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Foreword

In May 2000 the Nuffield Trust published Policy Futuresfor UK Health! and Genetics and
Health:2 both of these publications raised the issue of resolving conflicting values in health
policy. The Nuffidd Trust's deliberations had been informed by a paper commissioned from
Martyn Evans’® as one of the ten technical papers which formed part of the consultation process
culminating in the publication of Policy Futures for UK Health. Martyn's paper highlighted the
competing values that are played out in modern health debates - the tension between individual
choice and collectivism.

Clinical Ethics Supportinthe UK. Areview of the current position and likely devel opment takes
a look at the current position of clinical ethics support and, drawing on international
experience, considers what might be a sensible way forward for the UK in the short and medium
term on ethical issues arising from clinical practice. The findings of this survey indicate a
widespread view amongst senior health professionals that there is a need for some form of
support on ethical issues arising from clinical practice and that these recommendations should
be carefully considered by health authorities and trust boards, as well as by the Health
Departments and Executives within the home countries.

John Wyn Owen, CB
L ondon: December 2000

1. Dargie, C, Policy Futures for UK Health. 2000 Report. London: The Nuffidd Trust (2000).

2. Zimmern, R, Cook, C, Genetics and Health. Policy issues for genetic science and their implications for health and health
services. London: The Nuffidd Trust (2000).

3. Evans, M., Reconciling Conflicting Vaues in Health Policy. London: The Nuffidd Trust (1999).
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Executive Summary

I ntroduction

11 This report describes the findings of an assessment of the current provision of clinica
ethics support services in the UK. The research was carried out by the Oxford Centre for Ethics and
Communication in Health Care Practice (Ethox) in collaboration with the Department of
Educationa Studies, both at the University of Oxford. The project wasfunded by the Nuffidd Trust.

1.2 Clinical ethics support services were defined as the forma or informal provision of
support to hedth professonds on ethical issues arising from their clinical practice. The definition
was kept as broad as possible in order to obtain a comprehensive picture of the current situation
without pre-judging what might constitute such a service. However, ethical issues relating to
medical research were specificaly excluded. The project's main focus was on clinica ethics
support in the secondary and community care sector of the health service. Because of the more
diverse structure of the provision of primary care services (primary care groups and trusts were
not established at the beginning of the project), and the changing pattern of primary care, it was
fdt that a ussful assessment of clinical ethics support in this area would be beyond the scope of this
project. Where possible, within the framework of the studies, we attempted to obtain some idea of
how clinicd ethics support might be provided in primary care.

1.3 The project had the following objectives:

i.  To identify any ethics support services relating to clinical practice currently
provided for health professionals working in the UK.

ii.  To investigate the perceived need for such a service among senior managers and
clinicians within the health service.

iii. To place the UK experience broadly within an international context.

iv.  To make recommendations on how clinica ethics support could be developed in
the UK.

1.4 The project comprised a series of studies based on five key groups thought likely to be
sources of clinical ethics support.

i.  NHStrusts.

ii.  Hedth authorities and health boards.

iii. Locd research ethics committees.

iv. Professiond organisations.

v.  University departments of medical ethics.
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M ethod

15 A combination of methods was used in order to obtain both a comprehensive overview
and a detailed description of some aspects of clinical ethics support. The conclusions and
recommendations are based on insights gained from the following.

i. Questionnaire responses from one or more key individuals (chief executive,
chairman, medical director or director of nursing) in 99.8% of NHS trusts.

ii.  Questionnaire responses from one or more key individuals (chief executive,
chairman, director of public health and director of primary care) in 99.2% of
health authorities and health boards.

iii.  Questionnaire responses from 90% of chairmen of local research ethics
committees.

iv.  Questionnaire responses from twenty one national professiona organisations.

v. Interviews with the chairmen of the twenty clinical ethics committees currently
established in the UK.

vi. Interviews with the chairmen of seven local research ethics committees that
provide advice on ethical issues relating to clinical practice.

vii.  Correspondence with fifteen university departments of medical ethics.

1.6 In addition, information about clinical ethics support services in other countries was
obtained by a combination of literature review, personal communication and observational
vigts.

Findings

The following paragraphs summarise evidence that is described in subsequent chapters. The
numbers at the end of each section refer to those sections of the report that amplify the point
most fully.

17 Percaved need for clinical ethics support

There is awidespread view among senior health professionals that there is a need for some form
of support for health professionas on ethical issues arising from clinical practice.
(3.4.3,4.4.25.4.1.2,6.4.2)

18 Current provision of clinical ethics support in NHS trusts

Many acute, community and mental health trusts have identified some formal method of
addressing ethical issues arising from clinical practice within the trust. These vary from specific
services dedicated to the provision of clinical ethics support to the incorporation of ethics into
existing trust structures. They include the following:

i.  Clinicd ethics committees (CECs).

ii. Ethicists.

iii. Professona or management structures.

iv. ~ Committees or groups other than a CEC.
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v.  Chaplaincy services.

vi. Policies on ethical issues.

vii. Advice or support from university departments of ethics.

viii. Individuals with some special interest in ethics within trusts. (34.1)

19  Support for the development of clinical ethics services

There was strong support for the introduction of specific clinical ethics support, such as clinica
ethics committees or ethicists, within NHS trusts. A clinical ethics committee was the most
favoured model for this but some health professionals expressed concern about the feasbility of
providing clinical ethics support in general, and clinical ethics committees in particular.
Concerns included:

i.  The cost of setting up such a service.

ii.  Theneed for arapid response to requests for advice in urgent clinical situations.

iii. The establishment of yet another committee, thus increasing bureaucracy within

the trust.
iv.  That the clinica autonomy of health professionas would be compromised.
(34.3,344)

110 Clinical ethics committees (CECs)

1101 Twenty NHS trusts were identified that had established formal clinical ethics
committees. The majority of these have been established within the past five years. Another
twenty NHS trusts expressed an intent to establish a committee within the next twelve months.
The impetus for establishing a clinical ethics committee was most commonly from concerned
clinicians rather than as a result of managerial initiative. Committee membership is
multidisciplinary and many committees have lay members. The chairman of most committeesis
asenior doctor. (34.1,841)

1102 Thereis a perceived need among clinicad ethics committee chairmen for some formal
education in ethics of the committee members. Such education should focus initially on
identification and articulation of the morally relevant facts in a case, and the process of
resolving moral disagreement. Specific knowledge of moral theories is not seen as essentia for
al members of the committee but may be desirable for some members at a later stage in the
committee's development. Training in how to function effectively as a committee is also
necessary. Very few clinical ethics committee members in the UK have had any specific ethics
training. The main barriers to such education of committee members are:

i.  Funding.

ii.  Time commitment for members.

iii. Lack of appropriate courses. (84.3

1103 There is a considerable divergence of views amongst the chairmen of clinica ethics
committees as to the benefit of having an ethicist, or other philosopher, as a member of the
clinica ethics committee. The experience of some committees is that an ethicist is not essential
to the successful functioning of the committee. Others however have found an ethicist of great
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value to the committee. If the committee does not have an ethicist then ethics education of the
committee becomes even more important, (see 1.10.2) (84.2)

1104 The terms of reference of the established CECs identify three main functions of the
committees; support for individua clinicians; input into trust policy and guideline formation;
and education of health professionas within the trust. Most committees have concentrated on
guidelines and policy, although a few carry out individual case consultation as their main
function. (8.4.6,8.4.9)

1105 Education within the trust has not been undertaken to any great extent by most
committees. Reasons for this include:
i. Lack of financia resources.

ii. Lack of time.
iii. Lack of confidence in the committee's own knowledge and ability to provide
ethics education for others. (84.12)

1106 Raising the profile of the CECs within the trust is a priority if the committee is to
function effectively. Few committees are well known within their trust and are therefore
accessed only by a small group of clinicians. However, it is important that when a committee is
first established, it develops credibility in one or two areas before expanding its services to the
whole trust. (84.7)

1.10.7 If CECs, or other clinica ethics support services, are to develop in the UK, evaluation
and audit of the service is essential. Only one of the clinical ethics committees so far established
has carried out evaluation of itswork. Reasons for this include:

I Difficulty in defining outcome measures.

ii.  Lack of clarity in the committee's aims.

iii. Lack of financia resources. (84.8)

1108 The relationship between CECs and clinical governance needs clarification. Most
chairmen of established CECs viewed consideration of ethical issues as an integral part of
providing high quality patient care and therefore of clinica governance. However, they aso
considered it to be important for the clinical ethics committee to be seen as separate from the
monitoring process of clinical governance . (8.4.13

111 Clinical ethics support in health authorities and boards

Severd hedth authorities and health boards have begun to address the ethical issues around
resource allocation and priority setting. There is alack of consensus amongst health authorities
on whether ethical issues relating to other areas of clinical practice are their concern, or whether
they fdl entirely within the remit of trusts. Even within the area of resource allocation there is
no clear boundary between health authorities and trusts as to where the responsibility for
ethical input lies. There is a recognised need for health authorities to provide ethics support to
primary care groups and trusts on issues arising from clinical practice and resource allocation.
(4.43/4.4.4)
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112 Clinical ethicssupport by local research ethics committees

A number of local research ethics committees (LRECs) are being asked for, and are providing,
advice on ethical issues related to clinical practice. Most of the committees that do provide
advice do so infrequently, but the provision of such advice is outside their terms of reference.
Some LREC chairmen expressed concern that their committee was not appropriately
constituted to give such advice. Others fdt that an extension of their role into clinical ethics
would result in an unacceptable increase in workload for the committee. (5.4.1.1, 54.2.2,5.4.2.3,

54.2.4)

113 Clinical ethics support by professional organisations

Many health professonals see their professiona organisations as a source of ethics support on
clinica issues. Severd of the professional organisations produce guidelines on specific issues
and some offer a telephone advice service. However, there is concern within some professiona
organisations that advice from a national body may be too generalised to be hepful in loca
circumstances and that professional organisations should act as a resource for more local
support services. (6.4.1,6.4.2)

1.14 Clinical ethics support by university departments of ethics

Few university departments of medical ethics provide regular clinica ethics advice to health
professonas. Three units have formal links with their local NHS trust based around the trust's
clinical ethics committee. Some individual academic ethicists are approached in their role as
teachers of medical ethics. (7.49)

1.15 Theinternational context

Clinical ethics support exists to varying degrees in other countries. Clinical ethics support has
become widespread in health care institutions in North America for over twenty years. In
Europe, severa countries are now developing support services. Examples of clinical ethics
support are also seen in Austraia, New Zealand and South America. The different models of
clinicd ethics support include:

i.  Ethics committees.

ii. Ethicigts.

iii.  Ethics consultation groups.

iv.  Clinicianswith ethics training.

v.  Combined research and clinical ethics committees.

vi. Frameworks for consideration of ethical issues in practice.
To date there has been no rigorous evauation of the effectiveness of such services in North
America, Europe or Australia, and there are no nationally recognised standards for clinical
ethics support. 9.9)
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Conclusions

116  Thefindings of this project have shown that there is a perceived need for ethics support
on issues relating to clinical care among a wide range of health professionals in the UK.
Initiatives to provide clinica ethics support have developed in some NHS trusts, mainly in the
last three to five years, and other trusts are planning such initiatives. It seems likely that clinical
ethics support services will increase dramatically in the UK over the next ten years following the
pattern seen in North America. Developments in Europe and Australia show similar trends.

117 In the UK a number of different models of providing clinical ethics support have
developed within trusts, using both new and existing structures. It is not clear which model, or
models, will be most appropriate for UK health care. The structure of support may vary
depending on the particular circumstances of the individua trust but these services will share
some common aims and needs. They must also demonstrate that they provide an effective
service that is beneficia to both health professionals and to patient care. In order to facilitate the
achievement of the highest possible ethical standards in patient care within the UK we
recommend that the potential of clinical ethics support services be investigated further.

Recommendations

118 Individual clinical ethics support services in the UK have developed in isolation. A
common feature of the clinical ethics committees is that they are unaware of other committees.
There is aneed to share information and experience among clinical ethics committees and other
support services. The development of a national network of clinical ethics support services to
provide information, education and support to developing initiatives, and to facilitate the
sharing of experience between initiatives, would address this need. A nationa network has been
established as part of this project, but further development and support will be required.

We recommend the further development of a national network of clinical ethics support
services to shareinformation, and provide education for clinical ethics support servicesin
the UK.

119 In order to properly assess whether a particular model of clinical ethics support is
effective in achieving its aims, adequate support must be given to the development of that
model. This should include.

» Expertise to support and develop the service.

» Appropriate training for those involved.

* Administrative support.

» A recognised status for the service supported by the trust management.
» Protected time for those providing the service.

Prior to the recommendation of particular models of clinica ethics support as providing best
practice, they must be rigorously evaluated in terms of process and outcome. Internal (local)
evaluation is necessary to measure the effectiveness of the service against local aims and
objectives. In addition, an independent external (national) evaluation is necessary in order to
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provide a generalisable assessment that can be used to inform national guidelines and
recommendations. This method of local and national evaluation has been used previoudly in the
context of local initiatives that will have national implications. Therefore, an appropriate
strategy would be to use external funding to support specific initiatives in order to develop
models of best practice which could then be evaluated. A period of at least three years would be
necessary to enable the service to develop to a stage where meaningful evaluation was possible.

We recommend that specific initiatives be established, that are designed to develop
models of best practice appropriate to the roles of different trusts, including the new
primary caretrusts. A formal evaluation of these specific initiatives should be carried out,
including a local evaluation by the trust or health authority in which the initiative takes
place, and an independent national evaluation.

1.20 Local research ethics committees perform a specific function that is fundamentally
different from that of a clinical ethics committee. Their training and expertise is confined to
research ethics and they are decision making, rather than advisory, bodies. Their current
workload would not alow them to provide aresponsive clinical ethics support service.

Werecommend that local research ethics committees do not take on therole of aclinical
ethics support servicein the UK.

Summary of recommendations

1. Thefurther development of a national network of clinical ethics support servicesto
share information, and provide education for clinical ethics support servicesin the
UK.

2. Specificinitiatives that are designed to develop models of best practice appropriate
to theroles of different trusts, including the new primary care trusts, should be
established. A formal evaluation of these specific initiatives should be carried out,
including a local internal evaluation by the trust or health authority in which the
initiative takes place, and an independent national exter nal evaluation.

3. Local research ethics committees do not take on therole of a clinical ethics support
servicein the UK.
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SECTION | INTRODUCTION
CHAPTER 1

Background

In recent years there has been increasing debate in the UK about ethical issues that arise in
various aspects of health care. Many factors have contributed to this debate among both health
professionals and the wider community. The development of innovative but expensive
treatments, an ageing population, and an increase in the prevalence of chronic diseases has led
to difficult choices in alocation of limited resources. The mapping of the human genome and
advances in assisted conception techniques offer new hope for treatment of genetic disorders
but also raise ethical issues. Improved techniques to prolong life benefit many but lead to
guestions about the appropriateness of such treatment in certain circumstances. There is greater
public awareness of ethical issues through media reporting and a greater demand for public
accountability of health care professionals in this area. The recent enquiries into paediatric
cardiac surgery at Bristol, and the removal of the organs of dead children at post mortem
without parental consent at Alder Hey, have focused as much on the ethical integrity of
clinicians and health care institutions, and on the process of making ethical decisions as they
have on clinical competence. A questioning of clinicians decisions in difficult ethical situations
has led to an increased judicial involvement in medical decision making.

Within this framework of raised ethical awareness and demand for public accountability, how
can individual hedlth professionas and health care institutions ensure high ethical standards in
al aspects of patient care? Some support for health professionals on ethical issues in clinica
care already exigts in the UK in the form of guidelines from national bodies and professiona
organisations.’ 2 However, local services may be needed to provide support that is responsive
and relevant to local circumstances. There is some evidence to suggest that such support
services would be welcomed by clinicians.® *

One model of local clinica ethics support that has developed widely in North America over
the past three decades is the clinical ethics committee (CEC). These committees, aso called
hospital or institutional ethics committees or health care ethics committees (HECS), are based
in local hospitals or health care institutions and their objective is to provide advice and support
on ethical issues relating to patient care.®> © CECs have been a feature of health care in North
America since 1971, and their number increased dramatically in the 1980s® In the United
States (US) the impetus for the development of these committees has mainly been from
government and the courts.® °* In 1983 the President's Commission for the study of ethical
problems in Medicine and Biomedical and Behavioural Research, in their report on deciding to
forgo life sustaining treatment, recommended the setting up of ethics committees as a way of
resolving ethical conflict.’ However, some committees were established because of concern by
clinicians and hospital managers that there was a need for some form of clinical ethics
support.’? In the 1990s accreditation of health care institutions required that they had some
means of addressing ethical issues. The Joint Commission on Accreditation of Healthcare
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Organisations requires that in order to comply with accreditation standards ahospital addresses
the ethical issues in providing patient care. The official handbook states that having a
functioning, multidisciplinary ethics committee is recommended to meet this standard.™
Similarly in Canada, the Canadian Council on Health Facilities Accreditation stipulated in their
guidelinesin 1986 that:

"The facility shall address the need for policies on the following biomedical ethical subjects:
informed consent; patient choice of treatment; refusal of treatment; accessbility of treatment;
withholding of treatment; restraints; abortion and other issues related to biomedical ethics.**

The guidelines stated further that this process may be facilitated by the creation of a
multidisciplinary ethics committee. In some States in the US, ethics committees are legally
mandatory *°*® Prior to the project reported here, there was some evidence that CECs were also
developing in Europe and Australia although they are less widespread than in North
America®’ '®

Although there is much variation in the precise structure and function of CECs, both between
and within individual countries, they share a broad consensus on their overal objectives and
core functions. The functions of CECs can be grouped into three main areas.

i. Provision of ethical input into guideline and policy formation in the institution.
ii.  Education on ethical issues of gaff (and in some instances patients) within the
institution.
iii. Individual case consultation or review.
In practice many committees spend most of their time on guideline formation and do very little
case consultation.® " Education is generally seen as an important role for the committee but
this function is often ignored because of lack of resources, both financial and human.?® %

In North America, ethics consultation services provided by individual ethics consultants or
teams have also developed, sometimes in association with a CEC and sometimes separately.?
In some parts of the US there has been a tendency in recent years to move away from individual
ethicists providing consultation to a system of small groups providing the service, often
facilitated by an ethicist or ethics centre. This avoids the potential problem of bringing only one
moral viewpoint to the case, but maintains the advantage of responsiveness to evolving
situations. There are no nationally recognised qudifications or job descriptions for the role of
ethicist or ethics consultant, and until recently there has been no attempt to specify the skills
required for ethics consultation. In 1998 The American Society for Bioethics and Humanities
published a document setting out recommendations for core competencies necessary for ethics
consultation.?* This made it clear that a knowledge of ethical theory was not sufficient to
provide a support service to clinicians for difficult ethical problems in patient care. A recent
study carried out at the National Institutes of Health in Maryland USA has looked at trigger
factors for clinicians requesting ethics consultation. The results suggest that conflicts and other
emotionally charged concerns are more common triggers for requests than cognitively based
concerns.® The authors of this research conclude that conflict resolution may be an important
kill for ethics consultants or consultation teams.

Since the early 1980s there has been much discussion in the North American literature about
clinical ethics committees, their lega standing, their relationship to clinicians and to ethicists,
their effectiveness and the ethical probity of their decision making.® % ? # However, there has
been little written about their effectiveness. The methodology for the assessment of clinical
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ethics support services is poorly developed. A few studies have tackled this issue, primarily
focusing on process rather than outcome measures.® * 3 |n 1996 Philips wrote that there were
few published studies on the process and outcome of ethics consultations, and a lack of
consensus on their role in clinical medicine.® The lack of evaluation of these services is dso a
problem in Europe and Australia

In the UK, both local research ethics committees (LRECs) and multi-centre research ethics
committees (MRECs) are well established and regulated by the Department of Health. In
contrast, there is no central guidance with respect to CECs and, prior to this report, no clear
idea as to how far they had developed within the UK. There had been published reports on six
different CECs,** * % 3 and anecdotal evidence suggested that there were other CECs
developing within the UK as well as other methods of clinical ethics support. This report
describes a detailed assessment of the current position of clinical ethics support services in the
UK, informed by experience from other countries.
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CHAPTER 2
Approach to the project

This report describes a series of related studies undertaken by the Ethox Centre (Oxford Centre
for Ethics and Communication in Health Care Practice) between February 1999 and July 2000,
with support from the Department of Educational Studies, both at the University of Oxford.
The project was funded by the Nuffid Trust.

21 Aimsofthe studies

The central am of the studies was to assess the current provision of ethics support on issues
relating to clinical practice for health professionals in the UK and to place this in an
international context. The purposes of such an assessment include informing policy makers in
their consideration of how ethics support can best be provided in clinical practice, and
providing aresource for future evaluation and research in this area

The studies had four specific objectives:

1. To identify and assess any ethics support services relating to clinical practice currently
provided for health professionas working in the UK.

2. To investigate the perceived need for such a service among senior managers and
clinicians within the health service.

3. To invedtigate the position of ethics support for health professionas in'other European
countries, North America and Australia, in order to place the UK experience in an
international context.

4. To make recommendations on how clinical ethics support could be effectively
developed in the UK.

2.2 Oveview of method

The studies used a combination of methods in order to obtain both a comprehensive overview
and a detailed description of some aspects of clinical ethics support. We carried out seven
related studies overal and these will be the subject of chapters 3 to 8. In addition, information
about clinical ethics support services in other countries was obtained by a combination of
literature review, personal communication and observationa visits.

M ethods used
i.  Questionnaires were sent to senior managers and clinical personnel in dl NHS
trusts and health authorities/health boards in the UK.
ii.  Questionnaires were sent to the chairmen of dl local research ethics committees
(LRECs) in the UK.
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Questionnaires were sent to the senior officer of professional organisations in the

area of health care.
Written requests for information were sent to senior members of university

departments of medical ethics.
Interviews were carried out with the chairmen of adl clinica ethics committees

identified in the NHS trust survey.
Interviews were carried out with a sample of LREC chairmen identified in the

LREC survey.
Written requests for information about resource allocation/priority setting

committees was requested from those health authorities identified as having such
acommittee in the questionnaire survey.
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SECTION Il STUDIES
CHAPTER 3

Clinical ethics support in NHS trusts

31 Summary

Clinical ethics support services are developing in NHS trusts within the UK. Eighty-four trusts
(18%) reported some form of forma support for health professionals on ethical issues relating
to clinical practice. These vary from specific services dedicated to the provision of clinica ethics
support, to the incorporation of ethics into existing trust structures such as a clinical
governance committees or professional advisory committees. Twenty trusts (4%) have
established a clinical ethics committee and a further twenty trusts are in the process of
establishing such a committee. Most of the established committees have developed within the
last five years. All committees are multidisciplinary, and 70% have a senior doctor as the
chairman. Fewer than haf of the committees have any funding or administrative support. Most
committees have concentrated on providing ethical input into policy and guideline formation,
but eight committees have engaged in case consultation on ethical issues arising from individual
cases. All committee chairmen recognised the potential role of the committee in educating the
health professionals in the trust but few committees had developed their educational role in any
sgnificant way. The need for training of ethics committee members, and a support network for
existing and developing committees were seen as priorities for the effective development of
clinicd ethics committees by committee chairmen. There was a perceived need for the provision
of a clinical ethics support service by senior clinicians and managers in NHS trusts, with the
majority favouring a clinical ethics committee. The importance of raising ethical awareness
across the trust was emphasised by those completing the questionnaire. The responses aso
included suggestions on how a support service, or ethics committee, could be developed,
together with concerns about the potential problems of such a service.

3.2 Introduction

In order to establish the current level of provision of clinical ethics support for health
professionals in NHS trusts, a questionnaire was devised and administered to senior managers
and clinicians in dl trusts. The questionnaire aso sought the views of health professionas on
the need for an ethics support service and the form that this should take. This chapter describes
the questionnaire survey and provides an andysis of the results.

3.3 Method

A questionnaire was designed and piloted in ten NHS trusts. The questionnaire was then
administered to key post holders in dl NHS trusts within the UK. This included acute trusts,
community trusts (primary care trusts in Scotland), mental health trusts, health and socia
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sarvices trusts in Northern Ireland, and ambulance trusts. Primary care trusts and primary care
groups (England and Waes) were not in existence when the study was designed and so were not
included. The key postholders were defined as the medica director, the director of nursing, the
chief executive and the chairman of the trust. By targeting these individuals, we obtained the
views of both managers and clinicians.

Initially dl NHS trusts, and the postholders for each target group, were identified using the
Medica Directory. The names of those selected as study subjects were recorded. Ambulance
trusts do not have directors of nursing or in some cases do not have medical directors. If an
ambulance trust had no medical director then a questionnaire was sent to the director of
operations in addition to the chief executive and the chairman. For some trusts, one or more
posts were vacant at the time of the questionnaire survey.

All subjects were sent a brief questionnaire accompanied by a letter explaining the nature of
the study, the fact that the study focus was on clinica ethics and excluded information about
research ethics, and that our am was to obtain the views of more than one person in the trust
rather than seeking an institutional response. If there was no response to the initial letter then
up to two postal reminders were sent. For trusts where no postholders replied a further
telephone request was made to the medical director. Between the initial questionnaire mailing
and the first reminder there was a change in NHS trusts with some trusts merging and new
trusts forming. Therefore, following the first reminder a confirmatory check was made to ensure
the database included al current trusts using the NHSE website (England), the Welsh Office,
Management Executive of the NHS in Scotland website and the Northern Ireland NHS website.
trusts that no longer existed were removed from the database, new trusts were added and
guestionnaires were sent to the appropriate personnel.

The questionnaire contained four questions covering the following:

1. The existence of any forma support service for heath professionas within the trust

relating to ethical issues relevant to clinica care.

2. The existence of any informa mechanisms for providing such support.

3. The views of those respondents, whose trust had no forma service, on the desirability

of such aservice.

4.  Theviews of the respondents on what form such a service should take.

Space was provided for genera comments.
For those trusts where one or more individuals reported the presence of a clinical ethics
committee or ethicist, this was verified by further personal telephone and/or written
communication with the responder.

34 Reaults

A total of 1784 questionnaires were sent to postholders in 456 NHS trusts active from the 1% of
April 1999 (see figure 1 for a breakdown of trusts). A reply was received from one or more
postholder in all but one NHS trust (99.8% of trusts), and from 1,273 (71%) individual
postholders (figure 2).
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Figure 2 Response rate for different postholders

341  Theprovision of formal clinical ethics support serviceswithin NHS Trusts

Of the 456 NHS trusts active on April 1¢ 2000, 84 (18%) identified some forma method of
addressing ethical issues arising from clinical practice within the trust. These methods varied
from specific services dedicated to the provision of clinica ethics support, to the incorporation
of ethics into existing trust structures such as a clinica governance committees or professional
advisory committees (figure 3).

Twenty trusts (4.4%) had an established clinica ethics committee and in a further twenty
trusts there was an intention to establish aclinica ethics committee in the next 12 months.

A more detailed breakdown of the formal support services described is given in appendix 1.

Ten trusts reported access to an ethicist. Follow up telephone enquiry showed that there were
different roles for the ethicist (table 1).

Only one of the ethicists with a remit to give individual advice to health professionals within
the trust was funded by the trust. The other two were members of a university department with
allocated time, funded by the university, for ethics consultation in the trust.
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Figure 3 Types of formal clinical ethics support service in NHS Trusts

Table 1 Reported descriptions of access to an ethicist (N= 10)

Type of access Number of Trustsreporting such access
Medical ethicist member of ethics committee 4
Medical ethicist on ethics committee with remit to give individual advice to clinicians 3
Philosopher on ethics committee 1
Member of qaff with MA in medical ethics 2

34.2 Theprovision of informal clinical ethics support within NHS Trusts

At least one responder from 390 trusts (86%) reported some form of informal support for
ethical issues for health professionals within the trust. The responses indicated that awide range
of informal support mechanisms are currently used (table 2.) Some trusts reported more than
one form of support.

Table 2 Examples of informal clinical ethics support within NHS Trusts N=456

Type of support Number of Trustsreporting such support
Clinical directors 192
Other clinica colleagues 103
Clinica governance structures 10
Chaplain 67
Advice from chairman of research ethics committee or clinical ethics committee 59
Access to University departments of ethics 10
Clinical supervision 28

A more detailed breakdown of informal support mechanismsis given in appendix 2.
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343 Percaved need for clinical ethics support amongrespondentsin NHS Trusts

Of the 1,273 trust questionnaire responders, 650 (51%) representing 365 (80%) of dl trusts
answered the question relating to a perceived need for a clinical ethics support service within
their trust. The mgority of respondents agreed a support service within the trust for health
professionals on ethical issues in clinica medicine would be desirable (figure 4).

Those who responded were asked what form in their opinion an ethics support service should
take. Their replies indicated that a clinica ethics committee was the favoured choice athough
other models were suggested. Some respondents favoured some combination of ethics committee,
ethicist and chaplain (figure 5). A list of other suggested modelsis given in appendix 3.

344 Commentson clinical ethics support servicesin NHS Truds

The questionnaire provided space for respondents to make free comments. Two hundred and
eight respondents made use of this facility. The majority of comments indicated a recognition of
the need for a mechanism to raise awareness of ethical issues within the trust, to provide a
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forum for discussion of difficult clinica and ethical issues relating to patient care, and in some
circumstances to provide more specific support and advice. The following examples illustrate
some of these views.

"I feel very strongly that there are circumstances in practice, and our
relationshipswith patientsand their families, which could be handled better if we
had access to individuals or processes which support ethically based decision
making" Chief Executive

"Sadly lacking. We devote much time to resear ch ethics committees but do not
support clinicianswitha'service' ethicscommittee. Often the question becomesa
legal onein my experience whenintruthitisnot." Medical Director

"Clinical ethics must become a part of clinical decision making and ethical
principles must be shared and common to cliniciansand manager si.e. both need
to understand and share the same framework" Medical Director

Severd respondents had had positive experiences of ethics support in the US and fdt that
therewas a place for it in this country.

However, just under 20% of respondents who made comments expressed a clear opinion that
any form of clinica ethics support was unnecessary within individual NHS trusts. They fdt that
ethical decisions were an intrinsic part of a clinician's work and support from senior colleagues
was more appropriate than external mechanisms. There was a concern that by having a separate
'service, ethical decisions would be "removed from the local environment" and "delegated to a
committee”. Others fdt that the multidisciplinary team framework was an effective forum for
resolving ethical issues. Some respondents suggested that support should be regional or
national if required and that current regulatory bodies or professiona organisations were an
adequate source of advice.

The following quotes illustrate their views:

"I am somewhat alarmed at the growth of quasi formal/regulatory committees
and much prefer sensible informed decisions between colleagues.” Medical
Director

"We have no mechanism to advise on ethical issues. We don't need more
committees. This can be dealt with by clinicians in the relevant clinical team,
through NICE, Royal Colleges and other national guidelines and clinical
governancestructures." Chairman

Those respondents who supported the need for some form of ethics support had various
views on how this could or should be achieved. A number of comments highlighted the
importance of raising ethical awareness within the trust by education and a philosophy of
openness. One respondent commented that there needs to be a cultural shift within the trust to
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incorporate ethical issues as afundamental principle of clinical governance. Clinical governance
was seen as an important factor in this area by about 10% of those responders who made
comments. Some fdt that clinical governance made an ethics support service an essential
activity and that such a service demonstrated a commitment to quality. Others fdt that clinical
governance would incorporate ethical issues and therefore there would be no need to develop a
separate service.

Severd respondents commented on the form an ethics support service should take. There was
concern that an individual trust may not provide enough work for a committee or ethicist and
that a regiona service would be more appropriate. Smal groups or named individuas within
the trust were seen as preferable to a committee by some responders. Others suggested an
extended role for clinica supervision as an appropriate mechanism. Possible difficulties and
barriers to an ethics support service were highlighted. The most frequently mentioned were cost
and the need for a service to be responsive to acute situations.
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CHAPTER 4
Clinical ethics support in health authorities

41 Summary

Eighteen health authorities or health boards reported the provision of a committee or forum for
addressing resource allocation or priority setting within the authority/board. A further forty-
one health authorities/boards reported some other form of ethics support service for health
professionals within the authority/board, including access to a university department of ethics
and individual support from the director of public health. There was support for clinical ethics
support services in health authorities/boards, in particular to provide support for emerging
primary care groups and trusts.

4.2 Introduction

In order to explore the current provision of ethics support for health professionals within health
authorities (health boards in Scotland) on issues around clinica practice, a postal questionnaire
was administered to managers and senior clinicians in dl UK health authorities/boards. This
guestionnaire asked responders whether there was any formal clinical ethics support within
their health authority or health board. The questionnaire also asked for respondent's views on
the need for an ethics support service within the health authority/board, and if the future
development of primary care groups would influence such a need.

43 Method

A guestionnaire was designed and piloted in five health authorities. The find questionnaire was
administered to key postholders in dl health authorities and health boards in the UK. The key
postholders were defined as the chief executive, chairman, director of public health and, if
applicable, director of primary care services. As in the trust questionnaires, the aim was to
obtain the views of both clinical and non clinical senior managers.

Initially all health authorities/boards, and the postholders for each target group, were
identified using the Medical Directory. The names of those selected as study subjects were
recorded. For some authorities/boards one or more posts were vacant at the time of the
guestionnaire survey. All subjects were sent a brief questionnaire accompanied by a letter
explaining the nature of the study, the fact that the study focus was on clinical ethics and
excluded information about research ethics, and that we wished to obtain the views of more
than one person in the health authority/board rather than obtain an institution response. Two
postal reminders were sent. For those health authorities/boards where no postholders replied a
further telephone request was made to the director of public health.

The questionnaire contained four questions that covered the following areas:

1.  Whether the hedth authority/board had any forma mechanisms for providing ethics

support on issues relating to clinical practice.
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2. Whether the health authority/board received requests for clinica ethics support from
health professionals.
3. Whether the respondents believed that there was a need for clinical ethics support
within the health authority/board.
4.  Whether the respondents thought that the health authority/board should have arole in
providing clinical ethics support for primary care groups.
Space was provided for comments on any of these issues.

44 Realts

Questionnaires were sent to 302 individuals in al 124 health authorities/boards in the UK.
Responses were obtained from 238 individuals (79%) with at least one response from al but
one health authority/board (99.2%).

44.1  Provision of formal ethics support services

Of the 238 individual respondents, 110 (46%), representing 59 (48%) health authorities/boards
stated that there was a forma support service for ethical issues relating to clinical practice
within the authority/board. A resource allocation committee or priorities forum was the most
common with 18 health authorities/boards reporting such amodel (figure 6).

One or more respondent from 80 health authorities/boards (64%) reported that the authority
received requests for advice on ethical issues relating to clinical practice.

44.2 Viewsof respondentson the desirability of aclinical ethics support service

One or more respondent from 90 health authorities/boards (72%) thought a clinica ethics
support service would be helpful in their health authority/board. There was no difference
between managers and clinicians on this point (table 3).

18

16

14

12

10

L} T T
Resource allocation Access to ethicist Acess to university Director of Public Other
committee department of ethics Health

Figure 6 Number of health authorities/boards with aforma model of ethics support
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Table 3 Respondents who thought that a clinica ethics support service would be hdpful in the health authority/
board

Postholder Chief Executive Director of Public Health Director of Primary Care

Response rate (%) 4% 55% 53%

443  Provision of clinical ethics support to primary care groups

Of the 238 individual respondents, 200 (84%) representing 120 (97%) of al health authorities/
boards, thought that the health authority had a role to play in providing support or advice to
primary care groups on ethical issues relating to clinical practice and/or resource allocation.

444  Commentson clinical ethics support in health authorities/boards

The questionnaire provided an opportunity for comments, and 56 individual responders made
use of this opportunity. The majority of those who commented identified ethical issues relating
to clinical practice as important and were in favour of some form of support service.

"Essential part of Health Authority infrastructure which will increase in
relevance through the drive on equality and commission for health
improvement" Chief Executive

The main focus of ethics support was thought to be in the area of priority setting by severa of
the respondents and some health authorities were currently considering a framework for this.
There was concern that a single health authority would not need a full time service and that a
regional service/committee may be better. One respondent suggested a service should include
services other than health services.

"...7 do think it would be useful to have this for the local health economy i.e.
shared withlocal trusts, GPs, the voluntary sector, social servicesetc.”
Director of Public Health

Just over 20% of respondents thought that there was no need for an ethics support service on
clinical issues within health authorities and some suggested that the local research ethics
committee was adequate for dealing with the small number of problems that arose. Others
suggested that this was an issue for service providers such as trusts and genera practitioners,
and not a matter for the health authority.

"Theethicsof individual clinical situationsare not our business."
Chief Executive

"Almost all clinical work takes placein NHStrustsor in General Practice and
professionalswould ook to their own organisationsor the BMA/Royal Colleges
for clinical advice." Chief Executive
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CHAPTER S5

Therole of local research ethics committeesin
clinical ethics support

51 Summary

Some health professionals see loca research ethics committees (LRECS) as a source of advice on
ethical issues arising in clinical practice. Provision of advice on clinica ethical issues is not
within the current terms of reference of research ethics committees in the UK. This study found
that just under 50% of al LRECs have been asked for advice on clinica ethical issues and 25%
of LRECs have given advice. The frequency with which advice is requested islow in most LRECs
although three LRECs recelve more than ten requests per year. Many of the requests are about
innovative treatments and the use of drugs for unlicensed indications. There is a concern among
some chairmen of LRECs that the LREC may not be appropriately constituted or trained to dedl
with clinical ethical issues. However, 77% of LREC chairmen thought that there was a need for
support on clinical ethical issues for health professionals in the institutions that referred
research proposals to them.

5.2 Introduction

In order to explore other sources of clinicd ethics support for hedth professonals outside their
employing institutions, we investigated the possibility that local research ethics committees (LRECS)
were being used for advice on clinical aswell as research ethics issues. This activity is not within the
terms of reference of research ethics committees in the UK. In our questionnaire survey of NHS
trusts, initia data showed that at least one respondent from each of 300 trusts thought that the trust
had access to an ethics committee for advice on clinica ethics issues. On further investigation in dl
except twenty trusts the respondents were referring to a LREC. The most likely explanation for this
finding is that respondents had mis-read the questionnaire and had not confined their answers to
clinica rather than research ethics. However, some responders may have ether assumed that LRECs
dealt with clinical ethics issues, or had direct experience of using an LREC for such advice. To
investigate this further, we carried out a questionnaire survey of the chairmen of dl locd research
ethics committees in the UK, followed by telephone interviews with a purposive sample of chairmen
of those committees who reported giving ethics advice on clinical issues.

53 Method

531 Questionnaire

A questionnaire was designed and piloted with the chairmen of ten LRECs. The fina
guestionnaire was sent to the chairmen of all LRECs in the UK. LRECs were identified using the
LREC database held at King's College, London. The initial questionnaire was sent with an
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accompanying letter explaining the nature of the study and specifying that the questionnaire
related to requests for advice on ethical issues in clinical practice and not relating to research
ethics. Two postal reminders were sent.
The questionnaire covered the following aress:
1. Did the committee receive requests for advice on ethical issues relating to clinical
practice, and if so did the committee give advice on these issues?
2. Would the committee be prepared to give advice on ethical issues relating to clinical
practice?
3. Did the chairman of the committee receive requests for advice on clinica ethics issues
because of his’her position as chairman?
4. The views of each chairman on the desirability of a clinical ethics support service for
health professionals.

532 Interviews

A sample of LREC chairmen was identified. The sample was chose purposively from those
chairmen who had indicated in their questionnaire response that their committee gave advice
on ethical issues relating to clinical practice. The sample was chosen to include those
committees that rarely gave advice (less than 5 times ayear) and those that gave advice more
frequently (more than fivetimes ayear); and those committees that were health authority based
and those that were based in an individual NHS trust. Twenty committees were identified and a
letter was sent to the chairman explaining the nature of the study and the fact that the interview
would be recorded and transcribed. A consent form was included for the chairman to complete
and return if he or she wished to take part in the study. The topic guide for the interviews
covered the following areas.

1. The number of requests for advice on clinical issues.
How such requests present to the committee.
Any forma procedures for dealing with such requests?
What issues are covered by the requests?
The views of the chairmen on the current arrangements for dealing with clinical ethics
issues.

6. Theviews of the chairmen on clinica ethics committees.
The interviews were recorded and transcribed. The transcripts of the interviews were anaysed
for factual information such as the types of issues covered and the number of requests, and aso
to identify themes around the relationship of LRECs and clinical ethics support. The opinion of
the Oxford & Anglia multi-centre research ethics committee was sought on the ethics of the
interview study.

a s N

54 Reaults

541  Questionnaire results

Questionnaires were sent to the chairmen of 231 LRECs Responses were obtained from 208
chairmen (90%).
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5.4.1.1 Requeststo LRECsfor adviceon ethical issuesrelatedtoclinical practice

The responses indicated that LRECs are being approached for advice on ethical issues relating to
clinical practice and that some LRECs are giving advice, or would be prepared to give advice on
these issues (table 4).

Thus 90 respondents (43%), representing 38% of dl LRECs, either have given, or would be
prepared to give, advice on ethical issues relating to clinical practice.

The frequency of requests for ethics advice on clinically related issues varied between
committees (table 5); 136 respondents (65%) had been asked for advice personaly in their role
as chairman of the LREC.

5.4.1.2 Viewsof LREC chairmenontheneedfor clinical ethicssupport services

Of the 208 LREC chairmen who responded to the questionnaire, 177 (85%) thought that there
was a need for ethics support on clinical issues within the NHS organisations that referred
research proposalsto the LREC.

Table4 LREC responsesto requests for advice on ethical issues relating to clinica practice (N=208)

Number of committees

Committee has received requests for clinical ethics advice 88 (42%)
Committee has given clinical ethics advice in response to a request 52 (25%)
Committee has not been asked but would be prepared to give clinical ethics advice if asked 38 (18%)

Table 5 Frequency of requests for advice on ethical issues relating to clinical practice to LREC

Frequency of request Number of committees receiving Number of committees
requests for advice (n=88) providing advice (n=52)

Less than one per year 24 17

1to 5 peryear 53 32

5 to 10 per year 7 3

More than 10 per year 3 0

Don't know 1 0

542 Interview results

One chairman had retired, one did not wish to take part in the study and one sent a copy of the
LREC's annual report for our information. Eight chairmen (40%) agreed to take part in the
interview study. Problems were experienced in arranging interviews with those chairmen who
had given consent to take part. This was mainly because our point of contact was the LREC
administrator who did not dways have easy access to the chairman. Interviews were recorded
with seven of the eight LREC chairmen who gave consent to be interviewed. An eighth interview
was terminated very soon after commencing as the interviewee was caled away. Further
attempts to arrange an interview were unsuccessful. Chairmen of four health authority based
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LRECs and three trust based LRECs were interviewed. The range of frequency of requests on
ethical issues relating to clinica practice ranged from two per year to twenty-four per year.

5.4.2.1 Processof dealingwithrequests

Requests for advice on ethical issues relating to non-research matters came to the committee
either as a direct request to the committee through the administrator or more informally
through the chair of the committee. None of the committees represented in the interviews had
any formal mechanism for dealing with such requests. The committee chairman, or in some
cases the committee administrator, decided if the request should be discussed by the committee.
Severa of the requests were dealt with by the chairman personally. The administrator of the
committee that received between twenty and thirty requests per year would sometimes give
advice on issues where there was a clear precedent. In addition to ‘formal’ requests for advice,
the medical chairmen were also approached for informa advice and reassurance on an ad hoc
basis.

Replies to the requests could be either verba or written. If the committee had considered the
issue the reply was given in writing. If the chairman had dedlt with the request without referral
to the committee the reply could be verbal or written depending on the circumstances. There
was no clear procedure for documenting requests and responses on these issues. One of the
trust based committees had made it clear in their Standing Orders that the committee would be
prepared to answer queries of a general ethical nature. However, the other committees do not
advertise their willingness to deal with such requests.

5.4.2.2 Typesofrequest

Many of the requests were on the borderline between research and audit. Other general areas
covered by the requests include:

* Innovative treatment.

* Unlicensed use of adrug.

» The use of patient videos for training purposes in children with severe abnormalities.
* The need for counselling prior to hepatitis screening.

5.4.2.3 Thesuitability of LRECsto giveadviceon non-researchissues

The chairmen were asked if they thought that the current arrangements for dealing with queries
on ethical issues relating to clinica practice were satisfactory or could be improved. The genera
belief was that the current arrangements for their particular committee worked well. However,
there were reservations about an extension of this role. Concerns raised included increasing
workload and the fact that the committee was not appropriately constituted to consider issues
relating to clinical practice.

"We are set up to do reviews of research proposals and not set up to go and do
normal clinical stuff. I think | would want to go and review what the constitution
of the committee wasand the structur e of the committee to make best use of it"
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5.4.2.4 Viewsof LREC chairmenonclinical ethicscommittees

The concept of a clinical ethics committee was discussed and the chairmen were asked their
opinion on such amodel. The general view was that a clinical ethics committee was not a good
idea, although ethics support and advice in the area of clinical practice was important. There
was concern about developing yet another committee in each trust, athough one chairman
raised the idea of adistrict wide clinical ethics committee.

"... thereisobviously an advantage in having a district wide committee where
these sorts of issues could be dealt with, ... perhaps a clinical ethics committee
could make decisions if you like on principles, although the implementation
would beinanindividual trust situation!'

Another concern was that a committee was too cumbersome to deal with ethical issues
relating to clinica practice and that it would not be responsive to the urgency of some clinica
situations.

"I'mdlightly concerned about theideathat it'sgoing to bea committeethat you
have to go and sort of put a submission to the committee. Theworld istoo fast,
toofluidfor that to bereally practical”

5.4.2.5 Other possible modelsfor clinical ethicssupport

Other models of providing ethics support on clinical issues were suggested by the LREC
chairmen.

One committee clearly had developed a combined role within the structure of the LREC and
was actively involved in providing clinical ethics advice and aso in commenting on the ethical
aspects of hospital policies (3). The committee had advertised its clinical ethics services within
the trust but had not developed any formal processes for provision of clinica ethics support or
evaluation.

One suggestion was for a district or county-wide service providing access to an individua or
group of people with training and expertise in ethics. Contact could be by telephone or email,
but would need to be responsive to the unpredictable nature of clinical medicine.

A third suggestion was that the clinical governance committee/board in a trust should be
responsible for providing ethics input into trust policies but that the LREC could be used for
advice by the clinical governance committee.

"Whereas what you could do is have an ethical policy, or as much as possible,
that was drawn up by the clinical governance board that then bounced
particular issuesto the research ethics committeeif it needed another group of
peopleto ask aquestion!'
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CHAPTER 6

Therole of professional organisations in clinical
ethics support

6.1 Summary

Professional organisations are a source of ethics support for health professionals. Models of
support include guidelines, educational sessions and telephone advice. Severd organisations
have an ethics committee that develops guidelines on specific issues. Of the senior officers of
professiona organisations who responded to the questionnaire survey, 70% thought that the
clinicd ethics support provided for their members should be improved.

6.2 Introduction

In order to investigate the advice and support on clinical issues available to health professonas
from their own national organisations, a questionnaire survey was carried out among senior
personnel in these organisations.

6.3 Method

A questionnaire was designed and piloted in four professional organisations. The fina
guestionnaire was administered to the president or chairman of al the Royd Colleges and dl
the regional faculties of the Royd College of General Practitioners. National professional
organisations representing medical, nursing and other clinical professionas were identified
from the Medical Directory and a questionnaire was sent to the senior officer of the
organisation. A list of the organisations identified is given in appendix 4.
The questionnaire covered the following areas:
1. The existence and nature of any support service for the organisation's members on
ethica issues relating to clinical practice.
2. The views of the responder on whether ethics support services for members should be
improved within the organisation.

64 Reaults

A total of forty-sx questionnaires was sent (twenty one to national organisations). The response
rate was 87% (40/46) for dl those contacted, 95% (20/21) for the national organisations.

6.4.1  Presence of aformal mechanism for ethics support within the or ganisation

Of the respondents, 57% (23/40) stated that the organisation had some form of clinica ethics
support for members (table 6).
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Table 6 Types of formal support on ethical issuesin clinical practice provided by professional organisations (N=40)

Type of support Number of organisationswith such support
Ethics committee 15
Written guidelines 14
Teephone advice 11
Education 7
Other 7

6.4.2 Views of respondents on clinical ethics support provision within the organisation

The respondents were asked if support for their members on ethical issues relating to clinical
practice should be improved within the organisation. Of the forty respondents, 28 (70%) agreed
that the service should be improved, 10 (24%) disagreed and 2 (6%) did not know.

The questionnaire provided an opportunity for comments. Twenty respondents made further
comments. The genera view was that clinical ethics is becoming an increasingly important issue
for health professionals. Most of those who commented thought that local support was needed
although some suggested that current national bodies such as the GMC and BMA were
aufficient. Medical defence organisations were aso suggested as a source of support.

"Increasingly ethical dilemmasare being faced by health care professionalsand
often there does not appear to be any mechanismfor addressing these issues
withintrustsetc.”

"Increasingly important ... We should beaiming at asenior clinical person or
teamin every trust to whomclinicians can turn for adviceand support. Thiswill
need promotion by professional bodies!’
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CHAPTER 7

Role of university departments of medical ethics

71 Summary

Health professionals occasionaly approach members of university departments of medical
ethics for advice on clinical ethical issues. Three university departments provide specific
support to a trust with a clinical ethics committee. Most departments are involved more with
education than clinical ethics support.

7.2 Introduction

One possible source of clinica ethics support for health professionals, especially those working
in trusts with close proximity to a university, is a department of medical ethics, or departments
involved in undergraduate teaching of medical ethics. Some of the questionnaire survey
respondents had mentioned having access to an ethicist or a department of ethics as a forma
mechanism of ethic support. In order to investigate this we sought information from university
departments of medical ethics.

73 Method

We identified individuals from the Association of Health Care and Medica Ethics Teachers
(AHMET) database obtained from the Centre for Biomedical Ethics at the University of
Birmingham; and the heads of other departments that we knew to exist but that were not part of
the AHMET database. A letter was sent to these individuals explaining the nature of the study and
requesting their help in obtaining information about the department's involvement with ethical
issues involving patient care at their local NHS Trusts. The following information was requested:

1. Did they, or their colleagues, receive requests for ethics advice on issues relating to

clinica practice by health professonds in their area?
2. If so, what broad areas did these issues cover?

74 Reaults

Of the eighteen individuals approached we received responses from fifteen (83%), eleven
written responses, and four verbal responses. Ten of the fifteen respondents (67%) stated that
they were approached by clinicians for advice on ethical issues relating to patient care. Five
respondents (36%) received requests at least once a month and five respondents received
requests infrequently, or were unable to specify how frequently they received requests. Four of
the respondents who received requests at least once a month were involved with trust clinical
ethics committees and the fifth responder was a member of an advisory committee on ethics to
an assisted conception unit. Information on an association with a clinical ethics committee was
not available for the other respondents.
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741  Issuescovered by requestsfor ethics advice
The requests from clinicians covered a variety of issues, including:

* Withdrawal of treatment.

» Patient refusd of life-saving treatment.

» Conflict between health clinicians and family over management decisions for children.
* Resource alocation issues.

» Confidentiaity.

» Sihling donation of organs in children.

* |ssues around neonatal intensive care.

* Inter-professional conflict.
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CHAPTER 8

| nter views with chairmen of established clinical
ethics committees

81 Summary

Twenty established clinical ethics committees (CECs) were identified in the questionnaire
survey. A semi-structured interview was carried out with the chairman of al of these
committees. This interview covered the history and functioning of each committee. Although
the CECs had developed independently of each other they had many similarities in terms of
process and structure. The CECs were multi-disciplinary but usually had a senior doctor as
chairman. Most of the CECs had developed in the past five years and the impetus for
development was usudly from clinicians concerned about difficult ethical issues in their clinica
practice. The functions of the CECs as stated in their terms of reference fdl into three broad
areas. ethical input into guidelines and policy, education of staff in the institution, and
individual case review or consultation. Most committees concentrated on guideline and policy
development but eight committees were actively engaged in individual case consultation.
Education of trust saff was seen as an important function but difficult to realise. Only eight
committees received any funding.

There was a broad consensus among the CEC chairmen on severd issues. All agreed that the
role of the CEC was advisory and not prescriptive. Education and training of CEC members was
thought to be very important for the effective functioning of the committee. The status of the
CEC within the trust, and the profile of the CEC among trust s&ff was seen as crucia if the
committee was to have influence on clinical practice. Financia and administrative support was
seen as crucial for further development of CECs. Evauation of CECs was seen as necessary but
difficult to carry out. The need for a support network to provide information and sharing of
experiences between committees was identified by al chairmen.

8.2 Introduction

The questionnaire survey of NHS trusts identified twenty CECs. In order to explore in more
detail the role and development of the clinica ethics committees identified in the questionnaire
survey, interviews were conducted with the chairmen of dl twenty committees.

83 Method

The names and contact details of al chairmen were obtained from the individual who had
originally identified the committee in the questionnaire. The chairmen were approached by
letter explaining the nature of the study and asking their agreement to take part in an interview
about the clinical ethics committee that they chaired. The letter set out the general areas that the
interview would cover, and specified that, if they agreed, the interview would be recorded. It was
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made clear in the letter that no identifying material from the interview would be used without
their consent.
A topic guide was devel oped covering the following areas:
1. The structure of the committee (membership, terms of reference, experience/expertise
of members, training).
2. The functions of the committee (case consultation, policy development, education).
3. The development of the committee (reason for development, profile of the committee
within the trust, achievements, problems).
4.  The views of the chairmen on future development of the committee.
The interview was piloted with three chairmen of clinica ethics committees and some of the
specific topics revised in the light of these interviews. Interviews were then conducted with the
chairmen of al clinical ethics committees. The interviews varied in length from 30 and 60
minutes, and were recorded and then transcribed. Three of the interviews were not recorded for
technica reasons but detailed contemporaneous notes were taken for these interviews.
The interview transcripts were analysed to obtain both factual data, e.g. membership,
frequency of meetings, and to identify themes relating to the specific topic aress.

84 Reaults

The chairmen of dl twenty identified CECs were interviewed. Most of the committees were in
acute trusts but the two longest established committees were in a community based mental
health and learning disabilities trust and along stay mental health trust (figure 7).

Most of the committees were established because of concern by clinicians about difficult
cases that they had encountered, or because clinicians had attended a course or presentation on
ethics. Two committees developed from a research ethics base when it became clear that here
was a need to consider ethical issues arising in the trust that did not relate to research. One
committee was established on the initiative of the trust board and one on the initiative of the
health authority Chief Medical Officer.
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Figure 7 Length of time clinica ethuics committees have been established
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Figure 8 Membership of clinical ethics committees (number of committees with representation from the following
groups)

841 Structur e of committees

The committee structure and membership varied between committees. One committee was
based mainly on the membership of the loca research ethics committee with one or two extra
members (2). All committees were multidisciplinary but the mix of disciplines and the presence
of lay members differed between committees (figure 8).

The terms of reference of some committees allowed for other people to be co-opted on to the
committee for discussion of specific issues.

The chairman of the committee was a senior doctor in fourteen of the committees, anursein
three of the committees and a trust board member in afurther three committees.

One theme arising from the interviews was the issue of the professional status of the
chairman of the committee. It was generally thought that the chairman did not need to be a
doctor and that the position could be held by another health professional or a lay person.
However, there was a view that the chairman needed to be someone with authority and respect
within the trust in order that the committee was perceived as important by employees of the
trust. The support of the medical staff was seen as essentia for the useful functioning of the
committee and resistance from them as a potential barrier to the committee's effectiveness.
There was therefore a widespread view that, for pragmatic reasons, the chairman should be a
senior doctor at least during the early development of the committee.

"Not for the actual decisions that are made or whatever. | think it's when
something likethisisbeing set up, | thinkit'simportant that it's somebody that's
got afairly high profilewithinthe hospital .”

"If you are starting | think it mattersalot. Onceyou arerunning | don't think it
mattersafigand| personally, if anurseinthe Trust had donean MAin ethicsor
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something and was running it, it wouldn't bother me. | think shewould find it a
much moreuphill battlethan | will."

However, two long standing committees in mental health trusts have nurses as their chairmen
and have not experienced any problems. One acute trust has a nurse chair, and although she
experienced someinitial opposition this had been overcome farly quickly.

"Therewassomeoppositionthat |, asanurse, wasleadingit. But it wasviewed
that it was very much to be multi-disciplinary and because of its nature that we
didn't want someonethat wasamedic"”

84.2 Theroleof an ethicist on aclinical ethics committee

The views of the chairmen on the need for an ethicist or philosopher on the committee were
sought. A wide spectrum of views were expressed. Some thought that an ethicist, or someone
with a qualification in ethics was essential to the effective functioning of a clinical ethics
committee.

" J think that the idea of having a committee like this without appropriate
expertiseall roundisabsurd.”

"I think that support from someonewho can cut through all thisand say, It'slike
this and draw out what the issues are in that way is invaluable to the
deliberationson that kind of committee!”

Others thought that it was more important to have clear thinking, articulate people with an
interest in ethics and an ability to place the issues in a practical context. One chairman
expressed concern about bringing in someone from outside the trust who would not have
practical experience of the trust.

"Philosophersareinteresting to listen to but don't suggest practical solutions!'

"I think many of the people with expertisein this area are theoreticians rather
than practitioners.”

8.4.3  Training for committee members

The need for dl members of the ethics committee to have some training in ethics was aso
discussed. All chairmen thought that some training for committee members was desirable but
pointed out barriers to achieving this aim. The two main barriers identified were funding and
lack of suitable courses. Sx committees had arranged training for their members which ranged
from paying for some members to attend a specific course to having 'in house' training by the
committee's ethicist. The training was usually organised when the committee was initially
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established but no programme of updating members or training new members had been
instituted by any of the committees.

The content of ethics training was discussed by some chairmen and two main approaches
were identified; training in ethical theory and training in the process of ethical deliberation.
Committees with ethicists were more likely to receive education around moral theories and
principles, and specific issues such as consent or confidentiality. However some chairmen
thought that education aimed at improving critical ethical thinking, and learning to work
through issues as agroup, was at least as important as a detailed knowledge of ethical theories.

"Aninitial introduction for membersmay be useful; a short two day cour se may
be helpful in that at |east people can reflect on the approach to medical ethical
problems. But one should stress again that an effective committee may be one
that actually devel opsitsown expertiseasit goesalong.”

One committee commissioned training for all members in the process of ethical decision
making and found this training extremely helpful.

"We didn't get ethics training let's be clear about that. What we got was a
procedure, a community of enquiry, ...I can see the contribution intelligent
articulate professional people are making without knowing the words and the
terms, without any kind of background ethical theory. | think probably it isn't
necessary. It would be very nice and interesting and we would per haps be even
better, but | think you can runavery successful committeewithout it!"

8.4.4  Fundingand administrative support

Only eight committees had access to any funding. Of those committees that had funding the
amount and the specified use of the funding varied (some committees had funding for more
than one purpose) (table 7). Sources of funding included the trust board, education and
training budgets, specific grants and local research ethics committee funding.

Except where specific funding had been alocated, administrative support for the committee
was usualy provided by the chairman's secretary, and in at least one case the chairman wrote
the minutes of committee meetings.

Table 7 Funding available for clinical ethics committees

Type of funding For education/training  For an ethicist Administrative

Number of committees with access to funding 5 2 4
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Figure 9 Frequency of meetings by committee

8.45 Pr ocess of committees

The frequency with which the committees met showed wide variation. The two long established
committees, which were also the only two committees in mental health trusts, met only in
response to requests arising from individual cases. Most committees met monthly (figure 9).

All committees had the support of the trust board and were incorporated into the trust
management structure in various ways (table 10).

Table 8 Position of CEC within trust management structure

Position in Trugt Official Trugt Reportsto Clinical  Reportstomedical ~ Sub committee of
Committee Governance committee advisory committee Trug Professional
Advisory group
Number of committees 8 5 2 1

84.6 Teamsof reference

Thirteen of the committees provided written terms of reference as part of the study. One
committee had no written terms of reference. Written terms of reference varied from a smple
statement of the aims of the committee and a list of membership, to more detailed documents
setting out procedures for accessing the committee, education of committee members, and
accountability. Table 9 lists the main points covered in the terms of reference.

84.7 Profile of the committeewithin the Trus

A concern that most committee chairmen expressed was the lack of awareness of the committee
among health professionals within the trust. This was seen as a considerable barrier to the
effective functioning of the committee. If health professionals were unaware of the committee
they would not bring cases or issues to the committee for advice or support.
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Table 9 Terms of reference of clinica ethics committees

Area covered by terms of reference Number of committees
Committee is a forum for discussion of ethical dilemmas 6
Provides support for individual clinicians 11
Has input into guidelines and trust policy 11
Provides education for health professionals in trust 8
Gives advice to trust board 6
Contributes to wider national and international debates 1
Committee is advisory in nature 11
Committee can co-opt other members as necessary 4
Guidance is provided for access to the committee 2
Annua report /evaluation is part of the committees duties 8

"Theweakness of that isthat | would bewilling to bet that 99% of the organisation
don't know it exists. Thereforeit'svery difficult to ask somebody you don't know."

Various methods of raising the profile of the committee were suggested including placing
information in the trust's various newd etters, dissemination via the'cascade system’ of information
dissemination within the trust, and the trust intranet. However, several chairmen, while agreeing
that the committee needed to be wel known within the trust, highlighted the danger of a
committee raising its profile without first establishing its reputation as aworthwhile enterprise.

"Oneof thethingsalot of usfelt strongly about wasthat we didn't want to spend
alot of time publicising ourselves ... until we had generated some policiesthat
seemed to make senseto people.”

"My ownfeeling is that we are going to have to take a while to develop our
internal integrity, and make people feel comfortable with the role that they are
actually playing, and perhaps even begin to understand that role, and then we
cangoandtalktoothers®

8.4.8 Evaluation of the committee

Only one committee had undertaken any formal evaluation of its work. This involved an
assessment of the process of the committee using questionnaires administered to the members of
the committee. There was adso an externa assessment carried out of 'user satisfaction' by an
independent assessor. Comments were generally favourable but users of the committee comprised
asmall section of the trust. The chairmen of other committees were aware of the importance of
evaluation but had concerns about how this should be carried out. These included:

Difficulty in defining outcome measures.

Lack of clarity in the aims of the committee.

iii.  Lack of financial resources.

In addition, many committees were in the early stages of development and it was thought that
evaluation would not be helpful at this stage.
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849 Functions of the committee

All the committee chairmen defined their committee's role in terms of guideline development
and policy formation, education and individual case discussion although the emphasis on a
particular function varied between committees. Most committees found that their main
function was in the development of trust guidelines and policy. However some committees were
involved in individual case consultation and al committee chairmen acknowledged that there
was an important role for the committee in facilitating ethics education within the trust.

8.4.10 Guideline and policy development

The role of committees in guideline and policy development covered three main areas.
1. The consideration of existing, or developing, hospital policies and advising on the
ethica issues arising from them.
2. ldentifying areas of concern where a policy or set of guidelines may be required, and
having input into their subsequent development.
3. Development of guidelines on ethical issues by the committee for consideration and
ratification by the trust board.
A range of subjects have been considered by the committees in relation to trust policy and
guideline development. The maority of acute trust committees considered 'do not resuscitate
guidelines as their firgt task. Guidelines considered by the committees include:

» Do not resuscitate (DNR) guidelines.

» Consent palicy.

* Advance Directives.

* Rights and duties of relatives.

» Confidentiaity.

» Consent to participate in undergraduate education.
» Withholding and withdrawing of treatment.

* Guiddinesrelating to HIV.

* Policy for dealing with the media.

» Commercial use of tissue.

» Consent for DNA testing.

» Totd parenteral nutrition.

* Use of restraints.

» Elective ventilation.

» Possession of illicit drugs.

* Abuse of the service by members of the public (ambulance trust).

84.11 Caseconsultation

Most committees used retrospective case discussion as a form of sdf education for the
committee members. Several of the chairmen commented that issues arising from individual
cases often highlighted a need for the development of a policy or guidelines. Eight committees
have engaged in discussion of active cases and provided advice and support in these cases. The
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Table 10 Models of case consultation used by CECs

Type of model Number of committees using model
Committee discusses cases retrospectively 20
Committee considers active cases 8
Individual members of committee provide case consultation 2
Ethicist on committee also carries out case consultation 3

frequency of requests for advice on individual cases is low (usualy less than two per year)
although one committee in an acute trust had received thirteen requests over the two years that
it had been functioning. A feature of this committee is that it is able to provide a response to
requests made directly to individual members of the committee (usually the chair) between
committee meetings. Another committee in an acute trust has recently been established with the
intention that its prime function is case consultation. This committee will be able to respond to
requests on individual cases, again by direct contact with members of the committee, as
required, outside normal meetings.

Three acute trusts have an ethicist on the committee who also gives individual advice and
support to individuals and care teams within the trust. These ethicists are attached to university
departments and are not funded by the trust. One trust has funding for an ethicist from sources
outside the trust.

The various approaches to case consultation by the clinical ethics committees are
summarised in table 10.

Some examples of the type of cases considered include:

» Confidentiality around HIV testing.

» Refud of life saving treatment.

» Refusd of spouse to give permission for life saving treatment because of patient's previoudy
stated views.

* Request from relatives not to divulge distressing information to a person with learning
disability.

» Use of restraint to alow appropriate treatment.

» Rdatives requesting information about patients.

» Conflict between medical team and parents over the use of CPR for severely disabled
children.

*  Withdrawal of treatment.

8.4.12 Education of health professionals

There was a recognition among committee chairmen of the importance of education on ethical
issues for dl health professionals within the trust, and that one role of the committee may be to
initiate or facilitate such education. Education was seen as one way of raising the profile of both
the committee and clinical ethics in genera across the trust.

"We intend, when we feel ready, to do a grand round or the equivalent so that
peopleareawarethat we arethereto help and advi se wher e necessary!'



46 Clinical Ethics Qupportinthe UK: Areview of the current position and likely devel opment

"I actually think that isa good idea. One of theissuesfor usisthat ethicsislike
death, you actually don't think about it until you need to!"

However, few of the committees were actively involved in education in a regular or structured
manner. There were various reasons for this, most commonly lack of resources (time and
money) and a lack of confidence among ethics committee members in their ability to educate
others when they were still learning.

"We talked for some time about the importance and the need for developing
training programmes within the Trust which incorporate ethical and legal
matters. However, weare so under resourced.”

"I don't think we have fully explored our educational role but education takes
timefor members."

"We've got quite a steep lear ning curve beforewereach that plateau.”

Models of educational activity that had been tried include:

» Grand rounds.

» Seminars or workshops on specific issues.

» Educational document on consent.

» Ethics dot in post-graduate seminar programme.

» Teaching of specific groups by individual members of the committee.

8.4.13 Clinical ethics committees and clinical governance

The chairmen were asked how they saw the ethics committee fitting in with clinical governance.
Two main themes arose from the replies. Firgt, that clinica ethics is part of clinical governance
in so far as good clinical practice includes good ethical practice. Thus for atrust to ensure high
guality clinical care it needs to consider the ethical issues. Second, that the clinical ethics
committee should be seen as separate from the manageria and monitoring aspects of clinica
governance. It was thought that the committee's role was to facilitate good ethica practice, but
not to be seen as aclinica governance watchdog.

"| seeethicsasbeing part of thewhol e aspect of clinical governance.”
"I think it's very important that ethics committees are independent because if

they are seento be somehow doing what a trust saysthen they no longer servethe
best interest of the patient!”

"I think it needs to be seen to befunctioning with, but not simply as part of
clinical governance. | think ethical issuesarise out of properly applied clinical
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governanceclearly. But theway you approached anissue, a clinical quality issue
as opposed to any ethical issues is totally different and | think the spread of
influenceistotally different”

The requirement of the clinica ethics committee to evaluate its work in the context of clinical
governance was raised. One committee chairman commented that the ethics committee would
also be accountable within the clinical governance frameworks by producing an annua report
and being subject to audit and evaluation.

8.4.14 Potential hindrances to the effective functioning of clinical ethics committees

All chairmen fdt that clinical ethics committees could potentially offer a model for raising
ethical standards of patient care in NHS trusts. However, several obstacles were identified that
could impede their successful development and their effectiveness. These included:

* Resources (financid and human).

» Availahility of training for members.

* Appropriate expertise on the committee.

» Reductance of clinicians (particularly doctors) to recognise and use the committee.
« Difficulties in raising the profile of the committee.
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SECTION |11 INTERNATIONAL PERSPECTIVE
CHAPTER 9

The international perspective

91 Summary

Clinica ethics committees (CECs) have been a feature of North American health care for the
past two decades. In more recent years, CECs have begun to develop in many European
countries, and also in Australia. Although there are many differences in CECs both between
countries and within individual countries, they share some core objectives and functions. Most
CECs are multi disciplinary but patient or lay participation is not universal. The advisory nature
of the CEC and its role as a forum for ethical discussion are common features across national
boundaries. The need for training of CEC members is widely acknowledged to be of prime
importance and a range of training initiatives is found in different countries. Raising the profile
of the committee within the host health care institution is identified as a problem, even in North
America where CECs have been established for some considerable time. Evaluation of CECs is
necessary but there have been few evauative studies to date. Ethics committee networks provide
a popular and vauable source of support and education for members of CECs, and others
interested in health care ethics. These are most common in North America

Ethics consultation is a function of CECs but often committees do not have a very active
consultation service. In North America, ethics consultation is often provided by individual
ethicists or small groups of individuals who may be members of a CEC. There are also models
of ethics consultation services without a CEC in Germany. There are no nationally or
internationally recognised qualifications or training programmes for ethics consultation.

9.2 Introduction

The experience of other health care systems, in providing support for clinicians on ethical issues
in patient care could help to inform the development of such services in the UK. Successful
models of support, or experience of problems in particular areas, may be relevant to the NHS,
although it will be necessary to take into account significant differences between the different
health care systems and legal systems. CECs, also called hospital or health care ethics
committees (HECSs), have been a feature of hospitals and health care institutions in North
America for many years? CECs and other ethics support services are less well developed in
Europe and Australia. In order to place the position in the UK in an international perspectivewe
examined models of clinica ethics support in severd other countries. The aim of this study was
not to obtain a comprehensive overview of the situation in other countries but to obtain the
views of opinion leaders active in the area of clinical ethics and to look in more detail at a
number of models of clinica ethics support.
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93 Method

Leading individuals in the fidd of clinical ethics, and centres with an active programme of
clinical ethics were identified by areview of published papers on the subject. Contact with these
individuals or centres led to further individuals being identified and contacted. A member of the
research team (TH) already had extensive contacts with individuals in this field, particularly in
Europe. A member of the research team (AS) visited severa centres (four in the US, two in
Canada, three in Germany and one in the Netherlands). Written communication with a further
eight centres in North America, Europe, Australia and South America provided further
information.

94 Reaults

94.1  Hisgtory, prevalence and regulation of clinical ethics support services.

In both the US and Canada CECs, aso called institutional or hospital ethics committees (HECs)
have been present since the early 1970s. During this time ethics consultation services have aso
developed with a corresponding increase in the number of ethicists and people with 'ethics
expertise’. In 1980 1% of US hospitals had a CEC but by 1987 this figure had risen to 60%.2 In
1989 a survey of dl hospitals in Maryland, District of Columbia and Virginia found that overall,
50% of dl hospitals in these jurisdictions had established an ethics committee, with 89% of the
hospitals in Maryland having such a committee. The higher number in Maryland may be
because this is the only state in the US where legidation exists stating that hospitals should have
a CEC.® In the 1990s, the US Joint Commission on Accreditation of Health Care Organisations
made it a requirement of accreditation that a hospital addresses the ethical issues in providing
patient care. Their handbook recommends that having a functioning, multidisciplinary ethics
committee is recommended to meet this standard.™ It seems likdly, therefore, that most hospitals
in the US will now have some form of CEC. Smilarly, in Canada CECs increased in number
dramatically in the 1980s. Studies of all English speaking hospitals with over 300 beds showed a
rise in the presence of a clinical ethics committee from 18% in 1984 to 58% in 1989.* The
sharpest increase in the number of newly established CECs occurred in 1998, two years dfter the
Canadian Council on Health Facilities Accreditation stipulated in their guidelines that facilities
must address the need for policies in specific biomedical ethical subjects. The guidelines further
stated that this may be facilitated by the creation of a multi-disciplinary ethics committee.™

In Europe, clinica ethics support services have been dower to develop and it is only in the last
ten years that most European countries have begun to consider the need for such services. In the
Netherlands CECs (called institutional ethics committees) are widely accepted in hospitals and
nursing homes although the functions of the committees vary among institutions. Most
hospitals originally had mixed committees covering research and clinica matters although now
many of these have split into research ethics committees and institutional (clinical) ethics
committees.”® Nursing homes have generally only had institutional (clinical) ethics committees.
The presence of mixed committees for research and clinica ethical issues is a feature of other
European countries development of ethics committees, for example Begium and France.*
However, other countries have separate committees for research and clinical ethical issues as
shownintable 11.



50 Clinical Ethics Qupportinthe UK: Areview of the current position and likely devel opment

Table 11 Types of local ethics committees in some European countries

Country Research ethicscommittees Mixed committees Clinical ethics committees
Belgium No Yes No
France Yes Yes Yes
Sweden Yes No Yes
Norway Yes No Yes
The Netherlands Yes Yes Yes
Spain Yes No Yes
Ity Yes No Yes
Germany Yes No Yes
Denmark Yes No No

Most European countries do not have legislation or other regulations governing CECs,
although many countries have legidation on research ethics committees. The law in Belgium
gpecifies that every hospital, or hospital group, should have an ethics committee that addresses
research and clinical issues™ In Spain, the National Institute of Health has issued an internal
regulation covering the establishment of hospital ethics committees, and there is a system of
accreditation of such committees. To date there are eighteen such accredited committees in
Spain.® We are unaware of any comprehensive surveys of CECs in European countries so it is
difficult to assess their prevalence. Ethics support services other than ethics committees have
not been reported in European countries with the exception of Germany. In Germany there are
severa examples of clinical ethics support in individual cases being provided by ethicists or
people with some training in ethics. The University of Freiburg has an ethics programme that
combines ethics consultation with research in this area** Germany also has some CECs, mainly
in small hospitals that are part of the Christian Association of Hospitals.”

In Australia, ethical support for clinicians is described as 'patchy' (Little M. personal
communication). There are some independent ethics centres that provide ethics consultation
services for clinicians but there is no published evidence on how frequently these centres are
used by individual clinicians for advice on ethical issues relating to patient care. In 1991, McNaill
and colleagues conducted a survey of al public and private hospitals in Australia in order to
identify the ethical issues facing clinicians and the methods used to resolve them.'® This survey
found that 14% of hospitals had a committee that considered both research and clinica ethical
issues and 4% had established a separate clinica ethics committee. There is some anecdotal
evidence to suggest that CECs have increased in number over the past ten years but there are no
comprehensive data comparable with the 1991 survey.

942 Theroleof clinical ethics committees

Clinica ethics committees in North America have had longer to explore and define their role
than most European or Australian committees. However, there is evidence, both written and
verbal, to suggest that many of the issues that arise in considering the development of clinical
ethics committees are common to dl countries.
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9.4.2.1 Committee membership

The importance of a multi-disciplinary membership of CECs is widely accepted, reflecting the
view that these committees are fora for ethical debate that is enriched by the contribution of
different moral and professional viewpoints. There is less agreement about the need for lay
representation on these committees. In North America lay representation is usually advocated in
published papers on the subject but in practice by no means dl committees have lay members. In
1989 a Canadian survey of clinicd ethics committees found that the composition of the committee
aways included physicians and nurses, and usualy members of the management structure and
dergy.® Patient/lay representatives were mentioned by less than 50% of respondents, the exact
number not being reported in the survey. Acute care institutions appear less likely to specify
patient or lay representation than intermediate or long term care institutions. Comparison of
sample terms of reference of hospital ethics committees in Canada showed that those hospitals
providing long term care were more likely to include community representation on their
committee.” Lay representation is not a feature of clinical ethics committees in The Netherlands,
and the legidation for ethics committees in Belgium does not include specific lay representation.
However, Spanish dlinica ethics committees do have lay members.®®

9.4.2.2 Functionsof clinical ethicscommittees

The specific functions of CECs vary both between countries and within countries, depending
on the objectives of the committee and its position within the health care institution. In some
European countries, for example France, the functions of the committee may vary depending on
its place in the broader health care context (is the committee a local or regional committee?).*
However, there are some basic similarities about the functions of CECs that are common to
North America, Europe and Australia.

» Raising ethical awareness within the institution by education.
* Providing ethical input into departmental and institutional policy and guidelines.
» Providing advice and support in individual cases.

In addition, the advisory nature of the committee is seen as of paramount importance in all
countries. The emphasis placed on each of these functions varies between committees, as does
the method of achieving it.

9.4.2.3 Education of ethics committee members

Adequate training for members of CECs is recognised as a priority in both Europe and North
America. Most accounts of developing committees describe an initial programme of self
education of the committee, often facilitated by an ethicist member of the committee, or more
formal, external training.”® In North America there are centres for bioethics associated with
universities or large hospitals that provide training for CEC members.*’ In addition, masters
and doctoral courses in bioethics have been designed to cater for the needs of those members of
CECs who wish to gain further experience and knowledge in this area. In the Netherlands,
centres in Maastricht and The Hague offer training courses for members of CECs as wdl as
courses tailored to the particular needs of a specific committee. The Nationa Institute of Health
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in Spain has established a publicly financed masters degree in bioethics for hospital
professionals that aims to provide doctors and nurses with the appropriate skills to begin to
establish ethics committees.*® The Ministry of Wefare and Health in Norway has provided
funding for a full time co-ordinator to facilitate the development and training of CECs in every
major hospital in the country.®

Facilities for provision of ethics education for clinical ethics committee members

» Training courses run by an associated bioethics centre.

» Training organised by an ethics committee network.

» Training organised by the committee using external experts.
» Masters courses in bioethics and health care ethics.

9.4.2.4 Profileof CECswithintheir institutions

The problem of ensuring that al health professionas (and patients) in the hospital or heath
care institution are aware of the presence of the CEC, and its core functions, has been difficult to
address successfully. This is true even in North America where CECs have had much longer to
establish themselves as a core structure within the institution. In 1990, Hoffman and colleagues
found that in a survey of dl gaff in five hospitals with active CECs in Maryland USA, 35% of
staff did not know of the existence of the committee.® In 1995, Kerridge et a surveyed a
random sample of g&ff at a teaching hospital in New South Wales, Australia that had had a CEC
since 1990. Of the responders, 36% were unaware of the CEC and only 6% were aware of the
committee's policies and guidelines.”® This problem was aso highlighted anecdotally by severd
members of European CECs. There are severa ways in which this problem is addressed. Many
North American hospitals or ethics centres have information sheets for patients, and use daff
newdetters to convey information about the CEC. Educational programmes for gaff can also
raise awareness of the CEC. One clinicd ethics committee in Germany spent the year prior to its
establishment discussing the concept of a CEC with al staff members in a series of
departmental meetings. This same committee aso runs aregular open forum for the discussion
of ethical issues every three months. These sessions are open to &, patients and relatives at the
hospital.*

9.4.2.5 Evaluation

Evaluation of CECs is recognised as important in theory but difficult in practice. Most North
American evaluation has been in terms of process rather than outcome, and those studies that
have considered outcome are usually user satisfaction studies.*** %% As CECs vary in their
specific objectives and functions, comparative evaluation may be difficult. In Europe fev CECs
have been in place long enough for meaningful outcome evaluation. A project in Norway has
evaluated the development of three CECs that were established as part of a feashility study for
the introduction of CECs in al hospitals.* The evaluation concentrated very much on the
committee members, and whether the committees had achieved objectives in terms of numbers
of seminars organised etc, rather than on the effect of the committee on health professionals and
patients. There is widespread acknowledgement that further evaluation of CECs is needed.™
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9.4.3 Theroleof ethics consultation services

Although case consultation is seen as one of the core functions of a CEC, in practice many
committees do not provide a case consultation service and are more likely to concentrate on
guideline and policy development.” In North America other models of case consultation have
been developed and may exist in conjunction with a CEC. In Europe and Australia specific case
consultation services are less common. There are examples of ethicists providing case
consultation in Germany and some ethics centres in Australia provide ethics consultation
services for local hospitals.*, (Little M. personal communication) The various models of case
consultation service identified in this study are described below.

9.4.3.1 Consultation by committee

Some CECs provide case consultation by the whole committee and have a mechanism for
convening a committee meeting at short notice for this purpose. Referras to the committee may
be screened by an individual such as the committee chairman, in order to identify inappropriate
referrals, for example complaints or legd queries.

Advantages of case consultation by committee

» A diverse range of views and experience is brought to bear on the case so there is less
likelihood of a particular bias occurring in the advice given.

» The process may be more transparent than if carried out by individuals or small groups.

Disadvantages of case consultation by committee

* A committee may be too cumbersome to react quickly enough to requests for consultation.

* A committee may not have anyone with appropriate training in moral reasoning or
identification of moral values.

» Patients and their families, and aso heath professionals, may find it intimidating to appear
before a committee to discuss their concerns. This issue was highlighted by a member of a
children's hospital ethics committee in Canada.

9.4.3.2 Consultation by an ethicist

Some hospitals employ an ethicist to work as a member of the ethics committee and/or provide
an ethics consultation service in individual cases. The term ethicist is not specific as ethicists
may come from the fields of medicine, nursing, philosophy, socia sciences, or theology.

Advantages of case consultation by an ethicist
* A more responsive service with an 'on call' capability.
* Anethicist hastraining in critical reasoning and identification of moral issues.

Disadvantages of case consultation by an ethicist

» The ethicisfs own biases may influence the consultation.

* An ethicist may not have the clinical knowledge to place the facts and values of the case in
context.

 If the ethicist is employed by the hospital there may be a conflict of interest between the need
for objective advice and the policies of the institution.
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9.4.3.3 Consultation by asmall group of individuals
This model can take several forms:

i. A sub-group of the clinica ethics committee.

ii.  Individuals from the clinical ethics committee led by an ethicist from an
associated centre or employed by the hospital.

iii.  An ethics consultation service made up of individuals working in the hospital but
not necessarily part of the ethics committee.

An example of the latter is the ethics consultation service in the University of Virginia School of
Medicine. The ethics consultation service comprises twelve professionals working in the
hospital including nurses, doctors, social workers and a chaplain. They provide an on-cal rota
working in pairs, although the pairs are not always the same two people. The 'consultants
undergo a training programme lasting sx to twelve months and have weekly meetings to
discuss cases and new issues. They report to the clinical ethics committee once a month but the
committee usually only becomes involved in individua cases when the consultation has raised
an issue that indicates a need for guidelines or education of S&ff.

9.4.3.4 Ethicsmentors

This model is being investigated by a Catholic hospital in Vancouver (Murphy M. personal
communication). Health professionals working in the hospital who express an interest in ethics
are given training by the ethics centre and then act as mentors in their particular area of work.
The mentors are available for advice and support on ethical issues at alocal levd. If aproblem is
considered too complex for the mentor alone to provide advice then a formal case consultation
can be requested from the ethics committee or ethicist. The mentors can also facilitate
education about ethical issues and implementation of guidelines and policies on ethica issues.
As the number of mentors increases, it will be possible to ensure that a mentor is available in dl
departments or wards, and on al shifts, so that access to ethics support should be available to all
health professionals at al times.

9.4.4  Traning and qualification for ethics consultation services

The standard of training and competency required for someone providing an ethics
consultation service is greater than that required of members of a CEC. In the US there has been
a move to develop nationally accepted standards for ethics case consultation. In 1998, the
American Society for Bioethics and the Humanities (ASBH) published a document, '‘Core
Competencies for Health Care Ethics Consultation'.** This was a report from a task force set up
to consider issues around ethics case consultation including:

» The nature and goals of ethics consultation.

» The types of sKills, knowledge and character traits that are important for conducting ethics
consultation.

» The specid obligations of ethics consultants and institutions.
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The task force recommended that the core competencies for ethics consultation which it had
developed should be used as voluntary guidelines by health care organisations and training
programmes. However, certification of individuals for ethics case consultation, or accreditation
of educational programmes, was rejected by the task force. This was because of the danger of
introducing an authoritarian approach to ethical decision making, with ethics experts
displacing patients and providers as the primary moral decison makers. The task force aso
highlighted the practical difficulties of accurately testing required competencies in view of the
limited data available on the nature and effectiveness of ethics consultation at this time.

945 Ethics committee networ ks

A needs assessment survey of CECs in Toronto found that committees thought it was important
to share knowledge and experience with other committees.”* One way of facilitating
communication between ethics committees is by an ethics committee network. There are many
such networks in both Canada and the US, but we are unaware of any in Europe and Australia
Like clinical ethics committees, the networks vary in both their structure and function, but their
stated aims are similar

i.  Toact asaresourceon ethical issues for ethics committees and their members.

ii. To facilitate communication and sharing of information between ethics
committees.

iii. To provide a programme of education for members of ethics committees, other
hedlth care professionals and members of the genera public.

Some networks, for example the Medical Ethics Resource Network of Michigan, are open to
anyone with an interest in ethics and not restricted to ethics committees or health care
professionals.”® The more successful networks are often attached to a centre for ethics or a
university department of bioethics that can provide some of the infrastructure and educational
resources required for the network to achieve its ams.
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SECTION IV CONCLUSON
CHAPTER 10

| ssues arising

The previous chapters of this report have described the findings of a comprehensive survey of
clinical ethics support in the UK and the experience of other countries in the development of
such services. A number of issues have emerged from the various strands of the study which
help to provide a clearer picture of both the potential benefits and difficulties of developing a
clinical ethics support service in the UK. These issues will need to be considered in order that
robust and appropriate recommendations can be made regarding the challenge of facilitating
high quality ethical decison making in patient care. This chapter sets out the issues that will
need to be considered.

10.1 The development of clinical ethics committeesin NHS Trudts

Clinica ethics committees (CECs) are developing within UK NHS trusts and their number will
almost certainly increase rapidly in the next few years. In addition to trusts that this survey
shows are intending to set up a CEC in the near future, there has been interest expressed by
other trusts since the completion of the survey. Several factors have influenced, and will
continue to influence, the devel opment of CECs.

1. Clinician based factors

Clinicians are increasingly aware that advances in medical science, while offering great benefits
to patients also raise previoudy unconsidered ethical dilemmas. The transition from amodel of
medical paternalism to one of respect for individual autonomy and doctor/patient partnership
means that clinicians are having to reassess the values systems used in their clinical decision
making. The introduction of medical ethics into the undergraduate curriculum for medical
students will raise awareness of ethical issues among tomorrow's doctors. This is likely to
increase requests for advice on ethica issues; a parallel with the clinica situation of increased
knowledge in an arealeading to increased referrals for expert advice in that area

2. Management based factors

The development of new, effective, but often expensive treatments, and an ageing population
leading to increased prevalence of chronic diseases raises difficult decisions about priority setting
and dlocation of limited resources for heath care managers. This survey has shown that severd
health authorities and health boards in the UK have established a priority setting or resource
allocation committee to address these issues. The development of clinica governance has given
managers the responsibility of both ensuring the provision of high quality health care, and of
providing the support necessary for health care professonds to ddiver high quality hedth care.
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High ethica as wdl as clinicd standards will be expected and managers will need to consider
mechanisms to facilitate the achievement of these standards. Many managers in this survey
identified clinical governance as an areawhere clinicd ethics committees may contribute.

3. Society based factors

Public expectations of health care, and public criticism of health care professionals has
increased over the past few years. The demand for greater public accountability in health care
decision making means that health care professionas will need to justify both the clinical and
ethical reasons for their decisions both to their patients and to society. Judicia involvement in
medical decison making has aso increased, often in cases where competing moral vaues need
to be weighed.

10.2 Theperceived need for clinical ethics support within the UK

The responses to the trust and health authority questionnaire surveys in this study demonstrate
that there is a perceived need for some form of clinical ethics support among senior clinicians
and managers within the UK NHS. Other studies have shown a similar percelved need among
consultants and other health care staff.* The questionnaire surveys of other groups in this study
show that health professionas are seeking advice on clinical ethical issues from various sources
including professiona organisations, university departments of ethics and loca research ethics
committees (LRECS).

The development of CECs and other ethics support services is aso occurring in Europe,
South America and Australia. Together with their well established presence in North America
this would suggest that it is a globa phenomenon. In the UK, we have the opportunity at this
stage to develop these services in a coherent manner, and ensure that they are appropriately
evaluated.

10.3 Other models of clinical ethics support in the UK

There are severd potential models for providing clinical ethics support within NHS trusts in the
UK. In this study, eighty-eight trusts reported some mechanism of providing clinical ethics
support other than CECs. It is not possible to say from this study how active or effective these
forms of support are, or whether it is just wishful thinking on the part of the respondents that
these mechanisms could be used for ethics support. The findings raise the possibility that
existing structures in trusts could be developed to provide support and guidance on ethical
issues in clinical care. Health authorities and health boards have a role in providing clinical
ethics support to primary care groups and trusts. They too will need to consider appropriate
models of providing such support.

Local research ethicscommittees

LRECs are used by some clinicians as a source of clinica ethics support. In our survey, 25% of
LRECs had given clinica ethics advice on request. The terms of reference of LRECs do not
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currently permit them to consider clinica ethical issues, so those committees providing advice
may not be indemnified in the event of a daim against them.>® Interviews with the chairmen of
some of these LRECs raised concerns about the use of an LREC for clinical ethics support.
These included lack of time available in view of the high workload of LRECs in relation to
research ethics submissions, and the fact that LRECs were not appropriately constituted in terms
of expertise and training to provide this service. A fundamental concern is that LRECs give
binding decisions on the submissions made to them, while it is universally acknowledged that
CECs should be advisory in nature. It would be difficult for one committee to operate in an
advisory capacity on some issues and as a decison making body on others. The difficulty of
combining the two types of committee has been highlighted in the Netherlands where many
combined committees have now split into a research ethics committee and an institutional
ethics committee that addresses clinical issues.

Professional organisations

Professiona organisations and national bodies such as the GMC are an important source of
ethical guidance for health professionas. They offer a reference point on maor ethical issues
and compliance with these guidelines are normally considered favourably by the courts in any
legal cases™ > However, national guidelines tend to be general and often need to be interpreted
locdly, for example the BMA guidelines on withdrawal and withholding of treatment advise that
the guidelines are developed locally.? Many of the responders to the questionnaire surveys
identified a need for a support service that was both responsive and relevant to local needs.

10.4 Important considerations for the development of CECs and
other ethics support services

Whatever models of clinica ethics support are found to be most suitable, either for individual
trusts and health authorities, or more generally within the health service, many of the issues
identified in the interviews with chairmen of CECs will be relevant. Enough common themes
were identified in both the interview study with UK CEC chairmen and in the andyss of the
international context to enable a framework for future development in this area in the UK to be
developed.

The key common themes are as follows.

1 Advisoryroleof CECs

A fundamental point arising from dl the interviews with CEC chairmen was that CECs should
be advisory, offering support but not issuing decisions. This is true of CECs in al other
countries considered in this study.

2. Satuswithinthetrust or health authority

For the committee to be successful, it must have recognition and support from within the
institution at al levels, including administrative and financial support. The CEC should be a
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forma committee within the institutional structure but it is important that the CEC is seen as
independent of management and not as a regulatory or disciplinary mechanism.

3. Training for CEC members

Many CEC chairmen identified the need for appropriate training or education of committee
members as important. The areas identified as important in such education include basic moral
theory, ethical analysis, critical thinking, and knowledge of national ethical and legal guidelines.
There are models for training programmes for CEC members in other countries and these
would be a useful starting point for the development of training that is appropriate to CECs and
other support services in the UK. As aresult of this study, the Ethox centre has developed atwo-
day course for newly developing CECs, and new members of established CECs. If CECs, and
other support services, are to develop effectively in the UK such courses will need to be further
developed.

4, Support networksfor CECs

All committee chairmen commented that they were unaware of most other CECs. They believed
that contact between CECs would be an important method of providing support and education
for developing CECs. The sharing of experience and specific guidelines through some form of
network would avoid each committee having to 'reinvent the wheel'. A network of UK clinica
ethics committees was established in January 2000 in response to the expressed views of CEC
chairmen in this study. The aim of the network is to provide information, support, and
education for established and nascent CECs in the UK.

5. Defining the functions of the committee

Although most UK committees have concentrated on guidelines and policy formation, some
committees see case consultation as their main function. Some degree of case review is essentia
to inform the debate around guideline and policy formation. This retrospective case review
function will aso be helpful to clinicians in their future work. However, active case consultation
in response to requests regarding current cases will have different implications for the
committee's workload and mode of functioning. The committee will need to be clear about the
parameters of its role and in turn ensure that al saff are aware of what the committee does and
does not do.

6. Education of health professionalsby the CEC

Most UK CEC chairmen agree that education of health professionals within the institution,
and raising awareness of ethical issues, are important but there are concerns about how a
committee can provide this service. Similar problems were faced by CECs developing in
North America. If CECs are to take alead in ethics education among health care professionals
they will need adequate resources, which will include financial resources and access to
appropriate expertise.
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105 Other modds of ethics case consultation

Experience from North America and Germany suggests that ethics case consultation may be
carried out using models other than a committee. Whatever model of case consultation is
adopted by a health care institution, attention must be paid to the development of appropriate
skills in those undertaking this role. The document on core competencies for health care ethics
consultation produced by the American Society for Bioethics and Humanities provides a model
for developing minimum standards in this area.

10.6 Evaluation of clinical ethics support servicesin the UK.

Severd of the CECs in the UK are not yet clear about their exact role in the institution and there
are concerns about how effective the committees are. Comments from the questionnaire surveys
also raise concerns about the effectiveness of a clinica ethics support service, even among those
who are very much in favour of raising ethical awareness in clinical practice. Although some
evaluation of such services has taken place in North America and Europe, there has been little
rigorous evaluation of outcomes with most research looking at process data such as satisfaction
of health professionals and patients.® * * In general, satisfaction is high among users of CECs
but this accounts for only a small percentage of any professional group within the institution.®
Longer term evauative studies using outcome as well as process data are needed. It is therefore
imperative that any service has clearly stated objectives, and that there is a rigorous evaluation of
both process and outcome during their development.
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CHAPTER 11

Conclusions and recommendations

11.1 Conclusions

11.1.2

Clinica ethics committees (CECs), and other forms of clinical ethics support, have begun to
develop in the UK, and will almost certainly increase in number dramatically in the near future.
A smilar development is occurring in many European countries. These CECs and other support
services vary between and within countries, in response to the particular requirements of their
health care systems, but they share common objectives and core functions. These are broadly
similar to those of North American clinical ethics support services, which have developed over
the past two decades.

11.1.2

In the UK, this development has until now been mainly driven by the concerns of clinicians
about difficult ethical decisions that they have encountered in clinical practice, in a'bottom up'
approach. Apart from those clinicians who have been motivated to initiate the development of a
CEC, there is evidence of a perceived need for such services among senior clinicians and
managers throughout NHS trusts and health authorities in the UK. In other countries, the
impetus has come from managers, regional authorities and national governments. It is likely that
with the advent of clinica governance in the UK, a'top down' approach to the development of
CECs may become more apparent in the future.

1113

Isolation is a problem for CECs developing in the UK. Many committees are considering similar
issues and policies independently and would benefit from a forum for sharing information in
order to avoid reinventing the wheel. A national support network can provide this service, and
in addition be active in the development of appropriate training for CEC members.

1114

Although the clinical ethics committee is the most easily identified form of clinical ethics
support, having been specificaly established for this purpose, many NHS trusts reported other
forms of clinical ethics support involving the use of existing committees or clinical support
structures. It is not clear at this stage which is the most appropriate model, or range of models,
for providing clinical ethics support to health professionals within the UK NHS.

For any clinical ethics support service to develop effectively it will need to be properly
supported. This support will include:
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» Appropriate expertise to support and develop the service.

» Appropriate training for those providing the service.

* Administrative support.

» A recognised status for the service supported by the trust management.
» Protected time for those providing the service.

11.15

Although clinical ethics support services are developing in the UK and elsewhere, and there is a
strong belief in thelr utility, there has been no robust evaluation of these services either in the
UK or in other countries. In order to justify supporting the development of CECs or other
support service within the NHS, a continuing evaluation process will be necessary as with any
other area of clinical practice. The evaluation would need to answer two questions:

1. Doesthe service meet its own objectives?
2. Doesthe service have an effect on practice?

1116

Locd research ethics committees (LRECS) are not an appropriate model for providing clinica
ethic support. Their mode of operation does not St easly with the advisory nature of clinica
ethics support and the increased workload required if they performed a dua function would be
prohibitive. This conclusion is supported by the experience of other countries.

11.2 Recommendations

Ethical dilemmas in health care are likely to increase in the future, both in frequency and
complexity. There is evidence to suggest that there is a need for support for health professonas
in this area and initiatives are aready taking place to provide that support. In order to facilitate
the achievement of the highest possible ethical standards in patient care within the UK we
recommend that the current development of clinical ethics support services in the UK be
supported and fully evaluated.

11.2.1 Individual clinical ethics support services in the UK have developed in isolation. A
common festure of the clinical ethics committees is that they are unaware of other committees.
There is aneed to share information and experience among clinical ethics committees and other
support services. The development of a national network of clinica ethics support services to
provide information, education and support to developing initiatives, and to facilitate the
sharing of experience between initiatives, would address this need. A nationa network has been
established as part of this project, which has demonstrated the need and potential for such
support, but further development will be required.

We recommend the further development of a national network of clinical ethics support
services to share information, and provide education for clinical ethics support servicesin
the UK.
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11.2.2 In order to properly assess whether a model of clinical ethics support is effective in
achieving its aims, adequate support should be given to the development of the model. This
would include:

» Appropriate expertise to support and develop the service.

» Appropriate training for those involved.

* Administrative support.

* A recognised status for the service supported by the trust management.
* Protected time for those providing the service.

Before any particular model of clinical ethics support can be confidently supported rigorous
evaluation of the various models will be necessary. Internal (local) evaluation is necessary to
measure the effectiveness of the service against local aims and objectives. In addition, an
independent external (national) evaluation is necessary in order to provide a generalisable
assessment that can be used to inform national guidelines and recommendations. This method
of local and national evaluation has been used previoudly in the context of local initiatives that
will have national implications.® Therefore, an appropriate strategy would be to use external
funding to support specific initiatives in order to develop models of best practice which could
then be evaluated. A period of at least three years would be necessary to enable the service to
develop to a stage where meaningful evaluation was possible.

We recommend that specific initiatives be established that are designed to develop
models of best practice appropriate to the roles of different trusts, including the new
primary caretrusts. A formal evaluation of these specific initiatives should be carried out,
including a local evaluation by the trust or health authority in which the initiative takes
place, and an independent national evaluation.

11.2.3 Loca research ethics committees perform a specific function that is fundamentally
different from that of a clinica ethics committee. Their training and expertise is confined to
research ethics and they are decision making, rather than advisory bodies. Their current
workload would not alow them to provide aresponsive clinica ethics support service.

We recommend that local research ethics committees do not take on the role of a clinical
ethics support servicein the UK.

Summary of recommendations

1. Thefurther development of a national network of clinical ethics support servicesto
share information, and provide education for clinical ethics support servicesin the
UK.

2. Specific initiatives that are designed to develop models of best practice appropriate
to the roles of different trusts, including the new primary care trusts, should be
established. A formal evaluation of these specific initiatives should be carried out,
including a local internal evaluation by the trust or health authority in which the
initiative takes place, and an independent national external evaluation.

3. Local research ethics committees do not take on the role of a clinical ethics support
servicein the UK.
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APPENDIX 1
Formal clinical ethics support in NHS trusts

Formal methods of clinical ethics support service reported by respondersto trust questionnaires

Professional/M anagement structures 20
Includes
Medica Director/Nursing Director/Professional Heads 15
Clinica supervision 2
Designated individuals 2
Clinica governance structures

N
TN

Committees/groupsother than CEC
Includes
Professional fora
Therapies board
Clinica governance committee/group
Clinica board/nursing board
Children's rights advisory forum
Clinica risk group
Professional/medica advisory committee
Mental health committee
New procedures committee
Confidentiality panel
Local paramedic steering group (Ambulance Trusts)
Ad hoc group

University dept of ethics
Chaplaincy services

=
N (o) w NNI—‘I—‘I—‘OHI—‘WBI—‘G)

Policies on ethical issues
Includes
Bereavement care policy
Expression of concern policy 1

[EEN

N

Individualswithin Trust
Includes
Trust solicitor
Ethics facilitators
Clinical effectiveness co-ordinator
Quality advisor

© PR PP

Others
Includes
Ethics forum/training days
Ethics facilitators
Joint committee with another trust
Subject specific ethics committee
Regular gaff meetings
Access to ahospital based clinica ethics committee (Ambulance Trusts)

NPRPRPRRPRP®

Some trusts reported more than one form of support
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APPENDIX 2
|nformal clinical ethics support in NHS trusts

367 trusts (693 individual replies) reported some form of informal ethics support within the Trust. The table shows
the types of informal support reported by individual responders. Many responders reported more than one type of
support therefore the total numbers exceed the number of responses.

Informal clinical ethics support reported by individual responderstotrust questionnaire

Support from other clinicians 513
Medical Director 165
Other clinica colleagues 159
Director of Nursing 98
Clinica supervision 39
Senior clinical colleagues 37
Saf with expertise/interest in ethics 21
Research related support

Advice from members of REC 59
Approach to LREC 1
R&D support 77

Other forms of support

Non clinica management structures

Chaplain

Professona bodies/organi sations/groups

Other hospital committees/groups

Advice from members of clinical ethics committee
Professional advisorg/professional advisory committee
Education and practice development

Access to University Departments of ethics
Clinica governance

Legd advice

Multidisciplinary team discussions

3wisemen

Ethics group / forum

Risk management structures

Saf counsalling

Patients advocate/patient bodies

Director of Public Hedlth / HA

Teaching sessions

wwwwnoo BBERREREBRBRIEBIR

Networking

Ad hoc groups

Others

Mentorship Informal network of physicians and surgeons co-ordinated by audit head
Library Mental Health Commission

Freedom of speech policy Catholic doctors guild / world federation of doctors

Named confidential contact Informal religion and psychiatry group

Child protection officer Non executive Board Members

IVF and psychiatry

Pdlligtive care team
Accessto professionals as required



68 Clinical Ethics Qupportinthe UK: Areview of the current position and likely devel opment

APPENDIX 3
Suggested models of clinical ethics support services

A breakdown of the answers to question 4 in the trust questionnaire survey

Question 4
If a support service was developed in the trust, what form do you think it should take?

Total responses 642/1171 (55%) of al responders
Ethics committee 366 (57%)
Ethicist 156  (24%)
Chaplain 37 (6%)
Other 83 (13%)
Other:

Clinical governance 8

Acocess to external advice/ expertise 93

Ethics forum / support group 5

Ethics education 2
Identified individuals in Trust 4

Clinica director/supervision 5
Multidisciplinary approach 2

Specific team (not committee) 3

Enhanced chaplaincy service
LREC

Part of R&D

Community Health Council
Formalising current mechanisms 2
3wisemen

Mix of forma and informal services
Network of service

Joint approach for small organisations
Combination of suggested approaches 2

e N N

e e e
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APPENDIX 4

Professional organisations identified for
guestionnaire survey

Royd College of Physicians

Royd Coallege of Obstetricians and Gynaecologists
Royd College of Nursing

Royd Coallege of Genera Practitioners (including regional faculties)
Royd College of Psychiatrists

Royd College of Midwives

Royd College of Surgeons

Royd College of Paediatrics and Child Health
Royd College of Ophthalmologists

Royd Coallege of Radiologists

Royd College of Anaesthetists

Royd College of Physicians and Surgeons of Glasgow
Royd College of Surgeons of Edinburgh

British Association of Occupational Therapists
UKCC

Genera Medica Council

BMA

British Association of Medica Managers

British Dietetic Association

Chartered Society of Physiotherapy

Society of Chiropodists and Podiatrists
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APPENDIX 5

Trud questionnaire

Clinical Ethics Support Services in the UK
{This questionnaire does not relate to research ethics})

1. Does your Trust have any mechanism of formal support or advice on

ethical issues for health professionals working in the Trust? Yes Q1 No 2
If Yes what form does this take (please circle all that apply)
Ethics committee 1 ethicist 2 other 3 (please specify)

2. Areyou aware of any informal mechanisms which provide support or advice on
ethical issues within your Trust? Yes I No 12
If Yes what form does this take?

These questions are for Trusts without a formal Clinical Ethics Support Service

3. Do youagree with the following statement: An Ethics Support Service for health professionals within the
Trust, on ethical issues in clinical medicine would be desirable. (please circle)

Agree strongly 1 Agree 2 Disagree 3 Disagree strongly 4

4. If a support service was developed within the Trust, what form do you think it should take?
(please circle all that apply)

Ethics committee 1 ethicist 2 other 3 (please specify)

If you have any comments you would like to make about dlinical ethics support services please use the following space.

We would like to contact all Trusts that have, and some that do not have, Clinical Ethics Support Services. Please can
you confirm your contact details, or let us have the details of an alternative contact person for the next stage of our
research,

Name Telephone
JOD Title ..uvvveivririnsiiirirsinrcevrressmssesnermserens Fax
Address ..o email ...

Thank you for your help. Please return the questionnaire in the envelope provided.

A Slowther MB ChE MRCGP MA

ETHOX

University of Oxford

Division of Public Health and Primary Care

Institute of Health Sciences Tel: 01865 226703
Qld Road, Headington Fax: 01865 226938
Oxford OX3 7LF email:anne-marie slowther@ethox.ox.co.uk
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APPENDIX 6
Health authority questionnaire

Clinical Ethics Support Services in the UK

(This questionnaire does not apply to research ethics)

A Slowther MB ChB MRCGP MA

ETHOX

University of Oxford

Divisien of Public Health and Primary Care

Institute of Health Sciences Tel: 01865 226703
0ld Road, Headington Fax: 01865 226933
Oxford OX3 7LE email:anne-marie.slowther@ethox.ox.co.uk

1. Do you have any mechanism for providing support or advice on ethical issues

that arise in your Health Authority? Yes Q1 NolJ2
If Yes what form does this take? (please mark all that apply)

Ethicist Qat

Clinical ethics committee 2

Resource allocation committee a3

Don’t know Q4

Other (please specify) Qs

2. Does your Health Authority receive requests for advice on ethical issues in
dlinical care from health professionals? Yes 01 NolJ2

3. Do you think that a clinical ethics support service would be helpful in your
Health Authority? Yes (1] Nola2
If you wish to comment on clinical ethics support in the Health Authority please do so below.

.................................................................................

4. Ethical issues may arise for Primary Care Groups (PCGs) both from resource allocation
and clinical practice. Do you think the Health Authority has a role to play in providing
support or advice on these issues? Yes L1 Nolh2

We would like to contact all Health Authorities that have, and some that do not have, Clinical Ethics Support
Services, Please can you confirm your contact details, or let us have the details of an alternative contact person for
the next stage of our research.

NEITIE ceeeievererirerevcneermmrecssmsgprsssesescsssensesensesensescasessseermssssnssssnereneees | 1EIEPHONE
AQAIESS 1overvrreiremseremsnres s sssssssssssssssnse e ssensenesneens X
....................... v €Mail
.......... [0 w3 511 =IO

Thank you for your help. Please return the guestionnaire in the envelope provided.
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APPENDIX 7
LREC questionnaire

Clinical Ethics Support Services in the UK

Questionnaire for LREC Chairmen

A Stowther MB ChB MRCGP MA

ETHOX

University of Oxford

Division of Public Health and Primary Care

Institute of Health Sciences Tel: 01865 226703
0ld Road, Headington Fax: 01865 226938
Oxtord OX3 7LF email:anne-marie slowther@ethox.ox.co.uk

1. Has your committee been asked to consider requests for ethical advice on clinical,

rather than research, issues? Yes 01 Noll2
If Yes, has the committee provided ethical advice? Yes 01 NolX2
If No, would the committee be prepared to offer advice if asked? Yes 1 Nold2

2. Approximately how often does the committee receive reguests for clinical ethics advice

Less than one a year i
1-5 times per year 2
6-10 times per year a3
More than 10 a year M
Not applicable 05

3. Areyou personally (i.e. outside the committee) ever asked for ethical advice on
clinical issues because of your position on the LREC? Yes Q1 NoQ2

4. Do you think that there is a need for ethical support on clinical issues within the
NHS organisations which refer to you for research ethics advice? Yes Q1 Noll2

We would like to contact Local research ethics committees that have provided Clinical Ethics Support Services about
this work. Please can you confirm your contact details, or let us have the details of an alternative contact person for
the next stage of our research.

Name Telephone
Address . cerersrsesmsestineccees BAX rovrerensasnenas
..... email
....... Job title

Thank you for your help. Please return the questionnaire in the envelope provided.
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APPENDIX 8

Professional organisation guestionnaire

Clinical Ethics Support Servicesin the UK

(This questionnaire does not apply to research ethics)

A Slowther MB ChB MRCGP MA

ETHOX

University of Oxford

Division of Public Health and Primary Care

Institute of Health Sciences Tel: 01865 226703
Old Road, Headington Fax: 01865 226938

Oxtord OX3 7LF emailzanne-marie.slowther@ethox.ox.co.uk

1. Does your organisation have any form of support service dealing with ethical issues
int clinical care {as opposed to research) for your members? Yes 1 Nold2

If yes what form does this service take?

Clinical ethics commititee a1
Telephone advice service 2
Written guidelines a3
Education 04
Other (please specify) 5

2. Doyou think existing clinical ethics support services for health professionals in your
organisation should be improved? Yes 1 NolJ2

3. If you have any comments about the need for, or the provision of, clinical ethics support for health
professionals please write them below.

We would like to contact all professional organisations that have, and some that do not have, Clinical Ethics Support
Services. Please can you confirm your contact details, or let us have the details of an alternative contact person for
the next stage of our research.

Name etetereree e A e A b Telephone
Address . bt b serere e r e e srenens 5 QTN
...... EIMAIL 1ottt e
Job titde

Thank you for your help. Please return the questionnaire in the envelope provided.
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APPENDIX 9

Topic guidefor interviewswith chairmen
of clinical ethics committees

Section |

1. When was the committee set up?

2. How often does it meet?

3. How isit constituted? List of members status of chair (medical or lay)

4. Fromwhere does it get its authority? Trust Board, officid hospital committee, health authority,

5. Doesit have awritten constitution or terms of reference? Copy if possible

6. Doesit have any funding or administrative support?

7. Do any of the members have a qualification in ethics?

8. Isthere aprogramme of ethics education for members of the committee?

9. If no to above how do the committee members receive education/training in ethics?

Section 11

1. What function/s does the committee have? education, policy formation, case review/consultation

2. How is each function accomplished? forma structures or is each situation treated differendy

3. Policy formation. How much authority would guidelines produced by the committee have and from where
would they get their authority? What subjects have been considered by the committee?

4. Case consultation/review. How often, what subjects?

5. Education. What form does it take, what subjects covered?

6. Does the committee make decisions by consensus or voting?

7. How wel do you think the committee is recognised within the Trust?

8. What other sources of ethics support would be used by clinicians within the Trust?

Section Il

1. What were the circumstances which led to the development of the committee?

2. Was the impetus mainly from management or clinicians?

3. What, if any, have been the difficulties experienced so far with the committee?

4. What do you consider have been the committee's achievements?

5. How would you describe the purpose of the committeg?

6. Doyouthinkitisachieving its ams?

Section 1V

1. How do you see the committee developing?

2. How doyou s clinica ethics support developing?

3. What is needed to encourage it to flourish?

4. What are the potential hindrances to its flourishing?

5. What issues do you consider would be appropriate for aclinical ethics committee to address?

6. How do you see the ethics committee fitting in with clinical governance?

General Comments
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APPENDIX 10

Topic guidefor interviewswith LREC chairmen

How many requests about ethical issues in clinica practice does the committee get per year?

How do they present? Tothechair
To other members of committee
Asaforma request to the committee

Does the committee have a procedure for dealing with such requests?

Isadecision given?

Isadvicegiven?

What sort of issues are involved in the requests?

Do you think that the current arrangements for dealing with these requests are satisfactory?

Some Trusts have established clinical ethics committees for ethical issues relating to clinical practice.
What are your views on this devel opment.






