England and Wales : The Law of Advance Refusals of Life-Sustaining Treatment
AIMS 
To consolidate student learning in the area of advance decisions (directives) and to understand the law surrounding the creation, implementation, and consequences of an adult making an advance decision regarding life sustaining treatment in particular.
Introduction

Personal autonomy is integral to dignity in mankind. As early as 1914 Justice Cardozo viewed its primacy as the right of: 'every human being of adult years and sound mind… to determine what shall be done with his own body'
 An adult
 with capacity in England and Wales
 has the absolute right
 to refuse medical treatment, including life-sustaining treatment
 if his decision is deemed valid and applicable
 . This premise extends to advance decisions about one’s healthcare in the face of future incompetence.
 Separate are general advance decisions
 to more complex advance decisions refusing life-sustaining treatment such as artificial nutrition and hydration (herewith ANH) and ventilation. The law is stricter for creation of the latter. From common law foundation through to statutorily regulated modern day application, the implications of advance refusals, valid or not, have induced widespread debate concerning matters beyond law and into the realms of personhood, personal identity and dignity.
History at Common Law
Preceding the birth of the Mental Capacity Act 2005 (herewith the ‘MCA’ or ‘The 2005 Act’), guidance was given to advance decisions via common law. Confusion surrounding validity, applicability, extent and the role of first person capacity arose from a myriad of judicial dicta. Individual autonomy over future decisions was either restricted or extended but often for the wrong reasons
; Re S
 is a prime example. The case concerned a perfectly capacitated pregnant woman, a ‘born again Christian’ who refused to consent to the Caesarean section that would ultimately save the life of her child: The courts authorised the treatment. Mrs S’s rights to bodily integrity and personal autonomy were overridden by the sanctity of life presumption.
 

Later cases began to fill in the lacuna within the law surrounding the extent of first person capacity and duties of the medical profession. Re F
 saw the birth of the ‘’best interests test’’ in Lord Goff’s framework for the medical profession. Medics were advised to holistically consider the patient’s needs, weighing these against action in the face of refusal of treatment and to consider their capacity to make such decisions. This approach was followed in Re T (undue influence as overriding advance refusals) by LJ Butler Sloss.

From this, limited guidance existed regarding when a person held capacity to make decisions regarding their treatment until Thorpe J addressed the matter in his three-stage test in Re C
:
a) Can the patient understand and retain the specific information? 

b) Can he believe it? 

c) Can he weight it sufficiently to make a choice?
Re C
 has been cited most recently in the cases of RT v LT, A Local Authority,
 and D Borough Council V AB.
 This test has now been incorporated into section 3 of the MCA. Although the test created a basis for assessing the existence of capacity, the role of personal dignity and autonomy remained unclear. With the later cases of Bland
 and even more so with Re AK
 came a new era in the applicability of advance refusals. In Re AK the patient made the advance decision for medical staff to withdraw his ventilator two weeks after he was due to lose his capacity to communicate. Hughes J gave effect to the patient’s decision as per the Art8 (1) ‘’right to private life’’. At common law as well as under the MCA, personal autonomy is not absolute (as in HE v Hosptial NHS Trust
). Michael Gunn summarises this point well:

‘’Capacity/incapacity are not concepts with clear a priori boundaries … The challenge is to choose the right level to set as the gateway to decision making and respect for persons and autonomy’’.

 From the same case (HE case) it became the law that advance refusals could only be revoked in the same way they were made (in writing). Any doubt concerning the validity of an advance refusal before the MCA took effect meant that decisions over the treatment of patients were to be made in favour of preservation of life. In sum, common law principles restricted the existence of an advance refusal as binding. After much call for statutory reform regarding the treatment of adults lacking capacity, the Mental Capacity Act was born.

The MCA 2005
In addition to codifying common law principles, the MCA provides new formalities for the execution of advance refusals of life-sustaining treatment, provision for any lasting power of attorney (LPA) being made by the patient,
 appointment of deputies, and, creation of the Court of Protection. The Act ratifies an advance decision which is both ‘valid’ and ‘applicable’ to the treatment in question to have effect as if it had been made by an adult
 with capacity to make it at the time. 
Validity

An advance refusal need not be created or evidenced in writing unless it regards the rejection of life-sustaining treatment in which case it must be signed by both the author and a witness and be in writing.
 There are no formal requirements for revocation of either. An advance decision is not valid if a person has: 
a) Withdrawn the decision at a time when he had capacity to do so, 
b) Conferred authority on the donee/s (LPA) to give or refuse consent to the treatment to which the advance decision relates, or 
c) Done anything else clearly inconsistent with the advance decision (remaining his fixed decision).

Applicability

An advance decision is not applicable to the treatment in question if a person has capacity to give or refuse consent to it.  To be applicable, the treatment refused must be:
a) Specified 
b) Including all circumstances present and 
c) If all circumstances are not considered, only if they would not have influenced the person’s decision at the time. 
As discussed in the introduction to this piece, the process for applicable advance refusals of life-sustaining treatment sets the bar higher: these must be signed, witnessed and in writing, but their revocation may be oral. Where applicability and validity remain vague, the Court of Protection is afforded statutory powers
 to confirm whether or not an advance decision exists.
Capacity

Principles of the MCA 2005 are divided neatly in Section One of the Act , the most relevant principles here are that:
a) there is a presumption of capacity unless rebutted, 
 and,

b) any acts or decisions made on a person’ behalf ought to be conducted at a level which is least invasive of his human rights and ‘freedom of action’
. 
Section 2 defines a patient to have capacity ‘’if he is unable to make a decision for himself in relation to the matter because of an impairment of, or disturbance in the functioning of, the mind or brain’’
… ‘’whether permanent or temporary’’.
 Where an invalid advance refusal has been created, this will not be applied but may be considered in accordance with the best interests test’s requirement of consideration of past wishes and feelings as was the recent case in Re M.
 From this, such ‘best interests’ are to be based on the patient's best interests at the time and not on what the patient would have decided if he had capacity (i.e. ‘substituted judgement’
).
Binding?

The burden of proof is on those seeking to establish an advance directive as being binding and effective. The following must be shown;
a)That the patient had capacity at the time of creation; capacity is presumed of course and must be rebutted.

b)That the patient’s decision specifically covered the particular circumstances which have occurred in the current situation.
 

c)That the advance decision encompassed the views of the person held through their life in toto and not just during a phase.

d)The decision was made voluntarily, free from undue influence and ‘real’.

Best Interests Test?

In the absence of capacity, Lord Goff’s objective “best interests test” as established in Re F 
and codified in the 2005 Act
 is used as a template for decisions made by the medical profession and in court. The test allows for judgment of what is best for an incapacitated patient ‘’all things considered’’. Yet ‘’what exactly is meant by patient’s best interests is neither self-evident or all together clear’’.
 The standard for judging best interests is in fact applied subjectively. In Re M
 the patient’s best interests were decided on ‘’appreciation of surroundings’’ in Re Y
, on a form of substituted judgement. Shaun Pattinson commented that a ‘’cynic might be tempted by the view that Re Y
 did not strictly adhere to the patient’s best interests at all”
.  From this, there is an argument for the best interests test to be carried out more rigidly, or to be constructed more realistically, for example, the test could include taking into account the effect on family members, other third parties, etc.
In addition, we have safeguards in place to protect those who have not made advance refusals of life-sustaining treatment but often these are not followed (see NHS Trust B V H
). It is questionable whether, in addition to misapplication of the best interests test, the Code of Practice is also being followed (see for e.g. where the 12 month rule was bi-passed in Frenchay
, where a patient possibly not in PVS was subjected to not having his feeding tube replaced). Various other of Lord Goff’s four safeguards following Bland
 have also been dismissed. This further supports my argument for an imposed ‘living will creation’ and for smartening up the best interests test.
In Sum 
The 2005 Act allows for the autonomy of a person’s decision about medical treatment of their personhood absolutely where proved valid and applicable. Because most people do not know about the Act’s provisions, most do not make advance decisions about their future healthcare. The old adage of ‘what I don’t know won’t hurt me’ is no longer acceptable as seen in the most recent case of Re M
. If people codify their wishes, in accordance with the strict provisions of the Act, they will be respected, if not, their bodies could be subjected to anything- in this case, feeding through a tube for over a decade with no hope of recovery. Of Course, this field is subject to criticism from many philosophers, bioethicists, medical practicioners and lawyers alike which opens up a new world of debate. Where an advance decision has been made and is slightly ambiguous, doctors who are afraid of committing murder would rather commit a potential tort or battery, and courts adopt a presumption in favour of life.
 In this instance, the best interests test is used; as earlier discussed, the autonomous decision of the once capacitated patient is sometimes lost. In this sense, either the provisions in the Act need to be opened up or the provision made by s.25 of the Act specifically needs to be promoted in England and Wales
. 
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