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'Taking account of the views of the patient', but only if the clinician (and the court) agrees -- R (Burke) v General Medical Council
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Unlike the first instance judgment in this case, the Court of Appeal decision in R (Burke) v General Medical Council has attracted little criticism. The majority of commentators appear to regard the outcome as unproblematic, almost an inevitable corollary to the first instance decision. This article will not follow the same path. Instead it will evaluate the impetus behind Leslie Burke's original claim and question the reasons why the first instance decision was so roundly rejected by the appeal court. Having considered the legal principles that underpin both judgments, it will conclude that Munby J accurately and sensitively depicted the plight of the applicant but that his judgment and its perceived implications were misinterpreted by some in the medical community whose passionate lobbying against it2 influenced not only the General Medical Council to bring the appeal, but also the court.
Introduction
Controversy surrounding the right to life in relation to the withdrawal of artificial nutrition and hydration (ANH) is not a new issue. In 2001 the British Medical Association (BMA) issued guidelines3 that are similar in substance to those under scrutiny in R (Burke) v General Medical Council4 and their impact has been extensively reviewed. For instance, David Price interrogated the BMA guidance from a human rights perspective as part of a discussion of challenges to non[#8209]treatment or decisions to discontinue treatment.5 He concluded that: '[A] decision to withhold or withdraw potentially life[#8209]sustaining treatment based on the best interests of that person will not infringe Article 2 of the European Convention, even assuming an intention or purpose to hasten death'.6 Similar conclusions have been reached by the courts, especially in relation to the withholding or withdrawal of treatment from babies and neonates.7 However, the situation in Burke is rather different from one where the removal of artificial nutrition and hydration (ANH) will result in death, because here Leslie Burke wishes to continue to be treated until he dies naturally, rather than as a consequence of treatment withdrawal. He is thereby seeking to retain control over the dying process by making his wishes known while he is still competent to do so, and by obtaining assurances that his position will be respected. In this way, rather than being about the withdrawal of treatment, Burke is about who decides what is in a patient's best interests. It is also about whether and which treatment will be provided to a dying patient who lacks decision[#8209]making capacity due to an inability to communicate. And, following on from that, it concerns how far individual autonomy extends to permit a patient to make an advance decision that will be determinative once capacity is lost. Central to each of these points is the assessment and application of the concept of best interests.

Background
Leslie Burke was diagnosed in 1982 with a condition known as spino[#8209]cerebellar ataxia, a progressive and degenerative disease exhibiting features similar to multiple sclerosis. The condition is ultimately terminal. By 2004 he was largely confined to a wheelchair, having virtually lost the use of his legs, and he will eventually become completely physically immobilised, relying on ANH for sustenance. Although it is expected that he will retain decision[#8209]making capacity until the end stages of his disease, there will come a time when he is physically incapacitated and no longer able to communicate, even via a computerised device.8 He is not yet close to that stage, but is understandably concerned about the dying process and the medical treatment available to him as his condition deteriorates. His concerns are heightened because, before he lapses into unconsciousness and dies, it is possible that despite his physical incapacity he will retain full cognitive awareness and find himself effectively 'locked in' with no means of contemporaneously influencing treatment decisions. Furthermore, he is aware that in certain circumstances, guidance issued by the General Medical Council (GMC) permits the withdrawal of ANH from terminally ill patients.9
Knowing this, Leslie Burke worries that ANH might be withdrawn from him at a time when he still has an appreciation of his predicament and will be aware of the symptoms associated with lack of food and hydration. He does not wish to die in this way and would instead prefer to be fed and kept hydrated until he dies of natural causes, which is likely to be a very short time thereafter. In addition, he is concerned that the guidance vests too much power in the hands of doctors and that, despite the health and safety of patients being the primary purpose of the GMC,10 the Guidance could fail to offer patients adequate protection unless its application is reviewed by a court.

Against this background, in July 2004 Leslie Burke sought a judicial review of the Guidance. He was successful and Munby J granted six declarations, three of which related specifically to Mr Burke, while the others declared a number of specific paragraphs in the GMC Guidance unlawful. In response the GMC appealed and, in allowing the appeal, the Court of Appeal set aside all six declarations made by Munby J.11 Through a critique of the details of Mr Burke's challenge to the GMC guidance, the declarations made by Munby J, and the reasons why they were rejected by the Court of Appeal, this article assesses the wider implications for Leslie Burke and others in his position. In so doing it will consider ANH as life[#8209]prolonging treatment and the withdrawal of ANH in relation to Articles 3 and 8 of the European Convention for the Protection of Human Rights and Fundamental Freedoms 1950 (the European Convention) and the lawfulness of the Guidance. The centrality of best interests and its relationship with patient autonomy will be discussed, despite the Court of Appeal's rejection of its significance, as will the right of a patient to select treatment. Particular emphasis will be placed on the reasons why Munby J was right to include a detailed assessment of best interests in his judgment and whether or not it is of relevance to Leslie Burke's legal challenge. The potential need to obtain court authorisation prior to the withdrawal of ANH to safeguard the patient's rights will also be evaluated.

The legal challenge -- the Guidance
Burke centres on the application of Guidance issued by the GMC entitled Withholding and Withdrawing Life[#8209]Prolonging Treatment: Good Practice and Decision Making12 (the Guidance). Leslie Burke and the Disability Rights Commission sought declarations that particular paragraphs of the Guidance13 were unlawful, arguing that they contained advice to doctors that was incompatible with Articles 2, 3, 6, 8 and 14 of the European Convention as incorporated by the Human Rights Act 1998.

Generally the Guidance includes detailed advice to doctors on how to approach end of life decisions, including withdrawal of ANH, especially where patients are not competent to decide for themselves. Mr Burke's application for judicial review focused on several specific paragraphs and their application in practice. First he challenged paragraph 32, which states that:

'If you are the consultant or general practitioner in charge of a patient's care, it is your responsibility to make a decision about whether to withhold or withdraw a life[#8209]prolonging treatment, taking account of the views of the patient or those close to the patient as set out in paragraphs 41-48 and 53-57.'14
Paragraph 32, he argued, places 'too much'15 decision[#8209]making power in the hands of doctors, thereby failing to offer sufficient protection to patients in his position and potentially breaching his Article 6 rights. In addition, he claimed that it was contrary to Article 6(1) for a decision to withdraw ANH to be taken without recourse to a court. Similar concerns were highlighted in relation to paragraph 81, due to his anxiety that ANH withdrawal might increase his suffering and that it might be withdrawn without the need to refer to a court. Paragraph 81 provides that:

'Where death is not imminent, it usually will be appropriate to provide artificial nutrition and hydration. However, circumstances may arise where you judge that a patient's condition is so severe, the prognosis so poor, that providing artificial nutrition or hydration may cause suffering or be too burdensome in relation to the possible benefits.'16
Leslie Burke argued that his rights under Articles 2, 3 and 8 of the Convention would be breached if the application of this paragraph resulted in his death by starvation or dehydration, and that this would be unlawful under domestic law 'unless there were some compelling reason which meant it could not be in the claimants best interests'17 to provide ANH.

At first instance Munby J examined Mr Burke's claim and the law relating to end of life decision[#8209]making in great detail, focusing on patient autonomy and self[#8209]determination and reviewing the position for competent patients and those without mental capacity. He found that the Guidance emphasises patient's rights to refuse treatment but is largely silent as to any right to require treatment. Further, while the Guidance advises that doctors must take account of a patient's wishes, preferences or views, he was concerned that it imposes no obligation to act upon the opinions expressed by the patient. It also failed to recognise that a doctor who was unwilling or unable to comply with the wishes of a patient should continue to treat that patient until alternative arrangements could be made, or to emphasise the need, in certain circumstances, to obtain judicial approval for ANH withdrawal. In addition, the heavy presumption in favour of life[#8209]prolonging treatment except where such prolongation would be intolerable and therefore contrary to the patient's best interests was, in Munby J's view, insufficiently acknowledged. These factors formed the basis upon which he granted the six declarations in favour of Leslie Burke's case.

In allowing, however, the appeal from the GMC, the Court of Appeal was scathing in its criticism, not only of Munby J's judgment, but also the reasoning behind it, the advice given to Leslie Burke and the Official Solicitor. The court regarded the judgment as 'extending well beyond the approach to patients in the position of Mr Burke'18 so that it could inappropriately be regarded as having application on the right to treatment more generally. In particular the first instance judgment was described as largely 'irrelevant'19 because although Mr Burke was still competent to make decisions, much of the judgment applies to patients who lack capacity. This was regarded as dangerous, raising the possibility of the court being used as a 'general advice centre'20 and causing confusion, particularly for practitioners. Further criticism centred on the perception that Munby J's judgment divorced matters of principle from their practical implications, which was regarded as especially problematic where ethical questions were being addressed. On this point the appeal court noted with approval that Munby J cited Lord Bridge of Harwich in Gillick v West Norfolk and Wisbech Area Health Authority21 when he cautioned against 'ex cathedra opinions in areas of social and ethical controversy',22 before pointedly commenting that he failed to follow Lord Bridge's advice.

At the time of the hearing, and of writing this article, Leslie Burke was competent and capable of giving consent or refusing medical treatment and the Court of Appeal viewed the case as primarily concerning the legality of a doctor withdrawing life[#8209]prolonging treatment against the wishes of a competent patient, such as Leslie Burke is now. In these circumstances the removal of ANH from him without his consent would clearly constitute an offence. Consequently, few people, including Leslie Burke, would ever expect ANH to be withdrawn while he is still competent and consenting. However, this was not his central concern. Instead he was worried about the possibility that he might suffer unnecessary distress during the dying process through being aware of the symptoms of ANH withdrawal, and sought assurances that this would not occur. Despite this, the Court of Appeal focused on the law as it pertains to a competent patient and, logically in the circumstances, concluded that such action would be unlawful, contrary to both common law and Articles 2, 3 and 8 of the European Convention and that therefore Munby J's declarations were not necessary.

Consequently, the outcome of the first instance case against the GMC in 2004 was widely, if erroneously, trumpeted as a right to life case.23 To better understand Leslie Burke's concerns and the extent to which they might properly influence medical decision[#8209]making, this paper will now consider the role of ANH and the context within which it is administered in the treatment of patients like Leslie Burke, before assessing the importance of the patient's views in the determination of best interests and the potential value of a court hearing in cases such as this.

ANH, life[#8209]prolonging treatment and the right to life
Artificial nutrition and hydration is usually administered through either a naso[#8209]gastric tube or a percutaneous endoscopic gastrostomy (PEG). Inserting and maintaining these devices requires specialist skill so their use in the provision of ANH is generally regarded as medical treatment, although the characterisation of tube feeding as medical treatment is not without controversy. The definition of ANH remains imprecise in English law and some commentators prefer to regard it as basic care rather than therapy. John Keown, for example, has questioned 'why the pouring of food down the tube constitutes medical treatment': what, he asks, 'is it supposed to be treating?'24 Case[#8209]law has tended to approach the issue from a different perspective, focusing instead on the invasive nature of ANH and the risks and burdens associated with its provision.25 However, these cases have turned on the use of ANH as life[#8209]prolonging or life[#8209]sustaining treatment, which may distinguish them from Burke.

Munby J identified three distinct stages in the progression of Leslie Burke's disease and its treatment in order to assess the full implications of withdrawing ANH from him. He uncompromisingly described the way in which the disease process means that Mr Burke will pass from full competence, through a stage of cognitive awareness with full understanding of his predicament, but without the ability to communicate (that is, locked in) to comatose, before he finally succumbs. Strange then that the Court of Appeal could find no 'justification for embarking on speculation as to what the position might be when Mr Burke reaches the final stages of his life'.26 Leslie Burke's greatest concern here is not that ANH may be withdrawn while he is competent, but that it may be withdrawn at a time when he has awareness of his situation but is no longer able to communicate. He knows his death is inevitable and that he will die even if ANH is continued, but he wants ANH to be maintained until the end of his life in order to avoid the indignity of experiencing the hunger and thirst that may accompany its withdrawal.

Clinically there is no certainty either that Mr Burke will become locked in or, if he does, that ANH will be withdrawn at that stage, but it would not seem unreasonable for a person faced with that possibility to seek to avoid it. It is difficult enough to imagine how a person would feel knowing that death is inevitable and imminent yet being unable to share their feelings or respond to external influences. To also be aware of the symptoms of ANH withdrawal would seem to be cruel and inhumane and potentially contrary to his human rights. Indeed, viewing Leslie Burke's predicament in this way resonates with the words of Dame Elizabeth Butler[#8209]Sloss P in NHS Trust A v M and NHS Trust B v H27 that 'Article 3 requires the victim to be aware of the inhuman and degrading treatment which he or she is experiencing or at least to be in a state of physical or mental suffering'.28 Despite this, the Court of Appeal controversially rejected the argument that Burke's Article 3 rights might be violated and denied the importance of Munby J's focus on best interests as central to the determination of whether or not ANH should be withdrawn.

Best Interests and the wishes of the patient
Munby J's lengthy discussion of the relationship between autonomy, best interests and the patient's wishes was held to be unhelpful by the Court of Appeal, which described the concept of best interests as depending on the context within which it is used, but not being 'of much relevance when considering the situation with which we are concerned'.29 With respect, however, best interests, the way it is assessed and who makes the assessment is of central import to this case. Leslie Burke sought a declaration that even if he is incapacitated, treatment would not be withdrawn against his wishes. He did so in the knowledge that when the time comes for such a decision to be made, he will be unable to participate in the decision[#8209]making process and based on his fundamental concern that ANH might be withdrawn from him at a time when he still has awareness of his situation and symptoms. Once the decision to withdraw ANH is immediately in prospect and he has lost the capacity to communicate and impress his views on the clinical team, treatment decisions will be made based on his best interests. At this stage he will only be able to influence decisions about his treatment through an advance statement and he therefore wishes to ensure the validity of that statement while he still can. In these circumstances, the comments of the Official Solicitor, with which the Master of the Roles agreed,30 to the effect that, 'as matters stand, the question does not arise as to whether a decision to withdraw ANH should be made with or without his consent',31 are difficult to comprehend.

It is settled law that when a patient is incapacitated and unable to participate in medical decision[#8209]making, treatment may legitimately be given in the absence of consent if the proposed treatment is demonstrably in the best interests of the patient.32 In disputed cases where there is no agreement between the parties concerned as to what constitutes the patient's best interests, it is ultimately for the courts to determine where the best interests lie.33 As a result, the assessment of best interests has been debated at length, most notably in cases concerning the sterilisation of incapacitated adults,34 contested treatment of minors and neonates,35 and adults in permanent vegetative states (PVS).36 This extensive body of case[#8209]law has generated a range of criteria to be used in determining a patient's best interests. For instance, Thorpe J has used the analogy of a balance sheet where benefits and dis[#8209]benefits are weighed against one another to calculate whether the proposed course of action is 'likely to advance the best interests of the claimant'.37 In conducting this procedure, it is clear that the medical considerations will differ in relation to whatever treatment decision is under consideration and depend upon the features of each case, particularly where the decision concerns providing life[#8209]sustaining treatment or withholding it. However, clinical matters are only one factor in the assessment of best interests, which 'encompasses medical, emotional and all other welfare issues',38 such as how burdensome the treatment is likely to be, whether there is a less restrictive or invasive alternative and, crucially for Burke, the ascertainable past and present wishes of the patient.

The Law Commission39 introduced the notion of having regard for the views of the patient when making treatment decisions for people who are incapacitated as long ago as 1995. It is self[#8209]evident that this can only apply where a patient has previously been competent to speak for her or himself, which is unproblematic in the case of Burke. Ten years on, the centrality of the views of the patient in the assessment of best interests was endorsed in the Mental Capacity Act 2005,40 which incorporates them as a key element in the making of treatment decisions for patients who are no longer competent. While the Act fails explicitly to define the term best interests, it does outline the factors that should be considered when making a best interests assessment, including the need to ensure that as far as possible the incapacitated person is involved in the decision[#8209]making process.41 It also claims to offer guidance while 'building on existing common law'42 and as such insists that the 'past and present wishes and feelings' of the incapacitated person must be considered when determining best interests, particularly in the case of a person who has articulated her or his views prior to losing capacity.43 Together with the fact that the need to consider the wishes of the patient are clearly enshrined in paragraph 32 of the GMC Guidance, at the centre of Burke, in the phrase 'taking account of the views of the patient', this would seem to indicate that Leslie Burke's wishes ought to be afforded great weight in decisions about the withdrawal of ANH once he becomes incapacitated.

The central point of Leslie Burke's claim is that although he is currently competent to decide for himself, as the Court of Appeal noted, he wishes to influence medical decisions to be made about him once he loses mental capacity, as he inevitably will. He is also acutely aware of what the future holds for him, not least because his older brother died from the same condition in August 2006.44 Given this, surely it is indisputable that this particular patient's wishes are fundamental to any determination of his best interests. Effectively he wishes to make an advance decision indicating the way he wants to be treated in the final phase of his illness so that he can inject his own views into the best interests assessment that will be made by the medical team once he becomes incapacitated. This is the only way he can hope to influence decisions taken about him in a way which mirrors, albeit to a limited extent, the long established right of competent adults to either consent to or refuse treatment according to their own autonomous choices.

The unambiguous right of patients to exercise autonomy in this way has been hard won through the courts.45 However, Leslie Burke's situation makes distinctive demands on existing precedent. In the context of end of life decision[#8209]making, the law is dominated by cases where the patient wants their competent refusal of treatment to be upheld even if death will result. By comparison, Mr Burke is seeking the continuation of treatment, in the form of ANH, until he dies of natural causes. He wants to give consent in advance to a particular treatment option. However, in seeking the continuation of ANH until the natural end of his life, and possibly against the wishes of the clinical team, it appears that Leslie Burke is looking for a treatment option that common law and paragraph 81 of the Guidance permits the clinical team to decide not to make available.

The concept of best interests has purchase here too, because in the determination of what treatment options are made available to any patient, '[c]linicians have a duty to act in the best interests of their patients to provide treatments which are of objective and professionally agreed benefit'.46 In this way, the ability of a competent patient to consent to treatment, or refuse it, is determined by the range of therapies that have been offered or made available, according to the professional judgement of the clinician through the interpretation of what constitutes the patient's best interests. Where the patient is incapacitated and unable to contribute to the decision[#8209]making process, best interests is doubly invoked. The doctor will first determine the range of treatments to be made available, according to best interests criteria, and then use the same standard to decide which particular treatment the patient should receive.

Best interests and clinical discretion
The legal duty of a doctor treating a patient is not only to provide therapy that is in the best interests of the patient, but also not to be negligent in the performance of this duty. Generally this is taken to mean that they should comply with the Bolam47 test and provide treatment which is regarded at the time as proper by a 'responsible body' of medical opinion.48 It is to be expected that in a case like Burke there will be a range of appropriate clinical options that could and should be offered to the patient and, where the patient is able to participate in the decision[#8209]making process, she or he will engage with the available options and make a decision. In circumstances where the patient is incapacitated, however, this landscape is somewhat different. The range of possible options still exists but, rather than the patient selecting their preferred choice, the decision will be made by the clinician according to best interests criteria. Bolam, according to Dame Elizabeth Butler[#8209]Sloss P in Re S (Adult Patient: Sterilisation),49 is the starting point of any medical decision about what therapy to provide and 'a doctor ought not to make any decision about a patient that does not fall within the broad spectrum of the Bolam test'.50 After that, 'when the doctor moves on to consider the best interests of the patient he/she has to choose the best option, often from a range of options'.51 Here 'the best interests test ought, logically, to give only one answer'52 because the application of the best interests test should give rise to the selection of absolutely the best treatment option for the patient. At issue is what amounts to the best treatment option and how that judgement is to be made.

Doyal suggests that one of the main parameters involved in this process is the concept of what will benefit the patient or, more specifically, what will be of 'objective and professionally agreed benefit'.53 Therefore, in the instant case the potential for Mr Burke to receive benefit from the continuation of ANH will clearly be central to the formulation of an objective appraisal of his best interests. Other cases concerning the withdrawal of life[#8209]sustaining treatment from patients who are unable to speak for themselves have generally turned on a range of concepts such as futility54 and intolerability55 in determining where the best interests of the patient lies, although the status of intolerability is somewhat reduced following the Court of Appeal decision in Wyatt.56 The GMC Guidance challenged by Leslie Burke provides for the clinician to decide whether, on the basis of her or his own judgement, the 'patient's condition is so severe, the prognosis so poor, that providing artificial nutrition and hydration may cause suffering or be too burdensome'.57 To make this decision the clinician's understanding of the potential benefit to be drawn from the continuation of ANH is likely to be coloured by factors like its ability to prolong life, the patient's prognosis and the quality of life the patient will endure if it is continued.

Leslie Burke's wholly subjective understanding of any benefit he may receive from the continuation of ANH is entirely different, however. He perceives continued ANH as a benefit because it has the potential to prevent him from experiencing the symptoms of thirst and hunger that may accompany its withdrawal even though he knows it will not prolong his life. As a result, he does not regard its continuation as futile or intolerable and would therefore find its withdrawal contrary to his best interests. There are a clearly number of tensions apparent in these oppositional approaches to best interests analysis. Biegler, for example believes that '[t]he point that comes through emphatically in both definitions of best interests and of futility is that they are entirely susceptible to subjective interpretation, and such interpretation may differ depending on whether the perspective represented is that of the doctor or the patient'.58 Furthermore, as Munby J vividly explained through the example of two hypothetical patients, the perspective of each patient is likely to be different depending on their individual circumstances, preferences and belief systems. In his portrayal, each patient suffers from the same terminal condition and is offered chemotherapy at the same stage of their disease. Although clinically similar in every respect, one patient opts to receive the chemotherapy in order to survive long enough to witness a significant family occasion, while the other declines, preferring instead to avoid any debilitating side[#8209]effects and keep a clear head in order to complete a key intellectual assignment. Their individual assessments of their own best interests lead them to diametrically opposed conclusions and in this way these hypothetical cases serve to illustrate not only the centrality of taking account of the views of the patient, but also the need to attach some weight to them.

However, Leslie Burke may still not succeed even if the greatest weight is attached to his wishes, because he is seeking a particular treatment option which may not be offered. The clinical team is entitled to exercise therapeutic discretion in making its best interests assessment and may therefore legitimately decide that the continuation of ANH is not in his best interests and so should not be made available. In this environment no patient has a right to compel a clinician to act against her or his clinical judgement to provide a particular treatment that she or he regards as contrary to the patient's best interests,59 and as a result Munby J's first instance judgment in Burke was widely regarded as an assault on medical discretion with the potential to disrupt the established boundaries of the doctor-patient relationship.

Prior to the High Court judgment Leslie Burke's ability to obtain a treatment outside of a range of options offered by his clinicians was limited. In his declaratory judgment Munby J raised the possibility of widening the choices available to him so that he might have the opportunity to have his own opinion about his best interests at the end of his life respected. Subsequently the medical profession brought pressure to bear to protect therapeutic discretion and clinical judgment, fearing that this might be extended beyond the scope of this individual judgment and become a generally applicable principle. Concern was further heightened by Munby J's indication that patient autonomy might extend so far that sanctity of life might need to 'take second place to personal autonomy; and it may have to take second place to human dignity'.60 In the light of this, several commentators reported the possibility that it might even result in doctors being required to provide contra[#8209]indicated or inappropriate treatments according to the demands of the patient,61 with Gillon making the claim that it amounted to a 'Draconian restriction of the exercise of doctors' professional skills'.62 Further, the interventions cited in the Court of Appeal hearing give testimony to the strength of feeling and extreme disquiet in the medical profession in relation to the proper limits to be placed on the patient's right to self[#8209]determination with respect to the assessment of best interests and the selection of treatment options.63
The Court of Appeal was clearly persuaded by these observations, holding that it was understandable that the judgment was 'understood as bearing on the right to treatment generally, and not merely life[#8209]prolonging treatment'.64 Given the nature of Leslie Burke's very specific concerns, which relate to his own personal circumstances and the precise characteristics of his medical condition, it is difficult to see why their Lordships did not simply chose to restrict the application of Munby J's dicta to the limited facts of Leslie Burke's case, rather than rejecting his claims outright. Had this approach been taken, further safeguards for both patients and the profession could have been injected by requiring that future cases be referred to the court.

The need for a court order
The decision to withdraw or withhold ANH from a patient with the inevitable consequence that the patient will die is a grave and serious decision for any clinician to make, and any patient or carer to participate in, even if uncontested. Where a difference of opinion exists between the patient and the clinician as to what constitutes the best interests and, by extrapolation, the most appropriate course of action, it might be reasonable to expect that the matter should be adjudicated in a court of law. Given this, Leslie Burke was concerned that the GMC guidance 'failed to spell out the legal requirement to obtain prior judicial sanction for the withdrawal of ANH in certain circumstances',65 those circumstances being inter alia where the decision was disputed. Leslie Burke was aware that his advanced request for ANH to be continued might be contentious and that his interpretation of his best interests might conflict with those of his medical carers. He was also aware that by the time the decision came to be made he would be unable to participate in the decision[#8209]making process and that in such a situation his views may not be given sufficient weight. Accordingly, in his view, the matter ought to be referred to a court for clarification of the legal position.

At first instance Munby J agreed and used Glass v United Kingdom66 in the European Court of Human Rights as authority for his conclusion that court approval was required in controversial and disputed cases of this kind. The Court of Appeal disagreed with his interpretation, however, holding that Glass did not, as Munby J had suggested, make 'a significant and potentially very important change in English law'67 in insisting that court authorisation should be sought for contested medical interventions. Instead it found that the European Court had simply articulated the position in English law and concluded that there was an established need for court authorisation unless the treatment was legitimated by necessity, which did not apply in the circumstances that arose. Glass can be distinguished from Burke and other cases involving adults in that in disputes about the treatment of children, consent must be obtained from either someone with parental responsibility or the court, hence court authorisation is appropriate if the parent refuses, while in adult cases where it is not possible to obtain a competent consent, the doctrine of necessity can be applied. Of course section 5 of the Mental Capacity Act 2005 will provide authority for treatment of such adults once it is implemented.

In view of this, and the fact that paragraphs 38 and 82 of the Guidance direct clinicians to seek clinical and legal advice before withdrawing ANH, the Court of Appeal regarded these provisions as both 'proper and lawful'.68 As such it was held that the House of Lords' recommendation in Bland that withdrawal of ANH from PVS patients should be referred to the court as a matter of good practice had not been transformed into 'a matter of legal requirement by reason of the Human Rights Act 1998'.69 Furthermore, based on evidence presented in an intervention from the Intensive Care Society,70 the Court of Appeal was exercised by the possibility that if Munby J's criteria were applied, 10 applications a day might be made to the courts. Accordingly, since the Guidance was 'proper and lawful' and no court can authorise 'that which would otherwise be unlawful',71 it found that there was no legal duty to obtain court approval for withdrawal of ANH.

Notwithstanding this, in cases where the views of the patient conflict with clinical opinion, it is difficult to see how they are to be taken into account as the Guidance dictates, unless a court is called upon to adjudicate. There is an extensive body of case[#8209]law to suggest that contested medical decisions of this type and gravity ought to be referred for judicial interpretation. In Re F,72 for example, Lord Griffiths stated 'I cannot agree that it is satisfactory to leave this grave decision with all its social implications in the hands of those having the care of the patient with only the expectation that they will have the wisdom to obtain a declaration of lawfulness before the operation is performed'.73 Similarly, in another case involving the proposed sterilisation of an incompetent adult, it was clearly held that it 'falls to the judge to decide whether to accept or reject the expert medical opinion that an operation is, or is not, in the best interests of a patient'.74 While Burke does not deal with an operation, it does centre on a dispute about the provision, or in this case the discontinuation, of treatment and the best interests of the individual concerned. It is also a 'grave decision' that has profound 'social implications', made more profound by the fact that Leslie Burke disputes the decision in advance precisely because he anticipates that his voice may not be heard, or may be ignored, at the relevant time. In these circumstances, and bearing in mind that the BMA guidelines envisage a need for court involvement only where there is a 'conflict of views',75 the explicit words of Dame Elizabeth Butler[#8209]Sloss P that 'it is relevant to remember that the focus of judicial decisions has been to rein in excessive medical enthusiasm',76 are ignored at some peril.

Conclusions
Patient autonomy is a central concept in both modern medical ethics and medico[#8209]legal decision[#8209]making, and in order to ensure that autonomy is respected, the views and wishes of the patient must be taken into account. To this end the GMC Guidance locates the views of the patient clearly at the centre of any decision about whether and when to withdraw ANH. However, in the light of the Court of Appeal judgment, it appears that Leslie Burke's concerns that a wish for treatment to be withdrawn may be afforded greater respect than one requiring treatment to be continued are well founded. The judgment at first instance was wide[#8209]ranging, thorough and informative. It did go beyond the relief sought by Mr Burke, however this was necessary and appropriate because, despite the scepticism displayed by the Court of Appeal, the case does concern 'fundamentally important questions of medical law and ethics'.77 It engages with a wide range of issues, not least whether and when ANH should properly be regarded as medical treatment, when does a person lack medical decision[#8209]making capacity and how, and by whom should decisions be made once competence is lost. Above all, rather than a narrow interpretation of the right to life and how far it extends, Burke is about patient autonomy, decision[#8209]making and choice. It concerns the ability of patients to choose between a range of options according to what they believe is in their best interests.

Leslie Burke instigated this legal challenge in an attempt to ensure that his opinion would be heard and taken into account even after he has lost mental capacity. Furthermore, if the clinical team disagreed with his view, he wanted the additional safeguard of knowing that a court would adjudicate and provide a dispassionate resolution. He believes that continuation of ANH until he dies of natural causes is in his best interests as the best way to avoid the possibility of experiencing symptoms associated with treatment withdrawal should he suffer 'locked in syndrome' for a short period at the end of his life. It is well understood that this will not prolong his life, but even if 'the first purpose of medicine, the restoration of health, can no longer be achieved, there is still much for a doctor to do'78 and what better thing to do for a dying man than to reassure him that he will be treated with respect and according to his wishes in the final days of his life. Once he loses the ability to communicate it is likely to be a very short period of time before he dies, so the resource implications of continuing ANH are minimal. Further, if the judgment is limited to his particular circumstances, the likelihood of large numbers of other patients making similar demands is minute, so there can be little likelihood of it generating resource implications. In these circumstances where would be the harm in allowing him his choice to have ANH continued until he dies of natural causes?

The Court of Appeal viewed the first instance declarations that: (1) the decision of a competent patient that ANH be continued should be determinative; that (2) the guidance fails to acknowledge the presumption in favour of life; and that (3) the fact that continuing ANH may be burdensome in relation to possible benefit is not sufficient justification for its withdrawal, as 'extraordinary',79 regarding them as extending beyond the concerns of the parties to the case and of Mr Burke in particular. Their Lordships concentrated on Leslie Burke's condition at the time of the hearing, when he was competent and his doctors would have 'no answer to a charge of murder'80 if, against his wishes, they deliberately failed to treat him. As a result they concluded that Munby J's focus on the position of an incompetent patient, which Mr Burke will be at the final stages of his illness, did not relate to his concerns or, if they did they were premature.81 With respect, this seems to be a misreading of Leslie Burke's concerns. Leslie Burke was exercised by what might happen to him once he is no longer competent to participate in medical decision[#8209]making, so Munby J's approach was entirely appropriate. Further, Leslie Burke's attempt to have his wishes acknowledged in advance of his becoming incapacitated surely amounts to an advance directive, albeit one that consents to rather than refuses treatment, despite the Court of Appeal's dismissal of the discussion of advance directives because 'Mr Burke has no such directive'.82
Taking account of the views or wishes of the patient does not mean that those wishes or desires must always be slavishly adhered to. The vast majority of medical decisions, even those of this gravity, are reached by mutual agreement between doctor and patient, even where there is initial disagreement. Here the central disagreement is a fundamental one as to what is in this patient's best interests and who is best placed to make that assessment. While his doctors may regard the continuation of ANH as futile, because it offers no hope of prolonging his life, Leslie Burke feels it has the potential to benefit him if it means that he will avoid experiencing the potentially distressing symptoms of ANH withdrawal in his dying days. Nothing in the Court of Appeal judgment addresses this central point. Instead it has simply endorsed the view that the medical practitioner's assessment of the patient's best interests takes primacy in the determination of which treatments should be made available and that a patient may not demand a treatment not recommended by her or his doctor. In this way Burke represents a dangerous endorsement of medical paternalism. To regard it as otherwise belies its broader significance at a time when end of life decision[#8209]making is under extreme social and political scrutiny.
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