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The Meaning Given to Bioethics as a Source
of Support by Physicians Who Care for
Children Who Require Long-Term
Ventilation

Denise Alexander1, Mary B. Quirke1, Carmel Doyle1, Katie Hill2, Kate Masterson1,
and Maria Brenner1

Abstract
The role and potential of bioethics input when a child requires the initiation of technology dependence to sustain life is
relatively unknown. In particular, little is understood about the meaning physicians give to bioethics as a source of
support during the care of children in pediatric intensive care who require long-term ventilation (LTV). We used a
hermeneutic phenomenological approach to underpin the collection and analysis of data. Unstructured interviews of 40
physicians in four countries took place during 2020. We found that elements of trust, communication and acceptance
informed the physicians’ perceptions of the relationship with bioethics. These ranged from satisfaction to disappointment
with their input into critical decisions. Bioethics services have potential to help physicians gain clarity over distressing and
complex care decisions, yet physicians perceive the service inconsistently as a means of support. This research provides a
sound basis to guide more beneficial interactions between clinicians and bioethics services.
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Introduction

Over the last 20 years, an increasing number of children
with serious conditions have survived in and beyond
pediatric intensive care due to the introduction of life-
sustaining technology (Amin et al., 2014; Cohen et al.,
2011; Weiss et al., 2016). Many of these children rely on
technology, such as long-term ventilation (LTV), to
sustain their lives (Alexander, Quirke, et al., 2021;
Fontana et al., 2013). Alongside survival rates, morbidity
rates among these children has also increased. This may
have important personal, family, and wider social con-
sequences (Alexander, Quirke, et al., 2021). The process
of initiating LTV in a child, whether this is invasively in
the form of a tracheostomy, for example, or non-
invasively through bilevel positive airway pressure
(BiPAP) or continuous positive airway pressure (CPAP)
ventilation, may involve the discussion of complex
ethical issues around survival and quality of life. There
are limited data around the influences on initiation of
technology dependence and little is understood about the
impact of personal values or opinions on decisions made

(Novotny et al., 2014). Ethical principles such as respect for
autonomy, beneficence, non-maleficence, and justice re-
main central to care delivery (Beauchamp & Childress,
1989; Gillon, 1994), as well as respect for shared decision-
making with the family of the sick child (Johnson et al.,
2015). However, making decisions around the initiation of
life-sustaining technology can be particularly difficult in-
volving factors beyond the clinical, such as values and
beliefs, which may differ between clinician teams and the
patient and family, as well as across and within countries
(Carnevale, 2005; Shapiro et al., 2017; Thorne et al., 2018;
Van Manen, 2014a). Decision-making for children
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requiring life-sustaining technology is becoming increas-
ingly challenging in the context of the increase in avail-
ability and potential of life-sustaining technology for
children (Alexander, Quirke, et al., 2021; Gold et al., 2011;
Hajibabaee et al., 2016; Johnson et al., 2015).

One important means of navigating the challenges
surrounding the decision whether to initiate technology
dependencemay be by the inclusion of bioethics services in
the discussions (Johnson et al., 2015; Kesselheim et al.,
2010; Morrison et al., 2015). The bioethics services aim to
aid clinicians to make decisions by ensuring that current
national and international ethical guidelines and frame-
works are recognized and adhered to in discussions (Leland
et al., 2020; Thomas et al., 2015); as well as to help mediate
where there are differences in opinion between clinicians
and the family of the child (Morrison et al., 2015). Access to
bioethics services, however, is not consistent internationally,
nor across different national hospital sites (McDougall &
Notini, 2016; Morrison et al., 2015; Thomas et al., 2015).
Theymay vary in their make-up depending on the institution
with provisions such as a formal ethics committee, informal
small group-discussions or one-to-one discussions with an
individual bioethicist, or a health professional with an in-
terest in, or qualification in, bioethics (Cottle et al., 2017;
Kesselheim et al., 2010; Streuli et al., 2014; Thomas et al.,
2015). In addition, in a time of rapid technological devel-
opment and initiation, understanding the relationship be-
tween the clinicians and bioethics services is important, not
least to guide the evolution of pertinent support for the
physicians.

This study was part of a 5-year program of research that
aims to understand the influences more fully on initiating
life-sustaining technology in a child, in contrasting health,
legal and socio-political systems. A major part of the
program of research comprises a phenomenological ap-
proach towards the working lives of the clinicians caring
for children at this point of care. In this study, we sought to
interpret the meaning given to bioethics services from the
perspective of physicians in pediatric intensive care units
(PICUs) who care for children who require LTV to sustain
life. This is important to improve understanding and
utility between the two vital elements in the initiation of
technology dependence.

Methods

Ethics

The research ethics committee of the project institution
granted ethical approval for this study, and the local re-
search ethics committees at each interview site also ap-
proved the research. The ethical permission from the
project host institution protected any participants who
contributed from outside of the interview sites. All

participants received written information about the pur-
pose of the study, and their right to withdraw at any time
with no consequences to themselves. Participants pro-
vided oral and written or electronic informed consent to
participate in the study.

Theoretical Framework

The philosophical work of van Manen in phenomeno-
logical research informed our framework for investigation
and analysis (Van Manen, 1997, 2014a, 2014b, 2017a).
Using a hermeneutic phenomenological approach al-
lowed us discern the meaning given to the care of children
by physicians working in an environment where profound
and life-changing decisions about children’s lives and
health are made. This framework is particularly applicable
to complex issues in child health research (Roscigno &
Swanson, 2011; van Manen, 2014b, 2017b). The un-
derstanding of the interplay of activities within the context
of a phenomenon, that this theoretical framework allows,
offers the potential to understand the whole, rather than
focusing on only part of the experience (Carel, 2011;
Rodriguez & Smith, 2018). Van Manen’s approach fa-
cilitates a hermeneutic understanding of the day-to-day
experiences of physicians caring for children who depend
upon technology to sustain life (Van Manen, 1997). Six
activities interplay to allow a deep understanding of the
meaning of everyday existence. These are (1) turning to a
phenomenon, making a commitment to understanding
that world; (2) investigating experience as we live it rather
than as we conceptualize it; (3) reflecting on the essential
themes, which characterize the phenomenon; (4) de-
scribing the phenomenon through the art of writing and
rewriting; (5) maintaining a strong and oriented relation to
the phenomenon; and (6) balancing the research context
by considering the parts and the whole (Van Manen, 1997
pp. 39–42). This technique allowed us to explore and
interpret rich meaning from the data (Van Manen, 1997),
while recognizing and recording any personal influences
during the interpretation (Norlyk & Harder, 2010). The
richness of meaning in the data allow what van Manen
describes as the lived experience of individuals to be
illuminated (Van Manen, 2014a). In order to access the
lived experience of any participant to build a picture of the
phenomenon of initiating technology dependence in
children to sustain life, we aimed to understand each
experience as it was relayed. As far as possible, we re-
jected any predetermined, theoretical or conceptual in-
fluences on any meaning we interpreted. We approached
this goal by analyzing the stories of the participants
through the different lenses of lived experiences, other-
wise known as existentials: lived other, lived space, lived
body, lived time, and lived things. These helped us to
interpret the meaning of what was said and capture the
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essences underlying the phenomenon described (Van
Manen, 2017a).

Rigor

Guba and Lincoln’s (1982) four criteria of credibility,
transferability, dependability and confirmability guided
our research to ensure rigor in recruitment, data gathering,
and interpretation of qualitative findings. We engaged
with the research sites well in advance of the interview
process. Local site gatekeepers were very familiar with the
research aims and the inclusion criteria for interview and
guided us in recruiting participants. We developed the
interview protocol based on current literature (Alexander,
Quirke, et al., 2021a; Alexander, Eustace-Cook, et al.,
2021b). Participants were guided to recall their experi-
ence of initiating technology dependence to sustain a
child’s life and the interviewer listened for engagement
with bioethics services. During the interview, we allowed
participants plenty of time to relate their experiences
without interruption, although we prompted for more detail
where necessary. After each interview, the researcher
completed a reflective observation sheet. We continued to
conduct interviews in each site until no new information
emerged. Once complete, we anonymized each interview
by job role and country. We recorded coding in NVIVO
version 12, in phases guided by the project qualitative
analysis framework. Bi-weekly meetings during data col-
lection allowed us to discuss emerging findings and refine
our focus in the interviews. These bi-weekly meetings
continued during the interpretation and analysis of the data
to discuss findings.

Data Collection

Sampling criteria. All participants were physicians who
had experience of caring for children in PICUs who are, or
who are likely to become, technology dependent in order
to sustain their life. Participants worked in, or very closely
aligned to the PICU in the care of the children. In order to
narrow down the focus of such a large inquiry, we used
LTVas an exemplar for all technology dependence, as this
means of technology dependence is one of the most
commonly initiated in order to sustain life (Amin et al.,
2014; Wallis et al., 2011).

Recruitment. We identified international sites in four
countries for inclusion in the study: Australia, Ireland, the
Netherlands, and the United States. The sites represented
different social and political health systems globally to
ascertain the issues that transcend national boundaries in
the internationally understood consistent context of PICU.
In each hospital, we identified a gatekeeper, who was a
clinician (physician or a nurse) working in PICU. This

person was not involved in the study design. They invited
participants to the study and the core research team
subsequently contacted the participants with a formal
invitation to interview. Snowball sampling recruited
further participants either within the same institution or
from other institutions in that country (Hensen et al.,
2021). This process meant that all participants self-
selected to actively engage with and contribute to the
project.

Procedures. We interviewed 40 physicians. Due to the
COVID-19 pandemic, we interviewed participants re-
motely using the video conferencing platform Zoom. The
interviews were unstructured, and lasted between half an
hour and an hour. After a few initial icebreaker questions
to establish job role and years of experience, the inter-
viewer asked each participant to talk about a case that they
felt was particularly important to them, that involved the
initiation or discontinuation of life-sustaining technology.
The participants led the conversation, and researchers
listened and followed cues as they emerged. Researchers
prompted for specific information if necessary, but only if
these issues could be naturally included in the conver-
sation. Any questions asked by the researchers were
deliberately open-ended and probing in terms of asking
for more elaboration or more detail. We kept all data
confidential; we transcribed original interview audio re-
cordings, and subsequently anonymized the transcripts
using identification codes. We then destroyed the original
recordings. We imported the transcripts into NVIVO for
analysis.

Analysis

We used the framework devised by Braun and Clarke for
thematic analysis (2006) to analyze the interview data. In
this framework, initial open coding followed by detailed
categorization facilitated the identification of themes. In
each one of these stages we undertook analysis, guided by
the analytical framework proposed by Van Manen (1997,
2014a) of tuning to a phenomenon; investigating expe-
rience as we live it, not as it is conceptualized; describing
through writing and rewriting; and reflecting on essential
themes.

Results

Demographics

The physicians we interviewed all worked in pediatric or
neonatal intensive care. All had at least 5 years’ experi-
ence in this area of medicine, with 14 having more than
20 years’ experience. Table 1 supplementary file provides
more details about the participants.
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Themes

The meanings given to the experience of physicians who
consult with bioethics services of different structures and
using different nomenclaturewhen problem-solving reflected
aspects of trust, facilitating communication to aid problem-
solving, and acceptance of differing values. These three
themes emerged from four types of interactions between
physicians and bioethics services at the time when a child
requires LTV to sustain life identified as part of the physi-
cians’ lifeworld. These are the use of the bioethics committee
as a place where all opinions can be heard and discussed, the
opportunity for the bioethics services to provide personal
debrief after challenging decisions need to be made; the
importance of institutional support for an independent bio-
ethics service; and the frameworks for thinking about
complex issues that the bioethics services provide. Figure 1
provides more detail about how the themes developed from
the lived experiences of the physicians interviewed.

The Importance of Trust

The physicians had a strong need for trust in order to feel
supported by bioethics, which encompasses the need for
confidence that the services would be available when
needed and a focus on clinical ethical support; as well as
trust in an unbiased service, independent from any or-
ganizational influences. The physicians also needed to
trust that the bioethics service was not only respectful of
the gravity of the decisions they must make, but aware of
the pragmatic applications of the ethical dilemmas and
discussions in the everyday life of the children, parents,
and clinicians.

The physicians expressed appreciation of a bioethics
service that was easily accessible and perceived to be
useful. The physicians interpreted a service that is hard to
access or not supported by the institution as a lack of
corporate trust in the benefit of bioethics support, which
seems to translate to a feeling of being unsupported or a

Figure 1. Categories and codes leading to theme development.
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lack of appreciation of the gravity of the physicians’
dilemmas on the part of the institution:

“we are pushing the limits if you can go home on it [LTV] and
these palliative cases and there’s definitely cases you are like I
don’t like, I don’t think it’s a good idea, that’s really, you
know you are really pushing the ethics limits. I think that our
hospital, our personnel administration here they don’t sup-
port the physicians when we are saying no” (Intensivist,
United States).

The perception that the hospital administration “don’t
support” reduces trust in support from the bioethics
committee. For example, one intensivist noted that al-
though there remained a relationship with the ethics
committee “honestly as a group we don’t really feel, I
don’t really feel they add, they add to the conversation”
(Intensivist, Australia). In contrast, another participant
explained how much easier accessing bioethics services is
in their current hospital, compared to a previous working
environment where the establishment of a bioethics ser-
vice remained under discussion rather than being actively
developed “I’m not sure if it’s still off the ground, I think
people are still discussing it rather than anything else”
(Neurologist, Ireland).

Another aspect of trust that we identified concerned a
need to feel confident that the bioethics services understood
the nuances and the challenges of providing medical care
when working at the limits of what is possible in medicine.
One participant described how the presence of a mixture of
people on a committee helped to address this, increasing the
likelihood of the bioethics service to see beyond the “black
and white” of any issue. Institutional backing of the bio-
ethics service also affected the physicians’ trust in bioethics
in terms of its ability to be supportive. One physician
described a case where the physicians’ decision not to
support the initiation of technology to sustain life was
opposed to the values of the institution:

“our current administration really strongly feel that we
shouldn’t deny children of different developmental stages, of
different, I don’t know, delayed development what have you
… But you know our current administration they try and stay
out of things, which I think has the unfortunate consequence
of the doctors feeling unsupported and when families like
really want something” (Intensivist, United States).

Without the perception of the independent integrity of
its members, the physicians were unlikely to perceive the
bioethics service as useful in terms of helping with
decision-making. One physician expressed how a dis-
engaged bioethics committee dismissed any appreciation
of the gravity of decisions in question:

“At least in this country it feels like bioethics is more...more
helpful to get a stamp of approval on perhaps a controversial
decision” (Respiratory consultant, United States).

A dissonance in the expectation of what could be
achieved and the outcome of a consultation seemed to
impact negatively on the physicians’ trust and use of the
service “we find them not to be particularly helpful… we
feel they support neither the family nor the medical team
so we just don’t use them anymore” (Intensivist, United
States).

The embedding of the decision into the reality of the
situation is fundamentally important. If the bioethics team
seems to be out of touch or not understanding of the
context of any issue, then the physicians actively reject its
support, and it is even felt that the bioethics service can
even make a situation worse:

“So there might be what appears in the abstract a very
ethically sound position that one should adopt in relation to a
particular issue. But actually operating it in the real world is
unrealistic or could even be cruel you know. I don’t know, say
you have a 13 years old or 10 years old who is completely
conscious but dependent on life supports and it’s become
apparent that their care is now futile. Sort of stuck with a
breathing tube and on a ventilator and say they’re getting
support for other organs, their heart, their kidneys. An ethics
team might say well you have to tell the child that they’re
going to die because that’s the right thing to do and they need
to know about that” (Intensivist, Ireland).

The physicians’ comments reflect how bioethics’
services that perform a variety of tasks, rather than
maintain focus on clinical issues, reduce their trust in its
ability to support them. In the views of one physician,
clinical ethics, as a form of support for decision-making
needs to be focused, and “separate to the ethics committee
around getting ethics for your audit, you know which is
totally different, different ballgame” (Pediatric specialist
consultant, Ireland). The physicians perceived such an
apparent lack of focus of the bioethics service as nega-
tively compromising effective discussion. One consultant
described how the committee was “more based around
research so I don’t think it’s ever been exercised, at least in
the ten years or nine years I’ve been here” (Respiratory
consultant, Ireland).

Facilitating Communication to
Support Problem-Solving

The physicians in our study regarded the act of com-
municating safely and effectively as an important function
that contributes to how they experience and understand
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support from bioethics in terms of decision-making and
their own well-being. Where bioethics services facilitate
communication is by means of providing a specific “ethics
space,” and “bringing together people from different parts
of the hospital who have a different set of experiences to
help sort through” (Complex care consultant, Australia).
The framework of bioethical discussion, although not
always satisfactory, allows physicians to clarify chal-
lenging or conflicting elements of a decision, and helps to
resolve any disputes. The perception of bioethics as a
decision-maker in itself, however, is less consistently
supported.

Physicians felt that bioethics provides “a venue to sort
of express their opinions, express their feelings. And
really yeah to get that out in terms of any miscommu-
nication” (Intensivist, United States). Some physicians
expressed the value in having an expert in bioethics to
clarify the main issues needed “to help lay out the pros and
cons and help the discussions” (Pediatric specialist con-
sultant, Ireland). Overall, the physicians expressed more
respect for the bioethics committee that is representative
of many different views, and saw it as supportive if it
reflects: “a sort of broad base in terms of including
community members and you know clergy and providers
from all disciplines” (Intensivist, United States). How-
ever, this diversity of opinion is only useful if it is in-
clusive of all involved in a particular case. A voice that is
missing, for example, the exclusion of nurses from a
bioethics discussion, is not perceived as ideal, as is the
presence of a dominant voice that excludes others from
contributing:

“I mean the nice thing about it I suppose is that it tends to
include, you know a broader scope of people. But I mean you
know for example in [country name] at one point it was just a
couple of very unhelpful people on it, so you never got a
helpful opinion. And then it just kind of, it just becomes a bit
of a roadblock and it’s a pain”. (Intensivist, Australia).

Another potential obstacle to the perception of support
given by a larger, diverse committee is when one voice is
particularly dominant. If one clinician is unwilling to hear
the voices of others, and “they see themselves as the sole
person responsible for this child and this family … the
others’ input is either not valued or just not relevant”
(Intensivist, United States).

Assistance in resolving disputes, or achieving a con-
sensus in treatment decisions, is an important aspect of
effective communication involving or facilitating the
bioethics services. In many cases, a child presents with a
number of comorbidities that contribute to, or complicate,
the need for long-term technology initiation. As a means
of gaining clarity over a complicated situation, many of
the physicians appreciated the input of bioethical thinking

and the opportunity for discussion as a facilitating force,
even though the physicians make the decisions: “I feel that
they’re facilitators often more than giving strict ethical
framework.” (Intensivist, Australia). In cases where the
discussion centers around the withdrawal of care from a
child, even if the child will survive for a short time, the
support of bioethics consideration is particularly valued in
terms of expanding the topics of communication:

“ICU providers will … get an ethics consult to see if the
ethics of, the ethics of not providing life-sustaining tech-
nology for a child that will survive. As compared to the
debilitated kid that won’t survive and providers won’t offer
life-sustaining technologies” (Intensivist, United States).

Some physicians value this open discussion particu-
larly when there are differing professional opinions, for
example, in cases where technology dependence is not
advised, or it is felt that it is in the child’s best interest to
withdraw life-sustaining technological support:

“And we as pediatric intensivists or majority wanted to
withdraw the treatment and the neonatologist and one or two
of the pediatric intensivists, they wanted to continue it and it
was the first time we had a situation within our team and then
this ethics committee really helped in getting a better
alignment within the team” (Intensivist, Netherlands).

The interviewees also perceived bioethics services as
helpful in that they are able to reassure parents when
making difficult decisions. The physicians reported that
parents as well as health professionals felt reassured that a
multi-faceted discussion had taken place, which helps
those involved to feel confident that all options have been
considered, and that everything has been done that was
possible without causing harm to the child.

“there are based from the legal department and also col-
leagues from the adult ICU and then we consult them and if
there is then still, usually in about more than 95% we have
consensus within the team and the parents completely un-
derstand our decision that we don’t sustain the treatment and
we withdraw the therapy” (Intensivist, Netherlands).

Most of the participants expressed how being able to
express concerns and opinions among trusted peers is very
supportive. This opportunity is individually beneficial, for
example, one physician describes his experience of the
ethics committee, as “colleagues there who I might dis-
cuss things with. And that can be a discussion in a per-
sonal way because oh I did this, I’ve had this conversation
with parents, it affected me in this or that way” (Physician,
Netherlands). Others find support in a less formal setting
than in the full committee, but still involving the bioethics
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service. For example, if those “who are taking care of the
child feels a moral problem, we can discuss it and that’s
less formal” (Intensivist, Netherlands). Communication of
this type seems fundamental in terms of the function of a
bioethics service in allowing personal debrief for the
physicians from the challenges faced.

If a physician understands the bioethics committee’s
communicative role as a primary decision-maker, this
negatively influences their perception of its support. A
common perception among our participants is that the
bioethics service is important in helping to consider the
decision, but is not valued as a decision-maker itself:

“I have never yet found an ethics consult to really help very
much. Because I think a lot of it is decision by committee.
And committees don’t take a stand. They try to give a
balanced view of things. Well maybe I don’t come in with a
balanced view but like you know, so I’ll be honest, I don’t
think we’ve ever had a time when the goals of the patient and
the goals of the family have been so far apart that we
[physicians and family] can’t figure it out” (Intensivist,
United States).

The perception of a “decision by committee” reflects
for the physicians a sense of being disengaged from the
reality of a situation, or that any resolution is so diluted it
does not benefit anyone:

“eventually they got to an end, I wouldn’t say a solution, but
they got to an end. And then a couple just kept going until the
kid just coded and died. It like sucked” (Intensivist, United
States).

Acceptance of Diverse Values

Many physicians felt that support from bioethics was
important in the acceptance of the diverse values of all
participants in a discussion around a bioethical issue. The
bioethics meeting allows space to discuss distressing is-
sues, address fears of prolonging suffering or doing harm,
accepting decisions that may seem suboptimal but tol-
erable, and helping to move on. This theme is dependent
largely on the themes of trust and communication. For
example, the bioethics service provides a space to talk
about issues that are deeply unpleasant and distressing, for
example, when the choices are between two suboptimal
options “do we think that it’s fair to the child, is it
medically, is it useless what we are doing, are we pro-
longing suffering of the child?” (Intensivist, Australia).
The bioethics consultation in this sense is particularly
important in cases where there is dispute, such as if the
parents are unable to accept that their choice is causing
suffering to the child, or that the physicians feel that this
suffering is enough to warrant not giving the technology.

The physicians valued the bioethics service as it provides
an opportunity to consider all aspects of formulating a
treatment plan. The perceived support from bioethics
services in helping physicians accept what they judge to
be apparently suboptimal situations, particularly if they
are not aligned to the personal values, were valued highly
by many of the physicians interviewed:

“on the one hand I’d say who am I to overrule that and why is
my thought about this kind of situation, why would it be
better or more correct or whatever. On the other hand it has,
yeah you have got your own way of thinking about these
things and it feels wrong to do such a thing. So often we
would, yeah we would have discussion with the whole team,
if we find ourselves in such a situation”. (Intensivist,
Australia).

An important means of achieving this support is by
ensuring that the bioethics discussion is comprehensive.
Physicians regarded the bioethics service as valuable in
helping those with different opinions to accept a status
quo that for them is less than optimal, but nevertheless
adequate. Our participants appreciated this means of
avoiding distress, or at least coping with distress, and
enabling them to continue working effectively in a team:

“So we’ve had discussions where there have been complex
decisions at a round table with an ethical consult, with a
formal ethics group and we all accept the fact that once a
decision is made you move on” (Intensivist, Australia).

Discussion

This research has identified key elements of the percep-
tions physicians have of their relationship with bioethics
as a supportive or unsupportive service, which seem
common across the different countries in this study.
Within the research team there was a continuous focus and
discussion on the criteria for rigor by Guba and Lincoln
(1982). This was extremely valuable in decision-making
on every element of the study, particularly when gathering
and analyzing data during the unprecedented pandemic.

Managing the human consequences of making such
decisions while caring for a profoundly ill child is highly
charged and complex. The physicians in our study all
understood this experience to be an essential and generally
rewarding part of their work, an attitude echoed by Thorne
et al. (2018) in an exploration of PICU nurses. The
physicians understand and perceive bioethics as support in
different ways: as part of their institution and working life,
as a framework on which to base discussions, as a focal
point and arena for open discussions, and on an individual
level as a means of personal support. What makes these
interactions satisfactory or unsatisfactory to the
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physicians are the presence or absence of trust, com-
munication, and acceptance of values. The discussion is
structured around these three key themes, reflecting the
literature and key findings on the successful functioning of
bioethics services to support clinical care, which collec-
tively form amodel for successful functioning of bioethics
services to support clinical care (Figure 2).

The Importance of Trust

As with all successful relationships, trust within the in-
volved parties is essential, particularly in cases where a
child’s life or death, and the future personal, family, social,
and economic well-being is the object of the discussion.
The notion of bioethics input and services being in a place
of trust seems essential in order for physicians to feel
supported in decision-making at this point in a child’s care.
Placencia and McCullough (2017) discuss the importance
of bioethics services in assisting decision-making in a
neonatal context; particularly as the context of such de-
cisions is highly charged and emotional (Cricco-Lizza,
2014). Wocial et al. (2017) stress the value of timely
bioethics consultations to lessen conflict and moral distress
among physicians and parents, as well as reducing the time
spent in making decisions in PICU. Our participants ex-
pressed similar views in this research. Wocial et al. (2017)
observed that trust in the bioethics team was present when
its input was proactive and timely; as opposed to bu-
reaucratic, intimidating and distant from the lived experi-
ences of the physicians. Our research found that when the
bioethics services were accessible and appreciative of the
nuances of decisions and consequences, the physicians felt

supported. Conversely, if they felt that bioethics lacked
understanding of the context of critical decisions, the
service had little to offer above what the physicians could
decide amongst themselves; in a few cases, physicians
perceived the bioethics service as actively harmful.

Consistent with the literature, our study found that there
are different expectations of the role of bioethics services in
clinical deliberations. This mirrors our findings in the lit-
erature that bioethics services are nationally and interna-
tionally very different in their remit and their membership
(Hajibabaee et al., 2016; Kesselheim et al., 2010). Much of
the research into bioethics services are from single-center
sites, for example, Gold et al. (2011), Jansen et al. (2018),
McDougall and Notini (2016). Kon et al. (2016) describe
physicians’ criticism of bioethics for not providing an
answer, or not having the right answers in challenging
situations. A survey by Bucher et al. (2018), found that
nearly half of the health professionals in PICU considered
hospital bioethics services to be the “ultimate decision
maker,” compared to one tenth who felt that this role should
be carried out by the physicians, and just over a third who
felt that it was the parents who had the final say. In contrast,
research by Abdel Razeq (2019) found that although most
physicians felt that bioethics involvement was beneficial in
end-of-life decision-making, most felt that the bioethics
role should be in setting general guidelines and facilitating
discussions rather than intervening in decisions about in-
dividual cases. These differences in expectation may well
contribute to the variation in felt support from bioethics
expressed by physicians in this study. Some felt they should
make decisions without any bioethical assistance, and only
use bioethics services as a last resort, an attitude echoed by

Figure 2. Model for successful functioning of bioethics services to support clinical care.
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Nguyen and Ho (2013). This situation is in contrast to what
we know about the remit of clinical bioethics services by
clinicians. There is a gap in expectation or understanding of
the role and capacity between these two professions, which
demonstrates an urgent need for education.

Another important facet of trust is that bioethics relies
upon professional trust between all involved parties
(Stevens et al., 2011; Thorne et al., 2018). Bioethics
discussions involve many different individuals, all of
whom can review the same evidence and come to different
conclusions. The art of consensus relies upon respecting
the views and productive discussions to agree a way
forward (Wilkinson & Truog, 2013).

Where there is trust that the bioethics service conduct
discussions with good knowledge of the context and
nuances of each decision and its ramifications, the phy-
sicians were more likely to engage. In our study, the
physicians who had had good experiences, and resulting
trust in the benefits of bioethics discussions, felt more
supported than those who had negative experiences, or
who had felt let down. Reiter-Theil (2012) concluded that
ethics must acknowledge empirical research, and that
there is always a gap between ethical norms and the
human practice. Although the ethical norm must take
precedence, an element of pragmatism is essential. One
way of acknowledging this need for pragmatism is the use
of what has been termed the parental zone of discretion
(Lantos, 2018). Where a treatment cannot be ethically
determined as providing clear benefit, or clear harm, then
a pragmatic decision must be made either in terms of the
child’s right to treatment, or by following the choices of
the parents (Kon et al., 2016). However, in practice, the
optimal choice can be difficult to determine, and trust in
all those involved is essential. There are no exact delin-
eations of the parental zone of discretion; individual
circumstances, the condition of the child as well as social,
political, cultural, and other norms of behavior influence
the decisions (Lantos, 2018). An element of trust in the
integrity and professionalism of all partners is essential for
this aspect of bioethical and clinical decision to function
(Stevens et al., 2011; Thorne et al., 2018).

We found that the physicians who felt more supported
by bioethics were more likely to use the services to help
them make shared decisions, or to communicate with
parents in terms of what would be possible for their child.
Lantos (2018) argues that conducting long deliberate
sessions of discussion to find a solution to a child’s care is
not necessarily part of the physician’s skill set. However,
genuinely shared decision-making necessary for the ini-
tiation of long-term technology, or its withdrawal, can be
very challenging. This situation is where trust from
bioethics services is vital to ensure the identification and
amelioration of implicit bias and irrational thought pat-
terns or beliefs in group-discussions, which is particularly

important when there is no clear direction of treatment for
an individual child (Lantos, 2018).

Facilitating Communication to
Support Problem-Solving

Being able to discuss sensitive and difficult issues within a
group, not only depends upon elements of trust, but also in
being able to communicate effectively. Our research
found that having diversity of opinion and of professions
in bioethics committees or meetings were valued by
physicians, which was perceived as supportive in helping
resolve differences and come to a treatment decision about
a complex issue. Roscigno and Swanson (2011) dem-
onstrate the importance of broad communication, and
Morrow (2015) underlines the benefit of seeking advice
from experienced clinical ethics committee in the context
of withdrawing technology at the end of life. Over time,
bioethics committees have attempted to evolve to meet
changing needs, for example, moving from domination by
physicians to becoming more interdisciplinary in order to
achieve better communication. The nature of the current
discussions have consequences far outside the purely
medical but may influence future issues for many years
(Henderson et al., 2018). Our respondents felt that if
representation was not comprehensive, for example, if
nurses were included or if one individual dominated the
discussion, which undermined the value of an interdis-
ciplinary bioethics committee. One important aspect of
communication valued by our participants was a recog-
nition of the need for the bioethics service to manage a
discussion and help clarify the goals of care for each
individual child in order to facilitate a conclusion. This
function is reflected in the literature, which shows how
bioethics is regarded by many clinicians as a useful means
of working through a problem (Johnson et al., 2015;
McDougall & Notini, 2016; Rallison & Raffin-Bouchal,
2013). A challenge to achieving this support occurs if the
ethics committee is not easily accessible. As Linney et al.
(2019) suggest, it can take time to access bioethics sup-
port, and time to resolve difficult ethical issues. Bioethics
services that are more agile, whether they contain large
committees or consist of smaller, more ad hoc ethical
discussions, seem to be more valued where they are
available (Leland et al., 2020). In wider discussions about
the ethical climate in PICU, a core contributor to a positive
ethical climate was the facilitation of equal involvement of
interdisciplinary professionals in ethical discussions about
the care of children with technology dependence in PICU
(Moynihan et al., 2021).

Participants in this study expressed that they often only
consult bioethics services if there is a situation that seems
unresolvable, or there is a concern about a dispute with the
child’s family. Johnson et al. (2015) found that family
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constraints on physicians ability to treat, or if the family is
insistent on treatment considered unnecessary, is a major
cause of moral distress among clinicians. Although the
research on bioethics services suggests that a means of
avoiding dispute is to engage earlier in the process, in
reality early engagement does not always happen (Weise
et al., 2017). Preisz (2019) points out that physicians’
training in decision-making is generally oriented towards
agile thinking that results in confident and immediate
decisions. The slow, deliberative nature of shared
decision-making around the initiation of life-sustaining
technology is very different and can be very difficult to
achieve. The input of the bioethics service can be in-
valuable in guiding the communication through the use of
an ethical framework; and as a result, helping satisfy all
parties that the best path is being taken (Lantos, 2018).

Acceptance of Diverse Values

Professionally it is difficult, if not damaging, to continue
working in an environment where you do not agree with a
decision. The literature surrounding moral distress dis-
cusses this at length (Hamric, 2014; Johnson et al., 2015).
The physicians in our study generally expressed the need
to accept decisions and move on in order to work ef-
fectively within their teams, and valued the contribution of
bioethics services in order to help them understand the
reasoning behind a decision (Kirsch & Munson, 2018).
This process does not change the reality of the situation
but allows the individual clinician to understand the ra-
tionale. There is no requirement to agree, rather there is to
understand. Without such support, living through these
dilemmas can become mentally harmful.

To a great extent it is the trust in bioethics services to
help with decision-making, and effective communication
that contributes to the ability to accept decisions that are
not necessarily aligned with individual views and values.
In addition, physicians more readily accept input from
bioethics when there is also consideration for the wider
cultural context of any decision. Brick et al. (2020) found
that there were considerable differences between the
views of bioethics, and those of the public. There also
remains an important influence of physician’ and parental
values in any decision that is made (Roscigno et al., 2012).
Johnson et al., (2015) found that even when shared
decision-making is sought, physicians retained a “pro-
tective paternalism” (p. 13) towards their patients, that the
care goals align with “the clinicians’ personal sense of
what would be in the child’s best interest” (p. 13). The
researchers proposed that this perception might influence
physician reticence to seek bioethics input to support their
decision-making. In our research, we found that if the
bioethics services were not valued, or were viewed as a
threat to professional decision-making, then acceptance

was harder to gain. Hamric’s research (2014) on moral
distress also showed that reasons why bioethics were not
consulted included fear that they would take over, or the
implication that a bioethics consultation would imply that
the physician team was inadequate or unable to do a good
job. This misconception was also implied by some of our
participants, who felt that bioethics committees who were
reluctant to make a decision were not worth consulting;
and others who felt that the bioethics have no place in
making a decision. The confusion in expectation of what
the bioethics services should be for is a reflection of the
differences in bioethics services across countries and
institutions. This situation interfered with the ability of
physicians to accept situations, and reduced felt percep-
tions of bioethics as a source of support.

Limitations

We were unable to interview participants face-to-face
because of the COVID-19 pandemic in 2020. Instead,
we interviewed remotely using Zoom video conferencing.
This restriction potentially limited opportunity for inter-
pretation of the meanings of the conversations in terms of
non-verbal engagement, but we took additional steps
before each interview to build a relationship with the
participant, such as a series of short emails to introduce the
researcher, the project, and the web link for interview.
These measures helped to ensure that the interviewee felt
as relaxed as possible before and during the interview
process (De Chesnay, 2014, pp. 20–21 & pp. 53–56;
Howitt, 2019, pp. 65–66). In addition, conceptualizing a
bioethics service and its functions was difficult because of
the wide variation across settings and countries. Never-
theless, this research aimed to understand the lived ex-
periences of the physicians’ perspectives on the bioethics
services they encounter.

Conclusion

This exploration has provided a picture of the lived ex-
periences of physicians of the functions of bioethics at the
point of care when a child is likely to need technology
dependence to survive. The success of these functions
depends upon: the foundations of trust and integrity, fa-
cilitating communication and acceptance of situations that
are challenging and, largely, beyond further control of the
physicians. This conceptual triad of dependencies offers a
model to guide future research in this area. The physicians
expressed the need to share the burden of ethical decision-
making and implied that doing so is essential in order to
continue caring for children who are at the edge of life.
Bioethics services have the potential to help physicians
gain clarity and objectivity over complex situations,
provide advice and support in their considerations. In
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some institutions, it is very successful in performing these
functions. However, where the bioethics services are dis-
engaged from the work of the clinicians, either because of a
lack of institutional commitment, a lack of independence,
or lack of knowledge, the perception of support from
bioethics by physicians is negatively affected. This nega-
tivity can increase beyond feelings of being unsupported, to
an avoidance of bioethical help, despite evidence to suggest
its potential utility, and moving towards a perception that
the service is out-of-touch or potentially actively harmful.

The perceptions of bioethics from the clinicians inter-
viewed showed that establishing clarity in the purpose and
remit of bioethics’ services in their contribution to medical
deliberations is vitally important. If the clinician expects all
discussions with bioethics to conclude with a final decision,
it can be frustrating when it does not happen. On the other
hand, if the physician regards bioethics as an outside
decision-making agency, disconnected from the reality of
PICU, the service may be resented. Indeed, in this situation
it is seen as a sign of failure if a physician has to “resort to
ethics” if they have been unable to conclude a discussion
themselves. In this type of scenario, rather than a source of
support, bioethics becomes a source of threat.

The bioethics services themselves need to tread a fine
line to make working at this point in care delivery easier.
Successful support depends upon understanding of each
participant’s values and aims for any consultation. In ad-
dition, pragmatic awareness of the wider cultural envi-
ronment seems to improve perception of the support
provided by bioethics input into decisions. Future research
should explore the nature of communication between
physicians and bioethics services and the effect of different
structures of bioethics services; the perspectives of
the members of bioethics services; the perspective of
parents; and the perspectives of other health care profes-
sionals, and hospital boards in terms of the changing en-
vironment of technological medicine in PICU. Decision-
making for children required life-sustaining technology is
becoming increasingly challenging and this research would
support further development of trust, communication and
acceptance of values across the PICUs and bioethics
services.
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