
that it is so vague as to be relatively meaningless, particularly when one considers the final
point; that courts have tended to accept doctors’ views as to what amounts to best interests. Not
even the incorporation of the European Convention on Human Rights into UK law has caused
judges to deviate from that position. Whether this position can be maintained indefinitely is
moot. Moreover, the requirement (in England and Wales) that withdrawal of treatment requires
court authority applies only to patients in PVS. Other decisions about withdrawing treatment are
routinely made in hospitals but are not subject to the same scrutiny unless there is a dispute
between those caring for the patient and relatives. Thus, many decisions which result in death
are not informed even by the (arguably) flawed decision-making of the courts. It might have
been tempting to presume that human rights jurisprudence would have led to a tightening of

safeguards where no legislative regime is in place, but this does not seem yet to have occurred.
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In the UK there has been a move away from a paternalistic model of medicine. A clearer
ethical framework has now evolved. It is accepted that four main ethical principles currently
guide medical practice. These are autonomy, non-maleficence, beneficence and justice (1).
Autonomy is the principle of self-determination. This is equates to the right to consent or
refuse treatment. A doctor also has autonomy and cannot be compelled to provide treatment
not clinically indicated. Nor can a doctor be obliged to provide treatment to which he has a
moral or religious objection.

Non-maleficence signifies avoiding doing harm. It is originally known as “primum non
nocere” or “first do no harm”. This principle accepts that many beneficial therapies also have
unwanted harmful side effects. Non-maleficence means that the potential harm of any therapy
should be less than its potential benefit. Beneficence is the intention to do good. This is
principle is secondary to non-maleficence in that the primary aim must be to minimise harm.
Justice refers to the equitable distribution of healthcare resources. There is no consensus on
how this should be achieved. Different methods have been proposed such as needs based,
utilitarian (maximising benefit), egalitarian (equal share to each person). Unfortunately each of
these methods of equitable distribution can discriminate against particular groups of patients.
For example, the elderly or those with chronic disease may be at a disadvantage in an

egalitarian system (2).

Although all decisions should attempt to balance all 4 principles, autonomy is the leading
principle. This is reflected in the importance placed on the patient’s consent. The decision to
provide a treatment lies with the clinician. The autonomous patient is then able to consent to or
refuse. It is therefore important to ensure that the patient is informed of the risks and benefits
of treatments. Any harm that occurs because of a refusal is the responsibility of the patient.

The obligation to obtain a patient’s consent in advance of any therapy changes when the
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patient lacks mental capacity. This may occur during emergency treatment or where the

disease process or treatment renders the patient incapacitated.

Consent, best interests and necessity

It is common for critically ill patients to lack the ability to give or withhold consent. This may
be due to the disease process or its treatment. Under these circumstances it is common practice
to discuss the various treatment options with the family of the patient. In some jurisdictions the
relatives may actually have the authority to consent on behalf of an adult patient (see later). In
the United Kingdom relatives may give assent, which means that they agree to the proposed
treatment but it is not a legal requirement. The discussions with relatives are of most value
because they may help to give an indication ab_out the patient's own attitudes and values

concerning treatment.

When the views of the patients are known then they should be used to guide decision making.
It is common that the patient’s precise wishes are unknown and therefore decisions must then
be made on the basis “best interests”. A person’s “best interests” are difficult to define. The
concept is based on the responsibility of parents to act in the best interests of their children. It
was assumed that parents do, generally, act in their children’s best interests and that the state
should not interfere unless the parents actions were to have serious adverse consequences for
the child. It was because no best interests to the patient could be demonstrated that the practice
of of electively ventilating severely head injured patients until they became brain stem dead, so
increasing the availability of organs for transplantation, was not allowed to continue. This was

deemed illegal because there was no benefit to the patient from the ICU admission (3).

In an emergency situation doctors are allowed to commence treatment on the basis of necessity.
This allows the initial treatment to save a life or limb but does not give the authority to
undertake non life saving treatment. This is based on the reasonable assumption that most

people would wish to have life saving treatment.

Ethical principles around withholding and withdrawing
With the advances in critical care and medicine it has come accepted that maintaining life is
not the sole aim.
‘the prolongation of life ...does not mean a mere suspension of the act of
dying, but contemplates at the very least, a remission of the symptoms
enabling return towards a normal, functioning, integrated existence’ (4).

Medical futility has been used to justify stopping or withholding medical therapies that can
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