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elcome to the newsletter!

As the summer ends and we approach autumn
there is an opportunity to reflect on our
activity over the last year.
Thank you to all of you who managed to attend
this year’s Network conference in Poole.
Organised adeptly by our Vice Chair and her
colleagues in Poole and Bournemouth, it
provided delegates with a fascinating, thought
provoking opportunity to explore the theme of
Rights and Duties in Healthcare in the beautiful
setting on the RNLI training centre overlooking
the sea.
There was an interesting analogy with the right to rescue that can be drawn from the role of the RNLI and
professionals in healthcare settings which was extremely striking. A summary of the conference is in this
newsletter and paid up members of UKCEN can access the videos of the lectures in the private section of the
website. If you have difficulty accessing this or do not have a password please contact us via our network
address for assistance (info@ukcen.net).
We have spent some time this year raising the profile of the Network in various arenas, helping new
committees setting up, speaking at various events and participating in a table top workshop for the Health
Services Journal. As part of this initiative we have allocated trustees to support each sector of the UK. Your
nominated trustee will be available to support local committees organising educational events, offering advice
on committee function and profile within your organisation and anything else you need. A list of your
designated trustee is in the newsletter (pages 12-14) and also on the website.
Please keep sending in your ‘round robins’ as this is a useful way to get the view of other committees if you
have a thorny issue which does not have an obvious pathway of resolution. Often other committees may have
encountered similar situations and have useful perspectives to assist you with your dilemmas.
Remember one member of your committee is entitled to a free place at our annual conference and bursaries
are available to assist your local committees to run educational events and also support other members to
attend the conference. Next year we are delighted to announce that the conference will be in Liverpool on
14th June 2017 with a workshop for committees on the 13th. We hope to be able to welcome you and as
many members as possible at this event next year.
In the meantime hope you find the newsletter informative and as always any feedback or suggestions will be
gratefully received!
Best wishes,
Karen Le Ball, Chair UKCEN
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Editor’s Message

T

he excellent pre-conference
workshop this year explored
issues around patients or parents
attending Clinical Ethics
Committee meetings. Joe Brierley
and Sarah Barclay presented the
experience of having trialled this
for several years at Great
Ormond Street Hospital and the
benefits that became apparent by
opening the discussion to allow
representation from parents and
patients. The subject of feedback
from the meetings and how the
minutes were recorded caused
some discussion amongst the
audience and it was very
apparent that there was no
consensus on how and where
these were recorded or indeed in
certain cases if identifiable
minutes were even kept. The
possibility of Freedom of
Information (FOI) requests was
touched upon in the discussions.

The following month and for the
first time in the many years that
our ethics committee has been in
existence my Trust received two

freedom of
information requests
concerning our
Clinical Ethics
Committee
discussions.
The first a general
enquiry from a
researcher on
whether the
Committee had
discussed any cases
of a particular
nature, the second a
specific request by
parents for minutes
and all paperwork
relating to a
discussion about
their child.
Following discussion with our
Trust Caldecott Guardian and
with other members of the
UKCEN the following were
clarified:
- Minutes from clinical ethics
discussions are not exempt from
FOI inquiries but the information

Sarah Barclay presented at the
UKCEN Pre-conference workshop

we have to provide depends on
who is making the enquiry and
should not compromise patient
confidentiality.
 A third party can request

general information for
example as to numbers
of cases that have been heard
or the range of issues discussed
but not the actual minutes of a
As always feedback, suggestions
or any articles for inclusion in
the next Newsletter by email
either to myself
(franco.moscuzza@gstt.nhs.uk) or
to Louise
(S.L.Hutton@warwick.ac.uk)
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Editor’s Message
meeting that has specific
patient details as these are
confidential. It is important to
remember that unusual or rare
cases (often those discussed by
a CEC) can be identified more
easily even if personal details
are removed.
 Patients or parents can

however request the full
minutes from a meeting as
these form part of their hospital
medical record even if (as in our
case) a written summary of the
meeting had already been
provided to the parents and
copied into the notes.

to at the meeting to be released.
Bearing in mind the huge
differences nationally in the
recording of minutes that was
apparent at the recent workshop
I felt that it would be prudent to
raise everyone's awareness about
the possibility of FOI requests.

I would strongly recommend
discussing them with your local
Trust Caldecott Guardian.
Franco Moscuzza

If you have any queries about FOI
requests or how Committee
minutes are recorded and stored

 Any reference to other cases or

patients would need to be
removed in order to maintain
patient confidentiality.
The first enquiry we received
required only confirmation of
numbers, if any, of cases
discussed. The second required the
full minutes of the meeting and
accompanying case summary and
any other documentation referred

If you have any queries about FOI requests or
how Committee minutes are recorded and
stored I would strongly recommend discussing
them with your local
Trust Caldecott Guardian.
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UKCEN Conference Report 2016

A

total of 89 delegates
attended the UKCEN
annual conference on Friday
17th June at the Royal
National Lifeboat Institute
College Poole. The themes of
this year’s conference were
‘Rights, Duty and Healthcare’.
A cloudy day ensured
delegates were too not

distracted by the beautiful
views of over Poole harbour.
The day started with
three lectures; Dr
Carolyn Johnson began
with a clear exposition
of the ethical
foundations of rights
and duty in healthcare,
Professor Jonathan

Montgomery then gave an
illuminating talk on the
impact of the Human Rights
Act on recent legal
judgements, and finally
Professor John Coggon took
us on a whistle-stop guided
tour of public health ethics
and law. The next session
applied ethics to practice; a
panel of UKCEN trustees
discussed a clinical ethical
dilemma involving a patient
who was demanding high
risk surgery, the session
was facilitated by UKCEN
chair Dr Karen Le Ball with
participation from the
audience.

After a break for lunch
and the AGM there
was more audience
participation and
discussion; parallel
workshops facilitated
by local clinicians and
Dr Carolyn Johnson UKCEN trustees
17th UKCEN Annual
Conference

Date: 14 June 2017,
Theme: Family Matters,
Venue: Liverpool Medical
Institution
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UKCEN Conference Report 2016
exploring the themes of
the morning using
realistic and challenging
clinical scenarios.
The day ended with a
fascinating and thought
provoking debate on the
issue of ‘assisted suicide’.
Professor Rob George
(against) and Dr
Alexandra Mullock (for)
both spoke eloquently to
the audience explaining
their differing ethical
standpoints on whether
or not assisted suicide
should be legalised. In
the end a small majority
voted against the motion
to legalise assisted
suicide.
Three medical students
presented poster
abstracts of their work.
Ms Illana Gluck won the
prize for best poster for
her work describing the

potential advantages and
pitfalls of ‘supported
decision making’
Her prize was presented
at the end of the
conference by Dr Karen
Le Ball Chair of UKCEN.

Dr Alexandra Mullock, Lecturer,
University of Manchester

We have made high-quality video
recordings of the presentations and the debate.
These can be accessed by members of paid-up CECs,
using a password that has been provided to the
chairs. We would strongly encourage readers to
listen to these excellent talks.
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Membership benefits
the clinical ethics community. The
aim is education together with the
development and enhancement of
relationships. Each committee that is
a paid up member of UKCEN can
secure a free place for one member
from their committee at the
conference.

Why be a member
of UKCEN?

T

he UKCEN offers two types
of membership, committee
membership and individual
membership. The former is for clinical
ethics committees. The latter for
individuals who are interested in
clinical ethics and may or may not be
members of clinical ethics
committees.
The show piece of the UKCEN year is
the annual conference. This is a wellattended event with excellent guest
speakers addressing a specific topic of
interest to the clinical ethics
community. The conference is also
geared to effective networking across

There is also a half day preconference workshops pitched at
healthcare professionals who need
training beyond the basic level of
clinical ethics. These are usually
arranged for the day before the
conference and are free for up to five
members from each paid up clinical
ethics committee and for individual
members. Attendance would clearly
be most convenient for those
attending the annual conference.
For the last two years the UKCEN
board have commissioned videos of
the talks given at the annual
conference. These are presently
available albeit on a temporary basis
for now. Access to the private
members’ forum on the UKCEN
website is required to access these
videos. This access is a privilege of
membership.
The UKCEN also provides a web-

based forum. This is available to
private members as well as
committee members (via a password)
and provides access to a forum where
members can engage within the
clinical ethics community.
One of the core charitable purposes
of the UKCEN is to promote
education. In addition to the
conference there is a drive to
facilitate committees in their own
educational activities. Paid up
members can therefore apply for a
grant of up to £500.00 to support
educational activities that are aimed
at improving quality of health care for
the public by the promotion of high
ethical standards in the provision of
health care. Committees are
encouraged to apply for this
money. Approval is rarely declined,
but committees are encouraged to
link with other nearby committees for
such educational events in order to
create a larger attendance and to
promote communication within the
ethics community.
Annual membership for Committees
is £200 and individual membership is
£45, these rates have remained
unchanged for several years.

Each committee that is a paid up member of UKCEN can
secure a free place for one member from their committee
at the conference and up to five members at the
pre-conference workshop.
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Ethics in the news
Persistent vegetative state:
A family's agony

Child euthanasia in
Belgium

J

W

odie Simpson was a woman in
a persistent vegetative state
who died after a Court of
Protection accepted her artificial
feeding and hydration could be
stopped. Her family and the Court
have allowed details of her case to
be revealed to enable a discussion
about what they feel were
unacceptable delays in the
process of going to the Court.
There was a two-year delay in
assessment by a specialist centre
and then a further one-year delay
in approaching the Court.
This for the family was on top of
the necessary 6-month delay to
permit a diagnosis of PVS to be
safely made after this type of
brain injury. (It is 12 months
following traumatic injury, 6
months after other causes.)
Others, however, argued that
such inbuilt delays are important
in enabling even small amounts of
recovery, which they argue can

take years, and feel that this in
effect protects vulnerable
patients. It is clear that there is
very little publically available
information on the extent of this
issue in the UK.
Finally, unlike in other countries
such as the US, there seems no
suggestion in associated media for
any role for Clinical Ethics in this
most challenging UK healthcare
issue.
Further information: Today
Programme Podcast BBC Radio 4,
23/09/2016 http://
www.bbc.co.uk/news/magazine37444379

ell, it is only a
trip on
Eurostar away – but
the difference
between the cultural
ethical norms of
Belgium and the UK
were highlighted even better than
by Brexit last week when the first
euthanasia of a child was reported
following extension of the
euthanasia legislation to minors in
2014. Belgium is the only country
that allows minors of any age to
choose euthanasia. They must
have decision-making capacity
and be in the final stages of a
terminal illness. The parents must
also give their consent. The young
person in this case was 17 years
old.
Comments on the case highlight
the ethical arguments for and
against euthanasia with the
additional ethical challenge of
when a young person should be
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Ethics in the news
permitted to make decisions on
matters of life and death.
Further information: https://
www.theguardian.com/
society/2016/sep/17/terminally-ill
-child-first-helped-to-die-belgium

Mark Zuckerberg, Facebook
founder and his
‘Paediatrician wife’,
Pricilla Chan have pledged
$3bn to 'rid the world of
all disease.'

Many related pieces have
reflected on the progress made in
healthcare and bioscience in the
last 80 years, and several support
this agenda. Whilst the funds
offered are dwarfed by the overall
US NIH spend, itself reduced by
cuts, the flexibility of such smaller
donations to take risks makes
them invaluable additions to the
global fight against disease.

Hopefully this largesse, joining
that of the Gates foundation, can
lead to further philanthropic
funding for bio-scientific
endeavours as taxation source go.
Further information: http://
www.telegraph.co.uk/
business/2016/09/21/facebookfounder-zuckerberg-puts-3bn-towork-on-curing-all-disea/

W

hilst this is a laudable
and audacious
attempt to ‘cure, prevent or
manage all diseases by 2100’
or ‘by the time our children
are old,’ it might not carry
entire goodwill of all of us
that work in hospitals or
bioethics. A little like Turkeys
voting for Christmas, do we
really want to be all out of
work soon!
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Round Robin
A

committee has a
comprehensive record of case
discussions going back over several
years. The committee regards this
resource as an educational
opportunity to share their experience
with health care professionals
working in the Trust. The Trust’s
Caldicott Guardian considers that
even anonymised cases would be too
identifiable to share so widely. The
committee wondered if any other CECs had
experience of using their case discussions in a
positive way to educate Trust staff while
maintaining confidentiality and complying with
data protection regulations.
The responding CECs all recognised the value
of sharing the CECs experience of case analysis
and discussion both with other CECs and with
staff working in the same Trust. The concerns
regarding confidentiality raised by the initial
Trusts Caldicott Guardian were also reflected in
the responses but a more nuanced approach
was suggested. One responder suggested that
the context in which case discussions were to
be shared would be relevant.
For example: Use of cases within a CEC for
education of new members would not need
consent. This would be seen as similar to
discussion within a MDT. The group has a duty
of confidentiality and the cases are relevant to
their work. (AS comment; in general patients

and/or their family should be informed of a
CEC consultation although they are unlikely to
be aware that their case may be discussed at a
future date for education purposes.)
Using cases for in-house teaching (within the
Trust – Ideally consent should be obtained but
use without consent may be acceptable if the
case is adequately anonymised (e.g. change
diagnosis or gender if not inherent to ethical
aspects to ensure cannot be linked).
Using for external teaching – In this situation it
would be more important to have consent but
may be acceptable not to have consent
provided both 1. no ‘permanent record’ is
disseminated and 2. the case is adequately
anonymised (e.g. change diagnosis or gender,
as above).
Using cases for publication – The responding
committee in this situation identified this as
more problematic. Cases containing personal
details would definitely need consent. A

publication identifying themes /
lessons learnt, across a number of
cases and therefore not linked to a
specific case would not require
consent. The CEC was less sure if
adequately anonymised cases
without consent should ever go to
publication given that this was not
the reason that the information was
gathered. The argument for
publishing anonymised cases would
be a utilitarian one with the need to
educate and share good practice and
experience to improve future patient care. (AS
note: publication requirements for most
journals will require consent even for
anonymised cases unless it is not possible to
obtain consent).
These reflections are echoed by the other
responders. The key issue is whether it is
possible to sufficiently anonymise cases so that
they are not identifiable when circulated to
staff not involved directly in that patient’s care.
There were different views on how easy or
difficult this would be. An alternative to
presenting actual cases is to develop a fictional
case drawing on several cases with a shared
issue in order to illustrate key themes and the
method of approaching and resolving such
issues. This would clearly be more work for the
CEC involved but would satisfy confidentiality
requirements.
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Round Robin
A related question asked by another CEC is
whether other CECs have experience of
developing a record of brief summaries of all
case discussions as a single resource document
for the CEC to refer to when considering new
cases or as an educational tool for new
members. Suggestions for how much detail
would be required to ensure confidentiality but
to make the case useful, e.g. Reason for
referral, key ethical arguments, outcome of
discussion, any review or feedback, would be
helpful.
Responders considered that some of the issues
here were the same as in request one above vis
a vis patient confidentiality. However,
responders felt more comfortable with
sharing case summaries within the CEC
rather than more widely. One
responder commented that they would
also consider sharing such anonymised
case summaries with other CECs in the
country with the added layer of
anonymity of institution in which the
case was considered. One CEC
responder explained that the CEC had
decided against case summaries
because the learning from these cases
was often in the detailed analysis of the
case.

committee or indeed Trust employees. Do
committees have a specific confidentiality
agreement? Do committee’s issue honorary
contracts for CEC members which include a
requirement to comply with Trust
confidentiality policy?
Two of our four responders on this question
referred to a policy of trust in relation to CEC
members maintaining confidentiality of cases
discussed. The committees expect members to
maintain confidentiality and highlight this at
meetings but have no formal agreement. The
other two committees that responded have
confidentiality agreements that members are

asked to sign but do not have honorary
contracts for lay members. (AS comment;
Some CECs arrange for honorary contracts with
the Trust for their lay members. These
honorary contracts place an obligation of
confidentiality on the members similar to that
for Trust employees).

Anne Slowther (on behalf of UKCEN)
Warwick Medical School,
University of Warwick

A CEC is interested to hear how other
committees have approached the issue
of confidentiality agreements for nonTrust employee members of their
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Dates for your Diary
Advanced Moral Decision Making Skills
Warwick Medical School, University of Warwick
14th – 15th November 2016
Advanced workshops for those who have already completed
our introduction to clinical ethics workshop or who have some
previous knowledge of medical ethics

Monday 14th November 2016
Moral reasoning and case analysis in clinical
ethics
This day will build on our introductory workshop focussing on the theoretical
underpinnings of good ethical reasoning and the critical appraisal of

17 October 2016, 6.30pm-8.30pm
Birth Certificates and Assisted Reproduction - Setting the
Record Straight?
Further details: http://www.progress.org.uk/birthcertificates
14-15 November 2016
Advanced Moral Decision Making Workshop
Arden Conference Centre, University of Warwick, Coventry
(left column)
9 December 2016, 5pm
IME Public Lecture:
Medical Ethics - a Challenge or Support for Professionals?
Royal Society of Medicine, 1 Wimpole St, London, W1G 0AE
Further details: http://ime.datawareonline.co.uk/Event-Booking/
EventId/1020

frameworks for ethics case consultation. The format will be interactive and
use case discussions for delegates to specifically develop the skills discussed
in the lectures.

Tuesday 15th November 2016
End of life ethical issues
This day will build on the end of life session in our introductory workshop. The
programme combines in depth analysis of the underlying ethical concepts that
inform decisions and debates on end of life issues, discussion of legal and

25 – 27th May 2017
13th International Conference on Clinical Ethics Consultation
(ICCEC)
Grand Copthorne Waterfront 392 Havelock Rd, Singapore
169663—Further details: http://iccec2017.com/

13 June 2017
UKCEN Pre-conference Workshop
Liverpool Medical Institution

professional guidance, and the opportunity for delegates
Teaching and group facilitation will be run by Dr Anne Slowther, Associate
Professor and Dr Mark Bratton, Honorary Fellow in Clinical Education
Guest speaker: To be confirmed

Registration fee:

2 days £180

1 day £100

CPD applied for
For further details please visit: http://www.ukcen.net/main/
courses_conferences

14 June 2017
UKCEN 17th Annual Conference: Family Matters
Liverpool Medical Institution
15 & 16 June 2017
4th IME Conference
Liverpool Medical Institution
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Regional Sectors / Clinical Ethics Committees

W

e have spent some time this year raising the profile of the Network in various arenas, helping new committees
setting up, speaking at various events and participating in a table top workshop for the Health Services Journal. As
part of this initiative we have allocated trustees to support each sector of the UK. Your nominated trustee will be available
to support local committees, organising educational events, offering advice on committee function and profile within your
organisation and anything else you need.
Please refer to the list below for your designated trustee and also on the website.

Scotland and Northern Ireland
Regional Sector Trustee:
Karen Le Ball
Belfast Health and Social Care Trust
Clinical Ethics Committee
Grampian NHS Board
Royal Hospital for Sick Children

North East
Regional Sector Trustees:
Stephen Louw and Raj
Mohindra
City Hospitals Sunderland NHS
FT Medical (Clinical) Ethics
Group
Newcastle Hospitals Clinical
Ethics Advisory Group
Northumbria Healthcare Clinical
Ethics Advisory Group

North West
Regional Sector Trustee:
John Bridson
Alder Hey Children’s NHS
Foundation Trust CEC
Royal Liverpool & Broadgreen
University Hospitals NHS Trust
Clinical Ethics Committee

Yorkshire and Humberside
Regional Sector Trustee:
Andrew Stanners
Mid Yorkshire Hospitals NHS Trust
Healthcare Ethics Group
Sheffield Children’s Hospital
NHS Trust
York Hospitals NHS Foundation
Trust Clinical Ethics Group
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Regional Sectors / Clinical Ethics Committees
Wales
Regional Sector Trustee: Premila
Fade
Abertawe Bro Mogannwg University
Local Health Board
Betsi Cadwaladr University Local
Health Board
Cardiff and Vale University Health
Board
West Midlands
Regional Sector Trustee: Rex
Polson
Birmingham Children’s Hospital
Ethics Advisory Group
Coventry Clinical Ethics Forum,
University Hospitals Coventry
& Warwickshire NHS Trust
Heart of England NHS
Foundation Trust
University Hospitals Birmingham
NHS Foundation Trust

East Midlands
Regional Sector Trustee: Kandappu
Mylvaganam
Derby City Hospitals
Luton and Dunstable University
Hospital NHS Foundation Trust CEC
Nottingham University Hospitals
Ethics of Clinical Practice Committee
Sherwood Forest Hospitals NHS Foundation Trust
United Lincolnshire Hospitals Trust Clinical Ethics
Committee
University Hospital of North Staffordshire Clinical
Ethics Advisory Forum
University Hospitals of Leicester NHS Trust
Eastern
Regional Sector Trustees: Lesley
Bowker and Kiran Jani
Cambridge University Hospitals FT Clinical
Ethics Group
East & North Hertfordshire NHS Trust
James Paget University Hospital NHS
Foundation Trust
Norfolk and Norwich University
Hospital
Norfolk Community Health & Care NHS
Trust CEG
Princess Alexandra NHS Trust Harlow
Queen Elizabeth II Hospital Joint Clinical
Ethics Committee
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Regional Sectors / Clinical Ethics Committees
London
Regional Sector Trustees: Franco
Moscuzza and Joe Brierley
Barts Health NHS Trust
Central and North West London NHS
Foundation Trust
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
Kings College Hospital Clinics
Abu Dhabi - Ethics Committee
London Clinic
Royal Free Hospital
Royal Hospital for
Neurodisability
St Christopher’s Hospice
St Georges Hospital
West Herts Hospital NHS Trust Eastern Region CEC
Whittington NHS Trust Clinical Ethics Group
South East
Regional Sector Trustee: John
Spicer
Helen & Douglas House Oxford
Oxford Health NHS Foundation Trust
Princess Alice Hospice
Royal Surrey County Hospital NHS FT
Clinical Ethics Forum

South
Regional Sector Trustee: Anne
Marie Slowther
Guernsey Health & Social Services
Department Ethics Committee
Royal Bournemouth & Christchurch
Hospitals NHS Foundation Trust
Southampton University Hospitals
Trust
Southern Health NHS Foundation
Trust CEG
South West
Regional Sector Trustee: Richard Huxtable
Bristol Acute Trust Clinical Advisory Group
Gloucestershire Hospitals
Plymouth Health Community
Clinical Ethics Group
Royal Devon & Exeter Hospital
Clinical Ethics Reference Group
Committee
Royal United Hospital NHS Trust
Taunton & Somerset Foundation
Hospital
Yeovil District Hospital Clinical
Ethics Committee
For Full contact details visit:
http://www.ukcen.net/index.php/committees/
member_list
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