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1.3

LAW COMMISSION

Item 9 of the Fourth Programme of Law Reform: Mentally Incapacitated Adults

MENTAL INCAPACITY

To the Right Honourable the Lord Mackay of Clashfern, Lord High Chancellor of Great Britain

PART I
INTRODUCTION

Scope of this report

This report is concerned with the ways in which decisions may lawfully be made on
behalf of those who are unable to make decisions for themselves. It covers issues of
both substantive law and of procedure, and the decisions under consideration may
relate to personal, financial or medical affairs. The Commission undertook this
study as Item 9 of its Fourth Programme of Law Reform. This programme item
prescribed an investigation into the adequacy of the legal and other procedures for
the making of decisions on behalf of mentally incapacitated adults.! It is widely
recognised that, in this area, the law as it now stands is unsystematic and full of
glaring gaps. It does not rest on clear or modern foundations of principle. It has
failed to keep up with social and demographic changes. It has also failed to keep up
with developments in our understanding of the rights and needs of those with
mental disability.

In the report we also discuss the extent of the powers which should be available to
public authorities to intervene and protect adults who are at risk of abuse or neglect.
The existing law in this area is patchy and out of date. Such powers as are available
are little used, and as a result vulnerable people may not be getting all the help and
protection they need and deserve. Because this part of the law is not at present tied
to concepts of mental incapacity we have been obliged, in making coherent
recommendations for reform, to address ourselves to a slightly wider client group.
We refer to the people in this wider group as “vulnerable” adults.

In Part II of this report we describe in some detail the legal and social context
within which our present proposals are set. We draw attention to the continuing
increase in the proportion of very old people in our population;®> we mention the
way in which many who used 1o be placed in large mental hospitals are now living
in the community;> and we describe how advances in medical science now enable

people to survive, often with their mental capacity impaired, who would formerly

' Fourth Programme of Law Reform (1989) Law Com No 185 Cm 800.

2

See para 2.35 below.

3

See para 2.32 below.
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have died.* At the same time we show how it is only in very recent years that the
common law has taken cognizance of the fact that there is now nobody who can
lawfully take decisions on behalf of adults who lack the capacity to take decisions
for themselves, and we refer to the makeshift remedies by way of High Court
declarations which are now temporarily in place pending the introduction of a

coherent new statutory scheme.’

History of this project

Our decision to investigate the law relating to mental incapacity was made after a
number of outside bodies drew problems and deficiencies in the present law to our
attention. The Law Society in particular provided much of the stimulus for the
review by publishing a discussion document in January 1989° and by holding a
conference in May of that year. Coincidentally the important case which is generally
referred to as Re ¥ was heard in the Court of Appeal in January 1989, with the
final speeches in the House of Lords also being delivered in May of that year. This
case drew public attention to the fact that English law now possesses no procedure
whereby any other person or a court can take a medical decision on behalf of an
adult patient without capacity to take that decision. The programme item we
published in September 1989 referred to suggestions that “existing legal mechanisms
are complicated, inflexible and piecemeal” and stated that the decision in Re F
could not provide a comprehensive solution.® In April 1991 we published our first
consultation paper,’ its aim being to provide an overview of this large and complex
area which would enable us to assess the necessity for law reform and explore the
best ways forward.!?

Nobody who responded to our overview paper thought that the present law was
entirely satisfactory. The great majority of respondents took the view that reform of
the law was a pressing priority and encouraged us to take the project forward. The
main message we derived from this initial round of consultation was one of great
concern, particularly among carers and service providers, about gaps and
uncertainties in the present law. The most obvious deficiencies in private law were
the lack of any effective procedures for resolving disputes between individuals about

the care of people without capacity, or generally for legitimating and regulating the

See para 2.37 below.
5  See paras 2.24 - 2,26 below.

% The Law Society’s Mental Health Sub-Committee, Decision Making and Mental Incapacity:
A Discussion Document (1989).

7 Re F (Mental Patient: Sterilisation) [1990] 2 AC 1.
3 Fourth Programme of Law Reform (1989) Law Com No 185, Item 9; Cm 800.

Mentally Incapacitated Adults and Decision-Making: An Overview, Consultation Paper
No 119.

1 Ibid, para 1.17.
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substitute decision-making which in practice regularly takes place. Concern about
the public law concentrated on the absence of acceptable powers for protecting
incapacitated or vulnerable people from abuse and neglect. We found a lot of
support for an overall rather than a piecemeal approach to reform, although some
respondents feared that this would take too long to construct and implement. There
was a general view that any new procedures must be quick, cheap, flexible,
accessible and easy to use, whilst providing effective safeguards for the people
concerned. It was against this background that we embarked on a second round of
consultation. Between February and May 1993 we published three further
consultation papers. Each of these papers examined a discrete area of law and made
provisional proposals for reform,

Our consultation paper on A New Jurisdiction'! included proposals for the reform
of the private law by clarifying the legal rights of carers and other informal decision-
makers; by extending the scope of Enduring Powers of Attorney to cover personal
welfare decisions; and by the creation of a jurisdiction giving a judicial forum power
to make a range of orders or directions relating to the personal welfare of an
incapacitated adult or the management of his or her finances.

Our consultation paper on Medical Treatment and Research'? proposed the
extension of this new jurisdiction so that substitute decisions about medical
treatment might be authorised, and determinations made about the scope and
validity of any “advance directive” or “living will” made before the onset of
incapacity. We also proposed that Enduring Powers of Attorney should be able to
encompass health care decisions. Qur work in the area of medical treatment
overlapped in some respects with the enquiry of the House of Lords Select
Committee on Medical Ethics appointed in February 1993.!* We submitted written
evidence to this Committee and kept it informed of the progress of our work
towards the end of 1993. A number of the Committee’s recommendations are
considered later in this report.!* In view of the overlap between the Committee’s

1 Mentally Incapacitated Adults and Decision-Making: A New Jurisdiction, Consultation

Paper No 128, published on 26 February 1993.

12 Mentally Incapacitated Adults and Decision-Making: Medical Treatment and Research,
Consultation Paper No 129, published on 28 April 1993.

The Select Committee, under the chairmanship of Lord Walton of Detchant, was
appointed to consider the ethical, legal and clinical implications of a person’s right to
withhold consent to life-prolonging treatment, and the position of persons who are no
longer able to give or withhold consent; and to consider whether and in what
circumstances actions that have as their intention or a likely consequence the shortening of
another persen’s life may be justified on the grounds that they accord with that person’s
wishes or with that person’s best interests; and in all the foregoing considerations to pay
regard to the likely effects of changes in the law or medical practice on society as a whole
(Report of the Select Committee on Medical Ethics (1993-94) HL 21-1 p 7). The Report
was published in February 1994 and debated in the House of Lords in May 1994: see
Hansard (HL) 9 May 1994, vol 554, col 1344,

4 See paras 2.48, 5.4 - 5.5, 6.18, 7.7, 10.6 and 10.26 below.

3



- remit and some of our own work, the Government has postponed its final response

1.8

19

'_i..lo

to some of the Committee’s observations until publication of the present report.”’

Our final consultation paper in the series, on Public Law Protection,'® proposed the
reform of the present emergency intervention powers by giving local authorities a
duty to investigate allegations that a vulnerable adult was at risk of harm. We also
proposed a new set of short term powers to help local authorities protect such adults
from abuse, neglect or other forms of harm. Some limited reforms to the

guardianship scheme in the Mental Health Act 1983 were also suggested.

It had always been our hope to produce a single coherent set of recommendations
across all three areas covered in the 1993 consultation papers, and the provisional
proposals made in those papers were designed to fit into a single internally
consistent framework. Although some respondents confined themselves to comments

~ on only one or two of the consultation papers, a great many of them commented on

all three and on the comprehensive scheme which emerged from them all. The
provisional proposals were given very wide support by those we consulted. The
principles upon which we had based our proposals, and our general approach to

reform, commanded widespread acceptance, with discussion concentrating on points

. of detail. In that context, this report can bring back into one place the three arms

of the project which were considered separately in the 1993 papers.

Structure of this report

Our four consultation papers dwelt in considerable detail on the defects of the
present law and on the need for reform. In view of the strong and broadly-based
agreement generated by our provisional proposals, it would be superfluous to
rehearse in this report matters which are analysed at length in the four earlier
papers. The various options for reform were canvassed in those papers and we need
only mention them in the course of this report as and when they arise.

In Part II we summarise and review the legal and social context in which the need
for reform has arisen, and we describe the broad approach to reform which we have
decided to adopt. In later parts we go on to provide a step-by-step guide to the new
legislative scheme which we recommend. For the most part our analysis will proceed
in the same order as the provisions of the draft Mental Incapacity Bill at Appendix
A. Part III deals with two concepts which are fundamental to our scheme. The first
of these is the meaning of “incapacity” and the second is the meaning of “best
interests”, when applied to substitute decision-making for persons without capacity.

In Part IV we discuss actions which can be undertaken, without formal or judicial

*  Government Response to the Report of the Select Committee on Medical Ethics (1994)

Cm 2553 pp 1, 3, 4, 5 and 6.

% Mentally Incapacitated and Other Vulnerable Adults: Public Law Protection, Consultation
Paper No 130, published on 14 May 1993.

4
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authority, by anyone responsible for the particular decision in question. Part V deals
with advance statements about health care, particularly the sort of statement often
described as an “advance directive” or “living will”. Part VI discusses serious
medical treatments and procedures which should always be subjected to
independent supervision. Part VII deals with powers of attorney which are intended
to continue in force after capacity has been lost (“continuing powers of attorney™}.
Part VIII describes a new court-based jurisdiction to make formal decisions or
appoint a substitute decision-maker where necessary. New powers enabling public
authorities to protect vulnerable adults from risk are considered in Part IX. Finally,
in Part X, we set out our suggestions for an appropriate judicial forum to administer
the various substantive legal remedies described in earlier parts of this report.’” A
summary of our recommendations can be found in Part XI, while at Appendix A
we attach the draft Bill which would give legislative effect to our recommendations.
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'7 Throughout this report we refer to the judicial forum which will administer the proposed

new jurisdiction as “the court™.

% See para 1.1 above.
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2.2

PART II
THE CONTEXT AND THE BASIC
APPROACH TO REFORM

(1) The Legal Context

This report seeks to provide a new set of coherent answers to a single question. The
question, put simply, is “who decides?”. Although it may be asked in a variety of
situations and for a variety of reasons, it arises whenever a person lacks the mental
ability to make a legally effective decision for himself or herself. There are various
supplementary questions which must then be put. “On what basis?” and “with what
formalities?” are examples of these. The types of decision which may be called for
can be divided into three broad categories: “personal welfare” decisions, “health
care” decisions and “financial” decisions. These categories prove useful in the brief
review of the present law conducted below, since there is a sharp contrast between
the legal context of problems about the financial affairs of a person without capacity,
and that of problems about personal or medical matters. There is a substantial body
of statute law in relation to financial decisions for people who lack capacity, while
the regulation of personal and health care decisions is left to some rather uncertain

provisions of the common law.

The Mental Health Act 1983

We made it clear in our original overview paper that discussion about the provisions
for compulsory admission to hospital and compuisory treatment for psychiatric
disorder which are contained in the Mental Health Act 1983 (“the 1983 Act”)
would form no part of the present project.’ It may be helpful if we restate our
approach here, in order to dispel any remaining suspicion that the main legal
context for this project can be found in that Act. The central provision of the 1983
Act governs the procedure for admitting to hospital any person suffering from
specified mental disorder “of a nature or degree which makes it appropriate for him

© to receive medical treatment in a hospital”.> A later provision establishes that “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”.’ Although many patients
detained in hospital under the Act may lack decision-making capacity, at least
temporarily and in relation to some matters, the doctors and social workers who
arrange their admission are not concerned with this question of capacity. The Act
asks instead whether it is “necessary for the health or safety of the patient or for the

protection of other persons” that he should receive treatment.* The distinction

Consultation Paper No 119, para 1.17.
2 Mental Health Act 1983, s 3(2)(a).
Ibid, s 63. Special safeguards apply to treatments listed in ss 57 and 58.

4 Ibid, s 3(2)(c).



2.4

between the general law about decision-making capacity and the policy of the 1983
Act was made crystal clear in a recent case involving a patient detained under
section 3 of the Act.” It was held by Thorpe ] that the patient did have capacity to
refuse the treatment being offered to her and was refusing it, but that she could
nevertheless lawfully be given it by virtue of section 63 of the Act because it was
“for” her mental disorder within the meaning of that section. Qur present report
does not re-open the policy decisions embodied in the treatment provisions of the
1983 Act. Although many people who lack mental capacity will have some form of
mental disorder, few of them will require compulsory treatment in hospital for that
disorder. Instead, we are addressing in this report the legal problems which result
from the fact that mental disorder may affect people’s decision-making capacity in
relation to a much wider range of issues. The law relating to mental incapacity and
decision-making must address quite different legal issues and social purposes from
the law relating to detention and treatment for mental disorder.

The “guardianship” scheme set out in section 7 of the 1983 Act can be applied to
mentally disordered people who are living outside hospital and it does address
matters other than treatment for mental disorder. Again, however, questions of
mental capacity have little relevance to these provisions. Guardianship enables a
social worker (or, much more rarely, a family member) to acquire three essential
powers. It cannot, however, be applied to the majority of people with a mental
disability, since the criteria require that where mental impairment is in question it
must be “associated with abnormally aggressive or seriously irresponsible conduct™.$
Nor do the three powers available to a guardian necessarily cover the range of likely

problems.”

A limited review of the 1983 Act was carried out by the Department of Health
during 1993, in response to several widely publicised incidents which involved
formerly detained patients living in the community. The review examined whether
the legal powers which are available under the Act are sufficient to ensure that
mentally ill people in the communiry receive the care they need, and whether new

powers are needed.? At the same time the House of Commons Health Committee

B v Croydon District Health Authority, 20 July 1994, Family Division, unreported judgment
of Thorpe J. This decision was upheld in the Court of Appeal (The Times 1 December
1994).

¢ Mental Health Act 1983, s 7(2) and s 1{2).

These are limited to (1) power to require the patient to reside at a place specified, (2)
power to require the patient to attend at places for medical treatment, occupation,
education or training and (3) power to require access tc the patient to be given (Mental
Health Act 1983, s 8(1)). See paras 9.46 - 9.52 below for further discussion of the 1983

Act’s guardianship scheme.

8 Written Answer, Hansard (HC) 13 January 1993, vol 216, col 731.

7
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was considering many of the same issues, and its report was published in July 1993.°
The Department of Health’s own report was published the following month,' its
main recommendation being that there should be a new “supervised discharge”
arrangement for mentally ill people who need continuing support on being
discharged from hospital.'! The mischief the new power is intended to address is the
fact that “failure of the care of a mentally ill person may well mean catastrophe for
that person and others affected”.'? Legislation to provide for “supervised discharge”
will be brought forward in the current session of Parliament."” In that context, the
Government has reviewed the guardianship scheme in the 1983 Act and formed the
preliminary view that no immediate amendments should be made."*

Neither the existing guardianship scheme nor the proposed supervised discharge
scheme revolve around the concept of legal incapacity. As the Department of Health
review team said, the guardianship provisions of the 1983 Act already embody “the
principle of supervised care in the community”, with which the proposed new power
is consistent.'® This principle of “supervised care” addresses the need to control the
decisions which some people might make. This is entirely different from providing
for what should happen when people are unable to make their own legally effective
decisions. Neither guardianship nor supervised discharge addresses the need for

substitute decision-making which is the focus of our project.

Part VII of the 1983 Act constitutes a self-contained statutory scheme for the
management of the “property and affairs” of patients by the Court of Protection.
This scheme is in fact concerned with substitute decision-making for people without
capacity, and we discuss it further below.'®

The 1983 Act also contains some short term protective powers which we will

consider later in this report, in connection with other existing powers of emergency

Fifth Report of the Health Committee, Community Supervision Orders, (1992-93) HC
667-1.

Department of Health, Report of the Internal Review, Legal Powers on the Care of Mentally
Il People in the Community (August 1993).

W Ibid, para 8.15.

12 Ibid, para 11.10.

3 The Queen’s Speech, Hansard (HL) 16 November 1994, vol 559, col 3.

1 Letter from Department of Health (Administration), dated 21 October 1994, with annex,
“Mental Health Act Guardianship: A Discussion Paper”. Comments invited before 31
January 1995,

Report of the Internal Review, op cir, para 11.8.

16 See paras 2.9 - 2.13 and also paras 8.31 - 8.40 below.

8
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intervention.!” We will be recommending a new, properly integrated set of
emergency powers which would make the powers now contained in sections 115
and 135(1) of the Mental Health Act 1983 redundant.

It follows that a few of the provisions of the 1983 Act do, more by accident than by
design, form part of the legal context within which this project is set. It can easily
be seen, however, that the Act in no sense provides a general decision-making
jurisdiction to govern the many issues which can arise when a person lacks legal
decision-making capacity.

The Court of Protection

The Court of Protection is not a court, but an office of the Supreme Court with a
long and venerable pedigree.'® The “lunacy” jurisdiction originally exercised by the
Court of Protection and its predecessors in title was part statutory and part inherent,
derived from the Royal Prerogative. The prerogative powers extended to the body
as well as the estate of a patient. Over time, however, the jurisdiction of the Court
of Protection became wholly statutory.'® It also became restricted to questions of
“property and affairs”.?° This very significant limitation has recently come to appear
problematic.”!

The statutory jurisdiction is couched in very wide terms. It can be invoked when the
judge is satisfied after considering medical evidence that a person is incapable by
reason of mental disorder of managing and administering his property and affairs.?
The judge may then “with respect to the property and affairs of a patient, do or
secure the doing of all such things as appear necessary or expedient (a) for the
maintenance or other benefit of the patient, (b) for the maintenance or other benefit
of the patient’s family, (¢) for making provision for other persons or purposes for
whom or which the patient might be expected to provide if he were not mentally
disordered, or (d) otherwise for administering the patient’s affairs”.*® There is a

Y See Part IX below.

The title “Court of Protection” dates only to 1947, before which point the office was
known as the “Management and Administration Department” (Heywood and Massey, Court
of Protection Practice (8th ed 1961) p 8). A useful brief history is offered at pp 5 - 9 of this
edition of the standard practice text.

¥ It is now set out in Part VII of the Mental Health Act 1983.

20 It was authoritatively established in Re F (Mental Patient: Sterilisation) [1990] 2 AC 1 that
the word “affairs” in the phrase “property and affairs” includes “only business matters,
legal transactions and other dealings of a similar kind”; per Lord Brandon of Oakbrook at
59,

2l See paras 2.18 - 2.23 below on perscnal welfare and health care decisions.

22 Mental Health Act 1983, s 94(2). The Act refers to such a person as a “patient”.

® Ibid, s 95.
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specific power to appoint a “receiver” with particular powers conferred by the
judge.?*

It has been noted that this widely-stated jurisdiction cannot encompass decisions
other than those of a financial or business nature. It is also a matter of concern that
the jurisdiction is premised on an assumption that capacity is an all-or-nothing
status. No provision is made for a partial intervention in a person’s affairs, limited
in scope or in duration because the person concerned has partial or fluctuating
capacity.? It can be difficult for a patient to obtain a discharge, the test being “Is
the patient now capable of managing and administering his property and affairs?”.%
Nor does the Court permit a patient to execute an enduring power of attorney over
any of his or her property, since this would conflict with the global approach it takes
to each case. It traditionally requires full disclosure of all the patient’s assets and
almost invariably requires control of any capital assets to rest with the Public Trust
QOffice. Those to whom receivership powers are delegated must usually give security
and submit detailed yearly accounts. The costs of this highly protective system of
state supervision are charged to the patients.?” The affairs of some 30,400 patients

are currently managed in this way.?®

We were repeatedly told on consultation that many carers and disabled people are
most anxious to avoid any involvement with the Court of Protection; they are afraid
of its costs and they do not understand its procedures, particularly the complex
relationship between the Court and the Public Trust Office. Many complained that
the Court has a single location in central London, whereas they wanted a local and
“user-friendly” venue.

The present jurisdiction of the Court of Protection is arguably too limited, in that
it can only address financial and business issues, and yet too wide, in that it does
not cater for partial and limited interventions. The present procedures do not appeal
to many who might benefit from the exercise of the jurisdiction, and the status of
the Court as an office of the Supreme Court is confusing and anomalous. Before
discussing our basic approach to solving these problems, we turn to consider the

M Ibid, s 99.

% There is authority to the effect that once under the jurisdiction of the Court of Protection
a patient cannot be bound by any act of his or her own done in relation to his or her
property, even if the act was in fact done when the patient had capacity to do it, Re Walker
[1905] 1 Ch 160 and Re Marshall [1920] 1 Ch 284.

% Heyawood and Massey, Court of Protection Practice (12th ed 1991) p 61.

%1 The National Audit Office has recently reported on the performance of the Public Trust
Office and identified a number of areas where improvements could be made (National

Audit Office, Looking after the Financial Affairs of People with Mental Incapacity (1994)).

3 National Audit Office, op cit, para 1.4 and figure 1. Figures as at 31 March 1992,

10
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other mechanisms available where financial decisions need to be made.

Enduring powers of attorney (“EPAs™)

Since the coming into force of the Enduring Powers of Attorney Act 1985 (“the
1985 Act™), a person with capacity may appoint an “attorney” to manage his or her
finances even after the person who has made the appointment loses mental
capacity.?? In such cases there may be no need for an order of the Court of
Protection. The system of state supervision, and its concomitant costs, can largely
be avoided. Some safeguards for donors, mostly administrative in nature, are carried
out by the Public Trust Office on behalf of the Court of Protection. This new
statutory scheme has proved popular, with the number of registered Enduring
Powers of Attorney steadily rising since their introduction in 1986. 15,000 have

already been registered,’® and many more will have been executed by now.

The present EPA scheme, like the jurisdiction of the Court of Protection, is limited
to property and business matters. While there is no reason why a person could not
give an attorney the power to take decisions about non-financial matters, such as
medical or residence decisions, the 1985 Act scheme for enduring powers of attorney
only extends to “property and affairs”.?’ Enduring powers of attorney are
particularly attractive to older people or to those with a progressive illness who wish
1o organise their affairs in advance by involving a trusted adviser or family member
rather than a judicial forum or administrative agency. At present, these wishes may
be fulfilled so far as money matters are concerned. Effective long-term arrangements
about health care matters or, for example, where to live are, however, ruled out. It
is also a matter of concern that the 1985 Act, like Part VII of the Mental Health Act
1983,%2 adopts an all-or-nothing attitude to capacity.”® In addition, there are cogent
arguments in favour of rationalising and simplifying the statutory safeguards which
were imposed when the scheme was created nearly ten years ago.>* A number of our
respondents also regretted the fact that the decision-making scheme in Part VII of

* The common law rule is that the supervening incapacity of the principal terminates the

authority of any agent, Yonge v Toynbee [1910] 1 KB 215.

3 National Audit Office, op cit, para 2.20.
3 Tt therefore follows from the decision in Re F on the meaning of the phrase “property and
affairs” that personal and medical matters are excluded. See para 2.9 and n 20 above,

32 See para 2.11 above.

*  Although a donor of an EPA does retain power to do most things which he or she has
capacity to do, the 1985 Act specifies that once an enduring power of attorney has been
registered with the Court of Protection the donor may not revoke it without
“confirmation” of the Court, nor alter its scope in any way (Enduring Powers of Attorney
Act 1985, s 7(1)(a) and (c)). This bar operates regardless of the donor’s actual capacity to
revoke or amend the power, although confirmation cannot be refused if the revocation is
(apart from the confirmation) valid (s 8(3)).

3 See Consultation Paper No 128, paras 7.4 - 7.23.
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the 1983 Act and the EPA scheme in the 1985 Act operate, quite unnecessarily, as
mutually exclusive procedures. There was support for flexibility, or what we called
in our consultation paper “switching jurisdictions”,’” as between a court-based

scheme and one allowing for the appointment of an attorney with enduring powers.

Social Security appotniees

The present law offers a further solution in relation to money deriving from state
benefits, If a person who is in receipt of or entitled to such benefits is “unable to
act” then the Secretary of State for Social Security may appoint another person to
act on that person’s behalf.*® That other person may then collect the benefits and
use them for the benefit of the claimant. Concern has been expressed about the
nature of the enquiries conducted before such appointments are made, and about
the absence of regular supervision or monitoring of the performance of appointees.”’

Access to funds

A number of statutory schemes provide for money accruing due to a person without
capacity to be paid instead to a suitable person.’® Some privately managed pension
schemes or insurance policies may make provision in the contract between the
customer and the company for payments to be made to someone other than the
customet, in the event of the customer lacking mental capacity when payments fall
due, Some of the larger building societies make similar provision in their contractual
arrangements with customers. Such arrangements are far from universal and in our
opinion there is scope for a standard statutory scheme offering institutions
protection from liability if funds are released to enable a customer to be cared for.*

Personal welfare and health care decisions

We have now described the various procedures whereby the financial affairs of a
person without capacity can be resolved within the law as it stands at present. There
is no statutory scheme for the making of a non-financial decision on behalf of a
person who cannot decide for himself or herself, or for the appointment of a
substitute decision-maker with continuing powers. Nearly 25 years ago the United
Nations Declaration on the Rights of Mentally Retarded Persons proclaimed that “the
mentally retarded person has a right to a qualified guardian when this is required

¥ Ibid, para 5.34,

3% Social Security {(Claims and Payments) Regulations 1987 (SI 1987 No 1968), reg 33.

37

See the analysis by R Lavery and L Lundy, “The Social Security Appointee System”
[1994] T Soc Wel & Fam L 313.

3 See for example Mental Health Act 1983, s 142; Local Government Act 1972, s 118;
Clergy Pensions Measure 1961, s 36; Parliamentary and other Pensions Act 1987 (and
regulations thereunder); Industrial and Provident Societies Act 1965, s 26 and National
Savings Bank Regulations 1972 (81 1972 No 764), reg 7(4).

¥ See paras 4.12 - 4.21 below.
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to protect his personal well-being and interests”,*® thereby identifying the right to
a guardian as one of a number of rights which disabled people should possess. The
word “guardian” refers to a person who is granted legal powers to take decisions on
behalf of a person whose disability affects his or her legal competence. We have seen
that the Court of Protection has jurisdiction to make all necessary provision
regarding the financial “interests” of a person without capacity, especially by
appointing a “receiver” to deal with matters for the patient. In contrast, the only
form of guardianship to protect “personal well-being” which is currently available
in England and Wales is guardianship under the Mental Health Act 1983. Statistics
indicate a negligible recourse to these provisions, although the number of annual
applications is steadily increasing. There were only 228 new cases of reception into
guardianship in the year 1992-3.* We have suggested above that the guardianship
scheme contained in the Mental Health Act was not principally designed to provide
a disabled person with a proxy decision-maker but to enable a mentally ill person
to live safely in the community.** Since it is apparent that the present state of
English law offends against the spirit, if not the letter, of the United Nations
Declaration,*? it is important to understand how this situation has come about.

Under ancient prerogative powers of the Crown, delegated to the Iord Chancellor
by the issue of a Royal Warrant under the Sign Manual, it used to be possible to
appoint both a “committee of the person” and a “committee of the estate” for
anyone found to be “of unsound mind and incapable of managing himself and his
affairs”.* In 1957 a Royal Commission (the “Percy Commission™) reported that 19
patients had committees of the person.*> A much more significant number, some
2,800, were subject to “guardianship” under the Mental Deficiency Acts.*® These
Acts gave a guardian all the powers of a parent over a child under fourteen years of
age.

The Percy Commission’s approach to non-financial guardianship was to treat it
exclusively as an aspect of “compulsory control”. The intrusive nature of plenary

legal guardianship is still often stressed. One commentator has called it “the most

“ 1971 UN General Assembly 26th Session, Resolution 2856, para 5.

“1 Department of Health statistics, “Guardianship under the Mental Health Acts 1959 and
1983” (1993) Table 3.
42

See para 2.4 above.

4 See further M J Gunn, “Mental Health Act Guardianship: Where Now?” [1986] ] Soc
Wel L 144, 151.

*  Lunacy Act 1890, s 90(1) (emphasis added).

4 Report of the Royal Commission on the Law relating to Mental Illness and Mental
Deficiency (1957) Cmnd 169 para 255 n 15.

% Ibid, p 314, table 5a.
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extensive form of legal control of the person outside institutional commitment”.*’

The other side of the guardianship coin, however, is “guardianship as protective
advocacy”,*® a civil right of those in need, as depicted in the UN Declaration. This
benign, rights-based type of guardianship does not feature at all in the Percy
Commission recommendations which led to the Mental Health Act 1959. That
Commission commented that “compulsory control over patients receiving
community care should not often be necessary”.*® The philosophy of the 1959 Act
was that compuisory measures should only be put into operation where necessary,
which was taken to refer to situations where actual coercion was required. To that
end, any “guardian” under the Mental Health Act 1959 had all the powers of a
father over a child under 14. When the Mental Health Act 1959 came into force,
the Royal Warrant under the Sign Manual was revoked.

In the governmental review of the operation of the 1959 Act which preceded the
enactment of new mental health legislation in the early 1980s, it was noted that the

. numbers of those with a guardian had steadily declined.”® In the new legislation,
_ guardianship was again approached as a subset of the compulsory powers which

were being updated and improved. The powers of a guardian were severely cut back
and the categories of people who could be received into guardianship were radically
restricted. Guardianship cannot now be used for clients who suffer from any form
of arrested or incomplete development of mind unless it is associated with
“abnormally aggressive or seriously irresponsible conduct”.’* Unless the meaning of
these words is distorted, the vast majority of those with a learning disability (mental
handicap) will be excluded from guardianship. The benign side of the guardianship
coin was nowhere in evidence in the new legislation. The present state of the statute
book therefore reflects a single-minded view of personal guardianship as a method
of restricting civil rights and liberties rather than as a method of enhancing them.

A guardian under the Mental Health Act 1983 now has power “to require” the
patient to do two particular things: to reside at a specified place and to attend at
specified places for medical treatment, occupation, education or training. In
addition, the guardian has power “to require” access to the patient to be given to

“” Robin Creyke, “Guardianship: Protection and Autonomy - Has the Right Balance Been

Achieved?” in J Eekelaar and D Pearl (eds) An Ageing World: Dilemmas and Challenges for
Law and Social Policy (1989) p 545,

* M Fisher, “Guardianship under the Mental Health Act Legislation: A Review” [1988] ]
Soc Wel L 316, 325.

¥ Op cit, para 832,

%0 Review of the Mental Health Act 1959 (1978) Cmnd 7320 para 4.7. Only 133 people
were subject to guardianship in 1978 (S Millington, Guardianship and the Mental Health
Acr 1983 (1989) p 4).

! Mental Health Act 1983, s 7(2)(a) and s 1(2).
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doctors, social workers or other specified persons.>® It is important to note that this
form of guardianship is not structured to allow the “patient’s” family to intervene.
The assumption is - wrongly - that they are already in charge; thus Mental Health
Act guardianship is there to allow others to take over from them. In conformity with
the philosophy behind this part of the legislation, there is also no assumption that
the patient is unable to take any of these decisions for himself or herself, but rather
that, left alone, the decision made would be inconsistent with his or her own

“welfare” or the protection of other persons.”?

Although English law acknowledges that legal difficulties may arise where a person
is incapable of making decisions about his or her financial affairs, such statutory
provision as we now possess in relation to personal or medical matters is restricted
to the quite different difficulties which are caused where a person has a psychiatric
disorder leading to self-destructive or dangerous personal decision-making. What
happens when a person is simply incapable of taking any decision about where
might be the best place to live, or about whether consent to a particular medical
procedure should be given? The consequences of the whittling away of any
comprehensive protective guardianship scheme for non-financial decisions became

all too clear in the leading case of Re F.**

The declaratory jurisdiction

The High Court has both an inherent and a statutory jurisdiction to make a
declaration as to whether an act is lawful or not.”® In Re F it was held in the House
of Lords that since English law has no procedure whereby a substitute or proxy can
be appointed to take medical decisions for an incompetent patient, the declaratory
jurisdiction should be used to fill the gap.>® A High Court declaration to the effect
that it would not be unlawful to perform a sterilisation operation on an adult who
lacked the mental capacity to consent to its being performed was upheld in both the
Court of Appeal and the House of Lords.

A declaration by the High Court does not answer the question “who decides?”. Nor
does it answer the question “what will be best?” It has been said that “the essence

2 Ibid, s 8(1).
5 Ibid, s T(2)(b).

' Re F (Mental Patient: Sterilisation) [1990] 2 AC 1.
3 The statutory version is governed by Ord 15 r 16 of the Rules of the Supreme Court. The
House of Lords, however, has held that reference to the statutory provision is not
necessary (Re F (Mental Patient: Sterilisation) [1990] 2 AC 1, 66).

5 Re F (Mental Patient: Sterilisation) [1990] 2 AC 1, 65, per Lord Brandon of Qakbrook. All
three members of the Court of Appeal had expressed the view that the declaration
procedure was not satisfactory and that a new Rule should be drafted, enabling the High
Court to approve or disapprove a proposed medical procedure. See especially the speech
of Lord Donaldson of Lymington MR, pp 20-21.
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of the jurisdiction is that the court is like a camera photographing the relevant legal
terrain. It registers what exists, and declares what it finds”.%" In spite of the fact that
the declaration cannot change anything, the court has expressed the view that
certain serious procedures should always be referred to it for a declaration in
advance.”® It has also expressed a willingness to respond to new and difficult
dilemmas, such as those which may arise when a patient who has now lost capacity
appears to have refused consent to a particular procedure being performed.”® The
declaration procedure has now been used in several reported cases about the
cessation of artificial sustenance for a patient in a persistent vegetative state.®® It has
been used to clarify the effect of purported refusals of treatment.®! It has also been
invoked where the parents of a disabled woman who was alleged to lack capacity to
decide for herself were in dispute as to whether she was being prevented from
having contact with her mother. Although that case never came to a full hearing,
Eastham ] accepted that there was jurisdiction in the High Court to make a
declaration about such a matter.®? In yet another recent case declarations were

. sought as to whether a stroke victim should remain within the jurisdiction to receive

treatment and care at his home in England.**

Conversely, the court has displayed some anxiety to restrict the availability of
declarations and it has told applicants that no declaration is needed in a number of
cases.®* This is perhaps the best illustration of the severe limitations on the
usefulness or desirability of the declaratory jurisdiction, except in so far as it is a
necessary stop gap while more permanent measures are devised. If a person

- proposes to do something and doubts whether it would be lawful then a declaration

may be granted confirming that it would be lawful. Alternatively, a declaration may

” F Bennion, “Consent 10 Surgery on a Mentally Handicapped Adult” (1989) 133 SJ 245,
246.
% Namely, sterilisation for contraceptive purposes (Re F (Mental Patient: Sterilisation) [1990]
2 AC 1) and the withdrawal of artificial feeding from a patient in a persistent vegetative
state (Aiwredale NHS Trust v Bland [1993] AC 789). The Official Solicitor has stated that
20 applications for a declaration in connection with a proposed sterilisation operation were
made berween 1989 and 1993 (House of Lords Select Committee on Medical Ethics
{1993-94) HL 21-II p 191).

% Re T (Adult: Refusal of Treatment) [1993] Fam 95, 115.

0 Airedale NHS Trust v Bland [1993] AC 789; Frenchay NHS Trust v S {1994] 1 WLR 601
and Swindon and Marlborough NHS Trust v S, The Guardian 10 December 1994,

St Re T (Aduir: Refusal of Treatment) [1993) Fam 95; Re S (Adult: Refusal of Trearment)
[1993] Fam 123; Re C (Adult: Refusal of Trearment) [1994] 1 WLR 290; Secretary of State
Jor the Home Department © Robb, The Times 21 October 1994,

%2 Re C (Mental Patient: Contact) [1993] 1 FLR 940.

% Re 8, 26 September 1994, Family Division, unreported judgment of Hale J.

% Those involving adults are Re SG (Adult Mental Patient: Abortion) [1991] 2 FLR 329 and
Re GF (Medical Trearment) [1992] 1 FLR 293 (proposed hysterectomy).
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be refused on the basis that no such declaration is needed. In either case, the court
is quite unable either to decide what steps should be taken or to give the applicant
or anybody else the authority to take decisions in the future. This result is a far cry
from what the UN Declaration identifies as “the right to a qualified guardian”.

Protective powers

The UN Declaration states that “the mentally retarded person has a right to
protection from exploitation, abuse and degrading treatment”.% Careful regard to
this principle of protection permeates all the recommendations for the reform of the
public law we will be making in Part IX below. We have also borne it in mind,
however, when considering the present state of our private law for substitute
decision-making on behalf of an incapacitated person. As we pointed out in our
overview paper, this obligation of protection is often described as being inherently
at odds with the equally important right to maximum freedom and autonomy.®

Statutory provisions already exist to give public officials powers to take protective
measures in order to help vulnerable people. However, we have no confidence at all
that these powers strike the appropriate balance between the protection principle
and the autonomy principle. Two of the powers are to be found in the Mental
Health Act 1983: a power to enter and inspect premises in which a mentally
disordered person is living® and a power to apply for a warrant to enter premises
and remove a patient to a place of safety.®® There is also an ageing power to apply
for a “removal order” in the National Assistance Act 1948,% linked to an ex parte
version of the same power in the National Assistance (Amendment) Act 1951. This
power arises in relation to people who are suffering from grave chronic disease or
people who are aged, infirm or physically incapacitated, and are living in insanitary
conditions, In either event it must also be shown that they are unable to devote
proper care and attention to themselves, and are not receiving it from others. There
is no need to show that they are lacking in capacity, or even that they are mentally
disordered. The power may therefore be invoked against those who choose, in the
exercise of their own free will, to live in situations which others find “insanitary” or
to enjoy care and attention which others find less than “proper”. This is
objectionable. So, too, is the fact that the power may not apply to some vulnerable
persons who are at risk of harm but do not fall within the wording of the section.
If, for example, a mentally disabled person is in a sanitary home and is not suffering

% Declaration on the Rights of Mentally Retarded Persons, 1971 UN General Assembly 26th
Session, Resclution 2856, para 6.

66

Consultation Paper No 119, para 1.12,
% Section 115.
%  Section 135(1).

% Section 47.
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from grave chronic disease then nothing can be done, however vulnerable he or she
may be to abuse or exploitation. We believe that a new set of modern and
acceptable emergency protective powers should be introduced. The exercise of these
powers would serve where necessary as a preliminary to invoking the new decision-
making jurisdiction, if it should transpire that the person who appears to be in need
of protection in fact lacks decision-making capacity.

Other countries

Over the past twenty years or so it has been recognised in many other countries that
there is a need to create a legal framework within which decisions concerning the
welfare of incapacitated adults can be taken. We described several of these schemes
in our overview paper’® and new legislation has been introduced in a number of
different jurisdictions since that time.”! Many of these schemes have resulted from
law reform projects similar to our own and we have found it instructive to examine
the range of statutory provisions adopted elsewhere in the world.

In September 1991 the Scottish Law Commission published a Discussion Paper’®
which examined existing Scots law in relation to decisions about the personal
welfare and financial affairs of mentally disabied adults who lack legal capacity.”? In
August 1993 that Commission published a second Discussion Paper™ in which it
sought comments on “public law protection” proposals broadly comparable to those
in our Consultation Paper No 130. We have worked closely with the Scottish Law
Commission and we both aim to produce recommendations which are founded on
mutually consistent principles, while taking into account differences in law and
procedure on each side of the border. In particular, the history of the law of
“personal guardianship” has been different in Scotland. Guardianship under the
mental health legisiation in Scotland is not structured so as to rule out the majority
of those with mental handicap (learning disability).”” Nor were the ancient common
law powers of the courts to appoint “tutors” or “curators” (the Scots equivalents to

" Consultation Paper No 119, Part V.

"1 See for example Ontario’s Substitute Decisions Act 1992, British Columbia’s Adult

Guardianship Act 1993 and South Australia’s Guardianship and Administration Act 1993.
In March 1994 the former Chief Judge of the Family Court of Japan visited us to discuss
the need for new legal provision for Japanese citizens who lack mental capacity, in
accordance with Japan’s international obligations under the UN Declarations on the
Rights of Mentally Retarded Persons and on the Rights of Disabled Persons.

2 Discussion Paper No 94, Mentally Disabled Adults: Legal Arrangements for Managing
their Welfare and Finances.

7 Ibid, para 1.1,

" Discussion Paper No 96, Mentally Disordered and Vulnerable Adults: Public Authority
Powers.

75 See Mental Health (Scotland) Act 1984, ss 36 and 1(2). The effect of these provisions is
that anyone with mental iliness or mental handicap might be a candidate for guardianship.
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committees of the person or estate) ever superseded by statute in such a way that
they could not be resurrected when the need for them recently reappeared.” Even
the provisions for enduring powers of attorney are different: in Scotland it is already
possible to create a power of attorney over non-financial matters which can outlast
the donor’s incapacity.”” The result is that although we are satisfied that we are at
one with our Scottish counterparts on matters of principle, the details of the

legislative schemes we will be recommending will display significant differences.

(2) The Social Context

We will now turn to consider some of the social background to the existing law

- about mental incapacity and decision-making. This will show how a number of

different changes and developments have highlighted the gaps and deficiencies in
this area of law, and have exposed the pressing need for reform which was identified
by respondents to our overview paper.

Community care

Two distinct social policies are often brought under the single heading of
“community care”. The first, and by far the older, is the policy of discharging
mentally disordered and mentally handicapped people from large, isolated hospitals.
This has already resulted in extensive change to the ways in which mentally ill and

 mentally disabled people are cared for.” In the days when most people with mental

disabilities or illnesses lived in highly-regimented institutions issues about decision-
making or the need for a substitute decision-maker were not likely to arise. Living
in the community offers greatly increased opportunities for decision-making. Many
people with mental disabilities or mental health problems are quite able to take
many of the decisions which crop up in everyday life by themselves, or with support,
guidance and training where these are needed. People with disabilities living in the

© community may, however, sometimes be called upon to perform acts of legal

significance which highlight a problem about legal capacity. A lengthy tenancy
agreement may have to be signed, the local doctor may be worried about the
patient’s capacity to consent to treatment, the bank manager may be doubtful about
a prospective customer’s capacity to enter into a contract for banking services.
Moreover, the existence of choices inevitably means the possibility of disagreement
about which choice is best. In the course of our consultation, we were repeatedly
told that disputes and disagreements arise about the most appropriate living

" See Adrian D Ward,“Tutors to Adults: Developments” (1992) 33 SLT 325.

7 See Law Reform (Miscellaneous Provisions)(Scotland) Act 1990, s 71(1). This statutory
provision was intended, however, to be an interim measure pending review of the law by
the Scottish Law Commission. See further Discussion Paper No 94, op cit, para 5.5.

8 In 1981 there were on average 48,000 NHS beds available each day for those with
learning disability; in 1990-91, 23,000. The numbers of those being discharged from
mental illness and learning disability hospitals and units after stays of five or more years
continue to rise. Soctal Trends 23 (1993), tables 7.27 and 7.32 respectively.
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situation for a person with a disability. Options might be a hospital, a group home,
supported independent living or sharing with one of a number of relatives. Such
disputes may arise between relatives, or between a relative and the local social
services authority.

The second policy which the rubric “community care” now embraces involves rather
wider questions about the way in which social care needs should be determined and

+. provided for. It has been summarised as a policy of “providing the right level of

234
- way of discharging the obligation to protect those who cannot protect themselves.

235

intervention and support to enable people to achieve maximum independence and
control over their own lives”.”™ Fundamental legislative change was effected by the
National Health Service and Community Care Act 1990. Most of the provisions of
this Act were implemented in April 1993, towards the end of our consultation
process. Government guidance issued to accompany the legislation states that the
new approach “seeks to recognise the individuality of need by challenging
practitioners to identify the unique characteristics of each individual’s needs”.®
Against this modern thinking, most of the older legislative provisions we have

reviewed above are shown to be sorely wanting.
The now discredited practice of committing people to institutional care was also a

Community living may expose people to new or at least different dangers of abuse.
Some of our respondents expressed concern about what has been called the
“abusive normalisation” of disabled people. This means that they are being exposed
to risks which they are ill-equipped to guard against because of an ideology of non-
intervention on the part of service providers or advisers, who place the autoenomy
principle above everything else. Community care in fact requires the difficult
balance between autonomy and protection to be struck at an entirely new point.

Demographics

In common with many developed countries the United Kingdom has an ageing
population. Of particular significance for this project is the startling rise in the
proportion of the population aged 80 and over (2.3% of the population in 1971,
3.7% in 1991), a rise which is predicted to continue at a sharp angle (to 4.7% in
2011 and 6.9% in 2031).3 All studies agree that both the prevalence and the
incidence rates of dementia increase exponentially with age.’ The implications of

™ Caring for People: Community Care in the Next Decade and Beyond (1989) Cm 849 para 2.2.

8 Department of Health Social Services Inspectorate and Scottish Office Social Work
Services Group, Care Management and Assessment: Summary of Practice Guidance (1991) p

11.
8 Soctal Trends 24 {1994), table 1.4.

2 D W K Kay, “The epidemiology of dementia: a review of recent work” (1991) 1 Reviews

in Clinical Gerontology 55, 63.
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this population trend for many areas of social provision are already under scrutiny.®?
Elderly people with dementia suffer a progressive loss of mental capacity, so that an
increasing number of decisions about their personal care, health care and finances
inevitably fall to be made by others.

By the end of the 1980s the policy of care in the community was being explicitly
applied to the provision of services for elderly people, with legislative endorsement
in the National Health Service and Community Care Act 1990.%* This development
has implications for the ways in which the care of elderly people is funded. While
it is a principle of our national insurance system that Aealth service provision should
be mainly free at the point of use, no such principle applies to social care provision.
Local authorities can charge elderly people for all the most important services
supplied to them, and they have a duty to charge for the provision of residential
care.®” It should not be assumed that most elderly people will lack the means to pay
for services. The average real net income of pensioners grew by nearly a third

- between 1979 and 1987, with income from occupational pensions and savings

growing particularly rapidly.®® It has also been estimated that by the year 2001
nearly two-thirds of those over 65 will be owner-occupiers,®” many owning most if
not all of the equity in the house where they live. The value of a home is taken into
account when a person’s means to pay for residential care are assessed.® It seems
inevitable that complex decisions about the management and disbursement of the
funds of elderly people who lack mental capacity will in future be necessary in many
more cases. Moreover, financial decisions will increasingly have to be taken in
explicit association with decisions about residential or other services, something
which cannot be achieved under the present arrangements for decision-making by
the Court of Protection.

¥ See for example F McGlone and N Cronin, A4 Crisis in Care? The Future of the Family and

State Care for Older People in the European Union (1994) Family Policy Studies Centre and
Centre for Policy on Ageing, suggesting that the German policy of compulsory long-term
insurance merits consideration.

8 A Tinker, C McCreadie, F Wright and A V Salvage, The Care of Frail Elderly People in the
United Kingdom (1994) p 11.

8 National Assistance Act 1948, ss 22 and 26. If a resident cannot pay the standard charge

then the local authority must assess ability to pay under a statutory means test (National

Assistance (Assessment of Resources) Regulations 1992 (SI 1992 No 2977)).

8 F McGlone, Disability and Dependence in Old Age: A demographic and social audiz, Family

Policy Studies Centre Occasional Paper 14 (1992) p 31.

8 Ibid, p 36.
88 There is provision for the value of any premises occupied by a third party (for example, a
spouse/partner or incapacitated or elderly relative) to be disregarded where the local
authority considers it reasonable to do so (National Assistance (Assessment of Resources)
Regulations 1992 reg 21(2) and Sched 4 para 18). There is also provision to take into
account the value of any asset alienated by the resident in order to decrease any liability to
pay charges (reg 25(1)).
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Medical advances

The third significant change which has exposed a need for reform of the law 1s the
onward march of medical science. The lives of many people who would in earlier
times have died from trauma or disease can now be saved. Some, however, will
survive with impaired mental capacity or even in a “persistent vegetative state”
where they can express no decision about what should happen to them in future.
The sad litigation about Tony Bland®® came to an end shortly before the publication
of our consultation paper on medical treatment and it highlighted the fact that
statute does not explain how decisions may be lawfully made in such situations. In
the House of Lords, Lord Browne-Wilkinson expressed grave concern about the
legal problems cast up by “modern technological developments” and said that it
seemed to him “imperative that the moral, social and legal issues raised by this case
should be considered by Parliament”.?® The case generated much comment from
our consultees and we have no doubt that there is a clear need for a decision-

making procedure for those who are unconscious or quite unable to express any

<. decision, although they may not suffer from any condition which would be thought
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- of as mental illness or handicap.

The achievements of medical science have also created difficult dilemmas about the
appropriate measure of medical care which should be given at the end of life,
particularly where unconscious or incapacitated people have, in advance, indicated
an unwillingness to be kept alive once their health has deteriorated. The House of
Lords Select Committee to which we have already referred®’ carried out a wide-
ranging examination of a number of the “medico-legal” issues which the present
state of medical science has thrown up. We have also been impressed by the great
public interest in “living wills” and have taken note of international moves towards
the acceptance and regulation of such documents.

A further aspect of the march of medical science is evidenced by the fact that certain
procedures are now possible and are in fact being performed by medical personnel
in spite of the fact that, as the law now stands, they are probably unlawful. It seems
wholly unsatisfactory that respected doctors and scientists should carry out
procedures of dubious legality with the approval of ethics committees and with
funding from responsible professional bodies, all of them believing the procedures
to be both ethical and reasonable. The prime example of this problem is the
carrying out of research on a person who is incapable of consenting to what is done,
where the research is not intended to benefit the individual participant but rather
to ensure better treatment or care for other people in the future. Another example
is the mechanical ventilation of an unconscious and dying person, where this is done

8 Airedale NHS Trust v Bland [1993] AC 789.
0 Ibid, pp 878-880.

? See para 1.7 and n 13 above.
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in order that donated organs can be maintained in a usable state.’® Yet another is
the performing of tests for genetic disorders on someone who is unable to consent
to what is proposed, and where the tests are performed to benefit another family
member or a wider segment of the population. The present law allows a doctor to
effect any treatment which is in the best interests of a person who cannot consent,
but it is most unlikely that there is any legal justification for the performance of
procedures such as those described above, since they do not purport to promote the
best interests of the particular patient. We believe that this unhappy state of affairs
must be resolved by a clear statement of what the law does and does not permit.

The “rights” agenda

Another social change has further exposed the defects of our existing law. We have
mentioned the UN Declaration of 1971 on the Rights of Mentally Retarded
Persons.?® This takes its place within a considerable body of international opinion
which identifies unacceptable discrimination in the ways in which those who have
mental disabilities (and especially mental illness) have been dealt with in the past
by medical practitioners, the law and society as a whole. “Civil rights” arguments
were cogently deployed in order to achieve the legislative change which is now
embodied in the Mental Health Act 1983.%* More topically, the “rights” agenda is
the driving force behind the Government’s introduction of a Citizen’s Charter,
which emphasises that users of public services are entitled to certain standards of
information and service. Many local and voluntary organisations are also adopting
“charters” which stress the obligations of providers to consumers of services.”® The
National Health Service and Community Care Act 1990 and the Government’s
policy guidance on that Act both make it clear that those who are charged with
arranging community care services must consult with those who will use or benefit

from them.”

2 Often referred to as “interventional” or “elective” ventilation. In October 1994 the

Department of Health issued a guidance note referring to “some instances™ of this practice
being carried out and advising that “in cases where the clinician’s intention in referring the
patient to intensive care is not for the patient’s own benefit but is to ensure his or her
organs can be retrieved for transplantation the practice would be unlawful”; NHS
Executive HSG(94)41. See further paras 6.23 - 6.24 and 6.26 below.

*  See para 2.18 above. In 1975 the UN made a further Declaration on the Rights of
Disabled Persons, while in 1991 the General Assembly adopted Principles for the protection
of persons with mental illness and the improvement of mental health care (Resolution 46/119 of
17 December 1991).

#  See the account given by L Gostin, “Contemporary Social Historical Perspectives on

Mental Health Legislation” (1983) 10 J Law & Soc 47,

% For a useful discussion see A Wertheimer, Speaking Out: Citizen Advocacy and Older People

(1993) ch 2,

% 1990 Act, s 46(2). Comnusuty Care in the Next Decade and Beyond, Policy Guidance (1990)
paras 2.7 - 2.10.
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It has been said that “the idea that patients have rights sits ill with the general shape
of English health care law”.”” However, the House of Lords Select Committee on
Medical Ethics, which did not confine itself to strictly legal matters, reported that
the principle of patient autonomy “has become important in relation to medical
treatment, as the relationship between doctor and patient has changed to one of
partnership”.”® A new awareness that patients have rights in relation to their medical
treatment underlies the increasing interest in “living wills” and other advance
directives for health care.

Abuse of vulnerable people

The “rights” agenda can also be seen at work in growing concern about the abuse
and neglect of older people. The phrase “elder abuse” has gained considerable
currency over the course of the four years since we published our first consultation
paper in connection with this project. With hindsight, it seems clear that the start
of our work coincided with the emergence of elder abuse as a significant item on the
social policy agenda.’® In September 1993 the Parliamentary Under-Secretary of
State for Health was present at the launch of a new national forum, “Action on
Elder Abuse”. The first national conference of this new organisation was held in
March 1994 and focused on “Elder Abuse and the Law”: one session of the
conference was devoted to our provisional proposals for law reform. In her closing
address Professor Olive Stevenson expressed the view that the proposals set out in
our consultation papers reflected the best that can be done to balance the principles
of autonomy and protection in this area, and that the case for urgent law reform on

the basis we had proposed was fully made out.'®

Revelations and concerns about abuse have not been limited to older victims. A
series of scandals and court cases has suggested that many younger people with
learning disabilities are abused by those who care for them in institutional as well

~ as family settings. The National Association for the Protection from Sexual Abuse

of Adults and Children with Learning Disabilities INAPSAC) was launched in April
1992, The results of a major survey of the sexual abuse of adults with learning

- disabilities were published in 1993,!"! with the authors concluding that there is a

7 T Montgomery, “Power over death: the final sting” in R Lee and D Morgan (eds) Death
Rites: Law and ethics at the end of life (1994) p 37.

% Report of the Select Committee on Medical Ethics {(1993-94) HL 21-I para 40.
% See further Consultation Paper No 130, paras 1.8 - 1.12.

19 The conference papers (Working Paper No 2: Elder Abuse and the Law) will be published by
Action on Elder Abuse in early 1995.

101 ¥ Turk and H Brown, “The Sexual Abuse of Adults with Learning Disabilities: Results of
a Two Year Incidence Survey” (1993) 6 Mental Handicap Research 193,
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need to provide support for victims and also develop preventative strategies.'®
Publication of this research was followed by an inter-agency conference convened
by the Social Services Inspectorate of the Department of Health in March 1994.
The Parliamentary Under-Secretary of State for Health was once again the keynote
speaker, and he stressed the need for a multi-agency approach to prevent abuse of

adults with learning disabilities.®*

Citizen advocacy

The anti-discrimination and “rights” agenda also lies behind the citizen advocacy
movement. In this form of advocacy “an ordinary citizen develops a relationship
with another person who risks social exclusion or other unfair treatment because of
a handicap. As the relationship develops, the advocate chooses ways to understand,
respond to, and represent the other person’s interests as if they were the advocate’s
own.”!"* One recent commentator has linked the development of the citizen
advocacy movement to “the concept of citizenship - namely the empowerment of
individuals to say how they wish to live their lives and which public services they
need to help them do s0”.'”” Some of our consultees were disappointed to see so
few references to citizen advocacy in the provisional proposals we developed in our
three 1993 consultation papers. However, we believe it should be clear from what
we have said above that citizen advocacy addresses problems which are quite distinct
from those which our law reform proposals must tackle. A citizen advocate is not
a substitute decision-maker.'® There are many people with disabilities who will
benefit from an advocacy relationship (or from training in self-advocacy) and who
may, with the emotional support and factual information provided by the advocate,

- never need a substutute decision-maker. There is thus no conflict between the

advocacy movement and the need for substantive law reform. They address different
issues. The advocacy movement cannot deal with the legal difficulty which arises
when a legally effective decision is needed and the person concerned does not have
the capacity to make that decision. An advocate might sometimes be the best person

" to gain the legal status which would enable him or her to take the substitute

decision, but he or she would then have the choice of two distinct hats to wear as
and when the need should arise.

192 Ihid, p 213.

103 Qocial Services Inspectorate, “It Could Never Happen Here, Report on an Inter-Agency
Study Day” (1994) p 1.

104 This definition was drafted by John O’Brien and is repeated in B Sang and J O’Brien,

Advocacy: the UK and American experiences (1984) p 27, King’s Fund Project Paper No 51.
195 A Wertheimer, Speaking Out: Citizen Advocacy and Older People (1993) p v.

106 «Advocates do not dominate or control their friends, or dictate what is best”, B Sang and
J O'Brien, op cit, p 28.

25



2.45

L 2.46

2.47

The Basic Approach to Reform

The legal context to this project is one of incoherence, inconsistency and historical
accident. The social context now makes the reform of the unsatisfactory state of the
law an urgent necessity. Those who responded to our first consultation paper almost
four years ago recognised that the need for reform would become increasingly
pressing in the face of community care policies, demographic changes, medical
advances and an increasing awareness of the rights agenda. Developments over the

past three years, in particular the perceived need for a decision-making jurisdiction

which is being illuminated by case-law, the growth in interest in “living wills” and
the increasing concern about abuse of the elderly and disabled, have only

strengthened the case for rationalisation and reform.
Our overview paper suggested that the aims of policy for this project should be:

(i) that people are enabled and encouraged to take for themselves those
decisions which they are able to take;

(i) that where it is necessary in their own interests or for the protection
of others that someone else should take decisions on their behalf, the
intervention should be as limited as possible and should be concerned
10 achieve what the person himself would have wanted; and

(iii) that proper safeguards should be provided against exploitation and
neglect, and against physical, sexual or psychological abuse.'”

These policy aims have received very broad support throughout the consultation
process. We should, however, now stress that there is no place in the scheme we
recommend in this report for the making of decisions which would protect other
persons but would not be in the best interests of the person without capacity. We
have already argued that the protection of others is the proper preserve of the
controlling jurisdiction of the Mental Health Act 1983, whether by way of
compulsory detention in hospital or compulsory reception into guardianship.!%®
Subject to this proviso, however, our original policy aims still govern our present
recommendations.

In our first consultation paper we invited views on the most desirable broad
approach to reform. We were particularly struck by a description of the existing law
offered to us by the Master of the Court of Protection; “a string bag, which can
stretch further and hold more than a basket but which is essentially a group of holes

and whose use is therefore more limited.” The string bag may indeed have proved

17 Consultation Paper No 119, para 4.27.

18 See paras 2.2 - 2.8 above.
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