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W elcome to the autumn edition of the newsletter.  
We hope that everyone has passed an enjoyable 

summer.  For those of you that were able to attend our 
June Conference on the theme of ‘Family involvement in 
ethical decision making’, hopefully you will agree that it 
was an extremely stimulating event adeptly hosted by our 
colleagues from the Royal Liverpool and Broadgreen 
University Hospitals NHS Trust clinical ethics committee 
with a pre-conference workshop on ethical frameworks 

run by members from the NHS Highland committee.  Full reports on these events 
can be found within this edition of the newsletter.  For those who were unable to 
attend key note lectures from the day are available on the members’ section of 
the UKCEN website.  
 
UKCEN are now busy preparing for next year when we hope to be contributing in 
some way to the International Conference in Clinical Ethics and Consultation 
which will be held in Oxford from 21st -23rd June 2018.  Their theme will be 
Clinical Ethics in Translation: linking practice with research learning and policy.  It 
is likely that UKCEN will be arranging its own event later on in the year specifically 
with our membership in mind, however, due to the high international profile of 
this event we will be offering paid members of UKCEN grants/bursaries to attend.  
Further details to follow. 
 
UKCEN also has vacancies on its board of trustees and hopes that members will 
be interested in considering this role.  We are particularly keen to attract non-
medical members of committees. If interested please contact the UKCEN email: 
info@ukcen.net and we can send further instructions on the nomination process.  
I hope you find the content of the newsletter interesting.  At UKCEN we are 
always striving to improve so any feedback on content and suggestions for future 
editions would be welcome. 
 
Best wishes, 
 

Karen Le Ball, Chair UKCEN 
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O ne important strand to 
highlight from this issue is the 

role in clinical decision-making of 
families and people close to the 
patient/client. Of course this was the 
theme of our very successful 
summer meeting in Liverpool, but it 
also emerges in Sara Mason’s lucid, 
personal review of the tragic case of 
Charlie Gard and in recent news 
about healthcare ethics. A Court of 
Protection ruling in the news states 
that it is no longer necessary for 
Courts to rule on withdrawal of 
Clinically Adjusted Nutrition and 
Hydration (CANH) from people who 
are in a Minimally Conscious State 
(MCS). 

Families should be at the heart of 
decision-making for people who 
don’t have the capacity to make 
decisions for themselves, but as we 
can see, this involvement may not be 
straightforward. Charlie Gard’s 
parents disagreed with the clinical 
team, and this was a source of 
considerable distress to all parties. In 
cases of people in a MCS, even if 
their families agree with the clinical 
team about withdrawal of CANH, 
there have been time-consuming 
legal barriers to the decision-making 

process. So it is felt that families will 
welcome the recent Court of 
Protection ruling. In cases of MCS 
where there is a dispute about the 
patient’s best interests the courts 
should be consulted, but as Liverpool 
delegates heard from Jenny 
Kitzinger, family opinions may not be 
given the same weight as the clinical 
view. 

All this is relevant for the UK CEN 
because Clinical Ethics Committees 
should be involved in this complex 
decision-making. Indeed, one of our 

CECs circulated a round robin on the 
timing of approaches to the Courts in 
MCS cases. CECs should be involved 
because they have the skills to 
negotiate these complex decisions, 
always with the patient, via the family 
and the healthcare team, as their 
chief concern. 

 

Andrew Stanners 

 

Further details: https://www.judiciary.gov.uk/

judgments/m-by-her-litigation-friend-mrs-b-v-a-hospital/ 

Editor’s Message 
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I t was a great pleasure to 

bring UKCEN to Liverpool for 

the first time for its 2017 

Annual Conference. The 

conference organisers 

nurtured high hopes that, in 

the Liverpool Medical 

Institution, we had found the 

perfect venue. With a 

maximum capacity of 120 

delegates, and located on 

Liverpool’s famous Hope 

Street, the LMI’s history, 

premises and events team, 

along with the invaluable 

support and attention to detail 

of UKCEN’s administrator 

Louise Hutton in Warwick, all 

seemed to be aligned to deliver 

an excellent conference, and so 

it proved to be.  

To the great relief of the 

organisers, after a late surge in 

registrations, we exceeded our 

target of three-figure 

attendance. We were indebted 

once again to the IME for 

supporting the conference with 

its online registration platform 

and this year an educational 

grant from the IME enabled six 

medical students to attend and 

exhibit posters. The pre-

conference dinner, also hosted 

by the LMI, was the usual highly 

enjoyable reunion of colleagues 

and friends from around the 

country, as well as an 

opportunity for newcomers to 

UKCEN conferences to make 

connections with some of the 

 

Annual Conference 14 June 2017 

Family Matters—Making Decisions with and for Patients 

 

Image: photoeverywhere.co.uk 
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pioneers of clinical ethics 

support in this country and with 

others in the early stages of 

involvement in the field. 

When this year’s conference 

theme of, ‘Family Matters; 

making decisions with and for 

patients’ was originally selected, 

the aspiration was to consider 

clinical ethics issues as they 

involve and impact on families 

and others close to patients.  It 

was also chosen as it provided a 

useful framework to address 

such diverse but topical themes 

as deprivation of liberty 

safeguards (DoLS), the role of 

the family in organ donation, 

and decision-making at the end 

of life in relation to vegetative or 

minimally conscious patients. 

At the time of planning the 

conference, the Law 

Commission’s review of DoLS 

was approaching completion, 

but DoLS also raise fundamental 

questions about the nature of 

liberty in healthcare settings, so 

we were very fortunate that 

barrister Alex Ruck-Keene 

agreed to start the day by 

reflecting on the meaning of 

‘liberty’ and ‘confinement’ for 

patients requiring complex and 

intensive care, or people being 

cared for at home by family. 

Given his practice focus on 

mental capacity law and his role 

as a consultant to the Law 

Commission’s review, Alex 

expertly set the tone for a day’s 

reflection on clinical ethics by 

demonstrating how cases 

prompt questions about 

underlying philosophical and 

legal principles. 

Alex was followed by Intensivist, 

Dr Lawrence McCrossan, who 

deserved particular credit for 

standing in at less than a week’s 

notice following another 

speaker’s unavoidable late 

withdrawal. Addressing his 

theme of ‘Families, ‘futility’ and 

best interests in critical care’, 

Lawrence offered the insights of 

an experienced clinician on the 

practical ethical issue of how, 

notwithstanding legal and 

professional guidance, complex 

cases nevertheless present 

difficult ethical challenges. How 

exactly, he asked, can good 

relationships be maintained 

between families and 

professionals with different 

interpretations of values and 

obligations; what happens to 

those relationships the day after 

Annual Conference 14 June 2017 

Family Matters—Making Decisions with and for Patients 

High-quality video recordings of the presentations can now be 

accessed by subscribing members  at: http://www.ukcen.net/

Members 

We would strongly encourage readers to listen to these excellent 

talks.  See page 15 for further details.  
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a judgement in the Court of 

Protection? 

Closing the morning session, 

we were fortunate to be given 

an insight by researcher Dr 

Leah McLaughlin into a large 

study investigating ‘Family 

attitudes to organ donation 

following the introduction of 

deemed consent in Wales’. 

Although still in analysis, the 

outcomes of ‘The Organ 

Donation Study’ will be a 

significant resource for 

understanding what impact 

the deemed consent initiative 

has on both public 

engagement with organ 

donation and the number of 

organs available for donation.  

Conference lunch created the 

usual buzz of conversation as 

delegates mingled and viewed 

poster exhibits, and CEC 

representatives attended the 

AGM. We were very pleased 

with the number and standard 

of posters exhibited at this 

year’s conference and the 

award for ‘Best Poster’ was 

given to brothers, James and 

Tim Durkan of Queen’s 

University, Belfast whose 

poster asked, ‘Is the 

Beauchamp and Childress Four 

Principles Approach Sufficient 

for Decision Making in 

Paediatric Intensive Care?’ A 

number of delegates 

commented on how well they 

thought the poster exhibition 

had complemented the lectures 

and seminars. 

After lunch, the afternoon 

began with two sets of 

seminars, some of which picked 

up themes addressed in the 

lectures, while others 

broadened the scope of the 

conference by considering: HIV 

transmission and obligations to 

sexual partners; families’ 

adjustments to children’s 

transition from paediatric to 

 

Annual Conference 14 June 2017 

Family Matters—Making Decisions with and for Patients 

The shared format was very well suited to 

their subject of the positioning of the family 

in court judgements and clinical practice 

when making decisions for the vegetative 

and minimally conscious patient.  

Dr Leah McLaughlin, Principal 

Investigator, ‘Organ Donation Study,  

Cardiff University 
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adult healthcare settings; public 

understanding of professional 

norms in dementia and feeding; 

and safeguarding young people 

with learning disabilities and 

autism. Another particular note 

of thanks is owed to Lee 

Coulthard, Specialist Nurse for 

Organ Donation who, like 

Lawrence, stood in at very short 

notice to facilitate a seminar. 

The final lecture of the 

conference was a joint 

enterprise by Professor Jenny 

Kitzinger, Co-Director of the 

Coma and Disorders of 

Consciousness Research Centre, 

and Professor Richard Huxtable, 

Director of the Centre for Ethics 

and Medicine at the University 

of Bristol. Sharing a lecture slot 

may seem to halve the burden 

but I think the additional 

requirement to coordinate with 

another speaker somewhat 

increases the workload, so we 

were very grateful for their 

willingness to present jointly. 

The shared format was very well 

suited to their subject of the 

positioning of the family in court 

judgements and clinical practice 

when making decisions for the 

vegetative and minimally 

conscious patient. Both Richard 

and Jenny have longstanding 

interests and research 

Annual Conference 14 June 2017 

Family Matters—Making Decisions with and for Patients 

Both Richard and Jenny have longstanding interests and 

research experience in the field but they also had interesting 

particular perspectives, including Richard’s questions for 

clinical ethics committees about how they take account of the 

family perspective in their consultations. 

Professor Jenny Kitzinger, Co-Director 

of the Coma and Disorders of 

Consciousness Research Centre 

Professor Richard Huxtable, 

Director of the Centre for Ethics 

and Medicine at the University of 

Bristol. 
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experience in the field but they 

also had interesting particular 

perspectives, including Richard’s 

questions for clinical ethics 

committees about how they 

take account of the family 

perspective in their 

consultations, and Jenny’s 

experience of having been 

allowed by the judge to tweet 

live from the case of Briggs v the 

Walton Centre NHS Trust. 

I am grateful for the way in 

which all of the speakers and 

seminar facilitators took great 

care to tailor their specialist 

interests to the conference 

theme. As I was moving around 

the venue throughout the day, it 

was pleasing to overhear so 

many animated discussions 

between delegates about the 

conference themes and poster 

content. Several contributors 

were members of the Royal 

Liverpool and Broadgreen 

University Hospitals NHS Trust 

CEC or other local colleagues 

and this very usefully gave the 

national conference a regional 

foundation. For the third year 

we made video recordings of the 

four lectures, and these are 

available to members of CECs 

that have paid their UKCEN 

subscription. We encourage 

colleagues to make good use of 

this growing UKCEN resource, 

which enhances the value of 

UKCEN membership. We in 

Liverpool also look forward to 

another opportunity in future to 

host the UKCEN annual 

conference. 

Annual Conference 14 June 2017 

Family Matters—Making Decisions with and for Patients 

 

Mr John Bridson, Conference 

Organiser, Royal Liverpool and 

Broadgreen University Hospitals NHS 

Trust 
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NHS  Highland Clinical 

Ethics Committee 

ran the pre-conference workshop 

in Liverpool for UKCEN. The subject 

was an Update on Ethical 

frameworks. There was an 

introductory talk from the Chair of 

the Committee, Rob Peel, which 

was an overview of how to set up 

and run a committee. This also 

addressed some of the challenges 

of having a committee in a remote 

setting such as NHS Highland, 

which has a population of 320,000 

(the same as Greenwich borough in 

London) but spread over 300,000 

square miles,  that’s a sixteenth of 

Scotland's population in a third of 

its land mass.  

The committee was formed 

originally as part of a research 

project from the University of 

Glasgow but continued to function 

once this was completed. Rob 

emphasised the importance of 

ensuring that an ethics committee 

has the appropriate support from 

its host organisation and as such 

has the appropriate secretariat and 

fits within the committee structure 

of that organisation. He also said 

that having representation from 

the ethics committee in other areas 

such as the drugs and therapeutics 

committee and the clinical advisory 

committee ensures that the CEC 

carries a certain amount of kudos 

within the hospital.  

He spoke of the ‘five Qs’ 

Qualifications, Quality, Quantity 

Questions and Quid and the 

various elements of this to consider 

when setting up a committee. He 

also warned of the potential 

pitfalls; remain true to your terms 

of reference, don’t take on other 

people's battles and don't just be 

seen as ‘talking shop for people 

who are interested in that sort of 

thing’. He shared a useful 

paragraph which is appended to 

every piece of feedback that comes 

from the NHS Highland committee 

which is as follows: 

The CEC will consider any 

appropriate cases presented to 

them by staff or patients within 

Pre-conference workshop 13 June 

Clinical Ethics Frameworks 

Rob emphasised the importance of ensuring that an ethics 

committee has the appropriate support from its host 

organisation and as such has the appropriate secretariat 

and fits within the committee structure of that organisation.  
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NHS Highland’s catchment area. 

Following their consideration 

and where necessary 

investigation of each case, the 

CEC will give written reasons for 

its conclusions to the person 

presenting the case. 

Members of the 

committee will act at 

all times in good faith, 

but reliance on their 

comments will not 

absolve healthcare 

professionals of their 

own responsibilities for 

their patients, nor do 

their comments or 

conclusions constitute 

formal legal advice 

which can be relied on by anyone 

applying to the committee. 

Should legal action of any sort be 

contemplated, it will be 

necessary to seek professional 

legal advice. 

This was followed by a brief 

overview of six different ethical 

frameworks which were discussed 

and shared with the group. 

The workshop then divided and 

two of these frameworks were 

tried out in facilitated groups using 

case examples brought from the 

NHS Highland Committee. 

Comparisons were made between 

each of the groups in terms of the 

practicalities of use and final 

conclusions. In fact where there 

had been a consensus these 

appeared to be much the same 

though time had not really allowed 

for as comprehensive a discussion 

as some would have been liked.  

Feedback from the event proved 

positive though some had asked for 

the opportunity to a) 

explore more of the cases 

and b) try more of the 

frameworks. 

Many examples of ethical 

frameworks are available 

on the UKCEN website or 

can be studied in more 

depth at the educational 

days at University of 

Warwick.  For further 

details please see page 15 

or visit:  http://www.ukcen.net/

main/courses_conferences/

advanced_moral_decision_making

_2017.  

Pre-conference workshop 13 June 

Clinical Ethics Frameworks 
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J uly of this year finally saw the end of 
the tragic ‘fight’ between Charlie 

Gard’s parents and GOSH over his care. 
There cannot be many who have not 
seen or heard some coverage of this 
case. Charlie Gard, born August 2016, 
was diagnosed at around 2 months of 
age with an extremely rare, terminal, 
disease, MDDS, caused by mutations in 
genes inherited from each of his 
parents.  He had been admitted to GOSH 
in October 2016 and remained there 
until very shortly before his death.   
Charlie’s condition sadly resulted in 
severe progressive weakness of his 
muscles, leading to respiratory failure 
and an inability to move his limbs or 
open his eyes spontaneously.   He had 
profound bilateral hearing loss and had 
to be tube fed.  The Clinical Ethics 
Committee at GOSH was involved in 
November 2016 and advised that he 
should not be offered a tracheostomy, 
the clinical consensus being that his 
quality of life was already so poor that 
he should not be subjected to long term 
ventilation.  From December 2016 
Charlie also began to suffer from 
persistent seizures.    

GOSH was contemplating, subject to 
ethical approval, a 3 month trial of 
nucleoside therapy, which had been 
used to the benefit of some patients in 
the US albeit with a different and less 
severe mitochondrial condition, when 
Charlie unfortunately experienced a 

further episode of seizure activity which 
continued intermittently for nearly 3 
weeks.  By mid-January the treating 
doctors had advised Charlie’s parents 
that they now believed that the therapy 
would be futile because of the severity 
of his epileptic encephalopathy, would 
only prolong his suffering and so should 
not go ahead.  This view was supported 
by a second opinion from an expert 
team in Barcelona.    

Charlie’s parents refused to accept the 
medical opinion however. Through 
extensive coverage of his case in the 
Press and on social media they sought 
and raised sufficient funds to take 
Charlie to the USA and pay for the 
therapy, a doctor in the US having said 
he would still be 
willing to provide it 
to Charlie over there.  
As Charlie had no 
capacity to make 
decisions for himself 
and as no agreement 
could be reached 
with his parents 
about what was best 
for him, GOSH duly 
made an application 
in February to the 
High Court for an 
order that Charlie 
should not undergo 
nucleoside therapy and instead that 
artificial ventilation should now be 

withdrawn and palliative care provided.     

The legal test applied by the High Court 
is and remains settled law, being what 
was judged objectively to be in Charlie’s 
‘best interests’.   In such cases, although 
the views of a child’s parents will be 
respected and in many cases are likely to 
be determinative, it is recognised that 
parents may, entirely understandably, 
lose their objectivity and their judgment 
be coloured by emotions and/or 
sentiment.  Whilst there is a strong 
presumption in favour of action which 
would prolong life, it is a presumption, 
rather than an absolute, and therefore is 
rebuttable.   

It was determined that the prospect of 
the therapy having any benefit 
to Charlie was ‘as close to zero 
as makes no difference’, that it 
would not be in Charlie’s best 
interests to undergo it, to 
prolong his life would only 
prolong his suffering, and so 
he should now be allowed to 
slip away peacefully.  The 
parents’ attempts to overturn 
this decision in the Court of 
Appeal, Supreme Court and at 
the European Court of Human 
Rights all failed.   It was 
underlined that it was the 
child’s rights, not those of 
their parent’s that were of 

paramount importance if there was any 
conflict.  Eventually, Charlie was taken 

In such cases, although the views of a child’s parents will be respected 

and in many cases are likely to be determinative, it is recognised 

that parents may, entirely understandably, lose their objectivity and 

their judgment be coloured by emotions and/or sentiment.   

Charlie Gard’s ‘Fight’ 
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off a ventilator and died, just before his 
first birthday. 

Charlie’s parents had vociferous 
support.  Some went so far as to claim 
that Charlie was a ‘prisoner of the state’ 
and that the GOSH staff were 
‘murderers’.  Others referred to a ‘huge 
distrust’ of the medical profession and 
their ‘absolute certainty of their total 
superiority’ and queried why the 
judiciary should have the power to 
override parents’ wishes in any 
circumstances.   The parents in turn 
suffered criticism and abuse by 
supporters of GOSH, including having 
doubts raised about their motivation 
and their use of funds donated to them.   
The High Court judge referred to one of 
the pitfalls of social media being that 
‘the watching world feels entitled to 
express opinions, whether or not they 
are evidence-based’ (and however 
unpleasant). 
Looking at the consequences of this 
case, very sadly, it seems doubtful that 
this ‘battle’ has helped Charlie’s parents 
come to terms with what appears to me 
from what I have read to have been his 
inevitable death, evidenced by the fact 
that they continue to claim that they 
have been ‘denied’ the chance to ‘save’ 
their son and that he had the potential 
to be a ‘normal healthy little boy’.   It is 
not obvious what benefit was afforded 
to Charlie’s parents, let alone to Charlie, 

by continuing to fight this case after the 
initial High Court decision, in 
circumstances in which arguments 
raised by the lawyers on their behalf 
were described as ‘manifestly 
unfounded’ and ‘not even beginning to 
have traction’.   

The ‘battle’ also 
left the GOSH 
team with what 
the Supreme 
Court described 
as an ‘acutely 
difficult’ ethical 
dilemma from a 
clinical and 
professional 
perspective, namely that they had to 
continue to maintain Charlie’s life-
sustaining treatment, in the end for over 
6 months, when they did not believe this 
to be in his best interests.    

The financial burden of treatment did 
not arise directly in the legal 
proceedings in that GOSH did not 
suggest that the cost of providing the 
therapy in the UK was a factor in their 
decision not to do so, and the parents 
already had the funds to pay for him to 
have it in the US if permitted to take him 
there.   The very significant cost of 
continuing to treat Charlie however for 6 
months while the ‘battle’ raged was 
presumably met by GOSH, with the 
resulting loss of resources, including a 

bed, for other babies with better 
prospects, not to mention the Trust’s 
legal costs.   

A further consequence of this case is the 
adverse effect that it will have, and 
indeed has already had, I am told, on 

other parents involved 
in end of life decisions, 
some of whom now 
fear, as a direct result 
of the coverage of this 
case, that they may 
be, or may be thought 
by others to be, failing 
their children by not 
waging a similar fight 
against clinicians.   

A final question is whether clinicians 
should be willing to offer medical 
treatment to patients who lack capacity 
in circumstances in which there is no 
evidence that it would afford any 
meaningful improvement in that 
patient’s overall condition. 

The High Court judge recommended 
that mediation should be attempted in 
all cases such as this.  A mediator would 
have the advantage of being seen to be 
independent of the hospital Trust 
involved.  Whether it would achieve 
anything more than a greater 
understanding between the parties of 
each other’s position remains to be 
seen. 

 

A further consequence of this case is the adverse effect that it will have, 

and indeed has already had, I am told, on other parents involved in 

end of life decisions, some of whom now fear, as a direct result of the 

coverage of this case, that they may be, or may be thought by others to be, 

failing their children by not waging a similar fight against clinicians.   

Charlie Gard’s ‘Fight’ 

Image courtesy of David Castillo Dominici at FreeDigitalPhotos.net 
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E thical Judgements Re-
writing Medical Law. Hart 

Publishing 2017, Edited by 
Stephen W Smith, John 
Coggon, Clark Hobson, 
*Richard Huxtable, Sheelagh 
McGuinness, Jose Miola and 
Mary Neal 
 

The idea behind this book is that 
Judges either overtly or covertly 
draw on ethical as well as legal 
arguments, despite claiming to 
only interpret the law.  Even the 
language they use is laden with 
morality e.g. Ward LJ in Re A 
(Conjoined Twins: Surgical 
Separation) [2001] Fam 147 
described Mary as living only 
because “she sucks the lifeblood 
of Jodie”.  At other times  
judgements appear to bend the 
law to fit the right outcome e.g. in 
Bland when Anthony Bland was 
judged to have “no interests” and 
therefore no interest in being kept 
alive, leading to the conclusion 
that medical care (i.e. feeding via 
a PEG tube) could be lawfully  

withdrawn.  The editors asked 
what might happen if Judges were 
more explicit about their ethical 
reasoning. 

The editors chose nine cases and 

asked their contributors to write 

their own judgements based on 

coherent ethical and legal 

reasoning.  Each case has two new 

judgements and two further 

critiques of the new judgements. 

Contributors are academic 

lawyers, ethicists and social 

scientists all of whom bring a 

different perspective to the cases.   

The judgements and 

commentaries have to be situated 

in the same timeframe as the 

original case and therefore cannot 

reference subsequent Laws or 

legal precedent.  This   means that 

The Human Rights Act which has 

featured so heavily in recent 

medicolegal cases is only 

mentioned in Nicklinson and there 

is little mention of the Mental 

*Conflict of interest declaration: Please note: Richard Huxtable is editor and also a 

member of the UKCEN Board of Trustees. 

Book Review 

Ethical Judgements Re-writing Medical Law 
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Capacity Act which has redefined 

the “best interests” test. 

Does the book achieve its goal?  

As an exercise it shows that 

Judges could be more explicit in 

their articulation of their ethical 

reasoning and that this does not 

necessarily distort the Law.  Yet 

however illuminating these new 

judgements and commentaries 

are in bringing ethics into focus a 

wider context is lacking.  A 

notable exception is Jackie Leach-

Scully’s commentary on Re A 

which highlights the power of 

narrative and locates the lives of 

Jodie and Mary (the conjoined 

twins) within their family.   

This book is dedicated to 

healthcare professionals, patients 

and their families; to work in the 

real world the editors tell us that 

“judgements need at least to be 

capable of guiding people’s 

behaviour” and should therefore 

be “clear, consistent and 

predictable”.  But clinical ethical 

decision making is much more 

than following a set of rules or 

guidelines, it is hard because the 

facts are never certain, for every 

ethical claim there is another 

competing claim and decisions 

affect families not just individuals.  

Even this reimagining of medical 

law is too abstract to apply to the 

reality of healthcare. 

My favourite line comes from 

Jonathan Montgomery’s re- 

judgement of Bolitho V Hackney 

Health Authority – “it would be 

tragic if the moral integrity of 

medicine was degraded by its 

contact with the less altruistic 

values of the legal profession.”   

This edited collection is designed 

to explore the ethical nature of 

judicial decision-making, 

particularly relating to cases in the 

health/medical sphere, where 

judges are often called upon to 

issue rulings on questions 

containing an explicit ethical 

component.  

 

Premila Fade 

Consultant Geriatrician 

Deputy Chair UK 

Clinical Ethics Network 

 

 

 

 

Book Review 

Ethical Judgements Re-writing Medical Law 

Full details about the book can be found at  

http://www.bloomsburyprofessional.com/uk/ethical-judgments-9781849465793/ 
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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 well-attended 
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 
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. 

There is also a half day pre-conference 
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. 

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. To apply for this members will 
need to complete an Application form for an 
educational grant. 

Annual membership for Committees is 
£200 and individual membership is £45, 
these rates have remained unchanged for 
several years. 

For further details regarding accrual of 
benefits please visit: http://www.ukcen.net/
uploads/docs/
home/2017_01_20_UKCEN_benefit_accrual.pdf 

 

Why be a member of UKCEN? 
Free attendance for 

one member of your 

committee at the 

annual conference 

and up to five 

members at the pre-

conference workshop. 

The opportunity to 

apply for an 

educational grant of 

up to £500 to support 

your committees’ 

educational 

activities. 

Access to our private 

members only forum. 

Access to online 

conference talks and 

a round robin 

library. 
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M embers can access 
commissioned videos of 

conference talks and round robins all 
in one place at: www.ukcen.net 

This resource now includes all 
recorded UKCEN conference talks and 
round robin summaries. 

Access to the Members’ Area on the 
UKCEN website is required.  This 
access is strictly a privilege of 
membership.  

 

How to Access: 

 Visit www.ukcen.net 

 Click on ‘Members’ (top 
right hand corner). 

 If you already have a 
password  enter your 
username and password. 

 If you do not have a 
password or have 
forgotten it please enter 
the email address that 
we send emails to and 
click ‘Forgot your 
password’.  Enter your 
email address when 
prompted. 

 You will be emailed 
instructions for setting/
resetting your password. 

 If you still encounter 
problems or are sent 
back to the home page 
on entering your new 
password it may be that 
your subscription has not 
been paid. 

 All current members 
should use your email 
address and password for 
the purpose of accessing 
this resource.   

 When members leave 
please remember to 
update your password! 

 
 

Online Video and Round Robin  

Library Resource 

 

 



                                     16               

A ssisted dying  

An attempt by Mr Noel 
Conway of Shrewsbury to secure a 
court ruling that the Suicide Act 
1961, which sets out the law on 
assisted dying, is incompatible with 
Article Eight of the European 
Convention on Human Rights (the 
right to private and family life) has 
failed. The judgement follows 
rejection by Members of Parliament 
in 2015 of proposals to allow 
physician-assisted dying in England 
and Wales - a parliamentary debate 
that had been called for by the 
Supreme Court in dismissing Tony 
Nicklinson’s case in 2014. The High 
Court was not persuaded by Mr 
Conway’s legal team’s 
attempts to provide 
reassurance that safeguards 
could be established to 
protect vulnerable people 
from exposure to coercion to 
end their lives sooner than 
they would wish.  

Further information: http://
www.bbc.co.uk/news/health-
41506155 

C ourt involvement in decisions 
to withdraw CANH in patients 

with persistent vegetative and 
minimally conscious states 

A significant recent judgement in 
the Court of Protection marks a 
departure from the requirement 
that all cases involving decisions to 
withdraw clinically assisted 
nutrition and hydration (CANH) 
from patients in persistent 
vegetative or minimally conscious 
states should be subject to scrutiny 
in court. Mr Justice Peter Jackson 
reasoned in M v A Hospital [2017] 
EWCOP 19 that, given that these 
cases turn on judgements by 
healthcare professionals and 

families about what lies in a 
patient’s best interests, if there is 
consensus that withdrawal of CANH 
is in the patient’s best interests, 
continuing CANH while the 
judgement of the court is sought 
can lead to a long extension of 
treatment that no-one believes to 
be in the patient’s interests.  Being 
a significant change of legal 
direction, the judgement is likely to 
be contested by the Official 
Solicitor. 

Further information: https://
www.theguardian.com/
lifeandstyle/2017/sep/20/right-to-
die-court-decision-severe-illnesses-
life-support 

 

  

Ethics in the News 

 

Image courtesy of JanPietruszka at FreeDigitalPhotos.net  
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O pt-out model of consent to 
organ donation 

Following the introduction in Wales 
of an ‘opt-out’ system of organ 
donor registration, and Scottish 
ministers’ announcement earlier 
this year of plans to introduce ‘opt-
out’, the British Medical 
Association’s long-held preference 
for such an approach received 
further support during this 
Autumn’s political conference 
season. The Labour Party has given 
a strong indication that it will 
introduce an ‘opt-out system’ in 

England while the Conservatives 
have also promised a consultation. 
Of significant relevance to the 
political decision in England will be 
analysis of the impact of the Welsh 
model, according to which it is now 
assumed that if one has not 
registered either a willingness or 
unwillingness to donate, then one is 
deemed to have consented to 
donate organs. However, on the 
Welsh ‘soft opt-out’ model, 
donation will not proceed against 
the wishes of an unwilling family. 
Neutral observers will be interested 

to see evidence of whether any 
change in the number of donors can 
be attributed to the legal 
modification (deeming the absence 
of an expressed view to constitute 
consent) or, for example, to the 
public information programme 
accompanying the change in the 
law. 

Further information: https://
www.gov.uk/government/news/
government-announces-
consultation-on-organ-donation-opt
-out-system 

  

Ethics in the News 

Image courtesy of taoty at FreeDigitalPhotos.net  
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W 
e receive a number of 

round robin request 

each year. Below we provide 

an edited summary of a 

recent request about 

incentives to patients to 

participate in an 

educational intervention for 

diabetes. Thank you to all the 

CECs who respond to our 

requests. The responses are 

always illuminating and 

helpful to the submitting 

committee as well as a 

learning tool for other CECs. 

If your CEC would like to 

request a round robin please 

contact Louise Hutton.  

 
 
 

T 
he request 

 
The requesting committee was asked for 

advice by a clinical team caring for young 
people with type one diabetes. The team were 
looking at ways to improve the attendance rate 
and engagement of this population, with 
whom engagement can be quite challenging. 

The team proposed to set up some evening 
gatherings in the community in hotels, coffee 
shops, etc. and encourage young people to 
attend and to take up the offer of education 
around type 1 diabetes. The online educational 
platform they used is evidence based and 
audited. It includes a certificate which can be 

printed out once someone has completed the 
course and answers 75% of the quiz questions 
correctly. 

The team wished to invite young people to 
come along to these evenings but complete 
this certification first. Those who bring their 
certificate would be entered into a draw with 
the potential to win a prize. The prizes would 
include driving lessons, new iPhone and iTunes 
vouchers. Funding for the prizes was available 
through a grant.   

The team were concerned to know whether 
offering of prizes as an incentive to attend was 
ethically acceptable, particularly as the prizes 
were substantial. They sought the CEC’s advice 
on the issue. 

R 
ound robin response 

We received 16 responses to this 
request.   

All responding committees agreed that the aim 
of improving engagement of young people with 
diabetes in education about management of 

their condition was a desirable aim as a means 
to improving their care and preventing long 
term complications. They commented on the 
overall potential benefit to the young people in 
terms of future health and to the NHS in terms 
of reduced cost of future care. Several 
committees addressed the empirical question 
of whether offering incentives to the young 
people would achieve the desired aim with 
some committees looking at published 
evidence on incentives and others referring to 
established incentive schemes such as paying 
pregnant women for not smoking or GPs 
offering gym membership to people who are 
obese. The use of entry into a prize draw is a 
reasonably common incentive for participation 
in research studies. Other committees asked 
whether there was a difference between 
incentives/subsidies for encouraging healthy 
behaviour and disincentives such as taxation 
on alcohol and tobacco. Most committees who 
supported the principle of incentives in this 
situation thought that the potential gains in 
terms of patients’ health meant it was worth 
trying 

However responding committees also raised a 
number of ethical concerns that needed to be 
considered when deciding to approve an 
incentive scheme, some of which were relevant 
to this scheme in question. 

1. Is the incentive scheme coercive and hence 
likely to cause harm to individuals? A 
general point about the risk that large 
incentives could make people more likely to 
engage in a high risk activity was discussed. 
However in this case the activity itself 
(completing an online education module 
and attending a meeting) was not seen as 
harmful. 

2. Are incentivisation schemes in general, and 

Round Robin - Incentives for patients to attend 

education sessions 

If your CEC would like to request a round robin please contact 

Louise Hutton.  

Image courtesy of Stuart Miles at FreeDigitalPhotos.net  
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this one in particular, discriminatory?  
Several committees were concerned that 
this scheme could disadvantage some 
groups of patients.  For example young 
people who did not have easy access to 
online services, who had learning 
difficulties, or who could not easily attend 
the meeting venues. Some young people 
may have support to complete the 
assessment while others may not. Given 
that entry into the draw does not occur 
without successful completion of the 
assessment this could be seen as 
discriminatory 

3. Will the scheme lead to disincentive for 
those young people who cannot complete 
the online assessment discouraging them 
from attending meetings or engaging with 
the education programme? This could result 
in poorer outcomes overall in contrast to 
the expected increased benefit. Some 
committees noted that some of the prizes 
were very valuable and if young people who 
had completed the assessment did not win 
a prize this may also act as a disincentive 
from further engagement with initiatives. . 

4. One committee queried whether the 
underlying ethical justification for this 
initiative was to facilitate the young 
people’s autonomy (increase their ability to 
take control of their own diabetes and look 
after their health) or simply a paternalistic 
approach to persuade the young people to 
do ‘what was best for them’. 

5. Do these targeted incentive schemes take 
resources away from other populations and 
other conditions? This scheme was being 
funded through a grant but the source of 
funding was not specified.  One concern 
would be that others with equal need are 

not receiving these kind of resources. 
However if the potential savings to health 
care are realised then there may be 
increased resources overall within the 
health budget to be used to the advantage 
of other groups. 

6. Does it matter where the funding comes 
from? Several committees raised concerns 

about the source of funding for such an 
initiative and expressed some disquiet 
about the involvement of commercial 
companies in these activities because of 
potential conflicts of interest. 

7. One committee raised the question of 
whether providing incentives for patients to 
engage in managing their illness reduced 
the sense of personal responsibility for 
health that we wished to encourage.  
Would this lead down a slippery slope to a 
situation where patients did not engage in 
management of their health unless 
incentivised to do so? 

 
In summary the general consensus from 
responding committees was that the potential 
benefit in terms of improving engagement and 
long term health benefit for this group was 
substantial and that an incentivisation 

initiative could be ethically justified from a 
consequentialist position.  However in 
developing and implementing a scheme it 
would be important for the organisers to 
consider (and justify) whether the specific 
scheme was fair to all participants and was the 
one most likely to achieve the desired 
benefits.  The organisers should also consider 
collecting evidence that the scheme did in fact 
achieve the expected benefits.  

Round Robin - Incentives for patients to attend 

education sessions 
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Advanced Moral Decision Making Skills 
University of Warwick, Radcliffe Conference 

Centre - 20th and 21st November 2017 
 

Advanced workshops for those who have already completed 

our introduction to clinical ethics workshop or who have some 

previous knowledge of medical ethics 

Monday 20th November 2017 

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 

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 21st  November 2017 

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 

professional guidance, resource allocation in the NHS and the opportunity for 

delegates to apply their learning through in depth case analysis. 

 

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 to be applied for  

Visit: http://www.ukcen.net/main/courses_conferences  

Dates for your Diary 

For further details and registration for all these 

events visit: http://www.ukcen.net/main/

courses_conferences 

If you have any events that you would like  

UKCEN to advertise  please email: info@ukcen.net 

 

 
MA MEDICAL ETHICS AND LAW at KING’S COLLEGE 

LONDON 
One year FT, two years PT, September to September 

 
 

MA in Healthcare Ethics, University of Leeds, campus or 
online distance learning, http://www.leeds.ac.uk/arts/

info/125162/idea_postgraduate  

 
 

7 November 2017 
Safeguarding Adults 

Safeguarding Adults in Charities 
Central London 

Further details visit: https://
www.forumbusinesstraining.co.uk/ 

 
 

20 - 21 November 2017 
Advanced Moral Decision Making Skills Workshop 

(See further information left and online at: http://
www.ukcen.net/main/courses_conferences 

 
 

21 - 23 June 2018 
14th Annual International Conference on Clinical Ethics 

Consultation Conference 
Oxford 

Further details visit: http://iccec2018.org/ 

 
  

mailto:info@ukcen.net
http://www.leeds.ac.uk/arts/info/125162/idea_postgraduate
http://www.leeds.ac.uk/arts/info/125162/idea_postgraduate
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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 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 
Leeds Teaching Hospitals NHS 
Trust Clinical Ethics Committee 
Mid Yorkshire Hospitals NHS Trust 
Healthcare Ethics Group 
Sheffield Children’s Hospital 
NHS Trust 
York Hospitals NHS Foundation 
Trust Clinical Ethics Group 
 
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 

Regional Sectors / Clinical Ethics Committees 

W e continue to strive to raise 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 organisa-

tion and anything else you need.  

Please refer to the list below for your designated trustee and also on the website. 
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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 & Easter Region 
Regional Sector Trustee:  Kiran Jani 
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 Midlands 
Clinical Ethics Advisory Forum 
University Hospitals of Leicester NHS 
Trust 
 

 
 
Eastern  
Regional Sector Trustees: 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 
 
 
London 
Regional Sector Trustees:  Premila Fade 
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 Georges Hospital 
West Herts Hospital NHS Trust Eastern Region CEC 
Whittington NHS Trust Clinical Ethics Group 
 
 

Regional Sectors / Clinical Ethics Committees 
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South East 
Regional Sector Trustee:  Sara Mason 
Helen & Douglas House Oxford 
Oxford Health NHS Foundation Trust 
Princess Alice Hospice 
Royal Surrey County Hospital NHS FT Clinical Ethics Forum 
 
 
North East 
Regional Sector Trustees:  Raj Mohindra 
City Hospitals Sunderland NHS FT Medical (Clinical) Ethics 
Group 
Newcastle Hospitals Clinical Ethics Advisory Group  
Northumbria Healthcare Clinical Ethics Advisory Group 
 
 
 
South 
Regional Sector Trustee:  Anne 
Marie Slowther 
Guernsey Health & Social Services 
Department Ethics Committee 
Poole Hospital NHS Foundation 
Trust 
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 

Regional Sectors / Clinical Ethics Committees 

http://www.ukcen.net/index.php/committees/member_list
http://www.ukcen.net/index.php/committees/member_list

