ADVANCE DECISIONS TO REFUSE
TREATMENT: AUTONOMY AND
GOVERNMENTALITY AT THE END
OF LIFE

Thesis presented for the award of PhD
Tom Hayes

April 2016



ACKNOWLEDGEMENTS

One of the dangers of working on a project such as this over so many years is that the list of
acknowledgements could quite easily become a lengthier work than the thesis itself! In an attempt to
avoid that outcome, a full account of all the help and support | have been fortunate enough to receive
over the years will have to be brutally truncated. However, the production of this thesis has only been
possible with the help and support of a number of people and institutions. | wish to express my deep

gratitude to all of these people and assemblages of assistance of which they have been part.

Firstly, 1 must thank my supervisor Nicky Priaulx for supervising this thesis. Nicky’s boundless
enthusiasm for this project, her incisive comments and her belief in my abilities has been an
invaluable factor in the completion of this work and the shaping of my future. In addition to her
support in the production of this work, Nicky has provided me with encouragement to engage in
academic life through presenting papers at international conferences, to publish my work and to

conduct a research visit abroad. | count myself extremely fortunate to have had such a supervisor.

Throughout my time at Cardiff and the various positions of employment | have held here, | have
been most fortunate to have worked with and learned from a great many inspiring and generous
colleagues. The confines of space preclude an enumeration of all who have helped, but special
mention must be made of the generosity of Philip Fennell, Daniel Wincott and Jifi Pfibain who each
have been kind enough to engage with various aspects of my work and to have provided me with
challenging comments. | would also like to thank Luke Clements for his support and encouragement

and to all in the Postgraduate Office for their kindness and patience.

In addition to my colleagues at Cardiff University, | am fortunate to have found myself in the
company of some wonderful people who have travelled with me along the same path as doctoral
students. Too many fall into this category to mention each by name, but | am grateful to Lorenzo
Silvaggi, Rosa Vasilaki and the other the friends | made through the Philosophy of Social Sciences
reading group. This group was formed while a number of us were studying on Gregor McLennan’s
module. The many discussions that arose during that module and within our reading group opened my
mind to new ideas and challenged me to reflect upon and develop my own thinking. | am also grateful
for the support I received from Emma Oakley, Emily Kakoullis and Janine Sargoni. All of these
friends have played a very important role in offering me their continued support over the long course

of producing this thesis.

Special thanks must also go to Richard Huxtable who has been a wonderful friend and mentor.
Over the years he has provided me with a great deal of support in the way of teaching opportunities,

invitations to seminars and workshops and encouragement to publish my work. He has been an



invaluable source of guidance and assistance to me in the early stages of my academic career. | am
also grateful to Lois Bibbings, who introduced me to Richard while she was supervising my
undergraduate dissertation and who first gave me the opportunity and the freedom to explore my own

research interests.

In addition, | am very grateful to the DAAD (Deutscher Akademischer Austauschdienst) and
Thomas Lemke for providing me with the opportunity to study at the Institut fir Soziologie at the
Goethe Universitat Frankfurt am Main on a research visit. That experience was an immensely
enriching part of this project.

Above all, | thank my parents who have been a constant and unquestioning source of love and
support. They have housed and fed me as well as tolerated a growing accumulation of books and
paperwork in their home. I am most thankful for all they have done for me.



SUMMARY

Advance decisions to refuse medical treatment (“ADRTSs”) have been recognised in English law
through a series of cases which arose at the end of the Twentieth Century and subsequently by the
Mental Capacity Act 2005. ADRTSs allow adults, with the requisite mental capacity, to refuse forms of
medical treatment that they anticipate being provided with at a time when they have lost mental
capacity in respect of the anticipated treatment. The most frequently advanced argument for the
recognition of these instruments is to respect and extend personal autonomy and/or self-determination.
However, this thesis treats that particular normative ground as but one among a number of factors
which have been crucial to the emergence of ADRTSs. It is argued that the advancement in medical
capabilities for prolonging life in its final stages is a sine qua non of ADRTS in practical terms. The
demographic and financial pressures in which end-of-life care is provided add impetus to the
argument for the recognition of ADRTSs. However, it is suggested that the political environment in
which ADRTSs have emerged has also been of fundamental significance to their recognition in law.
Using Michel Foucault’s theory of governmentality it will be shown ADRTs have been developed
within advanced liberal programmes of government, in response to the inability of the traditional
approaches of those forms of government to govern individuals who lack capacity at the end of life.
The employment of this theory provides a novel perspective on the debates which have raged in this
area of law and bioethics, allowing for a focus on the population, as well as the individual, and a focus

on practices rather than on the outcomes.
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INTRODUCTION

Healthcare law and bioethics are frequent sites of debate over various dilemmas
encountered in medical practice and contain many areas of fierce contestation (e.g. stem cell
research, organ donation, abortion, euthanasia). One matter which is now relatively free
from such dispute is that of contemporary refusal of medical treatment. Few would suggest
today that an adult with mental capacity should have treatment given to him or her against
his or her will.t It is widely recognised that medical treatment given to such persons must be
provided on the basis of informed consent? and the most frequently relied upon reason for
this requirement is that it protects personal autonomy.® However, the putative consensus on
quickly disintegrates when considering refusals of treatment in different circumstances. This
is particularly true when a person for whom treatment is clinically indicated lacks the mental
capacity to make a treatment decision. In such circumstances, he or she is deemed to lack the
ability to make an autonomous decision and therefore additional factors and principles take
on a much heightened relevance in determining whether treatment should be provided.
While there is broad agreement over the kinds of factors and principles which are relevant in
the determination of such decisions, the question of how much weight to give the various
factors (especially personal autonomy and beneficence) is eminently debateable. The
outcomes of such debates take on added significance where the treatment decision under

consideration pertains to life-sustaining treatment.

Advance Decisions to Refuse Treatment (“ADRTs”) purport to provide a means by
which we can avoid straying into this problematic zone of contested decision-making
involving the weighing of an assortment of values and interests. In particular, these purport
to base the recognition of such decisions on the pre-existing autonomy of the decision
maker. ADRTSs take effect for those who, while now lacking capacity, had once prudently
considered the possibility of requiring the kind of treatment now indicated before he or she
lost mental capacity in respect of that decision. Described in this way, on the basis of a

simple extrapolation of the individual right to personal autonomy, we could readily

! But NB J Herring, ‘Where Are the Carers in Healthcare Law and Ethics?” (2007) 27 Legal Studies
51

2 Chester v Afshar [2004] UKHL 41 (HL)

% ibid



anticipate that ADRTs would be welcomed by healthcare lawyers and bioethicists alike.
However, it will be argued in this thesis that that account alone provides an inadequate basis
for the understanding of the development and operation of ADRTSs. Rather, it will be
suggested instead that ADRTSs have arisen as the result of a congress of multiple factors,
political, economic, personal, interpersonal and populational. Taken together, these factors,
which have resulted a crisis in end-of-life government to which ADRTSs are the response.
Consequently the emergence of ADRTS is a matter of greater complexity than that which the

more doctrinal accounts may suggest.

One of the most obvious areas of complexity lies in the definitional uncertainty which
surrounds ADRTS. They have previously been known by other names in England and Wales,
such as “living wills” and may be known by slightly different terms in other jurisdictions.*
Any analysis that fails to clearly identify the specific jurisdictions to which it pertains carries
a real danger of muddling various concerns together or of misattributing matters which may
be of concern in other jurisdictions to that of England and Wales. That is why the first part
of this thesis is devoted to elucidating the legal definition of ADRTs in England and Wales
as the jurisdiction to which the discussion here primarily applies. Many aspects of the
discussion may be of interest to those concerned with the law in other jurisdictions, but there
is much variation in the manner in which ADRTSs are recognised and therefore it should not

be assumed that all aspects of the discussion will be applicable across the board.

This part will further provide occasion to specify the particular kinds of ADRTSs with
which this thesis is concerned. Although ADRTSs can be created in respect of any kind of
‘treatment’, the focus in this thesis will be on those ADRTSs which purport to refuse life-
sustaining treatment, which are the variety of ADRTS that carry the highest stakes. Getting it
wrong in respect of such ADRTs means that either the patient will lose his or her life,
through withholding treatment in circumstances in which he or she would have wanted
treatment, or the patient will be kept alive through medical treatment in circumstances in
which she or he would have wanted to have been left to die. ADRTs for the refusal of
treatments which pertain to mental disorders will be beyond the purview of this work, so too
will similar instruments such as Lasting Powers of Attorney (“LPAs”) and Advance Care

Plans (“ACPs”).

4 see A Simon, ‘Historical Review of Advance Directives’ in Peter Lack, Nikola Biller-Andorno and
Susanne Brauer (eds), Advance Directives (Springer Science & Business Media 2013)



The discussion in the first part also provides an introduction to some of the legal
antecedents to the modern law on ADRTSs. This will involve a detailed discussion of the law
on mental capacity and the law on the contemporary refusal of treatment. Some critical
observations shall be made at this point concerning the relationship between the general
principle that adults with capacity have the right to refuse medical treatment for any reason,
and a more detailed appreciation of the law, which can be realised through an examination of
the important cases, principles and formalities. Notwithstanding the bombast and gusto with
which the right to refuse treatment is often asserted, taking a more in-depth appreciation of
the law reveals a much more nuanced and fragile right. This fragility colours the claim made
by the courts in being guided to protect the right to self-determination or patient autonomy.

A greater focus on the normative underpinnings of ADRTs will be examined in the
second part of this thesis. Given the extent to which it is relied upon in justifying the law on
ADRTS, the value of autonomy will be examined in particular detail. Again, at this juncture
it will be seen that there is a great potential for confusion, as the term autonomy is capable of
bearing a number of different meanings. The thesis as a whole draws on a wide range of
scholarship which highlights distinctive understandings of the concept of autonomy, but the
work of Kant and Mill will be focussed upon to illustrate the breadth of understandings of
this concept. The reason for considering the work of these authors specifically is that their
work is often drawn upon in philosophical literature as providing the foundation for our
contemporary respect for autonomy. However, these philosophers had radically different
conceptions of autonomy. Moreover, in legal discourse, the term autonomy has been
frequently confused with that of ‘self-determination’ and this has resulted in a dearth of
conceptual clarity. As a result, on a set of identical facts, the case can be made for both
providing treatment and for not providing treatment based on autonomy. Ultimately,
therefore, the claim that ADRTSs act as an extension of autonomy is an untestable assertion
in the absence of a clear and accepted definition. From this mere possibility, it is
understandable that some have suggested that moral concepts have been deployed as much
for their rhetorical value as for the ability to derive concrete rules from their conceptual
depth.®

In spite of the absence of a clear and universally accepted definition of autonomy, many

have suggested that there is a general tendency for autonomy to be defined in highly

5 See e.g. J Harrington, ‘Law’s Faith in Medicine’ (2008) 9 Medical Law International 357; J
Harrington, ‘Of Paradox and Plausibility: The Dynamic of Change in Medical Law’ (2014) 22(3)
Medical Law Review 305



individualistic terms in English law. Some of those making such claims suggest that the law,
grounded in this form of autonomy, fails to adequately reflect the way that people make
decisions. In turn, this also leads some to claim that the law perpetuates a kind of
undesirable individualist tendency in modern society. In addition to these generalist critiques
of one of the foundations of the chief normative underpinning of the law on ADRTS, some
have criticised the extrapolation of the concept of autonomy in the recognition of ADRTS.
The law does offer certain safeguards which address some of these concerns (such as
allowing revocation of ADRTs without formality and offering healthcare professionals a
generous interpretative discretion). However, these critiques serve to highlight the plurality
of meaning and expectation accorded to the concept of personal autonomy. The law, in its
alleged incorporation of law an individualistic form of autonomy, can be criticised for
different reasons and with different concerns in mind. Supposing that one of these lines of
critique were accepted, there is every chance that it would not be accepted, by advocates of
different lines of critique. On this basis, it seems unlikely that a version of autonomy will be

arrived at that can successfully evade criticism of this kind.

Unlike the majority of critiques of the interpretation of autonomy in law, what will be
termed here ‘the personhood critique’, does not suggest there is anything problematic with
relying on the principle of personal autonomy as currently recognised in law to justify
recognition of ADRTS. Instead, this line of critique casts doubt on the possibility of
individuals maintaining a morally significant continuity between the point in time at which
the ADRT was created and the future point at which it comes to be relied upon. This is a
powerful line of critique, because it accepts the basic normative premises of ADRTSs, but its
weakness is that its acceptance as a principle in this area would put it out of kilter with other

important areas of law, such as criminal law and contract law.

The personhood critique is revisited in the third part of this thesis, in chapter six, where
Foucault’s theory of governmentality is presented for the purposes of offering a novel
analytical basis for the evaluation of the development and operation of the law on ADRTS.
Significantly however, it should be noted from the outset, that as this theory is a non-
normative, this thesis does not provide any particular practical solution to the questions
surrounding the manner in which ADRTSs should be recognised in law, or to the kinds of
principles which should underpin their operation. Rather it problematises the supposed
normative bases for the recognition of ADRTSs and for the expectations which surround the
way in which they operate. Debates on these matters will continue to rage precisely because
there is no agreement on the proper basis for ADRTs other than at the general level of

autonomy, but without an agreed definition of that concept it provides little assistance for



those wishing to draft legislation. This dearth of consensus, highlighted in Part Il, is easily
attributable to the pluralistic society in which these conceptual battles are joined. However,
of itself, this conclusion leaves open the guestion as to why the existence of value pluralism
should prevent the imposition of a supposedly superior conceptualisation of autonomy. An
explanation for this state of affairs can be provided through the theory of governmentality
and in particular the development of modern modes of government with a commitment to
liberalism. This commitment to liberalism has arisen in consequence of a series of ‘crises of
government’. This process was set out in chapter five, in which a detailed discussion of what

Foucault describes as the “governmentalization of the state” is provided.®

This discussion focuses attention on the formations of modes and practices of
government which have arisen through problematisations and resistances that emerged at
various points in history. This account pertains to developments in Western Europe and
consequently a further geographical caveat must be conceded, but the employment of this
theory in respect of the law of England and Wales is apt in that these areas lie within the
region Foucault discusses in respect of governmentality. Through the consideration of the
various problematisations and adjustments in modes of government, we can glean an
explanation as to why we have arrived at a form of liberalism in which a kind of value
pluralism is inevitable. It is not suggested that value pluralism is necessarily to be considered
preferable to a more limited or homogenous approach towards the recognition of values in
society, but merely explains why this state of affairs has arisen as a product of a certain

orientation of government.

Significantly, Foucault’s understanding of the term government is not restricted to ideas
of state government, but includes all practices involving the “conduct of conducts”.” This
discussion enables us to return to the idea of autonomy, but does so with an emphasis on
autonomy’s role in government. It is this way of conceiving of autonomy as a practice,
which is potentially the most challenging to orthodox Healthcare law and Bioethics, where
the movements to recognise autonomy are viewed as having a different purpose (i.e. the

protection of Human Rights® or the empowerment of patients vis-a-vis the medical

® M Foucault, Security, Territory, Population: Lectures at the Collége de France (Palgrave Macmillan
2009) 109

7 See M Foucault, ‘The Subject and Power’ in James D Faubion (ed), Power, vol 3 (Penguin Books
2002) 341

8 See K Veitch, The Jurisdiction of Medical Law (Ashgate 2007) 20-25



profession®) is in positing the idea of autonomy not simply as a means of empowering
patients against the paternalist drive of medicine, but as part of the ‘practices of

government’. This idea will be fully elaborated upon in chapters six and seven.

The final two chapters of Part Il are concerned with examining the operational aspects
of governmentality vis-a-vis ADRTS. At this stage Foucault’s description of modern
practices of government operating through the interplay of the technologies of the self and
the technologies of government will take prominence. Pursuant to that characterisation, the
operation of ADRTSs within each of these technological groupings will be considered in the
final two chapters of Part IlI.

An examination of ADRTSs as part of the technologies of the self will be conducted in
chapter six through a re-consideration of two prominent cases on ADRTs, Re E* and W v
M. in which the purported ADRTSs were not recognised by the courts. To some this may
indicate that the autonomy of the people in those cases was not respected and adds weight to
the argument that ADRTSs fail to extend autonomy in practice. However, in this thesis, these
cases will be drawn upon to anchor the examination of the processes involved in the creation
of ADRTSs. Focussing on the practice demanded and fostered by ADRTSs could lead to a
different conclusion, given that the process of creating an ADRT requires an individual to
subjectivise themselves as a responsible citizen with an interest not only in his or her future
healthcare, but also in his or her existential disposition. The manner in which this can be

achieved will be discussed.

In addition to highlighting the role ADRTSs play in facilitating the government of the
self, a further role is played by the establishment of a framework on ADRTS in governing
others. Three varieties of other, whose futures are shaped through the practices government!?
of ADRTS, can be identified as the population, the ‘future-self’ and the interpersonal other.
Since the middle of the Eighteenth century the population became the most important object
of government and therefore it is important to consider the effect that ADRTSs have on the
population. At this time Foucault identified biopower as a new form of power that was not
only capable of interacting both with individuals in society, but also with the population.

One aspect of the operation of biopower is the securitisation of the population against

® See e.g. D Wilson, The Making of British Bioethics (Manchester University Press 2014) 107-115; J
Harrington, ‘Privileging the Medical Norm: Liberalism, Self-Determination and Refusal of
Treatment’ (1996) 16 Legal Studies 348

10 Re E (Medical treatment: Anorexia) (Rev 1) [2012] EWHC 1639 (COP)

1T Wv M [2011] EWHC 2443 (Fam)

12 See T Lemke, Foucault, Governmentality, and Critique (Paradigm Publishers 2011) 17



threats. The existence of individuals whose lives can only be sustained through medical
intervention, but who cannot make a decision for themselves about whether that treatment
should be continued represents a kind of threat to modern governmental reason because it
demands that a decision be made on behalf of another, rather than allowing the individual to
determine their own interests. ADRTs facilitate the possibility of avoiding this dilemma

through obtaining the treatment choices of individuals prior to their loss of capacity.

The need for ADRTS is heightened by the current surroundings of the population, in
which there are multiple pressures resulting from increased life expectancy, rising rates of
mortality, a lack of funding for healthcare in the wake of the financial crisis of 2008. In these
circumstances, where citizens can make provision for the end of life through ADRTS, which
have the potential to avoid delay and excessive treatment (defined in the individual’s own
terms) the population as a whole could benefit through greater efficiency in the health
service. However, in order to create a noticeable effect in the population requires
interpersonal acts of government, where a citizen can be assisted in the formation of an
ADRT. Although there are routes through which this can be achieved, they have seemingly
proven ineffectual, in that they have not produced a great uptake in ADRTSs. For those that
do learn of their rights to create an ADRT and engage in the practice of the formation of an
ADRT, they must engage in a process of governing their ‘future self’. Here we can return to
an idea proposed in chapter four on the ‘future-self” taking on a distinct form of personhood

from the present self.

The discussion at this juncture will differ from the earlier discussion in that it shall not
focus on the moral case for allowing the ‘present-self’ to make legally binding decisions for
his or her future incarnation. Rather, the focus is on the operation encouraged by the legal
framework, to think about the future-self who has lost capacity as a kind of other. This
objectification of the ‘future-self’ is what legitimises decisions being made on their behalf
and further legitimises the very notion that it is legitimate to make decisions on behalf of a
person who lacks mental capacity and that such a person lacks the right to refuse treatment
for themselves. In this way the manner of autonomy’s recognition in law may be
conceptually inconsistent, but it takes shape through the problematisations of government

and is both constitutive and supportive of modern modes of government.



CHAPTER ONE

THE LEGAL FRAMEWORK

INTRODUCTION

This thesis examines the development and operation of the law on advance decisions to
refuse treatment (““ADRTSs”) in England and Wales. The primary role of the first substantive
chapter is to define the key legal terminology that will be employed throughout the
remainder of this work as well as the legal environment in which the law on ADRTS
operates. In providing a definitional foundation for the remainder of the thesis, this chapter
will serve an important role in anchoring the theoretical discussion which will be developed
in the second and third parts of this thesis. As such, the task to be engaged with here is
largely doctrinal, but some elements of doctrinal orthodoxy will be problematised as part of
the process of setting out the law (especially the law on capacity and its implications for the

right to refuse treatment).

The first part of this chapter will distinguish ADRTSs from other similar instruments and
ADRTSs in other jurisdictions. Following this, the legal environment of ADRTs will be set
out. This will involve a discussion of the law on the refusal of treatment and the law on
mental capacity. As will be discussed, mental capacity is one of the most important
requisites of the right to refuse treatment. Its importance for ADRTSs is compounded by the
fact that ADRTSs require determinations of capacity at two points in time. Where mental
capacity is found lacking treatment can be provided in the best interests of the patient and
the law on the determination of best interests will be discussed. Following this, some of the
cases that recognised ADRTSs prior to the enactment of the Mental Capacity Act 2005
(“MCA”) will be discussed, before an analysis of the law on ADRTSs as enacted in the
MCA 3

13 Various parts of this chapter have been published in T Hayes, ‘A (Social) Room with a View (to the
Future): Advance Decisions and the Problem of Personhood’ in Richard Huxtable and Ruud ter
Meulen (eds), The Voices and Rooms of European Bioethics (Routledge 2015); T Hayes, ‘Informed
Choice over Informed Consent: Cracking the Old Chesternut’ in Anthony Wrigley and Nicky Priaulx
(eds), Ethics, Law and Society (Vol V, Ashgate Publishing 2013); T Hayes, ‘Balancing Principles,
Forcing Food: Self-Determination and Best Interests” (2012) 9 Journal of Bioethical Inquiry 387; T
Hayes, ‘Donation and Devolution: The Human Transplantation (Wales) Act 2013’ in Ralf J Jox, Galia
Assadi and Georg Marckmann (eds), Organ Transplantation in Times of Donor Shortage, vol 59
(Springer International Publishing 2016)



ADVANCE DECISIONS TO REFUSE TREATMENT

This thesis takes the advance decision to refuse medical treatment (“ADRT”) as its
focus. It is therefore imperative to define this term clearly at the outset. In offering as clear
and as precise a definition of ADRTS as possible, | will examine how ADRTSs are framed in
law through a detailed examination of both the case law and statutory provisions of the
MCA. By way of disambiguation, |1 will also seek to distinguish ADRTs from their

analogues.
To begin with, the general definition of ADRTS is provided by s 24(1) MCA. It states:

24 Advance decisions to refuse treatment: general

(1) “Advance decision” means a decision made by a person (‘“P”), after he
has reached 18 and when he has capacity to do so, that if—

(a) at a later time and in such circumstances as he may specify, a specified
treatment is proposed to be carried out or continued by a person providing
health care for him, and

(b) at that time he lacks capacity to consent to the carrying out or
continuation of the treatment, the specified treatment is not to be carried out
or continued.

This is the current definition of the ADRT in English law. It is this definition that shall
be relied upon in this thesis when referring to either ADRTs, or simply “advance decisions”.
Later in this chapter this basic definition will be elaborated upon in detail with reference to
the rest of section 24 and sections 25-26 MCA. These sections describe the conditions under
which ADRTS are recognised as valid and applicable and the interpretative rules for ADRTS,

among other matters.

From the outset it should be noted that ADRTs have also been known by other terms
such as ‘advance directives’ and ‘living wills’ in the past in English law and are known by
different terms where they are recognised outside England and Wales.* However, as this
thesis is based primarily on the law of England and Wales the term ‘advance decision’ in
this thesis both for the avoidance of ambiguity and as it is the phrase now used in the
MCA.®°

14 see P Lewis, ‘Medical Treatment of Dementia Patient at the End of Life: Can the Law
Accommodate the Personal Identity and Welfare Problems’ (2006) 13 European Journal of Health
Law 219

15 Royal College of Physicians Advance Care Planning (Concise Guidance to Good Practice Series,
No 12, 2009) 2



Thus, in the absence of a clear definition, there is the potential for great confusion. This
potential is heightened by the employment of multiple terms to express the same, or similar,
ideas of a person being able to make decisions about medical treatment that may become
clinically indicated for them in future. Such confusion is especially problematic in that some
expressions of wishes regarding future treatment may be recognised as binding decisions
and others may be seen only as of a persuasive, rather than a binding, nature. The distinction
is that, in the latter case, healthcare professionals should have regard to the wishes that the
patient has expressed, but if they act at variance to those wishes there will be no penalty,
whereas, if the decision is binding, failure to respect that decision will result in the same
legal sanctions which apply to failures to respect contemporaneous medical decisions.® This
is why clarity here is of great practical importance.

Another source of confusion undoubtedly arises from the fact that outside of the
jurisdiction of England and Wales*’ (the jurisdiction upon which this thesis focuses), it is not
universally possible to express wishes as to the refusal of treatment that are binding in law.8
Notably, this is the case in France in relation to “directives anticipées™*® and also in Scotland
where the Mental Health Care and Treatment (Scotland) Act?® provides for the creation of

“advance statements”?! to which medics “shall have regard”??, but which are not binding.?

However, England and Wales is not the only European jurisdiction in which advance
decisions are binding. In Germany, for instance, “Patientenverfugungen” (‘living wills”) are
legally binding.?* This means that care must be taken when discussing the way in which

ADRTSs operate in different jurisdictions in general terms.

Problematically, some authors rely on the term “advance directives” to cover a broad

range of instruments, such as “written statements about a person’s preferences regarding

16 MCA, s 26 (1)

17 Unless otherwise indicated, where the term “English law” is used, it is to reference to the law of
England and Wales

18 see Lewis (n 14) 225-227

19 Article L1111-11 Code de la Santé Publique; and see R Horn, ““I don’t need my patients’ opinion
to withdraw treatment”: patient preferences at the end-of-life and physician attitudes towards advance
directives in England and France’ (2014) 17 Medicine, Health Care and Philosophy, 425

20 Mental Health (Care and Treatment) (Scotland) Act 2003 (asp 13)

2L ibid, s 275

22 jhid, s 276(3)

23 In relation to advance statements relating to psychiatric treatment in Scotland, see J Reilly, and JM
Atkinson, ‘The Content of Mental Health Advance Directives: Advance Statements in Scotland’
(2010) 33 International Journal of Law and Psychiatry, 116

24 § 1901a Blrgerliches Gesetzbuch (Germany)
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possible future medical decisions”.?® Weller goes further, employing the phrase “mental
health advance directives” as a term designed to house a number of different instruments
such as ADRTSs, advance statements and Ulysses contracts.?® While these terms might have
some value for grouping similar kinds of instrument together, the employment of such

generalised categories limits the potential for more precise analysis.

Even where a relatively narrowly-defined term such as ADRT is used (to refer to legally
binding refusals of treatment designed to take effect following the loss of capacity), there
may still be variations in definition across different jurisdictions. This is especially likely in
respect of the formalities that must be observed and any temporal limitations placed on the
effectiveness of ADRTSs. Consequently, there is an ongoing danger that some definitional
rigour and precision may be lost in translation (both between languages and in translating
the idea of the ADRT into legislation).

The phrase ‘advance directive’ may additionally face the semantic objection that the
legal instrument found in the MCA does not entitle the author to ‘direct’ their medical care
following the loss of capacity. In England and Wales, all that can be done with binding force
is to refuse treatment?” and therefore the suggestion that future treatment can be ‘directed’ is
rather disingenuous. In this sense, what the phrase Advance Decision to Refuse Medical
Treatment (ADRT) lacks in elegance (and succinctness) it certainly makes up for in
precision. This provides another reason to prefer the more cumbersome phrase ‘ADRT’ in

this thesis.

Sadly it is not only the inherent pitfalls of translation, which lie across linguistic divides,
problematic in the quest for accuracy. Professional cultures sometimes develop and employ
their own terminology such as the Advance Care Plan (“ACP”)® and Values History

(“VH”)?®. These are documents which are designed to record the treatment wishes of

% MP Van Wijmen and others, ‘Advance Directives in the Netherlands: An Empirical Contribution to
the Exploration of a Cross-Cultural Perspective on Advance Directives’ (2010) 24 Bioethics 118, 118
26 p Weller, New Law and Ethics in Mental Health Advance Directives: The Convention on the Rights
of Persons with Disabilities and the Right to Choose (Routledge 2012) 2; see T van Willigenburg and
PJJ Delaere, ‘Protecting Autonomy as Authenticity Using Ulysses Contracts’ (2005) 30 Journal of
Medicine and Philosophy 395; C Andreou, ‘Making a Clean Break: Addiction and Ulysses Contracts’
(2008) 22 Bioethics 25; | Gremmen and others, ‘Ulysses Arrangements in Psychiatry: A Matter of
Good Care?’ (2008) 34 Journal of Medical Ethics 77

2T R (Burke) v The GMC [2004] EWHC 1879 (Admin)

%8 see e.g. Royal College of Physicians Advance Care Planning (n 15); S Conroy and others,
‘Advance Care Planning: Concise Evidence-Based Guidelines’ (2009) 9 Clinical Medicine 76;
Department of Health, Advance Care Planning: A Guide for Health and Social Care Staff (The NHS
End of Life Care Programme, 2007)

2 see DJ Doukas and LB McCullough, ‘The Values History: The Evaluation of the Patient’s Values
and Advance Directives’ (1991) 32 Journal of Family Practice 145
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patients about their future medical treatment. Such documents may contain ADRTS, but
there is no requirement for them to do s0.%° In addition to stating any forms of treatment that
the patient would wish to refuse, ACPs may also contain details of how the patient would
like to be treated in a positive sense i.e. ways in which they would like their medical
practitioners to treat them and the kinds of medications that they would like to be prescribed.
Such requests are not binding.>! Moreover, providing treatment that is not considered
clinically indicated would likely be a breach of the clinical duty of care.

ADRTSs can therefore be housed under the taxonomic umbrella of Advance Care
Planning. To this extent, they are indeed similar to what might be termed as advance
statements or advance directives, but the crucial distinguishing feature and sine qua non of
ADRTSs is that they are legally binding. In contradistinction, other forms of advance
statements do not have binding force except in so far as they adhere to the relevant
provisions of the MCA. This distinction has important consequences when there is a conflict
between a proposed course of treatment and the anticipatory instrument and an ADRT with
legally binding force ought to offer greater theoretical protection to the will of the patient

than a non-binding instrument.

Anyone seeking greater definitional clarity from the leading medical law textbooks is
likely to be disappointed, as among them there is little consensus as to which phraseology
should be adopted. For example, Jackson states that “Sections 24 and 25 of the MCA deal
with advance directives, which are referred to as Advance Decisions (ADs) and defined in
section 24”;% Fennell adopts the terminology of the MCA in his textbook on Mental Health:
Law and Practice;*® Brazier and Cave® draw a distinction between advance decisions and
advance directives,® but do so under the in-text heading “Advance Directives” which is to
be found in the index of their book under the heading “Advance Decisions” (in which there
is no reference to “Advance Directives”).® By contrast, Herring®’ refers to “Advance
Decisions” in main text® but, rather confusingly, this passage is indexed under the heading

“advance directives”.® In another of Herring’s books on medical law* (“Medical Law”

% S Conroy and others, ‘Advance Care Planning: Concise Evidence-Based Guidelines’ (n 28)
31 R (Burke) (n 27)

32 E Jackson, Medical Law: Text, Cases and Materials (3rd ed, Oxford University Press 2013) 243
33 P Fennell, Mental Health: Law and Practice (2nd ed, Jordans 2011) paras 6.55-6.56

34 M Brazier and E Cave, Medicine, Patients and the Law (5th ed, Penguin Books 2011)

% ibid para 6.14

% ibid 589

37 J Herring, Medical Law and Ethics (5th ed, Oxford University Press 2014)

3 ¢.g. ibid 175-178

% ibid 641

40 J Herring, Medical Law (Oxford University Press 2011)
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2011) he uses the term “advance decision” in text and employs a compromise chimera
phrase “advance decisions/directives” in the index.** Jean McHale et al refer to “Advance
Directives” in their 2007 textbook in both the index*? and the main text*® where they state
that advance directives are “also known as living wills”.* Some confusion on the part of
students, practitioners and the public is therefore forgivable, but by no means commendable,
and is certainly to be avoided if possible. That is why the term used in this thesis will be the
mature and precise term for a refusal of consent to medical treatment, which is accepted in

English law from the Mental Capacity Act 2005 viz “advance decision” or ADRT.

Compounding the potential confusion that may arise through inconsistent use of
conceptual labels and through the close proximity of certain concepts to one another,
common understanding of ADRTs may be harmed by false information. On this point, it is
alarming that mistruths about ADRTSs have found their way into academic journals. In the
British Journal of Social Work (a peer reviewed academic journal) Stein and Fineberg claim
that:

“The Advance Decisions to Refuse Treatment (ADRT) process and
documentation also require formal legal involvement and registration in
order to be binding (Holman and Hockley, 2010).”%
This claim, made under the heading “Advance Care Planning in the UK” is totally false.
In England and Wales, the validity of ADRTs is not contingent on any “formal legal
involvement” (in fact section 24(2) states that ADRTSs can be written in layman’s terms with
no lesser binding effect) or registration and there is no formal mechanism for their
registration. Informing others of an ADRT may of course be advisable, as might the taking
of legal advice, but failing to do either of these things will not diminish the legal force of the
decision at all. In addition, treating the UK as having a uniform position in respect of

ADRTSs is erroneous: the MCA only operates in England and Wales.*

That such an erroneous claim could be published in an academic journal does not bode
well for any expectation that healthcare professionals, social workers or indeed the general
public, may have a clear and accurate understanding of the law. It raises the worrying

possibility that healthcare professionals who encounter statements that purport to be ADRTSs

L ibid 283-284

42 McHale J and others, Health Care Law: Text and Materials (2" edn, Sweet & Maxwell 2006) 1182
43 ibid 1078

4 ibid 1078

4 GL Stein, and IC Fineberg, ‘Advance Care Planning in the USA and UK: A Comparative Analysis
of Policy, Implementation and the Social Work Role’ (2013) 43 British Journal of Social Work 233,
239

46 MCA, s 68(4)
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and who may need to assess the purported ADRT’s validity and applicability will be misled
or confused through having read misinformation and might therefore provide unlawful

treatment to patients.

Academics and healthcare professionals are not the only groups who have been
inconsistent in the conceptual labels applied to ADRTS. It is apparent that the law courts too
are guilty of some muddlement of the concept. It is understandable that some of the
important cases on ADRTSs did not employ the terminology that would later be used in the
MCA. In HE v A Hospital NHS Trust,*” for instance, reference was made to ‘advance
directives’ rather than ADRTs.*® Harder to forgive are those judgments delivered after MCA
had come into force, but which fail to adopt the terminology of the current law. For example,
in Re E * the patient’s ADRT was referred to by her solicitors as a “living will” and this
terminology was unfortunately adopted by Senior Judge Lush.®® Although in the case
reference was made to the terminology of the MCA, it is difficult to understand why it was
felt necessary to employ a different label at a later stage in the judgment. Greater consistency

in the use of conceptual labels would be welcome.

Having gone to some effort to illustrate the variation in terminology that is used in this
area and having suggested why the practice of employing varied terminology is problematic,
it is apposite to turn to consider some of the law that underpins the law on ADRTSs. The
meaning and significance of mental capacity will be explored as part of this exercise at a
later point in this chapter, as will the concept of ‘best interests’ which is significant because
in lieu of an advance decision, treatment can be provided in accordance what is deemed to
be in accordance with a patient’s best interests. In addition to the discussion of these
important legal concepts, the details surrounding the recognition of advance decisions,
which is contained in the remainder of section 24 MCA and in sections 25-26 MCA, will
also be discussed later in this chapter. This will involve looking at when the law says that
advance decisions can be recognised as being valid and applicable to medical treatment.
However, before any of this, the law on consent to medical treatment must be discussed,
because it provides the legal basis for advance decisions. This will be discussed in the next

section.

47 [2003] EWHC 1017 (Fam)

48 [37] (Munby J)

49 [2014] EWCOP 27

50 [2014] EWCOP 27 [43] (Lush J)
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LEGAL BACKGROUND TO THE ENGLISH LAW ON ADVANCE
DECISIONS

CONSENT TO MEDICAL TREATMENT

The law of consent to medical treatment forms the bedrock of ADRTS, as the rights
accorded to a patient through ADRTSs are based on the patient right to refuse treatment
contemporaneously.®! It is therefore appropriate to set out how the law currently addresses
the question of consent to medical treatment in some detail. Greater discussion on the
development of the law on consent to treatment will be provided in the next chapter,
together with a discussion of the ethical underpinnings of the law in the respect for personal

autonomy.

Currently the law demands that any kind of touching involved in a medical procedure
process must be approved in advance of its application.® The most important way that the
kind of touching that is incidental to medical treatment can be authorised is through consent.
In acknowledging this point we are confronted with another conceptual uncertainty, as there
is no explicit statutory definition of consent in this area of law. Consent has been defined in
other areas of law, for example section 74 of the Sexual Offences Act 2003 states:

“For the purposes of this Part, a person consents if he agrees by choice, and
has the freedom and capacity to make that choice.”

However, the precise meaning of consent varies across different areas of law and there
have been calls for a greater level of consistency.>® Nonetheless, the common idea in the
understanding of consent is that there is agreement and authorisation for a specified act to
proceed, in circumstances where the party whose consent is sought is free to make a choice
as to whether to consent or not and has the mental capacity necessary to make that

decision.>

In simple terms, adults who have mental capacity, in respect of a specific treatment-
decision, are entitled to refuse that treatment, with full legal force, for any reason or indeed

for no reason at all.>® This holds true even if the refusal of treatment is likely to lead to the

51 MCA, s 26(1)

52 Collins v Wilcock [1984] 3 All ER 374 at 378 (Robert Goff LJ)

53 C Elliott and C De Than, ‘The Case for a Rational Reconstruction of Consent in Criminal Law’
(2007) 70 The Modern Law Review 225

% Re T (Adult: Refusal of Treatment) [1993] Fam 95 (CA)

%5 ibid 113 (Donaldson of Lymington MR)
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death of the patient or a viable foetus (a state of affairs not “axiomatic”® but arising by
virtue of legal recognition).>” Arguments in favour of so-called ‘normative consent’ (which
says that where a person has a moral duty to consent, any refusal they make is potentially
void)®® hold no weight in English law. Moreover, the patient is under no obligation to justify

their decision to refuse treatment to any other person.®

Consent is recognised as ambulatory in law.%° This construction is consistent with the
underlying principle that the law aims to protect in upholding the right of each individual to
determine what can be done to her by way of medical intervention. This means that a person
who withdraws their consent mid-way through a procedure ought to be able to expect that
the procedure should be stopped within a reasonable time, because their withdrawal of
consent during the procedure ought to have the same force as the refusal prior to the
procedure.®* Any refusal of treatment is of course only binding in as far as the patient does

not change their mind in the intervening period.®2

The ordinary requirement that medical procedures must be conducted on the basis of
informed patient consent is protected through law in two ways. One aspect of legal
protection arises through battery which is both a criminal offence in English law as well as a
civil wrong.%® The courts have been reticent to treat medical cases where there has been a
lack of consent under the heading of battery. In most cases, the deficiency in the consent

procedure will not be so fundamental as to invoke a claim in battery.54

By far the most important legal mechanism for protecting the consent process is
negligence. Conceptually, this is unsatisfactory, as the wrong that eventuates through failing
to ensure adequate consent before providing medical treatment is surely ought to be

considered as a wrong not because the medical practitioner has failed to adhere to the

% Contra J Samanta and A Samanta, Medical Law (2nd edn, Palgrave Macmillan 2015) 428" St
George’s NHS Trust v S [1999] Fam 26; Re MB (1997) 38 BMLR 175

57 St George’s NHS Trust v S [1999] Fam 26; Re MB (1997) 38 BMLR 175

% see B Saunders, 'Normative Consent and Opt-Out Organ Donation' (2009) 36 Journal of Medical
Ethics 84, 85-86

59 Wye Valley NHS Trust v B (Rev 1) [2015] EWCOP 60, [5] (Peter Jackson J)

60 See Cooper and Schaub [1994] Crim LR 531; Sexual Offences Act 2003 s 79(2) c.42; R v Ashlee
2006 CarswellAlta 1076 [25]

61 Ciarlariello v Schacter [1993] 2 SCR 119, 135

62 MCA, s 24(3)

83 Airedale NHS Trust v Bland [1993] AC 789 (HL) 882 (Browne-Wilkinson LJ)

64 Chatterton v Gerson [1981] 1 All ER 257; Hills v Potter [1984] 1 WLR 641
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standards of their profession (as is the basis of the claim in the tort of negligence) but rather

that they have failed to respect the autonomy and physical integrity of the patient.®®

The development of this area of law and the values it protects will receive further
discussion in Chapter Two. For current purposes it can be observed that the logic of consent,
embraced by English law, prioritises the lattermost decision in time and fully accepts the
right to revoke the decision while capacity is retained.®® The problem arises when we accept
the idea that not all people are recognised as being autonomous and that people who are
autonomous may lose their autonomy, through their loss of their capacity. There is no
guarantee that those who have capacity in relation to a specific decision at one time will
necessarily continue to have capacity in future, when they may wish to change their minds.
And when we consider the refusal of future treatment, it has long been recognised that it is
possible refuse treatment prospectively as well as contemporaneously.5’ ADRTs therefore
provide a means of “[c]utting across the dichotomy between the competent and
incompetent™®® through “a logical and appropriate continuation of respect for a patient's
individual autonomy in matters of medical treatment”® and present themselves as possible
solution for those who fear being provided with treatment that they do not want after they
have lost capacity. This is the strongest legal reason for accepting the right to refuse medical

treatment.”®

The recognition of ADRTs might not only be seen as a logical extension of a legal
principle and normative argument, but also as concession to pragmatism. It is not at all
uncommon for people to people make decisions which are intended to take future effect, or
apply to future conditions. Indeed, most decisions about healthcare are actually anticipatory

decisions as there will usually be some temporal interlude between the communication of the

8 T K Feng, ‘Failure of Medical Advice: Trespass Or Negligence’ (1987) 7 Legal Studies 149

8 HE v Hospital NHS Trust [2003] EWHC 1017 (Fam) [38] (Munby J)

®7ibid; Bland (n 63) (CA) 816-817 (Butler-Sloss LJ)

8 R (Burke) (n 27) [43] (Munby J)

8 Joint Committee on the Draft Mental Incapacity Bill, ‘Draft Mental Incapacity Bill: Volume 1°, HL
(2002-2003) 189-1, HC (2002-2003) 1083-I para 199; see also Re AK (Medical Treatment: Consent)
[2001] 1 FLR 129 (Fam) 41; HE v Hospital NHS Trust (n 66) [37] (Munby J); Wv M (n 11) [226]
(Baker J)

0 see AR Maclean, ‘Advance Directives, Future Selves and Decision-Making’ (2006) 14 Medical
Law Review 291, 291-295; HE v Hospital NHS Trust (n 66) [37] (Munby J); W Healthcare NHS
Trust v KH [2004] EWCA Civ 1324 [15] (Brooke LJ); R Andorno, N Biller-Andorno and S Brauer,
‘Advance Health Care Directives: Towards a Coordinated European Policy?’ (2009) 16 European
Journal of Health Law 207, 208; P Lack, N Biller-Andorno and S Brauer (eds), Advance Directives
(Springer Science & Business Media 2013) vi; C Johnston, ‘Advance Decision Making — Rhetoric or
Reality?” (2014) 34 Legal Studies 497, 497-499; Department of Health (n 28) 10; see also R
Huxtable, Law, Ethics and Compromise at the Limits of Life: To Treat or Not to Treat? (Routledge
2013) 65
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decision and the administration of the proposed activity, be that treatment or examination,
and the action to which the consent relates should occur at some point in the future.
However, the kind of ADRT under discussion here are those which only take effect upon the
loss of mental capacity, because such ADRTs necessarily cannot be revoked past the
moment from which they take binding effect (again, unless capacity is regained).” In this
sense, they represent decisions which might warrant more serious thought on the part of the
decision-maker/patient than contemporaneous treatment decisions. This would seem
particularly appropriate, as unlike other forms of future medical decision, these ADRTS are
applicable in circumstances in which the creator is not able to change her decision with legal
effect during the treatment process itself (unless capacity is regained).

One of the most prominent and limiting features of the law on consent to treatment in
English law is that the right to refuse treatment is recognised in negative terms; patients have
no right to demand treatment.”> This point is well illustrated by the case of R (Burke) v
General Medical Council.”® The case arose from a challenge that was made to the
classification of artificial nutrition and hydration as a form of medical treatment it was said
that where doctor is asked provide treatment that is “not clinically indicated he is not
required (i.e. he is under no legal obligation) to provide it”.”* A similar point was also made
in Re J (A Minor) (Child in Care: Medical Treatment)’ where there was a question as to
whether the court’s inherent jurisdiction could be used to override the “bona fide clinical
judgment of the practitioner concerned”’® regarding whether to continue life-saving or life
supporting treatment for a seriously ill infant with multiple morbidities. Moreover, the

provision of treatment that is not in a patient’s best interests would be unlawful.”’

This explains why the law can protect ADRTS, but cannot treat advance requests for
treatment as binding. If these requests for treatment were binding it would create a disparity

between the law on anticipated treatment and the on current treatment, without justification.

In addition to confining the law of consent to treatment to the negative right to refuse

33

rather than to demand treatment, Grubb has also suggested that patient’s “probably” cannot

"L HE v Hospital NHS Trust (n 66) (Fam) [38] (Munby J)

2Re T (n 54) 112 (Donaldson MRY); Bland (n 63) (HL) 864 (Goff LJ); AC v Berkshire West Primary
Care Trust [2010] EWHC 1162; R (Burke) (n 27); see also D Wendler, 'Are physicians obligated
always to act in the patient's best interests?' (2010) 36 Journal of Medical Ethics 66

3 [2005] EWCA Civ 1003

™ ibid [50] (Lord Phillips MR)

511993] Fam 15

76 ibid 26-27 (Donaldson of Lymington MR)

7 Aintree University Hospitals NHS Foundation Trust v James [2013] UKSC 67 [19] (Hale LJ)
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refuse “what is often termed as ‘nursing care’”.”® It would be unlikely that someone would
wish to refuse this kind of palliative care in any case, but if this Grubb is correct, then
logically, it would not be possible to refuse this kind of care through an ADRT either. This
conclusion is also supported by the MCA code (to which anyone providing treatment to an
incapacitated adult must ‘have regard’)’® which indicates that an ADRT cannot be used to

refuse “basic or essential care”.®°

Perhaps the next most significant restrictions on the availability of ADRTSs are that they
cannot be created by children or by those who lack mental capacity to make the relevant
decision.®! This reflects the rule that children generally lack the right to refuse treatment that
is in their best interests®? and similarly, adults who lack mental capacity to make the specific
decision in question can be provided with treatment in their best interests.®® However, there
is no provision to allow Gillick-competent®* children to create an ADRT and it is not
impossible to envisage circumstances in which a child may wish to create an ADRT (e.g.
following the diagnosis of a terminal illness) and on this point English law stands in contrast
to Belgian law under which it is not only possible for children to make ADRTSs, but also to

make advance requests for euthanasia.®

This position is consistent with the rights that children enjoy in relation to consent to
contemporaneous treatment. In such cases, children can consent to treatment if they can
demonstrate that they have capacity,®® but they do not have the same rights as adults to
refuse consent treatment. Lord Hoffmann remarked in Bland, “English law is, as one would
expect, paternalist towards minors. But it upholds the autonomy of adults”.®” The court
retains the power to override a refusal of treatment from a minor in his or her best interests

where that refusal of treatment would be likely to result in serious injury or death.®

In respect of adults, the qualification on the right to refuse treatment that has the greatest

potential effect is that the right can only be enjoyed by those who have mental capacity.

A Grubb ‘United Kingdom: Treatment Without Consent: Adult: Re T (Adult: Refusal of
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Restricting the right to refuse treatment to those with capacity is a significant deviation from
the trajectory of the political project aimed at granting individuals greater control and
responsibility over their lives through choice,®® while restricting patriarchal control. Central
among the reasons for granting the right to create ADRTS is to provide a means for resting

back control over medical treatment during a period of incapacity.

In the foregoing discussion | have sought to explain why the concept of mental capacity
holds a central place in the law on consent to treatment and a fortiori to the law on ADRTS.
In the next section, I will turn to explain how the law defines mental capacity and the tests

the law institutes for its assessment.

CAPACITY

One of the most important principles of the MCA is that everyone is presumed to have
mental capacity unless they are found to lack capacity.®® A finding that a person lacks
capacity can only be made upon assessment and in relation to a specific decision.®*As
discussed above, a finding that an individual lacks capacity is the primary way in which any
person can lose the right to refuse treatment (this right might also be lost in the event that the
person is being detained under the Mental Health Act 1983 (“MHA”) for the assessment or
treatment of a mental disorder). As such, the construction of capacity and the rules

governing its assessment are of great legal and practical significance.

If a patient is found to lack capacity in respect of a specific treatment decision, she can
be given treatment that is in her best interests notwithstanding her refusal of treatment. This
possibility marks a radical departure from the legal rights enjoyed by adults with capacity
and given that capacity is a quality that is dependent on a ‘functional test’ (which will be
discussed later in this section) rather than a particular status, it is possible that any individual
may lack capacity at a future point in time. Adult persons who satisfy the test of capacity are
accorded the full support of the law in denying any medical intervention to which they do

not consent.? Patients need give no reason for any refusal of treatment and if they do give a

8 K Veitch, ‘The Government of Health Care and the Politics of Patient Empowerment: New Labour
and the NHS Reform Agenda in England’ (2010) 32(3) Law & Policy 313; K Veitch, The Jurisdiction
of Medical Law (n 8) 42-47

% MCA, s 1(2)
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35; (2014) 140 BMLR 41~ (2015) 23(4) Medical Law Review 659; T Hayes, ‘Balancing Principles,
Forcing Food: Self-Determination and Best Interests’ (n 13)
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reason, there is no requirement that it be rational, or moral.** The possibility that capacity
might be lost in future and might be averse to receiving treatment that might otherwise be

provided in his or her best interests is the sole raison d’étre of the ADRT.

The current law that governs mental capacity in England and Wales is found in the
MCA. One of the central objectives of the MCA was to draw together the common law on
capacity into one statute.’ The pursuit of that objective has meant that the MCA addresses
matters beyond the provision of medical treatment, but those matters will be the focus of the
discussion here. To begin with, section 1 lists some general principles that apply.

1 The principles
(1) The following principles apply for the purposes of this Act.

(2) A person must be assumed to have capacity unless it is established that
he lacks capacity.

(3) A person is not to be treated as unable to make a decision unless all
practicable steps to help him to do so have been taken without success.

(4) A person is not to be treated as unable to make a decision merely because
he makes an unwise decision.

(5) 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.

(6) Before the act is done, or the decision is made, regard must be had to
whether the purpose for which it is needed can be as effectively achieved in
a way that is less restrictive of the person’s rights and freedom of action.

Perhaps the most important of these principles is that no one can be deemed as lacking
in capacity unless this is proven in relation to a specific decision.® This is a principle that
reflects the pre-existing common law position.®® Its effect is that the evidential burden of
establishing incapacity falls on the party who contests the capacity of the patient. Section
1(3) imposes an obligation to assist a person in arriving at a decision before concluding that
they lack capacity to decide. Section 1(4) rearticulates the common law position from Re T
that the perceived wisdom of a decision is not to be considered as a factor in the assessment
of capacity.®” A post-MCA example of the application in this section can be seen in Heart of

England v JB in which it was said that the “isolated instances of eccentric reasoning” were

% Re T (n 54); Wye Valley NHS Trust v B (n 59)

% The Law Commission Mental Incapacity (LC231, 1995); Explanatory Notes to the Mental Capacity
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not sufficient evidence from which incapacity could be deduced.®® Section 1(5) demands that
decisions are made in the best interests of those who lack capacity. It has been suggested that
that section 1(5) impliedly precludes the possibility of relying on ADRTS that are not in
accordance with the best interests where a person has changed so much since creating the
ADRT that they might be considered to be a different person.®® However, such a reading of
the law would render the provisions of sections 24-26 MCA redundant and is at odds with
the way the law has subsequently been interpreted.® On the basis that Parliament would not
have gone to the trouble of debating and enacting redundant legislative provisions, section
1(5) cannot be read in such a way as to require the terms of ADRTSs to conform with the best
interests test (from section 4 MCA).

Section 1(6) sets out a principle of minimum intervention in seeking to achieve a
person’s best interests in order to maximise the “rights and freedom of action” of the person
being treated. The application of this principle can be seen clearly in applications for
sterilisation which have been dismissed by the courts such as A Local Authority v K*®and Re
A (Medical Treatment: Male Sterilisation)!°? where the courts decided that there were other,

less invasive, ways that could be employed to avoid conception.

One principle not directly stated but which can be identified from the totality of the
provisions in section 1, and in the MCA more generally, is that of functionalism. The
functionalist doctrine prescribes a test for capacity based on the ability of the assessed
person to function and can be contrasted with the status-based approach, which is grounded
in the contention that capacity can be discerned from a person’s status (particularly in
relation to any mental health diagnoses).!® The ‘status approach’ can be considered
problematic because evidence of a mental disorder does not necessarily, and of itself, render
a person incapable of making decisions. Under the auspices of the functionalism, whether
the patient has a mental disorder is considered irrelevant (although they must be suffering an
“impairment of, or a disturbance in the functioning of, the mind or brain”%), as is all the
patient history irrelevant. The main concern is whether the patient can satisfy prescribed

tests which are used to identify competence to make the particular decision being faced. This

% Heart of England NHS Foundation Trust v JB [2014] EWCOP 342, [40] (Peter Jackson J)
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is related to the principle that no one is to be treated as being unable to make a decision
merely on the basis that the decision they wish to make may be considered unwise.'® The
functionalist credentials of the MCA are made plain in section 2 which describes when a

person lacks capacity:

2 People who lack capacity

(1) For the purposes of this Act, 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.

The MCA code of practice lists dementia, learning difficulties and the “symptoms of
alcohol or drug use” among other things as factors which may lead to the relevant kind of
“impairment of, or a disturbance in the functioning, of the mind or brain”.1% Section 2(2)
makes clear that the relevant kind of impairment or disturbance can be of a transient nature
or of a longer lasting nature. The relevant kind of impairment or disturbance must be
established as part of the assessment of capacity prior to considering the next question,
which is whether the disturbance or impairment has caused the person to be unable to make

a decision.

The current test for determining whether a person is unable to make a decision is found
in section 3 MCA and owes much to the three stage test propounded by Thorpe J in Re C*’
viz 1) whether the patient can comprehend and retain the relevant information, 2) whether
the patient believes the information being given to them and 3) whether the patient can
weigh and balance the information they have received in order to arrive at a decision.
Section 3 of the MCA states:

3 Inability to make decisions

(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

105 MCA, s 1(4)
106 Department for Constitutional Affairs (n 80) para 4.12
107 Re C (Adult: Refusal of Medical Treatment) [1994] 1 All ER 819 (Fam)
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(d) to communicate his decision (whether by talking, using sign language or
any other means).

The first requirement of the test is that the person being assessed must be able to
“understand the information relevant to the decision”.X® This is aimed at ensuring that those
making decisions are able to do so on an informed basis. The MCA makes clear that this is
not a requirement to be able to retain the information permanently. Section 3(3) MCA states
that no one is to be treated as being unable to make a decision where they only retain the
relevant information for a “short period”, indeed the information need only be retained for as
long as is necessary to make the decision.’® The prominent place of these informational tests
reflects the great weight bestowed upon the communication of information as part of the

consent process. The next requirement is that the person must retain that information.

Section 3(4) provides an indication of the kind of information that is material to the
capacity assessment. It states that the relevant information includes “information about the
reasonably foreseeable consequences of — a) deciding one way or another b) failing to make
a decision”. In the case of A Local Authority v A™® Bodey J opined that “wider social
consequences”'! should not be included in the purview of the information required to make
the decision and that where a decision can be construed as a medical decision, it is the

“proximate medical issues”**2 which comprises the relevant information.

The requirement for the information to be ‘believed’ that was espoused in Re C has not
been replicated in s.3 of the MCA. However, it has been argued that a person who does not
believe in the information that is presented to them would still fail the test of capacity under
the new law on either section 3(1)(a) or section 3(1)(c).!*® The belief criterion found in the
pre-MCA version of the test for capacity was also alluded to in the 2014 case A NHS
Foundation Trust v Ms X (By Her Litigation Friend, the Official Solicitor)!** as part of a
capacity assessment made by Dr A (a consultant psychiatrist who was held out as being
experienced in making such assessments).!*® This insistence on the belief criterion was

erroneous, but of no material consequence in that case.

195 3(1)(a)
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One important objection to the reliance on these tests for capacity is that whether the
patient can satisfy the tests may be heavily influenced by the adequacy of the
communication and presentation of that information by the healthcare professional
(“HCP>).1¢ Chapter Three of the MCA Code of Practice sets out how people should be
helped to make decisions. It explains how information can be presented to make it easier for
patients to understand and how people should be given time and support to make their
decisions. The aspiration is very noble, but it is by no means certain that this advice is
adopted in practice and unless a case is brought to the attention of a court or an ethics
committee, it is unlikely that a capacity assessment will be scrutinised. Consequently there
is a considerable component of what is being tested here which is not entirely attributable to
the patient. In this respect, these first two criteria could also serve as a test for the
competence of the HCPs communication; however the substantive consequence of failing
the test is only directly felt by the patient, and not the HCP.

The third requirement in the assessment criteria is that the patient must be able to weigh
and balance the information given to them. This criterion is said to require “emotional

competence™’

on the part of the patient. However, the patient’s ability to demonstrate this
will be looked at from the perspective of, in the first instance, the assessor, and ultimately,
the court and these perspectives are value-laden prisms.1!8 It may be difficult for the assessor
to detach themselves from their own opinion on what weight should be given to the relevant
factors (particularly as the assessor is likely to be the HCP who has proposed the particular
treatment).!® This may be a particular risk where the outcome of the decision may risk the
life of the patient.!?° This is perhaps the most controversial element of the test for capacity,
because it intrudes so far into the patient’s judgement process and gives the appearance of
prescribing certain decision-making criteria of the kind that cannot be required of those with
mental capacity.’® Herein lies the paradox: one who has capacity is free to make an
unbalanced judgement, but where capacity is under examination, evidence that the material

decision is unbalanced is evidence, in part, that capacity is lacking.

In a more fundamental sense, we might ask why a person should be required to weigh

and balance information before making a decision. What is wrong with making snap
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decisions? What is wrong with making decisions on the basis of intuition without comparing
alternative possibilities? Indeed, society promotes some decisions to be made under
conditions which are known to militate against rationality. For example, it is commonly
thought that people get married because they have fallen in love, but (even accepting the
empirical veracity of this) we know that love can become delusional'?? and yet “we allow
people to consent to marriage who are ‘madly’ in love”.'?® Arguably, the bias in favour of
the decisions involving weight and balance promotes a certain kind of decision-making and
excludes the making of ‘irrational’ decisions. This is to be contrasted with the way in which
the principle of individual autonomy is construed in law as allowing a person to make a
decision for any reason, even ones which are irrational, or no reason at all.*** Coupled with
this, the foundation of the MCA (which has codified the old law'?® and many of the
principles already to be found in the common law%) is the doctrine of functionalism.'?” The
functionalist aspirations of the MCA can be seen in the provisions that ensure that people
should not be treated as though they lack capacity based on assumptions relating to their
behaviour.!? Instead the focus is on the ability to process information (s.3) and this focus

prevents untested behavioural assumptions being used to deny a person’s capacity.

Although the functionalist approach can be implied in the written law, this is no
guarantee that functionalism will be realised in practice. Where the reasons underlying a
decision are deemed to be absurd or irrational, there would seem to be a greater likelihood
that capacity will be scrutinised more closely. And given that those who will be placing it
under scrutiny (at least in the first instance) by those who have some cause to doubt
capacity, it would seem that there would be a greater likelihood that capacity would be
found lacking. Because whatever picture of disinterested functionalism is painted, assessing
capacity is ultimately a normative endeavour'®® and by denying capacity under certain
conditions, but not others, a view is declared regarding which kind of decisions are good, as

well as which kind of conditions are necessary for good decision-making.
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Suspicions over the true commitment to a functionalist standpoint may be fuelled by part
of the recommendations of Joint Parliamentary Committee’s report on the Mental Incapacity

Bill**°, which stated:

We recognise that advance decisions which they may not otherwise wish to
make may be made by those suffering from depression, stress or other
conditions that would affect their judgment... We therefore recommend that
the Codes of Practice should require doctors to satisfy themselves that any
advance refusal of treatment is valid and applicable.'*!

The implied message is that people who are suffering from depression or even mere
stress are not competent to make valid advance directives and that HCPs can rely on
evidence of such a state of mind at the material time in order to avoid being bound by any
such decision. Plainly this message is at odds with the functionalist approach and the spirit
of the provisions of section 4 of the MCA. It might also be questioned whether a true

functionalism is really possible in practice.

Moreover, special concerns have been raised over the assessment of capacity of
psychiatric patients!*? and Haywood has also argued that in practice it may be difficult to
dissociate the existence of a mental disorder from the assessment of capacity because “there
is a view among judges that the very nature of the underlying mental illness from which a
patient is suffering makes it impossible to meet the functional requirement of using and
weighing the relevant information to make a decision”.**® This lends to the suspicion that
test for capacity is not merely a scientific test of cognitive functionality, but a “moral”

test.34

Concerns over the strict adherence to functionalist pretentions aside, the MCA also adds
a new stage to the old common law test from Re C: the requirement that the patient must be
able to communicate their decision. The MCA explanatory notes also suggest that section
3(1)(d) is a “residual category” and that it will “only affect a small number of persons”.:*® At
face value this provision seems sensible, but in practice, the ability to communicate a
decision may be affected by factors which are beyond the control of the patient. In order to

attempt to counteract the possibility that a person could be unfairly denied her or his
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opportunity to make a choice, the MCA imposes an obligation to take “all practicable steps”
have been taken to help the person to make the decision. It is slightly unclear as to what all
practical steps may mean in day-to-day reality with all the time pressures of modern medical
practice. If a very restrictive view is taken as to what constitutes “all practicable steps” a
person with a stammer, for example, may be rendered incompetent by an impatient or
unsympathetic HCP. This requirement also could deny the legal rights of some patients, such
as those in a persistent vegetative state, who might be able to communicate, where they can
be provided with the technological means to do so.1*

Theoretically these problems are set to arise frequently as capacity should be established
prior to each occasion on which consent is sought and as has already been discussed, any
patient wishing to create an ADRT must have capacity and it must be shown that they have
lost capacity before the ADRT will come into actual effect. However, the Code of Practice®®
states that a full assessment should only be made where capacity is in doubt.’® Again
though, it seems implicit that the party casting doubt will be an HCP and the discretion that
this affords them surely beholds a significant retention of systemic paternalism. So it can be
seen that the repeated invocation of the tests for incapacity could be used instrumentally, in
order to create self-doubt in the mind of the patient and pressurise them to comply. For if an
HCP decides to test the patient’s capacity following their refusal to undergo a specific form
of treatment, even if the patient is found to have capacity, an air of suspicion will have been
raised over his or her mental capacity. This suspicion may be implied in the written records
that the doctor makes and may be transmitted to other healthcare professionals, which may,
in turn, influence their perception of the patient.!*® The influence of this suspicion is
heightened by the fact that it is made by a well-respected class of person (a doctor or HCP)
and is made during the course of a professional activity which considered of great social
utility: the practice of medicine. The ultimate consequence may be that the patient will be
found to lack capacity and those who test for capacity may find the result they sought.

The courts have noted that there is a danger that those who perform capacity

assessments may have a bias towards protecting the patient, because that is one of the central
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functions of their job.*® Moreover, it should be remembered that the assessment of capacity
is something that happens routinely without going to court!*! and many assessments of
capacity are unlikely to receive legal scrutiny. Problems such as these pre-existed the MCA
framework, particularly in relation to decisions where life-saving treatment was being
refused, people were found to lack in capacity e.g. Re E.}*? This brought into plain view the
tension between the law’s commitment to autonomy and its commitment to the sanctity of
life.** However, it has also been suggested that in other cases, such as Re C, the courts have
not found capacity lacking where the patient has refused life-saving treatment, because the
life of that particular patient is implicitly not considered to be of sufficiently great value.!#*
The possibility that there could be some truth in such a suggestion demands that we give
greater thought to the level of discretion available to HCPs and the courts in determining

capacity.

This is not to suggest any malevolent attitude on the part of the HCP, but when HCPs
carry out capacity assessments, they will be doing so in a particular environment, with a
particular professional identity and may thus embody certain values, which, in turn, may
have some effect on their assessment.1*® This is not the fault of HCPs it is merely to be
expected. But we must therefore be alive to the fact that the decision to declare another
person incapable of making a specific decision may be motivated by personal opinion
regarding what is best for that person. If it is known that a certain kind of treatment is
commonly indicated as being within a person’s best interests in a given situation as is facing
the patient under assessment, which the assessor also considers best for the patient, there
may be some motivation to find the patient lacking in capacity, because then the best
interests treatment could be provided (even if it went against the will of the patient). Indeed,
in relation to mental disorders, it has been found that where treatment is refused, capacity is
found to be lacking on more than 90% of instances.'*® At first sight, ADRTs might be
thought of as a way to nullify such a problem, for if the HCP (assessor) does consider there
to be a lack of capacity in relation to a specific decision, then the ADRT, in so far as it

speaks to the circumstances of the decision, should take effect. However, if the patient does
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have such an ADRT, there may be a motivation, in addition to finding the patient incapable
of making the relevant decision, to find fault with the ADRT. One way to do this would be
for the HCP to cast doubt on the capacity of the same person both at the time that they
present themselves, but also at the time that they created the ADRT itself. A successful
argument in relation to both of these factors would result in the ability to provide treatment

to the patient in accordance with her best interests.

Added to the concerns that HCPs may be motivated to find capacity lacking, there
remains the considerable concern that those assessing capacity may not know how to assess
it correctly.**” For instance, in NHS Trust v T (Adult Patient: Refusal of Treatment)'*® the
consultant psychiatrist who interviewed the patient who had signed an ADRT said: “I say
she does not have the capacity because she is affected by [borderline] personality
disorder” **°A person is not to be deemed to lack capacity merely on the strength of a
diagnosed mental disorder. However, similar objections might be raised against Wall P’s
judgment in DH NHS Foundation Trust v PS* where he concluded from a psychiatrist’s
report that PS did not have mental capacity “to make decisions concerning her future
medical treatment”.*®* The MCA is concerned with capacity at the point of making a specific

decision®®2, not future decisions in general.

MENTAL CAPACITY ASSESSMENT AND ADRTS

Various problems with these criteria, which cannot be explored in detail here*, but
given that the test for capacity is of such importance for the validity of ADRTs something
must be said. This is because assessment of capacity is relevant on at least two separate
occasions for ADRTSs: at the moment of their creation® and at the moment of their
application.*® This double relevance of assessment compounds problems associated with
each separate aspect of the test. But there is an additional difficulty here, because at least one
assessment of capacity is likely to be retrospective (unless the patient had their ADRT
witnessed by an HCP or had other evidence that they had capacity at the material time) this

means that the assessment must be made based on current information about a previous state
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of mind, which may often be sparse and incomplete. This requires assessors to make

important judgments with limited evidence.*®

This places anyone wishing to create an ADRT in an invidious position, because they
must express their decision in a clear and precise way if it is to be recognised as valid®” and
naturally the author may wish to offer the reasons for their decision to demonstrate that they
comprehend the kind of medical treatment which they are minded to decline. However, in
doing so, it would be legitimate to have concern that the reasons given might not be
considered sound or rational by others. Indeed, anyone making an ADRT will necessarily
reason differently from what they anticipate others would consider to be in their best
interests. In turn, it is possible that such people may be discouraged from making an ADRT,
if they consider that their decision, or the reasons for it, may cast doubt on their mental

constitution.

At the beginning of this section, it was emphasised that the concept of capacity and the
rules surrounding its assessment are of great importance for the law on ADRTS, because
mental capacity is a fundamental condition on the creation of ADRTSs. Its importance is so
great in this area, because a person must have capacity to create an ADRT®® in the first
place and must lack mental capacity before the ADRT can take binding effect as a refusal of
treatment.® It is for this reason that it has been vital to look at some of the defects in the law
on capacity and its assessment. The commonality of the concerns that have been identified
and discussed thus far is their paternalism. Providing greater power and discretion to HCPs
in the assessment of capacity and of the validity of ADRTS increases the fragility of the
patient’s right to autonomy in practice insofar as ADRTS are designed to increase patient
autonomy (or self-determination, or choice, or empowerment etc). These themes will be

considered further in the second part of this thesis.

However, any fears of patient’s the will being substituted with that of the HCP can be
somewhat allayed, because where capacity is lacking, treatment can only be given if it is in
accordance with the best interests of the patient.’®®© The modern conceptualisation of best
interests is designed at creating a significant protective boundary from the decision-making

of the HCP. Furthermore, as shall be seen in the next section, the patient’s own views have

1% See R Heywood, ‘Revisiting Advance Decision Making Under the Mental Capacity Act 2005: A
Tale of Mixed Messages’ (n 133) 91

157 MCA, s 25(4)

158 MCA, s 24(1)

159 MCA, s 25(3)

160 MCA, s 1(5)
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taken on an even more prominent role since the enactment of the MCA. This change is well
aligned with the more general move towards increased patient rights and patient choice.®!
Given this, it becomes crucial to explore further the meaning of the legal conceptualisation

of best interests.

BEST INTERESTS

In stark contrast to the legal position that governs mentally competent adults, persons
who lack capacity can be given treatment if that treatment is shown to be in their ‘best
interests’.2®2 Indeed, HCPs are under a duty to provide patients with treatment that is
clinically indicated and in best interests of the patient.’®® Therefore, it is important to have

some appreciation of how best interests are determined.

Best interests treatments were once determined in accordance with the Bolam test.?6
This test required a doctor to be able to prove that, under the same circumstances, “a
responsible body of medical men” ¥ would have thought the same treatment to be proper,
for the court to recognise that they had acted in accordance with their duty of care. As such,
it was very difficult for the claimant to prove that any treatment given was not in his or her
best interests. This gave doctors near total control in deciding what treatment to administer

where capacity was lacking.1%®

It has been argued that Bolam could have been interpreted imposing a normative
standard on the medical profession (i.e. setting a standard to which practitioners should
adhere), but it was instead interpreted as merely placing an onus on medical practitioners to
prove that their actions were in accordance the standard of care that was observably normal
in practice.'®” Such an interpretation would have enabled the courts to intervene more readily
to regulate medical standards through the imposition of external norms. However,
subsequent legal developments, particularly the case of Bolitho, have largely achieved that

goal and have reined-in the power of medics in the determination of best interests by

161 see Montgomery v Lanarkshire Health Board [2015] UKSC 11 [75] (Kerr and Reid LLJ); see K
Veitch, ‘The Government of Health Care and the Politics of Patient Empowerment: New Labour and
the NHS Reform Agenda in England’ (n 89)
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165 Bolam v Friern Hospital Management Committee [1957] 2 All ER 118 (QBD) 122
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introducing the onto the Bolam test the rider that demands that the standards of medical

practice must withstand logical scrutiny.1®8

Section 4 of the MCA now stipulates a number of factors that must be taken into account
in the assessment of best interests. Notably, it has made extra-clinical matters relevant such
as the emotional and social impact of the treatment to consider in the determination of best
interests.'®® Significantly, HCPs are now under a duty to consider the preferences of the
individual and to take reasonable steps to establish what those preferences would have been

where that person cannot express them for themselves."™

These various factors are to be assessed in relation to the ‘balance sheet’ approach
advocated in Re A (Male Sterilisation)'”*, which involves consideration of the pros and cons
of each particular possible treatment, which fall within the range of treatments available
under a Bolam assessment!’2, on a balance sheet before deciding on whether the treatment
should be provided.*”®

This appears to be an even-handed and sensible way of finding out what is in a person’s
best interests. However, the decision as to what weight to give these preferences is
ultimately one for the courts to make. Mr Justice Munby made clear in ITW v Z that the
weight that would be given to patient preferences would vary from case to case.’’* He also
suggested that the weight that should be attached to the patient’s own views could vary with
the degree of their incapacity and an assessment as to whether the views are sensible.!”®
Such a position can be read in contrast to the fierce defences of the right to refuse treatment

espoused some cases on consent to treatment.

The question of how much weight to accord to the patient’s own wishes becomes
particularly acute when there is a conflict between the wishes of the patient and medical
opinion. Clearly, for all its simplistic appeal, the ‘balance sheet’ approach still requires the
taking of normative decisions and therefore reasons which may be very important to some

people may be accorded ‘no weight’ on the normative outlook of HCPs or the courts. This is

168 Bolitho v City and Hackney HA [1998] AC 232, 243 (Browne-Wilkinson LJ); see also M Brazier
and J Miola, ‘Bye-Bye Bolam: A Medical Litigation Revolution?” (2000) 8 Medical Law Review 85
189 MCA, ss 4(1)-(7); Department for Constitutional Affairs (n 80) paras 5.13-5.15

10 MCA, s 4(6)

17112000] 1 FLR 549 (CA)
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illustrated in the case of NHS Trust v T (Adult Patient: Refusal of Treatment ).}® The court
was asked to grant an interim declaration against the patient’s purported ADRT and to
permit her carers to administer treatment. The declaration was granted because, after
balancing a number of factors, the scales tipped in favour of providing treatment (which was
considered life-saving). In his judgment, Judge Charles gave “no weight” and no “great
weight” respectively for the two reasons that she provided in refusing treatment (she thought
that her blood was evil and she thought that the patient was in a vicious cycle of
circumstance which she felt she could not endure) in the assessment of her best interests.*’’
This notwithstanding the fact that factors which relate to the patient’s views and beliefs are
required to be taken into account (according to the MCA code of practice'’) in the
assessment of best interests. In this case, it appeared that this requirement did not present
any kind of obstacle to the overriding of her wishes. If such factors can be quite so easily
dismissed, it must be questioned exactly how much of a safeguard this new requirement is.

Examples such as these show a certain reluctance to retreat too far from traditional
paternalistic reasoning. Jackson highlights the central tension surrounding the competing
tests for capacity as being the desire to retain individual control and autonomy over
decision-making and the desire to protect the vulnerable from harm.'® However, if we
accept the premise that mental capacity should determine the legal right to refuse
treatment® then the erroneous acceptance of consent of someone who in fact lacks capacity
could be as harmful as wrongfully finding someone lacking in capacity and providing them
with treatment which they do not want. Though this may not be recognised by the legal
system as tort lawyers would immediately demand to know what harm has been done in the
former situation, because if the patient was not capable of consenting, then the same
treatment could have been provided in their best interests in any case, and the HCP has a
duty to provide treatment which is clinically accepted. Therefore there is likely to be little
difference between any treatment provided and any treatment that would have been provided
following a ‘best interests’ assessment. The suspicion therefore remains that as long as the
patient agrees with medical opinion, their mental capacity is unlikely to be contested in

court.

176 [2004] EWHC 1279 (Fam)

T NHS Trust v T (n 149) [66] (Charles J)

178 Department for Constitutional Affairs (n 80) paras 5.37-5.48

178 J Jackson, 'Determining Incompetence: Problems With the Function Test' (n 103) 57
180 see contra Art 12 CRPD

34



The same paternalistic rational which underlies the rhetoric of protecting the vulnerable,
which Jackson discusses,®! is similar to that which is used to justify the provision of

treatment without consent in emergency situations.'82

Where, for example, a surgeon performs an operation without his
consent on a patient temporarily rendered unconscious in an
accident, he should do no more than is reasonably required, in the
best interests of the patient, before he recovers consciousness. | can
see no practical difficulty arising from this requirement, which
derives from the fact that the patient is expected before long to
regain consciousness and can then be consulted about longer term
measures.8®
Though this statement of law pre-dates the MCA, the same immunity still presumably
subsists for HCPs under the doctrine of necessity.'® This situation could be greatly
complicated if it were unclear as to whether the injury was, in fact, accidental in nature.
Would the same reasoning hold in a situation where it was clear that the injured party had
attempted suicide? In such a situation, the will of the injured party was to die and thus a
deliberate decision to intervene and attempt to prevent their death is surely a violation of
their autonomous wishes. However, the MCA Code states that “if the person is clearly
suicidal, this may raise questions about their capacity to make an advance decision”!®,
which suggests that an attempted suicide is commonly a decision taken without capacity.
The same may be true for emergency surgery to repair a partially severed limb, where the

patient had tried to remove the limb themselves pursuant to their apotemnophilia.*é

However, the very idea that we (or the courts), as an extraneous entity, can arrive at a
determination that person’s best interests is internally contradicted in medical law.'®" As a
proposition, it plainly relies on an objective yardstick in its suggestion that those other than
the patient themselves can define ‘best interests’ for the patient. This idea sits uneasily with
the way in which the law on the refusal of treatment has developed to protect self-
determination’® and informed consent.'®® These developments are normatively subjectivist:

the patient themselves should be able to refuse treatment they believe is not in their best
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182 See F v West Berkshire Health Authority [1989] 2 All ER 545, 566 (Goff of Chieveley LJ)

183 ibid

184 see Re A (Conjoined Twins: Medical Treatment) [2001] 1 FLR 1

185 Department for Constitutional Affairs (n 80) para 9.9

186 see A Bridy, 'Confounding Extremities: Surgery at the Medico-ethical Limits of Self-Modification'
(2004) 32 The Journal of Law, Medicine and Ethics 148

187 See K Veitch, The Jurisdiction of Medical Law (n 8) 84-92

188 Re T (n 54) 112 (Donaldson MR); HE v Hospital NHS Trust (n 66) (Fam) [37] (Munby LJ)

189 Chester (n 2)

35



interests rather than a medical professional. The development of ADRTs is an
acknowledgement that individuals may well not agree with the objective determination of
what is best for them.® The increasing importance of the consideration of the individual
preferences and wishes in the determination of best interests can be seen as a further
indication of the problematic nature of an objective standard of best interests and this theme
will be taken up in the second and third parts of this thesis. Consequently, as will be
discussed, the modern manifestation of best interests as a legal standard demonstrates a
much greater sensitivity to those subjective interests than ever before.

Some of the most difficult cases in which the court must make a decision on behalf of a
person who lacks capacity arise from applications for the sterilisation of the patient. A Local
Authority v K was one such case.’®* K was a 21 year old woman with Down’s syndrome and
learning difficulties. Her parents were concerned that, as she became sexually active, there
was a risk that she may become pregnant and would be unable to cope with motherhood. At
first, hormone-based contraceptives were trialled, but these produced behavioural difficulties
in K. In consequence, her parents wanted thought that it would be best for K to be sterilised.
However, the Court of Protection found that this would not be in K’s best interests, because
it was a more invasive and a more permanent step than was required to achieve the goal of
preventing her pregnancy. This provides an illustration of the kinds of concerns that the

courts must balance.

Similar difficult decisions had also been discussed in earlier cases, such as Re A
(Medical Treatment: Male Sterilisation).®2 At the time of the judgment A was a 28 year old
man who had Down’s syndrome and an intellectual impairment that bordered on severe. He
was being cared for by his mother who was 63, but there was a concern that if she became
incapable of caring for him (her own health was deteriorating) and he were then moved into
a residential care facility, that he might fraternise with other people and might become

sexually active.

One of the interesting aspects of this case, in terms of the procedure that was adopted in
determining best interests, was Lord Thorpe’s use of a ‘balance sheet’ approach. This
involved the listing of all of the benefits of the operation, set against a list of all of the
disbenefits of the operation, before judging as at to whether the benefits outweighed the

disbenefits. As this was a pre-MCA case, Lord Thorpe was not bound to consider all of the
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factors listed in section 4 and as a consequence of this did not consider the past or present

views of the patient.1%

Difficulties can also arise in demonstrating that a particular procedure is in the best
interests of the patient themselves where the primary beneficiary of the procedure may
appear to be another person. One pre-MCA example of this is Re Y (Mental Patient: Bone
Marrow Donation).1% It was held to be in the best interests of a patient who lacked capacity
to donate bone marrow to her sister, who was suffering from a form of leukaemia. The
rationale was that if Y’s sister were to die, it would be very harmful for Y’s mother with the
result that she may not be able to maintain contact with Y. If all this were to come to pass, it

would have been socially and psychologically detrimental to Y’s health.

In Re S and Another (Protected Persons)!®® Judge Hazel Marshall QC opined that the
MCA has effected “a whole sea change in the attitude of the law to persons whose mental
capacity is impaired”.*® Following the MCA entering into force, determining what form of
treatment may be provided patient’s best interests is a judgment to be made in accordance

with the process that is set out by section 4 MCA, which states the following:
4 Best interests
(1) In determining for the purposes of this Act what is in a person’s best
interests, the person making the determination must not make it merely on
the basis of—

(a) the person’s age or appearance, or

(b) a condition of his, or an aspect of his behaviour, which might lead others
to make unjustified assumptions about what might be in his best interests.

(2) The person making the determination must consider all the relevant
circumstances and, in particular, take the following steps.

(3) He must consider—

(a) whether it is likely that the person will at some time have capacity in
relation to the matter in question, and

(b) if it appears likely that he will, when that is likely to be.

193 Donnelly M, ‘Determining Best Interests Under the Mental Capacity Act 2005” (2011) 19 Medical
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(4) He must, so far as reasonably practicable, permit and encourage the
person to participate, or to improve his ability to participate, as fully as
possible in any act done for him and any decision affecting him.

(5) Where the determination relates to life-sustaining treatment he must not,
in considering whether the treatment is in the best interests of the person
concerned, be motivated by a desire to bring about his death.

(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
guestion 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).

(8) The duties imposed by subsections (1) to (7) also apply in relation to the
exercise of any powers which—

(a) are exercisable under a lasting power of attorney, or

(b) are exercisable by a person under this Act where he reasonably believes
that another person lacks capacity.

(9) In the case of an act done, or a decision made, by a person other than the
court, there is sufficient compliance with this section if (having complied
with the requirements of subsections (1) to (7)) he reasonably believes that
what he does or decides is in the best interests of the person concerned.

(10) “Life-sustaining treatment” means treatment which in the view of a
person providing health care for the person concerned is necessary to sustain
life.

(11) “Relevant circumstances” are those—

(a) of which the person making the determination is aware, and

(b) which it would be reasonable to regard as relevant.
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Section 4(1) reflects the MCA’s commitment to the ‘functional approach’ to capacity in
that it prohibits decisions from being taken on the basis of a person’s age, appearance or
their behaviour. This means that assessments should be conducted through the examination
of particular observations (which section 4(2) demands the assessor to have in
contemplation) and conclusions should not be drawn on the mere basis of generalised,
prejudicial, assumptions about certain people or groups (although it is questionable whether
this is possible in practice)!®’. Section 4 also serves as a reminder that once capacity is lost, it
is not necessarily lost forever. Thus, section 4(3) emphasises the need for those making
decisions on best interests to consider whether the person will regain capacity and when they
are likely to do so.

Even though the corollary of the loss of capacity is the loss of the right to make a legally
binding refusal of treatment, the MCA makes it clear that the person to whom the treatment
decision will apply should be involved in the decision-making process as far as possible
even if she or he is not permitted to determine the outcome of the decision.’®® A related
requirement which keeps the best interests assessment focussed on the patient is to be found
in the requirement to consider the patients past and present wishes.**® A good example of the
approach of the courts can be seen in the case of A local Authority v JH.2% In that case there
was a question as to whether it was in the best interests of an elderly woman to remain at
home with her husband or to be taken into a care home. It was suggested that the care home
could have provided better medical and nursing care, but JH wanted to remain at home with
her husband of thirty years and the judgment was swayed by JH’s strong desire to remain at
home. More recently, in Re N the strong in indication that N would not have wished to have
been kept alive in an MCS led to the determination that treatment should be withdrawn.?%!
These cases illustrate how patient preferences can sometimes be the deciding factor, even

when they run counter to the medical conception of what would be best.

In Re S and Another (Protected Persons)?? Judge Hazel Marshall QC suggested that the

way the MCA is structured indicates that “the views and wishes of P in regard to decisions
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made on his behalf are to carry great weight”.?®® In R (Burke) v General Medical Council®*

it was said that the MCA emphasises the need to “see the patient as an individual.2%

Mr Justice Munby gave further detail as to the weight to the patient’s wishes in Re M
(Statutory Will)®® remarking that the patient’s wishes may carry “preponderant” weight.?%’
Despite this rhetorical support, other cases have given less prominence to the views of the
patient.2®® In Sheffield Teaching Hospitals NHS Foundation Trust v TH?® the patient, TH,
was described as someone who had a general dislike of authority and as a “non-tactile
person”.?® TH was a drummer, but became unable to continue playing after developing
Ataxia. It was reported that he “hated the fact that he had to rely on people”?!! and that he
wanted to leave hospital and go home to die.?*? Despite these strong feelings TH had not
made an ADRT ,?'® thus these feelings could only comprise one component of the assessment

of best interests that must be put into the matrix of best interests.?'4

This requirement to consider the patient’s views and interests was absent from old
common law approach to the assessment of best interests.?!® Its inclusion within the MCA
has been welcomed by Donnelly, but she also sounded a warning about the evidential
difficulties that may arise in ascertaining past (and perhaps present) wishes.?!® Cases such as
A Primary Care Trust v P illustrate the potential for family members to influence the

construction of the patient’s preferences. 2!/

The problem of the influence of those close to the patient may be compounded by the
requirement of section 4(7), which stipulates that the views of certain other people must be
sought as part of the process of determining best interests. The categories persons whose
views must be considered are listed in section 4(7). The list includes anyone nominated by

the person (in respect of whom the decision is being made) with an interest in that person’s
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welfare and any donee of a lasting power of attorney (“LPA”) or any court appointed

deputy.

LASTING POWERS OF ATTORNEY

The confines of space preclude a detailed discussion of LPAs, and indeed, because their
existence has a different ethical and political basis to that of ADRTS, they are not of direct
relevance to this thesis. However, as instruments which may be created alongside ADRTS, a

brief discussion of LPAs is certainly warranted at this juncture.

LPAs are instruments which give authority to a nominated person (or persons), i.e. the
donee or donees of an LPA, to make decisions on behalf of a person should they lack
capacity in future (or, more precisely, if they should be reasonably thought to lack
capacity).?!® They can be created by adults with capacity.?'® However, decisions made under
an LPA must be made in accordance with the best interests of the patient?*® and therefore
the power conferred under and LPA is lesser than the power that a patient has to decide on
their own medical treatment contemporaneously or anticipatorily. This requirement is
consistent with section 1(6) MCA which states the principle that all decisions made on the
basis of the MCA must be made in accordance with the best interests of the person to whom
the decision applies. Thus, although there are similarities between LPAs and ADRTS, they

present their own particular set of challenges.

Sometimes the court may appoint a deputy to make decisions on behalf of someone who
lacks capacity.??! The powers that the deputy has are similar to those that can be possessed
by the donee of an LPA, but can be defined by the court in a specific case. The main
difference is that the donee of an LPA is nominated by the person to whom it may apply,

whereas the deputy is appointed by the court.???

In practice, those who are concerned with their end of life care may wish to make an
LPA as well as an ADRT. However, great care must be taken when creating both kinds of
instrument. This is because section 25(2)(b) states that an ADRT will not be valid if powers
are subsequently conferred on the donee of an LPA in respect of the same areas of medical

treatment as those covered by the ADRT. Furthermore while the creation of both LPAs and
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ADRTSs (concerning the refusal of life-sustaining treatment) require written documentation,
LPAs require registration before they are deemed to have been created under section 9(2)(b)
of the MCA. In Re E?*® the documentation was completed on the same day, but the LPA
was registered subsequently and consequently invalidated the ADRT. The court remedied
the problem in this case by re-validating the ADRT through a court order (using section
24(4) MCA). But, this was only possible as the matter came before the court prior to the
need for the ADRT to be relied upon. If the patient had already lost capacity and the
specified treatment had become indicated, the LPA would have taken precedence over the
ADRT.

Section 4(5) reiterates one of central the principles of the MCA: that a decision made
under the MCA cannot be motivated by a desire to hasten death. This section is clearly
designed with the right to life Art 2 ECHR in mind and to support the ethical principle which
asserts that life has a special value.?? It does not mean, however, that doctors are obliged to

continue treatment at all costs.??®

Section 4(9) states that where the matter is not brought before a court, it will be
sufficient for a person providing treatment to demonstrate that they have arrived at the
decision as to the kind of treatment that should be given, having complied with sections
4(2)-(7), where the provider of treatment reasonably believes that the treatment is in the best
interests of the patient. This means that the treatment provider will be judged by an objective
standard. By contrast, life sustaining treatment is defined subjectively in accordance with
what the person providing treatment considered as necessary to sustain the patient’s life.??®

A discussion of section 4(10) is absent from the explanatory notes, but the lack of any

objective gloss is notable and provides medical practitioners with a wide discretion.

For all of the specific requirements of section 4 MCA, there remains, in the
determination of what is in a person’s best interests, considerable scope for variations in
approach, depending on the values that are given priority. This is because even after all of
the matters in section 4(1)-(7) have been contemplated, there is no guidance as to what
weight to give each of the factors that must be considered. As lady Hale remarked in Aintree

NHS Hospital v James®?” “[bJeyond this emphasis on the need to see the patient as an

223 [2014] EWCOP 27

224 ) Keown, Euthanasia, Ethics and Public Policy: An Argument against Legalisation (Cambridge
University Press 2002) 39-51

225 Explanatory Notes to the Mental Capacity Act, para 31

2286 MCA, s 4(10)

227 12013] UKSC 67

42



individual, with his own values, likes and dislikes, and to consider his best interests in a
holistic way, the Act [the MCA] gives no further guidance [on determining best

interests].”??®

The aim of this section was to set out the law on the assessment of best interests under
the MCA and to indicate some of the important tensions and difficulties that will be
encountered when making a determination of best interests in individual. One of the most
notable features of the new law on best interests contained in the MCA is that it requires due
consideration to be given to the patient’s preferences.??® However, as the discussion in this
section indicates, the extent to which a patient’s preferences will outweigh other
considerations is unclear. Having earlier framed ADRTs as mechanisms for avoiding the
application of treatment in accordance with the best interests standard, it should be pointed
out that ADRTS can play an important role in the determination of best interests where they
have failed.

BEST INTERESTS AND ADRTs

The only reason for creating and ADRT is in the anticipation that a form of treatment
may be provided in future in accordance with a best interests assessment that the patient
would not wish to receive. ADRTSs allow this kind of treatment to be refused in a way that
will become legally binding in the event that capacity is lost and the treatment contemplated
becomes both clinically indicated and in the best interests of the patient. Where the ADRT is
effective there is no cause to attempt a determination of best interests.=° If the ADRT is
defective in a material way, or if it indicates circumstances that have not arisen in the way
that is specified, it will not be binding. However, a conclusion that the ADRT is not binding
is not to conclude that it is entirely irrelevant, because its provisions can helpfully assist in

the determination of best interests.?3!

Examples of this are provided by Westminster City Council v Manuela Sykes (By her
RPR and Litigation friend RS)?2 and in An NHS Trust v D**3 where the ADRT had not been
correctly witnessed (a requirement under section 25(6) MCA that will be spelled out in
greater detail below). The latter case concerned an application by the hospital trust that it

would be lawful to withdraw medical treatment from D who was in a vegetative state with
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“no prospect of recovery”.?* The declaration was granted on the grounds that he was in a

99235

PVS and to continue treatment would be “futile”**, it was also likely that D would not have

wished to have been kept alive in the circumstances in which he found himself.

As discussed above, in determining what course of treatment is consistent with a
patient’s best interests the court retains significant discretion. Despite the heralding of a
more patient-focussed best interests test through the MCA, the extent to which patient
preferences are truly accounted for is uncertain. Part of the theoretical attraction of ADRTS
is that they provide a greater level of certainty for patients with strong preferences to avoid
being provided with certain forms of treatment. Thus, and having discussed the law
concerning consent to treatment, capacity and best interests, as part of the background to the
law on ADRTSs, the task in the remainder of this chapter is to set out the provisions that
specifically define ADRTS.

THE COMMON LAW ON ADVANCE DECISIONS PRIOR TO THE MCA

The law on contemporaneous refusals of treatment was discussed earlier in this chapter
and it was suggested that this area of law forms the foundation of the law of ADRTSs. The
modern law on ADRTSs is widely considered to have been heavily influenced by a paper
written by the US lawyer Luis Kutzner.?® In his 1969 paper, he argued that patients ought to
have the right to refuse treatment anticipatorily in the same way, and with the same legal
force as they may refuse treatment contemporaneously (as discussed above). This reasoning
was subsequently recognised by Mr Justice Munby in HE v Hospital NHS Trust,?” where he
stated that:

“An advance directive is after all nothing more or less than embodiment of
the patient's autonomy and right to self-determination...”?%®
This statement was not the first time ADRTSs were recognised in English law. Indeed the
right to create an ADRT was recognised obiter in one of the most important cases in English
medical law Airedale NHS Trust v Bland.”®® The case arose after a patient who had been
injured in the Hillsborough disaster entered into a Vegetative State (“VS”). In the

circumstances, the question arose as to whether the patient, Anthony Bland, should be kept
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alive (and indeed whether the cessation of the medical treatment that was supporting his life
would give rise to any liability). The medical practitioners treating Anthony would not face
prosecution for withdrawing the treatment which was sustaining his life as there was no duty
on medical practitioners to continue treatment that was not in a patient’s best interests.?*® In
Anthony’s case, the withdrawal of artificial nutrition and hydration (“ANH”) could be
characterised as an omission to provide treatment rather than a positive act of killing.2** But
the courts laid claim to a continuing role for themselves in this area as overseers through the
suggestion this case should not be seen as a general precedent applicable to all PVS patients,
but that all cases in which there is a question about the possible withdrawal of ANH from

PVS patients should be adjudicated by the court.?4?

Lady Butler-Sloss went further and (in a line of argument that will be considered in
much greater detail in the next chapter) asserted that this right of “self-determination”

entailed a right to make anticipatory legally binding refusals of treatment. 243

Further notable confirmation of the possibility of creating ADRTs at common law was
given in the 2001 case of AK.?** The patient in that case had Motor Neurone Disease
(“MND”), a progressive and degenerative neurological condition, which can result in the
loss of movement. He created an advance statement to refuse treatment through the only
means of communication he had left: blinking. The decision that was created in this way was
clear and was upheld. This result was achieved in similar circumstances under the MCA in X
v XB.2#

The case of Re T?*® gave further discussion of the parameters of the law on ADRTS.
Miss T was injured in a road traffic accident. She was pregnant at the time of the accident
and her child was subsequently delivered stillborn by caesarean section and because of this
Miss T required a blood transfusion. However, Miss T was a Jehovah’s Witness (although
there was a dispute as to her degree of commitment to the tenets of that faith) and blood

transfusions are strictly prohibited for adherents of that faith.
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Lord Donaldson MR restated the principle that all patients have a “right to self-
determination” but noted that this right can come into conflict with the societal interest in the
preservation of life.?*” However, he opined, in respect of individuals who retain capacity,
that such conflicts must be resolved in favour of the rights of the individual.?*® Further, Lord
Donaldson implied that refusals of treatment can take future effect and can survive the loss
of capacity. If the patient had made an anticipatory refusal of treatment the medical team
must ask whether the scope of the refusal of treatment includes the circumstances that are
presented.?*® If this is the case and if the anticipatory choice is “clearly established” then it

“would bind the practitioner” 2%

However, ADRTSs arguably bring with them additional concerns beyond those which are
at issue in ordinary refusal of treatment cases. One such concern is that ADRTSs could be
expressed in vague terms, which would then create problems as to whether any
circumstances that later arise are within the parameters of those specified by the author. It
would then be unclear whether the author would have wanted to refuse treatment in the
obtaining circumstances and this would create a dilemma for medical practitioners and the

courts in a pressured situation.

Consequent on such concerns, the pre-MCA case law emphasised the qualities of clarity
and specificity as requisites of the recognition of ADRTs. The case of W v KH®! illustrates
this point. The patient, KH, had Multiple Sclerosis, required constant care and had been
reliant on a percutaneous gastrostomy tube before it became detached. KH’s family argued
that KH had suggested that she did not “want to be kept alive by machines”?*? and were
unanimous that she would not wish to be kept alive in these circumstances.?® However, this

was deemed to be insufficiently clear to form the basis of a binding ADRT.

In particular, it was suggested that the wishes that she had expressed did not cover the
range of circumstances in which she was found.?® This meant that the wishes that she had
expressed were not legally binding on the medical team and KH could be given treatment
that was in her best interests, which the court at first instance determined meant that the

reinstatement of the feeding tube.
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W v KH therefore cautions would-be advance decision makers of the importance of
carefully considering the precise kinds of circumstances in which they intend their advance
decision to take effect. A similar problem was cited by the Scottish Action on Dementia
Society’s evidence to Select Committee on Medical ethics in the US case of Evans v
Bellevue Hospital (unreported) in which the court had suggested that the terms ‘no

reasonable prospect of recovery’ and ‘meaningful quality of life’ were too vague.?®®

This principle was taken to an even greater extent in W v M in which the patient’s
wishes were not recognised as an ADRT because, in part, she had not specified that her
refusal should operate in the event of being diagnosed as being in a minimally conscious
state (MCS), as she was, as well as a vegetative state (VS).2% Her purported ADRT therefore
lacked specificity, in spite of the fact that her condition was almost unknown to medical
science at the time she expressed her wishes.

These cases point to an inherent difficulty involved in advance decision-making that was
previously highlighted by Montgomery: the author of the ADRT must make sure to have
defined his or her wishes in sufficiently specific terms in order for a court to respect them,
but, if the author couches his or her refusal in overly specific terms, then they run the risk
that the circumstances that later obtain will be deemed distinguishable from those
specified.?’ It seems that this is a difficulty inherent in interpretation and perhaps the most
that can be done is to mitigate the problem through a specification of details and
circumstances in which the ADRT is to apply and when it is not to apply, as well as a
statement of general values and aspirations which could be used to assist with the
interpretation of the ADRT.

Another concern with which the common law grappled was the possibility that a person
could create an ADRT and then subsequently change their mind without clearly expressing
revoking or altering his or her decision and would then be bound by a decision not reflected
by her or his will.?*® The danger would be that the person may then be bound by the ADRT
against the final disposition of his or her will. It was for this reason that Munby J suggested
that ADRTSs that had been created a long time ago, or where there had been any suspicion

that the author may have changed their mind, “may require especially close, rigorous and

2% Select Committee on Medical Ethics, Report of the Select Committee on Medical Ethics (HL 1993-
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anxious scrutiny”.?®® The case of HE v Hospital NHS Trust?® provides some instruction as to
the approach to be taken when a patient has an ADRT, but that since having made the
ADRT and having lost capacity has undergone some significant change, or life event, that

might cast doubt on their continued acceptance of the terms of their ADRT.

The case concerned a patient, Ms AE, who had a congenital coronary defect. It was
anticipated that her condition would give rise to the need for surgery in future. AE was
raised in the Islamic faith, but following the separation of her parents she became a
Jehovah’s Witness. Pursuant to her religious beliefs, AE therefore made an advance
statement in which she sought to refuse medical treatment involving blood transfusions
under any circumstances (it is not clear what would have happened if the terms of the ADRT
corresponded so closely with the tenets of the religion that AE was later to renounce).
However, once AE had lost capacity and an application was made to court regarding her Mr
Justice Munby said that once the issue of validity of an advance decision had been raised,
there was an evidential burden on those seeking to uphold the ADRT to prove that it was of
continuing validity.?®! In the case of AE, this burden of proof had not been discharged and
the ADRT was therefore not upheld.

Although some ADRTSs may specify certain circumstances in which treatment is refused
and other circumstances in which treatment is not refused. It has been suggested that it is
possible to refuse treatment in all circumstances. Mr Justice Thorpe acknowledged in Re
C?? that it was possible to make “a declaration of intention never to consent in future or
never to consent in some future circumstances”?®® and held that the court could use its
inherent jurisdiction to determine the validity and applicability of advance directives.?
However, in practice making an ADRT in such terms may leave it open to challenge on the
grounds that the author may not have intended it to apply in the particular circumstances
which later obtain, because they had not been contemplated. This happened in the case of
HE, with a purported ADRT which sought to refuse treatment in any circumstances, but was

not recognised as having continuing applicability following the author’s change of faith.?%®

It is also to be noted that the common law has always recognised capacity as being a

prerequisite to the power to create an ADRT. The case of The NHS Trust v Ms T
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demonstrates the importance of capacity at the moment of the creation of an ADRT.?® The
patient, T, suffered from Borderline Personality Disorder (“BPD”) and had a history of self-
injuring through cutting herself. She occasionally required blood transfusions following
blood-letting, but in January 2004 she created an ADRT refusing blood transfusions. One of
the reasons that she gave for creating the ADRT was that she believed her blood to be evil.
This reasoning was considered to be result of a mental disorder and was taken as further
evidence that she was unable to ‘weigh information’ to make a decision and therefore lacked
capacity at the time she created the ADRT.?" This meant that the ADRT was void ab initio
and she could be treated in accordance with her best interests which included providing

blood transfusions.

The case law in this area (on consent to treatment, capacity and best interests) has played
a major role in informing the codified version of the law that was enacted in the MCA. Thus,
and having discussed this case law, as part of the background to the law on ADRTS, the task
in the remainder of this chapter is to set out the provisions that specifically define ADRTSs in
the MCA.

ADRTS AND THE MENTAL CAPACITY ACT 2005

The Bill that began life as the Mental Incapacity Bill was eventually enacted as the
Mental Capacity Act in 2005. The Act came into force in 2007. As mentioned above, the
MCA is a wide-ranging piece of legislation which covers many aspects of decision-making.
However, the focus here will of course be on the parts of the MCA that cover advance

decision-making.

Given the central place advance decisions in this thesis, the full text sections 24-26
MCA is reproduced in this section of the thesis for definitional clarity. Section 24 provides
the basic definition of advance decisions, which is qualified and explained by sections 25

and 26. Section 24 states the following:

24 Advance decisions to refuse treatment: general

(1) “Advance decision” means a decision made by a person (“P”), after he
has reached 18 and when he has capacity to do so, that if—

(a) at a later time and in such circumstances as he may specify, a specified
treatment is proposed to be carried out or continued by a person providing
health care for him, and

266 NHS Trust v T (n 149)
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(b) at that time he lacks capacity to consent to the carrying out or
continuation of the treatment, the specified treatment is not to be carried out
or continued.

(2) For the purposes of subsection (1)(a), a decision may be regarded as
specifying a treatment or circumstances even though expressed in layman’s
terms.

(3) P may withdraw or alter an advance decision at any time when he has
capacity to do so.

(4) A withdrawal (including a partial withdrawal) need not be in writing.

(5) An alteration of an advance decision need not be in writing (unless
section 25(5) applies in relation to the decision resulting from the alteration).

The case of Re E provides a good illustration of the how the courts approach section
24(1) and, specifically, the requirement that the person making the ADRT must have
capacity to refuse the treatment specified.?®® E was 32 years of age and suffered from an
eating disorder originating from her desire to control her eating at the age of 11 following a
period of “serious sexual abuse”?®® to which she was subject since the age of four. She then
developed eating control patterns between the ages of 12 and 13 and concurrently began
drinking alcohol, which was later to form a dependency. Following a gap year, she was
admitted to hospital (at the age of 26) for treatment of her eating disorder and in the
following period up until the age of 30 she had been to “four eating disorder units and one
alcohol treatment unit”; during this period “E spent more than half of her time in one or
other of these placements”.?’% She was then treated in the community due to a lack of
funding for the provision of any other treatment, but this “led to a ‘revolving door’ series of

emergency admissions for medical and psychiatric care”.?’!

It was since the period of her care in the community began that she became interested in
making an ADRT to ensure that she would not be fed against her will, if she was later
deemed to have lost capacity. This culminated in her signing a document in July 2011
expressing her wish not to be resuscitated or to be given any form of medical treatment and
another advance decision document (using a standard form) in October 2011 with the
assistance of “her mother and mental capacity advocate”.?’? During this period of care in the

community E’s body mass index (BMI) fluctuated between 11 and 12 (where it was said that

268 Re E (n 10); Much of the discussion which appears here on this case has now been published: see
T Hayes, ‘A (Social) Room with a View (to the Future): Advance Decisions and the Problem of
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a “figure of less than 17.5 is in the anorexic range”?’®), and at the time of the proceedings her
BMI was 11.3, a level that put her at risk of “sudden cardiac death”.?”* Dr Glover (a
consultant psychiatrist specializing in eating disorders) diagnosed her as having severe
anorexia nervosa, unstable personality disorder (borderline subtype), a dependency on both
alcohol and opiates, and the attendant physical effects of her behavioural patterns.?” All

things considered, hers was an “extraordinarily complex” case.?’®

E had made obvious attempts to ensure that her ADRTSs were created in accordance with
the legal requirements such that they could take legal effect. She even took the precaution of
having her second ADRT witnessed by a mental health professional?’” and had been created
following advice from an Independent Mental Capacity Advocate (IMCA) and a solicitor.?’®
At this time the general view was that she had capacity, but no formal capacity assessment
was undertaken at the time in relation to the ADRT specifically.?’® Despite this, Judge Peter
Jackson ruled that E did not have the capacity to make either ADRT at the material times.?%°
In consequence, neither of E’s purported ADRTs was considered valid.

The verdict in this case has serious implications for patients wishing to create ADRTS,
as it seems that no assurance can be given that their ADRT will be invulnerable to challenge
through a retrospective analysis of capacity, even if a mental health worker acts as witness.
Mr Justice Peter Jackson had referred to E’s background as being ‘alerting’ suggesting that
the question of capacity should receive additional scrutiny, but as Johnson suggests, this
rationale for categorising E in this way cannot be solely due to her mental health
problems.?! Although as a matter of practicality it might be advisable for those with mental
health problems to ensure that their ADRTSs are witnessed by a mental health professional or
to ensure that their capacity is assessed by a mental health professional at the same time as
the ADRT is created, this may incur extra costs. Moreover, as this case demonstrates, there

is no guarantee such a precaution would be effective.
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However, a different result was reached in a case with very similar facts, A NHS Trust v
Ms X.282 Both cases involve anorexic patients who had long histories of substance misuse
and who both strongly opposed being provided with medical treatment. Both E and Ms X
had made ADRTS, but in the case of Ms X, her ADRT was said to have been made with
capacity and was therefore valid. The difficulty was that at the time of the trial Ms X
retained capacity in respect of her consumption of alcohol, but not in respect of her decision
to eat more generally. Moreover there was a great difficulty in determining whether the
cause of her disorder was her alcoholism or her eating disorder and so it was suggested that
the terms of her ADRT should take effect. The judgment of Mr Justice Cobb however,
proceeds to discuss the best interests of the patient in respect of her eating disorder,
acknowledging that Ms X retained capacity to decide whether to drink?? and decided that it
would not be in Ms X’s best interests to be force fed. One of the important factors in
distinguishing the case of Ms X from E was that Ms X merely had a 5% chance of recovery,
whereas E’s chances of recovery were estimated at 20%.%4 Additionally in E’s case there

were unexplored forms of treatment, but this was not the case with Ms X.

Another important provision in section 24 relates to the kind of language required in
drafting an ADRT. Section 24(2) MCA makes it possible to create ADRTSs without taking
professional advice, because although there is a requirement that any ADRT should specify
the relevant medical decision/decisions®® to which it is intended to apply, this can be done
in “layman’s terms” with no lesser legal effect.?®® Care must be taken, however, to ensure
that whatever terminology is used, that the language of the ADRT is sufficiently clear,
otherwise there may be uncertainty as to whether the decision was intended to apply to the
relevant circumstances. This is what happened in W v KH?7 under the common law and as a
consequence the ADRT was not treated as binding. The same outcome would now be
realised by virtue of section 25(4) MCA.

The case of W v M?®® provides another example of the level of precision that the courts
may expect from the terms of an ADRT. In this case M had expressed the view, on more
than one occasion, that she would not wish to be kept alive by artificial means if she were in

a Persistent Vegetative State (PVS). However, M ultimately found herself not in a PVS, but
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in a Minimally Conscious State (“MCS”) after contracting viral encephalitis and thus it was
said that M’s earlier decision could not be taken to apply to her the circumstances in which
she later found herself. The difficulty with this analysis is that at the time when M expressed
her wishes the condition known as MCS was scarcely known to medical science.?® On this
basis it sets a very, arguably an unfairly, high bar for the degree of specificity needed in an
ADRT.

Furthermore, M could not have known of the legal requirement for her ADRT to be
made in writing for it to be considered binding, as even though the Transitional Order states
that ADRTs made prior to October 2007 not comply with the provisions of the MCA in
order to attain binding effect, there was no pre-existing common law requirement for
ADRTs to be made in writing.?® Thus the Transitional Order imposes a retrospective
requirement on the recognition of ADRTs made before the MCA entered into force, which
arguably does not accord with the rule of law and the principle of legality.?*

The formalities for creating an ADRT will be considered in the next section in the
discussion of section 25 MCA. However, at this stage it should be noted that in spite of the
formality requirements stated in section 25 MCA, any advance decision can be withdrawn at
any time without formality.?®? As a consequence it is easier for those who change their minds
to give effect to their change of mind, which goes some way to addressing the ethical
concerns regarding the binding of the ‘future self>,2°® but the effect may well also be that it

creates added uncertainty for the practitioners treating the patient.

It also means that the formalities required in respect of decisions relating to life-
sustaining treatment®®* do not offer the same degree of certainty as, say, those stipulated by
the Wills Act 1837. Usually a will cannot be retracted or varied without formality (in the
case of the creation of a new will or codicil or some written instruction adhering to the
formalities in section 9 Wills Act 1837)%*°, or a specified formal event (such as a marriage or
a civil partnership). However, a will or codicil can also be revoked by the destruction of the

document by the testator or his agent with the intention of it being revoked thereby.?*® Thus
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even if there is evidence that the deceased had changed his or her mind and did not wish to
make the same dispositions as his or her will indicated, the will that accords with the
relevant formalities must be executed notwithstanding other evidence suggesting the will did
not accord with the testator/testatrix’s later desires. Section 24(4) of the MCA makes matters
more complicated in relation to ADRTS, because revocation (or ‘withdrawal’ as it is termed
in the MCA) can occur by parole.?” However, the formalities of section 26 must be
complied with if the author of the ADRT wishes to vary (rather than entirely withdraw) her
or his ADRT.2%® The practitioner could therefore face a difficult judgment in deciding
whether any alleged withdrawal was actually in evidence or not, or whether there had only
been a variation in the ADRT which would require (and therefore whether there is still a
valid ADRT). As we shall see from section 26 MCA, where there is doubt, there is a
structural bias to decide that there is no ADRT and to provide treatment (at least prior to
seeking a declaration from the court under section 26(4) MCA).

Another notable factor in the MCA is the absence of a statutory time limit on ADRTSs
(this is something that has been introduced in other jurisdictions e.g. Austria)?®®. However,
some prefabricated forms designed to assist people in making an ADRT contain an option
for the author to specify a date after which the decision lapses.®® The MCA code also
encourages people to renew their ADRTSs regularly and particularly following a change in
circumstances.®* The MCA code also warns healthcare professionals to “take special care if

the [ADRT] does not seem to have been renewed or updated for some time”.3%

However, it is clear from the case of The X Primary Care Trust v XB*® that if a renewal
period is specified in the ADRT and a renewal has not been completed at the date at which
the ADRT is called upon, the failure to renew per se will not invalidate the ADRT. In X v
XB, XB suffered from Amyotrophic Lateral Sclerosis: ALS (MND), which was diagnosed in
2001.%** His condition impaired his physical movement and the ventilation device that he
required to keep him alive prevented him from speech, with the result that XB had to
communicate through moving his eyes. This was the mode of communication through which
XB was able to draft an ADRT. However, the ADRT that he drafted specified renewal dates
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and an expiry date,® which had all passed by the time that XB lost capacity. Even though
the MCA makes no requirement of attaching any kind of time limit to an ADRT, the fact
that such a time limit had voluntarily been included gave rise to a question as to whether the
ADRT should be relied upon as a binding instrument. Ultimately it was decided that the
ADRT was binding, because there was evidence from those who assisted in the drafting of
the ADRT that no renewal or expiry dates had been agreed upon and hence it was said that
XB had not intended the ADRT to be bound by the purported temporal limitations.*%

Though not explicitly cited in the judgment, there is a clear parallel to be drawn between
XB’s case and Bristow J’s dictum in Chatterton v Gerson in which it was said that mere
evidence of a signed consent form does not constitute definitive evidence of consent.*” The
same point was confirmed in Taylor v Shropshire Health Authority.®® Another interesting
aspect of the case was that before XB had written the ADRT, he had asked for the machine
providing him with ventilation to be removed, but “it was explained to him that that could
not be done”.3® It is unclear why this wish was not respected contemporaneously, especially

as Johnston points out that his capacity to make an ADRT was never called into question.31°

The temporal gap between the creation of the ADRT and the time at which it is called
upon may have a further powerful indirect relevance in that a greater the length of time
between these two points, the more closely the likely scrutiny will be of the terms of the
ADRT. This is illustrated by Mr Justice Munby’s dictum in the pre-MCA case of HE, in

which he stated:

“In my judgment no less rigorous an evidential approach is required where
the inquiry is not as to the initial validity of an advance directive but (as
here) the continuing validity and applicability of an advance directive given
in what may be the more or less remote past. Indeed, depending upon the
time that has elapsed, and any known changes in the patient’s circumstances
during that time, the question of whether an advance directive admittedly
made at some time in the past is still valid and applicable may require
especially close, rigorous and anxious scrutiny.”3!!
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Thus, although renewal may not be a strict requirement for the preservation of validity
and applicability of ADRTSs, periodic renewal is a prudent practice as failure to renew will

invite closer scrutiny.3'?

Aside from the point made in X v XB on the effect of express temporal limitations, this
case also demonstrates that rectification of ADRTs may be possible in some cases. XB’s
ADRT specified “non-invasive ventilation” when he was actually receiving “invasive
ventilation”,**® but the evidence was accepted from a GP who helped in the process of
drafting the ADRT and who claimed that he had discussed the removal of a device from XB
that provided invasive ventilation. This oral evidence was thus permitted to contradict the
over the written instrument in order to get to arrive at the result that XB had intended. This
case provides further illustration of courts’ willingness to use discretion and flexibility in the

adjudication of ADRTS.

Having considered the general requirements of the creation of ADRTSs laid down by
section 24 MCA, the specific matters relating to ‘validity’ and ‘applicability’ must now be
discussed. Section 25 of the MCA sets out the conditions under which advance decisions
will take binding force. Particularly it looks at when ADRTSs will not be considered valid
and when they will not be considered applicable to the treatment that is proposed. In
addition, it introduces special formalities on the creation of advance decisions which pertain
to the refusal of “life-sustaining treatment”. These matters are set out in section 25 MCA

which states:
25 Validity and applicability of advance decisions
(1) An advance decision does not affect the liability which a person may
incur for carrying out or continuing a treatment in relation to P unless the
decision is at the material time—
(a) valid, and
(b) applicable to the treatment.
(2) An advance decision is not valid if P—
(a) has withdrawn the decision at a time when he had capacity to do so,
(b) has, under a lasting power of attorney created after the advance decision
was made, conferred authority on the donee (or, if more than one, any of

them) to give or refuse consent to the treatment to which the advance
decision relates, or

312 Department for Constitutional Affairs (n 80) para 9.29
313 The X Primary Care Trust v XB [2012] EWHC 1390 (Fam) [20] (Theis J)
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(c) has done anything else clearly inconsistent with the advance decision
remaining his fixed decision.

(3) An advance decision is not applicable to the treatment in question if at
the material time P has capacity to give or refuse consent to it.

(4) An advance decision is not applicable to the treatment in question if—
(a) that treatment is not the treatment specified in the advance decision,

(b) any circumstances specified in the advance decision are absent, or

(c) there are reasonable grounds for believing that circumstances exist which
P did not anticipate at the time of the advance decision and which would

have affected his decision had he anticipated them.

(5) An advance decision is not applicable to life-sustaining treatment
unless—

(a) the decision is verified by a statement by P to the effect that it is to apply
to that treatment even if life is at risk, and

(b) the decision and statement comply with subsection (6).
(6) A decision or statement complies with this subsection only if—
(a) it is in writing,

(b) it is signed by P or by another person in P’s presence and by P’s
direction,

(c) the signature is made or acknowledged by P in the presence of a witness,
and

(d) the witness signs it, or acknowledges his signature, in P’s presence.

(7) The existence of any lasting power of attorney other than one of a
description mentioned in subsection (2)(b) does not prevent the advance
decision from being regarded as valid and applicable.
This section establishes two broad paths to failure for ADRTs in addition to those
implied by section 24. Section 25 requires ADRTSs to be valid and to be applicable to the
particular treatment under consideration. Validity is defined in negative terms in section s

25(2).

There are three ways in which an ADRT can fail through invalidity under section 25(2).
The first is where the ADRT has been revoked. This revocation must happen while the

person who created the ADRT retains capacity, but requires no formality.3* The second way

314 see above; MCA, s 25(2)(a)
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the ADRT can be invalidated is through the creation of an LPA3® which gives decision-
making power over the area to which the ADRT purported to apply. The creator of an
ADRT can also invalidate their ADRT through any conduct which is deemed to be
inconsistent with the provisions of the ADRT. This provision gives effect to the ruling in
HE.

Applicability is defined in negative terms throughout sections 25(3)-(6). Section 25(3)
states that an ADRT will not be applicable to treatment if it was made without capacity. The
presence of capacity is one of the fundamental conditions for the creation of an ADRT as it
is for the refusal of treatment. The requirement of capacity was discussed in relation to

section 24 above and, in particular, in relation to re E.31

Section 25(4) lists three ways in which an ADRT may fail due to a lack of applicability
based on the content of the ADRT. The ADRT will not be held to be applicable if it does not
specify the treatment to be refused. An example of this from the pre-MCA common law can
be found in W v KH*'" in which the reports about what the patient would have wanted to
happen in the condition in which the patient found herself were inter alia insufficiently
precise to form an ADRT. In particular there was no evidence that the patient, KH, had
directed her mind to the question of the withdrawal of the Percutaneous Endoscopic
Gastrostomy (“PEG”) feeding tube.

ADRTs will also lack applicability unless the specified circumstances obtain when
treatment becomes clinically indicated.3!® This is a point well illustrated by the case of W v
M (discussed above).®!® This case suggests that, patients must demonstrate that they have
considered the circumstances in which he or she might lose capacity in order to maximise
the possibility that his or her ADRT will take effect at the relevant time. Alternatively, the
author of the ADRT may wish to specify circumstances under which they would not wish to
refuse treatment i.e. circumstances in which they would wish to receive treatment. For
example, a person could conceivably wish to refuse any life sustaining treatment only in the
event that when such treatment was indicated, their spouse was still alive (perhaps in order
that they could become a posthumous organ donor for his or her spouse). Demonstrating
sufficient balance of specificity and generality will be an ongoing challenge for authors of
ADRTS.

315 see above section LASTING POWERS OF ATTORNEY p 40

316 Re E (n 10)

317 \W v KH [2004] EWCA Civ 1324 (CA)

318 MCA, s 24(4)(b) and see Department for Constitutional Affairs (n 80) para 9.16
S9Wv M (n1l)
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As a further safeguard, there is a third way in which an ADRT can fail on applicability
grounds. Specifically, if the circumstances in which capacity is lost are different from those
which the author anticipated and, on a reasonable assessment, this variation in circumstances
would have led the author to making a different decision, then the decision will not be

applicable to the treatment.3%

From the preceding discussion, the conclusion of Brazier and Cave that “the task of
making a fire-proof advance decision [is] nigh on impossible” is quite understandable.’?*
They illustrate their claim with the example of someone who makes an ADRT following
treatment they have received for a brain tumour that aims to refuse resuscitation and
antibiotics if the cancer recurred and caused her medical situation to deteriorate.®?> However,
if the immediate need for treatment did not arise from the cancer but stemmed instead from a
stroke or from a head injury the ADRT may not apply. This point has also been
acknowledged by the Royal College of Physicians in respect of non-legally binding Advance
Care Plans (“ACPs”).32® They query whether it would be better to be less specific about the
circumstances in the ADRT, but then point out that this may lead to a lack of compliance

with section 25(3) MCA 3%

FAILURE OF FORMALITY

Another requirement to be satisfied by certain ADRTS is that they must comply with
certain formalities. Sections 25(5) and (6) pertain to the special formalities applicable to
ADRTSs required for the refusal of “life-sustaining treatment” e.g. refusing “artificial
nutrition and hydration?, These formalities are aimed at two main, sensible, functions: the
drawing of attention to the mind of the author that an important decision is being made and
the function of using the formalities to provide evidence of the decision and that it represents

the creator’s true wishes.3%

Under the MCA framework, it is possible for people to refuse treatment which would
only be clinically indicated under, such as certain circumstances in the event of entering a

prolonged comatose state. In contrast to the pre-MCA common law position,**’ such a

320 MCA, s 24(4)(c)

321 M Brazier and Cave E (n 34) para 6.14

322 See also S Michalowski (n 143) 966-969

323 Royal College of Physicians Advance Care Planning (n 15) 12, 4

324 C Johnston (n 70) 506-508

325 Institute of Medical Ethics (1991) cited in Bland (n 63) (CA) 812. Hereafter “ANH”

3% See JH Lanbein, 'Substantial Compliance With The Wills Act' (1975) 88 Harvard Law Review
489, 492-498

327 HE v A Hospital NHS Trust [2003] EWHC 1017 [33] (Mr Justice Munby)
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decision would now have to be made in writing for it to be valid.*?® Though this formality is
only made necessary in relation to life-saving or life-sustaining treatment, it would appear
sensible for patients to follow the same procedures for most major treatment decisions to

obtain the same advantages.

Any promotion of such a course of action would not be without its problems however, as
the requirement of disclosing future treatment decisions to others, would open those to
attempts to persuade the maker of the future decision to change their mind (i.e. to accept the
treatment) and would act as an impediment to autonomous decision-making. The same
argument could be levelled at the formality requirements for creating an ADRT to refuse
treatment for life-saving or life-sustaining treatment, because true respect for individual
autonomy ought not to be dependent on the willingness of others to act as witnesses.3?®
Though on balance, this incursion on the principle of self-determination is relatively slight
and it does provide practical advantages over the old common law position.33°

If the author of an ADRT fails to comply with the formalities requirements, the failed
ADRT will not bind those seeking to provide treatment in the patient’s best interests.
However, the provisions of the ADRT will be used in the assessment of best interests section
4(7) MCA. This is what happened in NHS Trust v D*! where there was a failure to comply
with section 25(5)-(6). D’s purported ADRT was a letter which he had signed that indicated
that he refused any treatment to be given merely for the purposes of extending life, but did
not make it explicitly clear that he wanted to refuse treatment even if doing so would shorten
his life, nor did he comply with section 25(6)(c) in that D’s signature was not made in the
presence of a witness. Thus D failed to comply with the formalities and the purported ADRT
was not upheld as binding.**> Nonetheless, the wishes D expressed in the letter carried great
weight in the assessment of best interests, upon which point it was concluded that it was not

in D’s best interests to continue to receive medical treatment being, as he was, in a VS.3%

Similarly, in A NHS Trust v Dr A% the patient, Dr A was a 55 year old Iranian GP with
a history of depression who had come to the UK for a language course before making an
application for asylum. However, his application was unsuccessful and Dr A’s passport was

confiscated and he was held under section 136 of the mental health act 1983. After being

328 MCA, ss 25 (5)-(6)

329 MCA, ss 24-26

330 See S Michalowski (n 143)

331 An NHS Trust v D [2012] EWHC 885 (COP)
332 jbid [16] (Peter Jackson J)

333 jbid [17] (Peter Jackson J)

334 ANHS Trust v Dr A (n 119)
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released, A went on hunger strike in protest at the rejection of his asylum claim. In a letter to
his psychiatrist he wrote, “please don’t try to save me and | decided (sic) to refuse any
treatment and receiving fluid (sic) or food”, but at around the same it was said that his wish
to die was not consistently held and that he had actually thanked his doctor for saving him.3%
Importantly, although the letter was in writing, it was not witnessed and therefore was not in
compliance with the formalities of the sections 25(5) and (6).%* As Dr A’s condition
deteriorated, an interim declaration was granted which ruled that Dr A lacked both the
capacity to litigate and the capacity to refuse nutrition and hydration. A full hearing was held
subsequently and there it was again decided that Dr A did lack capacity to refuse treatment
and that force feeding would be in his best interests.3¥"

However, the stringency with which the rules on formalities are enforced has been far
from consistent. The case of Newcastle Upon Tyne Hospital Trust v LM% was far more
relaxed in its interpretation of the formalities requirements in section 25-26 MCA.3* Most
surprisingly, the advance decision was upheld notwithstanding its formal deficiencies. Mr
Justice Peter Jackson made clear that the decision was not based on best interests. The
decision to prevent the blood transfusion was not a conclusion reached on the basis of best

interests, because Judge Peter Jackson stated:

"In the alternative, if LM had not made a valid, applicable decision,
I would have granted the declaration sought on the basis that to
order a transfusion would not have been in her best interests."34
This suggests that the primary reason for the refusal of the blood transfusion was the
ADRT and the opinion proffered that the blood transfusion would not be in LM’s best
interests was expressed obiter and as an alternative. Thus the formality requirements of s

25(5)-(6) appear to have been ignored.

A less radical example of judicial generosity in the interpretation of these formalities can
be found in Nottinghamshire Healthcare NHS Trust v RC.3*! In this case, the ADRT made
by RC did not explicitly state that the author’s signature had been made in the presence of a

witness as is required by section 25(6)(c) MCA. However, despite the lack of written

335 jbid [18] (Baker J)

3% ibid [33] (Baker J)

37 ibid [53] (Baker J)

338 Newcastle Upon Tyne Hospital Trust v LM [2014] EWHC 454 (COP)
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evidence on this point, it was found that on the balance of probabilities the signature had

been witnessed and there was compliance with the relevant formalities.

MENTAL CAPACITY AND MENTAL DISORDER

An added complication can occur where the person who lacks mental capacity also has a
mental disorder. More specifically there is a potential difficulty with the traditional legal
right to refuse treatment and the powers available under the Mental Health Acts for the
compulsory detention for the purposes of the treatment or assessment of a mental disorder.
Section 63 of the Mental Health Act 1983 (as amended) states:

The consent of a patient shall not be required for any medical
treatment given to him for the mental disorder from which he is
suffering, not being a form of treatment to which section 57, 58 or
58A above applies, if the treatment is given by or under the
direction of the approved clinician in charge of the treatment.

Effectively therefore, it allows treatment to be provided to treat a mental disorder, or its
symptoms, even where consent for the treatment is refused. The exercise of the power to
provide treatment without consent under this section is conditional on the treatment being in
the best interests of the patient, being a proportionate interference with the patients human
rights (especially their right to self-determination under Art 8 ECHR) and being pursued in
promoting the health of the patient: R (B) v Ashworth Hospital Authority.*? Section 63
allows for treatment to be provided even if the patient has mental capacity to make a
decision about the specific treatment option themselves while that person is detained under
the MHA: R (on the application of PS) v (1) Dr G and (2) Dr W3* (a case on section 58, but
the same principles are thought to apply to section 63)). On this basis, it is unremarkable that
section 63 can be used to provide treatment in contravention of a prima facie valid and

applicable ADRT even where it goes against a valid ADRT.

An interesting question arose in the case of Nottinghamshire Healthcare NHS Trust v
RC as to whether the power available under section 63 is obligatory or permissive.®** It was
held that the power is permissive and that there is no obligation on the medical professionals
providing treatment to use the power to override the ADRT. This decision might be cited as
a further example of the increasing importance of the will of the individual patient as

opposed to medical power.

342 R (B) v Ashworth Hospital Authority [2005] UKHL 20 (HL)
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EFFECT OF VALID ADRTS

In addition to the substantive points to consider when asking whether an ADRT is valid
and applicable, there is also the question of when ADRTSs should be recognised and when
they do meet the requirements in sections 24-25 what effect they should have. These

guestions are addressed by section 26, which states:
26 Effect of advance decisions
(1) If P has made an advance decision which is—
(a) valid, and
(b) applicable to a treatment,
the decision has effect as if he had made it, and had had capacity to make it,
at the time when the question arises whether the treatment should be carried
out or continued.
(2) A person does not incur liability for carrying out or continuing the
treatment unless, at the time, he is satisfied that an advance decision exists
which is valid and applicable to the treatment.
(3) A person does not incur liability for the consequences of withholding or
withdrawing a treatment from P if, at the time, he reasonably believes that an
advance decision exists which is valid and applicable to the treatment.
(4) The court may make a declaration as to whether an advance decision—
(a) exists;
(b) is valid;
(c) is applicable to a treatment.
(5) Nothing in an apparent advance decision stops a person—
(a) providing life-sustaining treatment, or
(b) doing any act he reasonably believes to be necessary to prevent a serious
deterioration in P’s condition, while a decision as respects any relevant issue

is sought from the court.

An ADRT which is formulated in accordance with the requirements in the MCA will
have the same force and effect as a refusal of treatment that is made by a competent adult.®*
The law relating to contemporaneous refusals of treatment was discussed above. In

summary, it will be recalled that mentally competent adults can refuse treatment for any

35 MCA, s 26(1)
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reason of for no reason at all**® and their refusals are legally binding. Thus, providing
treatment which has been refused through a valid and applicable ADRT is a prima facie
battery a breach of duty for the purposes of the tort of negligence.®* Therefore treating
someone in contravention of a binding ADRT will give rise to the same legal consequences.
For would-be treatment providers, such as medical professionals therefore, there is great

importance in being able to identify when an ADRT takes effect with legal force.

Some concessions have been made to treatment providers in section 26(2)-(3)
recognition of the fact that serious consequences may arise from delaying the provision of
treatment and that treatment providers may therefore have to make assessments as to the
legal standing of particular ADRTS in highly pressured circumstances. This part of the MCA
sets out when a person will not incur liability based on his or her assessment as to the
validity of an ADRT. Here there is an interesting difference when it comes to two possible
kinds of mistake that could be made in the assessment of the validity of an ADRT. Section
26(2) states that a person will not incur liability for providing treatment if they believed that
the ADRT was not legally binding. Whereas if the treatment provider omits to provide
treatment in reliance on an ADRT that he or she believes to be valid, the treatment provider
will only have a defence if she or he reasonably believed that the ADRT was invalid. These
evidentiary tests therefore institute a structural bias in favour of the continuation or
commencement of treatment3*® and it has been argued that this provision protects “clinical

discretion” at the expense of patient autonomy.>*°

CONCLUSION

The primary purpose of this chapter is to provide a detailed overview of the legal
landscape pertaining to ADRTS, as the area of law examined in this thesis. The definition of
ADRTSs is crucial to the ongoing analysis, which is why much effort was spent in attempting
to distinguish ADRTs from other similar instruments which will not be discussed here. In
addition, it was made clear that the kinds of ADRTSs under discussion in this thesis are those

which purport to refuse life-sustaining treatment under the law of England and Wales.

In order to define this area of law clearly, it has been necessary to set out the law on
contemporaneous refusals of treatment, as this law upon which ADRTSs are founded. From

this examination it could be seen that certain patients have a very strong, but also very

346 Re MB (n 57) 186 (Butler-Sloss LJ); Re T (n 54) 113 (Donaldson of Lymington MR)
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limited, right to refuse treatment. One of the most significant limitations on the right to
refuse treatment is that it can only be exercised by those with mental capacity. Where mental
capacity is lacking, medical practitioners are permitted to provide clinically indicated
treatment in accordance with the best interests of the patient. Since the enactment of the
MCA, the concept of best interests has been reoriented to require the consideration of a
number of a number of factors including the patient’s own wishes and feelings, but these
wishes and feelings will not be determinative of the outcome and will rather be one factor

among many.

The doctrinal function of ADRTS is to provide patients the opportunity to make legally
binding decisions, prior to the loss of mental capacity, which will become binding should
mental capacity be lost. They offer nothing to in legal terms above to rights to refuse
treatment contemporaneously. The only change is that this power is projected into the future
and can apply to circumstances that have not yet arisen and indeed may never arise.

As mental capacity is one of the most important factors in determining the basis on
which treatment can be provided (i.e. whether it is to be provided on the basis of patient
consent or whether it can be provided on the basis of a best interests assessment) it was
imperative to provide a detailed discussion of the definition of mental capacity in English
law and the rules which govern its assessment. Several contentious aspects of mental
capacity assessment were highlighted at this juncture, including the possibility for the
normative commitments of the assessor to enter into capacity assessments, the difficulty of
differentiating mental disorders from matters affecting mental capacity and the manner in
which capacity has been recognised by the court. Such difficulties place a notable
gualification on the rhetorical bombast with which the right to refuse treatment has been
portrayed and they take a special salience in respect of ADRTs which are dependent on the

assessment of capacity at two points in time.

The examination of the terms on which ADRTs are recognised in the MCA reveals
further hurdles for those who wish to assert a right to refuse treatment in future. In particular
the requirement to specify the circumstances in which the ADRT should apply is always
open to interpretation and the manner in which some purported ADRTs have been
interpreted highlights the considerable uncertainty associated with predicting whether an

ADRT will provide the outcome sought by its creator.

Thus, from a purely practical perspective, the degree of additional control offered by
ADRTSs is greatly dependent on a number of factors including the approach taken towards

mental capacity and the interpretation of the terms of the ADRT. However, in order to
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understand why the law operates as it does requires an appreciation of the arguments for
recognising ADRTSs in the first place. Although the incorporation of ADRTS into the legal
order did not require a change to the fundamental legal principles in this area, their
recognition was contentious from other normative perspectives. When justifying the legal
position in respect of consent to treatment, leading commentators and members of the
judiciary often invoke notions of autonomy and self-determination. As ADRTSs are seen as a
mere extension on the contemporaneous rights of individuals the same moral justifications
underpin ADRTSs. In terms of understanding the rationale for the law on ADRTS it is
therefore imperative to examine the meaning of these concepts of self-determination and
autonomy. This task will be undertaken in the next chapter.

66



PART II

THE NORMATIVE UNDERPINNINGS OF ADRTS

Having set out the law on ADRTS in the first part of this thesis, the task of the second
part is to examine the normative underpinnings of the law and some of the ways in which

those underpinnings have been contested.

There are a number of reasons why it might be said to be important to recognise
ADRTS, but, as will be discussed in this part of the thesis, special emphasis has been placed
on respect for autonomy and self-determination as grounds for the development of the law.
ADRTSs perform a temporal extension of the idea that everyone should be able to determine
what should be done with their own body, to enable people to make decision about what
should happen to their bodies following a future loss of capacity. That being the case, a
considerable part of the discussion will be comprised of a discussion of the meaning and

development of the concepts of autonomy and self-determination.

Given the extent of the reliance placed on personal autonomy, it might be though that
the law would have developed a clear idea of the meaning of that term. However, the
concept of autonomy itself remains heavily disputed. A significant line of critique has been
generated around the claim that autonomy has been conceptualised in an overly
individualistic manner and this critical analysis would apply a fortiori to ADRTS to the
extent that they are justified by an extended version of autonomy. Another important claim
is made by those who accept the individualistic nature of autonomy, but who claim that it
cannot form the normative basis for ADRTS, because the individual to whom an ADRT may
apply will not necessarily be the same as (or sufficiently similar to) the individual that
created the ADRT in the first place. This forms a powerful ‘personhood argument’ which is

discussed in Chapter Five.

Behind this discussion is the position advocated here, which is that the normative
concepts of autonomy and self-determination have clearly been important for the
development of the law, but that there are other important factors which have been
instrumental in the development of the law too: the advances in medical technology enabling
life to be sustained in circumstances of low function; the political organisation of society in
accordance with an advanced liberal rationality; the aging population; the financial crisis and
scarcity of resources available for healthcare. These are themes which will be more fully in
Part I1l. This part of the thesis provides a challenge to the orthodox overemphasis of the

importance of autonomy for the development of the law on ADRTSs.
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CHAPTER TWO

THE NORMATIVE BASES FOR ADRTS

INTRODUCTION

The previous chapter set out the law on advance decisions to refuse treatment
(“ADRTs”) in England and Wales. There it was explained that the law on ADRTSs is
parasitic on the law that regulates consent to treatment, because, in legal terms, ADRTs do
no more than temporally extend the right of patients to refuse treatment contemporaneously
into the future. Specifically, ADRTSs extend this right beyond a time at which there is a loss
of mental capacity. That being the case, it was necessary to explain English law’s definition
and approach towards the concept of ‘mental capacity’. Pursuant to this explanation, the
substantive law from the MCA and the common law was set out. Some critical discussion
was offered on the possibility of realising the truly functionalist approach towards capacity,
to which the law aspires, within the legal framework of the MCA and in relation to other

difficulties associated with the way in which capacity can be assessed under the MCA.

The concept of ‘best interests’ was also discussed in order to illustrate the determination
of the kinds of treatment that can be provided to a person who lacks capacity without
consent. This discussion further highlighted the changes wrought by the MCA. Of particular
significance has been the fact that it introduced an explicit requirement to incorporate patient
wishes as part of the determination of best interests. It was suggested that the elevation of
the importance of patient wishes is indicative of a move towards greater patient choice and

> 350

control in the ‘medical encounter’,**® which is often referred to as ‘patient empowerment’ 3!

(a theme that will further be discussed in the third part of this thesis).

Still, the very possibility of treatment being provided to a patient against his or her will,
even in the name of his or her ‘best interests’, is anathema to the post-war political project of
protecting the rights of patients and of patient empowerment.®?2 As a result, ADRTS serve as
remedial instruments, which purport to allow patients to assert control over the kind of

medical treatment that they may receive following a loss of mental capacity. For those who

30 J Bensing, and P Verhaak, ‘Communication in medical encounters’ in A Kaptein and J Weinman
(eds) Health Psychology (Blackwell 2004) 266

%1 K Veitch, ‘The Government of Health Care and the Politics of Patient Empowerment: New Labour
and the NHS Reform Agenda in England’ (n 89)

%2 ibid
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have strong preferences relating to their future treatment, ADRTSs therefore may offer a
degree of reassurance against the possibility of being given unwanted treatment.3
Theoretically, the level of control that ADRTSs offer is significant, in that individuals are free
to refuse any form of treatment through an ADRT that could be refused contemporaneously
and in addition, a refusal of treatment through an ADRT offers the same level of protection
as a contemporaneous refusal of treatment. Moreover, individuals have the right to make this
kind of refusal pre-emptively, meaning that they do not need to wait for the medical
circumstances warranting treatment to occur combined with an invitation from a medical
practitioner to make a decision about the treatment for that condition. This possibility may
be considered empowering of itself.

However, it was suggested that the way the law is framed and the experience of those
who have created ADRTS illustrates that the guarantee offered by ADRTS is fragile in a
number of important respects.* ADRTs are heavily contingent on the assessment of
capacity, because their operation requires mental capacity to be tested at two points in time
(at the point of authorship and at a future time when there are doubts about the patient’s
capacity to decide) and these capacity tests may be conducted by any person involved in the
treatment or care of the patient. Those who perform those tests may have an imperfect
understanding of the law®®° and whatever steps may be taken to ensure adequate legal
knowledge, their judgment may be swayed by their own interests.®*® There are also a number
of formality requirements (outlined in Chapter One), which, if not adhered to, may cause the
ADRT to fail. Similarly an ADRT will not take effect unless the specified treatment
becomes clinically indicated in the specified circumstances and the question of whether this
has happened is a crucial question of interpretation.®” Additionally, as discussed in Chapter
One, there is a structural bias in the drafting of the MCA to promote the provision of life
saving treatment over applying the ADRT %%

In this chapter, the underlying normative bases for the recognition of ADRTs will be
explored in more detail. A number of possible bases for recognising ADRTs will be

suggested in the first section. However, the argument most frequently relied upon in law and
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bioethics centres on the alleged tendency of ADRTSs to increase or ‘extend’ the right to
personal autonomy or self-determination.®® Thus, the predominant focus will be on the
examination of this claim. Part of this examination will involve considering how autonomy
is protected in relation to consent to treatment, as the legal foundation of ADRTSs. Here it
will be argued that the legal understanding of autonomy varies and is not precisely defined

in accordance with philosophical ideas.

NORMATIVE BASES FOR ADRTS

“Counsel all agree that the right to reject treatment extends to deciding not to
accept treatment in the future by way of advance directive or "living
will,"”360

"The basis for the moral (and legal) validity of advance
directives is the patient’s right to autonomy, also known as the right to self-
determination."%!

A number of reasons have been suggested as to why individuals ought to be entitled to
the right to refuse treatment pre-emptively through ADRTS. In the previous chapter it was
suggested the right to refuse treatment and the very existence of ADRTSs in law indicates that
an objective determination of treatment through the best interests test is actually not what the
law considers best for the patient, rather it is only ‘best’ in the absence of an ADRT. On this
reading of the law, there is a tacit acceptance of the argument that the (proto-)patient®®? is a
better person to decide what kind of treatment they should receive than the medical
practitioner. ADRTs therefore establish a lawful basis to support this normative

commitment.

It has also been argued that present welfare can be increased through the creation of an
ADRT, because the author will thereby be able to assure themselves that her life will not be

prolonged in circumstances in which she would not have wished to have been kept alive.*®
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Life, Choosing Death (1 edition, Hart Publishing 2009) 152; Joint Committee on the Draft Mental
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The degree to which this holds true is likely to vary between individuals and may depend on
the intimacy of the author’s familiarity with the law on ADRTs and precariousness of the

guarantee offered by an ADRT (see previous Chapter).

Similarly, it has been suggested that establishing the right to create ADRTS provides an
opportunity for dialogue between medical professionals and patients.®** Although, of course,
it should be remembered the validity of ADRTS is not contingent upon prior medical advice.
As such, this reason appears rather as a possible side benefit, rather than a core argument.

A seldom articulated reason for people to make ADRTS, which will be further discussed
in Chapter Seven, is in order to alleviate ‘burdens’ at the end of life. This may refer to the
ethical difficulty of arriving at an ethically sound treatment decision on behalf of another
person who is at the end of life. However, the idea of burden may also refer to the brutal
economics of the situation in which there is a choice between the continuation or the
cessation of treatment and care of a person with a terminal condition. In this sense, and
particularly within a collectively funded healthcare system, the creation of an ADRT may be
considered laudable as an act of solidarity. Such arguments are rarely aired in such terms to
avoid the risk of being interpreted as suggesting that those who require care, support and
possibly expensive forms of treatment are a burden on society (especially as a similar
argument was used by the Nazis). In addition, there is no evidence that ADRTs do reduce
healthcare expenditure (although most research in this area focuses on ACPs rather than
ADRTSs and some countries do employ provisions which prevent financial incentives being

given to those that create ADRTS e.g. Germany).

Other reasons for recognising ADRTs might be considered close cousins of those
deployed in support of the recognition of autonomy. Some may argue that ADRTS should be
recognised as part of a broader programme of patient empowerment, which has as its goal
the redistribution of decision-making authority from doctor to patient and the limitation of
medical power.3® They may be considered good in order to provide individuals with the
opportunity to consider their own preferences and to take greater responsibility for their own
health.

It has been argued that Human Rights law is essential to the development of medical law

as a discipline®® and the normative power of Human Rights law has been relied upon in aid
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of the recognition of ADRTSs.*®” This is tied to the individual right to determine what should
happen to their body in accordance with the right of self-determination, protected by Art 8
ECHR. However, the degree of overlap between this goal of protecting Human Rights and
the goal of respecting autonomy is dependent on how autonomy is defined. This point will

be discussed further in the next section.

All of the legal developments promoting patient’s legal rights to refuse treatment have
been accompanied and to some extent supported by a growing recognition in the value of the
concept autonomy in bioethics.®®® In order to better understand the legal development of
autonomy it is important to consider how the value has been developed as a moral principle
in the disciplines allied to bioethics.

THE DEVELOPMENT OF THE PRINCIPLES OF AUTONOMY AND
SELF-DETERMINATION

The purpose of this section is to provide some explanation of the key terms ‘autonomy’
and ‘self-determination’. Providing a comprehensive account of the historical
transformations in defining these terms would require far greater space than is available
here, but it is hoped that by focussing on the thought of two of the most influential authors
philosophers on this subject, Immanuel Kant and John Stuart Mill, an insight may be
gleaned into the difficulties associated with defining these concepts. One of the aims is to
highlight the contested nature of these concepts that have been relied upon so heavily in law
and also to dispel any suggestion that the development of these concepts can be viewed as
the product of a neat process of logical rationalisation or indeed that we have arrived at a
position in which there is any agreement on the meaning of these concepts. Further
discussion of some of the political problems with the individualistic form of autonomy

which is alleged to have prevailed in law and bioethics will be provided in the next chapter.

To begin, it is trite to observe that, in its core sense, autonomy concerns the government
of the self. The word autonomy is derived from the Greek auto meaning ‘self” and nomos

meaning ‘government’.3®® At this linguistic level of analysis, autonomy can be contrasted
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with heteronomy which describes government exercised by others.>”® The term ‘autonomy’
was first used in relation to city states,®’* was later used by Kant in relation to decisions3’
and others argue that it is a quality that persons can possess.®” The literal meaning therefore
suggests that the individual is in control of the decisions that they make rather than any third
party. On this simple understanding then, respecting autonomy entails respecting the
decision of the decision-maker without making decisions on the other person’s behalf. In
respect of medical treatment, this principle would therefore suggest that medical treatment
should only be given with the continuing agreement of the patient. Respect for autonomy
would equally demand that a decision to refuse treatment should be a matter for the
individual. Protecting autonomy in law may therefore guard against the possibility of doctors

conducting experiments on patients without consent.

Many have argued that the concept of autonomy is more complex and nuanced than
this®” and that the simple right of individual choice, as regards matters which primarily
affect them, is better described as a right of “self-determination”.*’® In straightforward terms,
‘self-determination’ describes the right of an individual to determine what is done to them.
In context of medical law, it was defined by Lord Scarman as “the right of a patient to
determine for himself whether he will or will not accept the doctor's advice” and indeed any
particular form of treatment.3® Self-determination is, therefore, a close cousin of autonomy,
but the two concepts are distinguishable (depending on which conception of autonomy — of

which there are many®”’ — is used as a comparator).

Perhaps the most widely-known and cited conceptualisations of autonomy in medico-
legal and bioethical literature are those of Immanuel Kant®’® and John Stuart Mill. However,
though they may have shared a research interest, these two philosophers arrived at very
different conceptions of autonomy. Despite this, the distinctions between their positions

have not always been clearly acknowledged by commentators who draw upon this work.
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Part of the blame for the confusion may well lie at the door of the authors of one of the
seminal bioethical texts of the Twentieth Century, “Principles of Biomedical Ethics”,
because arguably Beauchamp and Childress’ discussion of autonomy "fused the Kantian
concept of respect for persons with John Stuart Mill's quite different notion of liberty ...
Folding together the distinct views of Kant and Mill blurred the edges of both the Kantian
and the Millian notions”.3”® Highlighting some of the differences between certain approaches
to autonomy>®° will help to explain why the term use of the term ‘autonomy’ without further

specification can elicit such confusion.

KANTIAN AUTONOMY

Kant clearly viewed the rational will as the foundation of moral action.*®! He argued that
“[o]nly a rational being has the power to act in accordance with the representation of laws,
that is, in accordance with principles, or has a will [wille]”.%2 Simultaneously, Kant posited
categorical imperative (“CI”) a priori as a norm and argued that rational agency depended
upon an adherence to this norm.3® Kant expressed the Cl in several different ways in an
attempt to better explicate its meaning.

The first expression of the ClI was that all moral decisions must be capable of general
application, such they are capable of being applied as a law.*®* Consequently suicide is
impermissible in Kant’s moral framework,®° because if suicide were to be universalised as
law, human existence would cease.®*® Secondly, the Cl suggests that a person cannot use
themselves, as a moral agent, as a means to an end: “Act so that you treat humanity whether
in your own person or in that or in that of any other, always as an end and never as a means
only”.3¥" Thus, a person cannot sell themselves into slavery. Kant further asserts that all
rational agents are ends in themselves and should never be treated as mere means to other

ends. The third expression of the CI is “all maxims that proceed from our own making of
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law ought to harmonize with a possible kingdom of ends as a kingdom of nature”.%® This
places greater emphasis on the collective good of protecting the conditions in which
autonomy can be exercised and aspiring towards a society in which individuals can act

autonomously.33°

Kant was deliberate in his usage of the term ‘autonomy’ and was careful to define it as

part of the CI. He said

“[t]he principle of autonomy is therefore: choose only in such a way
that the maxims of your choice are also included as universal law in
the same volition. (g 4: 440; ii, g 80)”.3%°
This definition pertained to the individualised character of autonomy, but Kant was also
concerned with the operation of autonomy in society, where he acknowledged that
“[aJutonomy is meaningfully exercised among other autonomous agents, whose rational
capacities serve as a constraint on, and confirmation of, its exercise.”®! Thus, in spite
charges of individualism levelled at Kant, he acknowledged that the meaningful exercise of
autonomy requires sensitivity to the fact that moral action occurs in communities of other

agents whose capacity for rational action should not be impinged upon.

Having outlined Kant’s conceptualisation of autonomy, a similar outline can be provided
in respect of mill’s work in the next section. This will provide an opportunity to contrast the

approaches of the two philosophers and the definitions of autonomy that they provide.

MILLIAN AUTONOMY

Mill was one of the chief proponents of liberal thought in the Nineteenth Century.
However, his approach to the question of autonomy differed quite significantly from Kant’s.
Indeed, most notably, he rarely employed the term autonomy,**? but in spite of this, his work
has been routinely drawn upon by commentators for the purposes of defining and
conceptualising autonomy.>*® The reliance on Mill’s ideas in the definition of autonomy

indicates the importance of liberal thought to the definition of autonomy and this is a theme
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that will be taken up in the third part of this thesis with the examination of Foucault’s work

on governmentality.

One of Mill’s most important contributions to political philosophy was his establishment
of the Harm Principle. Through this principle Mill set out the limits of legitimate state

interference in the actions of its citizens in the following way:

“That the only purpose for which power can be rightfully exercised over any

member of a civilised community, against his will, is to prevent harm to

others”.3%

Thus, Mill argued that the decisions of each adult person should be respected on the
basis that no other entity, including the state, has the right to interfere in the lives of an
individual, unless that individual causes harm to others. From this, Mill drew the conclusion

that “[o]ver himself, over his own body and mind, the individual is sovereign”.3%

It is therefore clear that the individual occupies a central role in Mill’s theory.3% It
would be mistaken, however, to characterise Mill’s argument as based on unbridled
individual self-determination. Mill did believe that there should be some restriction on
individual action. For instance, he considered that it would be legitimate to interfere with the
actions of certain persons, such as children®” and suggested that people could be compelled

to do certain acts.®

Further, we can observe that Mill’s theory was not solely directed at the vindication of
individual rights. Mill also highlighted the instrumental value of autonomy in suggesting its
importance in the promotion of human development. For Mill, the normative force of the
harm principle does not simply rely on the wrongness of interference with the body or in the
affairs of an individual, but it also suggests that the lack of interference gives the individual
space to develop their own ideas and preferences and to thereby become a better person. He
claimed that this was character building and that without the formation of character people

would be nothing more than machines:3%
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“He who lets the world, or his own portion of it, choose his plan of life for

him, has no need of any other faculty than the ape-like one of imitation. He

who chooses his plan for himself, employs all his faculties.”*®

Similarly, Feinberg criticises Kant’s insistence on a rational mode of decision making*®

as a requisite of autonomous decisions and instead promotes a “personal sovereignty”*%? (or
“self-sovereignty™%®) model of autonomy, which conforms closely with the rhetorical use of
the term autonomy found in many cases on consent to treatment (considered in the next
section). The core idea is that sovereign individuals have dominion over themselves and
therefore cannot be forced to take action, or have action forced upon them by any external
party. Feinberg would admit there ought to be certain limits on individual action, which are
particularly evident through his distinction between ‘self-regarding’ and ‘other-regarding’
actions.*™ This adds some nuance to Mill’s Harm Principle, by considering situations such
as the garrison society in which there may be a clearer case for imposing restrictions on
actions such as recreational drug taking as although they might be primarily directed towards
the individual, may have significant consequences for the rest of society.*%

Personal sovereignty has much in common with Berlin’s idea of negative liberty, which
describes an area of liberty carved out by the limitations on the power of others: negative
liberty may exist in the spaces not subject to the control of others.*®® An example of
autonomy as negative liberty might be seen in Law Commission’s understanding of
autonomy in terms of the absence of ‘intervention’ in its report on Mental Incapacity*®’ that
preceded the Mental Incapacity Bill.*®® Berlin contrasted this with an idea of positive liberty,
which describes the actual ability to pursue and obtain certain goals or being enabled to do

the same.*®

Plainly then, there are significant differences between Mill’s liberal position (with its
similarities to Feinberg’s notion of ‘personal sovereignty’ and Berlin’s idea of negative

liberty*19), based on defining the legitimate scope individual action through a principle
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limiting state action and Kant’s deontological position based on the CI as an a priori
principle facilitating rational decision-making. Kant conceived of autonomy in terms of a
duty (Verpflichtung) to make decisions consistent with the CI, whereas Mill imposed
minimal obligations on the individual in terms of the kinds of decisions that they could make
(the primary one being that third parties would have an interest in the decision where it is
one that may cause harm to others). Further, and in more general terms, the political focus of
Mill’s approach can be contrasted with the more abstract, moral, approach of Kant. These
important distinctions, among others, suggest that positions of the two philosophers should
not be quickly conflated.

Given their influence in bioethics and law, having an appreciation of the difference in
approach of these philosophers and the difference in definition that results is therefore
crucial. Having identified some of these differences, we can now consider how these
philosophical theories of autonomy map onto the legal recognition of autonomy, particularly

in respect of medical law.

AUTONOMY, SELF DETERMINATION AND THE
CONTEMPORANEOUS REFUSAL OF MEDICAL TREATMENT

Having outlined the concepts of autonomy and self-determination in the previous
section, we must now consider how those terms have been understood and drawn upon in
medical law. In particular, the discussion will focus on the implicit and explicit use of the
concepts of autonomy and self-determination in relation to cases on the refusal of treatment
and on advance decisions to refuse medical treatment. The reason for this focus is because,
as discussed above, the law on ADRTSs is contingent on the law on contemporary refusals of
treatment. The case law on contemporary refusals of treatment also offers an important
insight into the normative basis for the development of the law in this area. Of particular
note is that respect for personal autonomy has not always been the primary ground for

requiring consent to be obtained for treatment.

“It is now well recognised that the interest which the law of negligence
protects is a person’s interest in their own physical and psychiatric integrity,
an important feature of which is their autonomy, their freedom to decide
what shall and shall not be done with their body...”*!
The relationship between the greater prominence of recognition given to autonomy and
the strengthening of the rights to refuse treatment is complex. We can observe that lawyers,

and particularly academic lawyers, who position themselves within the medical law or

411 Montgomery v Lanarkshire Health (n 161) [108] (Kerr and Reed LLJ) (my emphasis)
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healthcare law traditions, commonly take their understanding of the concept of autonomy
from bioethics,*? which might be considered the applied field of moral philosophy.
Testament to the significance of this relationship, many of the leading textbooks on medical
law contain reference to ‘ethics’ or ‘bioethics’ in their very titles (although arguably these

terms are under theorised in the medical law literature)*:3,

Even those textbooks that do not contain a reference to ‘ethics’ in their titles inevitably
make reference to ethical principles in the body of the work, because these ethical principles
are intimately bound up with the legal principles they seek to describe.** Miola
characterises this relationship between medical law and medical ethics as ‘symbiotic’.** The
two (sub-) disciplines mutually rely upon, reinforce, and perhaps, reproduce each other. The
law is able to draw upon the philosophical gravitas of ethical argumentation in establishing
legal principles governing the roles of doctors and patients. While medical ethics can draw
upon a ready source of ethical dilemmas arising from case law and can then respond to legal
developments and requirements which shape roles and expectations. In part, this is due to

the complex interplay between medical law and medical ethics.*1

However, although autonomy may have come to be the most frequently cited and
dominant principle in bioethics,*’ it is a term which has rarely received express recognition,
much less express discussion, in case law. Hoppe and Miola note that two of the most
important cases on the law of informed consent (and medical negligence) Blyth v
Bloomsbury HA and Sidaway are “autonomy-free zones”.*'® Neither case employs the term
autonomy, but despite this, such cases are taken, to be part of the case law that expands

patients’ rights to respect for their autonomy.

Where ideas of autonomy and self-determination are directly relied upon by the courts
they are seldom clearly defined, nor consistently applied.**® In Ms B v An NHS Hospital Trust a

number of excepts from precedent case law are provided under the heading “The principle of
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autonomy”, disappointingly only one of the excerpts actually employs the term “autonomy”
(from Re T) and it provides no definition, but merely an association of the term with others
such as bodily integrity, self-determination and choice.*?® The case of A local Authority v
JH* gives a cogent illustration on the point. There it was suggested that “[the patient] is
still able to appreciate and express the value of being at liberty and being allowed
autonomy”*?? but footnote at this point states that this meant “[aJutonomy in the practical,
everyday sense, rather than a strict legal or philosophical sense (i.e., autonomy vs

heteronomy of the will)”.*?

A much more convincing engagement with the concept of autonomy can be found in
Chester,*?* where the term autonomy was explicitly employed*? and a passage from Ronald
Dworkin’s Life’s Dominion was quoted.*? In this passage Dworkin suggests that autonomy
has value because it protects the individual capacity to define her own character.?’
However, this should not immediately be taken as an endorsement of Dworkin’s conception
of autonomy throughout this body of case law. It is plain that Dworkin’s account of
autonomy would introduce certain conditions on the recognition of a particular action as
being autonomous which the law may not accept (e.g. there is no requirement when refusing

treatment requiring that refusals accord with the individual’s deeply held values etc).

In particular, Dworkin argues that a decision is only to be respected as autonomous if it
reflects the critical interests of the individual.® By contrast the law would, in theory, be
bound to respect the decision of individuals who made a decision which did not conform to

their deeply held values or which was even made for no reason at all.*?®

Indeed, when considering the law on the refusal of treatment, much of the focus of the
case law has not on the patient at all, but on the actions of the doctor. The case of Slater v
Baker and Stapleton®® is one of the earliest cases in English law to recognise consent as a
requisite of lawful medical treatment. The case involved a patient who had a cast removed

from his leg in the absence of his clear consent, causing him pain. His claim against the
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surgeon upheld in court and he was awarded damages. However, the rationale given for
requiring patient consent was somewhat different to that which might be proffered today
(along the lines of a violation of the patient’s right to determine what should be done with
his body). It was said that “...it is reasonable that a patient should be told what is about to be
done to him [sic]”.®* This portrays the failing more as one of etiquette than of the violation
of the physical integrity of the patient, a failure to respect his autonomy, or an interference
with his right to self-determination.**

Even as late at the Nineteenth Century, the seeking consent was viewed as a practice
designed more to improve therapeutic outcomes than protect any supposed patient rights.*3
Taking this view would suggest that there is no necessary link between institution of a body
of laws which safeguard the right to refuse treatment and autonomy in the sense of patient

empowerment.

The themes of autonomy and self-determination came to greater prominence in this area
in the Twentieth Century. One of the most important drivers for this change of focus was the
Second World War and the atrocities uncovered following its conclusion. Although it has
been reported that informed consent requirements were in existence in Germany at the
beginning of the Twentieth Century,** the orthodox medical law narrative holds out the
discovery of Nazi atrocities during WWII as a watershed moment for the development of
informed consent and patient rights more generally, following which there was recognition
that patients required greater protection from the medical profession and medical researchers
to safeguard them from abuse.**® This resolve that the atrocities perpetrated by Nazi doctors
should never be repeated was manifested in the Nuremburg Code in 1947, which made the
voluntary (i.e. uncoerced) consent of human subjects the sine qua non of participation in

medical research for adults with capacity.*%®
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432 spe also J Miola, Medical Ethics and Medical Law: A Symbiotic Relationship (Hart 2007) 28-30
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2009) 56

434 ] Vollmann and R Winau, ‘Informed Consent in Human Experimentation before the Nuremberg
Code.” (1996) 313 British Medical Journal 1445

45 J Miola, Medical Ethics and Medical Law: A Symbiotic Relationship (Hart 2007) 33; J Miola,
‘Making Decisions About Decision-Making: Conscience, Regulation, and the Law’ (2015) 23
Medical Law Review 263, 267

4% “The Nuremburg Code’, 1947. http://ohsr.od.nih.gov/guidelines/nuremberg.html. [accessed
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The revelations at Nuremburg did great damage to the trust to which medical
practitioners were formerly accustomed**” and which is now widely recognised as being so
important in medical practice.**® Committing to new ethical standards of consent to medical
treatment and experimentation was therefore vital for the future of medical practice and the
restoration of trust. Thus, the development of a body of law on consent was also important

for the protection of the medical profession as well as for patients.

Although the increased recognition in patient autonomy and self-determination should
not be construed as being linear and continuous following Nuremburg, as medical doctors
retained significant control and long afterwards,*® it has been suggested that modern
“consent-centric” ethical standards have been developed as “a direct consequence of the
Nazi atrocities”.*? Beauchamp and Childress also point to this episode in history as the basis
for a much greater level of attention being paid to consent to treatment.**

The victims of the Nazis were denied their humanity and were treated instrumentally,
they were experimented upon against their will without any and were thus denied respect for
their rights to refuse treatment and this was seen as the core of the violation that they
suffered. The principle of autonomy provided an important philosophical basis for the
condemnation of atrocities perpetrated during WWII, but so too did the more general idea of
Human Rights and it was the idea of human rights that provided the practical means for

offering protection through the development of Human Rights Laws.

The Universal Declaration of Human Rights (UDHR) and the European Convention on
Human Rights (ECHR) can be seen as attempts to define the minimum acceptable standards
for the treatment of human beings in law. The rights surrounding medical treatment which
were developed following Nuremberg were accompanied by, and largely incorporated
within, a new codified recognition of Human Rights particularly in the ECHR and in the
UNHR. The rights set out in these Convention documents define certain rights which are
enforceable against the state. For example, article 2 protects the right to life**; article 3

Charter of Fundamental Rights of the European Union*? prohibits torture, defined as
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439 J Miola, ‘Making Decisions About Decision-Making’ (n 435) 267
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42 e.g. Centre for Legal Resources on behalf of Valentin Campeanu v. Romania [GC], no. 47848/08,
ECHR 2014

43 UN Economic and Social Council General Comment 14 (discussing article 12 of the International
Covenant on Economic, Social and Cultural Rights, 2000)
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“inhuman and degrading treatment***. Article 8 guarantees the right to a private and family
life through the recognition of “personal autonomy and self-determination”.**® This right
provides similar protection to patients as that which is provided under the common law,
because it is engaged “even minor interference with the physical integrity of an
individual”.*® However, this article of the Convention is subject to qualification on various
grounds including ‘the protection of health’ and ‘public safety’.**” This allows for medical

treatment to be provided in the absence of consent in certain circumstances.

While philosophical theories were important in providing a robust and precise basis for
understanding why the violations that occurred during the war were so heinous, and offered
a platform for theorising the kinds of rights that ought to be recognised to prevent any
repetition, it is also important to note the human rights recognised by the ECHR are rights
held by individuals by virtue of their very human existence. This can be contrasted with
those theories of autonomy that only recognise certain decisions (rather than persons) as
being autonomous if they conform to certain criteria. The only criterion for enjoying human

rights is being human.

THE POST-WAR RECOGNITION OF AUTONOMY AND  SELF-
DETERMINATION IN LAW

One of the most widely cited expositions of the modern rationale for the consent process

is to be found in Schloendorff v Society of New York Hospital*?® where it was said that:

“Every human being of adult years and sound mind has a right to determine
what shall be done with his own body; and a surgeon who performs an
operation without his patient's consent commits an assault for which he is
liable in damages.”

This was followed by the expression of similar sentiment in English law cases such as
Airedale NHS Trust v. Bland:*#

“...the principle of self-determination requires that respect must be given to
the wishes of the patient, so that if an adult patient of sound mind refuses,
however unreasonably, to consent to treatment or care by which his life
would or might be prolonged, the doctors responsible for his care must give

444 e.g. Budanov v Russia (Application no. 66583/11) ECHR 2014

45 R (on the application of Purdy) v Director of Public Prosecutions [2009] UKHL 45 (HL) [82]
(Brown LJ); see also NHS Trust A v M [2001] Fam 348, 361(Butler-Sloss P)
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effect to his wishes, even though they do not consider it to be in his best
interests to do so"4%°
The employment of this kind of language illustrates a shift in attention towards the
patient and away from the conduct of the healthcare professional. It represents a shift
towards patients’ rights and away from the professional standards to which the medical

practitioner should adhere.

However, although a change of language in that direction is plainly observable, the
means by which the law has protected the rights of patients has been through the tort of
negligence, whose conceptual concern lies with the failure of the medical practitioner, rather
than the interference with the rights of the patient.**! Despite the conceptual strain necessary
to protect patient rights through the tort of negligence, the English courts made clear that
actions against medical practitioners in battery would only be entertained in very limited
circumstances.**? This provides further indication that many of the cases concerned with the
development of the law on the refusal of treatment has not been solely motivated by a
concern to further the cause of patient autonomy, but has in addition been designed to

protect patients.

One of the chief ways in which the law has sought to protect patients against the abuses
of medical power has been by entitling them to information relevant to their treatment.*>
Imposing a duty on medical professionals to provide more information to patients is also
seen as a method for reducing the “power imbalance” between doctor and patient.***
Moreover, meaningful decisions about treatment can only be made when they are

accompanied by certain pieces of information.

The informational rights of patients have been greatly extended in the post war period
through the development of the common law: the right to have questions answered

truthfully,*® the right to be told of the material risks*® involved (not just in the proposed

450 At 864 (Goff of Chieveley LJ)
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treatment, but also in alternative procedures®’ and moving away from the Bolam v Friern
Hospital Management Committee**® test of information disclosure (i.e. disclosing only that
which a reasonable body of medical men would disclose) towards a standard based on what
the patient wants to know*° represents a significant stride forward for the patient’s ability to

control their what kind of medical treatment they receive.

The courts demonstrated their commitment to upholding the decisions of individuals
even where the implications of so-doing risked significant harm for the patient or others.
Particularly fraught decisions were made in favour of the patient even in cases where
pregnant women risked the loss of their pregnancy.*®® One important case in the formation of
the modern right to refuse treatment was that of Re MB.*®! Here it was said that if a pregnant
woman is competent, she can refuse treatment for any or no reason and can do so even if her

decision endangers the health of the foetus. Lady Butler-Sloss made the point forcefully:

“A competent woman, who has the capacity to decide, may, for religious
reasons, other reasons, for rational or irrational reasons or for no reason at
all, choose not to have medical intervention, even though the consequence
may be the death or serious handicap of the child she bears, or her own
death.#62
The legal consequences of the failure to respect a refusal of treatment made by a
competent adult are primarily based around the idea of trespass to the person and medical
negligence. Although battery may be the best theoretical fit with the modern ideas of self-
determination, the courts have made it clear that they consider the appropriate legal ground

for the protection to be medical negligence in the majority of cases.

«...failure to go into risks and implications is negligence not trespass.”*

Hence although vociferous judicial backing has been given in support of the right to
refuse treatment,*% it is only where the nature and purpose of the procedure has not been
explained that the courts will consider actions in battery.*%® Consequently, by far the greatest
amount of legal activity has been in respect of the development of the relevant principles of

negligence.
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The establishment of a duty of care between the healthcare professional and the patient
is straightforward, but the determination of the precise standard of care to be expected is less
clear. One of the most important cases to establish a test, which turned out to be one which
was very long-enduring was Bolam. This case established that medical practitioners must
provide the same standard of care as would be provided by a ‘responsible body of medical
men’ and thus gave medical practitioners a significant hand in the definition of the standards

by which they would be judged.

However, this test was subsequently circumscribed by the decision in Bolitho*® in
which the court put a gloss on the Bolam method for defining the standard of care by
expressing a willingness to subject the putative consensus of a reasonable group of medical
practitioners to scrutiny. If the court did not consider that the standard of care being operated
by the medical collective was not sufficiently high in some respect, the court would not be
bound to accept it as the standard of care expected of the reasonable doctor. This principle of
judicial supervision of medical opinion has also been applied with respect to applications to
determine the lawfulness of a particular treatment in future in the case of Re T where the
court preferred the parents’ opinion, that a liver transplant was not in the best interests of

their child to the opinion of doctors that the transplant should go ahead.*¢’

A long line of cases have thus come to define the kind and quality of information that
patients could expect from their medical practitioners. One of the most important recent
developments on this point came through the decision in Montgomery v Lanarkshire Health
Board.*6® Here the supreme court departed from the majority in Sidaway, in respect of their
view that the test for the disclosure of information to the patient should be based on what the
reasonable doctor would disclose, adopting instead a test based on the information that a
reasonable patient would want to receive, while remaining responsive to the informational

needs of the specific patient whose treatment is under discussion.*®°

Aside from the battle for information, patients faced a further hurdle in trying to recover
damages in negligence actions through the requirement to prove causation. Particularly, the
medical team might have failed to disclose the right information or explain a procedure to
the same standard as a reasonable doctor, but nonetheless, if the patient could not establish
that they would have refused the treatment following a proper explanation and disclosure of

information, they could not recover damages. However, in the case of Chester even though

466 Bolitho (n 168); see M Brazier, and J Miola (n 168)
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the claimant could not establish that she would have refused the treatment, had she been
given the correct information, the view was taken that in order to give effect to Ms Chester’s
right to self-determination, she would have to be allowed to recover damages.*”® Through
this strained interpretation of causation, the explicit reference to autonomy*’* and the explicit
endorsement of the right to informed consent,*’? this case demonstrates a notable shift in

judicial attitude in favour of patients.

These developments in medical negligence have had the effect of requiring greater
levels of information disclosure to patients and can be seen as an ostensible attempt to
protect patients from the potential abuses of medical power, by making patients party to
information relevant to their treatment.*”® However, the greater extent of these requirements
of disclosure also puts a greater demand on patients to process this kind of information for
themselves, which places a commensurately greater degree of responsibility on the patient.

This case can be seen in the context of political programmes aimed at the empowerment
of citizens and patients. The state has created requirements and frameworks for the greater
disclosure of information and the facilitation of decision-making, which open up a greater
degree of choice and normalise the disclosure of information and of choosing (e.g. star
ratings from the care quality commission)*’*. Interaction with this kind of information
demands individuals with different abilities and different dispositions. In addition to laws
protecting patient choice, programmes have been designed to encourage patients to be active
partners in decision-making particularly in medicine. Outside of medicine, consumerism has
become one of the dominant modes of interaction between individuals and authority. These
are themes which will be taken up and discussed further in the third part of this thesis. For
present purposes, it will suffice to say that the development of the rights protecting
autonomy have themselves been shaped by broader political objectives and by the demands

of advanced liberal rationalities of government.

470 Chester (n 2) [57] (Hope of Craighead LJ)

471 Chester (n 2) [18] (Steyn LJ)

472 Chester (n 2) [14] (Steyn LJ)

473 see R (on the application of Tracey) v Cambridge University Hospitals NHS Foundation Trust
[2014] EWCA Civ 33

474 http://www.cqc.org.uk/ [accessed 17/08/2015]

87


http://www.cqc.org.uk/

MAKING SENSE OF THE RELATIONSHIP BETWEEN MEDICAL
LAW AND THE CONCEPT(S) OF AUTONOMY

“Whatever else people think about individual or personal autonomy, they do
not equate it with mere choice”*"

Given the foregoing discussion in this chapter, the assertion that there is one unitary and
universally accepted version of autonomy is immediately contentious and the suggestion that
there might be “practical, every day sense” of autonomy, while intriguing, remains a bare
assertion without supporting evidence of its existence, let alone any explanation as to how it

might be distinguished from other notions of autonomy.*

Such inconsistency may well suggest that the concept of autonomy is being invoked for
its conceptual cache and rhetorical value*”” as much as for a belief in its worth among other
normative considerations. The appearance of inconsistency is perhaps an inevitable
consequence of the attempt to simultaneously satisfy the objectives of patient empowerment
and conceptual fidelity. The variation seen within the common law when approaching
matters of autonomy demonstrates limits of purely philosophical or bioethical analysis in
respect of the law.*”® However, considerable criticism has been levelled at the dominant
form of autonomy that has been developed within bioethics and law and some of these

criticisms must be highlighted.

A product of the imprecise and rhetorical usage of the concept of autonomy is the
apparent willingness to treat it as being interchangeable with the concept of self-
determination.*”® Conceptual conflation of this kind suggests the adoption of a ‘thin’
approach to the construction of autonomy.*® From this, it is reasonably clear is that the law
does not strictly adhere to Kant’s concept of autonomy. It is common in bioethics and law
(should autonomy be explicitly referred to at all) to speak in terms of respecting a person’s
autonomy.*8! However, for Kant it is decisions that may possess the quality of being

autonomous, not individuals.*8?
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By contrast, in English law, it is more common to speak of autonomy as a quality that is
in the gift of those who of adult years who retain capacity to decide (see e.g. HE). Moreover,
not all decisions will adhere to Kant’s requirements for autonomous decision-making,
because for a decision to be truly autonomous it must be one which does not offend the
Categorical Imperative. Adhering to this requirement means the decision must be
universalisable (i.e. it must be one which would be just in all circumstances) and that it must
be one which respects the status of human beings as ends in themselves (and never merely as
means to ends). These requirements place a significant qualification on the legitimate scope
of individual choice.

The Categorical Imperative precludes acceptance of the idea of self-ownership* as well
as intentional self-harm (one could not will self-harm as a universal law). Other related
theories of autonomy would also preclude such action on different grounds. English law is
somewhat incompatible with this suggestion too. It is certainly not the case that English law
fully recognises individual self-ownership (one cannot, for instance, sell one’s own
organs).*8* However, the extent to which English law would impose a duty on individuals to
act in their own interests is limited, because patients are entirely within their rights to refuse
treatment which will inevitably lead to their death.*® Indeed since the Suicide Act 1961
English law allows people to commit suicide and this decriminalisation of suicide has been
held out as an example of the triumph of self-determination over the sanctity of life.*® More
recently it has been suggested that such a choice can be made autonomously.*®” This is a

position that, as mentioned above, Kant’s theory of autonomy would not admit.*%

In further contradistinction to the Kantian position, under English law individuals are
entirely free to make decisions which are inconsistent with their past decisions and to make
decisions which they would not wish to hold out as universalised principles (i.e. to be
applied in all like cases). A person may refuse treatment arbitrarily*®® and then later accept

the same treatment presented to them at his or her discretion.
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Mill’s position appears more compatible with English law, because, as discussed, it
centres not from the question of what kind of decisions are the right decisions to make per
se, but rather by questioning the legitimacy of interference with individual choice and action.
It thereby foregrounds the role of the individual in a similar way to general post-war

approach of the courts in medical cases.**®°

However, a closer examination of certain cases suggests that we cannot simply declare
English Law as being aligned with an idea of Millian autonomy or indeed an idea of self-
determination. Certainly cases like Re T, Re B and Re C can be held out as examples of cases
in which the patients have defied powerful orthodox medical wisdom in taking decisions, in
spite of grave consequences, with the backing of the courts, but different cases can just as

easily be found in which the courts have denied patients’ wishes.**

The absence of an agreed definition of autonomy means the suggestion that Parliament
and the courts have not correctly, or fully, produced laws which guarantee respect for
autonomy an easy, but ultimately inconsequential, argument to make. Quite apart from the
lack of a clear philosophical pedigree in the definition of autonomy, however, those seeking
to criticise the law might also point to internal inconsistencies in relation to the law’s

working definition(s) of autonomy.

Some have attempted to rationalise the differences in the approaches taken in different
cases through recourse to new sub-typologies of autonomy.*®? Such analysis usefully
highlights variation in the approach of the courts, but this empirical approach has its
limitations in that it attempts a categorisation of observed and interpreted body of law, while
already being well disposed to the idea of autonomy. Although it is not disputed that
autonomy is an important value, there are competing values (e.g. self, determination, liberty,
bodily integrity and choice)*® and practical concerns which impinge upon the court’s
judgment (indeed it has been suggested that the concepts of autonomy and liberty are often

conflated).4%*

The court does not begin with the objective of protecting autonomy, or respecting other

ethical concepts for that matter, but rather with the commitment to upholding the written
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law.*®® In addition, this kind of analysis, on its own, leaves open the normative question of
which form of recognition of autonomy is to be preferred and the basis for any such
preference (and whether these conceptions of autonomy are to be read in a way that is
peculiar to the law itself)*®. Thus, while there is clearly a relationship between the law in
this area and (certain conceptions of) autonomy, attempting to distil a more precise
conclusion about the nature of this relationship is a much more complex task and it may,
ultimately, be one which is unlikely to bear fruit.

Having this brief overview of the complexity and contentiousness of the definition of
autonomy, it is now important to consider how this imperfect understanding feeds into
English law’s understanding of ADRTSs. The relationship between autonomy and ADRTs
will be explored further in the following section.

ADRTS AUTONOMY AND SELF DETERMINATION

Having considered the relationship between the law on consent to medical treatment and
the ideas of autonomy and self-determination, we can now turn to consider the way in which
the idea of autonomy has been employed as a justificatory platform for the recognition of the
right to create ADRTSs. It has been assumed that the oft-conflated concepts of autonomy and

self-determination form the basis for legitimising ADRTSs, as Mr Justice Munby suggests:

“An advance directive is, after all, nothing more or less than the embodiment
of the patient’s autonomy and right of self-determination.”*%’

However, when considering ADRTSs in English law, we must remember the significance
of the legal limitations, which mean that ADRTSs only take effect once their author has lost
capacity to make the material decision (i.e. the specific decision about treatment which is
being posed). This is important, because as was discussed in the first chapter, English law
does not recognise as binding the contemporaneous decisions of those who lack mental
capacity.*®® Such persons can be provided with whatever treatment is deemed in her or his

best interests without the need to seek consent.**® This is the sense in which it might be said

4% See K Veitch, The Jurisdiction of Medical Law (n 8) 56
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that the right to create ADRTS enables this right to refuse that treatment in advance and it is

in that way that it might be considered to extend this right of autonomy:5%

“The patient has a measure of autonomy in choosing between available
alternatives. Advance decisions are a means by which such autonomy can be
extended to a situation when the patient has become incompetent, by stating
in advance the types of treatment which the patient would or would not find
acceptable in certain circumstances.">%

Though elegant in its simplicity, this seemingly common-sense explanation demands
some further discussion. It cannot refer to an extension of the willingness to respect patient
choice in those situations where mental capacity is considered lacking. The legal recognition
of ADRTSs has done nothing to alter the test for capacity. Rather it surely describes the
willingness to respect the decisions made by the author of the ADRT in respect of what we
might, as a mere “facon de parler% term his or her ‘future self’> (i.e. the person she or he
will become in future) where that future self is one that has lost mental capacity. As such,
the ‘extension of autonomy’ could more precisely be said to be a temporal extension of the
autonomy of the ‘present self’. Through the creation of an ADRT the present self not only
has legitimacy in contemporary decision-making, but who is also accorded decision-making

authority over his or her (possible) future self.

AUTHENTICITY

Ronald Dworkin, whose conception of autonomy was cited with approval in Chester,5
has suggested that this ‘extension of autonomy’ is aimed at respecting “precedent
autonomy””; that is respecting the decision of the last instantiation of the self, capable of
exercising autonomy.®® He argues that respect for precedent autonomy is preferable to
alternative ways of making treatment decisions in situations where the patient lacks the

mental capacity to express a decision contemporaneously:

“If 1 decide, when I am competent, that it would be better for me not to
remain alive in a seriously and permanently demented state, then a fiduciary
could contradict me only by exercising an unacceptable form of moral

paternalism” 5%
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Dworkin argues that this would be the case even where the incapacitated person may
appear relatively contented. In order to advance this argument, he relies on a case study
based on a patient called Margot:>® a person who had earlier expressed a wish not to be
given life-sustaining drugs should she ever suffer from dementia, but who she appeared
relatively happy when she did later develop dementia. The question therefore arose as to
what should happen in the event that she should require antibiotics to treat an infection. In
order to answer this question, Dworkin separates out what he sees as her ‘critical’ and
‘experiential’ interests.®®” He suggests that her experiential interests (her state of
contentedness) must yield to her critical interests (her deeply held values). Thus the ADRT
should take effect.

The reason for preferring critical interests over experiential interests is said to be aimed
at the protection of the ‘authentic self”.>® Clearly the idea of the protection of the authentic
self is a different goal from the simple protection of individual choice. It is equally plain that
idea that a decision would have to pass a hurdle of authenticity before being upheld would
not meet with the concerns of libertarians who believe in unimpeded free choice for the
individual. Such a requirement would also implicitly rely upon of an external person with
the authority to determine the question of authenticity. Such an objective would be
incompatible with the aims of those who seek to draw on autonomy as a means of patient
empowerment. However, including a requirement of authenticity in the criteria for
autonomous decision-making may better attend to the concerns over refusing treatment to
those who appear to undergo significant personal change in the period intervening the

formation of the ADRT and the point at which it is relied upon.5%

This argument has been taken up by the creators of so-called ‘Ulysses contracts’ in the
United States. These are similar to ADRTS, in that they concern decisions made in advance
of the question of treatment arising, but crucially these decisions may take effect while the
patient retains capacity. As they are often drafted in relation to addiction services, a common
trigger is the relapse into addictive behaviour, but the precise trigger can be chosen by the
creator of the decision. Such arrangements are similar to the way that ADRTs might be
recognised if England and Wales were to become compliant with the UN convention on the
rights of persons with disabilities (“CRPD”), because in such as case ADRTs could not be

triggered by the loss of mental capacity (because mental capacity cannot be used as a means
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of determining a person’s legal rights or ‘legal capacity’ article 12) and therefore the trigger

for the ADRT would have to be specified by the creator of the instrument.

Ulysses contracts would therefore not respect autonomy in the broad manner recognised
by English law; rather the proponents of such agreements they say they respect a form of
autonomy grounded in “authenticity”.5!° They construct a notion of the authentic self whose
views should be prioritised over the present-self, or any other kind of self. This means that
the power to legislate is not presumed to reside in the voice of the individual, but in some
notion of her or his authentic essence.

This position surely begs the questions: how is authentic self is to be determined and
who can legitimately make such a determination. To be of any differential consequence, the
authentic self must be determined by some form of other (if it could be determined by the
patient themselves in their current state, they would naturally claim that their current self
was their authentic self, in order that their current wishes be accorded legal force!) And, as
there is no truly objective way in which authenticity can be determined whichever person is
granted the power to make the determination is invited to make a choice about what qualities
of the patient and their decisions are deserving of respect. Thus, the person who determines
authenticity will introduce their own values, or those of the group to which they
contemporaneously identify, into the decision-making process and simultaneously relegate
the importance of the patient’s values. Any such move is therefore to be considered

regressive.

510 T van Willigenburg and PJJ Delaere, 'Protecting Autonomy as Authenticity Using Ulysses
Contracts' (n 26) 396397
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CONCLUSION

The purpose of this chapter was to highlight the importance of certain factors to the
emergence of ADRTSs. It was suggested that one of the only reasons ADRTSs have
arisen was because of the advancements in medical science which have enabled life
to be sustained in conditions of low mental and bodily functionality without an
envisioned prospect of recovery. These advances have been coupled with a shift in
the nature of the relationship between patient doctor, and expert authority more
generally. Resultantly there is no obvious source of direction for the decisions about
when life support should cease. This vacuum of direction can be filled by ADRTSs

wherein the patient provides their own decision in respect of their own treatment.

The most heavily relied upon normative argument for the recognition of ADRTS in
the courts and the legislative process is the characterisation of ADRTs as a mere
extension of the legal right to refuse treatment.>!* This is a right whose modern
interpretation rests on the ideas of self-determination and autonomy. Hence it is

argued that ADRTSs extend of autonomy.

The main part of this chapter was taken up with a discussion of the meaning of
autonomy. Philosophers have differing definitions of autonomy and that the law has
not selected any of the various definitions on offer, but has adopted a rather looser
understanding of the term which has fluctuated over time and between cases. This
means that the suggestion that ADRTSs are based on an extension of autonomy offers
a weakly-specified normative basis for their definition in law.

In order to better appreciate the values that the law is trying to protect therefore we
must give thought to the question of why the value of autonomy has risen to such
prominence in Western society. Doing so will enable us to consider the purposes for
which autonomy is put to work and this will enable a better understanding of the aim

of the invocation of autonomy.

However, as we have also seen, the law does tacitly accept a form of personhood that
provides the opportunity to produce binding ADRTs and this may demonstrate a
preference for patient choice over a fidelity to a philosophically coherent

511 HE v Hospital NHS Trust (n 66) (Fam) [37] (Munby J)
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understanding of personhood. These critiques based around personhood offer some
of the most compelling arguments against the recognition of binding ADRTS, but
acceptance of them would entail far-reaching and fundamental changes to the other
areas of law. It is unclear whether the proponents of these arguments in respect of
ADRTSs would wish to see them accepted beyond the realm of ADRTS in a logical
manner. If not then the deployment of the personhood argument might be seen as a
sophisticated way of stymying the law on ADRTSs rather than promoting a genuine
concern for a philosophically rigorous conceptualisation of personhood in law.

In the next part of this thesis it will be suggested that a different basis for the critique
of ADRTs might be found in Foucault’s work on governmentality. It will be argued
that Foucault’s work will allow a richer understanding of both the development and
operation of ADRTSs than can be attained through an analysis based on more abstract
philosophical approaches. It will demand a focus on the historical conditions which
have made the acceptance of ADRTSs possible, particularly surrounding the use of
autonomy as an organising principle in society, and this will provide a stronger basis
for understanding the seemingly inconsistent way in which ADRTS are recognised in
practice. Furthermore this analysis will allow us to step back from an analysis of
ADRTSs based on their benefits for individuals and consider what benefits society

might derive from a system of ADRTS.
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CHAPTER THREE

CRITIQUES OF MODERN CONCEPTUALISATIONS OF
AUTONOMY

INTRODUCTION

In Chapter Two it was suggested that in spite of the frequency with which autonomy is
drawn upon in support of the law on the refusal of treatment and ADRTS, it remains a
concept unfurnished with a clear and settled meaning in law, or indeed in philosophy. This
has meant that appeals to autonomy might be made for developing the law in different
directions and that the concept of autonomy can only claim partial responsibility for the
current shape of the law.

Regardless, it seems, the law has implicitly and explicitly placed reliance upon the
concepts of autonomy and self-determination (seldom, if ever, making a clear distinction
between them)®'? in developing the law on the right to refuse medical treatment. Autonomy
(and self-determination) is used as the primary explanatory concept for narrating the
development of the law.>*®* Consequently, one of the most well-worn tropes of healthcare law

is to question whether the law provides adequate protection for patient autonomy.

Yet, given the uncertainty over the meaning of autonomy,* and the purposes for which
it is put to work (e.g. the protection of human rights, or the empowerment of citizens)
evaluating the extent to which the law protects autonomy is far from straightforward. Indeed
without agreeing on a definition it is impossible to do so precisely. For instance, for some,
autonomy may be increased by increasing the levels of information available for individuals,
while for others the acceptance of mere choice without reflection cannot be described as

increasing autonomy.5

The discussion in this chapter will explore some of the reasons why the development of
laws based around autonomy has not been universally welcomed. A selection of critical

perspectives on the development of autonomy will be considered by way of illustration.

512 ¢.g. Re AK (Medical Treatment: Consent) (n 69) (Fam) 41 (Hughes J)

513 Montgomery v Lanarkshire Health (n 161) [68] (Kerr and Reed LLJ); Birch (n 457) [72] (Cranston
J)

514 G Dworkin (n 371) 6

5150 O'Neill (n 372) 37, 47-48
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These critiques can be juxtaposed with the critique that will be developed in the next part of

this thesis, based upon Foucault’s work on governmentality.

The present chapter (and the one that follows) will afford the opportunity to situate the
governmentality perspective in relation to a body of critical literature. The critical literature
discussed in this chapter will relate to modern conceptualisations of autonomy in a general
way, which may apply to all forms of consent to treatment but one which might also apply to
ADRTSs. Chapter Five will relate to critical perspectives on ADRTSs specifically. It will be
argued that governmentality offers a distinctive way to understand the development and
operation of the law on ADRTSs. Unlike the critiques presented here, the critique grounded in
governmentality does not rest upon the adoption of any particular substantive normative
commitment (e.g. to Human Rights, to community or individualism). Rather it suggests that
the law has evolved in order to address crises of government and the ADRT has been
developed in order to address a crisis in the government at the end of life.

AUTONOMY IN LAW MEDICAL LAW

In spite of the fact that no precise definition of autonomy has been ventured explicitly by
parliament or the courts, many commentators have suggested that the way in which
autonomy is commonly invoked in modern times does point towards a range of definition
which has been adopted for practical purposes. Many commentators have been critical of
both the assumed meaning of this value and its pre-eminence among other values and
considerations.>® This chapter will offer a discussion of these critical perspectives on
modern conceptualisations of autonomy as the basis for the right to refuse treatment and the
right to create ADRTSs.

Critics have suggested that a ‘thin’, individualistic version of autonomy has been
promoted in law and more generally in society. In contrast to some philosophical
conceptualisations of autonomy (discussed in the second chapter) which put certain
constraints on the exercise of autonomy, many commentators have suggested that there is a
tendency to adopt an understanding of autonomy that is merely synonymous with individual

choice:®!" e.g. “autonomy — freedom of choice as an end in itself.>

516 eg M Brazier, ‘Do No Harm - Do Patients Have Responsibilities Too?” (n 353) 398-401

5170 O'Neill (n 372) 47

518 GR Sullivan, ‘Liberalism and the Constraining of Choice: The Cases of Death and Serious Bodily
Harm’ in Stephen W Smith and Ronan Deazley (eds), The legal, medical and cultural regulation of
the body: transformation and transgression (Ashgate 2009) 217
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This kind of understanding of autonomy complements ideas of negative liberty>!° and
empowerment,>?° but arguably it is not consistent with criteria of universalisation, personal
development and authenticity (see previous chapter). This is because patients might make
impulsive decisions which are out of keeping with an observable pattern of their decision-

making and if choice alone is sufficient for autonomy, the decision must be respected.

The move towards recognising greater patient rights can be viewed, in general terms, as
one from paternalism to individualism, from medical control to patient choice.>* Positive
though that may sound, it is a trajectory that has not passed without criticism. It has already
been noted that autonomy is a broad term, with a number of divergent and in some cases
contradictory definitions posited from various quarters, but uniting the goals of recognising
autonomy and empowering patients through choice has led to the adoption of a ‘thin’

version of autonomy, which is unedifying for some.

For instance, Onora O’Neill has argued that the legal recognition of autonomy has
become synonymous with ‘self-determination’, because the mere choice of an individual has
become more than simply a necessary condition of ethical action and has moved to become
“sufficient” for the purposes of respecting the decision.®?? This is a common line of critique
against a ‘thin’ version of autonomy, which suggests that “personal autonomy is more than
uncoerced choice”.5?® That is to say that the mere fact that a choice has been made by an
individual is taken as being sufficient ethical justification for the decision in and of itself.5?*
299525

It has therefore been alleged that autonomy is invoked merely as “a right to what ‘I want

however unreflectively or inconsiderately that decision is arrived at.

A related source of criticism has been the alleged one-sided nature of autonomy’s
development. It is often noted that patients have accrued many rights during the post war
period, but have inherited few duties in return (although this was the goal of the project of

patient empowerment®?®). Maclean has advocated greater obligations for patients.>?’

519 1 Berlin, ‘Two Concepts of Liberty’ (n 370) 169-178

50 See LP Fumagalli and others, ‘Patient Empowerment and Its Neighbours: Clarifying the
Boundaries and Their Mutual Relationships’ (2015) 119 Health Policy 384

521 M Brazier, ‘Do No Harm - Do Patients Have Responsibilities Too?’ (2006) 65 The Cambridge
Law Journal 397; J Herring, ‘Where Are the Carers in Healthcare Law and Ethics?’ (n 1) 66

522 0 O'Neill (n 372) 47

52 M Holstein, JA Parks and MH Waymack (n 480) 21

524 0 O'Neill (n 372) 47-48

525 M Brazier and Cave E (n 34) para 3.7

526 K Veitch, The Jurisdiction of Medical Law (n 8) 62

527 A Maclean, Autonomy, Informed Consent and Medical Law: A Relational Challenge (Cambridge
University Press 2009) 250
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These misgivings might also be levelled at ADRTSs. In theory there is no questioning of
the reasoning behind the patient’s ADRT as long as it is in compliance with the formalities
laid down by the MCA, although Maclean has suggested that, in practice, the reasoning used
in an ADRT might be used by an assessor in determining whether the ADRT was made with
capacity.>?® Moreover there appears to be no obligation on patients to make particular kinds
of decision, or to consult any third party about their decision (e.g. a medical practitioner or a

family member).

However, those who advocate an idea of autonomy that is empowering of patients have
sought to criticise the implementation of laws designed to protect autonomy on the grounds
that they do not function as they should in offering individuals enough freedom and choice.

FUNCTIONALIST CRITIQUE

The efficacy of the law has been challenged by ‘functionalist’ critiques, which have
highlighted the gap between the promise of the law and what its capacity to deliver practical
change. Underpinning the functionalist critique of individualistic version of autonomy is the
contention that the law fails to offer a sufficient level of genuine choice to patients making
medical decisions. The blame for this state of affairs might be channelled in different

directions.

One reason might be the under-provision of information to patients. Certain studies have
suggested that patients would like to be provided with more information in certain
circumstances.®® Along these lines, battles have been fought to increase the quantum of
information that must be provided and professional codes have been developed that require
that information is provided in such a way that it can be understood easily by the recipient.>®
Such moves have been reinforced by legal developments such as Sidaway,**! Pearce®*? and
Montgomery v Lanarkshire®® in which patient rights to information were protected and

extended.

528 AR Maclean, 'Advance Directives and the Rocky Waters of Anticipatory Decision-Making' (n 143)
13-14; see also M Donnelly, 'Capacity assessment under the Mental Capacity Act 2005: Delivering on
the functional approach?' (n 145) 474-477; ANHS Trust v Dr A (n 119) [34] (Baker J)

529 A Maclean, ‘Giving the Reasonable Patient a Voice: Information Disclosure and the Relevance of
Empirical Evidence’ (2005) 7 Medical Law International 1, 15

530 see GMC, Good Medical Practice (GMC, 1995) 4; General Medical Council (GMC), Consent:
Patients and Doctors Making Decisions Together (GMC 2008) 9-12; Department for Constitutional
Affairs (n 80) 22-24; see also Chapter Two

531 Sidaway (n 124)

532 pearce (n 455)

533 Montgomery v Lanarkshire Health (n 161)
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However, concerns have been raised that simply increasing the quantum of
informational disclosure, could ultimately be counterproductive in removing the limiting the
opportunities for medics to employ their conscience in decision-making®* and from the
patient’s perspective because as it can hinder understanding and complicate decision-
making. Schwartz®® claims that the proliferation of choice in many areas has gone past the
point at which it is of benefit to us and that, far from empowering people, the level of choice
in modern life now constitutes a burden for many.5* Along similar lines it has been argued

that the range of choice in informed consent situations should be limited.>*

Criticism has not only been made of the law for failing to require the disclosure of a
sufficient quantum of information, but also for requiring an inadequate quality of
information in the consent process has also been criticised. Especially following Sidaway,5%
it has been suggested that the law privileges information on risk over other kinds of
information that patients may also be important for some patients.5® Taking the view that
risk is central to the decision-making process also tacitly endorses a rationalist model of
decision-making behaviour,** which may not accord with the way that some people wish to

make decisions.

In terms of ADRTSs, the fact authors are not obliged to seek medical or legal advice
before making an ADRT has been a source of criticism for some.>** However, implementing
such a requirement would have the potential to impede the independence the decision-
making of the authors of ADRTs and would lengthen the process of creating an ADRT

which in turn disincentivise the creation of ADRTS.

FEMINIST CRITIQUES AND RELATIONAL AUTONOMY

Some feminists have argued that the modern form of autonomy is entirely geared

towards a male way of thinking and does not take account of the practical and socially

53 J Miola, ‘Making Decisions About Decision-Making’ (n 435) 267

5% B Schwartz, The Paradox of Choice: Why More Is Less (ECCO 2004)

5% B Schwartz, ‘The Tyranny of Choice’ [2004] Scientific American 71

537 N Levy, ‘Forced to Be Free? Increasing Patient Autonomy by Constraining It’ (2014) 40 Journal
of Medical Ethics 293

538 Sidaway (n 124)

539 See R Heywood, ‘Excessive Risk Disclosure: The Effects of the Law on Medical Practice’ (2005)
7 Medical Law International 93; see generally AR Petersen and D Lupton, The New Public Health:
Health and Self in the Age of Risk (Sage 1996)

540 For discussion see HJ Einhorn and RM Hogarth, ‘Behavioral Decision Theory: Processes of
Judgment and Choice’ (1981) 19 Journal of Accounting Research 1

%41 For discussion see C Johnston (n 70) 510-511
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situated way in which women reason and make decisions.>*? Thus, the idea of a person
weighing medical decisions with cold rationality, in the way that some modern conceptions
of autonomy may demand, has been portrayed as an androcentric caricature,>? objectionable
on functionalist grounds (because it might not be possible to make medical decisions in that
way in reality), but which may also contribute to the subjugation of women in a more

general sense.

Feminist bioethics has been built up from the views that the field of bioethics is
inherently gendered, privileging a male perspective and subjugating a female perspective.>*
It has been suggested that Kantian autonomy structured around a quintessential "young,
white, bourgeois male who stands before endless possibilities"®* and ideas of autonomy
ought to conform to the “actual experiences and capacities” of those who are asked to make
decisions.>*® Along these lines, Fineman argues that people are not truly autonomous, in the
sense of being independent, because they always rely on the support of others to make
decisions and that rather than being given more space in which to make their own decisions,
they should therefore be provided with greater rights to care and support in order for them to
make decisions.>*’ Gilbar suggests that this does not happen sufficiently in English law,
claiming that patients’ families tend to be treated with suspicion and hostility and that the
involvement of the family should be embraced as part of the consent process.>*® Veatch goes
further in suggesting that the idea of informed consent should be abandoned and replaced

with a desire to arrive at ‘deep values’ together through a pairing of doctor and patient.>*°

The feminist scholarship in this area has been constructed in part through the
experiences of women. It has been observed that women are “disproportionally represented
among patients” “are more likely to be employed in health services as carers”.>® Women

are overrepresented as applicants in cases involving decisions to withdraw treatment at the

%2 K McGuinness, ‘Gene Sharp’s Theory of Power: A Feminist Critique of Consent’ (1993) 30
Journal of Peace Research 101; H Biggs, ‘A Pretty Fine Line: Life, Death, Autonomy and Letting It
B’ (2003) 11 Feminist Legal Studies 291, 298

%3 E Jackson, ‘Catharine MacKinnon and Feminist Jurisprudence: A Critical Appraisal’ (1992) 19
Journal of Law and Society 195

544 Scully JL and Fitzpatrick P, ‘Introduction to Feminist Bioethics’ in Jackie Leach Scully, Laurel
Baldwin-Ragaven and Petya Fitzpatrick (eds), Feminist Bioethics: At the Center, on the Margins
(Johns Hopkins University Press 2010) 3

545 M Holstein, JA Parks and MH Waymack (n 480) 22

546 jhid 23

%47 MA Fineman, The Autonomy Myth: A Theory of Dependency (The New Press 2004)

%8 R Gilbar, ‘Family Involvement, Independence, and Patient Autonomy in Practice’ (2011) 19
Medical Law Review 192; see also M Holstein, JA Parks and MH Waymack (n 480) 234

%49 RM Veatch, ‘Abandoning Informed Consent’ (1995) 25 The Hastings Center Report 5

550 E Jackson, Medical Law: Text, Cases and Materials (n 32) 22
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end of life.! Furthermore, many of the important pre-MCA cases in which the person
seeking recognition for an ADRT was female resulted in the ADRT not being upheld.>®2
However, by contrast, cases involving male patients tended to result in the ADRT being
successfully upheld.>®® Of course, the number of reported decisions is relatively small, too
small to make a claim to representativeness, and the broader reality may well have been
different. However, early indications in the post-MCA case law have not shown a

continuation in this trend.>**

CULTURAL CRITIQUES

One suggested remedy to the complaint that the current prevailing definitions and
practices of autonomy are too individualistic in character has been advanced by the
advocates of ‘relational autonomy’.>*® Drawing inspiration from certain branches of feminist
critique, (in particular, the work of Carol Gilligan)®® relational autonomy promotes the
empirical claim that people tend to make decisions collectively rather than as atomised
individuals and the normative claim that more communal or collective models of decision-
making should be supported and promoted. This is not only said to be true for patients, but
also for doctors and medical teams, who are encouraged to work in a collaborative way.%’
This form of autonomy is a close cousin of the ‘ethic of care’**® and some commentators are

proponents of both relational autonomy and of the ethic of care.5*°

While relational conceptualisations of autonomy suggests that more attention should be
paid to the collective nature of decision-making, the ethic of care invites the paying of
greater attention to the role and function of the carer. Its advocates argue that the carer is

often forgotten in bioethical discourse that is overly focussed on narrow decision-making

%51 H Biggs, ‘A Pretty Fine Line: Life, Death, Autonomy and Letting It B> (n 542)

552 This point arose during a discussion with Richard Huxtable in 2013 e.g. W v KH [2004] EWCA
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[2014] EWCOP 35
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Ethics and Social Welfare 109

59 eg J Herring, Caring and the Law (Hart Publishing 2013)

103



scenarios which invite abstract thinking rather than an appreciation of the realities of living
with illness and of caring for patients.>® It has been argued that such a conceptualisation of
autonomy is simply too far removed from the realities of the experience of being a patient to
be meaningful 5% Therefore it is said that patients want and need care as much as the bare

right to choose between alternative forms of treatment.%®2

One of the great difficulties for the proponents of anything other than a liberal system of
consent to treatment occurs where the will of the patient is at variance to the will of the
family or society etc. Herring even suggests, on an ethic of care approach, that such is the
importance of community in decision-making, people who want to refuse treatment could be
given treatment against their will, if their refusal would cause significant hardship or burden
to their carers.5®® Such an outcome would be radically different under the current law and it
will be argued in Part 111 of this thesis that the concept of autonomy, in the imprecise terms
in which it has been developed in the law, is broadly reflective and supportive the advanced
liberal system of government in which it operates. A push to recognise forms of autonomy
that are not obviously compatible with that rationality of government will be unlikely to be

adopted.

Adopting Herring’s position in respect of ADRTSs, could mean subjecting all decisions
to an additional test of whether they would cause an unacceptable level of burden to others.
Such a test would not only have to be satisfied at the moment of the creation of the ADRT,
but also at its point of application. As a result it would be impossible know in advance
whether an ADRT would be binding in future, because the future circumstances of the
author’s dependents could not be known in advance. ADRTs would therefore be no better

than ACPs.

LACK OF CHOICE

To the contrary, however, some have criticised the development of autonomy in law for
failing to offer enough choice to the individual. One of the chief grounds for this criticism is
that patients have no right to compel treatment to be given to them, but can merely refuse
treatment they do not wish to receive.>®* Therefore the law establishing the right to refuse

treatment can claim a very limited role in the empowerment of the individual and the

50 J Herring, ‘Where Are the Carers in Healthcare Law and Ethics?” (n 1)

61 A Mol, The Logic of Care: Health and the Problem of Patient Choice (Routledge 2008)
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promotion of choice.*® Those elect to have surgery or procedures (e.g. cosmetic surgery or
fertility treatment) remain at the mercy of medical opinion and the law as regards whether
the particular treatment is appropriate for them to receive.*® Such medical decisions about
whether to provide treatment will be guided by codes of ethics,>’ but these ethical codes
may still afford considerable discretion to the medical practitioners who have responsibility
for their interpretation in the first instance. This problem is most starkly illustrated by cases
such as Pretty®®® and Nicklinson®®® in which patients who may have wished to end their own
lives but who lacked the physical capacity to do so were denied their request for assistance
or any assurance that any person who were to assist in accelerating their death might be
prosecuted as a result.

Furthermore, as the right to refuse treatment is couched exclusively in negative terms, it
will often entail negative health consequences for the patient where it is exercised. Thus,
even where the right can be exercised, patients may be reluctant to use it for fear of
damaging their own health. Limitations of this variety, which pertain to the conditions in
which choices are made and the power relations with which they are permeated,®® are

masked by the law’s recognition of and reliance upon the idea of autonomy.*™

There is an odd parallel with between this line of critique that patients are insufficiently
empowered to make healthcare decisions and the Marxian critique that the choices offered
within liberal systems of government are often illusory, because liberal systems fail to
guarantee the conditions in which choices can be freely made.5? As Marxists view
liberalism as an ideological form of governance designed to maintain a system of capital

which exists for furtherance of the interests of the ruling class and the oppression and
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subjugation of the working class,®” the increase in informational rights that has been

described above would do little to quell this concern.

Further to this critiqgue, Marx drew a distinction between ‘formal freedom’ and ‘real
freedom’.%" The right to refuse medical treatment could be used as an example. This right is
often proclaimed with hyperbole but when we examine more closely the circumstances in
which it can be exercised as well as the kind of person who may be empowered to use this
right, it may appear less egalitarian its practical effects. Those with greater access to
information and who are better educated will be in a better position to resist the medical
authority through which the treatment is offered. They will likely have a better awareness of
the legal right of refusal and they might be more inclined to enter into a dialogue with the
medical team about which kind of treatment they should be given. Those from
disadvantaged backgrounds who may be less likely to be aware of their rights, or of the
possibility of receiving alternative forms of treatment, would be less likely to actually
exercise their rights as they would be impeded by their structurally determined ignorance. In
that sense, the legal right, which, on the face of it, applies equally to all adult citizens can
only be exercised by a certain section of society a few in an empowered way. It is thus,

according to the Marxist argument, a right which is illusory for a great number of people.>”™

Even if rights to information are seen as being inherently valuable, they are rights which
may be more readily utilised by certain people than by others. The passing of decision
making responsibility on to those who lack the ability to make a good decision for
themselves can make the process of consent seem daunting and bamboozling at the best of
times,%® but for those with a limited capacity for comprehending such information it could
be even more problematic. For those who lack some capacity or who are in a somewhat
vulnerable position, the rights that have been accrued through cases such as Pearce®’
(which demands truthful information to be given in response to patients questions) are of
very limited utility. In order to take full advantage of the protection the law offers, patients
must actively become proficient at using risk-based information to in order to make
decisions. Additionally, they must learn to ask questions in order to get the kind of

information that is important to them. Faden Beauchamp and King suggest that
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“Professionals [should]... establish a climate that encourages the patient or subject [sic] to

ask questions.”®®

Admittedly, there is an obligation to make an effort to present information in terms that
the patient can understand and to as part of the consent process under the MCA and the
MCA Code of Practice, and practitioners must have regard to this code.®”® Of course the law
does make some provision for those whose vulnerability manifests itself as a lack of
capacity. This is also underpinned by the decision in Montgomery v Lanarkshire which
suggests a shift in the legal approach towards information disclosure as the court made clear
that the consent process (and the process of information disclosure) should operate as a

“dialogue” which has patient understanding as its aim.%°

Those who do lack capacity receive additional support and are not expected to make
decisions for themselves (although they are expected to be included in the decision-making
process), but even here some claim that the ‘best interests’ standard contained in the MCA
causes medical practitioners to focus too heavily on what the patients desires in that situation
without regard to what is wanted by the family.%! In addition, there may be people who
satisfy the test for capacity by a small margin, or those who for some other reason we may

consider vulnerable who might pass through the protective framework of the MCA.

However, even for those without cognitive impairments, it might be said that most
people might struggle to interrogate the treatment information when they are in ill health and
need of treatment. Decisions to consent to medical treatment might be taken while under the
influence of drugs, or following the receipt of a life changing diagnosis. Such factors may,
of course vitiate capacity®?, but often this will not be the case (especially given that there is

a presumption of capacity under the MCA).

As this brief overview of critical perspectives illustrates, the conceptualisation of
autonomy as a basis for the law and its development is a matter of frequent contention. It is
therefore unsurprising then that the implementation of laws based on such a contentious
concept has been the subject of much critical attention. Many of these critical perspectives

suggest that some individualistic interpretations of autonomy, which some suggest have
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prevailed in general terms,® fail in practice. Patients may feel overwhelmed and unable to
take in, remember and process the risk based information they are given. At a more
fundamental level, some argue that individualistic models of autonomy fail to take adequate
account of the social conditions in which autonomy is practiced. For example, they fail to
take account of the oppression that is generated from the ruling classes, or the patriarchy, or
the simple fact that people tend to make their decisions within social networks rather than
entirely alone. This tends to normalise and reproduce problematic social relations in this
field.

What can be taken from each of these perspectives collectively is that abstract notions of
autonomy, devoid sensitivity for the social context in which they are designed to operate, are
problematic. Such accounts may fail to adequately appertain to the reality of every-day
decision-making and may therefore be descriptively deficient. But in addition, although the
normative claims of abstract philosophical reasoning which supports autonomy
demonstrably lacks persuasive force for many commentators. For these reasons, appeals for
laws to be brought into line with particular versions of totalising philosophical concepts

ought to be treated with caution.

In addition, the suggestion that the particular way in which the concept of autonomy has
been developed philosophical development of autonomy can explain the emergence of
ADRTS cannot be considered more than a partial success at best. With due acknowledgment
to the importance of the philosophical analysis of autonomy, it is argued here that the law on
ADRTSs has not been developed in a vacuum as the result of a process of metaphysical
argumentation, but rather through a complex interplay of values and objectives, together
with social and technological conditions. In order to attain a fuller understanding of the law
on ADRTs we therefore need to look beyond the traditional confines of analytic moral
philosophy and bioethics. This is a task that will be undertaken in the second part of this

thesis using Foucault’s theory of governmentality.

Part of the argument will be to retract from abstract normative pronouncements about
the kind of system that best protects values and rights which are held out as being important.
Rather the concern is more pragmatic: medical technology has advanced to the point that it
can routinely sustain life at very low levels of functionality for prolonged periods and there
is a lack of clear authority for determining when treatment should be withdrawn in such

situations in the context of an advanced liberal society. It is argued here that ADRTSs have

583 O O'Neill (n 372) 47
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emerged more as a response to a crisis of government than as a product of the elaboration of

a normative position.

CONCLUSION

This chapter has provided a discussion of some of the most prominent criticisms of
modern recognitions of autonomy, which are taken underpin the recognition of the right to
refuse treatment and ADRTSs. The critical perspectives discussed in this chapter illustrate
that in so far as it is true that the law has developed along the lines of a particular conception
of autonomy, it has not been universally greeted as a positive development. To the contrary,
many have found the organisation of the law around this conception of autonomy to be
problematic.

With so many criticisms of the kind of autonomy which has allegedly been relied upon,
the question arises as to why such a version of autonomy has been adopted at all in law.
Some feminist and Marxist scholars suggest that it is part of a wider societal project of
female subjugation and/or class oppression. These perspectives are valuable in highlighting
the potential for ideas such as autonomy to structure social relations. In this thesis it will be
suggested that the development of ADRTS is indeed part of a broader project, but rather than
one of domination, it is a project aimed at the government of society. Moreover, the
structural considerations merely make up a part of the story, because ADRTSs have important
implications for the way in which people relate to and govern themselves (a point which will

be considered in detail in Chapter Six).

A common source of criticism is the individualistic spin put on the concept of
autonomy, resulting in what some describe as being a ‘thin’ version of autonomy,%* lacking
in moral depth. The individualised conception of autonomy has also been the subject of
criticism from feminists and cultural theorists who dispute the descriptive and normative
validity of a system that suggests people make decisions as individuals and that they should
make decisions as individuals rather than in their family. Relational autonomy has been
advanced by some as a more acceptable alternative to individualistic conceptions of
autonomy. However, acceptance of such a form of autonomy would entail significant change
in the law on the refusal of treatment, allowing refusals of treatment to be overridden where
they would cause a significant burden to others. Adopting this model of autonomy in
medical law would render all refusals of treatment subject to a ‘burdensomeness test” and

ADRTS no better than ACPs. It would not be impossible for the law to embrace relational

58 O O'Neill (n 372) 28-48
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autonomy in this way, but to do so may not accord with the broader objectives and purposes
for which autonomy is put to work that were discussed in the previous chapter. Particularly,
placing an additional criterion to be met before a decision will be respected would conflict
with the goals of empowerment and the protection of patient choice, which have come to
prominence in recent times. Thus the greatest problem for those advocating alternative
versions of autonomy on which to base the law is that those they are not aligned with the
prevailing model of decision-making upon which advanced liberalism depends. This is the
most important reason why these kinds of criticism have not translated into a radically
different legal approach.

Criticisms of the individualistic conceptualisation of autonomy and its legal
implementation notwithstanding, autonomy has been relied upon as the fundamental ethical
principle justifying the development of the law on ADRTS. Thus the orthodox understanding
of ADRTS as instruments which merely ‘extend autonomy’ appears to rest on a broad-based,
perhaps rhetorical, version of autonomy. The simplicity of this orthodox narrative can be
contrasted with the many challenges and objections made to the legal recognition of ADRTSs
in the MCA, described as the most contentious part of the bill,%® as the law went through

parliament. Some of these are set out in the next chapter.
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CHAPTER FOUR

SPECIFIC CRITIQUES OF MODERN
CONCEPTUALISATIONS OF AUTONOMY IN RELATION
TO ADRTS

INTRODUCTION

A number of critiques of modern conceptions of autonomy and their incorporation
into healthcare law were set out in the previous chapter. These arguments clearly speak
to ADRTSs, as the notion of autonomy forms the principle normative basis for their
recognition,>®® but these arguments were not specifically directed towards ADRTSs per
se. The purpose of this chapter will be to consider how concerns surrounding the
construction of the principle of autonomy have been specifically raised against the kind
of autonomy that underpins the recognition of ADRTSs.

These concerns, many of which were aired in the pre-Legislative Scrutiny
Committee on the Mental Incapacity Bill,*®” will be set out and considered in this
chapter. Attention will first turn to these concerns and then attention will turn to a
different line of critique based on the idea of personhood. The latter is one of the most
interesting and important challenges to the operation of ADRTS, because it does not
ostensibly take issue with the current interpretations of autonomy, but rather with the
question of whether autonomy can operate as the moral foundation of ADRTSs if the
creator of the ADRT is deemed to be a different agent from the one to whom the ADRT
later purports to apply. This is significant because it was claimed in the previous chapter
that the critiques which cut across some of the fundamental assumptions of the broader
political rationality in which the law operates would struggle to gain traction and effect
change. The personhood critique cuts into the very foundations of the legal framework
on ADRTSs and does so ‘along the grain’ i.e. accepting the assumptions of the advanced
liberal rationality in which the law operates.

However, before turning to the critiques grounded in ideas of personhood, some of
the objections raised to the enactment provisions that make ADRTSs possible will be

discussed. A number of these were considered in the Pre-Legislative Scrutiny
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Committee for the legislation that was eventually enacted as the MCA and these will be

considered in the next section.

THE MCA PRE-LEGISLATIVE SCRUTINY COMMITTEE

The 1995 Law Commission Report, “Mental Incapacity” made a series of
recommendations that paved the way for the Mental Incapacity Bill (my emphasis),
which was later to be enacted as the Mental Capacity Act 2005. The Law Commission’s
central aim was “that [the] new legislation should provide a unified and comprehensive
scheme within which people can make decisions on behalf of, and in the best interests
of, people who lack capacity to make decisions for themselves”.5®

Many of the principles that were ultimately written into the MCA were principles
that had already received recognition in the common law. Perhaps the most important
among these was the principle that everyone has capacity, unless the contrary is
proven.5® This principle is reflected in the functional approach to mental capacity,
which the Law Commission favoured®® and which, as they noted, was already being
used in many areas of law at the time.5°* A similar principle has long been recognised in
the criminal law in relation to the so-called M ’Naghten rules,>*> which governs the
defence of insanity: everyone is presumed sane (and therefore capable of having
criminal responsibility) unless the contrary is proven.>® Similarly, the principle that a
person must not be treated as lacking in capacity merely on the grounds that they have
made an “unwise decision” was enshrined in section 1(4), but was already clearly
established in cases such as Re T.5%

The theme of a continuity, or extension, of existing legal principles is one of the
most prominent in the reasoning which has led to the recognition of ADRTS.5% As the
right to make anticipatory refusals of treatment had already received recognition at
common law, as an extension of an existing and well-established right,>*® prior to the
enactment of the MCA, it was not seen as a legal development that required novel

justificatory argumentation.
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During the legislative process, however, it was argued that the law should not
permit ADRTSs that “effectively shorten life”.>*” This line of argument contests the idea
that respect for autonomy entails respecting all decisions of the patient. Further to this,
Age Concern argued that ‘‘the concept of advance directives is morally wrong because
in no circumstances has any person the right to refuse measures which will prolong
life>* 5% This claim was put in stronger rhetorical terms by those who claimed that the
provisions on ADRTs would lead to “euthanasia by the backdoor”.5%

There was also concern that failure to provide Clinician Assisted Nutrition and
Hydration (“CANH”) may cause suffering and a loss of dignity at the end of life.5%
However, the idea of limiting the individual power to refuse treatment based on a
conception of dignity demands a robust definition of dignity and a serious commitment
to the protection of dignity through the limitation of choice would have to apply to
choices beyond those made at the end of life. Moreover justifying such limits on choice
would be challenging in advanced liberal democracy, which relies on individuals who
can exercise free choice.®"

These objections appear difficult to sustain in light of the fact that no more can be
achieved through an advance decision than can be achieved through contemporaneous
refusals of treatment.®®2 Logically, if there were an objection to people making
anticipatory decisions which would abbreviate the lifespan of their author (should they
ever be relied upon) the same objection should apply to contemporaneous refusals of
treatment which abbreviate lifespan. Of course, some would argue that the special value
of life means that it should never be intentionally shortened by act or the omission of
‘ordinary’ or ‘proportionate’ treatment (i.e. that which is not considered ‘futile’ or
burdensome)®®® but this argument is not one that is accepted in English law, where
sanctity of life concerns yield to those of self-determination.®® As there was no
argument to change the existing law on this point, it appears that the principle pleaded in

support of this argument (i.e. that there should be no hastening of death by withdrawing
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life-saving or life sustaining treatment) is not one that has been advanced consistently.
However, this line of argument is to be commended for its bold honesty in that it makes
no secret of its aspiration to limit the level of choice that individuals may exercise over
their medical treatment.

A slightly different concern was raised by some medical groups, who argued
against the right to be allowed to make ADRTS, because they claimed that people cannot
foresee what their treatment preferences might be following the loss of capacity.5® This
problem is peculiar to ADRTSs, because in cases of contemporaneous refusals of
treatment, knowledge of the circumstances of the decision can readily be imputed to the
decision-maker. However, with anticipatory decisions there is a possibility that new
forms of treatment could emerge in the time intervening the making of the decision and
the time when the decision is called upon. These considerations were certainly
important, but further to the recommendations of the Scrutiny Committee®® safeguards
were written in to the MCA designed to allay some fears of this kind: ADRTs will not be
applicable where there has been a change in the circumstances of the patient®®’ and this
provision cannot be avoided even where the author of the ADRT expressly states that
they do not wish to be bound by its terms.5®® The requirement to specify the
circumstances in which the ADRT will apply has also led to the avoidance of a prima
facie ADRT in W v M® on the grounds that the patient had specified what should
happen if she were to receive a particular diagnosis (viz a Vegetative State (“VS”)) but
in the event, she was diagnosed with a condition of a similar kind that was almost
unknown to medical science at the time she expressed her wishes).6® Cases such as
these illustrate the considerable level of discretion that is available to the healthcare
professionals and the courts when adjudicating the applicability of ADRTs.%! The
existence of this discretion, which has been retained in the MCA, weakens the argument
that ADRTS are too rigid and lock their authors in to decisions regardless of changes in
future circumstances.

Similarly, some opined that it would be improper for a person to make a decision

about the refusal of treatment in the absence of professional advice.®'? Imposing such a
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requirement would demand an additional service from healthcare professionals and
would place additional costs on the health service. Great controversy followed the
decision in the United States to use state funding (through Medicare) to pay for
professionals discuss advance care planning with individuals.®®® Moreover, a
requirement to consult a medical professional would extinguish one of the only genuine
claims that ADRTs can make to empowerment of patients. By affording medical
professionals the possibility of persuading the other party (the ‘proto-patient’) to making
certain decisions (although Maclean believes that medical professionals should be under
a duty to persuade their patients)®, citizens would lose the power of pre-emption.

A further concern was that some may be placed under undue influence to create an
ADRT.®® This kind of concern is partially addressed by the inclusion of formality
requirements, which require ADRTs which purport to refuse life sustaining treatment to
be witnessed.51® If the witness suspected that the person was being forced to make the
ADRT, they could refuse to sign the document. Requiring creators of ADRTSs to consult
with medical practitioners would not eliminate this kind of concern, because medical
professionals could equally apply persuasive pressure on people making important
decisions,®!” indeed some think that they should be under an obligation to do so.5®

These concerns and objections are worthy of serious consideration, but as
discussed, many of them represent objections not only to an extension of the law into
ADRTs, but also to the very foundation of ADRTs in the ‘individualistic’ conception of
personal autonomy, which allows individuals to refuse any treatment that they do not
wish to receive. Moreover, by the time that Parliament was legislating for the MCA it
was already apparent that ADRTSs had received legal recognition through the common
law®™® and, in consequence, the MCA did nothing radical in providing for the creation of
ADRTSs. It was also apparent that the courts had considered some of the potential
problems associated with the recognition of anticipatory decision-making of this kind
and had considered the imposition of certain safeguards to guard against abuse.

However, one line of criticism that was not considered by the courts in the pre-MCA
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case law, at least directly, but which has subsequently come to prominence is the

personhood argument. This will be considered in the next section.

THE PERSONHOOD CRITIQUE®?®

Many criticisms of autonomy considered thus far might apply equally to
contemporary refusals of treatment as they apply to ADRTs. However, what | will refer
to as “the personhood argument” that will be discussed in this section is one that applies
to ADRTS specifically. Mclean has neatly summarised the major premise of what | will
refer to as the personhood problem in the following way:

“If advance directives are predicated on the basis of personal autonomy
then... their authority only applies to an individual if he or she is the same
moral entity that created the directive.”®%

A significant problem would thus occur were the author of the ADRT to be treated
as a different ‘moral entity’ if his or her ADRT were to be relied upon. A problem of this
order goes directly to the moral legitimacy of the ADRT,%? because if the author has
become a different moral entity, she or he would lack the moral legitimacy to bind her or
his future self.5?® On that basis, the present self would purport to bind a different person.

As the personhood argument is one that goes to the moral core of advance decision
making, it demands serious attention. However, even if it is accepted that this kind of
change is possible, the moral legitimacy ADRTSs is only threatened if such a change has
actually occurred (i.e. whether the author has actually become a different moral entity).
Therefore the ability to identify when such a change might happen is crucial for the
strength of this critique.

Different approaches have been suggested for the identification of change in ‘moral
entities’ and many of these theories revolve around the concept of personhood. Legal
personhood can be taken to mean the recognition of a person before the law.®%* Other
aspects of personhood may include moral personhood and it is this aspect of
personhood, which refers to the moral status of a person. Fluctuations in moral

personhood may not automatically affect legal personhood, but it could be argued that
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there should be a moral basis for the law’s recognition of personhood and any
fluctuations thereto.

Invoking the concept of personhood makes it possible to divide aspects of existence
between the biological and the political, what the ancient Greeks termed bios and a zoé
respectively.5?® Since then, various theories of personhood have emerged in moral
philosophy,®2¢ which suggest different criteria for the recognition of personhood and for
identifying material changes in personhood. These theories can be divided between the
animalist, and the psychological.

Animalist theories of personhood refer heavily to the biological makeup of the
person. On this view, if a person remains biologically the same, then they should be
recognised as the same moral entity.®?” An immediate difficulty arises from the idea of
an entity remaining the same and how much change might be admissible before the
organism might be considered to have changed.®® If a broad view of biological makeup
is taken (i.e. if we do attach moral significance to changes at the cellular level, or even to
larger scale changes such as organ transplantation or limb amputation) then such
theories may suggest a high degree of continuity of personhood especially in relation to
adults who may create ADRTSs. Animalistic theories could found a basis for challenging
the arbitrary restriction on the ability to create an ADRT at the age of 18 and why legal
personhood might be affected by a loss of mental capacity.

Accepting such an animalist theory as a universal principle of law would have far-
reaching consequences. For instance, the recently deceased might have biological or
genetic identity with the person they were when they were alive. The law would not
recognise this: one cannot murder a corpse in the same way that one can murder a living
human person.®?®

Locke argued against animalist conceptions of personhood by drawing attention to
the absurdity of treating someone as a new person if his or her hand were to be cut off.6%
He developed a theory of personhood grounded in psychological persistence.®®! He
argued that “whatever has the consciousness of the present and past actions, is the same

person to whom they both belong”.¥ On this basis the continuation of personhood
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requires that one must be able to remember one’s previous states of consciousness.
Therefore, according to Locke, if a person has memory problems, perhaps owing to a
condition such as dementia, and cannot remember an earlier state of mind, they must be
treated as a distinct moral entity from that forgotten person.%®

There are obvious objections to Locke’s theory of the continuity of personhood. For
instance, the defendant who committed prima facie offences whilst intoxicated, but who
later became sober and could not remember her actions would be able to argue that they
should not be held liable for her intoxicated actions. Taking a broader appreciation of the
arguments which cast doubt on the right of the present self to make decisions for the
future self (where the future self lacks capacity), we might ask why such arguments
cannot apply equally to other areas of the law? The pragmatic answer is that acceptance
of such an argument would have radical implications for the entire legal system.

Accepting these arguments would potentially allow the debtor to claim no longer to
be the same person as she who incurred the debt and on that basis ought no longer to
have a duty to account for that debt; the convicted criminal might argue that they are not
the same person as the one who was convicted and therefore they ought not to suffer the
penalties of the conviction; and the husband might argue that he is not the same person
as he was at the time of his marriage and that consequently he ought not to be bound by
his marital vows. According to Locke, all that such people would have to demonstrate
(or prevent the other side from demonstrating, depending on the burden of proof) in
order to achieve this would be to say that they could not remember their state of
consciousness at the time of making the agreement or committing the crime.®** This
would have radical implications for the entire legal system and it is unclear that such
changes would be compatible with the prevailing advanced liberal mode of government,
which relies on individual choice, the persistence of legal relations and of individual
responsibility.

A more sustained and nuanced theory of personhood was devised by Parfit. He
grounded his argument for the superiority of psychological criteria for identifying

personhood in a series of thought experiments involving cerebral transplantation and
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cloning.®® The conclusion of these experiments was that the changes in the bodily make
up of a person would not be sufficient per se to give rise to a change in personhood.
Furthermore, he argued that the most important factor, in terms of decision-making
legitimacy, is not whether the person remains identical to the former self, because all
people are subject to continual experiences which may adjust their psychological make-
up in small ways, but rather whether a sufficient psychological connection between the
two selves (or the self at both point in time) remains. 6% On this basis, he suggested that
although people may undergo change over time, the present-self has a legitimate claim
in making decisions for the future-self, where a psychological link with the future-self is
retained.%®” Parfit claims that a persistent psychological connection between the present
and the future self is “as good as personal identity”.5%® It is this psychological
connectedness®® that forms the basis for legitimate self-regarding decision-making.54°
The idea of a sufficient degree of connectedness invites the question as to what that
might mean in more precise terms. Parfit uses the character “R” to represent a sufficient
degree of connectedness.®*! This degree of connectedness can be measured by counting
the ‘quasi-memories’®*? shared between the two incarnations of the self (i.e. the past and
the present self). This criterion places a great deal of weight on task of interpreting these
guasi-memories and according weight to them. This would render R highly debatable in
respect of any past and present self pairing. For the purposes of creating ADRTSs, this
would add a great deal of complexity to the question of whether the ADRT should be
applied or not. In order to use Parfit’s theory for this purpose we would require “far
richer data than we ordinarily have or could acquire, even with great cost and effort”®*3
before deciding whether an ADRT was created by a sufficiently connected former self as
to bind the present self. Specifically, making an assessment as to whether we can
identify R would require the gathering of data at two points in time: the point at which
the ADRT is written and the point at which the treatment it specifies becomes indicated,
the circumstances it details obtain and the person lacks the capacity to make a

contemporaneous decision. The complexity and indeterminate nature of such a criterion
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would render it extremely difficult to reconcile with the legal goal of a clear demarcation
between those ADRTSs which are binding and those which are not.

As discussed, the way in which personhood is recognised in law has serious
implications for the operation of ADRTSs. As a consequence, a number of authors have
considered the implications of this personhood critique specifically for advance care
planning and advance decision making.*** Maclean is one author who has considered
how these arguments may affect English law and the MCA specifically. In so doing, he
has lent his support to Parfit’s theory of personhood.5*® On this basis, he suggests that
there will be many occasions the author of an ADRT will lack a sufficiently strong
psychological connection with the person to whom the ADRT may apply (i.e. the person
who lacks capacity when the specified treatment is indicated and the specified
circumstances obtain). As a result, Maclean argues that it would be inappropriate accord
the ADRT full binding force against the future self.

In such circumstances in which there is a low degree of a psychological
connectedness, Maclean analogises the relationship between the author of the ADRT
and future self as on akin to that of a parent and child.5*® As discussed in Chapter One,
the law allows parents to make medical decisions on behalf of their children, but those
decisions will only be binding on the in so far as they are within the best interests of the
child.®*" Consequently, Maclean argues that where there is an insufficient psychological
connection between the author and the person to whom the ADRT purports to apply,
then the decision contained in the ADRT will only be valid in as far as it accords with
the best interests of the patient at the time.

Such a position would clearly be at odds with the current ethos of respect for
autonomy as patient choice and its corollary that an unwise or irrational decision is not
destructive of its validity.®*® It would also mean that there would be little difference in

outcome between those who had made an ADRT and those who had not (and instead
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relied on the doctrine of best interests under the MCA) as both decisions would have to
be made in accordance with the best interests doctrine.%

However, if Maclean’s position were to be accepted and implemented into law here
it would render ADRTSs near-redundant. As has been explained in the first chapter,
ADRTSs are concerned exclusively with the refusal of treatment projected into the future
and that in the absence of an ADRT a person can be provided with medical treatment in
accordance with her best interests. In legal terms, the only reason for which a person
should make an ADRT, therefore, is if they anticipate that they might be provided with
treatment in their best interests that they would not wish to receive. If they are happy
with the treatment that they may be given in their best interests, they have no reason to
create an ADRT. If the operation of ADRTs were restrained on the grounds of
personhood, in the way that Maclean advocates, ADRTs would hold no advantage over
simple statement of wishes to be taken into account as part of the best interests
assessment (see Chapter One).

However, even if we accept the premise that the ADRT is made by someone of
different personhood (S: — the current-self) to the person to whom it applies (S; — the
future-self), the person who has developed into S; has always had the opportunity in the
intervening period to revoke or otherwise alter their ADRT. Implicitly this indicates that
there is a strong psychological connection, and little difference between S; and Sy.55%°
Ethically therefore, there is a strong case that her or his decision contained in the ADRT
is the decision that they want to be made at S,.

Dworkin’s position on this point is similar, but does not rely on an acceptance of
the argument of substantive metaphysical change; his position is that the decision at S;
should be accepted because it is the last autonomous decision made by that agent.®! On
either approach there is no genuine difficulty with accepting the decision of S; as being
straightforwardly applicable to S5.%%2

In addition, we might analogise the ADRT with testamentary devices in order to
show that there is no barrier in general terms to according legal force the wishes of the
present-self over the future-self. Maclean claims that such an analogy fails as it would
amount to “commodify[ing] the present-self’®> and goes on to allude to examples in

bioethics where other forms of commodification are deemed to be unacceptable.
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However, his argument is undermined by the fact that the purpose of a testamentary
device is not limited to the disposal of property: provisions can also be made for the
guardianship of the testator/testatrix’s children for instance.®®* The analogy does not rest
on the subject matter of the testamentary disposition, so much as its ability to give legal
force to the wishes of a person who is no longer able to express those wishes
autonomously for themselves. As such it holds true.%

In highlighting these objections to Maclean’s argument it is not to suggest that the
law cannot admit the possibility that individuals change their minds over the course of
time. It is important to acknowledge the safeguards that already subsist in the MCA. One
of the most important is that ADRTs can be revoked without formality.®% If the author
changes their mind, perhaps because they consider themselves to have undergone a
significant personal change, they can revoke or modify their ADRT through words alone
(although it would certainly be prudent to do so in writing). Reliance on the author of the
ADRT to revoke the ADRT in these circumstances avoids the difficulty of a third party
having to determine when an individual has undergone sufficient personal change to
warrant ignoring their ADRT.

Of course this argument may be subject to the objection that it is based on the
fiction that anyone that creates an ADRT has a permanent awareness of her decision and
keeps that decision under constant review. Such an expectation is patently unrealistic,
but it might be retorted that even if the creator of the ADRT does not keep her decision
at the front of her mind, they do have the opportunity to reconsider their decision and
while they retain capacity. Moreover, there is an argument that anyone who elects to
make an ADRT must take with it the responsibility for reviewing and amending that
decision in future should they no longer wish that decision to apply. The law even offers
additional protection for those who fail to revoke or modify their decisions as perhaps
they should and these provisions may address some of the personhood concerns.

For instance, ADRTs will not be applicable where the author of the ADRT has
done anything that is deemed inconsistent with his or her decision.®®*’ Behaviour that is
inconsistent with the decision may be indicative of a change in personhood and even if
the creator of the ADRT does not take action to revoke or amend his or her decision, it

may not be upheld on these grounds.
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Additionally, the provisions relating to the interpretation of an ADRT could be used
to avoid applying the terms of the decision in circumstances where it is thought that
there has been a significant change in personhood. As Michalowski and Maclean point
out,%® those who are faced with the interpretation of ADRTs need only an honest belief
that an ADRT lacks applicability or validity®® to avoid being bound by its terms,
whereas if they wish to rely on the terms of the ADRT they must have a reasonable
belief in the applicability and validity of ADRT.®® Thus, if a healthcare practitioner
believed that there had been a significant change in personhood which cast doubt on the
applicability or validity of the decision® they would have to satisfy a lower burden of
proof, should they decide to provide treatment against the terms of the ADRT than if
they were to accept its validity and applicability.

Although it may be argued that the manner of autonomy that has received
recognition in law has been overly individualistic in general terms and that such a
conceptualisation may be damaging to certain groups.®? In view of these provisions in
the MCA and in view of the way the ADRTSs have been interpreted in the case law,®® it
would seem that the argument that the individual has received too much power to bind

his or her future self through ADRTSs is greatly weakened.

CONCLUSION

The purpose of this chapter was to offer a critical discussion on the relationship
between the principal normative concept relied upon in the recognition of ADRTs and
the legal recognition of ADRTSs. It was argued that, at least rhetorically, autonomy plays
a central justificatory role for ADRTS (as it now does for contemporaneous refusals of
treatment that were considered in the previous chapter). However, the ill-defined and
contentious nature of autonomy in law means that appeals to autonomy cannot be
precisely mapped on to a legal framework, and even were they to do so, that framework
would be unlikely to receive universal support. Indeed, on a given set of facts it is
possible to envisage autonomy being pleaded in aid for those advocating the withdrawal

of treatment (e.g. on a strict individualist reading of autonomy for instance) as well as
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those advocating the continuation of treatment (e.g. on the basis that the person who
made the refusal was inadequately informed of the consequences of his or her refusal).

This contentiousness is visible in the objections raised to the development of the
law on ADRTs in the Pre-Legislative Scrutiny Committee® prior to the enactment of
the MCA. Prominent among these objections was the fear that the development of the
law was really a furtive first step towards the legalisation of euthanasia. The strength of
such claims appears greatly limited by the fact that the MCA did not provide any new
rights for patients, but rather made possible the extension of existing rights into the
future. The concern that people should not be entitled to make binding ADRTS on the
basis that they could not know the future state of medical science at the time of creating
an ADRT must be read in the light of the provisions of the MCA itself.

The law does not simply respect a purported patient choice in the form of an ADRT
without further question and it never has done s0.%%® We have seen that ADRTs must be
expressed in clear terms, must apply to the treatment which becomes clinically indicated
and in the circumstances envisioned by the author, before they will be treated as
binding.%® If there is a suggestion that the decision has not adhered to the formalities of
the MCA %7 or if the author has done anything inconsistent with the decision in the
ADRT %% the decision can be avoided. In this respect, the charge that the law has moved
too far in the direction of accepting a thinly veiled version of self-determination through
its recognition of ADRTSs appears weak.

However, one very important line of criticism was not explicitly highlighted in the
Pre-Legislative Scrutiny Committee. This was the ‘personhood argument’ that was
discussed in the second part of this chapter. It is powerful and novel line of critique,
because it does not contest the extant conceptualisation of personal autonomy on which
ADRTSs have been developed, as most other critiques do in some way, but rather
contests the notion that there is moral continuity between the individual who makes an
ADRT and the person to whom it may eventually apply. On that basis, autonomy would
not provide an adequate justification for the recognition of ADRTS.

A line of critique that addresses ADRTSs on their own terms is deserving of serious
attention. However, its success as a line of critique may be limited for two important

reasons. Firstly, the MCA does tacitly accept, and attempts to offer safeguards against
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the kinds of concerns raised by the personhood argument. ADRTS are revocable without
formality, will lack applicability if there is a material change in circumstances and are
subject to an interpretative bias which makes it less onerous to avoid an ADRT than to
apply it. Secondly, if the personhood argument were accepted here then it ought to be
accepted mutadis mutandis to other areas of law and to do so would render many areas
of law, such as criminal law and contract law, unrecognisable. These are areas of law
which are essential to the functioning of advanced liberal programmes of government
which rest on the ability of individuals to take choices and take responsibility for those
choices.

These critiques based around personhood offer some of the most compelling
arguments against the recognition of ADRTS, but acceptance of them would entail far-
reaching and fundamental changes to the other areas of law. It is unclear whether the
proponents of these arguments in respect of ADRTs would wish to see them accepted
beyond the realm of ADRTSs in a logical manner. If not then the deployment of the
personhood argument might be seen as a sophisticated way of stymying the law on
ADRTSs rather than promoting a genuine concern for a more philosophically rigorous
conceptualisation of personhood in law.

Through the analysis and discussion in the first part of this thesis it has been argued
that the assertion that ADRTs have been developed pursuant to an extension of
autonomy belies a number of contentious and complex factors. The question of whether
to continue medical treatment at the end of life has only arisen since there has been the
possibility of significantly prolonging life. Moreover, the kind of autonomy being
developed has arguably been invoked as a strategy for empowering patients and
disempowering doctors in the context of a pluralistic world advanced liberal society in
which the authority of the expert must itself become subject to market forces.®®°
Advanced liberal democracy demands, and depends upon, the existence of individuals
who can make decisions for themselves and who can take responsibility for their own
futures and ADRTS are one way of fostering this kind of attitude. Individual choice has
become an organising principle in advanced liberal western society and having a
situation in which individuals decisions about the end of life must be made on behalf of
others is highly problematic a system of government organised along these lines.

It is argued here that some of these complexities can be best brought out through
their consideration in relation to Michel Foucault’s work on governmentality. This

theory will be set out in the next chapter and will be related back to ADRTS in the two

869 NS Rose, ‘Government, Authority and Expertise in Advanced Liberalism’ (1993) 22 Economy and
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chapters that follow. This theoretical perspective will allow for a richer understanding of
both the development and the operation of ADRTSs than one which could be attained
through an analysis based on abstract philosophy alone. In a similar way to some of the
Marxist and feminist critiques of autonomy that were outlined in the previous chapter,
governmentality demands an appreciation of the broad social changes and forces which
have helped to shape the context in which ADRTs have emerged. Concurrently,
however, it demands attention on the microplays of power and particularly on the way in
which the individual becomes a subject attuned to the exercise of power over
themselves. This is a theme that will be taken up in Chapter Seven. The way in which
the law has developed and the fact that ADRTS are recognised by the law will neither be
proclaimed as a victory or a defeat, but rather as an instantiation of a modern mode of
government.

Moreover, governmentality can speak to some of the concerns raised in respect of
the development of forms of autonomy that support the right to refuse treatment and
ADRTS, which have been explored in both this and the previous chapter. However,
unlike some of the critical positions considered in this part of the thesis it will also allow
for an appreciation of the productive aspects of the development of the law.

Viewing ADRTS as part of the technologies of government and the technologies of
the self suggests that ADRTSs should bear certain properties in order that citizens can be
subjectivised as active, responsible, healthcare consumers who bear responsibility for
their future treatment. ADRTSs have arisen in the context of the possibility of prolonging
life through modern medical apparatus and the lack of a clear source of authority for
determining when that extension of life should cease.

The employment of governmentality in the next part of this thesis will demand a
focus on the historical conditions which have made the acceptance of ADRTSs possible,
particularly surrounding the use of autonomy as an organising principle in society, and
this will provide a stronger basis for understanding the seemingly inconsistent way in
which ADRTS are recognised in practice. Furthermore this analysis will allow us to step
back from an analysis of ADRTSs based on their benefits for individuals and consider

what benefits society might derive from a system of ADRTSs.
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INTRODUCTION TO PART Il

The previous part of this thesis provided a detailed discussion of the normative
arguments relied upon for the justification and critique of ADRTs commonly inovked in
bioethical and healthcare law analyses. It was suggested that the principle justification drawn
upon in recognition of ADRTSs is based on the supposed role of ADRTSs in extending
personal autonomy. However, doubt was cast upon the extent to which the extension of

autonomy argument holds true and the extent to which it is a useful claim to make.

This part of the thesis will offer a novel basis for the critique of the law on ADRTS using
Foucault’s theory of governmentality. The theory of governmentality will be set out in
Chapter Five and its application in respect of ADRTs will be considered in Chapters Six and
Seven, where the operation of ADRTs as part of the technologies of the self and the
technologies of government will be discussed respectively. Autonomy remains a central
theme in this part of the work, but by using governmentality as a theoretical platform a
different conceptual and operative understanding can be obtained. Here the focus shall be on
the practices which autonomy elicits and its role in government. This approach makes
possible the consideration of the practices which are bound up with the production and the
operation of ADRTS in respect of the individual (as is the traditional point of focus) and in
respect of the seldom considered aspect of ADRTS in the population.
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CHATPER FIVE

THE THEORY OF GOVERNMENTALITY

INTRODUCTION

The second part of this thesis examined some of the most important precursors to the
recognition of ADRTSs. Although there are a number of possible contributory factors, it was
suggested that the factor given most theoretical attention for the development of ADRTS lies
in the idea of autonomy. Much simplified, those advocating the recognition of ADRTS
suggested that they are nothing more than extensions of the right of patients to refuse
medical treatment, a well-established (if under theorised)®® principle in both bioethics and
law, into the future. It was suggested that the ideas of autonomy and, perhaps to a lesser
extent, self-determination, which provide the normative grounding for this legal
development are capable of bearing a number of different meanings, not all of which would
accord with the legal framework of the MCA (e.g. requiring that decisions must be
considered in keeping with a person’s authentic self before they can be considered
autonomous). Notwithstanding degree to which the definitions of these keystone concepts
are unclear and have been contested, many consider that an individualistic variant of
autonomy has won out over all others.’”* This individualised nature of the concept of
autonomy has attracted criticism for Marxists and some feminists alike. In respect of
ADRTSs, some argued that ceding this level of choice to the individual leaves open the
undesirable possibility that people will make ADRTs when ill-informed of the kinds of
treatment they are refusing and may leave them open to coercion. It was also suggested that
this kind of advanced refusal of treatment might be considered tantamount to a request for

euthanasia. These points were discussed in the previous chapter.

Another important line of critique that was considered in the previous chapter did not
challenge the way in which the concept of autonomy has been construed and constructed,
but rather suggests that even on its own terms, autonomy cannot provide for a simply right to
make decisions about possible future events, because it should not be presumed that the
person who makes the decision would share a relationship of sufficient moral proximity with

the person to whom the decision may eventually apply.
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Many accounts of the development of the idea of personal autonomy and the right to
refuse medical treatment in bioethics and law posit the Nuremburg trials as a fundamental
turning point.6”2 As such, there is a degree of recognition of the historical contingency of the
development of the constitutive values of medical law. However, as important as the
Nuremburg trials undoubtedly were in the development of the values relied on today in the
recognition of the right to refuse treatment, the idea that there is a simple and direct
relationship between these trials and the way the law is recognised today is highly
contestable. As exemplified by cases like Bolam, the law continued to provide medics with a
great deal of deference and cover long after the Nuremburg trials and by the same token
gave a far more limited recognition to the idea of patient autonomy than that which pertains
today. In addition to the graduated change that has taken place following Nuremburg,
important developments also took place in the centuries prior. These developments may not
appear to be immediately important to the concerns of bioethics, but in terms of the
development of the idea of individual autonomy on which ADRTS rest, they are of critical
importance. Part Il of this thesis builds on the position that it is important to interpret key
concepts in light of the historical conditions of their emergence using Foucault’s theory of
governmentality, which adopts a genealogical method concerned with writing a history of

the present.5”

This chapter will provide a detailed exposition of Foucault’s theory of governmentality.
Foucault develops this theory with respect to changes in the practices of government which
took place prior to Nuremburg, primarily between the Sixteenth and Twentieth centuries
(although, Foucault does admit that he “skips two centuries” i.e. he jumps from the
Eighteenth to the Twentieth).5”* The idea of governmentality is developed with reference to
various moments throughout govern this period at which the prevailing circumstances gave
rise to questions over how to because old systems of government broke down, or were
unable to cope with the new conditions which faced them.®™ These moments led to

innovation in the practices of government, as government itself developed into an art.®

Perhaps the most important moment in this development of the practices of government

came in the Eighteenth Century, when size and complexity of society led to the population
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being considered to have taken on its own ontological status rather than being merely
considered the collective term for a multitude of bodies. This change prompted a new mode
of government that was reflective of, and orientated towards, the body of the population. It
was also at this time that the rationality of liberalism was developed in response to the

totalising rationality of the police state.

This development of the liberal practices of government, which has since further
transformed into advanced liberalism, has played a crucial role in the development of
autonomy. Indeed autonomy and liberalism can be viewed as mutually constitutive,®’” which
provides some indication as to why these terms are so often conflated in law.5’® As such, it is
argued here that ethical and political developments should not be held separate®” and that a
great deal can be learned about autonomy, as a moral principle, from examining the
development of political rationalities, which took place during a quiet period for bioethics.°
Many forms critique grounded in particular branches of ethics and metaphysics tend to
neglect an important factor in the political significance of the development of a form of
consent which prioritises individual choice and consequently responsibilises the individual
(which takes place in conjunction with their individualisation)®® for the purposes of
governmental expediency.®®? It is argued here that this kind of responsibilisation has
developed over time and as a strategy of government in that the apportionment of
responsibility has varied over time, but at the current point in history more and more
responsibility is being shifted onto individuals.®® Thus, the central objective of this chapter
is to explain some of the ‘problematics of government’®®* that have led to the conclusion that

‘individual autonomy’, broadly conceived, is a necessary component of modern forms of
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government and that the individualistic form of autonomy that is espoused by the courts

owes much to the prevailing, advanced liberal, historical context of our times.

Chapters Six and Seven take the idea of the operation of governmentality through the
technologies of the self and the technologies of government and apply those approaches to
government to the operation of ADRTS. In this way it will be seen that we can view ADRT
can be viewed through the kinds of practices they elicit and require in respect of the
government of the self and the government of others.

THE GOVERNMENTALISATION OF THE STATE®®

In order to have a sound appreciation of the prevailing rationalities of government,
which approximate to forms of liberalism and neoliberalism (or ‘advanced liberalism”)%¢ in
Western society, we must look at how these rationalities of government came to prevail (for
they, as other political rationalities are historically situated). Through tracing the
developments of rationalities of government in this way we can better understand the kinds
of problems that the contemporary forms of government in the West have been created to
work around. The central argument of this thesis is that the development of ADRTSs can be
viewed as a response to a problem of government at the end of life. This area has become
problematic as the result of the combination of a number of factors: the medical technology
that now enables life to be sustained in circumstances of low functionality (e.g. Persistent
Vegetative States (“PVS”s) and Minimally Conscious States (“MCS”s)); the aging
population; the financial crisis and the pressure it has placed on the provision of healthcare;
and the development of an idea of autonomy that serves advanced liberal rationalities of

government.

By adopting this focus it is hoped that it will be possible to avoid getting bogged down
in debates concerning the ‘true’ meaning of autonomy®’ and instead gain an understanding
of the role that individual autonomy plays within the legal system and society. The concern
is with how the idea of personal autonomy and by extension, the idea of ADRTS, has been

used as part of the practices of government.
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From this it will be seen that, far from regarding the establishment of ADRTs as a
victory for the advocates of individual autonomy arising from a stronger ethical argument,
we can see the triumph of individual autonomy as a result of its necessity to advanced liberal
society.%® Moreover, it will be argued that this kind of bioethical rationality is itself bound
up with the practices of the liberal state in supporting and reproducing liberal modes of
government, defined as ‘conducting the conduct’ of the self and of others.%® As will be
discussed, this liberal strategy of government implies the calculated direction of free
subjects, capable of some resistance,®® rather than their domination. It is hoped that this
critical methodology will offer an improved way of understanding the current state of the

law.

The first part of this chapter will therefore examine at the development of early forms of
government and some of the reasons for the development of a liberal art of government. This
transition has been made possible by the rise of a new form of power in governmental
practices themselves, which came to stand alongside, if not ahead of, sovereign power in
import. The discussion will then move to focus on liberalism and neo-liberalism (or
advanced liberalism as it is termed by Rose)®! and the various techniques and technologies
which have grown up around it, with a particular focus on the technologies that promote and
aim to secure autonomy. This discussion should not be seen as a way of merely categorising
different historical epochs together with their historical practices. The idea is rather that
through looking at practices of government and their development, we can make visible
some of the complex factors that combined to make an imperative of change: the
‘problematics of government’.%®? It will be argued that it is through considering these
problematics and technologies of government within the (neo)liberal political rationalities
that we can explain the progression in medical law from paternalism to the individualism®?

that dominates modern medico-legal discourse and expresses itself most clearly in the legal
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construction of the consent process and even more strongly when it comes to advance

decision making.

EARLY FORMS OF GOVERNMENT

SOVEREIGNTY

Throughout the Middle Ages sovereignty could be understood as a form of transcendent
and absolute power within the bounds of a territory.®®* Sovereign power was of a deductive
nature whose power was chiefly exercised through their commands assured by their ability
to effect death as a penalty for disobedience:5% the power “to kill and let live”.5% This power
was personally embodied by, and resided in, the autocratic figure of the sovereign.®’ It was
for the sovereign alone to decide on the exercise of the power of exile or death. However,
this power was intimately linked to, and limited by, the extent of the sovereign territory as
the sovereign could only exercise power within their realm. Hence great stock was placed on
the expansion and securing of the realm as a means of increasing and consolidating power.
As such sovereign, or ‘juridicial’, power®® operated through a direct relationship between
the sovereign and their subject.®® As a form of power, it was a potent and direct means of
giving effect to the sovereign will, by controlling individuals and maintaining a necessary
link of authority between sovereign and subject. The will of the subject would always be
bounded and shaped by the will of the sovereign and there would be little guarantee of how
the sovereign might use their power. Similarly therefore, there would be little guarantee of

the occasions on which the sovereign might override the subject’s own autonomy.

This, together with the appearance of a concentration of power such as this in one person
as absolute sovereign, became problematic in the Sixteenth Century when questions of
legitimacy began to arise’® together with many normative questions, such as: how to
govern oneself, how to be governed and how to govern others.”® There is an “immense, as
well as monotonous literature”’%? on this subject through which Foucault offers a selective

overview passing from the Machiavellian rationalities of government as a set of tactics for
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enabling the prince to retain control of their kingdom, through to the anti-Machiavellian
literature, which sought to distinguish government from being a mere tactics of self-

preservation and towards an art.”®

The immediate solution for keeping hold of such a potent power was to develop a way
of legitimising sovereign power and domination® through what Foucault terms the “theory
of right”.”® This involved the establishment of certain limitations on the occasions upon
which sovereign prerogatives could be properly exercised, such that they could not be seen
as arbitrary deployments of force. For example, one of the most potent sovereign powers, the
right to kill, could only be legitimately called upon in response to a direct threat to the
sovereign themselves™ which ensured its object was therefore solely self-preservational.”®”
this remained true in later centuries even though there was a creeping of additional requisites
and restrictions placed on the use of sovereign sanctions, particularly in that they should
only be used to preserve the common good®, but in actual fact, this may have amounted to
little more than an tautologous imperative to be obedient to the sovereign law.”®

RAISON D’ETAT

A similar imperative towards self-preservation can be found in the abiding feature of
Machiavelli’s advice to the prince: how to retain his hold on power. Machiavelli’s work was
subject to a great deal of attention around the time of its publication and during a revival of
it in the Nineteenth Century.”® In response to Machiavelli’s treatise, thinkers began to
explore what should be compromised in the art of government.”** Frangois de la Mothe le
Vayer was one such thinker who drew distinction between three layers of government that of
the self (morality), the family (economy) and the state (politics).”? He asserted the existence
of “an upward continuity”’*® of government, such that in order to be able to govern a family
one first had to be able to govern oneself and before governing a state, a family and by

implication oneself;"** an idea later adopted and continued by Rousseau and Quesnay.’*®
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This brought the question of government away from the individualised focus of
Machiavelli’s treatise and put conditions and measures on government outside of mere

continuation.

However, one of the immediate developments of the government away from the focus
on an autocratic prince as the leader of the state was in the re-focussing of attention on the
state itself.”® Self-preservationism at the level of state was the core part of raison d’état the
doctrine by which the state sought to maximise itself through its own rationality.”™” This
rationality of raison d’état gave rise to a need on the part of the state for knowledge about its
own strength in the form of a “political arithmetic”’*® and it also meant the worth of
individual citizens consisted only in their capacity to assist the state in consolidating or

increasing its power.™®

POPULATION

One of the major indicators of the strength of the state was to be found in the health of
its population. Prior to the Eighteenth Century, Foucault claims that this concern was
essentially couched in negative terms and arose particularly at times of epidemics such as
the plague in the Fourteenth and Fifteenth Centuries).”®® However, Foucault describes the
recording of birth and mortality in England from around the sixteenth century onwards as an
early indication state concern with the population.””® This concern with the population
continued into later centuries when ensuring that the population was healthy (particularly
with respect to members of the armed forces)’?> became aligned with the objective of

strengthening the state.

As a result, the population became a problematic of government: something to which the
state government needed to turn its attention if it was to secure state prosperity along the
lines of raison d’état. The political rationality of the mercantilists was to maximise the

population in order to maximise economic output’?® and consequently new ways were
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sought to the increase of the population and the safeguard its wellbeing. During the
Seventeenth and Eighteenth Centuries, this task fell to the “great technological assemblage”
of the police.” This ‘assemblage’ was developed in Germany following the treaty of
Westphalia in which a disparate group of smaller states were united into a federation, with a
new federal administration.”” This new administration developed a new disciplinary
science, Polizeiwissenschaft (which was fostered by university system).’?® At this time, the
meaning of the word ‘police’ took on a meaning close to the English word, ‘policy’’?” which
entailed the establishment of techniques and agents of the state with an interest in
“increasing the state’s forces... while preserving the state in good order”.”® It also entailed a

duty on the part of patients to look after their own health.”?

The remit of the police traversed the entirety of the functions of government, but was
particularly influential in education and the generation of hierarchies and professions.”°
Their generalized function was ensuring that the activity of individuals was aligned with the
goal of increasing the state’s forces”! and according to their theoretical outlook, the state
would be strongest when it had the largest possible population which can be supported by
the means that are necessary to support them in good health who can work efficiently, travel
freely and trade effectively.”? Thus, it was for the police to intervene to ensure each of these
objectives; to ensure, what might be more broadly termed ‘wellbeing’ (and everything which
gives rise to that state of being)’, and thereby could increase the state’s forces by having a
healthy and contented populous. This at once linked “the state’s strength and individual

felicity” which makes “men’s [sic] happiness the very strength of the state”.”*

Healthcare provision was no longer an activity aimed primarily at individuals, because
when the focus of government turned towards the population, the health of the body of the
population came to be just as important.”® Moreover, the concern with the health of the

population was not only to be considered in negative terms in the sense of reacting to
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outbreaks of ill health and at times of epidemic,”® but rather it was to become positive such
that the concern was “how to raise the level of health of the social body as a whole”’®" in
order to improve productivity and utility in a broader sense. It was therefore not a solely
reactive and restorative pursuit, but it was to incorporate strategies of prevention and
surveillance. In an attempt to achieve this, special attention was paid to the family and the
cultivation of obligations for them as in respect of the rearing of children in order to ensure
the reliable resupply of the workforce with healthy, educated and self-disciplined
individuals.”® Within the field of medicine, hygienists took on the role of disseminating
public health messages and collecting populational medical data as a form of social
control.”™ Their work was particularly important in the new urban environments being
created through the increasing population and changes in the modes of production.™® The
surveillance of society, and the information derived from it, allowed for detailed
categorisations to be made of the ill and those otherwise unfit to work.”** The family also
played a significant role in acting as a conduit between the public and individual health

concerns,’* as it could operate with a far more consistent presence than the clinic could.”?

Importantly, the objective of the police in improving the conditions and wellbeing of the
population was not motivated out of benevolence for the population, or to increase the
personal power of the sovereign, but rather out of concern for the state itself. However, this
objective shifted again in the Eighteenth Century, when a rapid expansion in the population
gave rise to new problematics of government. At this time the physiocrats and economists
began to view the population less as a ‘multiplicity’"* of individuals and more as a kind of
natural phenomenon, incapable of direct control through sovereign orders or regulations,’*®
which constituted a body in itself. Rather, a series of techniques were developed to shape the

conditions under which the population exists.”*

Foucault accords great significance the recognition of the population at this point in

Eighteenth Century, because its recognition prompted a change in the art of government

736 see also M Foucault, Security, Territory, Population (n 6) 67

87 M Foucault, ‘The Politics of Health in the Eighteenth Century’ (n 735) 94
738 jbid 96 see also M Foucault, Discipline and punish (n 673) 159-162

739 M Foucault, ‘The Politics of Health in the Eighteenth Century’ (n 735) 98-100
740 jbid 99

1 ibid 94; see also D Lupton, The Imperative of Health (n 720) 26 - 30

42 M Foucault, ‘The Politics of Health in the Eighteenth Century’ (n 735) 98
43 jbid 101-102

44 M Foucault, Security, Territory, Population (n 6) 129

745 jbid 69-71

746 jbid 72

137



based on outdated models of sovereignty and the family.”*” Sovereignty alone was simply
too inefficient a means of governing a political body undergoing “a demographic explosion

and industrialization"*®

and it was also too blunt and unwieldy to micromanage “the fine
grain of individual behaviours”’* this could be achieved through using other forms of power
and different technologies of government. Therefore in response, new and more expedient

ways of governing and propagating power were sought.

The population took on a separate existence from its constituent “man-as-body”
subjects, to become collectively embodied as “man-as-species”.”® This recognition co-
emerged, in the latter part of the Eighteenth Century, with a form of power that Foucault
termed biopolitcs: “the science and technologies pertaining to the management of the
population”.”® In this new world, it became clear that “government is basically much more
than sovereignty... [it is] absolutely linked to the population””? and to an extent the role of
individual subordinated and instrumental towards the needs of the state in securitising the
population.”™3

Thus the modern practices of governmental power which focus on the population, can be
contrasted with the mode of governing exercised through the power of sovereignty alone.”™*
As discussed, sovereignty can be thought of as a deductive form of power”™® which has its
mode of operation in taking.”® By contrast, the new governmental rationalities have as their
goal the fostering of the society that they govern, through inter alia increasing wealth, health
and welfare.”™ This governmentality aimed to promote a greater level of production and to
“increase the happiness and prosperity of all [of society’s] inhabitants and to multiply their
numbers”.”® Therefore these new governmental rationalities have a productive disposition’®
and are concerned not so much with the extent of the sovereign territory and the expansion

of the realm as with those that inhabited it.”®® This move is explained by Foucault with the
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assistance of the Christian shepherd metaphor, in which it is the security of the flock which
is to be held above all else by the authority of the sovereign who pays attention to the flock
as a whole as well as to each individual.”® Adopting a simultaneous concern for the
individual and the collective concern marks another point of distinction between sovereignty
and the new rationalities of government. In addition, these different approaches to
government have different claims to legitimacy. While sovereignty drew its authority from
the assertion of a transcendent right to rule, often pronounced in western monarchies as a
right bestowed on them by god,®? the new rationalities of government are immanent to their
objects.”® That is to say that the new rationalities of government are dependent upon their
relationship to the population.

Pastoral power is similar to the power exercised through sovereignty in that ought to be
put to use for the good of the society as a whole,”® but it differs from sovereignty because it

is not bounded by territory, but rather the ‘multiplicity’ %

and “[i]t is therefore a power with
a purpose for those on whom it is exercised, and not a purpose for some kind of superior unit
like... [a] sovereign”.®® The purpose of these forms of government therefore is of the
protection of the population that it governs. It is important to note, however, that although
new forms of governmentality became necessary in order to govern the population, these
new practices of government did not expunge the old power of sovereignty as an active form
of power.”®" Rather it sovereignty was translocated it into a triangular array with discipline
(which took on a new importance when it came to managing the population)’® and
“governmental management”.”® Governmentality can thus be understood as the result of this
need for change prompted by the recognition of the population as a body per se and the
acknowledgement that the power of sovereignty alone was insufficient to guide and manage

this complex body.
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The recognition of the population led to the development of a whole host of techniques
and processes designed for interaction with it. From the Sixteenth Century, statistics had
gained increasing importance in managing the population.””® But one of the most ingenious
diversifications of governmental practice that emerged at around this time was the ability to
govern through autonomy.’”* This idea, which will be further discussed below, marks one of

the central pillars of this new ‘liberal” art of government.

LIBERAL FORMS OF GOVERNMENT

Colbert (a finance minister): “What can I do for you?”

Le Gendre (a merchant): “What can you do for us? Leave us alone (Laissez-
nous faire)”7"2

THE CRITIQUE OF STATE INTERVENTIONISM

As discussed in the previous section, the move towards a liberal political rationality
came about through the recognition of the population as a body in itself, the central object
and as being immanent to the new governmental rationality.””® Some put this mode of
government in direct opposition to the Polizeistaat that has just been considered,”™* but
perhaps the better view is to see it as part of a continuum particularly with respect to some of
the disciplinary practices that were used Europe throughout many centuries.”” Through the
challenges posed by the expanding population, there eventually came a recognition that the
state and its reliance on sovereign power or totalising police power was inept to “undertake
the infinite task of superintending the totality of the economic processes”’’® taking place
within its territory. Since the role of government is to maximise the population, this could
only be achieved if government conducted itself in an efficient way. This theme of
efficiency was taken up by the économistes who launched a strong criticism of the
regulatory Polizeistaat model which had taken hold in a number of European countries in

the Seventeenth and Eighteenth centuries.

The économistes claimed that the police disposition towards creating an abundance of

cheap food so that workers could survive on low wages ignored the concerns of the
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agricultural producers who needed the possibility of making a profit so that they could
reinvest in their land.””” The removal of police price controls on grain was also contended to
impede the market from arriving at “just price”.””® Their concern was that it manipulated the
market based price discovery mechanism. Placing arbitrary and extraneous regulation on the
market was unnecessary, because the market would arrive at this price on its own. Moreover,
forcing producers to sell produce, for which there was a low supply and high demand, at a
lower price would encourage hoarding and ultimately would militate against the goal
sought.””®

The économistes further extended the principle of the market onto the population, in
opposition to the thesis espoused by the police mentality, such that did not hold the
maximization in the numbers of the population to be a good in itself, but rather that the
material conditions necessary to sustain a population would generate a populous of optimum
size.”®® They further asserted that it should be for the market to determine trade with foreign
markets in opposition to the mercantilist policy of trying to sell as much as possible abroad,

in order to accumulate the maximum gold at home."8!

However, it was not only argued that the interventionist state was ineffectual in a
pragmatic sense; strong normative arguments were also made to the effect that it was not
right for the state to intervene in the affairs of private citizens.”® These arguments can be
traced back to the liberal turn during the Eighteenth Century, when increased pressure was
put onto the state to withdraw from overseeing and providing of health services directly to

allow different social organisations and charities to perform these functions.’8

POLITICAL ECONOMY AND RAISON D’ETAT

The liberal rationality which sprang forth as a response to the problematisation of
interventionism and comprehensive regulation sought the reduction in the influence of the
state and the minimization of state intervention.’®* Its chief point of emphasis is on the
‘natural processes’ in society, which are to be given the privileged status as being beyond

the proper remit of government intervention. It maintains the économistes’ prohibition on the
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interference with natural processes, relating to the population® and it also disqualifies
raison d’état, in the sense “in which a sovereign exercised his totalising will across a
national space”,’®® however their reasoning did admit a kind of raison d’état in which the
goal was to increase the forces of the state.”®” In a subtle but important departure from the
reasoning of the mercantilists (who sought to maximise the population), the concern of the
new liberal forms of government moved towards the maintenance and management of civil
society, to promote scientific knowledge, administer a population of interests and to frame
natural processes through securitisation and the injunction against transgressing onto the
space of individual freedom”® all of which may run counter to the to the ability of the state

to grow unrelentingly.”®

NATURAL PROCESSES

One of the central justifications for limiting the power of government was in order to
protect the so-called “natural processes”.’®® These are processes, such as the birth rate, which
cannot be controlled by sovereign command alone.”® Foremost among these was the
economy, as a natural process that is intimately bound up with liberal thought. The idea of
economy has more than one sense. In a literal, sense, it describes the operation of
productive, consumptive and trading activities in the market, but there is also a sense of the
word, which is broadly analogous to ‘efficiency’ and it is this sense of the word which is
active in the phrase “political economy”.”®? This idea described the liberal imperative for

7% involving the “self-limitation of governmental reason”’®* which acts

“cheap government
as an internal limitation on the practices of government.”®® Consequently the limitation on
action is not based on economic science as an external factor, which dictates governmental

intervention; rather economic science is a mere supplement to governmental reason.”®®
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The crucial facet of the “modern governmental reason”’®’ lies in a continual state of self-
questioning and self-limitation.” This norm of self-monitoring becomes just as important
for the individual in liberal society as well as for political governments in a way reminiscent
of de la Mothe le Vayer’s idea of ‘upward continuity’ and the need for one that holds
themselves out as being a governor of others to first be able to govern themselves.” One of
the most important applications of self-monitoring for the purposes of this thesis is the self-
monitoring of one’s own health (which will be explored in greater detail at a later point in

the thesis).

In terms of the ‘market sense’ of the economy, there were competing views on how the
sovereign could observe its processes: Quesnay and the physiocrats®® thought that the
sovereign could divide up different economic processes into a table over which the
sovereign could have knowledge and retain control, but Foucault read Adam Smith’s theory
as a critique of this position suggesting that “the sovereign is, can, and must be ignorant 8
such that the totality of economic processes are not capable of being known by the
sovereign®®? or indeed by any individual within the market.8® Government, therefore, must
address a “realm of processes” that it cannot govern through sovereignty alone, because the
sovereign “lacks the requisite knowledge and capacities” to do s0.8%* This realisation
heralded the end of the dream of the sovereign totalisation of raison d’état and Polizei.
However, the possibility that more attention could be paid to the interests of subjects and
that in turn, those interests could be governed in certain ways, meant that the reach of
government could extend out even further than it could within the Polizeistaats of

Seventeenth and Eighteenth Century Europe.

This powerful liberal idea of the futility of the quest for total knowledge about a
population might also be seen as the first sign of the retreat of the totalising authority of
moral authorities. If the interests of individuals within the population are, to an extent,

unknowable, then perhaps so too are the moral principles on which they are to operate. This
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moment might be seen as the origins of liberal secularism and the ‘value pluralism’®® which

has it made possible.

Adding to this injunction against excessive state intervention, arising for the desire for
an efficient market based system of governance and a normative disposition towards a small
state that has been under consideration here, Rose identifies three further features inherent in
liberal government: the use of knowledge as a form of authority, the fostering and
instrumentalisation of expertise, and the cooption of individuals as agents directed towards
their own government.®% These will be explored in turn beginning with the governmental

imperative to know.

EPISTEMOLOGICAL AUTHORITY

From the previous discussion it can be understood that the place of an all-powerful
sovereign stood in opposition to the liberal ideology of the économistes and their
problematisation of the economy that was emerging around the middle of the Eighteenth
Century.®” Foucault articulates their conclusion in an uncharacteristically pithy form,
“[t]here is no sovereign in economics”.8%® The économistes argued for a laissez-faire
approach towards governance and economic regulation, which was thought to increase the
overall wealth of the state through increasing economic prosperity.®® They saw
government’s role as being in the fostering of a civil society and in order to do this
effectively,®® it was necessary to foster technologies that allowed the state to acquire
knowledge about the processes that affected the population because “[t]he finitude of the
state’s power to act is an immediate consequence of the limitation of its power to know”8!!
even though it was acknowledged that the state could not have a comprehensive knowledge
in this regard. Hence a determined effort was made towards the gathering, collating and

processing of information relevant to the population.

Much of this was achieved through the development of scientific practice, which became
imperative for the sovereign and for the functions of good government and political

rationalisation®!? through the enlightenment. One particularly notable example of this is the
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science of statistics®*® whose importance had been recognised for centuries, but in which

even greater governmental stock was placed from the beginning of the Seventeenth century.

However, on its own, this information (including statistical information) was mere data.
It was only once the information had been analysed and interpreted that it could be put to
use. Those who could develop and harness this kind of information in this way became
experts; symbiotic coemergents of fields of knowledge; who could assist with the use of
their knowledge for the effective securitisation of the population. Their accrued knowledge-
power® and epistemic authority could in turn be drawn upon for the purposes of
government.?®® Thus this expertise could be used to the benefit of government programmes
by encouraging experts to develop their knowledge to address aspects of life that have been
problematised by government (particularly those problems which related to the processes of
the population). Disciplinary power became more important as a means of governing
individuals as the population grew larger'® and gave rise to techniques, technologies and
experts who could help to govern the population through generating discourse and
knowledge particularly in quantifiable terms.®” Public health experts of various kinds were
used to “make subjects more governable”.8® Some of these techniques (particularly those

pertaining to health and autonomy) will be discussed in the next chapter.

EXPERTISE

Expertise also played a vital role in the new governmental strategy of ‘governing at
distance’,%® which was a strategy strongly endorsed by Adam Smith’s metaphor of the
invisible hand.®?° This feature of liberal forms of government can again be contrasted with
the very direct way in which the sovereign would exercise their power vis-a-vis their
subjects. Distancing the site of the propagation of government power from its site of
application was achieved because the ‘regimes of truth’®?! developed and communicated by

these experts, (which, in turn, begat social norms) were not the direct product of the state.??
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For example, in the Nineteenth Century expertise was used in the shaping of the family
and through the incorporation of expert advice into the family itself the composition and
behaviour of members of the family could be modified at a stage removed from the state
itself.82® Therefore the link between experts and government was at least more opaque than
the relationship between the state and those agents who served it directly (in the manner of
the police). Adherence to a norm would not therefore be seen as an act of loyalty towards a
sovereign, so much as an act of fidelity to society.

In terms of the consent process and medical decision-making, the doctor (and their
public health counterpart, the hygienist) played important roles as experts who could forge a
link between observable trends in the human body and extrapolate that knowledge in order
to achieve a stronger understanding of the population in general. One side effect of this was
that doctors became much better aware of how diseases were spread®* and the
acknowledged cost of widespread disease and epidemic to society and to the economy.
Large scale outbreaks of disease and epidemics, and the threat of them, made those with this

kind of expertise very important.8?

INDIVIDUAL LIBERTY AND AUTONOMY

“Power is exercised only over free subjects, and only insofar as they are

“fl‘ee”.”826

Liberalism and its propensity to ‘govern at a distance’ further entailed a strong
recognition of individual rights and freedoms. This protection of rights and the movement
away from the centralised, totalising, power of the sovereign is routinely lauded as a move
away from domination and towards freedom, but we should not automatically see this as the
case,®?’ as it is entirely possible for forms of domination and ‘illiberality’ to continue in
liberal forms of government.®2 Equally it would be simplistic, even meaningless, to attempt
to analyse the relative freedoms of those who lived under a sovereign in the Sixteenth or

Seventeenth Centuries and those who lived under the liberal regimes of the late Eighteenth
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and Nineteenth Centuries®® because freedom, for Foucault, is not an ahistorical constant

concept, but rather one which is historically conditioned.8%

A strong sense of the historically particular kind of freedom that emerged and was
promoted during the period of classical liberalism can be obtained from the writings of John
Stewart Mill, and in particular his exegesis of the harm principle (for which he is best
known) from his canonical and influential work, ‘On Liberty’.83* This work (which was
referred to in Chapter Two) provides an explanation which is perfectly in keeping with this
liberal rationality for the way that these natural rights were framed. The individual was to be
accorded rights and liberties, the corollaries of which were state duties and injunctions from
interference in so far as their acts or omissions did not cause harm to others. Importantly,
Mill’s thesis is not contingent on a transcendental notion of values, but is deeply rooted in
liberal pragmatism and a concern for the effects of actions rather than their inherent
morality.

This sentiment is echoed by Adam Smith who advocated the recognition of individual
rights through reference to the economic markets: "[e]very man, as long as he does not
violate the laws of justice, must be able to pursue his interest and bring his capital where he
pleases”.#%2 The principle underlying the work of both Locke and smith in this respect is that
the state ought to limit the scope of its own legislative intervention in the lives of its citizens
in a manner paradigmatic of liberal government. In so doing, the continued struggle with the
guestion of the legitimacy of intervention must be weighed against encroachment on

individual autonomy and other natural processes.®

The novelty in Smith’s reasoning came with its tacit recognition of homo economicus
(the ‘subject of interest’) was that the sovereign had to refrain from interfering, not because
there was a law prohibiting their interference, but because the sovereign was necessarily
ignorant of the full extent of individual interests.®* In addition, these rights and liberties
formed out of the injunctions on state intervention, were instrumental to the formation of a
civil society, a key reference point of liberal government,®® and it is where civil society was

brought together with the imperative for economic maximisation embodied in homo
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ceconomicus that allows for a form of liberal government which sovereignty alone could not

achieve. 8%

An important challenge for liberal government, however, was in how to direct the free
choosing, autonomous subject behave in a manner that was in alignment with the overall
objectives of particular government programmes.®’ One way of achieving this was through
the codes of civility that were developed by civil society, which helped to keep order at both
a private and a public level.®® As rose claims, the practice of carving out freedom from the
state “...goes hand in hand with the emergence of a range of novel practices which seek to
shape and regulate individuality in particular ways”.8%® some of these processes will be
looked at in greater detail in chapter seven, however by way of example, hospitals, schools
and prisons all set about ways to encourage the formation of the free individual who did not
require the direct oversight of the state, but who could be relied upon to have such concern
for their own state of being that they would actively seek their own betterment and

maximisation.84°

However, this classical liberal approach also came up against problems as a result of its
stand-offish approach to regulation and business practice. It gave scant incentive for
employers to offer their employees anything in the way of benefits, protection or other social
assistance. Insofar as this led to social problems, which affected contentment and
productivity and harmed the population in other ways, remedial strategies were sought. And
the response to this problematic of ill health and joblessness was a greater level of state

intervention in the form of welfarism.

WELFARISM

“The people of England appeared for the first time to acquire a sense of sight
and smell and realise that they were living on a dungheap”*
The perceived deficiencies of laissez-faire capitalism were problematised and led, in
some places, to a new era of Welfarism.8> The failure was diagnosed through the

appearance of social problems that arose at the time which included crime, ill health and

86 M Foucault, The Birth of Biopolitics (n 674) 295-296. The work on the formation and
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unemployment. These phenomena were all perceived as threats to the security of the
population and society. In response, it was argued that the state should step in by finding
new ways to bring collections of liberal individuals together and to endear a sense of
collectivity between them to secure the population. And it was this process of the state (or at
least the collective, or the social) stepping in, taking a greater level of responsibility for
various aspects of social life including employment, health, housing etc and additionally
administering social benefits that characterises Welfarism® in very broad terms.

Orthodox wisdom suggests that the dawn of this rationality, in the UK at least, was
announced by William Beveridge’s 1942 report identified five great evils of society: squalor,
ignorance, want, idleness and disease, which government should be disposed to guard
against.®* In order to address these problems there were drives to improve housing
conditions, to guarantee every citizen a basic level of education and right to healthcare
services through the establishment of the NHS. However, it should be borne in mind that
this welfarist approach was not a binary dialectical response to laissez-faire capitalism
(Beveridge himself was of “liberal origins”)®° but it was rather a limited form of

intervention designed to help those most in need.84

Many of these technical projects of intervention may be thought of as constituent aspects
of what is commonly called the “welfare state”; a phrase which Briggs claimed was coined
in the UK in 1945.84 However, both the timing and location of its inception are much
disputed.®¥® What might be said however, is that there was no single moment of collective
demand for an end to the laissez-faire capitalism, which flourished under liberal
government, and a new era of welfarism, but rather a gradual change punctuated with a
series of problematisations centred on the population. Indeed, one of the strongest critics of
this project, Hayek, saw the welfare state a threat to liberty that was more difficult to counter
than it was the arguments of socialism, precisely because welfarism lacked a strong

definition.?*®
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Some view the roots of this idea of the welfare state in the interwar period around the
time of the Wall Street Crash and the resulting Great Depression®® which prompted the
establishment of regulatory mechanisms and bodies such as the Securities and Exchange
Commission (SEC).®*! It also led to nations being forced into co-operation and to experiment
with the adoption of Keynesian policies internationally in an attempt to revive the
economy.52 However, it has been argued that increased government spending is not the sole
indicator of whether a nation is truly a ‘welfare state’. According to Esping-Anderson this
can be better measured by taking account of the extent to which “social rights” were

increased labour power was “decommodified” and attempted to quantify this.8®

In any case, one of the social rights most pertinent to this thesis which underwent a
significant development at this time was the ‘right to healthcare’.%* The goal of improving
the health of the population was to be assured not with a return to a medischinische Polizei,
but through collective insurance schemes, which meant that the risks associated with ill
health could be spread across the population rather than being born by the individual and the
family.®% Such schemes operated by encouraging or requiring payment into a collective
scheme which would pay out according to the needs of any of its members. Insurance of this
kind had a rectificatory effect on the risks and hardships of life which created the conditions

for social problems.

However, these insurance schemes also prompted a greater need for knowledge and
information concerning relationships and processes that one may have been considered
private, such as eating habits or family relationships. This kind of information was needed so
that the insurer could calculate the likelihood that workers would fall ill (or outside of the
medical sphere that harvests would fail or workers would be laid off). Once those
calculations are made, it is possible to work out the annualised cost of guarding against such
events on a per member basis. Where the insurance scheme is run by the state of insurance
in which the state itself adopts the role of insurer, it becomes directly in the government

interest to reduce these risks.

This gave rise to a proliferation in state agencies whose aim it was to eliminate or at

least mitigate the risks inherent in everyday life at this time was testament to the state’s
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adoption of responsibility for these risks and its putative interest in their reduction.
Legislation from the Nineteenth Century had already introduced environmental and public
health regulations which sought to protect the health of the population and its productive
capacities.®This was further extended during the Twentieth Century most notably with
legislation in the UK to guarantee the provision of healthcare to all of its citizens regardless
of their ability to pay through the establishment of the National Health Service (“NHS”).
Environmental legislation also became more stringent with the accession of the UK to the
European Union (“EU”) in 1975.

However, the point of the UK’s accession to membership of the EU coincided with the
beginning of a broader decline in welfare state provisions and by the time Margaret Thatcher
became Prime Minister, the so-called ‘Golden Age’ of the welfare state was at an end.®%” The
political rhetoric of the time asserted that the state had become too large, and that its citizens
had become too dependent.®® Thatcher and her US counterpart Ronald Regan were the
paragons of the next political rationality that came to dominate US and UK politics in
response to a populous perceived as being too comfortable, neoliberalism. This thinking was
influential in the development of the individual autonomy.®®° The next section will provide a
discussion on the meaning of neoliberalism and its significance in the development of our

current conceptions of individual autonomy.

NEOLIBERALISM

“Government can give people the information, legislate and regulate to
encourage sustainable living, help business to function in a more
environmentally responsible way: work with other nations to develop the
right international framework. But it can't 'do it' by itself. 'Doing it" will
depend on the decisions and choices of millions of individuals and
companies. Our task is to empower them to make the right ones.”#®

Neoliberalism as a term is still all too frequently used to describe a particular kind of
political rationality, but it should be remembered, particularly when we are using the term in

the context of Foucault’s lectures on governmentality, that neoliberalism is not a
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homogenous, ahistorical rationality, but rather that it can exist in different forms.® In
general terms however, there was a resurgence in the ideas of classical liberalism from the

1970s onwards.862

Foucault identified this reemergence of liberalism in a new form following periods of
increased state intervention in economic processes at different places and times (namely
Freiburg following the demise of the Weimar republic and, in one instance, and the USA in
the 1960s in the other), which were considered to have failed. Both kinds of intervention
were born of a concern that this kind of government interference would lead to a growth in
an expensive and rigid new state bureaucracy which would harm productivity and create
863

‘distortions’ which would necessitate yet more government involvement to rectify.

However, differences emerged in respect of the correct response to these failures.

The German Ordoliberals considered that state intervention was warranted to the extent
of fostering competitive mechanisms®* especially as regards facilitating the German
“individual social security” in designed to encourage the individual to take more
responsibility for themselves by making sure that they had made sufficient contributions to
ensure that they would be insured against life’s dangers.®® Whereas the American brand of
neoliberalism sought to attain the same goals through extending market principles beyond
the areas in which it traditionally operated, with more limited state intervention, to generate
competition in the same way.?® While these neoliberal movements did retain the core
concerns of classical liberalism in maintaining the importance of the economy, both in terms

of the capital market and in terms of limiting government activity.

Though there are clearly distinctions between the German approach, the US approach,
the French approach (and perhaps between the British approach too) towards what might be
broadly classed as neoliberalism,% the reason they can all be considered as forms of
neoliberalism is precisely because they share certain common features. Harvey describes the
common ground as being centred on the idea that “human well-being can be best advanced

» 868

by liberating individual entrepreneurial freedoms”,* which compliments Foucault’s

analysis. Governments employing a neoliberal strategy would seek to nurture the population
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through the expansion of the role of markets. Where markets already exist, the government
is forbidden from interfering with them (as was the case in classical liberalism) but where

markets do not exist, they are to be created by the state.

As discussed, the liberal rationality of government which construed the market as a
quasi-sacred natural occurrence can be contrasted with that of the pre-war German Ordo-
Liberalism and the Chicago school who did not see the free market economy as a kind of
natural phenomenon which the state should refrain from interfering with, but rather
something which could only arise the right conditions for its emergence were set.®®® Under
these rationalities the responsibility for setting the conditions of the market fell to
government. One of the most significant requirements of a free market along with goods and
means of exchange, is individuals who are free to go to the market and to interact with it.
Thus, it became imperative for government to accord certain rights to individuals (the right
to own property and the right to their own physical integrity) to subjectivise them as part of
their creation of a functioning free market.

An example of the extension of market principles in healthcare can be seen in the
creation of “star ratings™® in hospitals in the England stands out as a cogent example of the
expansion of market principles into areas that were traditionally not in operation. The
problem which gave rise to this star ratings initiative was the variation in performance in
hospitals as well as the need, along economic lines, to secure better value for the public
money spent in hospitals. Previous governments had imposed targets upon the NHS in order
that they should meet certain expectations (eg in respect of waiting times) however the
current initiative based on star ratings®’* ensures that it is not the state that acts as the
enforcer of standards, but rather the individual ‘health consumer’®2 (formerly known as the

patient) acting in accordance with market principles.

This also means that the state shirks from providing substantive definitions of the good,
in that it is for the patient to choose their own course of action and this leads to the prospect
of the development of the good itself within the regulated freedom of the market. The

absence of clear direction in respect of medical choices arguably creates a vacuum of ‘under-
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determination’ from which individual freedom is generated®” and enables a plurality of
values to be drawn upon in society. Under advanced liberal regimes of government there is
no single source of moral authority, but rather a constellation of expertise available to guide

the consumer.

EXPERTISE UNDER NEO-LIBERALISM

The advanced liberal conception of expertise differs slightly from its liberal forebear, in
that expert knowledge was not allowed to exist free from contestation. Rather expertise was
to be subject to market forces, such that the regimes of truth®* developed and presided over
by experts could be challenged if consumers did not buy in to their discourse, thus opening
up a market in expertise itself. Techniques such as auditing aided this scrutiny of

expertise.t”

This marketisation was further prosecuted through subjecting experts to financial
scrutiny through the ‘grey sciences’ of accounting practices, audits and enumeration.®”
Thus, with the use of those techniques, expertise could become measurable in order that
consumers could make choices about the worth of the knowledge derived from that
expertise. These steps are imperative for the establishment of functioning markets in
expertise and in healthcare that ensure patients can seek out the best doctors and the best

healthcare facilities.®””

Pressure could also be brought to bear upon expertise from capital interests in the form
of lobby groups that suppress or aim to discredit information derived from scientific
discourse, thus opening a market in expertise. However, political forces could also use
expertise and scientific knowledge to their own ends, particularly in supporting government
strategies. In this sense knowledge and expert authority entered the market and became

commodified.

Expertise in respect of healthcare no longer resides with the doctor, nor even within a
broader range of medical opinion. Techniques such as audit were developed and other
methods accountability were produced which limit the control of the medical profession and

increase patient choice. 88A whole range of specialists, coaches and gurus have emerged to
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produce different kinds of knowledge aimed to assist consumers in making choices. This
kind of freedom of choice could be seen as empowering, but it can also create situations of
unresolvable uncertainty. In particular, the problem of when to switch off the life support
machine is a question that cannot be determined solely with reference to expert medical

opinion.

INDIVIDUAL FREEDOM AND NEOLIBERAL ENTREPRENEURIALISM

The rights conferred on individuals included the promotion of individual freedom and
simultaneously encouraged the exercise of that freedom in a particular way that is deemed
responsible.t”® This was in contrast to the welfarist government programmes in which it was
the state that assumed responsibility for aspects of individual lives such as healthcare and
social security. The public health movement began to change at around the same time as
advanced liberalism began to take hold in the UK to focus on the effect of lifestyle choices
on public health.® This brought the seemingly mundane choices under the expert gaze and
further offloaded the responsibility for wellbeing onto individuals and further introduced the
concept of risk into lifestyle choices. The neoliberal calculation being that “choice-makers
can be assumed to make rational decisions that accord with the aims of government,
providing they are given ‘accurate’ information and the skills required to make choices...
the role of government is to provide access to the necessary skills and information”®?! and
therefore that people should be given the (qualified) freedom to enter the market and to

actively pursue their own interests.

Before the individual enters the marketplaces established through government, they are
to be actively subjectivised or ‘made up’, in Hacking’s terms, in order to be prudent,
responsible and active in their own lives.®8 This involves a process of discipline and

responsibilisation of the individual so that they adhere to the norms promoted in society.%

Health is one norm that has been promoted consistently for millennia, but in a neoliberal
framework the individual must become a consumer of health. Citizens in neoliberal regimes

of government are to take an active role in self-monitoring and the monitoring of possible
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treatments.®* In some cases this may go as far as to view their own bodies as commodities
(e.g. Organ sales (although this is prohibited by law),®® sale of ova (which remains illegal in
the UK subject to the possibility of reimbursement for expenses, but in it is legal some states
in the USA),® the employment of surrogate mothers). This represents a distinct change in

expectation which calls for closer examination in the next chapter.

As well as the ways in which individuals per se were made up, there were also
techniques for making up collective groups of individuals. Social enterprises were
decentralized or destatised at this time (particularly in the UK through ‘quangoisation’)®’
where certain groups and communities were given responsibility for themselves, but were
also governed and brought into alignment with the political programmes through techniques
such as targets and performance indicators etc.%8 The state could dictate the objects of
measurement and incentivise the expert actors to work towards certain objectives aligned

with the objectives of government in its fostering of the population.

CONCLUSION

Although Foucault’s development of the theory of governmentality in his lecture series
‘Security, Territory Population’ centres on the way in which the government of the state
changed and became more de-centralised and complex as a result of various factors, the
most important theme underlying this discussion of that theory in this chapter has been the

development of autonomy.

This part of the thesis presents the theory of governmentality as a critical approach that
differs significantly from those approaches explored in the second part of this thesis.
Governmentality, as we have seen, concerns the changes in the practices of government that
took place over the centuries in response to various challenges and variations in material
conditions, whereas moral philosophy is concerned with the elaboration and refinement of
moral principles using philosophical argumentation. The theory of governmentality suggests
that the development of autonomy cannot be explained as the result of the simple refinement
and elaboration of posited moral principles. Rather personal autonomy emerges both as a
product and as a necessary component of modern practices of government. Thus, the kind of

autonomy that has come to be recognised in law and society is an eminently functional form
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of autonomy that can be seen as the product of the limitations that state government has
come to impose upon itself in recognition of its inevitable ignorance of the interests of
individuals, but it can also be seen as a phenomenon that has aided the development of
certain forms of government. The market can only function with the existence of active
consumers, capable of assessing their own interests, following advice that best accords with

those interests and taking responsibility for their own decisions.

The functional dependence on the kind of individual with these kinds of capacities
means that those individuals who are incapable of making choices (paradigmatically through
a lack of mental capacity) present a challenge to modern modes of government. This
challenge is compounded by the emergence of medical technology that enables life to be
sustained for long periods at the end of life and the lack of a clear and legitimate authority
who can direct the continuation or the cessation of treatment in the absence of an
autonomous decision from the individual receiving treatment. These challenges are made
more pressing in the context of an aging population and a recent economic crisis that has

resulted in pressure being put on the provision of healthcare services.

The central argument made in this work is that it is the combination of all these factors
has resulted in a crisis of government, the response to which has been the institution of
ADRTSs. A case might be made for ADRTSs being the logical extension of an underlying
philosophical principle of autonomy, but this factor alone cannot explain the development of
ADRTSs in their current form. It is the crisis in government as a result of a number of factors

that has led to the need to recognise ADRTS.

In the remainder of this part of the thesis some of the technologies and techniques that
government can use in the pursuit of its objectives will be considered. The next chapter will
consider the operation of ADRTSs as part of the technologies of the self. In broad terms, this
will involve an exploration of the way that ADRTSs can be put to use for the generation of
the kind of prudent, responsible and autonomous individuals that advanced liberal society

requires in order to function.
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CHAPTER SIX

ADRTS AS A TECHNOLOGY OF THE SELF

INTRODUCTION

The second part of this thesis was devoted to a discussion of the normative precursors of
ADRTSs. There it was suggested that the primary normative basis for extending the law to
enable individuals to do this was to protect the right to personal autonomy. However,
autonomy is a term capable of bearing a multitude of meanings and the law has not
consistently favoured any particular definition. Consequently, the law may frequently face
the charge of lacking sufficient adherence to the principle of autonomy, but the strength of
this argument entirely depends upon the definition of autonomy used as a referant.

It is in this respect that we confront something of an evaluative bind; there is no ‘true’
notion of autonomy. Its interpretation within law and indeed by members of the bioethical
and medico-legal community is read through and interpreted by reference to different
ideological commitments, aspirations and contexts which shape its meaning and indeed, its
critical reception. When translated as part of a project of the self, which | suggest has been a
dominant approach in bioethical-legal thinking, the concept of autonomy as it arises within
statute and in judgment invites a very particular critique. Although a specific definition of
autonomy may not have been clearly articulated in law, many have suggested that the law
has tended to respect a constellation of individualistic, narrow or ‘thin’ versions of
autonomy. This tendency has been the source of much criticism. Some concern was
expressed that with such an interpretation of autonomy individuals would too easily be able
to make decisions by which they would be bound in future and that the law would not take
into account changes in the personhood of the author of the ADRT over time. In the previous
chapter it was argued that the particular conceptual direction that autonomy has taken must
be viewed in the context of developments in governmental rationalities. The advanced
liberalism which has emerged has meant that, aside from the establishment of markets,

government has limited its interventions and the individual citizen has been charged with a
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more active, consumerist role.8 In order to encourage individuals to adopt such a role,
various programmes of government have sought to ‘empower’ individuals.?®® ADRTs might
be considered within such a project in that they purport to allow individuals to control their
future treatment following a loss of capacity. However, while ADRTSs do have the potential
to offer an extension of autonomy in the ‘thin’ sense of empowerment in offering the right to
make pre-emptive choices about future healthcare choice to patients, it is arguable that
ADRTSs fail to reliably facilitate the ultimate recognition of these choices in practice.

Significantly, this failure puts into question the true extent to which the putative liberal
form of autonomy has empowered patients in practice.®! In the first part of this chapter,
then, critical consideration will be given to the extent to which ADRTSs can truly provide
people with a greater degree of control over their medical treatment at the end of their lives.
The limitations of ADRTSs will be highlighted through the examination of two prominent
cases. No claim is made that these cases are representative of the law in this area, but these
cases do helpfully illustrate some of the operational challenges of the creation and
recognition of ADRTs. These cases concern individuals who express wishes to refuse
treatment in the event of losing capacity, but in both the court failed to recognise a valid
ADRT. On an orthodox bioethical analysis might conclude that the failure to recognise these
wishes as ADRTSs is demonstrative of a failure to accord sufficient respect to patient
autonomy.®% It might even be argued that the extent to which ADRTs permit individuals to
exercise practical control over their end of life treatment, in a meaningful way, is greatly
limited (which is not a novel position)®®® and therefore that ADRTSs are legal instruments
without purpose, hollow, or perhaps ideological, instruments of advanced liberalism. That
will not be the conclusion of this chapter. Rather, these cases will be drawn upon to
exemplify how the law on ADRTS relies upon and facilitates certain practices of the self,
which can be considered as part of the ‘technologies of the self’, which makes possible the

formation of ‘ethical subjects’.8%

89 See D Wilson, The Making of British Bioethics (n 9) 122; A Cronin, ‘Consumerism and
“Compulsory Individuality”: Women, Will and Potential’ in Sara Ahmed (ed), Transformations:
thinking through feminism (Routledge 2000) 279

8% K Veitch, ‘The Government of Health Care and the Politics of Patient Empowerment: New Labour
and the NHS Reform Agenda in England’ (n 89)

81 J Harrington, ‘Privileging the Medical Norm: Liberalism, Self-Determination and Refusal of
Treatment’ (n 9) 358

892 see eg A Mullock, ‘Best Interests and the Sanctity of Life after W v M (2013) 39 Journal of
Medical Ethics 553

893 A Fagerlin and CE Schneider, ‘Enough. The Failure of the Living Will’ (2004) 34 The Hastings
Center Report 30

894 M Foucault, The History of Sexuality: The Use of Pleasure (vol 2, Penguin Books 1998) 26-27
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This mode of analysis shifts the focus away from the kinds of results that ADRTSs are
able to produce (i.e. whether or not they are respected by medical professionals and prevent
treatment from being provided)®®® and instead homes in on the practices that are instituted,
required and fostered by ADRTSs. Regardless of whether an ADRT is to succeed or not (in
the sense of the outcome according with the stated wishes), the very creation of an ADRT
demands certain practices on the part of the individual acting on themselves. Establishing a
legal framework that provides for the possibility of creating ADRTS constitutes a strategy
for governing others and represents an attempt to address what has been characterised in this
thesis as a ‘crisis of government’®® at the end of life. In this sense ADRTS are not without
purpose, however infrequently they may be upheld. Indeed, and to the contrary, the
operation of ADRTSs appears well aligned with the (advanced) liberal imperatives of active

decision-making®’ and self-authorship.8%

TWO RECENT CASES ON ADVANCE DECISIONS

The cases of W v M®° and Re E (Medical treatment: Anorexia) (Rev 1)°® highlight some
of the difficulties to be faced when creating an ADRT, which are resultantly recognised as
legally binding refusals of treatment upon the loss of mental capacity. In both cases, the
women who had expressed their wishes not to receive treatment in the future found that the
courts were not prepared to accord their decisions binding force and instead permitted their

medical teams to provide treatment deemed to be in their respective best interests.

These cases illustrate some deficiencies with the arguments that ADRTs are
empowering and the more general claim that the idea of individual autonomy has become
overly individualised. One of the first problems to be encountered by would-be advance
decision makers is the problem of specificity. This is a problem that was introduced in

Chapter One, but the case of W v M offers one of its starkest illustrations.

M, fell into a coma after a sudden and unexpected illness. She was later diagnosed as

suffering from a disorder of consciousness known as a Vegetative State (“VS”).%t However,

8% See eg A Fagerlin and CE Schneider (n 893); Foster C, Choosing Life, Choosing Death (1 edition,
Hart Publishing 2009) 152-161

8% M Foucault, The Birth of Biopolitics (n 674)

897See NS Rose, The Politics of Life Itself (n 362) 63; P Miller and NS Rose, Governing the Present (n
686) 49

8% A Cronin, ‘Consumerism and “Compulsory Individuality”: Women, Will and Potential’ (n 889)
276-279

89 12011] EWHC 2443 (Fam)

%0 12012] EWHC 1639 (COP)

%1 See Parliamentary Office of Science and Technology, Vegetative and Minimally Conscious States
(PN 489, 2015) 2
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when later reassessed by a different consultant neurologist, she was given a new diagnosis of
being in a Minimally Conscious State (“MCS”). The diagnosis of VS can only be made after
six months and a diagnosis of MCS requires 3-5 years.*> MCS was a newly defined
neurological condition (only recognised by specialists in 2002)°°, which describes those
whose brain activity reaches slightly greater level than that which is attained by PVS
patients. Crucially, patients who are diagnosed as being in a MCS are able to respond to

stimuli on some occasions, as was M.

Nonetheless M’s family applied for a court order for the cessation of life support,
grounded in the belief that M would not have wished to have been kept alive in such a state.
This belief was supported by the fact that in 2003 M had stated that she would not wish to be
kept alive with clinically-assisted artificial nutrition and hydration (“CANH”) if she ever
found herself in a state of existence analogous with that Anthony Bland or persistent
vegetative state (“PVS”) or a state similar to that in which some of her family members had

found themselves.%

It will be remembered from Chapter One that ADRTs must be composed in such a way
as to specify the kind of treatment to be refused and the kind of circumstances in which that
treatment is to be refused.®® In order to meet this requirement it might be thought that the
author ought to provide a high degree of specification in order that there could be no doubt
over when treatment should not be provided following the loss of capacity. Perversely
however, drafting ADRTs with a high degree of specificity risks reducing the kind of
treatment to which the ADRT may apply, because if a very detailed specification of
treatment or circumstances has been provided a person interpreting the ADRT might take
this to mean that the author of the ADRT would not have wanted it to apply in similar, but
not identical, circumstances to those that obtain. This could result in the provision of
treatment of a similar kind or in a similar set of circumstances to those in which the author

wished to refuse. Much therefore rests upon the way ADRTS are interpreted in practice.

However, in M’s case, the application for the cessation of treatment was refused on the
grounds that firstly there was no “formal” advance decision to refuse treatment (the meaning
of which is unclear), which was applicable to her state of health at the date of the hearing. M

had failed to specify that her refusal of treatment should apply in the event that she should

%2 Royal College of Physicians Advance Care Planning (n 15) 22-23

%3 Royal College of Physicians, Prolonged Disorders of Consciousness: National Clinical Guidelines
(RCP 2015) 6

VW v M (n11)

%5 jbid
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fall into an MCS. However, in order to have done this, M would have required ‘almost
clairvoyant™®® powers, because the MCS diagnosis was not widely known or employed at
the time she made her wishes known about her future care. The denial of M’s purported
ADRT meant that the medical team were entitled to provide treatment in M’s best interests.
It was further held in court that continued CANH was in M’s best interests as M continued
to experience some positive experiences. And although her prior-stated wishes were taken
into account as part of the ‘balance sheet’ approach to the assessment of her best interests
under s.4 MCA, as she had not anticipated falling in to an MCS specifically, the scales
tipped in favour of continuing with life support and CANH.

A complicating factor in M’s case was that although her case was reported in 2011, she
had made the relevant statements about her future treatment wishes prior to the publication
of the MCA 2005 and its coming into force in 2007 and had suffered the disorder of
consciousness (PVS/MCS) which caused the loss of her mental capacity before this date too.
Parliament had made provision for such an eventuality through a Transitional Order which
made clear that those who had expressed their wishes to refuse future treatment prior to 1
October 2007 and who had lost capacity prior to that date would not be bound by the
formality requirements of the MCA.%" Thus, in these circumstances any claim as to the
existence of an advance decision should be judged in accordance with the common law as it
stood prior to the MCA.%® However, the Transitional Order also stipulates that in such
circumstances purported ADRTs must be made in writing.*® And although the pre-MCA
common law did set out some principles for the recognition of advance decisions to refuse
treatment, there was never a requirement that the decision should be made in writing. On this
basis it appears that the Transitional Order demands adherence to formalities imposed in
retrospect. If so, it is arguable that this requirement is incompatible with Art 7 ECHR which

prohibits retroactive legislation.

Today, anyone who wishes to create an ADRT must comply with the formalities of
sections 24-26 MCA. As discussed in chapter one, these stipulate that advance decisions to
refuse life-saving treatment must be made in writing, as well as being signed and witnessed.
The MCA further requires that the provisions must be applicable to the circumstances that

emerge before they can have binding force (a fact well illustrated by W v M).**® Another

%6 R Huxtable, ‘Treating the Minimally Conscious Patient: Life Before Choice?” (n 289)

%7 The Mental Capacity Act 2005 (Transitional and Consequential Provisions) Order 2007, s5(2)
%8 jbid s5
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910 See also W Healthcare NHS Trust v KH (n 70)
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requisite is that anyone who wishes to create an ADRT must be over 18 years of age and

must have the capacity to make the decision.

A further potential pitfall for would-be creators of ADRTs can be found in the
requirements on capacity and its assessment in the MCA and the way in which these
requirements have been interpreted. The MCA enshrines a number of principles relating to
mental capacity and its assessment. The most pertinent of these principles for would-be
creators of advance decisions are the legal principle that everyone is presumed to have
capacity unless the contrary is proven®'?; that capacity is to be assessed in accordance with
particular decisions being taken at the particular time it is being taken®? (and should not be
assumed to be lacking without assessment®'4); and that a person with capacity should be free
to withdraw their consent at any point in future while they retain capacity. The latter point is
implied by section 25(3), which states that an advance decision only takes effect where the
person in question lacks capacity to make the decision and by section 24(3) which states that
the advance decision can be varied or withdrawn until the point at which capacity is lost.

The operation of capacity as a requisite for the creation of advance decisions is well
illustrated in the case of Re E (Medical treatment: Anorexia) (Rev 1).°% The central question
to arise was whether the advance decisions that E had made to refuse medical treatment
(especially being given artificial nutrition) were valid. At the date of the application it was
agreed that E lacked capacity to refuse nutrition and therefore E could be treated in
accordance with her best interests in spite of her protests unless she had a valid advance
decision refusing any such treatment. Ultimately both of E’s purported ADRTs were found

to lack validity for want of capacity at the time of their creation.

As discussed in Chapter One, the MCA test for mental capacity asks whether the
assessed person has “an impairment or disturbance in the functioning of the mind or

7916 and if so, whether that person is able to understand, retain, and ‘weigh information

brain
in the balance’ to make a decision, as well as whether they can communicate their
decision.®'” If a person cannot pass one of these tests, then they lack capacity for the

decision. Thus the test does not depend on evidence of a mental disorder, nor can such

91 MCA, s 24(1)

%2 MCA, s 1(2)

913 MCA, s 2(1) This provision does not fall under the heading of “The Principles” in the Act, but it is
a principle nonetheless. The same applies to the provision infra.

%4 MCA, s 2(3)

%15 [2012] EWHC 1639 (COP)

96 MCA, s 2
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evidence per se found a conclusion that capacity is lacking.®'® That being said, it is entirely
possible that mental disorders may produce effects which preclude decision-making capacity

and to that extent the background is of some relevance.

E was 32 by the time of the local authority’s emergency application to court and had
been suffering from eating disorders for around 20 years. There was a strong suggestion that
this problem had been triggered by a number of years of sexual abuse as a child which also
led to alcoholism and as a result of being entered onto a palliative care pathway in hospital
she had become dependent on diamorphine t00.°*® E had been admitted to hospital on
numerous occasions because of her eating disorders, but owing to the financial pressures on
the hospital trust there was no long term place for E in hospital or in residential
accommodation. This meant that the care she received between 2010 and 2012 was

(133

primarily in her own flat and its insufficiency was marked by the “‘revolving door’ series of

emergency admissions for medical and psychiatric care”%?° she experienced during this time.

E made two attempts at creating advance decisions to refuse resuscitation and artificial
feeding. One in July 2011 and the other in October 2011. E had been assessed as having
capacity in a general sense the day prior to writing the July decision by a doctor, but no
formal assessment had been completed.®?! The latter of these was made “using a standard

”922 a5 well as E’s solicitor

form” with the help of “her mother and mental capacity advocate
and was witnessed by a mental health professional. In October the “general medical view”
was that E had capacity, but yet again, there had been no formal capacity assessment. The
lack of formal capacity assessments, coupled with E’s ongoing medical and mental health
problems gave Mr Justice Peter Jackson enough cause to doubt that on either occasion, E

had sufficient capacity to make that decision.

There are, of course, many critical observations that could be made about the assessment
of mental capacity in English law®? (at both theoretical and practical levels), but when
thinking about advance decisions it is notable that we are doubly reliant on the test for
capacity, because it is the sole means of determining the moment at which an advance
decision becomes binding and, as E’s case illustrates, it is determinative of whether an

advance decision is valid at its very inception. E went to great lengths to make her

918 Heart of England NHS Foundation Trust v JB [2014] EWHC 342 (COP)

919 Re E (n 10) [91] (Peter Jackson J)

920 Re E (n 10) [17] (Peter Jackson J)

921 jbid [56] (Peter Jackson J)

922 jbid [20] (Peter Jackson J)

923 see e.g. M Donnelly, 'Capacity assessment under the Mental Capacity Act 2005: Delivering on the
functional approach?' (n 145)
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opposition CANH clear and seemed to take all reasonable steps in attempting to conform to
the legal requirements of the MCA. In spite of both this, and the fact that E had not failed a
contemporary assessment of capacity, her purported ADRTs were not recognised as such.
Moreover, it was decided that CANH coupled with a complete care programme was in her

best interests on balance even considering her consistent and strong opposition to it.

If it is possible to take the kinds of steps that E took and still end up with an ineffectual
ADRT, it must be asked whether ADRTSs really do fulfil their apparent promise of
empowerment and extending autonomy. This concern is highly pertinent to the discussion in
the second part of this thesis, given that the inclusion of provisions on ADRTSs in the MCA
were made on the understanding that they would extend individual self-determination and

autonomy. %24

However, such an analysis leads us back to the problematic nature of the definitions of
autonomy and self-determination. The second part of this thesis provided evidence of a great
deal of disagreement over the definition of these concepts in philosophical and bioethical
circles, as well as a considerable level of ambiguity over the definitions of autonomy and
self-determination that are relied upon in this area of law. Therefore, an analysis that
suggests that ADRTs provide inadequate recognition of personal autonomy is eminently
contestable on fundamental, definitional grounds. And while it may be useful to highlight
inconsistencies in the approach of the law,°® with this approach the normative question

remains as to which conception of autonomy should be selected.

This part of the thesis adopts a different kind of analysis based on a conception of
ADRTSs as a governmental response to a crisis in end of life treatment. This analytical
strategy is based on Foucault’s work on governmentality as detailed in the previous chapter
and particularly an assessment of whether ADRTS can be seen as a kind of technology of the

self.

The previous chapter explained how advanced liberal rationalities of government have
been shaped by historical factors, but in the next section a brief overview will be provided of
the operational aspects of modern governmentality. Particular focus will be given to the idea
of the practices of government operating through the technologies of government and the
technologies of the self. As the focus of this chapter is on how ADRTS operate as part of the

technologies of the self and given the importance of the idea of autonomy to ADRTS, the

924 W v M (n 11) [226] (Baker J)
925 see e.g. J Coggon, “Varied and Principled Understandings of Autonomy in English Law’ (n 419)
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goal will be to explain how a liberal version of autonomy expects and facilitates certain

practices of the self.

GOVERNMENTALITY

As discussed in the previous chapter, Foucault’s lectures in the Collége de France
developed an idea that he defined with the ‘ugly word’, ‘governmentality’.°?® Unfortunately
Foucault did not bestow this term with a consistent meaning.”?” But we can take an
understanding of modern forms of governmentality as the product of various
problematisations of government which arose at various points in history. These
problematisations ultimately led to the emergence of a liberal art of government during the
Eighteenth Century, which was characterised by a commitment to self-limitation through the
idea of ‘political economy’. This advent of liberal governmentality arrived at time when the
population was in the process of rapid expansion and came to be recognised as a body in
itself, rather simply a multiplicity of individuals. The importance of the population was such
that it became the primary referent of government, or as it is sometimes put, a body that was

‘immanent to government’ %%

During this time, the practices of government were transformed. The traditional
conception of an activity predominated by the sovereign will, backed up by the right to “kill
and let live”,°? inherent to the transcendent sovereign right to office, and morphed into an
art with diverse and decentralised sites of propagation. This art of government operated
through practices of normation and normalisation®*° rather than commanded imperatives®!
and was geared towards the securitisation of the population as a new and discrete body
immanent to government.®*2 As such, the modern powers of government which emerged
from the process of governmentality remained purposeful,®* but their purpose resided not in
the preservation of the leader (as with Machiavellianism)®* or the state (as with raison

d’état)®® but rather with the population. This change, described as ‘the governmentalisation
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of the state’®®® resulted in sovereignty becoming merely one form of power among others,

incident to the processes of government.%’

Thus, government is not to be equated with the idea of state government, but is a far
broader phenomenon pertaining simply to the “conduct of conducts”.*® Foucault employs
the word government in a sense which is not restricted to decisions made by officials or
other arms of the state,®° but instead is concerned with the processes by which conduct is
conducted®® or ways to ‘structure possible fields of action’.*** It is also certainly not to be
construed as an act of domination, oppression or as ‘antithetical’ to freedom®? a fact which
should be apparent from Foucault’s particular way of conceiving of power.®* Indeed,
Foucault sees the practices of good government as being contingent upon a certain kind of
freedom.®** This means that government is something that can emanate from others directing
individual conduct, but it can also involve the individual governing themselves.® This is the
process by which individuals constitute themselves as ethical subjects.**® The development
of responsible individuals with the powers of self-scrutiny and self-government acquired

through the technologies of the self are essential to the functioning of liberal government.%’

Foucault described modern forms of governmentality as operating at the intersection of
the ‘technologies of the self” and the ‘technologies of government’.%*® This conceptualisation
of governmentality can be applied to the law on ADRTS in order to demonstrate how
ADRTSs accord with, and support, modern practices of government. To this end the next part
of this chapter will provide an explanation of the meaning of the term technology in this
context and will then proceed to focus on the technologies of government and how ADRTS

facilitate and require certain practices of the self.
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TECHNOLOGIES

Modern governmentality can be said to operate through the interplay between the
technologies of the self and the technologies of government®® (also referred to as the
‘technologies domination’). Technologies, in this sense of the word, are “for the shaping of
conduct in the hope of producing certain desired effects and averting certain undesired
events™® through the “regular application of... knowledge... to the pragmatic problems of
the exercise of authority”.%! Consequently, technologies can become part of the technés (i.e.
practical knowledge, or ‘practical reason’®*?) of government when they involve using
“systematized knowledge” to address the “pragmatic problems of the exercise of

authority”.%3

As such technologies have an instrumental value in the practical assistance they are able
to render government for the advancement of governmental programmes. That is not to say
that technologies are to be viewed solely as instrumental devices; they are also
“assemblage[s] of different techniques of government, technical objects, actors, financial
and other resources and ‘sociotechnical’ forces”.%* Thus, technologies help forge new and
productive relationships between all of those components and actors which therefore result

in much more than the attainment of a specified goal.

The conceptualisation of technologies as networks draws on the work of Bruno Latour
who studied the effects of power as resulting from the interaction between different actors®®
and the role of technical objects, “inscription devices” and “forms of architecture” in
regulating conduct.®® The particular importance of the concept of a network is that it can
demonstrate how non-human technical objects can modify human behaviour and thus can
rebuff the “neo-Kantian” “ontological separation”®’ between the human and the
technological. In other words, the technological domain becomes visible as a result of the
interplays and reflexive modulations between technical means and human interactions (both

personal and interpersonal), which has the ultimate result of affecting conduct (e.g. the
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mechanical and organisational processes which inter alia combined to make Taylorism

possible).%8

Technologies thus pertain to complex interactions between programmes, persons and
machinery and are not to be simply construed as direct mappings of commands and
programmes of government onto reality.”° Instead, they seek to “structure the field of
possible actions™° and thereby exert control, but not direct determination, through
delimitation. The technologies of government comprise of the practical techniques through
which government is mapped onto and shapes the real®®! together with the assemblages of
connections of agencies and persons that make this possible. taking the technologies of
government as an example, it is plain that they do not offer governing powers perfect, or
precise, control in attaining their objectives within the practices and conduct of those they
govern; their operation and effect is far messier, “more Heath Robinson than Audi’? with
multiple sites of propagation and relational influence. Hence technologies really can make
no bolder causative claim than to affect the mere tendency to influence decision making and
conduct.®®® This is particularly true of the technologies used in modern, liberal, styles of
government and their affinity for self-limitation®®* through ‘political economy’®® and

‘action at a distance’%® rather than direct and overt intervention.

These ideas can be readily related to the law on ADRTSs. It will be remembered from the
previous chapter that it was argued that the emergence of ADRTs can be considered a
product of an emerging ‘crisis of government’®®” as much as a rationalisation of autonomy as
their supposed underlying norm. As such, introducing a framework for the creation of
ADRTSs appears as a technical attempt to address the crisis i.e. an intervention aimed at
producing a certain practical outcome. This is because ADRTSs promise to provide a
practical means of addressing the problem of individuals who are at end of life and lack the
mental capacity to decide whether to continue treatment. They operate on the basis of
voluntary consent and there is no direct requirement for citizens to create ADRTSs at all.

Thus the aspiration of ADRTSs is accords closely to the precepts and injunctions of
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liberalism. They provide the medical team with the requisite cover of legitimisation that they
require. Moreover, as ADRTSs are accessible to those the strategy of governing through
ADRTS can be seen as part of a (neo)liberal®®® approach towards government in instituting
certain conditions under which it is possible for the responsible, entrepreneurial citizen®® to

make provision for themselves, to develop and take care of their own preferences.

This can be seen in the way that it has created a framework within which ADRTS can be
made, specifying when such decisions take effect (i.e. only following the loss of mental
capacity in respect of the specific decision) and what such decisions may consist in (i.e. only
the refusal of treatment), but importantly making this a mere possibility rather than a
requirement for citizens. Simultaneously ADRTSs establish the conditions that actualise
health concerns in the minds of citizens in such a way that they are more likely to understand
that they have a responsibility for both their current and future health.%™

Furthermore, the assemblage-like nature of ADRTs can be appreciated through
considering the interaction of people and institutions who may become involved in the
formation of the ADRT. The nature of these assemblages will vary, but it is likely that the
author of the ADRT would first need to be informed of their legal right to make an advance
decision. The most likely source of this information would be a member of the medical
profession that the person might come into contact with such as their general practitioner
(“GP”). Naturally there will be some discretion and variation regarding when, how and
indeed whether patients are informed of this right by their GPs, but the policy for GPs to
make this information available (primarily to certain patient groups) is formulated the
medical regulatory bodies which derive their authority from the state. In addition, the kinds
of published guidance on the formation of a legally binding ADRT and template forms
(inscription devices)®’* might be considered technical means for the completion of ADRTS.

It is possible to view all of these elements as part of an assemblage of ADRTS.

In the case of Re E, the idea of creating an ADRT was said to have been the product of
E’s own research, but her research was prompted by her regular contact with psychiatric
services and the attendant threat of compulsory treatment and force-feeding. In addition, E
had a medical background and sought assistance in an attempt to make her wishes take a
legally binding form in an ADRT. Contact with IMCAs, or legal representatives, is another

possible route to the creation of ADRTS. aside from situations such as e’s, the consultation
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with solicitors in contemplation of making a will might be a more common opportunity to be
told of the right to make an ADRT. As part of the will drafting service, attention may be
drawn to the possibility of creating an ADRT (perhaps in addition to giving advice on

creating lasting powers of attorney).%”?

The third most likely way in which a person might be informed of their right to make
such a decision is indirectly, through media articles or through friends or family who may
have had learned of this right. social networks are also likely to be important for the creators
of ADRTs who may wish to discuss the creation of the decision (and the reasoning behind
it), perhaps for reassurance, advice, or simply to inform another person of the decision so
that they might be able to draw the medical team’s attention to the existence of an ADRT in
the right circumstances. This is similar to what happened in W v M where M’s mind was
directed to the question of her future treatment upon learning of the plight of Anthony
Bland.

CONTRASTING TECHNOLOGIES

The technological assemblages discussed thus far have been based on the formation of
groups that are external to the individual themselves and, in terms of an analysis grounded in
governmentality, are concerned with the ways in which they come to shape the conduct of
individuals. Foucault makes the distinction between these kinds of technologies and those
which are employed by the self to be exercised upon the self, namely the ‘technologies of
the self’. This thesis argues that the operation of the law on ADRTSs involves both practices
of self-government and practices of the government of others. In this chapter the focus is on
the government of the self and in the following chapter greater attention will be given as to

how ADRTSs can function in relation to the government of others.

Although both the technologies of the self and the technologies of government are both
aimed at the regulation and direction of conduct, they can be distinguished by the fact that
the practices of government involve the way in which government attempts to regulate the

body of the population, whereas the ‘practices of the self” concern the ways in which people

972 See http://www.lawsociety.org.uk/advice/practice-notes/lasting-powers-attorney/#lpal23 [section
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are enjoined to regulate their own bodies and conduct®”® and to speak ‘the truth’ about

themselves.o*

The techniques (technés), or practices, used in these self-oriented technologies of the
self can be put to work to by “individuals in order to determine their identity, maintain it, or
transform it in terms of a certain number of ends”.°”® In that respect, the kinds of practices
which are fostered by ADRTSs qua technologies of the self can also be channelled towards
certain ends, such as self-responsibilisation especially concerning healthcare.

THE TECHNOLOGIES OF THE SELF

In simple terms, the technologies of the self are groupings of techniques, which can be
used by the individual to “affect their body, thoughts and behaviors (sic)”.”® Dean uses the
term ‘self-directed’ technologies and ‘other regarding’ technologies to emphasise the fact
that these are techniques which are applied by the self and to the self.*’” Thus, an analysis of
the operation of ADRTS, as part of the technologies of the self, demands an examination of
those techniques that the individual practices upon themselves which are elicited through the
creation of ADRTSs. In other words, ‘how to ADRTs facilitate self-directed techniques’?

For analytical purposes, aspects of the technologies of the self can be broken down into
four fundamental facets, which Dean rearticulates as: “the governed ethical substance”, the
“governing or ethical work™, the “governable subject” and the “telos of governmental or
ethical practices”.%® Examining these components in further detail in respect ADRTs will
aid the illustration of the distinction between the practices of the self and the practices of
government. The aim is to explain how this particular kind of advance decision-making can

be regarded as a technology of the self.®”®
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WHAT IS TO BE GOVERNED?

The first characteristic of the technologies of the self is that they must specify the aspect
of the self which is to be governed (e.g. the soul, or the flesh).%®° For example, in his work
on the History of Sexuality, Foucault argues that Christianity aimed to govern the flesh
through an examination of the development of ethical practices around the ‘pleasures of the
flesh’ %8 In respect of his work on prisons, the subject of government was the very soul of

the prisoner who was to be governed.%?

At first sight, ADRTs appear to straightforwardly pertain to the existence of the ‘future
self” (the way in which the body of the future self is to be treated and indeed the conditions
under which its existence may be ended). Therefore it might be concluded that the ‘future
self’ is the substance which is to be affected, or acted upon, by the (present) self.%®
However, further consideration of what is entailed by the formation of ADRTSs through the
present-day individual making decisions on behalf of their future-self, the ethical substance
being governed might be better regarded as the ‘existential disposition’ of the individual (not
simply the future state of existence itself). The creation of an ADRT is to indicate the value

its creator places on certain states of existence.

Both E and M had clearly contemplated the possibility of entering into a state of
existence that they would have found unacceptable and on that basis made statements about
their continued existence in those states. Both E and M specified states of existence under
which they would wish to refuse life-saving or life-sustaining treatment. Arriving at a
decision to refuse medical treatment in future will necessarily involve some engagement
with profound philosophical questions concerning the value of existence in conceivable
circumstances. Such exercises pertain to the question of how the existential disposition is to

be governed.

HOW SHOULD THE OBJECT OF GOVERNMENT BE GOVERNED?

Having identified the ethical substance to be governed as the existential disposition of
the subject, the question then arises as to how this is to be governed. This question invites
consideration of the technical means through which the individual can govern their

existential disposition.
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The good functioning of modern day health promotion rests on individuals playing an
active role in their own treatment.®®* In order to garner the cooperation of people to “invite
or incite [people] to recognise their moral obligations”,*® policy makers have made efforts
to encourage individuals to make choices which align with their values and goals.
Consequently, those who do not take good care of themselves and who fail to exercise their
responsibility in accordance with the advice of experts may be subject to social
stigmatisation,®® in some cases, failure to take responsibility for one’s health can even result
in the denial of healthcare services.®’ Hence, individuals find themselves under a duty to
safeguard their own health and, given the way that health is defined as an optimal state, to be
health-aware and to take active steps in educating and informing themselves about their own

medico-existential condition.%8

A long-running and potent method of inciting individuals to acknowledge and regulate
their own behaviour was the inculcation of moral principles into everyday life through
religious discourse. Foucault argues that the central moral imperative of Ancient Greece
“take care of yourself” (“epimeleislhai sautou”)®® had been forgotten (or at least
underplayed) in the Twentieth Century, whereas the other related maxim of the Delphics,
“know yourself” (“gnathi seauton®®) has been held in constant high regard since the
enlightenment. This is due, in part, to the influence of Christian moral values and their
persisting echoes in the contemporary world. In particular, the need to renounce oneself in
order to achieve salvation appeared to preclude ‘taking care of oneself’.*! In the ancient
world the ‘care of the self” was acknowledged as having an instrumental value in being not

merely a self-directed practice, as it emanated from the will to govern others, because in
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order to be able to govern others effectively one first had to become aware of how to govern

oneself.%%?

The Christian influence on the practices of the self was linked to the goal of self-
knowledge and involved self-renunciation, which was considered a necessary means towards
the salvation of the soul.®® However, the changes that took place in the Eighteenth Century
brought with them a move away from these Christian techniques, which concerned
renunciation of the self and towards techniques that focused on cultivation. This ‘cultivation
of the self” was achieved through the technologies of the self and, in particular, the ways that
people are enjoined to form themselves through self-writing and verbalisation.®**

“By the Hellenistic age, though, writing prevailed, and real dialectic passed
to correspondence. Taking care of oneself became linked to constant writing
activity.”%%

“One of the tasks that defines the care of the self is that of taking-notes on
oneself to be reread, writing treatises and letters to friends to help them, and
keeping notebooks in order to reactivate for oneself the truths one
needed.”%%

The practice of writing for oneself, whether in correspondence, or in notes which are not
shared with others has a long history.*” The modern ways in which people can engage in
self-writing and self-narrative discourse are manifold. This can be seen as a response to the
“crisis of subjectivation” where the need to find a way to allow the subject to submit to
themselves so that they can follow rules which would give their lives meaning.*® Foucault
examined the patterns of self-writing that took place in ancient Greece and Rome, which
included writing about oneself in correspondences with others. Letter writing of this kind
may have subsided, but the spirit of the activity has shown a great resurgence with those
who use social media. For example, the once burgeoning, now positively ballooning

popularity Facebook (which had “21 million users” in 2008°%° and “an audience of over 606
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million” in 20112 and in October 2012 the number of users reached one billion%?),
affords its users the ability to create their own interactive timeline and to share with
‘friends’. Through all these seemingly trivial acts of self-expression it is possible to build up

a persona and to thereby engage in a process of continual entrepreneurial self-renewal.

ADRTS can be seen as a more formal and solemn opportunity for individuals to self-
author in such a way as to constitute themselves as subjects. Any person who specifies the
circumstances under which they would not wish to continue living necessarily makes a
profound statement about the value they ascribe to their own existence. As the formation of
an ADRT is a voluntary undertaking it will involve its creator engaging in various thought
processes. They must contemplate different possible future states of existence and must
evaluate those against their own individual system of values. This was evident in both E and
M’s cases where both had considered the possibility of a certain state of existence and had
rejected it. Following this, they must commit their decision to writing because, as discussed
in chapter one, any person who wishes to make a decision to refuse life-saving treatment

must acknowledge this in writing.%%

This demand for written documentation acts as an imperative towards both an
inscription and transcription, or subjectivation, of the self. It enjoins individuals to adopt an
entrepreneurial approach towards their own healthcare and to consider confronting ‘ethical’
guestions in practical, medico-legal terms, through the objectification of the future self as an
external entity to be governed.’®® This is a practice the E engaged in, but M did not
(although it is questionable whether the law required writing at the time M expressed her

wishes).

The act of writing an ADRT, in addition to being an exercise of self-elected self-
expression, involves entering into a medico-legal discourse and consequently submitting its
limits and structure. The expression must meet certain criteria and must acknowledge the
risk of death. As the purpose of an ADRT is to refuse treatment and therefore the author
must envision the circumstances under which they would wish for that to happen (and must
educate themselves as to when the law says their decision can take effect). They must also

confront their own mortality in this exercise and in this respect a parallel might be drawn
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with the practice of praemeditatio futorum malorum,'®* in which an individual engages in a
meditative thought exercise concerning their own future misfortunes in order that they might

to prepare themselves for the worst to happen.

This kind of contemplation ‘seals off’ future possibilities and fixes on one kind of
eventuality, which in the case of ADRTSs is that capacity will be lost and in circumstances
where the medical team may wish to continue treatment.}®® Related to this is the meleté
thanatou'®® as it requires the author to ‘actualise’ their death and to think closely about
when they would want to be allowed to die.'®” ADRTs can only be created following an
engagement with these processes and through such engagement; a more responsibilised
subject can be formed. The contemplation of one’s own mortality and making decisions
about what kind of treatment one would wish to receive at the end of life indicates not just a

concern for the so-called ‘future self’, but a concern for the present self.

CREATING GOVERNABLE SUBJECTS “MODE D’ASSUJETTISSEMENT”1008

“To live as an autonomous individual is to have learned these knowledgeable
techniques for understanding and practising upon yourself. Hence the norm
of autonomy produces an intense and continuous self-scrutiny, self-
dissatisfaction and self evaluation in terms of the vocabularies and
explanations of expertise.”10%°
The third element of the technologies of the self is that they must specify the kind of
governable subjects that are to be produced by the practices of the self. A functioning and
relevant system of ADRTSs requires people who are concerned for their own health to have
an appreciation of the risks to their future health, especially the potential infirmities they will
encounter in old age, and people who can have a sense of what kind of circumstances of life
they would be prepared to tolerate (i.e. people with a considered ‘existential disposition”).
Health is paradigmatic as one such normative end which is strongly linked to the practices of
the self and is increasingly defined, as well as promoted, by experts.}?® The World Health
Organisation allows this concept of health to bear a very broad contemporary definition as:

“a state of complete physical, mental and social well-being and not merely the absence of
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disease or infirmity”.2%! This definition highlights the nature of health as an optimal state,
which therefore gives weight to the notion that health is to be thought of as a continual

project of surveillance, precaution and work, rather than as a static outcome.102

This definition also entails a responsibility to be vigilant and guard against what Rose
calls 'protodiseases'’®®® i.e. those lifestyle factors and choices inimical to the optimisation of
health. Health-messages are frequently propagated by a wide range of medical and non-
medical institutions, and experts who promote “the primacy of health”.}* Often these
messages come in the form of a highlighting of the risk of future ill health, which increases
the purview of medicine from the actual to the potential.**®> ADRTs are plainly concerned
with bringing forward concern for future health (and indeed future states of existence) to the
present.

Individual autonomy plays a critical role in the establishment of responsibility of this
kind. As a value that has come to constitute a fundamental pillar of modern modes of
government, it has been explicitly, albeit imprecisely, incorporated, protected and defended
in law as a right for patients.1® At the same time, it has become a value which patients are
functionally expected to embrace.'®?’ The corollary of this valorisation of ‘choice-making
autonomy’ is that the onus of decision-making responsibility is transferred from the state and
the clinical team onto the individual.'®*® Thus, the pursuit of good health has become
normalised as an individual responsibility’®?® and has been increasingly recognised as

such.1020

Individuals must understand that they can take active control of their future through the

creation of an ADRT and do not need to adopt a passive-responsive stance towards their
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medical care. As discussed, the creation of an ADRT calls for a level of responsibilised, self-
directed thought, which can be developed through self-reflection, narrative, prediction and

analogy to the circumstances of others.

Causing people to actively consider the creation of their own ADRT can be achieved
through a number of techniques to enhance and facilitate a perceived sense of individual
responsibility and choice making obligations. These reflexive thought processes are likely to
heighten the sense of individual mortality and generalised health-awareness.

TELOS OF GOVERNMENT

“[Tlhere is no power that is exercised without a series of aims or
objectives10%

“[A] sick man lives more carelessly when he is under medical observation
than when he attends to his own health.”022
Finally, there must be a telos of governance (a point which the technologies of the self
shares with the technologies of government).1°2® This idea of the ultimate purpose of this
mode of self-government raises the question of the kind of society and the kind of
subjectivities that these practices of the self attempt to lead us towards or the kind of world

these practices seek to produce.10%

One aspect of this telos might be seen in the resurgence of the care of the self. This has
not taken the form of a revalorisation of the pleasures of the self per se, but in making self-
care a priority for all. But, rather than merely promoting the practices of self-control (or
enkrateia) that allows one to avoid becoming a slave to one’s own desires and urges in order
to become a ‘wise moderate’ instead (sophrosyné),’°% the modern imperative to care for the
self is directed towards self-optimisation.’??® As discussed, under advanced liberal modes of
government, one is to make a continual project of oneself: analysing, testing and comparing
oneself to certain norms.X%?” Thus, modern practices of the self are also to be distinguished
from the practices of the self which were induced by Christian discourse in two important
respects. Firstly because it does not require the destruction of the self, prior to the attainment

of a new subjectivity (as Christian discourse does), but rather seeks to shape subjectivity in a
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positive way, based on a “permanent anthropologism of Western thought”.1%?® Secondly,
modern practices of the self are such that it is now no longer sufficient to be without sin (as
was the promise of leading a good life according to Christian mores), we must all aspire
towards ‘sainthood’ i.e. the optimal. This is not something that Christian discourse would
expect for all. Indeed, in this respect, an analogy with the ethical codes of ancient Greece
and particularly the “mode d’assujettissement™*?° is perhaps therefore stronger than the
Christian analogy to the modern practices of the self. This entails that the self must labour
under continual self-reflection in order to work on and improve itself in pursuance of the

elusive (and unreachable) optimum.

The telos of this process would most obviously be to ensure that individuals make
medical decisions about their own lives, ultimately about when they find it acceptable to end
their own lives by the refusal of life-sustaining or prolonging medical treatment. This result
would lead to the great advantage of reducing the incidence of the governmental crisis of
individuals whose lives can technically be sustained, but who cannot make a decision for
themselves as to whether to refuse such treatment. Even where the decision of the individual
is not ultimately accepted in practice, as was the case in W v M and Re E, the encouragement
of individuals to undertake the kinds of processes which prepare them for these kinds of
possibilities at the end of life is ultimately beneficial to state government, because it

provides a more legitimate basis on which end-of-life decisions can be made.

However, it has been argued here that the purpose is broader than this. As the level of
control ceded to individuals by ADRTSs is of a precarious and contingent nature, they can be
viewed as having a broader purpose in fostering a general acceptance that individuals have
an obligation to safeguard their own health and healthcare preferences, not only in the
present but also in respect of future contingencies,'® through the practices of ‘autonomous’
decision-making and accepts that the right to self-determination should be lost in the absence
of capacity. This promotion of individual autonomy and choice, which underpins ADRTS,
allows the state to extricate itself from making moral decisions on controversial subjects in

which the state lacks the necessary knowledge and authority.

As discussed earlier, the neoliberal turn has engendered a marketisation of knowledge
and expertise itself. As such, there is no inherent authority in expert knowledge without

consumer validation and similarly there is no inherent authority in the sovereign without
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democratic backing. In this sense, ADRTs must have individual choice at their core in order
to remain in line with advanced liberal programmes of government, but also to offer support
to those programmes of government. Thus medical experts can be drawn upon to explain the
potential consequences of reading the end of life without an ADRT and those with an expert
understanding of ADRTS can provide technical advice as to how to create an ADRT that will
be clinically effective. The use of expertise in this way is paradigmatic of modern
governmentality’s proclivity for ‘governing at a distance’'%*! and facilitates alignment of
individual choices with programmes of government at a broader level.1%%2 In this way, expert
advice can be used to promote the kinds of individual choice and active consumerism on

which advanced liberalism depends.

CONCLUSION

This chapter sought to explain how ADRTSs function within modern governmentalities.
This discussion built on the work of the previous chapter on the development of modern
governmentalities, and liberal governmentalities in particular. It was explained that modern
liberal and advanced liberal governmentalities can be understood as operating through the
technologies of the self (i.e. conducting the conduct of the self) and the technologies of
government (i.e. conducting the conduct of others). The effects of ADRTSs can be examined
in these terms too, with this chapter focussing on ADRTSs role within the technologies of the

self.

The cases of W v M and Re E were discussed in detail in order to illustrate how ADRTS
both foster and require self-directed practices of government. It was not suggested that these
cases are representative of the case law on ADRTS, but rather they were drawn upon to
demonstrate the distinction an analysis grounded in governmentality and one grounded in

traditional bioethics.

From an orthodox bioethical standpoint it might be asked whether the autonomy of M
and E had been given adequate respect in these cases. The failure of the ADRTSs in both
cases might suggest a negative answer. However, a governmental analysis is aimed at
consideration not only of the effect of ADRTS, but also the kinds of practices that they
institute. Thus, in terms of self-directed practices, both M and E expressed wishes that
addressed their existential dispositions as they decided that they would rather forego medical

treatment in certain circumstances rather than receive the treatment. Both purported ADRTS

1031 NS Rose, ‘Governing “Advanced” Liberal Democracies’ (n 686) 46
1032 p Miller and NS Rose, Governing the Present (n 686) 50
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were created as the product of certain reflective processes undertaken with an awareness of
the possibility of being treated in a manner that neither would desire, should that treatment
to become clinically indicated when mental capacity was lacking. In expressing their wishes
in this manner, both M and E constituted themselves as responsible, ethical subjects, with an
interest in their own state of health and of existence. The ultimate purpose of this form of
self-government was to provide a clearer, more legitimate, basis for end of life decisions and
to reduce ethical dilemmas and problematics of government at the end of life.
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CHAPTER SEVEN

ADRTS AS TECHNOLOGIES OF GOVERNMENT

INTRODUCTION

The current chapter builds upon the analysis of the theoretical precepts of
governmentality, set out in Chapter Five in examining the role played by ADRTS in the
government of others as part of the technologies of government and the securitisation of the
population. The idea that governmentality can operate through interplay between the
technologies of the self and the technologies of government was discussed in chapter six.1%%
These two technological groupings operate together in an overlapping manner,'%* and to that
extent, many practices relating to ADRTs will comprise techniques which might fit under
both technological banners. However, in this final chapter the focus will be on the
development and operation of ADRTSs as part of the technologies of government and of
security. The goal of this analytic approach is to situate ADRTSs within a broader advanced
liberal political project of government. As such, it can be distinguished from more
conventional analyses of ADRTSs within the fields of law and bioethics, discussed earlier in
this thesis, which tend to emphasise the project of ethical rationalisation and development of
a legal framework on ADRTSs as part of the vindication of individual rights. As a critical
rejoinder to the view that ADRTs constitute legal instruments designed to enhance
individual rights and advance the cause of the individual, it is argued in this chapter that
ADRTSs play a role among the practices aimed at shaping the conduct others as part of the

technologies of government.10%

Far from suggesting that individuals are required to create ADRTS, what is argued here
is that the establishment of the possibility for individuals to take binding decisions over their
future medical treatment, individual behaviour can be augmented and channelled. Moreover,
it is suggested that the establishment of a framework to permit the creation of ADRTS is not

merely aimed at individuals, but is also directed towards the population as whole.

1033 M Foucault, ‘Technologies of the Self® (n 952) 225; G Burchell, ‘Liberal Government and
Techniques of the Self’ (n 682) 20

1034 M Dean, ‘Governing the Unemployed Self in an Active Society’ (n 679) 563

1035 M Foucault, ‘The Subject and Power’ (n 7) 341
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The focus on the population is faithful to a critiqgue couched in governmental terms,
because as will be recalled from Chapter Four, following the ‘governmentalisation of the
state’,1%% the population became the chief referent of government and its defining object.1%%
Such a perspective will also provide an opportunity to analyse the operation of ADRTSs at a

public health level.

In considering ADRTS’ effects on the population, discussion will be given to the
securitising role played by ADRTSs. Security techniques, in this sense, are aimed at achieving
a kind of homeostatic order'®® in respect of the vital processes of the population.’®® This
part of the chapter will emphasise the emergence of ADRTSs in an advanced liberal political
rationality, which relies upon individuals who are subjectivised in a certain manner such that
they are attuned to govern their own interests. Those who lack mental capacity at the end of
life and whose lives could be sustained through the intervention of advanced medical
technology are, by definition, incapable of the kind of self-government upon which
advanced liberalism depends and therefore, at one level, the existence of such persons in
such situations represents a ‘threat’ to the prevailing rationality of government. Foucault
discussed the emergence of such ‘threats’ to the population in terms of racism!%° and thus

the possibility that ADRTSs effect a kind of racism will be discussed.

In addition to the role that ADRTSs can play in the government of population, it will be
suggested that ADRTSs can also be employed in the government of two additional categories
of ‘other’. Firstly, it will be suggested that ADRTs can play a role in the government of the
“future self’, who was discussed in the fourth chapter, if this person can be considered as an
entity which is separate from the present self in a sense. This discussion will offer a novel
perspective on the problem of the ‘future self” through an engagement with Foucault’s idea
of the formation of subjectivities through objectification.'®* However, in order for any
person to come to think about the future self as a kind of separate entity will often require a
kind of intermediate governmental action at the interpersonal level. This is where experts
can be drawn on to inform individuals and assist them in creating their own ADRTS with

legal effect.

1036 Discussed in detail in Chapter Six

1087 M Dean, Governmentality: Power and Rule in Modern Society (Sage 2010) 254; and see Chapter
Five

1038 see M Foucault, Society Must be Defended (n 696) 249

1039 5ee M Dean, Governmentality: Power and Rule in Modern Society (Sage 2010) 29

1040 5ee M Foucault, Abnormal: Lectures at the Collége de France 1974-1975 (Verso 2003) 316-317
1041 M Foucault, ‘The Subject and Power’ (n 7) 326
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Before examining the role of ADRTSs in the government of these various varieties of
government, it is opportune to reconsider the emergence of ADRTSs in light of the preceding
discussion of governmentality. This will allow the emergence of ADRTS to be presented to
be understood as a result of the co-emergence of a number of factors which have resulted in
combination to a crisis of government. It will be argued that the traditional accounts,
couched in bioethical terms, fail to take adequate account of the governmental aspects of
ADRTSs, which become visible when thinking about ADRTS in terms of their role in the
government of others and in addressing the ‘crisis of government’,'%? which arose as the
product of multiple factors. The object of this discussion will be to emphasise the congress
of factors which have combined to make ADRTSs possible and to distinguish the analysis
presented here from analyses which suggest that ADRTS are to be understood as the product
of a bioethical rationalisation and extension of the concept of autonomy.'®® Viewed as a
crisis of government, it can be argued that one of the most significant drivers for developing
a legal framework for ADRTS is the need to address this crisis.

CONDITIONS OF EMERGENCE OF ADRTS

In the second part of this thesis it was suggested that the orthodox account of the
development of ADRTS posits that the right to create ADRTSs was primarily developed as a
relatively straightforward extension of the individual right to personal autonomy and self-
determination (those concepts being used interchangeably in medico-legal discourse).10
Although it is not disputed that the conceptual development and extension of autonomy has
been important for the development of ADRTS, it should also be remembered that the
manner of the autonomy’s conceptual development in English law has been highly contested

and somewhat inconsistent.%4

Many consider that the idea of autonomy has been interpreted in a ‘thin’ way, i.e. as
being used synonymously with mere choice (as it is frequently presumed to be) in medical
law, and thus, in a sense closely linked to ideas of ‘self-determination’, ‘empowerment’ and
‘liberty’.1%4® Assessing the recognition of ADRTSs against this benchmark would suggest that
they are a rather limited and unreliable means of ‘extending autonomy’, in this sense. There

are a number of cases in which purported ADRTSs not been upheld (because of the way they

1042 M Foucault, The Birth of Biopolitics (n 674) 68-69

1043 W v M (n 11) [226] (Baker J); HE v Hospital NHS Trust (n 66) (Fam) [37] (Munby J)

1044 see Chapter Four

1045 see Chapter Three

1048 J Coggon and J Miola, ‘Autonomy, Liberty and Medical Decision-Making’ (n 678); and see O
O'Neill (n 372) 37, 47-48; M Holstein, JA Parks and MH Waymack, (n 480) 21
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have been interpreted with respect of the formalities of the MCA).2%" In addition to the
uncertainty surrounding the court’s willingness to recognise to recognise ADRTSs, there are
important structural limitations'%*® which bear upon the capacity of ADRTS to extend choice
and empower their creators. One reason for this is that the operation of ADRTS is restricted
to the refusal of treatment; autonomous choices requesting medical treatment are not legally

binding per se'®* and it is unlawful to provide active euthanasia in England and Wales.0%

It is, however, easier to identify a theoretical extension of autonomy, if a ‘thinner’
definition is relied upon. In terms of patient empowerment, ADRTs clearly do allow
individuals to make pre-emptive decisions without the need to be prompted to make a
decision by another and, in some cases, they can prevent the administration of unwanted
treatment. Thus, the realm of individual choice is increased by ADRTS, but it is the extent to
which ADRTSs successfully force the practical adherence to individual choices which is
limited.1%! This is why it is far easier still to identify an extension of autonomy, if autonomy
is understood as a practice of government, than as a matter of empowerment. On such an
understanding, ADRTs have opened up a realm of choice and concomitant individual
responsibility through the practices of autonomy.%? Regardless of whether those choices are
ultimately respected, ADRTSs have expanded the potential areas in which an individual may
exercise choice and therefore the areas for which the individual may be considered
responsible.1%® Although freedom is a sine qua non of advanced liberal modes of
government, the individuals within such programmes of government do not have an
unrestricted power to exercise their freedom. Their freedom is to be considered a product of
proper cultivation of the self through subjectification and must be exercised responsibly.1%%*
Negative consequences for the individual may flow from such a categorisation, but the
existence of those who cannot function in accordance with the expectations of an advanced
liberal system of government puts a strain on the systems of government and necessitates

agencies to take decisions on behalf of individuals considered within the proper realm of

1047 e.g. Re E [2014] EWCOP 27 and W v M (n 11)

1048 See Chapter One

1049 R (Burke) (n 27)

1050 R v Malcherek and Steel [1981] 2 All ER 422; R v Adams [1957] Crim LR 365

1051 C Kitzinger, ‘Advance Decisions Do They Work?’ (2014) 4 Journal of Elder Law 198

1052 See P Miller and N Rose, ‘Governing Economic Life’ (n 966) 23-27

1053 NS Rose, The Politics of Life Itself (n 362) 63

1054 See M Dean, Governmentality: Power and Rule in Modern Society (Sage 2010) 193; K Veitch,
The Jurisdiction of Medical Law (n 8) 46
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individual decision-making.1%® This strain might be experienced by other people through,

for example the idea of the ‘burden of care’.1%%®

This aspect of ADRTs may therefore play a role in the subjectivisation of individuals as
choosing agents, enjoined to make choices and to accept responsibility for themselves.1%’
This is why, although it may seem counterintuitive (given that the word autonomy is
suggestive of the government of the self)'%8, the chief mode in which ADRTSs facilitate the
government of others is through autonomy.

In addition to these conceptual disputes about the proper meaning of autonomy, it has
been argued here that other factors have been equally significant in the development of
ADRTs. The admixture of these multiple factors has resulted in a ‘crisis of governance’%°
signified by the inadequacy of the pre-existing modes of government and the consequent
need to find new strategies of government. Former approaches to the administration of
treatment did not lend themselves well to the new circumstances in which people began to
find themselves at the end of life. Consequently, in the absence of ADRTS, there was no
clear way in which to govern the end of life that was truly faithful to the tenets of advanced
liberalism and their inclusion of individual choice. In this section some of the significant
factors that have driven the development of ADRTSs will be discussed. In particular, it is
suggested that the advances in the technical medical ability to sustain life, combined with an
aging population, a financial crisis (with its implications for the funding of healthcare
services) and the pre-eminence of the advanced liberal rationality of government have all
been as important to the development of ADRTSs as the claim that they have been developed
pursuant to a bioethical principle. ADRTSs represent a response to this crisis of government

that is most faithful to advanced liberal programmes of government.

"[W]e have become so good at keeping people alive that we've succeeded in
keeping them alive when, in biological terms, they should have been dead
long ago."10¢
ADRTS have only entered into thought because of the advent of the technical ability to

maintain life at low levels of functionality for extended periods using life-support

105 See MH Nadesan (n 751) 212-213

105 See e.g. As Kraus, ‘The Burden of Care for Families of Elderly Persons with Dementia’ (1984) 3
Canadian Journal on Aging 45; see also AR Maclean, 'Advance Directives and the Rocky Waters of
Anticipatory Decision-Making' (n 143) 5

1057 NS Rose, Governing the Soul (n 673) 231

1058 G Dworkin, (n 371) 108

1059 M Foucault, The Birth of Biopolitics (n 674) 68-69
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machines.1%! This technical capacities for sustaining life has advanced to the point that it is
relatively common, albeit resource intensive.X%? Currently there are up to 16,000 people in
vegetative states in the UK and up to three times as many in minimally conscious states. 9%
However, while the technical capacity to sustain life has sustained life has dramatically
advanced, our ethical capacity to answer the question of whether, and the extent to which,
such technical measures should be deployed has lagged woefully behind.1%* This disjuncture
between the technical capacity to sustain life and means of legitimate decision making
regarding the ongoing sustaining treatment has been a major factor that has influenced the
development of ADRTs. Without such technical advances, the questions surrounding
ADRTSs would be redundant.

Coupled with this increase in the technical capacities for sustaining life, it is significant
that this enhanced ability to save and maintain life has arisen against a background of
advanced liberalism.1%° These capacities have not arisen in an idealised space abstracted
from all social and material contingencies. That is why it has been argued throughout this
thesis that an understanding of the development and operation of ADRTs cannot be

adequately formed in the absence of an appreciation of their historical context.%®

A fuller discussion of the significance of the development of advanced liberalism for the
practices of was provided in Chapter Five with reference to what Foucault termed the
‘governmentalisation of the state’,}%” but at this stage, when focussing on the operation of
ADRTS, it is useful to focus the analysis on the move from liberalism to advanced liberalism
to examine how this governmental shift is reflected in the emergence of ADRTS. It will be
recalled that liberalism is concerned with an economy of government, which demands the
avoidance of excessive state intervention.’% In order to achieve this, programmes of
government must be kept under constant scrutiny through a process of problematisation.

If state intervention in a particular area is deemed unnecessary, the state could withdraw and

1061 K Veitch, The Jurisdiction of Medical Law (n 8) 34-39; Institute of Medicine (n 613) xii; S
Halliday, A Formby and R Cookson, ‘An Assessment of the Court’s Role in the Withdrawal of
Clinically Assisted Nutrition and Hydration from Patients in the Permanent Vegetative State’ (2015)
23 Medical Law Review 556, 557
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1063 parliamentary Office of Science and Technology (n 901) 1
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leave the matter to other agencies or to the individual. Reducing state intervention over
individuals provides the opportunity for greater levels of individual choice and therefore, if
autonomy is taken to be a near-synonym of liberty (which it sometimes is),19° greater

individual autonomy too.

By contrast, advanced liberal programmes of government are characterised by a greater
proclivity for intervention of a certain kind. The beatified idea of ‘the natural’ gives way to
the extolment of the market and, on this basis, legitimate interventions can be made to
establish markets where none exists.’’* A further hallmark of the practices of advanced
liberalism can be seen in their attempt to govern others through the employment of multiple
agencies and techniques working together and often ‘at a distance’.19"2 Achieving this ideal
of ‘government at a distance’, advanced liberalism places a heavy reliance on (a certain kind

of) personal autonomy and the extension of choice.*”

A considerable discussion of the development of the concept of autonomy was provided
in the second part of this thesis. From this it will be recalled that there has been much
criticism of the shift towards a more individualised, ‘thin’ and choice-based conception of
autonomy of the variety that many suggest has come to represent the predominant
conception of personal autonomy in medical law.}*™ There are various reasons why
construing autonomy in such a way might be considered problematic in philosophical and
bioethical terms (e.g. choice might be considered necessary but not sufficient
justification)%® and various reasons, underpinned by bioethical rationalities, might be found
for suggesting that citizens ought not to have access to unrestricted choice over their own
healthcare. Some of these reasons were highlighted in chapter three, but the acceptance of
any alternative conception of autonomy, of the broad variety which is putatively recognised
and which facilitates the operation of ADRTSs, would place restrictions on the right of
individuals to choose between alternatives.'°® Bioethicists might advance arguments which
suggest that personal autonomy ought to be considered but one among a number of
important ethical principles'®”’” which ought to influence decision-making. Such arguments
have merit in bioethical circles, but viewed from the perspective of advanced liberal

government, the difficulty with placing such restrictions on the individual ability to choose

1070 3 Coggon and J Miola, ‘Autonomy, Liberty and Medical Decision-Making’ (n 678)
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lies in justifying the basis of the restriction. Such restrictions must not only be justified with
respect to bioethical principles, but also with reference to the tenets of the political

rationalities which prevail in the government of society.

As mentioned, one of the senses in which it has been argued that the concept of
autonomy is (mis)used is where it is equated with liberty®’® in the sense of conflating a
greater level of autonomy with a greater freedom from the intervention of government.
However, this is certainly not the kind of autonomy that Rose and others associate with
advanced liberalism. Indeed “[pJersonal autonomy is not the antithesis of political power,
but a key term in its exercise.”2’® More autonomy does not mean less government, rather it
means government of a different kind. Autonomy here is a call to become an active citizen
and far from freeing the individual from government it operates as one of the most important
means by which people are governed in advanced liberal programmes of government. The
challenge lies in seeking to align the conduct of autonomous individuals towards a particular
strategic end.'®° From this this perspective, according subjects a kind of decision-making
capacity and responsibility is well-aligned with the objective of ‘governing at a distance’1%8!

and through the practices of autonomy.1%2

Thus, under advanced liberal programmes of government, individual citizens are not
merely to be understood as passive agents, awaiting direction; nor are they to be considered
to possess an inherent, natural, kind of autonomy as assumed in classical liberalism.1083
Instead individuals are to be made into (or subjectivised as)!* active nodes of government,
who are both subject to, and complicit in, the practices of government pertaining to
themselves and others.1% Within advanced liberal rationalities of government, therefore, the
idea of autonomy does not simply entail the right to make decisions on questions posed by
others. It additionally demands individuals taking an active approach in the management of

their interests, by making decisions for themselves, supported by experts whose role

1078 J Coggon and J Miola, ‘Autonomy, Liberty and Medical Decision-Making’ (n 678)
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becomes more advisory than directive. Citizens are formed into agents'®® who are not only
capable of choice but who are expected to make choices for themselves'®® in the furtherance
of their own interests, because they are deemed to be in the best position to assess their own
interests. They are to become, as Foucault suggested homines oeconomini:1%8 i.e. individuals
concerned with maximising their own interests through their own choices, expected to act as

“entrepreneurs of themselves”. 10

However, mental incapacity exposes an important limitation on the extent to which
individual choice can be relied upon, because individuals who lack mental capacity are
incapable of self-government (in respect of specific areas of decision-making) and therefore
cannot adhere to the standards of homo economicus and the demands the demands of
advanced liberalism. The MCA does provide a safeguard in such situations for individuals
who are unable to govern themselves in the form of best interests treatment interventions,
but such interventions are problematic because of the imperative of modern governmentality
that the state is only permitted to intervene to ensure individuals can pursue their own
interests, rather than defining those interests.?°®® Although the best interests test allows for
different interests to be considered, there can be no guidance on the relative weightings to be

given to those competing interests.

The alternative to making end-of-life decisions based on ADRTSs is for decisions to be
made on behalf of individuals. While this is possible, and in some sense inevitable
(particularly in respect of children), it is generally considered as a something to be avoided
from the perspective of advanced liberal government. Famously, Adam Smith noted that the
restrictions on the activity of the state were not simply the result of State ignorance,%! but
its lack of capacity to know.1%? Expertise cannot be relied on as a source of authority
because expertise itself is open to question and thus the idea of the individual being the best
judge of their own interests and homines oeconomini, ' is closely associated with advanced

liberal government.'®* The development of this rationality of government has led to the
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commodification of expertise and the presentation of new challenges to expert authority.9%
Such challenges are especially noticeable in respect of medical practice, where, despite an
ongoing deferential disposition towards medical practitioners,’*® the authority of
practitioners, is confronted by the practices of empowered, health consumers,®’ even
‘expert patients’,}®® and the courts have shown a greater willingness to draw sharper

boundaries around the areas in which medical expertise holds sway.1%%

The facilitation of ADRTSs offers the solution to this dilemma which is most faithful to
the precepts of advanced liberalism in that it affords individuals the opportunity to make
future decisions for themselves in an absence of any other clear and legitimate source
authority regarding the profoundly difficult question*® of precisely when life-sustaining
measures should cease or be withdrawn. In the age of empowered patients, such a question
cannot be reduced to a technical matter to be left to the medical profession.!10!

The challenges presented by the technical capacities and political environment as
described, have been heightened by demographic changes''%? being experienced in the
United Kingdom (and other countries such as the United States),''% often referred to as the
aging population, which mean that a large proportion of the population is approaching the
end of life.}% Impetus is thus added to the need for a satisfactory resolution to this crisis of
government. To put this in more specific terms, there has been a considerable increase in
the number of citizens of pensionable age relative to those of working-age in the population.
This change may be to a large extent attributable to the surge in the birth rate during the
post-war ‘baby boom’ years, combined with a trend, in subsequent years towards lower
fertility rates.!'% The overall effect is that there is high frequency of people within the baby

boomer generation relative to other generations and as the baby boomers become eligible for
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retirement the ‘dependency ratio’ (i.e. simpliciter the number of working adults divided by

the number of non-working persons)'% is forecast to increase over the coming decades.

This demographic change is important for a number of reasons germane to the
development of the law on ADRTs. One is that the elderly demographic puts specific
demands on the health service, particularly in respect of the increased costs associated with
caring for people with age-related health conditions, such as dementia. The cost of providing
care for dementia patients in England alone is set to increase from £15Bn in 2007 to a
conservative estimate of £26Bn by 2026'%7 the cost including “real pay and price effect”
could be £34.79Bn and that estimate rests on the assumption that among this population of
dementia sufferers, that will increase from 580,000 to 940,000 there will be no loss in rates
of employment.t¢ Although it is much harder to accurately quantify the increase in health
and social care costs than the increase in pension costs''% (discussed below) concerns have
been raised that the likely increases in health and social care costs will create a “substantial

economic” burden on the UK.

In addition, those who fall within the elderly demographic are likely to approach the end
of their lives and will require end-of-life medical treatment in the medium term. It has been
suggested that “...a significant proportion of healthcare expenditure on an individual is
concentrated at the end of life”,'*** which has been estimated to amount to around 25% of
total health costs.!'? This spending is not directly related to people living longer, but the fact
that more people are living for longer means that there are many people who are
approaching the end of their lives and thus mortality rates are predicted to increase sharply
in the coming years.**® The significance of these increased costs must be read together with

the fourth condition that has prompted the emergence of ADRTS: the financial crisis.
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Fourthly, the collapse of Lehman Bros in 2008'* saw the beginning of one of the
greatest crises of capitalism since the Wall Street Crash of 1929. The fallout from this event
has caused great and enduring economic pressure globally. Notwithstanding the magnitude
of this shock to the economic system, the logic of capitalist realism!'*® has remained
apparently unassailable. In that spirit the response of the UK government was to attempt to
reassure the financial markets of its creditworthiness by reducing its rate of borrowing by
cutting public spending as part of a ‘deficit reduction programme’.**® This has meant that all
government departments have been under pressure to significantly reduce their expenditure.
This imperative towards ‘austerity’ measures has coincided with the emergence of additional
costs posed by the ‘aging population’ i.e. the increasing numbers of people in the eldest
portion of the demographic relative to the rest. One of the most important cost pressures
arising from an aging population is the increase in pension costs from the increased number
of people who become eligible for state pension benefits.!'!’Consequently, even to maintain
present levels of pension-age-related benefits will require additional public spending.'

A considerable portion of overall social security spending in the UK currently goes on
the payment of pensions and other benefits to the retired population (e.g. the ‘winter fuel
payment”).1** For the financial year 2011/2012 pensions accounted for the single greatest
part of government expenditure at £129Bn, above even the healthcare (at £124Bn) part of
which will also be consumed by the retired population.’*?® The Institute for Fiscal Studies
(“IFS”) have acknowledged that the aging population will put a strain on the money

available for other departments.1!?

These suggested changes funding changes for social care will not, however, address the
significant systemic problem of having a healthcare system oriented towards the provision of
acute care rather than long-term social care that enables people to live independently for
longer.1122 Such a large scale reconfiguration of an organisation the size of the NHS is likely
to be a very costly exercise. As a result of all of these financial headwinds, there is more

pressure than ever to rationalise the provision of healthcare in order to ensure the best value

1114 D Harvey, The Enigma of Capital: And the Crises of Capitalism (Profile 2010)

1115 see MR Fisher, Capitalist Realism: Is There No Alternative? (Zero Books 2009) 16-17

1116 http://www.hm-treasury.gov.uk/pfg_deficit_reduction.htm accessed 11/09/2011

17 http://www.statistics.gov.uk/cci/nugget.asp?id=949 [accessed 6/7/2011]; D Demery, and NW
Duck, ‘Demographic Change and the UK Savings Rate” (2006) 38(2) Applied Economics 119, 119
1118 M Mrsnik, DT Beers and | Morozov, Global Aging 2010: An Irreversible Trend (Standard &
Poor’s Global Credit Portal RatingsDirect, 2010)

1119 https://www.gov.uk/winter-fuel-payment/overview [accessed 17/01/2014]

1120 http://www.ukpublicspending.co.uk/breakdown [accessed 11/09/2011]

1121 Institute for Fiscal Studies A Survey of Public Spending in the UK (Briefing Note, 2009) 44

1122 R Humpbhries, Paying for Social Care: Beyond Dilnot (King’s Fund, 2013) 3
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for money. As a consequence, unnecessarily elongated hospital stays and unnecessary
medical treatment (and even perhaps unnecessary legal processes concerning the provision
of treatment treatment)'?® are all to be avoided in the name of efficiency and cost savings. It
reportedly costs around £122K to provide treatment and care for a PVS patient.!*** For
patients in vegetative states and minimally conscious states, there is a requirement under a
Practice Direction!!® to seek declaratory relief from the Court prior to the withdrawal of
treatment. This process is said to cost £122K per patient based on a nine months of medical
treatment and legal expenses.

The pressures of an aging population, at a time of fiscal austerity combined with the
technical capacity to sustain life at low levels of functionality, at the level of “anatomy in
motion”,'1?® for ever longer periods without an obvious sense of when such treatment should
cease!?” and the demands of an advanced liberal rationality of government provide scope for
arguing that we ought to be wary of placing too much reliance on the traditional rationale
presented for the introduction of ADRTS: i.e. that they have been introduced pursuant to a
process of ethical rationalisation in extending the well-recognised right of personal
autonomy into the future. Instead, it is argued that the establishment of the legal framework
for creating ADRTS is better viewed as part of a governmental strategy aimed at addressing

the crisis of government arising through the convergence of multiple factors.

None of this, however, is to deny the importance of ethical argumentation in the
development of the legal framework on ADRTS, or to suggest that ADRTSs cannot extend
autonomy (although, as discussed, the answer to this very much depends on way this term is
defined). Certainly there have been cases in which individuals have expressed wishes not to
be provided with treatment and ultimately have been provided with treatment.'?® Such cases
demonstrate that ADRTs do not guarantee that express wishes will be honoured or acted
upon in future. However, there have also been cases in which the courts have been more
willing to recognise prior wishes as ADRTS even where it appears that the wishes have not

been expressed in full compliance with the formality requirements.*'?° Indeed, as was argued

1123 see S Halliday, A Formby, and R Cookson, ‘An Assessment of the Court’s Role in the
Withdrawal of Clinically Assisted Nutrition and Hydration from Patients in the Permanent Vegetative
State” (n 1061)

1124 spe ibid 580
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1126 G Agamben (n 625) 104

1127 see also J Miola, Medical Ethics and Medical Law: A Symbiotic Relationship (Hart 2007) 36-37
1128 e g.Re E (n10)

129 g 4. Re E [2014] EWCOP 27; LM (n 338)
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in the previous chapter, ADRTSs can be viewed enjoining individuals to undertake certain

practices on themselves by way of self-government and in this sense do extend autonomy.

Moreover, affording individuals the possibility to create ADRTs makes visible the end
of life, through the provision of the opportunity to exercise immediate choice to safeguard
against future eventualities. However, the kind of end of life decisions which can be made
through ADRTS are heavily constrained in a manner designed to resolve otherwise difficult
decisions about the continuation of end-of-life care by the MCA. As such, at the level of the
population, ADRTs tend towards rendering the end of life more predictable and the
decisions taken at the end of life more legitimate.

Having drawn together the most prominent factors that have led to the establishment of
ADRTS, we can better understand the emergence of ADRTSs as a response to a crisis of
government (i.e. an emergent state of affairs with which the pre-existing mechanisms of
government failed to address) rather than merely as the logical extension of a pre-existing
right. As was discussed in the previous chapter, part of the exploration of the involvement of
ADRTs in the practices of government demands consideration of their operation as
technologies of the self, but another part of this exploration must include a consideration of
their role within the technologies of government. This will be the work of the following

section in exploring the concept of the technologies of government.

THE TECHNOLOGIES OF GOVERNMENT

The concept of a ‘technology’ was described in the previous chapter vis-a-vis the
technologies of the self. As part of this discussion it should be remembered that the term
‘technology’ is to be understood as a term of art in governmental analyses. Foucault spoke
of four ‘main technologies’, which he held to be as technologies of ‘production’, ‘sign
systems’, ‘power’ and technologies ‘of the self’.** However, this list may not have been
intended to be exhaustive and it has been argued that there are many technologies that can be
identified, which, of itself, presents challenges for the concept of a technology.'*® It is
therefore a term which may be accorded a relatively broad meaning in relating to matters
such as “the technical assembly of a means of judgement... the techniques of reformation

and cure... the apparatus within which an intervention is to take place”.!®2 On this

1130 Discussed in the previous chapter; M Foucault, ‘Technologies of the Self> (n 952) 225

1131 M Dean ‘Putting the Technological into Government® (n 951)

1132 NS Rose, Governing the Soul (n 673) xi; see also NS Rose, The Politics of Life Itself (n 362) 16-
18
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understanding, the concept of a technology houses techniques, fechneés,'*** apparatus and
groupings, which can be put to use for the purposes of government. They “form a crucial
nexus between the study of forms of knowledge and the ‘regimes of practices’”. 113
Construed in this way, they are the inverse of the political rationalities, which aim to

translate realities into thought.!*®

Technologies of government should not, however, be considered merely as instrumental
means employed by government aimed at achieving a particular result.**® They also have a
role in establishing and shaping the various normative positions including “who we are or
what we would like to become”, *” which are to be operationalised. In this way they might
not only be thought of in terms of directly causing intended outcomes, but also as
establishing the spaces in which more generalised aims can take shape. This might include
the establishment of multiple bodies and technical operations which are brought together in
common cause. In relation to accountancy, for example, Miller describes the creation of
‘calculable spaces’, which make “visible the hierarchical arrangement of persons and
things.”1%8

The argument in this chapter is that the recognition of ADRTSs both relies upon and
gives rise to, techniques which fall within the broad category of the ‘technologies of
government’. This is to say that ADRTs comprise and require techniques which seek to
shape behaviour, thought and decisions i.e. techniques which govern (i.e. ‘conduct the
conduct of)!**® others. These techniques and practices rely on a loose alignment of multiple
bodies and agencies as an assemblage of power.!*® The law must be disseminated to
individuals who might wish to create an ADRT, which can be achieved through arms of the
state government (e.g. the Department of Health), organisations such as health authorities,
medical practitioners, carers, lawyers, media organisations and charities with an interest in
matters at the end of life (following training from their respective professional bodies).*** In

order to create an ADRT, individuals may require the support of advocates, such as

1133 M Dean ‘Putting the Technological into Government’ (n 951) 61

1134 jbid 52

1135 p Miller and N Rose, ‘Governing Economic Life’ (n 966) 8

1136 M Dean, ‘Governing the Unemployed Self in an Active Society’ (n 679) 581

137 jpid

1138 p Miller ‘Accounting and Objectivity: The Invention of Calculating Selves and Calculable
Spaces’ (1992) 9(2) Annals of Scholarship 61, 75 cited in M Dean ‘Putting the Technological into
Government’ (n 951) 51-52

1138 C Gordon, ‘Governmental Rationality: An Introduction’ (n 689) 188

1140 N Rose and P Miller, ‘Political Power Beyond the State: Problematics of Government’ (n 675)
201; see also M Foucault, Security, Territory, Population (n 6) 312
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IMCASs,*2 or interpreters. ADRTs may then have to be interpreted and assessed by carers,
medical practitioners and ultimately by the courts. All of these bodies, and many more
besides, must operate together in order to offer the mere possibility of individuals being able

to make legally binding decisions about their future healthcare.

Thinking about ADRTS in this way invites us to consider how they may be employed,
not only for the individual to govern their own future, but how others might be governed
though facilitating this possibility of creating self-directed legislation. Having provided a
definition of the technologies of government and suggested why ADRTSs might have a role
within this category of government, the next task is to define the target of ADRTs qua
practices of government i.e. the question of the identity of the other who is to be governed
through ADRTS. It is to this task that we now turn.

THREE OTHERS OF GOVERNED BY ADRTS

Making the case for recognising the operation of ADRTSs as part of the technologies of
government requires a definition of the objects to be governed. Mirroring the broad
distinction between the technologies of the self and the technologies of government, ‘the
other’ might be crudely defined as any entity apart from the self. However, at first blush, it
might be thought a strain to interpret ADRTSs as having a role in the government of others
when they appear to be eminently self-oriented instruments: as set out in the first chapter
ADRTSs are created by the self, for the self, in a self-elected manner and without prompting
or direction from the medical profession or any third party. Appearances aside, it is argued
here that ADRTSs do play a role in contemporary society in the government of others and
they might be regarded as governing three categories of other: the population, the ‘future
self’, and the interpersonal other. These different categories of other will be considered in

turn.

THE POPULATION

“...[M]edicine is a social practice, and only one of its aspects is
individualistic and valorizes the relations between the doctor and the
patient™!43

As discussed earlier in this thesis, the orthodox view of the development of ADRTS in

law and bioethics centres on the individual, a person who’s right to personal autonomy ought

1142 Re E (n10)
1143 M Foucault, ‘The Birth of Social Medicine’ in Essential works of Foucault, 1954-1984: vol 3
Power, James D Faubion (ed), (Penguin Books 2002) 136
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logically to extend to decisions about her future healthcare.'** Some have suggested that the
development of autonomy which underpins ADRTS, is based on a political project that
sought to empower patients and problematised the extent of medical control patients and
sought to limit medical power and the legitimation of legal regulation of the area.''* Here,
however, a more complex narrative is provided in asserting that ADRTs have an additional
role vis-a-vis in respect of the population (man-as-species).!'*® This involves paying
attention to the general tendencies of the law on ADRTS in society, rather than to the effect
it has in individual cases. Rather than simply seeking to establish the legitimate bounds of
individual decision making in respect of future healthcare and how to construct a legal
framework to best protect their wishes, an additional can be identified in respect of what the
effects the system of ADRTs might have at the level of the population. Such a consideration
is crucially important in the context of a governmental analysis, because Foucault made
repeated reference to the fact that the population became the “end and instrument of*147
government during the Eighteenth Century, such that all governmental interventions must be
refer to the population in some way.'*® And although we have moved beyond the pitting of
populations against one another for the purposes of expanding the interests of the state, there
is still an interest creating the conditions under which the population can flourish. In order to
better appreciate how ADRTSs might be concerned with the government of the population, it

is useful to consider the idea of ‘biopower’.114°

BIOPOLITICS AND BIOPOWER

“What can the end of government be? Certainly not just to govern, but to
improve the condition of the population, to increase its wealth, its longevity,
and its health.”1%

Foucault’s work on governmentality and the governmentalisation of the state was set out
in detail earlier in this thesis.*®* This discussion charted the shifts in power relations and
strategies of government that occurred in western society, driven by the various crises of
government that periodically emerged. Foucault devoted considerable attention to the
changes of this kind that took place in the Eighteenth Century with the advent of modernity

and the industrial revolution. As a result of these changes, the state became acephalous and

1144 See Chapters One and Two

1145 J Herring, ‘Where Are the Carers in Healthcare Law and Ethics?’ (n 1) 65-66; see K Veitch, The
Jurisdiction of Medical Law (n 8) 18-25
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the role of sovereignty was changed,'*>? and was offset by the new practices of government
and security that emerged.!*>® The most important impetus behind these changes in power
relations was the recognition of the population as a collective body, man-as-species.!*>
Following this recognition, it was the population, rather than the state, which came to
represent the central object of government. The need to govern this new body brought with it

a need to develop knowledges for the monitoring and protection of the population.

Historically, this need was addressed in different ways. Prussia pioneered
Staatswissenschaft'*® and enforceable public health measures through the
Medizinischepolizei!**® that could be activated in order to intervene in the population with
the goal of protecting and improving health. The ultimate goal of this police action aimed at
the improvement of health was to strengthen the state powers as part of the raison d’état.1*>’
A more liberal approach was developed in England, which did not seek to secure these
policies through a police model, but rather operated through, techniques such as the
recording of the rates of births and deaths.**® This approach was directed towards fostering
the population, for the sake of the population (rather than to strengthen the state).!*>® Since
then, numerous public health programmes have been developed incorporating different
strategies and focussing on different aspects of health (e.g. restrictions on the availability of
tobacco and alcohol, encouragement to lead active lifestyles and eat a certain quantity of
fruit and vegetables), but all of which are aimed at the maintenance and production of a

healthy population.

The development of these practices of government was identified by Foucault as a new
form of power called biopower, “a continuous, scientific power to make live”,'% which
could be exercised both on and through bodies, both individual and collective.l®!

Unfortunately the term biopower was used almost interchangeably with the ‘biopolitics’ in
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Foucault’s work, which has produced some ambiguity of meaning.'%? Some have developed
particular readings of biopower based on an idea of the domination and oppression of certain
groups among the population (e.g. Agamben, Hardt and Negri),!'%® but others tend to view

29 ¢

this form of power as a productive force, entailing “modes of subjection”, “strategies for

intervention” and “truth discourses about the ‘vital’ character of living human beings”.1164

On this understanding, biopower can be juxtaposed with the idea of sovereignty.
Sovereign power has always been concerned with the end of life (and particularly ending
life),11% and was always exercised at the discretion of the sovereign.!'%® Biopower, by
contrast, is not merely concerned with the end of life, but brings all of the processes of life,
from its inception to conclusion, within its purview.'¢” It operates in the opposite direction
to sovereign power in ‘making live’ rather than killing, but does not exclude the existence of

sovereign power, which still underlies the productive forces of biopower.11¢8

It is significant that biopower co-emerged with the political rationality of liberalism.1¢°
Liberalism, as an art of government,’*”® drew much from the discourse of political
economy, ™ which centres on a continual questioning of the actions of government in order
that they may be minimised and confined to their most expedient. Biopower applies this
logic to biological processes in what might be considered as a kind of economic government
of life.

The liberal rationality of government sought, above all, to protect ‘the natural’, as its
“permanent correlate”.**’2 So much so, that the safeguarding of ‘natural processes’*!’® (e.g.
births, deaths, the economy)!'’* became a governmental priority through practices of
security, wherein the corpus of society was to be safeguarded threats both internal and

external.*”® This proscription of state intervention in natural processes emerged alongside a

1162 M Foucault, Society Must be Defended (n 696) 243; see also T Lemke, Foucault,
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greater recognition for individual autonomy, as a requisite of liberalism and the need for the
means to create individuals that do not need to be governed by others, but who "will govern

themselves, master themselves, care for themselves"'’® through their own freedom.*’

Two of the fundamental constitutive components of the practices of biopower are
discipline and security.!'’® Discipline is of a venerable ancestry and was used to mould
individual bodies long before the processes of governmentalisation of the state took shape in
earnest during the Eighteenth Century.!'”® Discipline is a kind of power that operates
centripetally, with a tendency to break down, focus on smaller and smaller zones, whether
spatial (e.g. within the barracks, or the school) or temporal (e.g. the precise time for morning
prayers in the monastery), of normalised action.'® The exercise of discipline was visible in
the actions of state institutions,''8 who performed disciplinary techniques as part of an
‘anatomo-politics’'*®2 on individual bodies in order to make them docile and useful . The
importance of these kinds of disciplinary practices increased through their symbiotic
relationship with the ‘governmental forces’, which were established following the

displacement of sovereignty (as discussed above).118

In contrast to a deductive modus operandi that was characteristic of the exercise of
sovereignty,8 techniques of security involved the construction of “regulatory controls 8
to guard the populational ‘milieu’*'®” against perceived ‘internal threats’.**8 This is achieved
through the “gentle shaping of reality” rather than the establishment of prohibitions.8
These regulatory techniques may also be contrasted with the operation of disciplinary power
being centrifugal,*® spreading out to reach the entire population and rather than being

concerned with the analytical minutiae, focussing on generalities and equilibrium (or
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homeostasis).!'*! The ‘biopower’ that emerged, pertains to a form of power inherently bound
up with the vital processes of bodies both individual and collective. This kind of operation of
the government of others through the practices of biopower allows the reach of government
to be extended into far more intimate aspects of life than was previously possible under
disciplinary regimes.!®? The expansive reach of biopower can be seen in the establishment

of a legal framework on ADRTS.

Thus far, the development of ADRTS has been characterised as the legal manifestation
of a process of normative rationalisation of the individual right to refuse treatment, grounded
in ideas of autonomy and self-determination. By contrast, construing ADRTSs as a form of
biopolitcial intervention encourages attention to be paid to the shift in the operation of
sovereign power which occurred as part of the “governmentalisation of the state”'*® and the

shift in the manner of interaction between ADRTS and the population.

As discussed in previous chapters, the considerable obstacles to drafting an ADRT that
will ultimately be viewed as being both valid and applicable, highlighted in previous
chapters, limit the capacity of ADRTSs to deliver predictable outcomes at the end of life at
the level of the individual. 1*% However, taking a more generalised view at the level of the
population, may allow for a more “gentle shaping”''®® of end-of-life processes. This could
help to increase the predictability of decisions at the end of life. As ‘inscription devices’,'1%
they draw out information about the individual’s end of life decisions through impelling
their creators to state the state the kind of decisions they would like to take in circumstances
that they specify. This kind of knowledge facilitates the practices of government at the end-
of-life. As a consequence, ADRTs may strengthen the population and the possibility of
governing through advanced liberal practices, through relieving some of the difficulties

associated with making end-of-life decisions on behalf of others.

One of the ways that ADRTSs facilitate the government of the population is through their
tendency towards the legitimisation and regularisation of medical intervention at the end of
life. In facilitating refusals of treatment medical treatment at the end of life, ADRTs offer
one possibility for resolving dilemma of when to cease the provision of medical treatment at

the end of life and consequently provide one way of regulating the extent of life-saving and
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life-sustaining medical intervention at the end of life. The strategies of subjectivity which
valorise homo economicus invite prudent and responsible individuals!'®” to predict and
make provision for their end-of-life interests. The simple provision of a framework for
creating such decisions marks out end-of-life decision-making as an appropriate zone of
individual decision making, and consequently, a zone of individual responsibility. The legal
framework for ADRTs will tend towards an increasing visibility and intelligibility of
possible medical interventions at the end of life for the population. Consequently, the
tendency of the framework on ADRTS, together with other strategies of government (e.g.
Quality adjusted life years (“QUALYSs”)!'% increasing rights over where a person will die)
should tend towards an increase in the predictability of end of life care in a homeostatic
manner'®® characteristic of the practices of security.

It is opportune to reemphasise the function of ADRTS in that they are simply devices for
refusing treatment. The possibility of refusing treatment in advance through ADRTS extends
the range of people who may consider end of life treatment beyond those who are
immediately confronted by such decisions. As ADRTSs can be formed by any member of the
adult population, because all individuals in society are susceptible’®® to losing mental
capacity in circumstances in which their lives could be extended through medical

intervention.

Granting individuals the right to make ADRTs might be seen as ceding a degree of
sovereign power in that the individual becomes the master of her own date of expiry.1?
However, a closer examination of the restrictions in the framing of the law'?°’some of the
more contentious decisions that have been reported on ADRTs from the court of
protection’?®suggest that the true amount of control that has been ceded is far from
complete.’? A level of residual sovereignty becomes visible at the point of interpretation of
an ADRT. Although the creator of an ADRT has total discretion in stating the kinds of
medical treatment they can refuse and the circumstances under which that refusal is to take
effect. The refusal to uphold a purported ADRT aimed at refusing life sustaining treatment
on the grounds that it is not applicable or is lacking in validity could be seen as an act of

sovereignty, because the consequences of such an interpretation would be to make the author
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of the ADRT live (if accompanied by a best interests assessment), while the recognition of a
valid and applicable ADRT is tantamount to letting the individual die.*?* This expression of
sovereignty is masked by the ADRT and the idea that it offers a degree of legitimation for

the decisions taken.

As highlighted earlier in this chapter, the general tendency for individuals to live longer
lives is a well-documented phenomenon in England and wales (and in the west more
generally). Historically, one of objectives of government was to simply increase lifespan in
the population,’?% and, in terms of that objective, the increased life-expectancy now enjoyed
by so many is an achievement to celebrate. However, in more recent times, the effectiveness
of the strategies for increasing lifespan have coincided with the demographic swell created
by the large-scale repopulation which occurred following the Second World War as the
elderly population has grown. Some fear that this has created an imbalance in society, with a
greater ‘dependency ratio’ between those who are capable of gainful employment and those
who are not. In this sense, the increasing success of medical intervention at the end of life is
at once “a cause for celebration”'?°” and a cause for concern as the ethical guidance on the
deployment of these life sustaining treatments has lagged behind the scientific achievements,

which have made it possible to extend ever further.

The strategy of facilitating ADRTs does not ostensibly compel any individual or part of
the demographic to refuse treatment or to make an ADRT, but enabling that option will
naturally tend towards more refusals of treatment being made at the level of the population.
Moreover, unlike Ulysses contracts,?® ADRTs in English law are specific in respect of the
event that will trigger their application and in respect of the group of persons to whom they
apply viz those who have lost mental capacity for particular decisions. It so happens that
those who lack capacity at the end of life are precisely the group that is unable to be
governed in accordance with the advanced liberal orthodoxy of governing through

autonomy. 2%

As discussed above, the realisation that those who lack capacity at the end of life present
such a difficulty to a system of government based on advanced liberalism and that ADRTSs
are targeted to take effect against this group is suggestive of a certain rational alignment of

government through ADRTSs. However, the legislative identification of a group of society

1205 see M Foucault, Society Must be Defended (n 696) 241

1206 M Foucault, Security, Territory, Population (n 6) 105
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who may wish to consider the possibility of refusing life sustaining treatment accords with
Foucault’s counterintuitive conceptualisation of racism as an aspect of government that

emerged with the biopower.

Foucault discussed racism during his lectures at the Collége de France, but particularly
in Abnormal*?!® and in Society Must be Defended.'?'! In this discussion he departed from
more conventional understandings of racism based on race and ethnicity,'?? as he did not
define race in biological or ethnographical terms. Consequently, his interest in racism
centred not on the attitudes and activities that accompanied a period of European colonial
expansion, (indeed this was an aspect of racism that he neglected),'?*® but rather as arising
from the recognition of the population and the need for government to orient itself towards
the protection of the population through the identification of persons and groups which
threaten its flourishing. It was the need to protect the population which made possible the

categorisation of groups of people being categorised as ‘threats’ to the whole population.t?!*

Racist rationalities go further than merely establishing and identifying different
categories of people. It further suggests that those who can be categorised as threats are to be
‘killed’ for the protection or the betterment of the population as a whole further to the ends
of government.’?*® However, particular care must be taken at this juncture to appreciate that,
in Foucault’s usage of the term, ‘killing” does not necessarily mean killing in a literal sense.
In addition to the actual ending of life it also includes the exposure of a person to the mere
risk of death.

In Society Must be Defended Foucault drew a link between racism, which relies on this
kind of killing, and biopower.'?*® An analytical distinction is made between the operation of
biopower, wherein the governor aims to foster the health and wellbeing of the populational
stock!?” and ‘internal racism’, which seeks to draw distinction between the worthy from the

unworthy lives.*?!® That is, the ability to “introduce a break in the domain of life that is
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under power’s control”*?!® between those whose lives should be supported and those who
should be ‘let to die’. Thus, the idea of ‘killing’ certain sections of the population is not only
to be identified in the starkest events of mass slaughter, such as the Holocaust, but is also to
be found in the outwardly innocuous public health decisions which allow some sections of
society to be exposed to a greater risk of death (e.g. through environmental hazards or crime)

or through the control of reproduction (e.g. through sterilisation and abortion services).??

Another way to approach the identification of ‘internal threats’, would be to give further
thought to the functional foundations of advanced liberal programmes of government and, in
particular, their reliance on individuals acting ‘autonomously’, or in a way that is self-
directed, self-determined and responsible. 122! However, there are sections of the population
that cannot fulfil these responsibilities. They then present difficulties to the functioning of
this entire rationality of government. This state of affairs means that decisions which ought
to be made by the individual (in accordance with the advanced liberal rationality) must be
made by another party. However, making decisions on behalf of those who cannot make
decisions for themselves raises a tension within the advanced liberal rationality of

government, which eschews the dictating of values, other than the obligation to choose.

Crucially, both ADRTs, and the MCA more generally, are aimed precisely this
‘ungovernable’ group. Those who can no longer participate as agents within a liberal system
of government, which depends, as it does, upon individuals making independent, self-
determined decisions. Their inability to make choices stymies the operation of this kind of
government because those who cannot be taught to govern themselves though their own free
will fall outside the type of population that can be governed. Moreover, while death may not
be the optimal result for such individuals, it could still be viewed as being consistent with
the traditional bio-political goal of maximising wellbeing at the populational level,*??? if that
were to mean more resources freed up to support those who remain economically active, or
for the provision of other healthcare resources. By way of example, a recent piece of
research has analysed the cost of the process of seeking court approval for the withdrawal of

medical treatment from PVS patients, not simply in terms of the sterling quantum, but also

1219 M Foucault, Society Must be Defended (n 696) 254

1220 NS Rose, The Politics of Life Itself (n 362) 61
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in terms of the number of quality adjusted life years (“QUALYS”) the process would

cost.1?

The incidence of people to falling into this category (i.e. being at the end life and lacking
mental capacity) is set to increase as a result of the UK’s demographic changes noted above
and this arguably represents not merely a growing mass of individual dilemmas regarding
end of life treatment, but also a threat to the management of the population, arising from
within, at the end of life. An appreciation of ADRTS in terms of their alleviation of decision
making and governmental dilemmas at the end of life presents them as devices which are not
merely directed to address individual dilemmas, but also the kinds of dilemma posed for
society more generally. In bioethical parlance, we might say that this perspective emphasises
the operation of ADRTSs as public health interventions.

This analysis of ADRTS, as practices of government directed towards the population,
can be contrasted with the more traditional analyses of ADRTSs as medico-legal interventions
aimed at the protection and vindication of individual rights at an individual level. That is,
where individuals carefully consider their own circumstances and values, and decide
whether they would wish to be kept alive in those circumstances. This analysis does not
deny the association of ADRTSs with individuals making decisions in accordance with their
own preferences, but rather it is to suggest that the framework which enables the creation of
ADRTS has also been shaped in such a way as to enable the government of the population as

a form of ‘other’.

ADRTS AND BIOPOWER - RETURN OF THE KING?

At this juncture, an apparent contradiction must be confronted. Biopower, by nature, is a
productive force. By contrast, the racism described in the previous section, is
paradigmatically deductive in that it is enforced through killing. How, therefore, does the

ethos of biopolitics sit with the deductive operation of racism?

Having considered Foucault’s discussion on racism, a view can be taken that the
biopolitical objective of fostering the population need not entail the preservation of each of
the lives of its constituents. Indeed, there are some lives which, according to Foucault, come
to be characterised as ‘threats’ to the rest of society through neoracist discourse, in that they

harm the general prosperity of society.’??* Far from fostering these lives, the ‘proper

1223 S Halliday, A Formby, and R Cookson, ‘An Assessment of the Court’s Role in the Withdrawal of
Clinically Assisted Nutrition and Hydration from Patients in the Permanent Vegetative State’ (n 1061)
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management’ of the population requires that these lives are brought to an end, or simply not
supported and exposed to a greater risk of death. Such action could be taken in the name of
reducing the purported harm caused by the ‘threat’, but it can also be taken in order to foster

a sense of core identity among the population which is to be fostered.'??

This mode of thought was writ large in Nazi ideology. The idea that the German Volk
was a superior to all other races and peoples was manufactured by the and, at the same time;
those who were not deemed to belong to Volk were portrayed as threat to the prosperity of
the nation.!?® Propaganda purported to show the cost of educating ‘normal’ children and
children with disabilities to suggest that there was an increased financial cost associated with
bringing up children with disabilities which would be borne by the German state. Such logic
could have been taken directly from Rudolf Goldscheid, who drew analogy between the
safeguarding of the population, in this way, and the rearing of farmyard animals, wherein the

whole farm suffers from animals that are sick and non-productive.*??’

This taking of life is traditionally associated with the exercise of sovereign power. As
discussed above, this is a form of power that Foucault describes as having been displaced
between the Sixteenth and Eighteenth centuries as part of the so-called ‘governmentalisation
of the state’.1??® In speaking of the displacement of sovereign power, Foucault maintained
the view that the King’s head has not been entirely severed and thereby hinted at a
continuing role for sovereignty in modern society.’?”® Having suggested a role for
sovereignty persisted in the modern era, Foucault, nevertheless, left the precise nature of its
role tantalisingly undefined. Many commentators have since sought to theorise the role of

sovereignty (and the law with which it is bound)*?*®° in contemporary society.

One of the best known, and most provocative, accounts of the function of sovereignty in
modern society is offered by Giorgio Agamben. Among others, his thesis draws on the work
of Karl Schmitt, who suggested that the sovereign can be identified as the person who can
suspend the ordinary operation of law and define ‘states of exception’
(Ausnahmezustande).*?®! Individuals within these states of exception lose the rights afforded

to ordinary citizens and come to be recognised as mere biological entities. Agamben invokes
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the ancient roman character, Homo Sacer, as an example of a person who could be stripped
of their political rights as a citizen by the sovereign and reduced to the animal status of a
‘bare life’ that could be killed but not sacrificed.’?®?> A more recent example, upon which
Agamben draws heavily, is that of the concentration camp. Those tortured and murdered in
such camps were stripped of their humanity. The atrocities carried out within the camps, as
part of the Holocaust, were facilitated by the designation of spaces in which the normal
order and ordinary rights could be suspended for particular groups.!2%

Importantly, those examples are not merely to be viewed as egregious historical
phenomena; rather they are presented to advance an argument about the general nature and
function of sovereignty. Consequently, the idea of the creation of ‘states of exception’ is a
practice that Agamben views as taking place within modern forms of liberal government as
well as within murderous totalitarian regimes. Moreover, Agamben claims that there has
been a pervasive reliance on the technique of generating exceptions and that this practice has
developed to the extent that states of exception have been blended into the normal order:

“instead the decisive fact is that, together with the process by which the
exception everywhere becomes the rule, the realm of bare life — which is
originally situated at the margins of the political order — gradually begins to
coincide with the political realm, and exclusion and inclusion, outside and
inside, bios and zoé, right and fact, enter into a zone of irreducible
indistinction."12%

However, not all commentators are prepared to acknowledge such a role for sovereignty.
Rabinow and Rose argue that although thanatopolitics of this kind may occur within
totalitarian regimes, modern biopolitcs is more closely associated with the function of
sovereignty that Foucault articulated in The History of Sexuality viz the power to make live
and to let die.!?% They claim that theorists such as Agamben, Hart and Negri have
overemphasised the role of sovereignty’s killing function within biopower and have
neglected attention on its productive effects. Rose doubts the historical continuity inherent in
Agamben’s argument'?®® and further raises a strong objection that not all biopolitical

interventions are made at the direction of the sovereign.*?%

Another invocation of sovereignty (briefly considered in Chapter Two), pertinent to this

area of study can be found in relation to the individual right to refuse treatment. Joel
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Feinberg advocates a libertarian account of personal autonomy that he terms “personal
sovereignty”.*?®® This likening of the individual to a state sovereign is productive in that it
allows the individual to be thought of as having a right of death over herself. If this right is
exercisable by the individual over themselves pursuant to a sovereign right, its exercise
would not be subject to some of the more exacting requirements imposed by some of the

‘thicker’ conceptions of autonomous decision making considered in chapter three.

This idea of individual sovereignty can readily extend to ADRTSs as legal instruments
purporting to allow individuals to take these kinds of sovereign decisions over life. In turn,
the idea of extending individual sovereignty through ADRTS can be read with the arguments
of those, such as Memmi, who claim that there has been a broader devolution or
democratisation of sovereignty in modernity.?*® According to this claim, the concentration
of sovereignty in a single head of state has been distributed out and ordinary citizens now
enjoy some sovereignty over themselves. Such arguments have a strong prima facie
association with those deployed in support of ADRTSs in terms of self-determination.’?*° The
idea of self-determination being enshrined in law and extended through ADRTSs can be
portrayed as the culmination of a process of wrestling part of the ancient right of death from
the sovereign. Nevertheless, we must also remember the further difficulties with accepting
the simple proposition that a right to self-determination is extended. In particular, it must be
remembered so much of the potential of ADRTSs is dependent not merely upon the will of
their creators, but also upon the spirit in which they are interpreted by others. Further, it will
be recalled from Chapter One that the way the law on ADRTSs is framed, supports

considerable discretion to those charged with the interpretation of ADRTS.

The ideas of personal sovereignty and self-determination appear therefore to readily
complement each other as they apply to ADRTS, but the invocation of the idea of personal
sovereignty quickly invites a reconsideration of the critiques discussed in Chapter Three.
There the premises of modern individualist forms of autonomy were highlighted and
questioned. The critical accounts considered in chapter three argued that the kinds of
assumption made by advocates of individualistic conceptions of personal autonomy are
problematic in their tendency to overlook the social factors that may inconveniently colour
decisions about medical treatment, failing to account for the imbalances of knowledge and
the multitude of motivations which may lie behind decisions, in assuming that everyone is

free to make a decision and that such decisions are made in idealised spaces that are free
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from such pressures and imbalances. The reality for many is likely to be a far cry from this
idealised expectation and thus the appositeness of an individualised conception of autonomy

as a practical basis for the law on consent and on ADRTS appears questionable.

In the light of these critiques, though likening individuals to sovereigns is a neat
analogy, it is also one which fails to fully account for, and perhaps masks, the multitude of
external pressures and particularly that those who are sovereign over those individual
sovereigns. On this basis, the utility of the idea that the individual can be treated as
sovereign over the territory of their body seems questionable. For even accepting that the
individual can be considered sovereign in a sense, we must surely recognise that their bodily
territory is landlocked and subsumed within that of the state sovereign, whose territory
authority is in turn tempered by her membership of international treaties and organisations.
Sovereignty must be understood in context.

Thus, even if individual has been ceded the right to end his or her own life, that legal
right is subject to the adherence to certain formalities and to the interpretation of others.
Consequently, if we are to regard the individual’s right to create ADRTSs as indicative of
individual sovereignty, that understanding must be understood alongside an understanding of
the extent to which the effect and practical utility of ADRTSs is shaped by others. The
individual can make a decision that purports to be sovereign over their existence, but it is not
they who will ultimately decide whether they are to be ‘let die’ through the upholding of
their ADRT or made to live through the rejection of their ADRT.

It is in the realisation of the contingent nature of the right of decision-making of the
individual, particularly in respect of end-of-life decisions, that it is possible to see the
connection with Foucault’s argument about the modern operation of sovereignty: ‘making
live and letting die’.**** The individual plainly does not have a right framed in such terms.
Individuals cannot make themselves live. This is true both in a practical sense and in the
legal sense, explored in Chapter One, in which it was stated that there is no right compel the
provision of treatment. Nor can they command the administration of substances to accelerate

their own death by another.

Moreover, the limited right that individuals do have to refuse treatment, and thereby
control the point of their demise, is subject to the interpretation of others before its practical
effect can be known. Chapter One drew attention to the fact that a higher evidential burden

falls on those purporting to treat an ADRT as binding (and thus withhold or withdraw
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treatment) than falls on those purporting to treat the ADRT as non-binding (and thus provide
or continue treatment). In difficult cases such as W v M and Re E (considered in detail in
Chapter Six) the court-sanctioned interpretation of the purported ADRTs as being
inapplicable led to the continuation of treatment and the prolongation of life. Viewed in this
way, this act of interpretation appears very much like the exercise of the right to make live,
the operation of sovereignty. Equally, cases in which ADRTs are upheld, treatment is
withheld or withdrawn, and death results are capable of being considered decisions to ‘let
die’ made by those who might have interpreted the ADRT differently. In this sense, ADRTSs
can be thought of as exemplifying the operation of a sovereignty held not so much by the
individual, newly empowered to assert their rights against the world, but rather by the state

as a limiting factor on this individual power.

Consequently, sovereignty and the right of death can certainly be seen as having a role
within modern biopolitics and the manner in which that role is played out in the context of
ADRTSs. However, given the preceding discussion, it would be too simplistic to conclude
that the role is simply about giving individuals the right of death over themselves. The right

that individuals have won is contingent.

BIOPOLITICS, SOVEREIGNTY AND ADRTS

In Chapter Six it was argued that the formation of an ADRT necessitates the engagement
with processes of self-government. ADRTSs cannot be created without the contemplation of a
future state in which capacity is lacking, medical treatment is clinically indicated and a
certain form of treatment, of