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Abstract

This discussion paper considers how seldom recognised theories influence clinical ethics committees. A companion paper
examined four major theories in social science: positivism, interpretivism, critical theory and functionalism, which can
encourage legalistic ethics theories or practical living bioethics, which aims for theory—practice congruence. This
paper develops the legalistic or living bioethics themes by relating the four theories to clinical ethics committee members’
reported aims and practices and approaches towards efficiency, power, intimidation, justice, equality and children’s inter-
ests and rights. Different approaches to framing ethical questions are also considered. Being aware of the four theories’
influence can help when seeking to understand and possibly change clinical ethics committee routines. The paper is not a
research report but is informed by a recent study in two London paediatric cardiac units. Forty-five practitioners and
related experts were interviewed, including eight members of ethics committees, about the work of informing, preparing
and supporting families during the extended process of consent to children’s elective heart surgery. The mosaic of multi-
disciplinary teamwork is reported in a series of papers about each profession, including this one on bioethics and law and
clinical ethics committees’ influence on clinical practice. The qualitative social research was funded by the British Heart
Foundation, in order that more may be known about the perioperative views and needs of all concerned. Questions
included how disputes can be avoided, how high ethical standards and respectful cooperation between staff and families
can be encouraged, and how minors’ consent or refusal may be respected, with the support of clinical ethics committees.
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Introduction experts were interviewed, with their informed, written
consent, about the work of informing, preparing and sup-
porting families during the extended process of consent to
children’s elective heart surgery. The mosaic of
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multidisciplinary teamwork is reported in a series of papers
about each specialty, including this one on bioethics and
law. Interviewees included eight current or former
members of ethics committees, and other healthcare profes-
sionals who were studying or teaching ethics. Interviewees
described the influence on clinical practice of CECs, when
assisting with specific ethical dilemmas, and when CEC
members apply ethics in their everyday practice and influ-
ence their colleagues. One consultant, for example,
worked in palliative care ‘holistic care of anyone with a life-
limiting or life-threatening illness’, informed by expertise in
ethics and in mediation. Palliative care involves a complex
balance of support for all efforts ‘to maximise patient’s
health’ while accompanying children on ‘that journey
when life is limited’ (45).

The qualitative social research was funded by the British
Heart Foundation, in order that more may be known about
the perioperative views and needs of all concerned.
Questions included how disputes can be avoided, how
high ethical standards and respectful cooperation between
staff and families can be encouraged, and minors’ consent
or refusal be respected, with the support of CECs.

The research methods included: literature reviews and a
systematic review3; observations in two London children’s
hospitals in the clinics, wards and medical meetings; audio-
recorded and transcribed interviews with 45 healthcare pro-
fessionals and related experts with their written informed
consent, discussions with a multi-disciplinary advisory
group, thematic qualitative data analysis and detailed
exchanges between the co-authors. Contact with partici-
pants was by ‘phone and online only, from March 2020,

Table I. Quoted interviewees’ number and specialty.

Interviewee’s

number Interviewees’ specialties

4 Chaplain/ethics committee member

18 Consultant anaesthetist/ethics committee
member

19 Consultant surgeon/ethics committee
member/member of a hospital directorate

26 Consultant surgeon/ethics committee
member

30 Consultant intensivist/ethics committee
member

34 Youth officer at children’s heart information
and support charity

35 Mediator/consultant paediatrician

43 Ethicist/ethics committee member/member
of a hospital directorate

44 Lawyer/ethics committee member/member
of a hospital directorate

45 Palliative care consultant/ethics committee
member

Note: Some interviewees had a second or third present or previous role.

and data-collecting was severely reduced by the pandemic.
Interviews with children aged 6 to 15 years, and their
parents, about their elective heart surgery are reported in
other papers’.

Table 1 lists the interviewees quoted, their number and
specialty.

Four traditions in social science

This section summarises a longer explanation in the com-
panion paper,' in order to provide background information
for this paper. Four traditions in social science are positiv-
ism, interpretivism, critical theory4 and functionalism.’

Positivists work with predictable, measurable laws and
systems through surveys and randomised controlled trials
in the most highly funded and trusted version of social
science. In ethics, deontology offers methods of analysis
that echo positivism’s definitive and predictable laws as
principles. Utilitarianism relies on positivist evidence and
methods of measuring and evaluation.

Interpretivists recognise great differences between the
natural and social sciences. They observe and interview
people, usually in small, detailed samples, about their per-
sonal views and experiences, often reported in case
studies. Unlike factual positivism, interpretivism sees
everything as socially constructed, contingent and often
diverse. Interpretivism aligns with bioethical analysis of
differing views, values and analyses, and with detailed
case studies.

Both these traditions measure and describe social life,
and perhaps aim to make it more efficient.

Critical theorists also describe and measure social life,
but aim to examine and explain underlying causes. They
work for a major change in how decisions, resources and
power can be controlled and shared more equally.® This
aligns with radical ethics, feminist ethics and other ethics
concerned to change the world.”

Functionalists, in contrast to critical theorists, hold con-
servative beliefs that society generally functions for the
greater good of all, and need only become more efficient.
In aiming to promote efficiency, rather than to challenge
or change present systems, positivists tend to favour func-
tionalism, which is mainly discussed in the positivist
section.

The traditions involve different views about ethics.
Positivists, functionalists and many interpretivists aim for
value-free and emotion-free objectivity. They tend to out-
source ethics into the research ethics committee review
system. Critical theorists, however, contend that all social
life and research are imbued with moral meaning, and
social facts cannot be separated from values.® They
believe objectivity means being fair and open-minded, but
not being value-free or neutral, which is impossible on
moral questions such as about social justice. Like critical
bioethicists, they recognise that we all defend certain
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interests and critique others, and therefore we need to be as
transparent and critically reflexive about our values as pos-
sible. To functionalists, justice involves observing present
laws.? Critical theorists and critical bioethicists, however,
seek to promote justice by challenging and changing
inequalities and oppressions and promoting human rights.

The next three sections consider how CECs may be
influenced by positivist and functionalist, or interpretive,
or critical approaches. Interviewees did not mention the
four theories. We have grouped and discussed their views
in relation to the theories in order to show how it can be
helpful to be aware of the theories’ influence, strengths
and limitations, when seeking to understand and possibly
change CEC routines.

Positivism and functionalism in CECs

CECs review examples of patients’ care and offer advice
when hospital staff report having questions or difficulties.
CEC:s are not in every institution but are gradually spread-
ing around Britain’s hospitals. Most members are hospital
staff but, like research ethics committees, CECs have a
few lay members. Some have expert ethicists and legal
members. Their work is described further in this section.
All committees aim for responsible, expert efficiency and
compassion, and they all combine positivism with interpre-
tivism, though with different emphases.

CECs with a mainly positivist functionalist position draw
on strong medico-legal bioethical traditions. One children’s
hospital CEC devotes an hour to each case at monthly meet-
ings involving about 15 of the total 24 CEC members. In
~90% of cases, parents and occasionally children attend
this CEC, during the middle 20 min. Practitioners who
work with the family attend for the whole meeting. There
is time talking with the family before and after the
meeting. The CEC also does rapid reviews, when three to
six members meet the family, and it reviews cases referred
by other hospitals, encouraging them to set up their own
CEC. About 50 cases a year are reviewed.

The CEC chair (30), when interviewed, spoke of the
challenge of aiming to be efficient and unintimidating.

We make the meeting as unintimidating as we can but, at the
same time, it has to be a process where clinicians get to
discuss the case as well as the family really. We have
struggled with that a bit sometimes about what the right
approach is ... We [provide] a consensus forum ... develop-
ing ... something that [everyone] involved can say, ‘Yes,
okay. It might not be what I thought was the best thing
but I think this is an okay option’ ... We think about the
best interests of the child and try and get the child’s 360°
existence in there; the social aspects; the faith aspects; the
cultural stuff but also the family dynamics ... We’ve
much more become a support group with complex ethical
issues for children and families but also clinicians.

It is not easy for families to suddenly join a meeting of
experts and briefly present their complex case, though this
is possible. A chaplain and CEC member (4) said one
child who wanted to attend the CEC was asked, ‘Why do
you want this treatment?’ He said, ‘I want to get better. I
want to go to school. I want to live my life ... * That had
such an impact on the committee and everybody else who
were struggling to make that decision’. Working in parallel
as a bioethics centre, CEC members run teaching and train-
ing in different hospitals, do primary research, write papers,
run staff support against moral distress, moral disquiet and
trauma, and aim to listen to everyone with a concern. They
are part of the hospital wellbeing support group helping
with difficult ethical or emotional cases. One of their mea-
sures of success is when families say the CEC made them
realise ‘how much the institution values my child’ (30),
with members aiming to make parents feel part of their
meetings.

The great benefits of modern medicine raise high hopes.
When these cannot be fulfilled, questions arise about
whether withholding or withdrawal of treatment is in the
child’s best interests. In one leading children’s hospital,
over 3 years there were 203 such cases, and in 186 of
them, the parents and doctors concerned agreed after dis-
cussions to withdraw treatment.'® In 17 cases there were
continuing disagreements, which can prolong treatment
that may cause only suffering for the child, and moral dis-
tress for the staff, while the disagreement may become
intractable when parents refuse to give up hope.'' Parents
have a greater share in discussion when doctors offer
options than when they make recommendations.'?

Difficulties with referral of cases to committees or the
courts include concern that they may undermine doctor—
patient relationships and autonomy.'®> Hopes that CECs
are better than law courts at resolving prolonged disagree-
ments are not yet supported by research evidence.'* CECs
in all-age hospitals have been criticised for their lack of
paediatric expertise.'> There is also uncertainty about who
should be CEC members, what expertise and training are
needed, and how CECs should be constituted and evalu-
ated."* CECs analyse and clarify disagreements, and iden-
tify the relevant values, common ground and the child’s
best interests, but they can only advise, not make decisions
or resolve disputes.'® Some lawyers consider that ‘best
interests is an empty mantra’ and in intractable disputes
‘there may be no right answer’.!” Besides individual
patients’ needs, doctors, CECs and the courts may take
account of economic and effectiveness criteria. These
include the public interest, just distribution of resources,
and best use of scarce resources that appear not to benefit
the child who is having “futile treatment’.'®!?

These problems add to pressures on CECs to respect
positivist and functionalist standards: informed medical
debate of a standard to satisfy clinicians; efficient product-
ive use of time and hospital resources; support for
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practitioners’ effective management of cases, and for the
hospital’s good reputation. CECs want to avoid their
advice being criticised by judges,*° such as for not listening
enough to the families, though the need for this is dis-
puted.?’ Some CECs involve leading lawyers (30),
whereas others have lawyer members but leave legal
expertise to the Trust’s legal department and are guided
more by ethical principles (45). There is concern that
CECs may predominantly speak for professionals more
than families. They could be ‘a bit more human and a bit
less, “We’re a professional body’” (35).

One interviewee (44) admired the ‘intellectual fire-
power’ of a CEC, but another preferred ethics to be
centred more in clinical team discussions, less outsourced
to bureaucratic CECs, which can feel like

a hoop through which you have to jump, often a flaming
hoop [when CEC members] tend to be very bright ... it
can be an incredibly intimidating experience for even the
most senior people [and] takes an awful lot of preparation
[with often inconclusive results that say,] ‘You have to
make your own mind up on the basis of what we’ve dis-
cussed’, which actually doesn’t take you a lot further
forward but makes you feel worse (19).

This senior surgeon had experienced in another hospital
that

it’s increasingly clear that huge numbers of people don’t
feel comfortable in speaking up in when they see the
most awful decision being taken. And a chairman ... has
to be quite robust in order to give space for people to be
asked questions ... not calling for knowledge, it’s asking
for feelings. And when you break through that barrier,
people are often very wise. But ... if you don’t ask, you
will be dominated by the people who make quick decisions
[when meetings have] become much more closed to the
front row ... the others aren’t getting a look in unless
they’re very assertive (19).

An anaesthetist and CEC member agreed.

People often turn to us, wanting us to make decisions, and
yet we have kind of a slightly weird position in that we’re
not decision makers, we’re here to kind of ... help you go
through the right processes and make sure you’ve thought
about the right things and we’ll offer our opinion, but it’s
not our decision to make [which] ... is not what people are
expecting of us ... I think there were some [families] that
found it very intimidating at first because there was just
too many people involved ... particularly with withdrawal
of care cases, they felt like they were being bullied (18).

CECs can support doctors who have made a controver-
sial decision, after they have all agreed it is the best possible

decision, to help them to ‘stop worrying, and so to improve
their concentration and general effectiveness’ (26).

Leading hospitals have two vital and partly contradictory
main aims: to provide compassionate care for individual
patients, and to ‘push the boundaries of what is medically
possible’ through ‘pioneering research to discover and
improve treatments and find cures and better treatment for
life limiting and life-threatening conditions’ that might
benefit many future patients.’>> CECs are at the heart of
resolving tensions between these aims that involve such
suffering for children and parents and for practitioners.**

Hospital communications, public relations and fundrais-
ing departments do much good. Yet they can increase the
problems in these cases. It is harder to convince parents
that no more can be done if they are surrounded by displays
and fundraising appeals emphasising that this is an amazing
pioneering hospital, that researchers keep breaking through
new frontiers, and all families feel overwhelming gratitude.
CECs may be drawn into this programme of highlighting
success. For example, ‘Making decisions to limit treatment
or to try very experimental treatments in children can
carry a great burden; the CEC helps all those involved ...
to know they’ve made the best decision in the best way
for the child’.””

The CEC’s innovative work in engaging children and
families in discussions about the most difficult healthcare
decisions supports [the hospital’s] specific objective to con-
sistently deliver an excellent experience that exceeds our
patient, family and referrers’ expectations. It also meets the
government’s vision for shared decision making in health-

care: ‘No decision about me, without me’.%°

In win-lose disputes, it is not possible to satisfy or exceed
everyone’s expectations and the exacting standard seems
unhelpful. The phrase ‘no decision about me without me’
is complicated when so many children are too young, or
too ill, or are deemed to be too immature to share in decision-
making. Emphasising decisive action may constrain options
to refrain from acting, to watch and wait, to exercise scien-
tific caution and scepticism, and do no harm. Although
CECs offer advice, not decisions, practitioners or families
desperate to find a solution may perceive the advice to be
a decision, an edict. If CECs are assessed on how promptly
they deal with cases, it can be harder for them to hold back
in non-urgent cases and leave time for parents and children
to work through their moral journey. Families may be
moving from doubt towards conviction and consent to treat-
ment. Alternatively they may need to make the harder
journey, from certainty that the child must be treated,
through slowly growing doubt and fear of doing harm,
towards faith that withholding treatment is in the child’s
best interests. The child’s ‘best interests’ may be assumed
to be best understood by expert adults who dismiss children’s
views if they disagree.
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Interpretivism and CECs

Children as a group are uniquely unrepresented on ethics
committees, and adult members therefore have to make
extra efforts to understand children’s views and interests.
In bioethics rep01rts,27’28 occasionally written with chil-
dren,” there is now greater attention to informing and
involving children in decision-making. During the 1980s,
lay members joined medical ethics and advisory commit-
tees, and patients’ views gained new acceptance.30 In one
example, British paediatric research ethics guidelines,
written in 1980 by paediatricians, set the taking of blood
samples as a ‘minimal risk’. Researchers such as epidemiol-
ogists working in schools with hundreds of children were
not required to inform them or their parents or request
their consent.>' Revised mainly by four lay members of
the ethics advisory committee in 1992, the new guidelines
moved from the standard of positivist generalisation to
one of interpretive awareness. ‘A procedure which does
not bother one child arouses severe distress in another ...
Many children fear needles and for them low rather than
minimal risks are often incurred by injections and vene-
puncture’.>? The revised ‘low risk’ assessment required
researchers to request informed consent and respect
refusal. The report caused long debates and was not pub-
lished in a journal until 2000.>* CECs benefit from inde-
pendent lay members who are real patient representatives,
who have experienced difficulties and disadvantages, and
speak for ‘ordinary patients’. They are preferably recruited
through local communities not through hospital networks of
retired and non-medical professionals (43).

In the interpretive approach, to promote respect and
equality CECs are less formal and bureaucratic. Relations
between different professions and grades of staff are now
generally far more equal than in the past with much less
of the ‘old school consultant’ (45) though there are still
hierarchies. Interpretive CECs take extra time to explore
members’ perceptions, and to question, for example
socially constructed power relations that positivists may
take for granted. It can be easier for CEC members to
agree with the clinicians, who are colleagues they may
have to work with again in the future, than to agree with
the mainly transient ‘lay’ patients and their versions of
knowledge. CECs need to be distinct from clinical govern-
ance, managerial surveillance, policy and politicking (43).
Yet to challenge the hospital systems that exist can take
much reflection and effort. Managing disagreement is a
key task for CECs and much depends on the chair’s skill
in sensitively managing negotiations and relationships,
which can become tense and emotional (43). If discussions
are to be fair, clearly reasoned, non-judgemental, explora-
tory and open, in an advisory spirit, members have to be
conscious of how hierarchies and possible conflicts of inter-
ests between the professional groups and the patients influ-
ence their discussions.

Clinical ethics is emotional, concerning cultures, values
and norms that staff and families identify with and care
about passionately. Young children’s ‘discernable wishes
and feelings’** may involve their deep ‘carings’.*> To
support the patient’s wishes can involve all CEC
members reflecting on the interpretations and values of all
the individuals and groups in a particular case. They need
to think about disadvantage and vulnerability in all their
forms, rather than utilitarian calculation of the greater
good for the greatest number, or the application of abstract
principles. There is a ‘walking alongside people’ in their
infinite variety, and seeing how formal policy, guidelines
and frameworks stand or fall by their related human inter-
action. CECs may be encouraged to put the patient or
family at the centre and move away from their own moral
assumptions and preferences in a deliberate, structured
way (43).

Critical theory and CECs

An example from sociology of critical theory that is rele-
vant to consent and to discussions in CEC is Jiirgen
Habermas’s ‘ideal speech situation’. This direct communi-
cation, that reaches shared understanding through truth,
trust and shared goals,’® is one way of describing
consent. Habermas’s critical theory divided society into
two influential arenas: system and lifeworld. In the public
system of states, markets and other formal organisations,
direct communication is distorted and driven by political
and economic interests. In contrast, the lifeworld of infor-
mal family, community and voluntary association
encourages ideal speech. Habermas believed the system
constantly disables and colonises the lifeworld: what was
once personal becomes publicly organised. For example,
large paediatric cardiac teams and CECs partly replace
the more individual doctor—patient relations of a few
decades ago. The large teams demonstrate decades of suc-
cessfully developing cardiac subspecialties with their
rapidly expanding knowledge and skills, and reflect the
need for decision making by consensus, though they can
complicate consistent personal communication.

Habermas considered that citizens sense when institu-
tions are just and benevolent, work in citizens’ best inter-
ests, and deserve their support and loyalty. The NHS is
one example, and CECs share its great strengths but also
the challenges of large systems that serve many diverse
individuals. CECs safeguard the good management, reputa-
tion and funding of their hospital system and the need to
prevent costly litigation. Some CECs do not meet patients,
hoping to be objectively detached, whereas others interview
patients or their representatives. Yet CECs’ efforts to hear
children’s and parents’ views are hampered in several
ways. Complicated personal lifeworld experiences of
illness and treatment lose meaning and value if they are
over-reduced into the system’s clinical terms and reports.
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In bioethics, the professional or expert voice is generally
privileged at the expense of meaningful personal exchange
and dialogue,>’ and of careful listening to families’
accounts. In large meetings, patients feel less able to
express their complicated views fully. Families and CEC
lay members may feel intimidated and silenced, or only
able to say what they believe is acceptable to the CEC
and not their real insights, as research about lay members
of other public bodies has found.*®*

Critical theory examines inequalities of power, authority
and control over events and resources, and advocates
greater equality. It was particularly discussed by inter-
viewee 43 who cited the critical philosopher Miranda
Fricker. Fricker* proposed that epistemic injustice involves
two kinds of unfairness related to knowledge. First, in tes-
timonial injustice, genuinely lay people (not the quite high-
status people often appointed to CECs) are ignored or dis-
believed because of their lay status, and their identity if
they belong to a disadvantaged or minority group.*'*?
These ‘asymmetries, dependencies, and power relations
can increase the vulnerability of patients to epistemic injust-
ice’.*? Second, in hermeneutic or interpretive injustice,
CEC:s can be locked into cycles of misunderstanding, mis-
takes, impatience or embarrassment.** Lay members may
routinely be interrupted, talked over, dismissed or chal-
lenged by higher status members. Leading members tend
to insist on ‘high’, meaning academic-style, standards of
debate. They may subconsciously expect the lay person to
fail, and instinctively behave in ways that initiate and
reinforce that failure. The more powerful members are not
intentionally hostile, but to lay and other lower status
members they can seem hostile if they exert their senior
status, often subconsciously, such as by glancing at a
mobile phone during discussions. Uniforms can stress
CEC members’ professional status and weaken an ethos
of moral equality among all CEC members. Subconscious
behaviours are also influenced by medical and legal author-
ity, gendered and racialised relations, and the format of
meetings, seating arrangements, the needs of the hospital
and the NHS, and many other system structures.*’ The
CEC chair has to be extremely skilful, alert to absences,
gaps and inequalities, and to preventing or unlocking nega-
tive interactions while maintaining everyone’s trust and
goodwill (43).4¢

Power imbalances can partly be redressed by limiting
membership to around 12 members. One member or a
small subgroup may work closely with the patient and
family. Although social workers and play specialists tend
to gain families’ confidence, they may not be able to
inform and influence the CEC’s views as effectively as
more authoritative members can. Some CECs invite
patients to send a written statement, though this can
exclude many who are unable or unwilling to write about
their views. After collecting patients’ views, CECs
usually later discuss them in the person’s absence. The

views might then be misinterpreted, so that ‘listening to
patients’ risks becoming a rather empty ritual, which may
be used by CECs to claim undue authority for their eventual
conclusion. With children’s cases, CECs need child advo-
cate members, experienced in listening to younger and
older children, and expert in up-to-date research about chil-
dren’s rights and competence.

CECs can become part of ongoing disagreements
between unequal groups.*” They cannot override the clini-
cian’s ultimate responsibility, and even the law courts can
only authorise clinical action, not enforce it. CECs can
genuinely engage with clinicians and respect their prefer-
ences, but CECs may then explain why they are not per-
suaded by them (43). They may raise questions that help
clinicians to think in a slightly different way, suggest a
new option or priority, return to a value that was overlooked
earlier, or suggest delaying a non-urgent decision. They can
involve new people, or conversations, new literature or
other resources. Using interpretive and critical insights,
CEC members may work to unlock a block or shift a
blind spot in communication or relationships so that clini-
cians may then feel ethically more comfortable in coming
to a decision they initially rejected. These approaches to
ethics can filter into clinical practice. After one CEC
meeting of intensive discussion, a consultant member
said, ‘As always, I'm changed and I'm going to take what
I’ve heard today out into my clinical work’ (43). An
example follows of these approaches when interpretive
and critical bioethics serves rather than leads.

Framing an ethical question

Living bioethics seeks theory—practice congruence or con-
sistency. The following example combines thinking about
ethics in interpretive and critical ways with practical
ethics in everyday life. ‘Jasmine’ aged 14 years wants to
refuse high-risk heart surgery that she believes will do
little to relieve her severe health problems. Her parents
insist she should have surgery. In such a highly sensitive
case, how can CECs contribute? One interviewee (43)
described an interpretive critical approach.

The CEC could ask what those concerned perceive the
ethical question to be.*’ Questions can be framed in
several ways, such as a refusal of treatment being a conven-
tional clash between a young person and the caring adults,
or an effect of temporary depression (34). Or the CEC
might ask, “What does good care look like for Jasmine?’
or ‘What is perceived to be at stake, and by whom? What
is the ethical question? Is it A or B, A and B, or A, B and
C? The question might be, “What would the virtuous
paediatric team do for Jasmine?” Or ‘What types of knowl-
edge are involved?’ Besides medical knowledge, there are
questions about Jasmine’s lived experience, values and
identity, her dignity and quality as well as quantity of life.
The CEC could map all those questions and attend as
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much as needed to each framing question. Members would
listen to Jasmine and give equal and maybe more weight to
her view than to the clinical team’s views. Some nurses and
junior doctors who spend more time with Jasmine might
have different views from more senior practitioners.

The CEC would question the timing, what choices have
to be made, when and where. Are they urgent? Is potential
transfer to palliative care rejected by some practitioners as
‘giving up’ rather than as ‘good care’? The analysis might
take a whole meeting or two or three meetings with discus-
sions with the clinical team. The CEC would offer continu-
ing support, as a mediator between the team and the family
if needed, though always with everybody thinking about the
focus and purpose of each conversation. The questioning
can put a mirror up to assumptions that are often embedded
in the system and try to make space for imagining Jasmine’s
viewpoint. Imagination and empathy are as useful in ethics
as analysis, to open different views. More than being guided
by the child’s age, adults need to attend to all the ways of
knowing, thinking, feeling and being in the world,
Jasmine’s values, identity and connections. Responses to
these depend not on being detached, expert and powerful,
as health professionals are trained to be, but on wisdom, dis-
cernment and basic ways of being that can manage uncer-
tainty, emotion, complexity and pressure.*’

Ethics degree courses emphasise knowledge, which
brings power and authority, as for example in the four
principles model.** Yet while medical knowledge
involves mainly predictable, calculated cause-effect pro-
cesses, ethics involves many known and unknown causal
influences, subjective unpredictable human agents,
complex relationships, contexts and histories, and
dilemmas without clear resolution. Ethics therefore
tends to involve greater uncertainty and broader open
inquiry than medicine. Degree courses could attend
more to tentative interpretive ethics, the feminist ethics
of care, virtue ethics, and the actual practices and rela-
tionships involved (43).

Some CECs have no members with obvious ethics
expertise, although that expertise is a complicated concept
if it seems to claim superior moral knowledge and skills.
Clinical ethics gains from people with different approaches,
training and experience all working together. A wise
approach in bioethics can be the philosopher paediatrician
John Locke’s humble aim to be the under-labourer, ‘clear-
ing the ground a little, and removing some of the rubbish
that lies in the way to knowledge’,** as this paper attempts
to do.

Interpretive chairing of a CEC can be difficult emotion-
ally and practically, in terms of being inclusive, balancing
people’s emotions in the room, and holding and containing
often passionate disagreements.’® The chair has to provide a
structure that is safe, so that members need not be defen-
sive. This can take a great deal of concentrated energy
and quiet confidence (43). Relational ethics is helpful

when it works through inclusive methods and is affective
as well as effective.

Practical ethics involves virtuous habits and is always
work in progress. When challenged and threatened by
someone you find difficult, to act well can be the reality
that makes or breaks clinical ethics (43). This invokes
Bion’s psychoanalytic theory of therapeutic containing,
when the mother allows her baby to express overwhelming
emotions of distress, fear or anger.5 ! She receives these
unwanted projections from the baby and contains and pro-
cesses them, then returns the experience to the baby in a
modified manageable form. Winnicot>® analysed how
mothers teach their children gradually to hold and cope
with powerful emotions and needs. Like therapists, virtue
ethicists listen to outbursts of anger or distress, then work
to contain and interpret them into forms that CEC
members, and the patients and practitioners they serve,
can accept and develop. Instead of power and authority,
the aim of humility and courage is to be open to not-
knowing, or to be aware when mistaken. This can feel threa-
tening to members. They need a containing environment if
humility and uncertainty can flourish, and even be cele-
brated as virtues in open discussions (43). Medical ethics
can be

a way of working that fosters opposition when healthcare is,
in general, an uncertain and collaborative endeavour.
Adopting and arguing for a position is considered integral,
even essential, to good medical ethics. The alternative is
often characterised as confused or weak. Yet, not taking a
‘position’ recognises false divides and allows for listening,
dialogue and learning.>°

One interviewee (43) discussed how the framing of
questions, considered earlier, helps to deepen CEC discus-
sions, as can a ‘shadow’ meeting to discuss a hypothetical
case. Members then analyse their discussions and review:
the hierarchies and power structures; how members
respected certain individuals and ideas and dismissed
others; how their thinking, assumptions, working methods
and discussions might become more open and equal; how
the meeting room might be more welcoming; who refers
cases and how these are framed; how success is defined
and measured. Visitors might be invited to comment as crit-
ical friends, and members might observe other CEC meet-
ings. There also could be ‘rehearsals’ about how CECs
manage difficult choices and conversations, or communi-
cate unwelcome news, how they cope with angry hostile
discussion, or tolerate emotional discomfort. Members
may be more worried, not about making a choice, but
about enacting the choice, and rehearsals can increase
their confidence. Rather than the positivism that wholly
supports evidence-based medical decisions, critical inter-
pretivism gives ‘due weight'> to the views of the child

and takes account of her ‘wishes and feelings’.>*
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Conclusion: Ways forward in living
bioethics concerned with children

The living ethics of justice, care and respect for children and
their consent depends on both theory and practice, contexts
and relationships. CEC members’ polite relationships with
families, and sometimes with their lay and lower status
members and, indeed, doctor—patient relations generally,
can be undermined by unseen influences. These range
from the history of ethics with its emphasis on an imagined
emotion-free adult-centric rationality (discussed in the com-
panion paper'); misleading developmental psychology that
underestimates children; legal and financial pressures on the
need for consent to be an adult contract; management
systems and daily routines in healthcare that can intimidate
and cause stress and anxiety for families and staff; social
inequalities of class, race, gender and age. Unless these
are actively attended to, their subconscious and practical
effects can be still more powerful.

Each approach to ethics has strengths and weaknesses.
Positivist concern with evidence and reason is vital for
informed consent. Interpretive approaches are needed to
help everyone to understand the relevant knowledge and
the range of views concerned more widely and deeply,
and to respect the moral emotions of trust and voluntariness.
Yet positivist approaches can be narrowly exclusive.
Interpretivist approaches risk seeming vague and slow
when families and staff urgently need help, and unpaid
CEC members have much else to do. Virtue ethics offers
practical ways to work with these challenges. Yet it
makes great demands on practitioners, who already have
to satisfy daunting professional standards often in under-
resourced and not wholly supportive contexts. This
returns to the need to work on raising standards in contexts
as well as with individuals, in awareness of underlying the-
ories and assumptions, so that positivist, interpretive and
critical approaches can be combined in the most effective
ways.

One CEC chair (43) saw a criterion for success in meet-
ings and encounters as resonance. This brings change, new
insights, questions and value to clinical care, though it is
perceived differently by different people. When pragmatic
practitioners pressure CECs to produce prompt summaries,
decisions and action, the questions can start from their
viewpoint and constraints, but ask, “‘Why and what might
the implications of that be?” Then, ‘What would optimum
care look like, when a decision cannot be comfortable or
ideal? How best could it be explained to somebody who
does not understand the choice that has been made? How
might it be justified to someone who disagrees with it?’
CEC:s benefit when all members feel able to ask challenging
questions and do not leave this to a few confident members.
The method is not to assume the solution, but to be open to
other perspectives that are approached in many different
ways, as this paper has aimed to show. Living ethics

involves being and doing ethics as well as knowing and
talking about it.
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