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As you will see this is a new look
newsletter which coincides with a
new look website (more of that
later) and heralds the next step in
the progress of the Network to
raise the profile of clinical ethics
and integrate clinical ethics
services into UK health care.

It is a great privilege for me to take over as Chair of the
Board of Trustees from Stephen Louw who has done a
magnificent job in building and consolidating a strong
foundation for UKCEN on which I hope to build in the next
three years.
His legacy includes our status as a Charity with a highly
respected patron Baroness Sally Greengross, a series of top
quality annual conferences (see the report on the 2011
conference on pages 2-3), and the launch of our new
website (page 6). I hope that I will be able to build on this
achievement and will keep you informed of developments
in future newsletters.
I would also like to thank long standing members of the
Board who stood down at the AGM in 2011 and to
welcome our new Board members who I am confident will
continue their good work. I look forward to working with
them all.
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UKCEN is supported by the Ethox Foundation through the Warwick Clinical Ethics Project

1

The latest addition to our annual conference series on
clinical ethics was a great success, thanks to the interesting
and challenging programme put together by the Yorkhill
Children’s Hospital Clinical Ethics Committee who hosted
the conference.

The second speaker, Professor Alan Cameron, considered
end of life decisions in relation to the foetus, focussing on
termination of pregnancy for foetal abnormality. These
decisions raise ethical questions about balancing the
interests of foetus and mother, respecting maternal
autonomy, and the moral status of the foetus.

The theme of the conference was ‘Clinical decision making
at the beginning and end of life’ and throughout the day a Professor Cameron reviewed the law relating to
series of high quality speakers reflected on the ethical termination of pregnancy and the advances in diagnosis
challenges posed by these decisions.
and evaluation of foetal abnormality. He highlighted the
centrality of the concept of foetal awareness in addressing
The opening plenary was given by Dr Eduard Verhagen, co- the ethical challenges in making decisions about
author of the Groningen Protocol for the regulation of termination of pregnancy, referring to recent research
active euthanasia in neonates. The protocol received findings and the RCOG working party report on foetal
widespread publicity when it was published in the New awareness published in 2010. This report concluded that
England Journal in 2007, much of it hostile. Dr Verhagen there was no evidence the foetus could experience pain
gave a moving and thoughtful account of the genesis of prior to 24 weeks.
the protocol which arose out of a recognition that some
neonates have intractable suffering which cannot be
alleviated and that end of life decisions for neonates were Moving from the foetus to the neonate, Dr Ian Laing
being made without the regulatory framework that existed described some of the difficult decisions facing the
for adults. He went on to consider the arguments for and neonatologist in caring for extremely premature infants
against the protocol and to evaluate whether the evidence born between 23 and 2 weeks gestation. Reviewing the
statistics on survival for these babies (greater than 60% at
supported either of these arguments.
25 weeks and 25% at less than 24 weeks) Dr Laing
He concluded that the evidence from studies of end of life illuminated his talk with examples of children and families
decision making in neonates in the Netherlands suggest he had cared for over his years as a neonatologist.
that neonatal euthanasia has not increased since the
introduction of the protocol. However International
comparative studies found that the use of sedatives,
analgesia and neuromuscular blocking agents increases
Dr Eduard
following a decision to withdraw life sustaining treatment.
Verhagen,
As expected this presentation generated a great deal of
debate with some insightful questions and comments from
members of the audience. Many of us felt challenged to
think about how our own personal values influence our
responses to these difficult and heartbreaking situations.

co-author of
the Groningen
Protocol
generating a
great deal of
debate
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The importance of informing and supporting parents in
what is an arduous and long journey was made very
clear, while remembering that the primary concern is
for the baby who has been born so early.

The conference was well attended and a measure of its
success was the number of people who were there until
the end many of whom stayed behind to discuss the
issues further with the day’s speakers. Our
congratulations and thanks go to the Glasgow team for
The afternoon session of the conference moved to the hosting such a stimulating and enjoyable event.
other end of life with Dr Peter Kiehlmann describing the
development of the Scottish integrated DNACPR policy
and the associated training programme for health
professionals.
Dr Kiehlmann
Dr Kiehlmann emphasised the importance of accurate
information for patients and health professionals, and
of anticipating and planning for end of life care
including the appropriate use of DNACPR orders.
Mark Hazelwood, Director of the Scottish Partnership
for palliative care reminded the conference of the
importance of palliative care in end of life decision
making.
In a thoughtful but amusing lecture he reflected on the
‘death denying’ culture of modern Western societies
and the reluctance to discuss issues relating to death,
dying and bereavement. He argued for a public health
approach to palliative and end of life care to address
this challenge and reduce the harm caused by lack of
advance care planning.

Dr Mark Hazelwood

Finally Sarah Elliston gave us a clear and comprehensive
guide through the complex legal framework governing
treatment of children pointing out the potential for
conflict between concepts of children’s welfare, respect
for parental authority, and children’s autonomy which
may need to be resolved by the law.
Sarah Elliston

3

As has become a custom with the UKCEN
conference there was a half day pre
conference workshop in Glasgow.
This was chaired by Dr Ruth Stephenson and
provided different perspectives on clinical
ethics support as it is developing in the UK.
Anne Slowther gave a preview of the
preliminary results of the national survey of
clinical ethics committees that the Warwick
clinical ethics team conducted in 2010.
Vic Larcher shared his experience of setting
up and delivering an integrated clinical ethics
service at Great Ormond Street Hospital, and
Eleanor Updale, children’s author and member
of GOSH clinical ethics committee gave us
food for thought on what actually counts as
an ethical issue in her reflections on the ethics
of the ordinary.

Peter Rudd, Vic Larcher and Sarah Barclay

Case discussions provided a forum for lively
debate as well as considered reflection.
The success of this and the previous pre
conference workshop in Cardiff in 2010 means
that we hope to continue and develop these in
future years.

Conference debates

4

The 12th annual clinical ethics conference will be hosted by the Queen Elizabeth Healthcare
NHS Trust Clinical Ethics Committee and the venue will be Greenwich University.
This should be an exciting venue as London will clearly be the place to be in Summer 2012 (and
not only because of the UKCEN conference!)
The theme of the conference is ‘Inequalities in a liberated NHS’, a timely and challenging
subject which will be of interest and relevance to clinical ethics committees and the wider
health care community.
We have already had a round robin this year on requests to CECs from Trusts for advice on how
to prioritise services within a restricted budget.
More information will be available in the coming months but please put the dates of 14th and
15th June 2012 in your diaries now.
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At our 2010 AGM we announced that we would be working on the
development of a new look UKCEN website to be hosted and run by
UKCEN and with facilities for future development of web forums and
other network specific innovations.
The website working group has been working closely with a web
designer over the last 12 months and we were able to preview the new
website at the 2011 AGM in Glasgow.
Currently we are completing the final steps to enable the website to go
live later in September and we will be emailing everyone with the new
URL as soon as this happens.
We will be planning to have a small group of editors, each responsible
for a specific section of the website. In this way we hope to ensure that
the website is a dynamic and up to date resource for members of CECs
and health professionals more generally.

If you are interested in getting involved as a sub editor then please
contact Anne Slowther a-m.slowther@warwick.ac.uk.
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At the 2010 AGM a number of new members were elected to the Board of Trustees. We would like to
welcome the following members:

Joe Brierley, Great Ormond Street Hospital for Children Clinical Ethics Committee
Julian Hughes, North Tyneside General Hospital
Kandappu Mylvaganam, Luton & Dunstable Hospital NHS Foundation Trust CEC
Richard Hain, Cardiff and Vale University Health Board Clinical Ethics Group
Rowan Harwood, Nottingham University Hospitals NHS Trust Ethics of Clinical Practice Committee
Francesca Rubulotta (Co-opted), Imperial College Healthcare Clinical Ethics Committee

Our thanks and good wishes go to the following members who stepped down from the Board in 2010:

Professor Alan Watson who was a founder member of UKCEN and its inaugural Chair. Alan has worked
tirelessly for many years to raise the profile of clinical ethics in the UK. We wish him an enjoyable
retirement.
Dr Vic Larcher who was also a founder member of UKCEN and the principal author of the core
competencies document which was published in 2009.
Dr Martin Vernon, a founder member and our first treasurer who has ensured our financial probity and
also contributed to key projects such as the website development team.

Dr Dermot Murphy who has been a leader in developing clinical ethics in Scotland and led the host
team for the Glasgow UKCEN conference.
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In 2011 we have had several round robin requests to the Should independent researchers or quality assurance
Network.
teams be able to contact patients directly having accessed
their details from the registry?

Thank you to all those CECS who took time to respond. The
queries and their responses have been circulated to CECs
but some are also reproduced here in case members have
not seen them. We do not publish case discussions in the
newsletter.

Most responding committees thought that patients should
give consent to their data being put on the cancer register
or at the very least be informed that this would happen
and be given an opportunity to opt out.
Some
committees acknowledged the importance of cancer
registries for improving patient care by providing accurate
1. Use of cancer registries
statistics and contributing to epidemiological and clinical
This round robin was initiated in response to a query research.
regarding cancer registries and access to their data for
research or service evaluation purposes. However the
issues raised were more generally applicable to the use of However the benefit to future patients was not thought to
patient records for purposes other than patient care. The outweigh the duty of confidentiality and respect for
questions related to the contacting of patients by external patient autonomy underpinning a requirement to inform
agencies or teams without the knowledge of the treating patients of how their data will be used. Several practical
considerations were raised by the responding committees.
clinician.
The practice of a multidisciplinary team approach to
diagnosis of cancer could mean that there is a time lag
Seven responses were received to this query
between diagnosis confirmation and the patient being
All seven responding committees were aware of similar informed. Providing data to the registry should take place
problems occurring within their Trust. Not all of these after the patient has been informed of the diagnosis and
related to cancer registries, for example one committee not between diagnosis and the meeting with the patient.
gave the example of mothers of still born children being
contacted directly and not through their clinician and One committee commented that cancer registries can
another gave an example of patients with cancer being identify patient data from histopathology reports coded
contacted by palliative care teams when the patient was with certain SNOMED codes. This would mean data being
unaware of the diagnosis. However difficulties with cancer entered on a registry prior to a clinical diagnosis being
registries were also identified. Several ethical questions confirmed and well before the patient had been informed.
were raised.
Once patient data is on a registry the responsibility for the
Should patients need to give consent to their data going security and confidentiality of those data shifts to the
onto the register, and/or consent to be contacted for guardians of the registry. As one committee pointed out,
research purposes?
there are specific legal requirements regarding the
handling of data, including patient data, set out in the Data
If explicit consent is not needed should patients be Protection Act 2008. In general identifiable data should
informed that their data will be held in this way and the only be released to a third party with a person’s consent
unless specific criteria are met. Clinicians will have a
reason for this?
responsibility when informing patients of their inclusion in
the registry to state that they may be contacted for
research purposes.
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Two responding committees independently contacted
respectively the National Cancer Intelligence Network and
the Eastern Cancer Registration and Information Centre
whose responses set out the national requirements for
and operation of cancer registries. The NCIN response is
provided below and the points were also made by the
ECRIC:
The cancer registries have legal support to collect data
relating to cancer under Section 251 of the NHS Act 2006
(and formerly under Section 60 of the Health and Social
Care Act 2001).
Section 251 allows the Secretary of State for Health to
make regulations to set aside the common law duty of
confidentiality for medical purposes where it is not possible
to use anonymised information and where seeking
individual consent is not practicable.

Any release of identifiable (or potentially identifiable data)
from the cancer registries is covered by a strict policy,
agreed with the National Information Governance Board
(NIGB) - formerly the Patients Information Advisory
Group. All releases of data are reported in detail annually
to the Ethics and Confidentiality Committee of NIGB.

A patient information leaflet was produced to enable
clinical staff to be able to inform patients of the role of
cancer registration, and to describe the ways in which the
data about them would, and would not be
used. http://www.ncin.org.uk/collecting_and_using_data
/data_confidentiality.aspx

The NCIN states that any contact with patients on the
registry should be with the approval of the patient’s own
doctor. Usual practice for medical research would be for
the initial contact with the patient to be from their own
doctor (this is what research ethics committees invariably
require).

Patients can ask for their records to be removed (i.e. they
can opt out) from the cancer registry system. The
information leaflet and supporting documentation
describes this option and the way in which it can be
enacted.

In the case presented for the round robin the purpose of
contacting the patient was not research but to assess
services provided.

Thus while information can be collected and maintained
on a cancer registry database without explicit consent (and
Trusts may be required to provide these data), the fact
that a patient can opt out of the system means there is a
requirement for patients to be informed that their data is
being held on the registry. Implied consent must still fulfil
the requirements of a valid consent which includes being
given relevant information in order to be able to make a
decision.

There may be an issue here for Trusts and other NHS
organisations commissioning audit or quality assurance
No one from the cancer registry will ever contact the exercises to ensure that they adhere to the same
patient.
standards relating to patient confidentiality and privacy as
those required of researchers.
Information can sometimes be released to approved cancer
researchers under strict conditions. For most cancer
research, patients do not need to be contacted, but in some
cases they do. If a researcher needs to contact the patient,
they will only ever do this with the approval of the patient’s
own doctor.

The Eastern Cancer registration and Information Network
states that it only ever releases patient identifiable
information with ethics committee and National
Information Governing Board (NIGB) approval and the
permission of the Caldicott Guardian.
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AS comment
The CEC would like to ask:
This problem is clearly not confined to one hospital or one
incident and the helpful responses to our round robin 1]. has any other committee been asked to consider such a
suggest that there is an opportunity for CECs to engage in question or produce a similar framework
some education or at least discussion within their Trusts on 2]. How would groups approach this if asked?
this issue. Things to consider would be:
How and when patients are given a diagnosis of cancer?
If we have information about a patient is it ethical not to
inform them or to wait several months before doing so?
Are patients given information about cancer registries when
they are informed of their diagnosis?
Is their autonomy being respected by allowing them an
opportunity to opt out of the registry system?
If patients are contacted directly using data from a cancer
registry, and not through their treating clinician this would
appear to be a breach of the requirements governing their
permission to access the data. Trusts, or clinicians, should
follow this up with the relevant registry so that any such
breach can be investigated.

Six committees responded to this request. One responding
CEC has recently been asked to help provide an ethical
dimension on these kinds of decisions. The others had no
experience of providing such support but offered views on
whether and how CECs could be helpful in advising their
Trusts on developing an ethical framework or perspective
for responding to future cuts in resources.
The general view from responders was that this was an area
that CECS should be involved in and could provide some
assistance to the decision making process. The support
envisaged was not that of decisions about an individual
patient treatment but more at the level of providing a
general framework for making decisions about prioritising
services, clarifying the ethical principles and values that
need to be considered and ensuring consistency across
different services and different diseases.

2. Ethical frameworks for rationing care
A CEC was asked to assist their Trust on making resource However one CEC also suggested a moderating role for a
allocation decisions.
CEC in individual treatment decisions (possibly within a
framework already developed with input from the CEC).
Our Trust finds itself in the position where 5% cuts in
funding for the next 3 years are necessary. This is
unprecedented and will affect services to some degree.
Rather than “top slicing” 5% from every budget (which is not
seen as efficient, fair or possible) the trust has decided to
fundamentally reassess services and reduce or stop
providing certain services. The forum has been asked to
consider the ethical aspects of making such cuts, i.e.
providing a framework for assessing the “value” of a service
and comparing between differing services, as one aspect
that may influence the decision of which services to cut.

Two responders referred to potential barriers in terms of
corporate strategy and management driven process which
focuses primarily on achieving financial balance without due
regard for the process by which this achieved. The wider
context of resource allocation decisions including post code
health care and implications of NICE recommendations also
need to be taken into account.
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One responding CEC commented that it would be
important to set out and agree the principles before
making individual decisions. This would help to ensure
consistency and transparency in the process.
Two responders mentioned patient/public involvement in
the process although one expressed some reservation as
to how this would be achieved in an effective manner.
Responders agreed that if such decisions were being made
then all services should be looked at including the impact
of reducing a service on other areas within the system.

A key requirement for such a Group would be some
education in the ethical dimension of resource allocation
and the values and principles that impact on decisions. The
CEC could facilitate such training, or at least highlight the
need for the Trust to acquire it.
The need to make decisions about prioritising resources is
a continuous one within a system that has limited
resources and therefore an investment of time and effort
to set up a fair process in the beginning will be improve
both the efficiency and the ethical robustness of such
decisions.

One responder reminded us that the GMC states that
clinicians have a duty not to withhold care if it
compromises patient safety and the only justification is
resource constraints.

AS comment
This is clearly a difficult area and one in which CECs could
make a useful contribution. However it is also a complex
area and involves a significant amount of work if it is to be
done well.
Some PCTs have had priorities forums for several years to
consider allocation decisions at PCT level and several have
developed ethical frameworks within which the Forum
works.
A possibility for CECs would be to support the
establishment of a Group within the Trust to consider
resource allocation decisions and include one or more
members of the CEC on the Group. The CEC could be
involved in developing the ethical framework for the
Group to use and provide advice on difficult cases.
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Care Quality Commission review of Castlebeck
hospitals published
The BBC Panorama programme exposing
widespread abuse at a hospital for people with
learning
disabilities
prompted
national
condemnation and a major review by the CQC. The
CQC itself was criticised in the programme for
failing to act on earlier concerns about the
hospital reported to it. The programme, and
subsequent review raises serious ethical questions
about respect for persons, protecting vulnerable
adults, patient restraint, and
organisational
responsibility to respond to whistleblowers. The
CQC published its review on 28th July.
GP given warning GMC for administering lethal
dose of diamorphine to terminally ill patient
A GP
who administered
an overdose of
diamorphine to a patient dying of lung cancer
received a warning following a GMC fitness to
practice hearing. The case highlights ethical
questions around best interests, relief of suffering,
doctrine of double effect, and sanctity of life as
well as legal and clinical frameworks for end of life
care. The case was reported in the Telegraph
under the headline ‘Devoted GP killed patient with
drugs’

the Deprivation of Liberty safeguards was of
specific public interest and therefore could be
reported ‘in real time’ and with ‘fairly generous
access to material’. For a detailed report see the
Guardian 8/8/11

BMA publishes new guidance for doctors and
medical students on using social media download
guidance
New series of inside the ethics committee
consider real life cases of ethical dilemmas in
patient care.
Listen to programmes on line.
http://www.bbc.co.uk/programmes/b007xbtd

New legal case seeks to secure protection from
prosecution for professionals assisting patients
who want to commit suicide
Lawyers acting for a 46 year old man who is
paralysed following a brainstem stroke are seeking
a declaration from the courts that professionals,
such as lawyers and doctors, who assist him in
achieving his wish to commit suicide, either by
travelling to Switzerland or by starving himself to
death. Currently the guidance issued by the
Director of Public Prosecutions specifies when
relatives or friends may not be prosecuted in these
Greater transparency in Deprivation of Liberty situations but specifically excludes professionals
Proceedings by Court of Protection heralded by form assisting suicide. For more information on
landmark legal ruling
the case see the Guardian 18/8/11
A judge in the Court of Protection (set up under
the Mental Capacity Act 2005) has ruled that a
case brought against a local authority in relation to
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7th – 8th November 2011:
Clinical Ethics Workshop – Ethics in Clinical Practice
Warwick University
For more details please contact Louise Hutton on: s.l.hutton@warwick.ac.uk

14th – 15th June 2012:
UK Clinical Ethics Network Annual Conference
Greenwich University, London
Registration details will be available on the Network website in the New Year
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Listed below are the names of the CEC grouped by geographical area in the UK. All the details are now
available on-line.
If you do not have access to the website and would like the contact details of any clinical ethics
committee, please contact the Network.
Scotland
Grampian NHS Board
Royal Hospital for Sick Children
North East
City Hospitals Sunderland NHS Foundation Trust Medical (Clinical) Ethics Group
Newcastle Hospitals Clinical Ethics Advisory Group
South Tees Hospitals NHS Trust
North West
Alder Hey Children’s NHS Foundation Trust Clinical Ethics Committee
Calderstones NHS Trust
Lancashire Teaching Hospitals Practical Ethics Committee
NHS Central Lancashire Clinical Ethics Group
South Manchester Clinical Ethics Committee
Wirral Hospital NHS Trust
Yorkshire and Humberside
Doncaster & Bassetlaw Hospitals Foundation Trust Ethics Advisory Committee
Hull Royal Infirmary
Mid Yorkshire Hospitals NHS Trust Healthcare Ethics Group
Sheffield Children’s Hospital NHS Trust
Sheffield Teaching Hospitals Clinical Ethics Group
St James’s University Hospital
Northern Ireland
Altnagelvin Area Hospital
Belfast Health and Social Care Trust
Northern Ireland Hospice
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Wales
Abertawe Bro Mogannwg University Local Health Board
Betsi Cadwaladr University Local Health Board
Cardiff and Vale University Health Board
West Midlands
Advisory Committee on Ethics to the Assisted Conception Unit of Birmingham Women's NHS Foundation
Trust
Birmingham Children’s Hospital Ethics Advisory Group
Coventry Clinical Ethics Forum, University Hospitals Coventry and Warwickshire NHS Trust
Heart of England NHS Foundation Trust
University Hospital of North Staffordshire Clinical Ethics Advisory Forum
University Hospitals Birmingham
East Midlands
Derby City Hospitals
Nottingham University Hospitals
Nottinghamshire Healthcare NHS: Adult Mental Health Clinical Ethics Committee
Nottinghamshire Healthcare NHS Learning Disabilities Service Advisory Group
Sherwood Forest Hospitals NHS Foundation Trust
St Andrews Hospital
United Lincolnshire Hospitals Trust Clinical Ethics Committee
University Hospitals of Leicester NHS Trust
Eastern
Cambridge University Hospitals Foundation Trust Clinical Ethics Group
East and North Hertfordshire NHS Trust
East Anglia Ambulance NHS Trust
James Paget University Hospital NHS Foundation Trust
Norfolk and Norwich University Hospital
Princess Alexandra NHS Trust Harlow
Peterborough Hospitals NHS Trust
Queen Elizabeth II Hospital Joint Clinical Ethics Committee
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London
Central and North West London NHS Foundation Trust
Cromwell Hospital
Great Ormond Street Hospital for Children NHS Trust
Guy's and St Thomas' Foundation Trust Clinical Ethics Advisory Group
Imperial College Healthcare Clinical Ethics Committee
King Edward VII’s Hospital
Kingston Hospital NHS Trust
London Clinic
Northwick Park Hospital
NRES Committee London - Hampstead
Queen Elizabeth Hospital NHS Trust
Royal Hospital for Neurodisability
Royal Surrey County Hospital NHS Foundation Trust
St Christopher’s Hospice
St Georges Hospital
St Raphaels Hospice Clinical Ethics Group
UCLH NHS Trust
West Herts Hospitals NHS Trust Eastern Region
Whittington NHS Trust Clinical Ethics Group
South East
Brighton and Sussex University Hospitals NHS Trust
Helen and Douglas House Oxford
John Radcliffe Hospital
Luton and Dunstable Hospital NHS Foundation Trust
Oxfordshire and Buckinghamshire Mental Health Partnership NHS Trust
Princess Alice Hospice
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South
Poole Hospital NHS Foundation Trust
Portsmouth Hospitals NHS Trust
Royal Bournemouth and Christchurch Hospitals NHS Foundation Trust
Salisbury Health Care NHS Trust Clinical Ethics Group
Southampton University Hospitals Trust
Guernsey Health and Social Services Department Ethics Committee
South West
Gloucestershire Hospitals
Plymouth Health Community Clinical Ethics Group
Royal Devon and Exeter Hospital Clinical Ethics Reference Group Committee
Royal United Hospital NHS Trust
Taunton and Somerset Foundation Hospital
University Hospitals Bristol NHS Foundation Trust
Yeovil District Hospital
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