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Introduction

The aims of the book and how to use it: history of BMA involvement in
ethical debate, including the differing roles of the BMA and the General
Medical Council: how the advice has been derived.

The aims of the book

This book is intended to be a practical guide which reflects
contemporary ethical thinking. It is written primarily for doctors but we
hope that other people will find it useful. Its approach is patient-centred.
Emphasis is given to promoting a balanced partnership between doctors
and patients, which means that effective communication (which includes
listening to the patient as well as giving him or her information) must be
seen as a key component of practical medical ethics. Increasingly, doctors
play a role within a team of professionals and so attention is also given to
inter-professional dialogue.

The fundamental principles observed by the medical profession remain
constant but their application to newly evolving situations requires debate.
Each of these chapters centres on ethical questions which doctors raise
with the BMA and attempts to show briefly how moral theories can be
applied to these common dilemmas. In many cases, doctors’ enquiries are
more mundane than the ethical issues which philosophers, lawyers and
bio-ethicists debate. Since doctors tend to need a quick and workable
solution for an immediate case, we focus on a practical response to these
common questions but this process inevitably brings in reference to
philosophy and law. Abortion, embryo research and euthanasia, for
example, raise weighty moral issues which must be explored to some
degree although the actual procedures are regulated by law in such a way
that most questions about what is practically permissible can be answered
briefly. Even superficially simple queries, such as how much information
to give a patient, or whether children can choose treatment for themselves,
cannot be answered fully without mentioning how legal cases and bio-
ethical discussions are influencing medical practice and vice versa.

Furthermore, the prosaic questions cannot be completely separated
from the major ethical dilemmas. The way in which those questions are
answered, and the dilemmas resolved, must be informed by the same
strands of reasoning. The responses to both the day-to-day questions, and
the major ethical ones, usually reflects amohg other things, a judgement
about the fundamental nature of the doctor-patient relationship.

Xxiil
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Above all, the aim has been to produce a working tool for doctors rather
than a philosophical treatise - but without neglecting reference to the
broad lines of philosophical thinking. Some would claim that clinical
decisions are not amenable to being slotted into patterns of abstract
reasoning because they require experience and commonsense and, most of
all, they hinge on the particular circumstances of the case. It is certainly
true that our approach is eclectic and does not attempt to fit every issue
into one or two schools of thought. We are persuaded, however, that even
the commonsense approach rests upon some form of reasoned analysis
which should be articulated and open to scrutiny. By analysing their own
reasoning, doctors and patients will be helped to formulate decisions about
newly arising situations, whose ethical implications are as yet unforeseen.
The ownership of human tissue and how it can be used provides an
example of just such an area of continuing discussion.

How _t-o use the book

Busy doctors seek prompt and unambiguous advice. Hopefully, the
summaries at the end of each chapter will assist in.providing this but they
should not be considered in isolation from the discussion in the text. Many
ethical issues are too sophisticated to be summarised satisfactorily in a few
lines: the reader needs to be aware of the underlying parameters of the
debate, laid out in the preceding chapter. In many situations, the context
of the question and the motives of those involved will influence the
response and we have tried to illustrate this by examples or by relevant
legal cases. .

Previous editions of the BMA handbook featured separate sections on
ethical dilemmas upon which no consensus view has been reached. The
number of such “continuing dilemmas” has not decreased. In this book,
instead of segregating these particularly hard questions from the more
humdrum issues, we have  attempted to integrate them into one debate
and, by reference to accepted ethical principles, point a practical way
forward. :

For ease of reference, the main areas of discussion are briefly indicated at
the beginning of each chapter and a summary of conclusions is given at the
end of each chapter. The philosophical basis of the guidance is discussed in
chapter 13. It should be noted that each year the BMA produces guidance
sheets on a variety of ethical or medico-legal issues. Recent guidance notes
on.subjects such as advance directives and decision-making for the mentally
disordered are summarised where relevant in the text and are available in
full from the BMA. A list of guidance notes produced after the publication
of this book is also available from the Ethics Department. Published
sources. are indicated where relevant and summarised in a bibliography.
There is a comprehensive index at the end of the book.

xXiv
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In many situations, doctors’ legal obligations will overlap with their
ethical duties. Where this is the case, brief reference is made to the law.
The full legal implications, including explanation of relevant case law and
legislation are explored in the companion volume to this book, “Rights
and Responsibilities of Doctors”, (revised 1992).

The BMA tradition of publishing ethical advice

Since its inception in the last century, the BMA has aimed to promote
standards of good professional practice and contribute to the discussion of
ethical issues. One of the objectives outlined in the prospectus advertising
the establishment of the Provincial Medical and Surgical Association in
1832 was “the maintenance of the honour and respecrtability of medicine
by defining those elements which ought ever to characterise a liberal
profession”. The Association changed its title to the British Medical
Association in 1856,

The Association appointed its first committee “to bring the subject of
medical ethics before the profession” in 1849 and although it was
requested to draw up a short code of medical ethics within a year, it found
itself unable to do so. Further committees were established to complete
the task in 1853 and 1858 but they were no more successful. When the
Central Ethical Committee was finally set up in 1902, it wisely rejected a
request to draw up an ethical code.

In 1927 the BMA Council again advised against the preparation of an
ethical code although the BMA members at the Annual Representative
Meeting that year urged it to do so. It was not until 1949 that the
Association produced a booklet, “Ethics and Members of the Medical
Profession”. It was a small, 16-page pamphlet fitting comfortably into a
breast pocket and was concerned mainly with relationships between
doctors and with members of other professions.

The first BMA handbook of medical ethics was published in 1980 and
was immediately revised the following year. A further revision took place
in 1984. In 1988, a different approach was taken, resulting in a document
that was more comprehensive in many ways but which was criticised by
some for failing to provide simple and readily accessible “answers”.
“Philosophy and Practice of Medical Ethics” forsook the style of its
predecessors, which was to give ethical guidance through a list of generally
agreed precepts. Instead, it briefly mentioned the influences which give
rise to the general moral and ethical order and set out principles as a basis
for studying practical problems. Its aim was to help doctors formulate an
appropriate ethical response to the individual circumstances of each case
rather than to give ready-made answers. The present document is
therefore the fifth in this series. It tries to ‘combine the accessibility of
advice which doctors appreciated in the early handbooks with a

XXV
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recognition of the diverse currents of thought on many ethical issues. As is
discussed in chapter 13, the application of such reasoning to the individual
circumstances of each case is something we see as very important.

Liaison between the BMA and GMC

The BMA is a voluntary, professional association without statutory
powers. From its foundation the BMA campaigned for the establishment of
a General Medical Council to register and regulate qualified doctors and this
came about when the GMC was founded, according to the Medical Act of
1858. In its early years the GMC showed little eagerness to determine and
adjudicate upon suitable standards of conduct among registered medical
practitioners. In 1886 the GMC was given much wider powers, although it
did not issue its first warning about “infamous conduct” until 1893. Like the
BMA, the GMC has only begun to publish comprehensive written advice on
professional matters relatively recently and has a responsibility to do so
under the Medical Act 1978. Unlike the BMA, the GMC, as the statutory
regulatory body, has a major sanction to support the implementation of its
guidance. The GMC can erase from the medical register the name of any
practitioner whom its Professional Conduct Committee finds guilty of
serious professional misconduct. The BMA works closely with the GMC in
the task of interpreting how broad principles can be applied to the day-to-
‘day problems which occur in medical practice.

- Thus, unlike some other countries, where specific aspects of medical
ethics have been incorporated into law, the profession in the United
Kingdom has functioned largely on the basis of self-regulation in
accordance with the guidance published by the GMC. This has perhaps
permitted a more flexible system which is capable of responding to change.
A continuing aim of the BMA has been not only to keep abreast of such
change, but also to anticipate the new ethical dilemmas brought about by
technological advance and changing circumstances.

How this advice has been derived

Despite the emphasis on change, this book continues a tradition, It has
been drafted over a two-year period by a Working Party of the BMA’s
Medical Ethics Committee. The Working Party was established in late
1990 with the ambitious task of conducting a review of the Association’s
published ethical advice and producing “practical advice with
extrapolation of the philosophical principles in order to guide doctors in
any aspects of their practice where ethical considerations arise”. All of the
issues discussed in the book have been scrutinised by the BMA Council
and committees within the BMA which represent the interests of
particular groups of doctors.

XXV1
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Revision does not necessarily involve radical change and on major
issues such as advance directives, contraception for minors, euthanasia
and the treatment of malformed infants, this book re-affirms the advice
previously issued by the Association. In re-affirming BMA advice, the
book tries to show the reasoning which supports such views. The
principles which underlie the advice are explained in a more detailed way
in the final chapter.

It is evident that society’s views on many areas of life are changing, and
implicit in the Working Party’s mandate was the need for discussion of
some topics whose ethical implications had not previously been addressed
by the Association in a comprehensive manner. Included in such topics are
the ethical issues arising in reproductive technology, the sterilisation of
people with learning disabilities, questions involving the autonomy of
children and young people, and insights gained from the hospice
movement about attitudes towards the dying. Efforts have also been made
to address continuing dilemmas in a practical way and to take account of
instances where the patient’s desires conflict with the doctor’s personal
moral views.

Clearly, doctors are not a homogeneous group. Attempting to reflect
their views and the expectations society has of doctors is a daunting task.
This book, like those which preceded it, aims to clarify the continually
evolving application of fundamental ethical concepts. Rather than simply
reflecting the status quo it ambitiously attempts to look ahead. It does not
seek to address, but cannot fail to reflect, wider decisions about morality,
which are a matter for society. In an effort to avoid professional insularity,
the Working Party in the course of twenty meetings, has taken advice from
a wide range of individuals and from representatives of both medical and
non-medical organisations. A list of those who have aided the discussion,
either orally or in writing, is given at the front of the book. It must be
noted that the views reflected in the handbook are not necessarily
synonymous with the opinions of those whose advice, knowledge and
wisdom we sought, but it is hoped that the benefit gained from the
exploration of different viewpoints will be evident and will fuel further
debate. '

xXxvil
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1 Consent and Refusal

Introductory remarks including the importance of shared decision-making
within the partnership model; consent and refusal by patient or doctor.
Seeking comsent, including the purpose and nature of conmsent; consent
forms as an indicator of discussion; the amount of information to be
provided in order to facilitate patient consent. When the patient cannot
give consent, including incapacitated patients and minors. Pressures on
consent, including patients in a position of dependency or restricted choice.
Refusal of treatment, including refusal by advance directive, and advice
for doctors when patients refuse. Exceptional circumstances, including
organ transplantation and circumstances when the treatment is not
proposed in the interests of the patient; where treatment has implications for
other people. Summary.

1:1 Introduction

1:1.1 The doctor-patient relationship

The relationship between doctor and patient is based on the concept of
parmership and collaborative effort. Ideally, decisions are made through
frank discussion, in which the doctor’s clinical expertise and the patient’s
individual needs and preferences are shared, to select the best treatment
option. The patient’s consent to be examined and to receive treatment is
the trigger which allows the interchange to take place. Some people
question the emphasis which is currently placed on patient consent,
suggesting it implies that the patient is somehow doing the doctor a favour
by signifying his or her agreement to be treated. They feel it would be more
appropriate to talk about “a request for treatment”. Regardless of how it is
expressed, the basic premise is that treatment is undertaken as a result of
patients being actively involved in deciding what is to be done to them.

1:1.2 Types of relationship

Two main types of professional relationship exist between doctors and
patients.

i) The most common form of relationship is the therapeutic partnership,
discussed above, where a doctor’s professional advice is sought about
a medical problem. The existence of a continuing relationship means
that patient consent to examination and treatment will usually be
implicit rather than expressed. Doctors are expected to use their

1
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8]

skills to the best of their ability not only to treat the condition which
is the subject of the consultation but also to advise how best patients
should conduct themselves in order to maintain their health. The
doctor is responsible to the patient. In this form of relationship, the
doctor should act only in the best interests of the patient, unless
these dangerously conflict with a wider duty to society and put other
people’s health at risk.

In the thérapeutic context, patients can choose their doctor. Equally,
doctors are free to accept or refuse a patient, subject to the
constraints of their professional obligations, such as: i) in an
emergency when a doctor is ethically bound to provide urgent
treatment and to ensure that arrangements are made for any further
treatment, ii) in an isolated community, where the doctor is the only
source of medical advice. The situation of doctors who do not wish
to accept particularly difficult patients is discussed in 1:1.4.2 below.

In the second form of relationship the doctor acts as an impartial
medical examiner and reports to a third party, for example, when
conducting a pre-employment medical or insurance examination.
The patient usually has no choice about which doctor is approached
by the organisation commissioning the report. The nature of the
doctor’s role must be clearly explained to the patient. It should also
be explained that the tests which are carried out are not for the
purposes of health care, and that the information gathered will be
used for purposes other than treatment.

Such reports may either be undertaken by the patient’s own GP or
by a doctor who has no previous professional relationship with the
patient. Patients have a statutory right to see reports about them by
their GP for insurance or employment purposes. This is discussed
further in chapter 9 (sections 9:2 and 9:3). Where the examining
doctor is unknown to the patient, the latter may wish to limit the
information shared with the doctor. The doctor can only report on
the basis of information presented by the partient. The party
commissioning the report may request examining doctors to keep
their findings secret from the patient. The BMA advises that doctors
who do not have a clinical relationship with a patient, nevertheless,
ethically owe some duty of care to that patient. Examining doctors
who discover some clinical fact significant to the management of the
patient’s health care which they believe is not known to the patient’s
own GP, have a duty either to bring it to the attention of the GP or
the patient, or to request that the chief medical officer of the
insurance company, who receives the report, takes steps to make sure
the patient is informed.
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1:1.3 The therapeutic relationship

As a prerequisite to choosing treatment, patients have the right to
receive information from doctors and to discuss the benefits and risks of
appropriate treatment options. Doctors give medical guidance as to the
optimal course of action but must also recognise that patients’ responses
will not be formed solely on the basis of clinical data but by their
circumstances, needs, rational conclusions and irrational emotions.
Individuals have varied information requirements, which may focus on
different issues from those that doctors think important. Thus, a doctor
who seeks guidance about the amount or type of information which should
be made available must first listen to the patient and consider, among
other things, what it is that the patient wants to know.

Patient consent must be voluntary, free from pressure and arise from a
competence to decide. Competence is not a “blanket” concept. Some
patients may be able to take some treatment decisions but not others.
Incompetent individuals may also have preferences within the scope of the
available options and these should be accommodated. Those close to the
patient can play an important role in helping the patient decide but no
person can consent on behalf of another adult. It is a common
misconception that consent by the relatives of an incapacitated patient
carries some particular legal weight. The views of those close to the patient
are important insofar as it is presumed that these people have the patient’s
welfare closely at heart and may be able to reflect the patient’s known

“preferences in circumstances when the patient cannot express these.

In many aspects of medicine, the legal and ethical requirements are
separate and ethical guidance need make no reference to the law. Consent,
however, is an issue which binds the two since failure to seek patient
consent is not only a moral failing but also leaves the doctor liable in the
crime or tort of battery or in the tort of negligence.’

It would be wrong to assume that consent is only relevant when
initiating an examination or treatment. Consent is a process and not an
event and it is important that there be continuing discussion to reflect the
evolving nature of treatment. The BMA has traditionally advised that
doctors should be very wary of proceeding with a treatment when there is
any doubt regarding the consent of a competent patient. In cases where
life or health is seriously at risk, however, the courts have made clear that if
there is the slightest doubt about the validity of a patient’s refusal of
treatment, any apparent refusal should be disregarded. This may give rise
to confusion as to the doctor’s responsibilities. In this chapter, therefore,
we discuss the doctor’s ethical duties in response to patient refusal, as well
as.in the context of consent. . .

Clearly, the opportunity to consent to treatment is counterbalanced by a
right to refuse it. As a result of recent legal cases,* increasing attention is
now being given to the issue of refusal, which in most cases is quite

3
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different from a simple failure to consent or a failure to give valid consent
based on adequate information. Society, it is argued, has an interest in
ensuring that life and health is preserved. It is assumed that doctors
propose treatments with patients’ interests in mind. The individual who
refuses treatment challenges society’s expectations and may expect to be
called upon to demonstrate a greater grasp of the implications of that
decision than a consenting patient. The law and commonsense demand
that doctors verify the competence of patients who risk their lives by a
refusal of treatment. There is a fine line, however, between sensible
measures to ensure that the patient fully comprehends the consequences
of a refusal and a reversal to paternalism, whereby patients’ competence is
unquestioned as long as they concur with the doctor.

1:1.4 The autonomy of doctors e

Consent and autonomy are not the sole prerogatives of patients and it is
not only the patient who has rights of consent and refusal. Doctors provide
treatment, not simply because it is requested, but because in their view it 1s
clinically appropriate. They recommend the treatment which is best for
individual patients, having regard to that particular patient’s needs and the
treatments and resources available. Society thus places doctors in the role
of gate-keeper of access to treatment. Difficult questions arise when a
patient rejects a low-cost remedy in favour of a costly alternative which
strips resources from others. The patient may then be in the position of
consenting to a treatment which the doctor refuses. Yet if the patient is a
Jehovah’s Witness, for example, and the choice is an expensive alternative
to blood products or allowing the patient to die, the doctor would make
every effort to accommodate patient choice. This example highlights the
difficult question of the comparative weight to be given to different value
systems which underlie patient choices.

It is not only resource considerations which impose limitations on the
patient. Doctors also refuse to give patients treatments which are “bad for
them” or for others. Very different extreme examples are seen in patient
requests for help to commit suicide or facilitate a surrogacy arrangement
for inappropriate reasons. Everyday examples concern patient demand for
amphetamine-type appetite suppressants or athletes’ and body-builders’
requests for steroids. The responsibilities and dilemmas involved in such
issues are discussed in chapter 7 (section 7:5.1.4).

The effect of all such examples, however, is apparently to strip away
some of the support for the vision of the doctor-patient relationship as an
equal partmership. A “complementary” partnership may be a more realistic
term since it functions best when the doctor’s skills are tailored to meet the
patient’s requirements and the patient’s requests do not exceed what the
doctor is able legally, ethically and practically to provide. It must be
conceded that doctors have responsibilities beyond their duty to individual

4
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patients, although individual patients must be the focus of attention.
Doctors also have considerable power - not to decide the patient’s
treatment but effectively to influence the range of options from which the
patient chooses.

1:1.4.1 Requests for a second opinion
An area where conflict may arise between the patient’s desire to exercise

" choice and the doctor’s clinical judgement concerns patients’ requests for

a second opinion. The Patient’s Charter makes clear that, within the
NHS, referral for a second opinion is dependent upon agreement between
patient and doctor and is not an automatic patient right. Requests for a
second opinion should, however, be handled sensitively by the patient’s
usual doctor and the patient should not be made to feel a “nuisance” or a
“bad patient”. The patient may feel unable to share the reasons behind the
request with his usual doctor and such a request sometimes reflects a
previous failure in communication. The doctor should attempt to assess
objectively whether this is the case and, if so, whether anything can be
done to rectify it. '

1:1.4.2 Difficult or violent patients

The question of whether doctors are under a duty to provide treatment
at all for some patients is unfortunately raised fairly often: the BMA
receives, with some regularity, reports of violence or threats of violence
against doctors and other health professionals. These problems occur both
in hospital and general practice. Such patients cannot be left without
treatment when they need it and various solutions can be considered,
according to the circumstances. Sometimes the patient is not physically
violent but is verbally abusive in a manner which upsets both staff and
other patients. Hostility may be unfocused or it may be directed against
particular health professionals, in which case it may-be necessary: to
arrange for others to treat the patient. In some cases, violent or challenging
behaviour may be a symptom of the patient’s illness or a side-effect of
treatment, beyond the patient’s control. Therapeutic measures including
sedation may be used. Great care is required, however, to ensure that any
measures introduced are primarily designed to promote the patient’s
interest, or are used only when necessary to prevent damage to others. The
routine use of behaviour-controlling measures, designed to facilitate ease
of management rather than promoting the patient’s interests, should be
avoided. This is discussed further in 1:3.3 below on impaired capacity.

In extreme cases, for instance where a violent patient is brought, or
comes voluntarily, to an accident and emergency department, the
individual’s behaviour may make treatment impossible or the patient may
not actually need any treatment. Such individuals may have to be removed
by the police and placed under the supervision of a police surgeon until
such time as treatment, if appropriate, can be undertaken. It is not

5
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acceptable, however, to seek the removal of a patient who needs treatment
solely because that person has behaved badly on a previous occasion.
Patients can only be legitimately removed if a specific incident occurs
on that particular occasion. Such patients cannot be banned from
re-attending unless, as a result of an assault, bail conditions specify that
the person should not return to the hospital. Senior staff should be
involved in decisions about the treatment of such patients and should be
aware of the possibilities of litigation if a person who needs treatment
suffers harm as a result of not receiving it. Decisions should not be left to
unsupported junior doctors and nurses. Doctors should inform the
hospital management about violent patients who return persistently.
Managers must ensure that a safe working environment is provided and
failure to do so may leave them liable under the Health and Safety at
Work etc. Act 1984. If the patient has been admitted for treatment, the
minimum of restraint necessary to ensure the safety of staff and patients
may be used. Restraining aggressive behaviour by use of physical restraints
should be a measure of last resort. See also 1:3.3.1 below.

In less extreme circumstances, doctors may arrange for a colleague to
take over the patient’s treatment if the patient’s behaviour is directed
against one particular doctor or other health care worker. Counselling for
the patient and ralking to people close to the patient may prove helpful.
Nevertheless some patients may have to be treated in a separate area from
others and with adequate security for health staff. There are no easy
solutions and it must be recognised that this problem often appears
intractable. Such patients are treated at a cost of misery and inconvenience
to those providing treatment. :

. In general practice, doctors have had little choice about accepting
difficult or threatening patients although GPs have always been able to
request that such patients be removed from their lists. GPs’ representatives
have discussed the problems with the Department of Health, requesting
that abusive or violent patients be removed immediately and that
responsibility for medical care for a temporary period should remain with
the family health services authority (FHSA) or health board. Such bodies
have, in the past, only been willing to arrange a transfer if the patient was
not under active treatment at the time and so often there have been delays.
Even after transferral, if the patient continues persistently to threaten all
doctors a rota is organised between all the doctors in the area so that each
practice treats the patient at some time. If an assault takes place, the doctor
can take out an injunction to prevent the patient returning to that particular
practice. Experience has shown that even in cases where the patient is
subsequently re-allocated to the original practice, the act of removal may
have helped to clear the air and to create a better relationship.

The BMA advises that an official complaint to the police should be
made following any violent or threatening episode, while ensuring that

6
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confidentiality is preserved about the medical aspects of the consultation.
A threatened or actual attack may contravene the Offences Against the
Person Act 1861 and incidents which occur anywhere other than in a
dwelling may constitute an offence under the Public Order Act 1986. In
either case where an offence has been committed, the police or the doctor
can prosecute.

Some GPs deal with the problem by seeing such patients outside normal
surgery hours, ideally when the doctor has a colleague or another person at
hand if necessary. Other patients of the practice are thus protected from
abusive patients. Police officers will accompany doctors: on home visits, if
necessary, and the Association of Chief Police Officers issues a. list of
practical points on minimising risks of violence in the surgery and in the
community. This includes advice about: the importance of training staff to
identify and deal with the first signs of aggression; ensuring . that the
behaviour of doctors and surgery staff is above reproach; avoiding furniture
which could be used as a weapon, and noting risk-patients in a patient
register. This is a matter upon which support from colleagues is-.often
valuable and any doctor who removes a violent or abusive patient from the
practice list should inform the secretary of the local medical commlttee,
without divulging any other information about the patient.

1:2 Seeking consent

1:2.1 The nature and purpose of consent.

. Consent may be implicit or explicit. It. may be orally given,. or written
down in a formal way. For much of medicine, consent is assumed by, for
example, the opening of the mouth for examination, the offering of an arm
for taking blood pressure or by attending a-doctor and giving information
about an illness. Such implied consent can only be held to apply to the
procedure in hand and not necessarily to subsequent treatments which
flow from it. :

Some people see the purpose of consent as chiefly being the provision ot
a defence for doctors against legal liabilities which come up for discussion
when patients allege that their apparent agreement to treatment has been
rendered invalid by the doctor’s failure to give enough- information for
specific consent. In the BMA’s view, respect for others and their rights lies
at the heart of the issue of consent. A feature of our present society is the
emphasis on the value and dignity of the individual. It -is said that
principles of inherent natural rights dictate that each person who .is
competent to do so should decide what happens. to his or her own body.
The patient exercises this autonomy by deciding which treatment option
to accept. The decision is based on information given by the clinician. For
consent to be valid, the patient must know what options are avallable and
have the ability to choose.
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In addition to the moral and symbolic importance of promoting patient
self-determination, patient co-operation is a very practical requirement.
Thus one of the main reasons for seeking patient consent has always been
to ensure that the patient is properly prepared. In 1767, for example,
before the use of anaesthesia, it was thought:

“reasonable that a patient should.be told what is about to be done to
him, that he may take courage and put himself in such a situation as
to enable him to undergo the operation”.’

This perhaps foreshadows current thinking that most people fare best
when they have a clear view of what is being proposed and its implications.
In the past, concern to avoid worrying patients has been seen as a reason
for not-telling them the full implications of either their condition or
different options for treatment. Sometimes only their relatives were given
information of the likely outcome. Even nowadays, doctors are often
reluctant to mention medicine’s ubiquitous uncertainties and arguments
are made for restricting information in certain circumstances on the
grounds that autonemy is not the only ethical imperative. It is sometimes
argued that an exaggerated regard for this single principle puts at risk the
whole concept of the doctor-patient relationship.

Here, we take the opportunity to reaffirm that it is not the doctor’s role
just to provide a list of alternatives from which patients select options,
according to their need and desires. Doctors must, indeed, bear in mind
other ethical principles, such as the duty of acting in the patient’s best
interest by attempting to recognise what the patient wants. In most cases,
patients can choose better for themselves than doctors can choose for
them but occasionally the patient’s final choice is to let the doctor choose.
This is not an abnegation of choice and the patient who makes such a
decision with regard to one aspect of treatment should not be seen as
relinquishing choice on other issues. Nevertheless, whilst information and
uncertainties should not be forced upon patients at a time when they are
particularly vulnerable and clearly unready, most people do deal with very
difficult choices despite their anxieties if given support to do so. Most
doctors appreciate this and automatically take their cue from the patient as
to the amount of information required by that individual at any stage of
treatment. Patients are supported by doctors who clarify any misconceptions
and who are, what has been described as, “caringly available” .!

1:2.2 Effective communication

Information is only useful if it is provided in a manner intelligible to the
hearer and at a pace at which the recipient can digest it. It is a cause of
concern to the BMA that although all schools provide some form of
communication-skills training for medical students, relatively few are
committed to formal instruction and students are not bound to achieve

8
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any particular standards. This matter is considered further in chapter 5 on
caring for the dying (section 5:2.1) but has implications for all branches of
medical practice.

For non-English-speaking patients, provision of information in order to
obtain effective consent may be a problem. Financial constraints may
preclude the use of trained interpreters and family members may act as
interpreters. In such situations, however, doctors must be aware of the
possibility of the family influencing the patient’s consent or refusal.

A small but important group of patients are those who come to Britain
seeking political asylum after torture or maltreatment in their country of
origin. It is vital that, where necessary, doctors treating or providing
medical reports for such patients have access to experienced interpreters.
The Medical Foundation for Care of Victims of Torture warns against the
use of interpreters connected to the embassy or diplomatic services of the
country in question as this can result in distortion of medical testimony
and dangerous repercussions for the patient’s relatives.

1:2.3 Consent forms

The documentation of consent was originally introduced to protect
surgeons from allegations of assault by patients who came to regret the
surgical intervention which had been carried out upon them. This is still
seen by some as the function of consent. An eminent judge, for example,
has recently said:

“There seems to be some confusion in the minds of some as to the
purpose of seeking consent from a patient... It has two purposes, the
one clinical and the other legal. The clinical purpose stems from
the fact that in many instances the co-operation of the patient and the
patient’s faith or at least confidence in the efficiency of the treatment
is a major factor contributing to the treatment’s success. Failure to
obtain such consent will not only deprive the patient and medical
staff of this advantage, but will usually make it much more difficult to
administer the treatment. The legal purpose is quite different. It is to
provide those concerned in the treatment with a defence to a criminal
charge of assault or battery or a civil claim for damages for trespass to

» 5

the person”,

Consent forms simply document that some discussion has taken place.
The quality and clarity of the information which is given is what is
paramount: that is more important than simply having a signature on a piece
of paper. Consent forms are evidence of a process not the process itself.

Refusal forms, which are available in hospitals, are unambiguous in the
sense that providing a legal defence is their sole function. They are
similarly invalid if the patient has not been given adequate information to
make a properly informed decision at the time of signing. Some groups,

9
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principally Jehovah’s Witnesses, have drafted their own form, which
specifies precisely what measures are unacceptable to them in all
circumstances. In using such a form the signatory has undertaken in
advance. to consider fully the implications of the various choices. This
question of anticipatory decision-making is discussed further in the section
on advance directives in 1:3.4 below.

1:2.4 Provision of information

The World Medical Association’s Declaration of Lisbon (1981) sets the
tone for many statements of the rights of patients. It states the
fundamental position that “the patient has the right to accept or to refuse
treatment after receiving adequate information”. As discussed previously,
how much or how little is considered to be adequate will vary with each
patient. It must also be a matter of clinical judgement and the standards 1
set by other doctors. From an ethical viewpoint, the criteria should be as
much information as the patient needs or desires. It is interesting to note
that in the Bolam case the law set the level at the standard adopted by the
medical profession and a doctor who gives as much detail as a recognised
body of medical opinion considers appropriate would be unilikely to be
held liable in law.°
" Good practice, however, is not necessarily interchangeable with the
legal minimum. Lord Scarman’s comments in the Sidaway case,” while not
necessarily indicative of all legal opinion, are held by many to encapsulate
the true ethical position. His Lordship sets the standard for the amount of
information to be given, not at what the medical profession thinks
appropriate but ideally at what the individual patient requires and failing
that, at what the average “prudent patient” would want to know: v’

“If one considers the scope of the doctor’s duty by beginning with the
right of the patient to make his own decision whether he will or will
not undergo the treatment proposed, the right to be informed of
significant risk and the doctor’s corresponding duty are easy to
understand: for the proper implementation of the right requires that y
the doctor be under a duty to inform his patient of the material risks ‘
inherent in the treatment. And it is plainly right that a doctor may

avoid liability for failure to warn of a material risk if he can show that

he reasonably believed that communication to the patient of the

existence of the risk would be detrimental to the health (including, of

course, the mental health) of his patient.

 Ideally, the court should ask itself whether in the particular ¥
/ circumstances the risk was such that this particular patient would :
/  think it significant if he was told it existed. I would think that, as a
matter of ethics, this is the test of the doctor’s duty. The law,
however, operates not in Utopia but in the world as it is: and such an

10
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inquiry would prove in practice to be frustrated by the subjectivity of
its aim and purpose. The law can, however, do the next best thing,
and require the court to answer the question, what would a
reasonably prudent patient think significant if in the situation of this
patient. The “prudent patient” cannot, however, always provide the
answer for the obvious reason that he is a norm, not a real person:
and certainly not the patient himself.”

Thus ideally, the doctor should inform the patient about any risks
inherent in the treatment which might be particularly important to that
patient as well as explaining the risks and benefits of alternatives and of
non-treatment.

Information allows the patient to make a rational decision, but decision-
making is not solely a rational activity. It involves intuition, personal
values, preferences and emotion. Nor is it always just information that is
sought but also the doctor’s opinion. Details which are hofc wanted by the
patient at one stage of treatment might be sought at another. The patient
must be in control not only of the volume of information being given but
also of the speed and flow of that information. Busy doctors sometimes
point out the apparent impracticality of attempting to give information in
stages to suit the patient. Sometimes written material or advice about
specific patient support groups or voluntary organisations may help patients
to inform themselves at their own speed; contact with group members will
show how others in the same position have managed. Such solutions,
however, should not be a substitute for appropriate discussion between the
doctor and patient about particular aspects of each individual case. .

This question of the amount of information to be given has particular
resonance in relation to research on people who are ill and is discussed
further in chapter 8 (section 8:6.3).

1:2.5 The duration of consent

Doctors often query the length of time for which patient consent can be
considered valid. In usual practice, this is not at question since consent is
an evolving matter and not a once-and-for-all decision. The patient’s
consent is clearly only valid until such time as the patient expresses a change
of mind. In the provision of maternity services, for example, any special
wishes which the woman expresses during the ante-natal period should be
recorded in the notes but she may change her mind at any stage, including
during labour. At that stage, decisions may have to be taken quickly. The
woman’s ability to consent may be affected by analgesics -but she is still
likely to be able to express a valid opinion, which should be respected.

Consent which cannot evolve and be confirmed because the patient has
become incompetent is a different matter. While respecting the patient’s
previous decision, doctors must be cautious about acting on instructions

11
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which can no longer be confirmed. It is for this reason that the BMA
recommends to patients that full discussion of the provisions of any
advance directive between patient and doctor forms a continuing dialogue.
This is discussed further in 1:3.4 below and in chapter 6 (section 6:3.3).

Another common query regarding the duration of consent concerns the
patient’s authorisation to the release of medical data, whether for research
or other purposes. The issue is discussed in chapter 2 on confidentiality
(see particularly section 2:2.3.4).

1:2.6 Exceeding consent

As mentioned in the opening remarks, consent is valid insofar as it applies
to the precise treatment in question, or at least to acts of a substantially
similar nature. When a patient agrees to a particular operation, the surgeon
is not justified to depart from instructions and perform a different one. The
only time when doctors are justified in proceeding without prior authority is
when it is necessary to do so to save the life or preserve the health of the
patient and it is not possible to obtain that person’s consent but the doctor
has no convincing evidence that the patient would object.

1:3 When the patient cannot give consent

- Consent is a necessary prerequisite to treatment but there are some
exceptional ‘circumstances, such as those described in Part IV of the
Mental Health Act 1983* or emergencies. The Department of Health
reminds doctors that under the Mental Health Act 1983, detained patients
capable of giving consent can only be given medical treatment for mental
disorder against their wishes in accordance with the provisions of Part IV
of the Act. On rare occasions involving emergencies, where it is not
possible immediately to apply the provisions of the Mental Health Act
1983, patients suffering from a mental disorder which is leading to
behaviour that is an immediate serious danger to themselves or to other
people may be given such treatment as represents the minimum necessary
response to avert that danger. The administration of such treatment is not
an alternative to giving treatment under the Mental Health Act 1983 nor
should its administration delay the proper application of the Act to the
patient at the earliest opportunity.

1:3.1 Emergencies

Doctors are sometimes faced with emergency situations where there is
neither the time nor the possibility of gaining consent, for example, when
an unconscious patient requiring urgent treatment is admitted to the
accident and emergency department of a hospital. In such circumstances
the doctor is not only entitled, but may be legally bound, to carry out such
treatment as is necessary to safeguard the life and health of the patient

12
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until such time as the latter recovers and can be consulted about longer
term measures. Consent to operate or act is properly assumed by the
~ doctor unless there is convincing evidence that the patient would have
| withheld consent. Such evidence may take the form of an advance
directive which addresses the particular situation which has arisen or the
type of group consent form drafted by Jehovah’s Witnesses to indicate a
clear refusal of blood in all circumstances. Some query whether a patient’s
“suicide note” could be construed as a valid anticipatory refusal of
treatment. The law and commonsense, however, require that a doctor
provide necessary treatment unless absolutely convinced of the patient’s
competence and full appreciation of the facts at the time of drafting such a
1 document. Since doctors are unlikely to have certain knowledge -of this, it
‘i is assumed that instructions drafted immediately prior to a suicide attempt
! cannot be accorded the same respect as an informed advance directive.
Similarly, patients who refuse life-saving treatment at a time when their
judgement might be seriously impaired, by drugs or alcohol, for example,
would probably fail to meet the test of competence required for such grave
decisions to be persuasive. Impaired capacity is discussed-further in 1:3.3
. below.
. Thus, in cases of doubt as to the patient’s real intention, the law and the
public interest urge doctors to take all necessary measures to sustain life
rather than to speculate about what the patient intended.® In an
emergency, however, the doctor should not exceed the treatments
necessary to sustain life and health. For example, elective measures or
procedures such as the use of blood samples for forensic rather than
diagnostic purposes are not condoned. This latter point is discussed
further in chapter 9 (section 9:6.4).

#1:3.2 Minors
J"i;’ Adults make decisions for children until children acquire enough
» \9,9 s understanding to decide for themselves. As they grow towards adulthood,
young people take increasingly more responsibility. For almost 25 years,
the law and medical practice has been moving towards empowering young
people, even quite young children, in health care decision-making. In 1985,
it was stated that “parental responsibility diminishes as the child acquires
sufficient understanding to make his own decisions” and “at Common Law
a child of sufficient intelligence and understanding could consent to
treatment”." Subsequent legislation, such as the Children Act 1989 and
the Access to Health Records Act 1990," reflected the increased-attention
; that society seemed prepared to -pay to children’s views. Even when
children do not have sufficient understanding to make a valid decision,
involving them in an appropriate way, so as to gain their co-operation, is
seen as valuable. Doctors are thus accustomed to seeking the participation
and consent of even very young children. This is good practice even if the

13
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tender age or immaturity of the child makes it necessary to have supporting
parental consent. Where children or young people are mature enough to
understand _the purpose and effects of ‘the treatment proposed, their
consent is considered sufficient to allow treatment to take place.

Several legal cases'* have established, however, a difference between the

-~ minor’s ability to consent and to refuse treatment. This can be summarised

by saying that although the young person may be able to consent to the
measures proposed, that does not automatically imply an equally valid right
to refuse them. Treatment can be given if consent is forthcoming from any
person authorised to give it: either the young person, a parent or guardian
or the courts. Parents or guardians who withhold consent for necessary
treatment for a child may be considered guilty of child neglect. If valid
consent is provided by someone entitled to do so on the minor’s behalf, the
fact that the minor refuses is not determinative legally. It has been shown
that the views of those under 18 can be overridden by the courts in
wardship if the health care decisions of the young people conflict with what
are perceived to be their best interests. In the BMA’s view, the tendency to
regard mature young people as autonomous in their own right is a very
welcome trend which should not be undermined. The moral implications
of these legal decisions are explored in chapter 3 on children and young
people (sections 3:3.2 and 3:3.3).

1:3.3 Impaired capacity

The fact that a person acts in a way that an ordinary prudent person
would not act, is not in itself evidence of impaired capacity. The capacity
to consent in a valid way may be affected by many factors, including pain
or fatigue. In addition, some patients suffer from mental disorder or
impairment. None of these conditions necessarily prevents the patient
from giving valid consent. A very wide spectrum of ability is found within
the group of patients whose competence to decide rationally is
permanently or temporarily - affected. Competency may also be variable
over time and doctors may have to be more selective about timing in order
to raise the issues with the patient in a meaningful way. Pending the
English Law Commission’s review of measures for making decisions for
people who cannot decide for themselves, the BMA has issued interim
guidelines for the medical profession on the treatment of such patients.
These are available from the BMA’s Ethics Division.

Although recognising. that. in some instances doctors may have a
professional predisposition to recommend treatment over non-treatment,
society takes the view.that whatever measures doctors propose will be in
the best interests of patients. Thus a low threshold of understanding is
required in order for a patient to consent effectively to a necessary
therapeutic procedure: it is sufficient for the patient to understand in
broad terms why the.treatment is proposed and its effects. Patients are
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encouraged to exercise to its limits the decision-making capacity they
possess. On the same premise that any treatment proposed is designed to
benefit the patient, a higher level of capacity is required in order for
patients to refuse necessary therapeutic treatment. Treatments which are
elective, including health screening or preventive measures are not usually
proposed if the patient cannot understand and co-operate with them.
Mentally incapacitated patients, however, should not be deprived of the
benefits of such measures if they demonstrate no overt objection to them.
The participation in research of people with impaired capacity is discussed
in chapter 8 (section 8:8.1.3).

1:3.3.1 Phvsical restraints and other measures of control

As has been discussed above in 1:1.4.2, restraining measures may be
required to prevent violent patients from hurting themselves or other
people but the restraint used should always be the minimum possible in
the circumstances. Restraints or physical support may also be used, with
the patient’s consent, in connection with provision of treatment. For
example, an anorexic patient had her arms encased in plaster, with her
consent, to prevent her pulling out feeding tubes.'* This section is
concerned primarily with patients who cannot consent but.it must be
noted that competent adults who may need such measures, but who do
not endanger others, must understand the purpose and give consent.

The routine use of measures to restrain people, particularly elderly
people or those with learning disabilities, may give cause for concern. A
wide range of measures may be used including locking people in, placing
them in special chairs which restrict movement, treating .them with
inappropriate sedation or simply arranging seating at a height or angle
which makes it difficult for the sitter to rise unaided. Measures which are
sometimes put forward as alternatives to such restraints are electronic
tagging or surveillance cameras. The purpose of these measures should be
to allow people the maximum amount of freedom and privacy compatible
with their own safety. They should also respect patients’ dignity.

Particular concerns have been expressed that in residential care,
generally, the main reason for restraint is to forestall behaviour which
might be potentially disruptive to the smooth running of the home, so that
the objective is institutional compliance rather than protection of
individuals." The Mental Health Act Commission is frequently asked to
give guidance on the use of restraint in relation to mentally incapacitated
older people with dementia or adults with learning disabilities. The
Commission advises.that physical restraints should be used as little as
possible. Where any form of restraint is proposed to protect mentally
incapacitated people from hurting- themselves, restraint should be used
only to the extent of preventing risk beyond that which would normally be
taken by a similarly frail, mentally alert person. Restraint which involves
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either tying or attaching a patient to some part of a building or to its
fixtures or fittings should not be used. Staff must make a balanced
judgement between the need to promote individuals’ autonomy by !
allowing them to move around at will and the duty to protect them from |
likely harm. In every case where the physical freedom of an individual is :
curtailed, staff should record the decision and the reasons for it and state
explicitly in a care plan under what circumstances restraint will be used,

what form the restraint will take and how it will be reviewed. Every
episode of restraint should be fully documented and reviewed. Restraint
should not be routinely used as a substitute for sufficient staff or as a ;
punishment and can only be justified when it contributes to the
individual’s quality of life or prevents risk to others.

A controversial issue raised in recent years has concerned the use
of anti-psychotic drugs, without consent, to modify the behaviour of
disturbed adolescents or young people classified as having profound
learning difficulties. In 1991, for example, an image projected by the
media of young people being “repeatedly and sometimes forcibly
drugged”" caused a brief spate of public outrage and a Department of
Health investigation. In some cases, it. was said, these drugs were
prescribed primarily to deal with unwanted behaviour - an implication
being that society would not have tolerated similar treatment to deal with
challenging behaviour by “normal” individuals. While it is generally
recognised that such measures may be acceptable in the short term, many
would object to them on a long term basis. The issue raised here, however,
is not particular to doctors or to this one form of treatment but might
exemplify the wider problem of how society sometimes fails to accord
members of all groups the same respect for their physical integrity. Such
issues highlight the particular duty owed by doctors to safeguard the
interests of people with serious learning difficulties, who can neither give
nor withhold their consent. Prescribing issues are fully discussed in
chapter. 7 (see particularly section 7:4.1).

1:3.3.2 Consulting those close ro the parient

At present nobody can give consent to treatment on behalf of another
adult (except in Scotland if a “tutor dative™ has been appointed, see 1:3.5
below), although possibilities for a change in the law are being explored by
the Law Commission. It is clear that patients suffering severe mental
impairment cannot act autonomously, although they may be able to
express preferences on some matters. In these circumstances, ethical
principles require doctors to act in -patients’ best interests. Wherever
possible, the doctor should involve those close to the patient in the
decision-making process. If the patient has previously been autonomous,

\%decisions should be based on the patient’s known views and preferences.
{ People close to the patient can reflect these. Treatment which is contrary
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to the known wishes of the patient when competent cannot be justified. " If
it is believed that the patient’s prior views were opposed to life-prolonging
treatment, doctors should seek substantial evidence of this before
considering curtailment of treatment. Such evidence may be in the form of
an advance directive or “living will” or a specialised form drawn up by
Jehovah’s Witnesses with regard to blood products.

1:3.4 Advance directives

The BMA supports the principle of the advance directive. This is a
mechanism whereby competent people give instructions about what they
wish to be done if they should subsequently lose the capacity to decide for
themselves. Its purpose is to provide a means for patients to continue to
exercise autonomy and shape the end of their lives by pre-selecting or
refusing treatments which are likely to be proposed for them. The
principle is not new and embodies advantages for the openness of the
doctor-patient relationship. Patients who are aware of approaching death
often discuss with their doctors how they wish to be treated. The advance
directive registers these views in a more formal way and can be seen as part
of a broader willingness to discuss death openly and to deal with the
anxieties patients have about what might happen to them if they become
mentally incapacitated.

Advance directives are likely to be particularly useful to those who have
some form of advance warning by age or illness of approaching death or of
impending mental incapacity. Commentators have envisaged that the most
common condition for which an advance directive would be appropriate
would be senile dementia of the Alzheimer type or dementia related to
arterial disease. The later stages of dementia always lead to mental
incompetence but by means of an advance directive, the individual would
be able to control the provision of treatment as far as this could be
foreseen.

It has been indicated in the Appeal Court'’ that when a patient has
made an anticipatory choice which is “clearly established and applicable in
the circumstances” doctors would be bound by it. This implies that
advance directives are legally binding if they fulfil these two conditions. A
clear and informed statement by a Jehovah’s Witness would be binding in
the same way. -

In case of doubt, however, as to the patient’s true intention or if it is
considered that the individual was not fully apprised of the implications
when drafting an advance directive or that medical advances have
substantially changed the circumstances, the courts would be unlikely to
support it. The general approach of the law in this country has been based
on a bias in favour of preserving life in cases of doubt. The BMA has
issued guidance on advance directives (obtainable from the Ethics
Division) and these are discussed further in chapter 6 (section 6:3.3).
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1:3.5 Other relevant decision-making mechanisms

Although no person can consent on behalf of another adult in England,
Wales and Northern Ireland, Scottish law makes provision for:courts to
appoint.a “tutor dative” who can be given powers to act on behalf of an
incapacitated adult in all respects."” The extent of the authority of the
“tutor dative” is determined by the court decree but if appointed to act as
a virtual health care proxy, the tutor dative must assess where the patient’s
best interests lie and therefore must have access to all the relevant
information that patients would seek for themselves.

In England, Wales and Northern Ireland patients who are aware that
they are likely to become incompetent can hope to make their views
known at that later stage by appointing, in advance, another person to
speak for them. Decisions expressed by such a proxy would not have any
greater legal force than an advance directive but unlike a written
document, a'proxy decision-maker would have been primed to reflect the
known views of the patient in the particular circumstances which might
arise. The precise role, powers and title of a proxy decision-maker are not
defined by either custom or law. The English Law Commission is
considering such issues, including extending the role of guardians or the
powers of attorney into health matters. (A BMA proposal for a decision-
making procedure on behalf of incompetent patients is available from the
BMA'’s Ethics Division).

1:3.6 Comrnunity treatment orders

In early 1993 the Department of Health considered proposals to amend
the Mental Health Act 1983 to permit compulsory treatment of mentally
ill people living in the community, following concerns about the lack of
medical supervision "of such people after their release from hospital.
So-called community treatment orders were first suggested in 1987 by a
working party of the Royal College of Psychiatrists and the BMA gave its
support to the idea in 1989,

It is not yet clear whether the proposals will be implemented. The Royal
College has now effectively abandoned the idea of compulsory treatment
in favour of community supervision orders which would require patients to
re-enter hospital if they defaulted on treatment in the community. In the
Association’s view community treatment orders would only be acceptable
if safeguards were included which would ensure that competent patients’
decisions about treatment were not overruled. The implications of the
orders have not yet been fully considered and will be the subject of on-
going debate.

18

BMALOO00089_0044



CONSENT AND REFUSAL

1:4 Pressures on consent

In some circumstances doctors provide care in full recognition that the
consent of the competent patient may not be entirely voluntary and free
from pressure. The medical treatment provided to prisoners is an example.
Pressure to conform and inability to give independent consent can also
arise in relation to individuals who are in some way dependent upon
others, such as young or elderly people or, for example, the homeless.
Pressure can be exercised on elderly people, especially those apparently
inclined to self-neglect, to accept hospital treatment, transfer from home
to nursing home or other measures contrary to the individual’s desire, in
order to satisfy the community’s wish for order. This issue is discussed
further in chapter 9 on the ethical duties of doctors with dual obligations
(section 9:5.2).

Even in the absence of pressure as such, doctors should be alert to the
susceptibility of some patients either to give or withhold consent to please
others and contrary to their own interests. For example, adult patients
may be strongly influenced by the religious views of family members,
particularly on issues such as abortion. It has also been suggested that
relatives of Jehovah's Witnesses, for example, might be influenced to reject
life-prolonging treatments.”” In such cases, it is important that patients
have the opportunity to receive independent counselling and access to
pastoral advice if they wish it. Sociodemographic factors may also play a
role in the susceptibility of some groups to agree in an almost automatic
way to what is proposed. This has been shown, for example, in studies
regarding how certain groups of parents are more inclined than others to
volunteer their children for clinical research.

1:4.1 Consent in the context of teaching

It has been assumed sometimes that, by seeking treatment in a teaching
hospital, patients are implicitly consenting to a variety of measures which
are commonly associated with teaching. It is evident, however, that
patients are not always aware of teaching practices and cannot be assumed
to have implicitly agreed to them. It is important to inform patients about
such measures and to seek their explicit consent.

1:4.1.1 Presence of students

Such measures may include the presence of medical students in
consultations. The system of the doctor introducing the patient to a
student who is already seated in the consulting room seems to assume
consent in advance. It is important that patients feel they have a genuine
option in this matter. The implications of changing practice in busy clinics
are substantial but this is an area in which the Patient’s Charter has set the
tone in the United Kingdom by, for example, emphasising patient choice
in such matters.
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1:4.1.2 Recording of consulrations

Consultations with GPs or other doctors may be recorded by visual or
auditory means as a teaching aid for doctors. Clearly patients must consent
and have the opportunity to refuse. If patients agree to video-recording,
they should be asked to give signed consent: This appears a valid teaching
strategy but requires pre-planning and careful thought. Even when the
patient agrees, some people have reservations about how this practice might
alter the fundamental nature of the consultation. It may be felt that some
patients who have sensitive matters to raise and do not have fore-knowledge
of the practice may feel pressured into ill-considered agreement. How the [
patient will be approached for consent, and the amount of time available
for the patient to reflect, are important considerations, as is the information
given to the patient about who will see or hear the material, whether it will
leave the hospital unit or GP surgery and the length of time for which it will
be preserved. This is especially important now that the development of
technology allows students in many parts of the country to have access to
material which previously was only shown to very limited audiences. Some
have suggested that the information should be given to the patient in
writing. The BMA stresses, however, that written information should
supplement, but not replace, verbal discussion. ;

In the accident and emergency departments of hospitals, video-recording of
patients undergoing resuscitation is sometimes carried out for teaching or
audit purposes. This is obviously done without patient consent, even though
patients will be identifiable in the recording. The BMA recognises society’s
interest in thorough ‘training for doctors in resuscitation technigues but
emphasises that patient confidentiality must be respected. Upon recovery, the
patient’s permission for the keeping and use of such material should be sought
unless the film is subsequently digitized to obliterate patient identifiers. The
video-taping of patients for clinical and teaching purposes is further considered
in chapter 2 (section 2:1.6. 1). Photographs may also be taken of patients, with
their permission, for clinical purposes, for legal reasons, for teaching or to
illustrate research. Patients must be informed of the reason. If it is considered
later .that a photograph obtained for one purpose would be valuable for
another purpose which would involve the patient being identifiable, the
patient’s consent must be sought anew. The visual recording of minors and
incapacitated people should only be carried out with the agreement of carers
Or parents (except in cases of suspected abuse) and with the proviso that
subjects can withdraw permission for the use of the material when they artain
the capacity to do so. This matter is also considered further in chapter 2
(section 2:1.6.1) and chapter 3 in relation to minors (section 3:4.2).

1:4.1.3 Use of excised tissue

Complex issues arise in connection with the use of tissue from living
patients for research, teaching or commercial development. Such tissue is
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obtained in the course of therapeutic operations and most is used in
research or teaching projects which do not involve important commercial
considerations. Cases of large financial profits arising from the
manipulation of discarded patient tissue are extremely rare. An American
legal case™ arising from a patient’s claim to share the potential profits
accrued from the development of his cell line concluded that use of tissue
must be subject to the patient’s informed consent. The issues have not
been tested under British law but the BMA has taken a similar stance in
that it believes patient consent should be sought in advance when there 1s
an intention to use the tissue.”

Patient consent to therapeutic investigation or treatment should be
separate from consent to the possible use of excised tissue or organs.
Whenever discarded material is not for incineration, patients should be
informed in general terms that tissue may be used for one of several
purposes. There is often little knowledge at the time the tissue is stored of
how it will be ultimately used and therefore patient consent can only be
given in general terms. Where a specific purpose is intended, patients
should be so informed. Patients who object for religious or other reasons,
should be assured that their tissue will be incinerated.

Women who donate fetal tissue (see 1:7.1.6 below) must consent to the
use of that tissue in transplantation or research. They relinquish property
rights over it and are prohibited from receiving any payment.

1:4. 1.4 Pelvic examination under anaesthesia

In the past, the practice arose of allowing medical students to- gain
experience of carrying out intimate examinations by practising on
unconscious patients. Such a practice is unacceptable unless the specific
consent of the patient has previously been obtained. Hospitals that teach
medical students should seek prior written consent for vaginal examinations
on anaesthetised patients who are to undergo gynaecological procedures.

1:4.2 Prisoners

Imprisonment deprives the individual of autonomy. A detained person
is less free to give consent and may be restricted in terms of privacy but
nevertheless retains a right to medical care of a proper ethical standard. A
convicted prisoner has no choice of doctor, but the prison medical officer
has the same obligation as other doctors to obtain consent to treatment. It
is BMA policy that doctors should not carry out procedures such as
intimate body searches without the subject’s consent. The ethical duties of
doctors who treat prisoners are discussed in chapter 9 (section 9:7).

The BMA also provides advice for doctors practising in countries where
corporal and capital punishment is carried out. Many doctors seek
guidance from the Association when asked to participate in executions and
judicial punishments. Doctors may be asked to take a number of roles,
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including verifying mental competence for execution, fitness for flogging
or supervising judicial amputations or mutilations. In the BMA’s view,
doctors should not participate in such procedures. The Association
believes that medical participation gives a spurious humanity and
respectability to corporal punishment. .

On the question of the arrificial feeding of prisoners on hunger strike, the
BMA supports the. World Medical Association’s Declaration of Tokyo,
which states that when prisoners refuse nourishment and are considered by
the doctor to be capable of forming an unimpaired judgement, they shall
not be fed artificially. The Association recommends that prisoners be
clearly informed in advance of the doctor’s policy regarding resuscitation
during hunger strike. A doctor who has any doubts about a prisoner’s
intention, or who is asked to treat an unconscious prisoner whose wishes the
doctor cannot ascertain, must strive to do the best for that prisoner. This
might involve resuscitating the prisoner and providing artificial feeding.*

.Doctors in an increasing number of countries may also be asked to
participate in operations to remove organs from prisoners following
execution. Even though a form of prior consent is obtained from such
prisoners, the BMA does not believe thart this can be truly considered as
valid and voluntary consent. It has condemned such practices.

1:4.3 Members of the armed forces

Members of the armed forces tacitly consent to give up some of the
freedoms of civilian life in the interests of the unit as a whole.
Confidentiality and the right to decline treatment are areas where
servicemen and their families are likely to experience constraints or
pressures. Although doctors in the armed forces have 23 duty to obey any
lawful command, they also-have the same ethical duties as other'doctors to
ensure that patient autonomy is not improperly compromised. This issue
is discussed further in chapter 9 (section 9:9).

1:5 Treating without consent

As is mentioned in section 1:3 above, there are circumstances which
justify treatment or diagnostic procedures even though the patient cannot
consent.

It is sometimes argued that doctors should be able to carry out
procedures they consider to be appropriate without specifically informing
the patient, thus sparing the patient anxiety. As is stressed throughout this
book, however, the BMA favours frankness between doctor and patient
whenever possible. It considers that doctors should generally be prepared
to discuss their uncertainty where appropriate. The Association does not
consider it appropriate to carry out HIV-testing, for example, without
patient consent.
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1:5.1 HIV-testing

Ethically and legally, no treatment or diagnostic procedures should be
undertaken without the valid consent of the competent patient. Some
diagnostic procedures, particularly HIV-testing, have such profound
implications for the patient that specific patient consent is deemed
indispensable. Counselling is an essential prerequisite to HIV-testing.

The BMA is opposed to the compulsory testing of either patients or
doctors.”’ It has long been committed to the view that testing must only
take place with consent unless very exceptional circumstances justify other
action. The General Medical Council has also firmly rejected HIV-testing
without specific consent, save in the most exceptional circumstances. It
requires doctors to be prepared to justify decisions to test in the absence of
patient consent. '

It is often suggested that wide testing should be encouraged in the
population. Some evidence implies benefits for the: HIV-infected
individual in early establishment of HIV-status since, with treatment, the
onset of AIDS might be delayed. Pre-test counselling should include
mention of both the potential advantages and disadvantages of testing.
The BMA supports the opportunity for all pregnant women to undergo
screening for HIV-antibodies. When testing is routinely offered, it must
still be accompanied by thorough counselling so patients can make an
informed choice and have the time to discuss the matter with partners or
people close to them, if they wish.

1:6 Refusal of treatment

Competent adult patients have a clear right to refuse treatment for
reasons which are “rational, irrational or for no reason”.” In such cases,
the doctor should seek to explore the patient’s motive for refusal and
correct any misunderstanding, advise the patient of the increased risks of
non-treatment and, if appropriate, other treatment options. No pressure
should be brought to bear but the patient should be allowed time to
consider the information.

Patients are sometimes asked to sign a declaration stating they have
refused a particular treatment and that they accept responsibility for
declining medical advice (see 1:2.3 above). The legal validity of such a
document would partly depend on how much information had been given
to the patient. It may prove an adequate legal defence if the doctor
records in the patient’s notes that testing or treatment has been refused.
It may not be so, if the doctor has not given the patient sufficient
information or help.

In some cases, refusal of the treatment recommended by the doctor may
indicate that the doctor-patient relationship® has broken down and the
patient may require a transfer to another doctor. If this is not the case, the
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doctor should not give the impression of abandoning the patient who has
refused a specific treatment.

.

1:6.1 Refusal of life-saving treatments

"The doctor’s legal duties in relation to a patient’s refusal of treatment
have been recently discussed by a former Master of the Rolls, who stated:

“Doctors faced with a refusal of consent have to give very careful and
detailed consideration to the patient’s capacity to decide at the time
when the decision was made. It may not be the simple case of the
patient having no capacity because, for example, at that time he had
hallucinations. It may be the more difficult case of a temporarily
reduced capacity at the time when his decision was made. What
matters is that the doctors should consider at that time he had a
'~ capacity which was commensurate with the gravity of the decision
which he purported to make. The more serious the decision, the
greater the capacity required. If the patient had the requisite capacity,
they are bound by his decision. If not, they are free to treat him in
what they believe to be his best interests”. >

The judge went on to recommend that in case of uncertainty doctors
seek a declaration from the courts as to the lawfulness of treatment. This
summary of a legal view does not, however, fully reflect the profound
moral difficulties which doctors experience when faced with a patient who
declines life-saving treatment. Clearly this is the most difficult area for
doctors in connection with patient autonomy.

Particular problems arise with Jehovah's Witnesses if treatment requires
a blood transfusion. Nevertheless, from an ethical viewpoint, if a rational

!Z;' adult who has been fully apprised of the consequences of not receiving this

§ treatment persists in a refusal, the decision should be respected. In
practice, the dilemma seldom has a simple answer and doctors faced with
such a problem are urged to explore fully with the patient any alternative
measures which both doctor and patient might find acceptable.

When a parent is making this decision on behalf of a child the courts
should be involved and will override the parents’ decision in the interests
of preserving the child’s life. The issues surrounding refusal of treatment
are further discussed in relation to minors in chapter 3 (section 3:3.6), and
adults in chapter 6 (section 6:3.2).

1:7 Consent to special treatments — treatment not in
the patient’s interest

1:7.1 Treatment not in the individual’s interest
Most treatment is proposed in the interests of the person who will
undergo it. In some circumstances, treatment is designed to benefit another
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rather than the subject. An example of such treatment is the practice of
intubating newly deceased patients so that the technique of intubation can
be mastered by inexperienced doctors in the interests of the general public
without risk to living patients. The practice is common in most accident
and emergency departments and some obstetric units. Some staff have
expressed concern that the procedure is performed without consent and is
not generally subject to a framework of ethical guidelines. Some doctors
believe that adequate experience could be obtained by practising
intubation technigues under supervision on live patients who require the
procedure and with their prior permission. Others consider that the
experience of perfecting the technique of intubation on a recently deceased
patient cannot be adequately duplicated by other means and in particular
prepares practitioners for the difficulties of intubating patients who do not
conform to standard models because, for example, they have suffered
mutilation or physical distortions in accidents. Many aiso consider it
essential to train paediatricians in emergency resuscitation techniques of
neonates. The practice has been to obtain training on recently.deceased
babies without parental consent, given the difficulties of approaching
parents at such a traumatic time for them.

The BMA has concluded that the procedure is ethical if done
responsibly as part of a training programme and if subject to appropriate
guidelines which avoid secrecy and ensure a proper respect for the
deceased person. This might involve a campaign of public education to
make people aware of the fact that such training is currently carried out in
some circumstances and the reasons for it. Thus the present air of secrecy
would be dispelled. The Association requested that representatives of all
groups of health staff involved in such procedures consider whether such
guidelines could be produced. Wide consultation, however, appeared to
indicate variable support for the practice, and this led to difficulties in
devising acceptable guidelines. This is an issue upon which the BMA
would like to encourage further debate.”

Other well known examples of treatments designed to benefit someone
other ‘than the patient are organ and tissue donation and the emerging
practice of ventilating moribund patients in order to facilitate organ
donation after their death. '

1:7.1.1 Organ and tissue donation from live donors

Most live donors are genetically related to the proposed organ or tissue
recipient.” Doctors must be aware of the possibilities of pressure on donors
which might compromise the voluntariness of their consent. Since donation
is not in the individual’s interest, doctors are advised to give careful thought
to providing counselling and information to the donor about possible risks
of the procedure. Clearly, a high degree of understanding will be necessary,
. In keeping with the seriousness of the intended procedure.
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Awareness of a potential conflict of interest between donors and
recipients has influenced the development of organ transplantation. The
medical response to this in the conventional adult donor situation is to
have two quite separate health care teams: one responsible for the care of
the donor, the other responsible for the care of the recipient.

1:7.1.2 Children as tissue donors

Although pressure may be brought to bear by families on potential adult
donors, they cannot oblige them to donate tissue. Since parents are
responsible, however, for making health care decisions for children,
donation involving minors is a particularly difficult issue. It raises
questions of the degree to which parents can give valid consent to a
procedure which is not in the child’s interest and involves pain and
suffering to the child. There are no clear legal guidelines specifically
relating to tissue donation by minors but general arguments raised in cases
such as Re F,” concerning people who cannot give consent, established
the principle that the treatment must be necessary for the person
undergoing it and the doctor must act in the best interests of that person.

The type of argument usually put forward in favour of donation by
minors is that it is in the child’s emotional interests that the life of a
sibling, -for example, be saved. Similar arguments may be put forward to
support the idea of donation from a mentally incapacitated person. Some
object, however, to the possibility of regarding those who have not attained
full autonomy, for one reason or another, as available tissue providers. The
same can be said of pregnancies generated with the express purpose of
providing a new potential live tissue donor.*® Such practices raise fears that
non-autonomous people are being used as a means to promote another
person’s interests.

The argument that donation is in the donor’s emotional interests does
not always reflect reality. The donor child may resent the attention
constantly given to the sick brother or sister and manifest fear and
bitterness at being subjected to treatment. Cases must be decided on an
individual basis. There are no simple solutions, given the conflicting
imperatives of saving life and protecting the developing autonomy of the
potential child donor.

In the BMA’s opinion, the views of the potential child donor must be
sought if he or she has sufficient maturity to understand the situation,
Weight must be placed on a competent child’s refusal to consent to tissue
donation. In order to be ethically justifiable, the procedures proposed for
potential child donors should only involve minimal risk and suffering and
should not be contrary to the child’s health interests. The BMA does not
consider it appropriate for live, non-autonomous individuals to donate
non-regenerative tissue or organs. In some cases, the long-term risks to the
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donor cannot be adequately predicted. This issue is discussed further in
chapter 3 (secton 3:6).

- 1-7.1.3 Neonates as donors

In general, the ethical problems relating to neonatal transplant therapy
are the same as those which arise in consideration of other donor groups.
Some procedures may be regarded as experimental and, whereas adults
can consent to undertake dangerous options, some question whether
parents can reasonably consent to the treatment of a child which involves
unnecessary risk. The problems in separating such research from
acceptable innovative treatments are discussed-in chapter 8 (section 8:2.3).

Even more problematic is the issue of anencephalic neonates as organ
donors. It is estimated that approximately 40 anencephalic babies are born
alive each year in the United Kingdom but few donate organs because of
the special ethical and legal problems they pose. Since there is no time
limit on abortions performed for fetal abnormality, such infants are born
to women who object to termination in principle or who wish to allow the
fetus to mature in order to provide organs. Many would regard the latter
view as immoral and compromising to the individual value of handicapped
people in its implications.

A major difficulty in the proposal to use organs from anencephahcs is
the impossibility of defining brainstem death. The royal colleges take the
view that “organs for transplantation can be removed from anencephalic
infants when two doctors who are not members of the transplant team
agree that spontaneous respiration has ceased”.’”” Many" support this view,
seeing it as no more than a restatement of a diagnostic test for death which
has long been the norm. They consider attempts to introduce a brainstem
death standard as unnecessary and impractical in this context. Other legal
experts,” however, have raised doubts about the use of anencephalic
babies as heart donors, pointing out that the anencephalic child’s heart
may spontaneously continue to beat for some hours after respiration has
ceased and, in the absence of clear brainstem death criteria, no death
certificate can be issued. Very few anencephalic donors are used but for
the few cases that are presently considered suitable, clarification of the law
would be welcomed by doctors. :

1:7.1.4 Ventilation of moribund patients for organ donation

Usually organ donors have been chosen on the basis of irreversible brain
damage which has resulted in “brain death”. When death is clearly
inevitable, any attempts at resuscitation have been seen as unhelpful
intrusions. Practice now, however, includes applying - resuscitative
procedures to the prospective organ donor, without hope of benefit for that
person but with the objective of maintaining the -quality of the organs to be
removed for transplantation.
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The, BMA has considered the legal and ethical implications of the
elective ventilation of moribund patients, without their prior consent, for
the purposes of organ'donation. In such cases, patients such as those dying
of intracranial cerebrovascular catastrophes in general wards are
transferred to intensive care units although it is recognised that they are
very unlikely to derive any benefit. The patients are not in a condition to
be able to express consent or refusal. The purpose is to maximise the
possibilities of organ donation from those patients on their death. No
patient can be considered as a potential donor until all treatments for the
benefit of that patient have been exhausted. The BMA recognised that
respect for individual autonomy could be compromised by instituting
procedures not to benefit the donor but to maintain organ quality, and
that this must be weighed against the potential for benefiting many organ
recipients and saving lives. Patient autonomy could be preserved if
patients were able to express their views on this practice in advance, either
through some form of advance directive or re-worded donor card but
public knowledge about this practice is not yet widespread. Current
practice is for the people close to the patient to be asked to agree to the
procedure. The possibility of causing symbolic harm by accepting
relatives’ views, as if the dying patient were already legally dead, is
recognised. Nevertheless, elective ventilation and the intensive nursing
care accompanying it, although not undertaken with the purpose of
benefiting a potential donor, are not clinically deleterious to the patient.

The BMA considers that this practice is not unethical of itself but that
it must be subject to a strict ethical framework and safeguards. It has
recommended that a protocol be agreed nationally between interested
bodies. Criteria for identifying potential organ donors; criteria for
exclusion from consideration for organ donation; procedures to be
followed in approaching consultants and in approaching those close to the
patient, and management of the patient in the intensive care unit, are all
matters which should be agreed by discussion between all members of the
health care team, including the chaplain.

Much discussion has concentrated on the attitude of those close to the
patient. Consent by those in close relationships with a living patient is not
legally valid but they may be best placed to reflect how the patient would
have viewed such procedures. Current practice is to keep the potential
donor’s partner or relatives fully informed of all procedures, and to obtain
their consent to those procedures. Some have seen this as a franker way of
treating dying patients and their relatives, as it allows the relatives to
realise that there is no hope of recovery. This approach includes explaining
to relatives, in advance, that the dying patient may eventually prove to be
an unsuitable donor and may be removed from ITU and returned to a
general ward for a number of reasons, especially if another patient requires
intensive care for his or her own benefit. There has been concern that
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patients without a partner or relatives to speak for them might be accorded
less consideration than those who have representatives to speak for them
and the BMA has recommended that they should be excluded from the
potential pool of donors.

The Association’s views have been transmitted to interested bodies such
as the British Transplantation Society, which has been asked to co-
ordinate discussions for a nationally agreed protocol.

1:7.1.5 Dead donors |

Individuals can consent during their lifetime to the donation of organs
after death. Consent given orally and witnessed by two people is sufficient,
although many people carry donor cards or make a written statement.
Even if the subject has not expressed consent, tissue or any part of the
body may be removed on the authorisation of the person lawfully in
possession of the body, (either an institution such as a hospital or a
nursing home or the family) as long as no relative of the deceased objects.”
Schemes have been proposed whereby consent to donate is assumed
automatically unless the individual has actively registered a refusal prior to
death. In such schemes, the consent or refusal of relatives carries no
weight. The BMA’s view is that the potential donor’s known views should
be determinative. In cases where it is shown by relatives that the deceased
was opposed to donation on religious, cultural or-other grounds, these
views should be respected in the same way that any other expression of the
patient’s wish, such as an advance directive, would be respected.

v 1:7.1.6 Use of feral nissue

Tissue from aborted fetuses has been used for therapeutic and research
purposes. Fetal brain tissue, for example, has been used in treatment of
Parkinsonism, and clinical use of fetal thymus and liver cells continues in
some centres abroad. In the early stages of such treatment moral qualms
were expressed about the information given to, and the consent obtained
from, the women whose aborted fetuses are so used and the potential for
conflict of interest between the donor and the recipient of tissue. The
original consent forms signed by women disclaimed their having any views
on the disposal of the fetus. Many people maintained that such women
should be told if there was a possibility that the fetal tissues would be used
for transplantation or research, and their specific, unpressured consent
obtained. The Polkinghorne Report,” which codifies the views of
Government and the profession, recommends that any fetal tissues used in
therapy or research should be subject to the “positive explicit consent” of
the mother but states that the information given to her will be general and
“embrace all uses to which the fetus may be put”. Thus the mother will
not be informed of the actual purpose for which her fetus is used. This-is
consistent with the BMA’s general views about the use of other tissue
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taken from live patients during therapeutic operations (see 1:4.1.3 above).

Importance is glven in the Polkinghorne Report to the timing of
consent. In the case of spontaneous abortion, consent is necessarily
obtained after fetal death and timing of the request should be dictated by
the need to minimise distress. In the case of therapeutic abortion, consent
to the use of the fetus should not be sought until the mother has consented
to the termination of pregnancy; and the doctors dealing with the
termination should be entirely separated from those using the tissue.

HIV-or hepatitis-testing of the fetus is carried out if the tissue is to be
used for transplantation. Such testing is required in the interests of the
tissue recipient but the results may have grave implications for the mother
and her consent to this is necessary. Issues arising in other cases where
treatment for the benefit of one patient has profound implications for
others are discussed below in 1:9.

The method of termination of pregnancy is dependent upon a number
of factors, including: the gestational age of the fetus. The technique
selected to produce the abortion also affects the usefulness of any fetal
tissue made available for transplantation, since the interval between fetal
death and rissue collection may be significant. Fetal organs deprived of
oxygen and blood supply, at maternal body temperature, deteriorate very
quickly. Fetal pancreatic islet survival, for example, has been shown to
be much more impaired by prostaglandin-induced abortion than by
hysterectomy. Use of tissue from prostaglandin- induced termination is
thus said to have contributed significantly to the failure of fetal pancreatic
islet transplantation to gain acceptance in the treatment of diabetes. The
abortion technique selected also affects the possibility of identifying
particular types of tissue. Suction evacuation of the uterus while avoiding
the problems of warm ischaemia (oxygen deprivation at body temperature)
results in soft tissue being dellvered in disrupted form, making isolation of
brain tissue a difficult procedure.

It has thus been suggested that, given that tissues produced by some
types of abortion are unsuitable for transplantation, trends in relative
popularity of different techniques may gradually come to reflect
transplantation requirements.” Modification of abortion technique solely
in order to improve collection of fetal tissue is ethically unacceptable. The
importance of separating the obstetricians from the experimental
therapists was also recognised by the Polkinghorne Committee, which
proposed the use of an intermediary.

Although there is no evidence suggesting that such practices occur,
some still fear that pregnancies might be generated for the express purpose
of providing fetal cells for the treatment of a relative, and call for
comprehensive legislation covering the whole spectrum of transplantation
therapy. Two decades ago the BMA categorised as unethical the
generation or termination of a pregnancy solely to produce suitable
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material; and any financial reward, for the donation of fetal material. It
recommended that there should be no link between donor and recipient
and that nervous tissue should only be used as isolated neurones or
tissue fragments. In 1989, the Polkinghorne Committee codified such
recommendations but did not consider “that legislation would allow the
flexibility which may be needed in the light of developing knowledge and
experience” but “that it is best to proceed, where possible, by means of
ethical guidelines and a Code of Practice”. , .

1:8 Consent to special treatments — irreversible
procedures

The voluntariness and well informed nature of consent is clearly of
particular importance if the treatment carries permanent consequences or
effects which prudence dictates should be regarded as irreversible.
Psychosurgery and sterilisation are examples of such procedures.
Irreversible procedures are particularly controversial when the autonomy
of the patient is in any way impaired or under pressure, either because of
mental incapacity or imprisonment, for example.

1:8.1 Psychosurgery

Part IV of the Mental Health Act 1983 deals with treatment fof mental
disorder of patients detained without their consent. Psychosurgery (any
surgical operation for destroying brain tissue or the functioning of brain
tissue) and the surgical implantation of hormones for the purposes of
reducing male sexual drive require both the patient’s consent and a second
opinion (section 57 of the Mental Health Act 1983). As the Mental Health
Act Code of Practice makes clear, section 57 reflects public and
professional concerns about the voluntariness and validity of patients’
agreement to such procedures and the possible long term effects. The facts
and results of such irreversible treatments must be notified to the Mental
Health Act Commission. Prior to psychosurgery, the Commission will
usually visit the patient.*

In 1992 there was an international -outcry when an American judge
offered a prisoner convicted of sexual offences surgical castration, as an
alternative to a very lengthy sentence. Although initially consenting, the
prisoner subsequently withdrew consent to the procedure. “Chemical
castration” or the administration of drugs to reduce male libido has been
used in efforts to rehabilitate sex offenders in the United States but there
has been little support for it in Britain, even in cases where patients have
sought it. The issue is discussed further in chapter 4 (section 4:4.3) and
the medical treatment of prisoners in general is explored in chapter 9
(section 9:7.4). :
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1:8.2 Non-therapeutic procedures

As regards minors and patients who are mentally incapacitated, some
procedures are regarded as so serious and controversial that doctors are
required to seek judicial approval before carrying them out. Non-
therapeutic sterilisation, for instance, requires authorisation from the
courts. Thus, if sterilisation is advised because of a fear that the
incapacitated woman may become pregnant, but would be unable to cope
with pregnancy or childbirth, court approval should be sought.
Sterilisation for therapeutic reasons, such as treating a disease of the
reproductive organs, does not require court authorisation (see also chapter
4, section 4:4.2). The patient’s interests must come first. Public policy or
the convenience and concerns of those who care for the patient are not
determinative factors in the decision to authorise sterilisation.

1:9 Consent to special treatments — implications for others

1:9.1 Treatments affecting fertility

Any treatment affecting an individual’s reproductive capacity has
potential implications for that person’s spouse or partner. In the past,
consent to treatments such as sterilisation was sought routinely from the
patient’s spouse. This is now acknowledged to be unacceptable although it
is good practice to encourage patients to discuss sterilisation with their
partners.

1:9.2 Genetic screening

‘Genetic screening helps individuals or couples to make decisions about
their own lives and those of their future children. Information obtained,
however, about one family member in relation to genetic disease may have
profound implications for other family members who have not sought or
consented to screening.

Such screening is prompted usually by the awareness of a history of the
disease within the family. Thus, family members are likely to be aware of
the implications of screening and the importance of sharing information.
Such co-operation, however, cannot be assumed and careful counselling
may be required. Any refusal by relatives to be involved in detection of
genetic markers must be respected. Other aspects of genetic screening are l
discussed in chapter 4 (section 4:9.2).

1:9.3 HIV-testing

Investigation of some conditions has implications for those close to the
patient. Many of these implications involve issues of confidentiality and
are discussed in chapter 2 (section 2:4.4.1). Some also raise difficult
questions of consent, such as pre-adoption HIV-testing of babies. In such
cases, the test result will plainly have implications for both the birth mother
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and the adoptive parents. If the child is in local authority care, it may be
sufficient in law for the authority to give consent but many people would
recognise a moral obligation to trace and counsel the natural mother in the
event of a positive result in the child.

1:9.4 Paternity testing

The BMA receives enquiries from time to time about consent to
paternity testing, which many patients believe can be carried out on a
routine basis with the consent of a parent or assumed parent. Paternity
testing, however, clearly carries important implications for the child whose
genetic background it seeks to clarify. In very many cases, it is extremely
dubious as to whether such testing would be in the child’s interest, since it
could irrevocably affect the attitudes of those caring for the child. As the
most vulnerable party, the child’s interests are generally owed greater
consideration than those of others. Procedures for obtaining consent for
blood samples for paternity tests may also have implications for the
presumed father, who is sometimes unaware that the child’s paternity is in
doubt. -

Such testing cannot be carried out simply at the request of the adult
parties involved but is subject to strict regulation. The Home Office issues ;57"
guidance on this subject and regularly nominates-a very limited list of
practitioners authorised to carry out paternity testing. Decisions about
paternity tests must usually be made by the courts.

1:10 Summary

1 Doctor-patient relationships should be founded on mutual respect.
The importance accorded to patient consent reflects the respect with
which doctors regard their patients. The recognition by doctors that
patients usually know better than any one else what is best for them
imposes a duty upon doctors to empower patients to make their own
decisions, based on information and support.
Decisions about health care should be made by the individual, with
advice and information from the doctor. In order to be valid, patient
consent must be informed, voluntary and competent. Apart from
legal provisions in Scotland for the nomination of “tutors dative”, no
one can consent to treatment on behalf of another adult (although
this is under legal review).

3 Doctors should attempt to enter into continuing dialogue with
patients about decisions which affect their wellbeing. Trust will only
grow from frankness. Patients should control the amount and timing
of information. In exceptional circumstances, distressing or harmful
information may be withheld from the patient for a time. Decisions
to withhold information should never be routine or taken casually.
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Such decisions must be subject to continuing review and efforts
made to prepare the patient for full disclosure.

4 In emergencies, life-saving treatment should be provided if it is
impossible to gain consent. Unconscious patients and those suffering
very severe mental impairment cannot act autonomously but may
have made an anticipatory decision. In other circumstances, ethical
principles require doctors to make a judgement as to the patient’s
best interest.

5 Consent is a process, not an event, and it is important that there be
continuing discussion.

6 The opportunity to consent to treatment is counterbalanced by a
right to refuse it. If a rational adult who has been fully apprised of the
consequences of not receiving this treatment persists in refusing it,
the decision should be respected.

7  Implied consent can only be held to apply to the procedure in hand
and not necessarily to subsequent treatments which flow from it.

8 Consent and refusal forms simply document that some discussion
has taken place.

9  Ideally, the doctor should inform the patient about any risks inherent
in the treatment which might be particularly important to that
patient, as well as explaining the risks and benefits of alternatives and
of non-treatment.

10 The concept of advance directives is supported by the BMA. They
are useful to those who have some form of advance warning by age or
illness of approaching death or of impending mental incapacity.

11 Doctors should be alert to the su