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End-of-life decisions for patients with prolonged disorders of consciousness in England and Wales:
time for neuroscience-informed improvements
Abstract
This article explores how the law of England and Wales1 has responded thus far to medical and
clinical advances that have enabled patients with prolonged disorders of consciousness (PDOC) to
survive. The authors argue that, whilst the courts have taken account of much of the science, they
are now lagging behind, with the result that some patients are being denied their legal rights under
the Mental Capacity Act 2005. The article further argues that English law does not comply with the
United Kingdom’s commitments under the United Nations Convention on the Rights of Persons with
Disabilities (CRPD). Stressing the need for the law to keep in step with advances in science, the
article concludes with robust recommendations for improvements, based on the latest research in
neuroscience, to the way in which life-sustaining treatment decisions are made. This would mean
that the wishes of patients, including those with covert awareness, can be better reflected in best
interests assessments.
Key words: best interests, covert awareness, CRPD, English law, life-sustaining treatment, Mental
Capacity Act, PDOC, prolonged disorders of consciousness
Background
In 1993 the English courts were called upon, for the first2 time, to decide whether withdrawal of lifesustaining treatment for a patient in a persistent vegetative state (PVS)3 was lawful. Throughout the
three hearings4 the Official Solicitor argued that the proposed actions would amount to murder.5
The patient, Tony Bland, had been in PVS for over three years following injuries sustained in the
Hillsborough disaster.6 His condition was described as “extreme”.7 The President of the Family
Division of the High Court summed up his position:
“He has no feeling, no awareness, nor can he experience anything relating to his
surroundings. To his parents and family he is "dead." His spirit has left him and all that
remains is the shell of his body.”8
It was proposed that the nasogastric tube through which Tony was fed should be removed and that
no antibiotic treatment should be initiated if infection arose. It was anticipated that without
sustenance he would die within about two weeks. Sir Thomas Bingham in the Court of Appeal
described the case as one which raised “moral, legal and ethical questions of a profound and
fundamental nature, questions literally of life and death.”9 His fellow Court of Appeal judge,
Hoffman LJ, posed the question even more dramatically, referring to public concerns raising the
question: “Is the court to assume the role of God and decide who should live and who should die?”10
The importance of “best interests”
The judges in the House of Lords unanimously decided that it was lawful to withdraw life-sustaining
treatment. Four out of five judges focussed on the patient’s best interests in arriving at their
conclusions. They did not formulate the question as to whether it was in the patient’s “best
interests” to die, but rather as Lord Browne-Wilkinson expressed it: “the critical decision to be made
is whether it is in the best interests of Anthony Bland to continue the invasive medical care involved
in artificial feeding.”11 The remaining judge, Lord Mustill, did not discount the importance generally
of the patient’s interests, but considered that in this case the patient had no interest: “All hope of

recovery has now been abandoned. Thus, although the termination of his life is not in the best
interests of Anthony Bland, his best interests in being kept alive have also disappeared”.12 This subtly
different line of reasoning led him to the same outcome: “the justification for the invasive care and
treatment, together with the duty to provide it have also gone.”13
Life-sustaining treatment was withdrawn and Tony Bland died. Following his death, the Reverend
James Morrow laid an information asking the local justices to issue a summons charging the doctor
responsible for Tony Bland’s care with murder. The magistrates refused. Their decision was upheld
by the High Court.14
Best interests and the Mental Capacity Act 2005
In Bland both Lord Browne-Wilkinson15 and Lord Mustill16 had called on Parliament to consider the
issues raised by the case. Similarly, when dismissing the attempt to initiate a prosecution for murder,
the High Court17 said that the Reverend Morrow should go to Parliament if he wanted the law to be
changed. Parliament did consider the matter and in introducing the second reading of The Mental
Capacity Bill in 2005, the Lord Chancellor, Lord Falconer, referred to the case of Tony Bland
“The Bill preserves the jurisdiction exercised in the Tony Bland case, and restates the
principles applied in that case. These are very difficult decisions, even for a court. In making
them the decision-maker must act in the best interests of the patient. Above all, he must
make an objective assessment. The decision cannot simply be the personal value judgment
of the decision-maker—the decision-maker cannot say, "If I were in the patient's position, I
would want to die"— nor can it be motivated by the desire to bring about the death of the
patient.
…
In the vast majority of cases, providing treatment will therefore be the best interests
conclusion. But we all know of those difficult cases… where there is no prospect of recovery
of consciousness or sensate brain activity because of the extent of brain damage…
Any decision must be on the basis of the decision-maker's objective judgment of what is in
the best interests of the patient. That will in some cases involve concluding that treatment
that might otherwise prolong life should be withheld.” 18
The Act reflects this approach. Section 1(5) of the Act states: “An act done, or decision made, under
this Act for or on behalf of a person who lacks capacity must be done, or made, in his best interests.”
Best interests are not explicitly defined in the Act, but section 4 does identify relevant factors which
should be taken into account by any person or court determining a person’s best interests:
“Section 4
…
(6) He must consider, so far as is reasonably ascertainable—
(a) the person’s past and present wishes and feelings (and, in particular, any relevant
written statement made by him when he had capacity),
(b) the beliefs and values that would be likely to influence his decision if he had
capacity, and
(c) the other factors that he would be likely to consider if he were able to do so.
(7) He must take into account, if it is practicable and appropriate to consult them, the views
of—

(a) anyone named by the person as someone to be consulted on the matter in
question or on matters of that kind,
(b) anyone engaged in caring for the person or interested in his welfare,
(c) any donee of a lasting power of attorney granted by the person, and
(d) any deputy appointed for the person by the court,
as to what would be in the person’s best interests and, in particular, as to the matters
mentioned in subsection (6).”19
Other provisions in the Act provided that an adult with capacity could make an advance decision to
refuse treatment20 including life-sustaining treatment.21 If the individual lacked capacity when a
treatment decision needed to be made, the advance decision would be followed.
The need to go to court: the initial understanding
In the course of the hearings to determine whether Tony Bland’s life-sustaining treatment should be
discontinued, the President of the Family Division hearing the case alone in the High Court,22 the
three judges in the Court of Appeal,23 and four of the five judges in the House of Lords24 all
expressed the view that, before life-sustaining treatment was withdrawn in similar circumstances,
cases should be taken to the Family Division of the High Court. The Mental Capacity Act 2005 (MCA)
did not change this procedure.
However, neither Tony Bland’s case nor the MCA opened the floodgates; the courts instead dealing
with a trickle rather than a flood of cases. These end-of-life cases involving PVS patients basically
followed the reasoning in Bland, but did clarify some issues. In Re G25 the courts had to consider the
situation where, unlike in Bland, the patient’s family disagreed with the medical view that artificial
nutrition and hydration (ANH) should be withdrawn. It was held that it was lawful, notwithstanding
the opposition of the patient’s mother, to withdraw the artificial feeding process from a patient in
PVS. In NHS Trust A v M; NHS Trust B v H26 the impact of the 1998 Human Rights Act was considered.
It was held that it was lawful to withdraw ANH for two PVS patients27 and that this would not
contravene the right to life set out in Schedule 1 of the Human Rights Act 1998. Re D28 explored the
distinction between being in a vegetative state (VS) and PVS29 in a case concerning a patient who
exhibited the symptoms of VS but did not meet the PVS criteria because certain stimuli led to her
make involuntary eye movements. The judge concluded that there was “no evidence of any
meaningful life whatsoever” and that D was “suffering what is rightly termed a ‘living death’”.30 A
declaration that her life-sustaining treatment could be withdrawn was granted.
Judicial development of the best interests test for MCS patients
In W v M31 Justice Baker faced a subtly different scenario. He had to decide whether ANH should be
withdrawn from a woman, M, who had suffered “extensive and irreparable brain damage”32 as a
result of viral encephalitis. In February 2003 M had fallen into a coma, and when she emerged from
the coma she was diagnosed as being in VS. In 2007 her family had applied to the Family Division of
the High Court for a declaration that her doctors could lawfully discontinue and withdraw treatment
including ANH. Following this application, M was re-assessed and classified as being in a minimally
conscious state (MCS). The idea of MCS as a state between full consciousness and VS had become a
subject of scientific discussion in the 1990s,33 the term being defined and criteria for diagnosis being
set out in 2002.34
W v M was the first case in which the English courts had been asked to authorise the withdrawal of
ANH from an MCS patient.35 Justice Baker characterised the difference between MCS and VS, saying
of M that “she is recognisably alive in a way that a patient in the vegetative state is not.”36 This was

in his view a very significant distinction. The test remained the patient’s best interests, but as the
judge noted: “In VS cases, the balance falls in one direction in every case – in favour of
withdrawal.”37 In MCS cases Justice Baker proposed that a “balance sheet” approach should be
adopted.38 In carrying out this balancing act in M’s case, a number of factors were considered
including: the importance of preserving life,39 M’s wishes and feelings,40 the extent to which M was
in pain,41 M’s enjoyment of life,42 her prospects of recovery,43 her dignity,44 and the wishes and
feelings of her family and her carers.45 Justice Baker accepted that M was often in pain and had
virtually no prospect of recovery. He noted the view of M’s family that M was “fiercely independent”
and “would have hated to be looked after”.46 He also accepted their uncontested evidence that
before she had become ill when she was watching television coverage of the Tony Bland case she
had expressed the view that he should be allowed to die.47 Nevertheless he concluded that “the
importance of preserving life is the decisive factor in this case.”48
The case is interesting for the emphasis on the science. Reference is made to a “bundle of research
articles”49 being produced to support the expert evidence, and no fewer than seven papers are
referred to in the judgment.50 The reference to scientific papers in part was probably a product of
the disagreements between the experts who were not only in disagreement as to the ultimate issue
as to whether ANH should be withdrawn, but also disagreed as to whether M had a high or a low
level of consciousness for a patient in MCS, whether M’s experiences were on balance positive or
negative, and whether it was in her interests to be exposed to more stimulation.51
Since W v M the idea of the court carrying out a balancing act in cases involving MCS patients has
continued.52 In Aintree University Hospitals NHS Foundation Trust v James53 the Supreme Court
affirmed the Court of Appeal’s decision54 that the appropriate test is the patient’s best interests.
Lady Hale explaining the role of the court as being “to decide whether a particular treatment is in
the best interests of a patient who is incapable of making that decision for himself.”55 She noted that
it is not enough that clinicians follow accepted medical practice; all the circumstances including both
medical and non-medical factors must be taken into account, noting that the patient’s preferences
“are an important component in deciding where his best interests lie.”56
The need to go to court revisited
In An NHS Trust v Y57 the Supreme Court held that it was not necessary to go to court to seek an
order permitting the withdrawal of life-sustaining treatment if the patient’s family and doctors
agreed that withdrawal was in the patient’s best interests. The Supreme Court proposed some
safeguards: the provisions of the MCA must be followed, as must “relevant guidance”.58 59 Essentially
this guidance sets out the required clinical procedures, and explains the best interests test that must
be applied. Under the guidance, clinicians lead the decision-making process despite its not being a
purely clinical process.60 This quicker and cheaper approach brings the withdrawal of ANH more in
line with the vast majority of medical procedures – such as the use of life-saving antibiotics – where
reference to the courts is not required. However, it comes with risks attached. There is a potential
knowledge imbalance. Families are very likely to be dependent on the medical team’s assessment of
the patient’s prognosis. Factors other than the patient’s best interests may start to creep in. NHS
Trusts working with overstretched budgets are going to be aware of the costs of keeping PDOC
patients alive and of the costs of going to court.61 Additionally, irrespective of whether clinicians
favour maintaining or withdrawing life-sustaining treatment, patients’ families may feel pressured
not to fight that decision – either because they are emotionally and physically drained or because, as
legal aid is not available, they cannot afford it.62
VS or MCS? An important legal distinction

The decision in An NHS Trust v Y does not rule out the involvement of the courts. If there is no
agreement, or if the application of the best interests test is finely balanced, cases should still be
taken to court.63 The courts will continue to apply the best interests test. How they do this depends
on the categorisation of the patient. As previously noted, Justice Baker commented in W v M “In VS
cases, the balance falls in one direction in every case – in favour of withdrawal.”64 Legal
commentators have also noted this distinction65 and even though there is now at least one reported
case in which continuing ANH has been held to be in the best interests of a VS patient;66 the reality
remains that a diagnosis of PVS will almost inevitably lead to a court decision to support the
withdrawal of ANH.
The related problem of misdiagnosis
The problem of misdiagnosis is well known. In 1993 Nancy Childs et al. found that 37% of patients
who were diagnosed as in coma or PVS still had some level of awareness.67 Three years later, Keith
Andrews et al. found 43% of patients diagnosed as VS to be misdiagnosed, noting:
“Recognition of awareness is essential if an optimal quality of life is to be achieved and to
avoid inappropriate approaches to the courts for a declaration for withdrawal of tube
feeding.” 68
Childs’ and Andrews’ studies pre-dated the publication in 2002 of criteria for diagnosing MCS.69 Since
then, the courts have provided guidance as to the steps that should be undertaken. In W v M, having
heard evidence about the use of the Wessex Head Injury Matrix (WHIM) and the Sensory Modality
Assessment and Rehabilitation Technique (SMART), Justice Baker stated that no application
“for an order authorising withdrawal of ANH from a patient in VS or MCS should be made
unless (1) a SMART assessment (or similarly validated equivalent) has been carried out to
provide a diagnosis of the patient’s disorder of consciousness and (2) in the case of a patient
diagnosed as being in a MCS, a series of WHIM assessments has been carried out over time
with a view to tracking the patient’s progress and recovery (if any) through the MCS.”70
The 2018 guidance from the Royal College of Physicians (RCP) and the British Medical Association
(BMA) is now the “relevant guidance”, having superseded the interim guidance referred to by the
Supreme Court in An NHS Trust v Y. The 2018 guidance notes that: “Misdiagnosis of VS and MCS is
very common in non-specialist settings”.71 As a result, the guide recommends assessment in a
specialist PDOC facility over a suggested period of three to four months using the Coma Recovery
Scale (CSR-R) and WHIM. The use of CSR-R accords with the recommendation of Caroline Schnakers
et al. who found that 43% of patients with disorders of consciousness in specialist neurological care
settings were misdiagnosed as VS.72 The rates of misdiagnosis from less specialist settings would,
presumably, have been even more disturbing.
However, the courts have already faced the situation where experts disagree73 and cases where
experts expressed apparently entrenched positions.74 Worryingly, it is clear that the three- to fourmonth recommended timescale may not always be observed. In TG,75 despite the opposition of the
family, a case to withdraw life-sustaining treatment was brought by the hospital only two months
after the patient has been diagnosed as VS even though the guidance at that time was that VS
should not be regarded as PVS until six months had elapsed. Cynics might argue that removing the
need to go to court raises the possibility that clinicians might seek an “independent” second opinion,
as required under the guidance,76 from an expert who they think likely to support their view. The
previous system, where cases were routinely taken to court, reduced this risk as the Official Solicitor
would normally appoint an independent expert.

Best interests – the wrong test?
In 2009, the UK ratified the United Nations Convention on the Rights of Persons with Disabilities
(CRPD) and its Optional Protocol. Article 12(2) of the CRPD requires that “States Parties shall
recognize that persons with disabilities enjoy legal capacity on an equal basis with others in all
aspects of life.” Under English law, patients who have capacity can refuse treatment including lifesustaining treatment. They can also request treatment, though they cannot insist on it. Patients who
have made advance decisions, but who retain capacity, can change their minds. However, PDOC
patients are viewed by the courts and the medical profession as lacking capacity because of their
disability. This means that they do not have legal capacity on an equal basis in relation to possibly
the most important aspect of life – a decision whether or not to end that life.
Article 12(3) places a further responsibility on States: “States Parties shall take appropriate measures
to provide access by persons with disabilities to the support they may require in exercising their legal
capacity.” To some extent the MCA attempts to achieve this. Patients are assumed to have capacity
until it is established that they lack capacity.77 They are not to be treated as lacking the capacity to
make decisions until all practicable steps have been taken to enable them to make that decision.78
However, in terms of compliance the most problematic question is whether the best interests test
complies with Article 12(4) which requires that States must “ensure that measures relating to the
exercise of legal capacity respect the rights, will and preferences of the person”.
In 2014 the United Nations Committee on the Rights of Persons with Disabilities (the Committee)
adopted its first General Comment (On Equal Recognition Before the Law) (CRPD_GC1) which states
that:
“The “best interests” principle is not a safeguard which complies with article 12 in relation to
adults. The “will and preferences” paradigm must replace the “best interests” paradigm to
ensure that persons with disabilities enjoy the right to legal capacity on an equal basis with
others.”79
In the light of CRPD_GC1 a review of the MCA conducted by the Essex Autonomy Project for the
Ministry of Justice unsurprisingly concluded that:
“The best-interests decision-making framework of Section 4 of the MCA fails to satisfy the
requirements of CRPD 12(4), which requires safeguards to ensure respect for the rights, will
and preferences of disabled persons in matters pertaining to the exercise of legal
capacity.”80
Notwithstanding CRPD_GC1 and the Essex Autonomy Project’s findings, there has been no reform of
the best interests test contained in the MCA, and no discernible change in the interpretation of that
test by the courts.81
The result is that the law in England and Wales does not comply with the CRPD. If it did, it would give
primacy to the patient’s “will and preferences”, with the focus being on the patient’s views at the
time when any medical decision needed to be made or, if that could not be ascertained, it would be
on the previously expressed will and preferences of the patient. This is not what happens when the
best interests test is applied, although the patient’s wishes are a factor in that test.
Whether the MCA should be amended to comply with the CRPD is beyond the scope of this article,
as is the question of whether the court’s interpretation of the MCA’s best interests test should be
altered to conform to the CRPD.82

Classifying PDOC patients – lessons from neuroscience
Currently assessments of PDOC using CSR-R, WHIM or SMART are based on overt behavioural
responses. Patients showing no overt behavioural signs of awareness will be classified as VS and
assumed to be unaware.83 Patients showing inconsistent, but reproducible, signs of awareness will
be classed as being at least MCS.84 However, it is now well established that there are patients who
show no external signs of awareness, but who are aware.
Changes suggesting awareness have been observed in the regional cerebral blood flow of a PVS
patient when read to by his mother.85 Robust activity in the right fusiform gyrus, the so-called
‘human face area’, has been seen in a PVS patient shown familiar faces.86 Response to speech in the
so-called ‘language centres’ in the brain of VS patients has been observed,87 with greater brain
activity when a PVS patient’s own name is mentioned.88 The best evidence of awareness has been
seen when patients diagnosed as VS have responded to commands by deliberately modulating their
brain activity – a capacity that will be explored more fully in the next section. More recently
comparisons of the brain activity when watching extracts from suspenseful films have demonstrated
similar frontal and parietal cortex activity in some VS patients to that in healthy controls.89
Whether these patients who demonstrate covert awareness, but no overt behavioural signs of
awareness should be categorised as an additional PDOC category or categorised within the existing
options is debatable. Descriptions such as “functionally locked in”,90 “covertly conscious”,91
“behaviourally nonresponsive patient with residual covert awareness”92 or having “cognitive motor
dissociation”93 are useful in illustrating that some patients do not fit neatly into the VS/MCS binary
divide.
The English courts have already shown a willingness to acknowledge medical advances – in Bland
they recognised VS; in W v M they recognised MCS; more recently, they have recognised a
subdivision within MCS between MCS+ and MCS-.94 They should now recognise the covertly aware.
The focus on levels of consciousness implies that consciousness comes in degrees, whereas arguably
the primary distinction is whether or not the individual is conscious.95 Tim Bayne et al. reject the idea
that individuals can “be ordered on the basis of how conscious they are”,96 instead arguing for a
more nuanced multidimensional system of classification.97 In a sense the courts’ practice of looking
at the individual facts of each case reflects this more nuanced approach. On the other hand, the
judicial approach of differentiating between VS and MCS cases militates against this – especially
when one considers that the VS cases will include some patients whose covert consciousness has not
been recognised by behavioural tests.
Perhaps a more promising approach would be to change the classification assessment measures.98 It
is now more than a decade since Martin Coleman et al. (2009) wrote about the need to move to the
“routine use of brain imaging to aid the clinical diagnosis of disorders of consciousness”.99
Misdiagnosis rates of around 40% have already been noted. Standardised tests such as WHIM,
SMART and CSR-R may improve accuracy. However, these measures are still based on “clinicians’
subjective opinions of the patient’s responses”.100
“This subjectivity of assessment may lead to high levels of misdiagnosis by those who are
less experienced in their use, or indeed by experienced assessors when behavioural signs are
minimal or entirely absent.”101

These tests will fail to identify behaviourally nonresponsive patients with residual covert awareness.
Such patients will be diagnosed as VS because they are overtly unresponsive; however, they are not
wakeful without awareness – the essence of VS.
An independent review of studies of covert awareness looking at 37 published studies involving a
total of 1,041 patients found that about 15% of patients diagnosed as VS are covertly aware.102
Potentially this affects prognosis and assessments of best interests. Haibo Di et al. in a review of 15
studies,103 and Coleman et al. in a study of 41 patients,104 have shown that functional neuroimaging
results can help predict recovery. Similar benefits may also be found through the use of high-density
EEG.105 It is possible that fMRI could also improve the assessment of coma patients, but that is
beyond the scope of this article.106 Some patients can respond to commands at the bedside; some
can do so only by modulating their brain activity; some can do both.107 Assessments designed to
detect covert awareness should not replace behavioural tests but should complement those tests.
Those who display no awareness using either form of test may lack awareness, or it may be that
existing tests cannot discern their awareness. The impact of recent neuroscientific research is not
limited to the classification of PDOC.
Communicating with PDOC patients – an important step forward
For the law, another development which is potentially even more significant is the ability to
communicate with some PDOC patients. The use of functional magnetic resonance imaging (fMRI)
to enable patients who cannot otherwise communicate to respond to questions has profound
implications, not just for the treatment of PDOC patients but also for medical and judicial decisionmaking. Building on earlier research,108 Martin Monti et al.109 asked 54 PDOC patients (23 diagnosed
as VS, 31 as MCS) to think about hitting a tennis ball (motor imagery) and then to think about
navigating their home or the streets of a familiar city (navigation imagery). Five out of 54 patients
could “willfully modulate their brain activity”. Four of the five had been diagnosed as VS. This means
that 17% of the 23 patients diagnosed as VS were aware and could follow commands. Of the five
patients, four could respond to yes/no questions by thinking about the motor imagery for example
for “yes” and the navigation imagery for “no”.110 By testing them on questions for which the answer
was subsequently discoverable, for example “Do you have any brothers?”, the accuracy of their
answers could be checked. The ability to respond accurately to such questions demonstrates that
patients who remained unable to establish any traditional bedside communication such as through
speech, limb movement or eye blinks could nevertheless exhibit sustained attention, language
comprehension, response selection and working memory.111 Importantly, this provides a model by
which the views of these PDOC patients can be ascertained for questions for which the answer is not
known.
Using fMRI for PDOC patients is challenging. Aside from questions of cost, and issues as to the
availability of scanners,112 there are risks of patients suffering physical stress, problems associated
with involuntary movement, and – particularly in the case of patients who have suffered traumatic
injuries – the fact that any metal implants such as plates and pins will rule out the use of fMRI.113
One alternative to fMRI is electroencephalography (EEG). Using a similar brain-activation approach,
three (19%) of 16 patients diagnosed as VS using the CSR-R tests were able to “repeatedly and
reliably generate appropriate EEG responses to two distinct commands, despite being behaviourally
entirely unresponsive”.114 These findings have been challenged115 and robustly defended.116 If EEG
tests could be proved reliable, they would be a cheaper and much easier-to-administer alternative to
fMRI. Three of those who challenged the EEG findings were themselves involved in a smaller
investigation which found that EEG could be used to elicit responses from MCS and locked-in-state
patients.117 Their conclusion that “EEG power spectral analysis demonstrates evidence for
performance of mental imagery tasks in healthy controls and patients with severe brain injury”

suggests that this approach could provide a route to communication with some PDOC patients.
Another portable and relatively cheap potential alternative is functional near-infrared spectroscopy
(fNIRS).118
Communicating with PDOC patients – the legal ramifications
There has been discussion as to whether behaviourally nonresponsive patients who retain high-level
cognitive faculties could have capacity,119 but this examination was not focussed on legal capacity as
defined under the MCA. Under the MCA “a person lacks capacity in relation to a matter 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.”120
Section 3 sets out that:
“(1) For the purposes of section 2, a person is unable to make a decision for himself if he is
unable—
(a) to understand the information relevant to the decision,
(b) to retain that information,
(c) to use or weigh that information as part of the process of making the decision, or
(d) to communicate his decision (whether by talking, using sign language or any
other means).”
The MCA presumes that individuals have capacity121 and requires “all practicable steps to be taken”
to ascertain whether they have capacity.122 It is questionable whether this requirement has been
discharged if no attempt has been made to discover whether PDOC patients are covertly aware and,
if they are, if no attempt has been made to enable them to make the decision. It should be noted
that in assessing patients’ capacity “unjustified assumptions” are not to be made as a result of any
condition that they have.123 Nevertheless it is likely to be very difficult for patients who are not able
to ask questions and who are only able to answer yes/no style questions to satisfy those assessing
their capacity that on balance124 they have legal capacity. However, this is not the end of the matter.
If one were to follow the CRPD the next step would be to “ensure that measures relating to the
exercise of legal capacity respect the rights, will and preferences of the person”.125 This would mean
the focus for patients deemed not to have capacity would be to respect their rights and ascertain
their will and preferences. As noted, under English law patients have the right to request treatment,
though they cannot insist on it, and have the right to refuse treatment including life-sustaining
treatment. Patients who have made advance decisions have the right to change their mind. For
some PDOC patients their ability to wilfully modulate their brain activity could provide a means by
which they could communicate their wishes.
Alternatively, adopting the MCA’s best interests test,126 the ability of some PDOC patients to
communicate through wilful modulation of brain activity should be informing their medical
treatment. Assessment of best interests should include the patient’s wishes, feelings, beliefs and
values – past and present. If a patient’s present views can be ascertained then, then so far as is
practicable, they must be considered.127
Many of the factors that the courts consider in applying the best interests test could be much better
informed if the patient’s views were obtained. The list produced by Justice Baker J. in W v M has
regularly been followed. It includes the patient’s wishes and feelings, the patient’s enjoyment of life,
the patient’s dignity and whether the patient is in pain. Assessing these matters is difficult for a
court or others assessing a patient’s best interests. Family members, carers and medical staff can –

and often do – disagree. Passing comments made by the patient long ago can take on great, possibly
unwarranted, significance. Personal views of family, carers or clinicians may distort assessments of
the patient’s views. There is no check to see what the patient actually thinks. Whereas if the view of
the patient could be obtained, even if the patient were deemed to lack capacity, it would transform
the best interests assessment. Other factors might change in the light of the patient’s testimony. If
the patient states that she is in constant pain, has no quality of life and wishes to die, this will surely
affect the views of all concerned. Conversely, if the patient responds that she is happy, is in no pain
and enjoys her life, then this, too, should influence the views of medical staff, carers and her family.
In Gross v Switzerland the European Court of Human Rights noted that:
“in an era of growing medical sophistication combined with longer life expectancies, many
people are concerned that they should not be forced to linger on in old age or in states of
advanced physical or medical decrepitude which conflict with strongly held ideas of self and
personal identity.”128
On the other hand, Andrew Peterson et al. note that “the inner mental lives of some patients
clinically diagnosed as vegetative may be far richer than previously assumed”.129 Failing to ascertain
a patient’s view in those cases where it can be discovered is scandalous and fails to meet the
requirements of the MCA: as science advances, so must the law.
Recommendations
1. There should be a systematic review of the effectiveness of CSR-R, WHIM and SMART in
assessing PDOC patients in light of their inability to recognise behaviourally nonresponsive
patients with residual covert awareness.
2. All reasonably practicable steps should be undertaken to ascertain whether PDOC patients
who are diagnosed as VS are in fact behaviourally nonresponsive patients with residual
covert awareness.
3. In all best interests assessments relating to life-sustaining treatment, an independent party
should be appointed to represent the patient’s interests.
4. In all best interests assessments, including all cases where the question as to whether lifesustaining treatment should be withdrawn is being considered, all reasonably practicable
steps should be taken to discover patients’ current wishes.
o If patients’ current wishes cannot be ascertained, then all reasonably practicable
steps should be taken to ascertain their quality of life, including whether they are in
pain and whether they gain pleasure from life.
5. In all cases where PDOC patients have made advance decisions, all reasonably practicable
steps should be taken to discover whether they have changed their minds. If so, their
advance decisions should be disregarded and best interests assessments should be made.
6. Non-means tested legal aid should be available to close family members wishing to take best
interests assessments on life-sustaining treatment to court.
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