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The heart of palliative care is relational: s
a scoping review of the ethics of care
in palliative medicine

Sophie Bertaud'?", Dominic Wilkinson** and Maureen Kelley>®

Abstract

Background Palliative care, perhaps more than any subspecialty in healthcare, is deeply relational and engages
patients and families at times of great vulnerability. Ethics of care, or relational ethics, developed through
contributions from feminist ethics, offers conceptual tools and ways of thinking that seem especially suited to
palliative care practice.

Aim To identify and describe studies and theoretical analyses applying the ethics of care to palliative care (both adult
and paediatric), specifically, its use to guide and improve practice and education for palliative care practitioners.

Design We conducted a scoping review of six databases covering clinical, social science and normative ethics
scholarship and conducted a thematic analysis of the findings and ethical discussions or arguments.

Data sources Databases searched included PubMed, CINAHL, PsychINFO, EMBASE, Web of Science and Philosopher’s
Index from 1982 to November 2024.

Results 30 publications meeting our inclusion criteria were identified. Major themes reflected the relational
obligations, attributes and character traits ideally developed in palliative care providers in their work and relationships
with patients and families, including responsiveness, connectedness and hope, as well as in caring for ourselves and
each other on palliative care teams. An emerging literature recognises the special guidance for palliative care for
children.

Conclusions Clinical and ethical scholarship in palliative care reveals a valuable but still underexplored connection
between the ethical commitments within the ethics of care tradition and palliative care training and practice. Ethics of
care addresses important gaps in training, particularly having to do with practitioners'relationships and ways of being
with patients, families, colleagues and themselves.
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Background

Relational ethics is an attempt to ground healthcare in
our commitments to each other. While theoretical posi-
tions vary, the ethics of care tradition is guided by shared
recognition that human beings are interdependent, and
need respect, protection, and care [1]. Understanding
how our embodied interdependence informs our ethical
obligations to one another and ways of being and doing,
requires greater attention to relationality, contextuality,
vulnerability, and attention to power [2]. According to
this approach, an ethical approach to decision making
requires attention to the issues of power that are inherent
in health care decisions and interventions, the vulnerabil-
ity and dependency of those that are ill, and the role of
emotion in authentic human experience [3].

Palliative care seeks to improve quality of life by
addressing the physical, psychological, social and spiri-
tual needs of people facing life-threatening illness, and
their families [4]. Palliative care is arguably a medical
specialty grounded in the principle that a positive rela-
tionship between patients and their care team is essen-
tial to the delivery of effective palliative care [5]. Ethics
of care is a normative ethical theory which developed
through contributions from feminist ethics in the 1980s
and argues for the moral preferability of a relational care
perspective, which focuses on the needs of those that one
cares for in relational contexts, over and above abstract,
universal principles [6]. In the same way that pallia-
tive care recognises the importance of the relationship
between practitioners and patients, ethics of care empha-
sises that caring well both requires, and is an expression
of, a caring relationship. It requires one to care about the
person you care for, to engage with their will and to pay
close attention to the context and the particulars of the
individual person [7]. Critics of ethics of care argue that
it valorises femininity and risks reinforcing gendered
stereotypes of caregivers which might expose those who
deliver care to exploitation or a loss of integrity [7]. Fur-
thermore, because it rejects abstract principles, care eth-
ics has been accused of being ambiguous, and for failing
to offer concrete guidance for ethical action [8].

This scoping review explores what ethics of care may
have to offer to support the practice of adult and espe-
cially paediatric palliative care. Paediatric Palliative Care
is now established as an important subspecialty within
paediatrics which focuses on the care of children and
young people with life-limiting conditions, but which
also importantly encompasses the care and support of
their parents/carers and wider family. Within the pae-
diatric setting particularly, nurturing relationships are
pivotal to providing care and hence this review sought to
interrogate the potential application of ethics of care to
this field.
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Methods

This review is part of a larger normative and empirical
ethics study on antenatal palliative care ethics. As such,
we were interested in prior applications of ethics of care
or relational ethics to palliative care in general, as well
as to paediatric palliative care specifically. We sought to
identify normative or theoretical publications relating to
the ethics of care and palliative care. There are recognised
challenges in reviewing both normative and empirical lit-
erature in a single review but a systematic scoping review
approach can offer the means of identifying key ideas in
particular areas of bioethics and critically engaging with
them [9]. We utilised the first 5 stages of the 6-stage pro-
cess as proposed by Arksey and O’Malley [10] as follows:

Identifying the research question;

Identifying relevant studies;

Study selection;

Charting the data;

Collating, summarizing, and reporting the results;
and.

6. Consultation with practitioners/consumers.
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The sixth stage—consultation with practitioners/con-
sumers—is an optional stage. As this scoping review
is part of a larger project, involving patient and pub-
lic involvement representatives and collaboration with
key stakeholders in paediatric palliative care, the sixth
stage is an ongoing element of the wider project and did
not directly inform this review. A PRISMA for Scoping
Reviews (PRISMA-ScR) checklist is provided Supple-
mentary File 1.

Stage 1: identifying the research question
The research question was developed by SB, DW and MK
following informal discussions with both palliative care
practitioners and bereaved parents. The research ques-
tion was defined as follows: how does ethics of care apply
to palliative care (both adult and paediatric)?

In answering this question, this scoping review aimed
to collate evidence relevant to the following secondary
research questions:

— How can ethics of care illuminate the key activities of
palliative care practitioners?

— How can ethics of care guide and improve palliative
care practice?

— What is the role of ethics of care in palliative care
education and training?

Stage 2: identifying relevant studies

We searched six databases (PubMed, CINAHL,
PsychINFO, EMBASE, Web of Science and Philosopher’s
Index) to identify relevant studies published between
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Table 1 Search strategy

Query 1 Query 2
“ethics of care” “palliative care”
OR OR
"ethic of care” AND “supportive care”
OR OR
“relational ethics” “end of life care”
OR OR
“feminist ethic*” eol
OR
eolc
OR
hospice
OR
“life-limiting condition”
OR
llc
OR

“life-threatening condition”

1982 (when care ethics was first explicitly articulated
by Carol Gilligan [11]) and November 2024. The search
strategy was defined with the support of a librarian from
the Bodleian Health Care Libraries. Several search strate-
gies, using a variety of search terms, were tested to bal-
ance scope and ensure target test articles were captured
before settling on the strategy outlined in Table 1. The
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search was conducted in February 2024 and updated in
November 2024.

Stage 3: study selection

After duplicate records were removed 210 study abstracts
were screened by SB of which 139 studies were excluded
as they did not relate to the research question. 78 full
text-articles were assessed for eligibility, 7 of which had
been identified by additional citation searching. Reports
were excluded if they did not relate to both ethics of
care and palliative care, if the report was not available
in English or constituted a conference abstract. 7 papers
were retrieved with a focus on assisted dying, one of
which also did not relate to ethics of care; the remain-
ing 6 papers were excluded as they primarily considered
the legalisation of assisted dying in Canada and their
focus was felt to be too specific to answer the research
question. Any reports where the decision of whether to
include the study was unclear were discussed with a sec-
ond reviewer, MK. A total of 30 studies were included in
the final review. Figure 1 shows the PRISMA flowchart
for this literature search.

Stage 4: charting the data

Data from the 30 included studies was charted using a
spreadsheet in Microsoft Excel based on the following
study characteristics:

Records identified from:
Citation searching (n = 7)

A

Full-text articles assessed
for eligibility
(n=7)

Reports excluded
(n=3)
Not ethics of care (n =1)
Not palliative care (n=2)

= Records identified from: Pessls Emeved e
'% Erl?lleeE ((n = gg)) screening:
o n= 3
% PsycINFO (n = 39) ?:F):“if;tf) records removed
K EMBASE (n = 74)
= Web of Science (n = 79)
Philosopher’s Index (n = 61)
Records screened: Records excluded:
(n=210) (n =139)
j=)
£
=4
8
G Reports excluded
@ A (n = 45)
Full-text articles assessed Not in English (n = 8)
for eligibility Not ethics of care (n = 21)
(n=71) Not palliative care (n = 6)
Assisted dying (n = 7)
Conference abstract (n = 3)
B3 Studies included in review
E] (n=230) _
[S) «<
£

Fig. 1 PRISMA flowchart
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+ Author.

+ Year of Publication.

+ Country of origin.

« Title.

«+ DPublication type (journal article, thesis).

« Focus on adult or paediatric palliative care.
+ Study aim.

» Main arguments.

«+ Study recommendations.

Table 2 Lists the studies included. A sample of the papers
were also reviewed by a second reviewer, MK.

Stage 5: collating, summarizing, and reporting the results
A thematic content analysis approach [42] was used to
identify, collate and summarise the data according to
central ethical themes. We applied a conceptual ethics
framework with a list of prompts and questions designed
to help draw out the key ideas at the intersection between
ethics of care and palliative care. Conceptual codes were
developed from ethics of care theory and a list of ten-
tative codes was created and modified iteratively. Our
approach is detailed in Supplementary File 2.

Once initial coding was completed, the team met to
review how the codes related to each other and to iden-
tify patterns among them, leading to the creation of the
themes and sub-themes outlined below. Throughout the
process, the reviewers made notes and discussed ideas
within the research team.

Results
The papers included in this review came from a wide
range of countries, including China, Brazil and Iran,
although were predominantly from Western Europe and
North America. All considered palliative care as deliv-
ered by medical, nursing and allied health professionals,
although many papers emphasised the special role that
the nursing profession can play in delivering palliative
care with an ethics of care focus. Given that care ethics
emerged from nursing ethics practice and scholarship,
it is not surprising that authors reinforced this connec-
tion, as stated by Grealish “palliative care nurses are well
placed to promote and research the ethic of care” [21].
The overarching theme emerging from the literature
was the interconnectedness of patients and health care
providers in palliative care. Ethics of care teaches that the
interests of carers and those that are cared-for are impor-
tantly intertwined rather than simply competing [43] and
this was strongly reflected in our findings. Beneath this
over-arching theme of the interconnectedness of patients
and healthcare professionals working in palliative care,
three key themes were identified: our ways of being
with patients and families, our ways of being specifically
with paediatric patients and their families, and our ways
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of being with ourselves and each other on care teams.
Within these three themes several sub-themes were
developed as outlined below.

A cross cutting finding throughout the data was that
both our day-to-day practice in palliative care and the
education and training of all health care profession-
als who encounter palliative care patients, can be richly
informed by an ethics of care.

Ways of being with patients and families

The majority of the papers in the review discussed the
importance of ways of being with, and related to, patients
receiving palliative care and their families. This included
the emotional dimensions of being present during a
transition that everyone will navigate in their own way.
Within these papers ethics of care was able to illuminate
the daily practice of care giving and the skills it requires,
such as attentiveness, and highlight areas where care
could be improved or could respond to new challenges
or circumstances such as the Covid-19 pandemic or the
integration of digital health into palliative care. With this
focus on relationality, three key sub-themes emerged:
being with responsiveness and respect, being intercon-
nected with empathy, and being with hope.

Being with responsiveness and respect

Concepts central to the ethics of care such as attentive-
ness, responsiveness and respect were highlighted as key
skills necessary for high quality palliative care that meets
the needs of palliative care patients and their families.
Palliative care is at its best when it is carefully tailored
to the needs of the patient, and able to respond (and to
adapt) to the shifting needs of an individual over their
life course. One of the strengths of an ethics of care was
thought to be the way it encourages a delicate balance
between recognising and being attentive to patients’ and
families’ immense vulnerability at the end of life while
remaining responsive to their wishes and respectful of
their autonomy in health decision-making. Morberg Jam-
terud [26] discusses how patients in need of palliative
care are often labelled as vulnerable but that by adapting
a relational concept, vulnerability and autonomy need
not stand in opposition to one another. Fostering rela-
tional autonomy requires a trusting interpersonal envi-
ronment, and nurses are suggested as being particularly
suited to facilitating this through continuous interper-
sonal discussions both with patients, families and within
the healthcare team. As highlighted by De Vries and
Leget [18]“being attentive and responsive to the patient’s
perspective seems to be a major precondition for deliv-
ering good quality care attuned to the need, perspective
and vulnerable position of patients”.
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Being interconnected with empathy

Elements of interdependence and connectedness or
interconnectedness also featured in many of the papers.
Care ethics understands interdependence as a necessary
aspect of the human condition; we will all be dependent
on others for care at some point in our lives. Intercon-
nectedness is a related concept, whereby we are linked
together as people, our interests are aligned, and our
well-being depends on each other. When healthcare pro-
fessionals are able to recognise their shared humanity
with their patients and empathise with their experiences,
this allows a caring relationship to develop where human
suffering is shared, and patients feel truly accompanied,
as they approach the end of their life. As Leung and
Esplen [25] explain:

Relational ethics respects the needs for autonomy
but also dependence, dignity but also connectedness.
Only when clinicians recognize their shared mortal-
ity, can they imagine facilitating a journey of dying
that can culminate to a good’ death.

They argue that to connect to their patients, clinicians are
required to develop their moral sensitivity such that they
actively engage with a patient’s existential distress, recog-
nise their own vulnerability and embody this sensitivity
in their practice. Such a way of being doesn’t necessar-
ily involve ‘doing’ per se and sometimes simply offering
mindful accompaniment to a patient may be sufficient.
As Guité-Verret et al. highlight, “one’s presence allows
one to see and meet the other as a subject similar to one-
self [22]” There is a crucially an element of reciprocity
in such exchanges; caring moral obligations are based
upon a notion of give and take, or two-way exchange.
For Guité-Verret et al. “a dynamic of reciprocity is initi-
ated when the clinician witnesses and inherits the work
that the patient accomplishes in the face of suffering and
death [22]”

The ethics of care tradition also helpfully centres fam-
ily relationships in healthcare, which is especially impor-
tant in care at the end of life when shifting from curative
interventions to supporting patients and their families in
meaningful time together. There may be important deci-
sions affecting others in the family, and health care pro-
fessionals may be navigating different views about what
the patient would have wanted when they are no lon-
ger able to voice their wishes or when their wishes are
unknown. Several of the papers discussed the strengths
of interconnectedness in paediatrics which will be dis-
cussed below.

Being with hope
For a number of the authors included in this review, being
with patients at the end of life also requires allowing a
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space for hope. Leung & Esplen [25] discuss the positive
psychological effects on patients with terminal illness of
maintaining hope in their attitudes about end of life, even
when beyond curative treatment. A relational care ethics
encourages palliative care teams to be aware of how their
presence, emotions, tone, and language can either create
space for a hopeful and positive attitude toward dying, or
undermine it. Leung & Esplen go on to argue that health
care professionals play a critical role in creating the emo-
tional space around the end of life and “therefore, clini-
cians are urged to look beyond dominant discourses
about pain and symptom management and consider cre-
ating personally meaningful deaths to preserve meaning,
purpose and hope” [25].

Pergert and Liitzén [30] address the challenges faced
by many clinicians of having to balance truth-telling
within the caring relationship, but they conclude that
“hope must always be inspired” Instead of focusing on
autonomy as the only guiding principle, the authors
propose that relational ethics can serve as a meaningful
perspective in balancing truth-telling. Hope in palliative
care practice has traditionally been framed as a simplis-
tic tension between the physician who tells their patient
the truth about their diagnosis and thus respects their
autonomy versus the physician who allows their patient
to retain false hope about their future. Olsman et al. [28]
also address this tension and describe how, in reality,
patients will naturally oscillate between feelings of hope
and empowerment and feelings of loss of hope and suf-
fering. Sharing hope can be a powerful tool in bonding
between specialist physicians and their patients. Olsman
et al. [28] draw on relational ethics to offer a theory of
hope in which “healthcare professionals sensitively attune
to patients’ and family members’ suffering and hope” and
are able to balance both these emotions simultaneously
within reciprocal caring relationships.

Ways of being with children and their families
Of the six papers with a paediatric focus, including case
reports, shared clinical reflections, and one review, a
strong theme emerged in relation to the fit between
relational care ethics and the complex decision-making
which occurs in paediatric palliative care. All six papers
addressed shared decision-making and offered femi-
nist ethics or ethics of care as a means of unravelling the
often-complex ethical dilemmas which emerge when dif-
ficult decisions are being made about treatment for criti-
cally unwell children. Similar concepts to those present
in the adult literature of interconnectedness, compassion,
respect and autonomy, and the importance of hope were
present throughout the paediatric papers.

Ethics of care is presented as particularly helpful for
helping professionals to appreciate the ‘intricate and inti-
mate’ [41] network of relationships surrounding a child
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and including this as a relevant moral consideration
when making decisions. Being with children in paediatric
palliative care emerges as a practice which necessitates
seeing the child as part of a wider network of relation-
ships. Brierley & Larcher [36] emphasise this:

Reviewing the case of the boy in this light allowed the
interpersonal relationships that exist within families
and social groups to be accorded primacy. It enabled
the setting aside of basic considerations of the child’s
autonomy or conflicts between competing duties or
rights. When this case was considered in such terms
the love inside this, or indeed other families, was
afforded more weight, and the child seen in his role
as som, sibling, schoolmate, friend and brother.

Relational ethics can enable health care professionals to
recognise and respect a child’s connectedness to those
around them, especially their parents. As discussed by
Whitty-Rogers et al. [41]: “This approach to ethics rein-
forces the call to connectiveness and compassion, and
a commitment to those in one’s care” Because a child is
more deeply dependent on parents and family than many
adult patients, an ethics of care underscores the impor-
tance of recognising from the outset that palliative care
paediatricians are emotionally caring for the parent(s)
as much as for the child. Walter and Ross [40] acknowl-
edge the profound challenge of respecting both parental
autonomy and the developing autonomy of the child and
argue that a relational model of autonomy in paediatric
palliative care “provides clinicians with ethical justifica-
tion for directly engaging families in difficult conversa-
tions that acknowledge emotions and for offering parents
guidance on the breadth of decisions that can express
their love for their child”

Furthermore, several of the papers suggest the role of
ethics of care in helping to give a voice to the child them-
selves, by allowing professionals to tune in to the reali-
ties of the child’s life. As Whitty Rogers et al. [41] suggest
“To learn how children think, nurses must first listen to
children to be able to relate to them. Hearing children’s
voices fosters their choice” Moreton [37, 38] argues that
the ethics of care is preferable to other normative ethi-
cal approaches, such as those which focus on traditional
principles in biomedical ethics, for allowing care which
reflects the reality of most children’s lives and allows
them to be involved in decision-making. Being attuned
to family relationships can help support trusting relation-
ships with families and enhance decision-making, par-
ticularly in ethically complex situations. For example, as
an adolescent in cancer treatment transitions to palliative
care, an ethics of care may draw attention to the patient’s
dynamic with protective parents through a long and dif-
ficult treatment course and signal the patient’s need to
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voice their feelings and wishes in transitioning to symp-
tom-focused care.

The paediatric papers frequently touched on how dif-
ficult it can be for both parents, and health care profes-
sionals themselves, to give up on the hope for a child’s
survival and how this frequently acts as a barrier to
engaging families in conversations about palliative care.
Palliative care practitioners, particularly nurses, may find
themselves at the bedside at a quiet moment of the night
when a parent or a child wants to talk. Whitty Rogers et
al. [41] emphasise what a ‘powerful position of trust’ this
is, and how crucially being honest and open with chil-
dren instils hope and provides support to them.

Ways of being with ourselves

Alongside the importance of being with patients and
families in palliative care practice, reviewed papers
emphasised the importance of paying close attention to
how as health care practitioners we consider self-care
and care for each other given the especially close emo-
tional connections we have with patients and families
and the emotional intensity of the work. Particularly in
the palliative care space, patients and their care providers
cannot help but share the distress that patients and fami-
lies experience in this deeply relational work. Two sub-
themes emerged under this concept: caring for ourselves
and each other, and training for this work.

Caring for ourselves and each other

Throughout many of the included papers, an ethics of
care approach to palliative care practice is posited as
being able to better meet patients’ and families’ needs,
but also to have an impact on the well-being of clini-
cians. Care ethics offers a lens with which to reflect on
one’s practice which may help practitioners to engage in
deeper reflection and understanding of the moral dimen-
sion of their work, especially when caring for patients at
the end of their lives. Gilbert and Lillekroken [20] reflect
on how in the care provided to nursing home residents
in their final days “care ethics can help nurses see and
understand the moral dimension of end-of-life care”
Similarly Leung and Esplen [25] argue that an approach
to care which is informed by relational ethics may lead
to greater work satisfaction for clinicians. Nogueira [27]
notes that through a commitment to deeper reflection
and understanding of the moral nature of their work,
professionals enhance the quality of a patient’s life but
also mitigate potential ethical tensions in their caregiv-
ing practices. A particularly poignant quote from Branch
[16] below, again emphasises the impact that a caring
approach can have on a professional’s well-being and how
it can connect us with each other within palliative care
practice:
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But to feel part of a community that values deliver-
ing the very best care, working with other caregivers
in this endeavor, and honing and practicing one’s
skills because they are morally meaningful can make
doctoring deeply satisfying.

Conversely the potential for moral distress associated
with palliative care practice is well appreciated, and an
ethics of care helps us recognise how distress may in
some cases be exacerbated by the deeply personal and
relational nature of the work. Peter and Liaschenko
[31] observe that “moral distress can be interpreted as
a response to constraints, or threatened constraints, to
the moral identities, relationships, and responsibilities of
nurses and other health professionals.” In care at the end
of life, the unrelenting course of a terminal disease along-
side scarce resources and time, can place limits on what
we would ideally hope to do for patients, leaving team
members with the distressing feeling that they could not
do enough. Ramvi and Ueland [32] discuss how profes-
sional relationships with a patient’s family can be a par-
ticularly difficult source of moral distress, as the next of
kin is often simultaneously someone who needs care and
someone who gives care to the patient. They note that
for nurses, in particular, it can be “emotionally difficult
to contain the anger and frustration expressed by next of
kin and at the same time obey orders from them as if they
were colleagues”

Training for this work

This collection of papers emphasised the highly intense
and emotionally demanding nature of palliative care
practice for health care professionals as well as the
importance of providing targeted education and train-
ing in order to equip staff with the necessary tools to
practice in this space. A capacity for self-awareness and
self-reflection was particularly emphasised as one of the
requisite skills for a palliative care practitioner. Tradi-
tional models of medical education have perhaps failed to
support clinicians in embracing their own vulnerability
and here ethics of care helps to elucidate the importance
of this capacity in order to help palliative care profession-
als to practice with compassion for both their patients,
and themselves. As Morberg Jamterud [26] explains:

To acknowledge vulnerability as a shared life condi-
tion one needs training in order to neither be over-
whelmed by one’s own vulnerability, nor become
invulnerable when facing vulnerability in others.

De Panfilis et al. [17] conducted interviews with both
doctors and nurses practicing in palliative care and
found that ethics of care emerged as a theoretical frame-
work that best reflected the belief systems of healthcare
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professionals, especially those assisting patients with
palliative care needs. They argue that ethics of care is an
appropriate framework for ethical training as it under-
scores the importance of intensifying relationships and
enhancing empathetic involvement and thus allows the
values of both patients and professionals to come to light
through the relationship of care. Olthuis and Dekkers
[29] point out that these intense human interactions seen
in palliative care may be able to offer valuable insights
across medical training curricula more broadly, with the
potential to “improve the ethical culture of health care as
a whole”.

Training professionals to work compassionately in pal-
liative care, however, requires that adequate support is
in place to help alleviate the moral distress potentially
associated with the role. Ramvi and Ueland [32] empha-
sise “the significance of having a manager that may facili-
tate systematic supervision where ethical reflections
and awareness of nurses’ ‘use of self’ in their practice is
in focus” Perhaps unsurprisingly the training of profes-
sionals in palliative care is also a relational endeavour and
relies upon structured mechanisms for supervision and
reflection and mutual support for colleagues.

Discussion
Where principled approaches to clinical ethics focus on
what ought to be done or decided, the starting point for
an ethics of care is that we are in this together, in rela-
tionship, facing illness or death together. Decisions about
what to say or do, and how to allow space for moral emo-
tions, flow from that connection with one another. As
such, there is a natural resonance between the philoso-
phy of ethics of care and the inherent value of the rela-
tionships that healthcare practitioners in palliative care
cultivate in their day-to-day practice. Particularly when
a patient and their family are facing end of life care we
recognise the importance, as described by Eva Feder Kit-
tay, of “giving care and responding appropriately to care,
empathy, and fellow feeling” [44]. We sought to evaluate
from the literature how ethics of care applies to palliative
care and found an overarching message that palliative
care patients, their families and the professionals who
care for them are crucially interlinked. This is the basic
premise of ethics of care or relational ethics, that there is
an ideal of human flourishing that is based upon a caring,
interdependent, embodied, and socially connected pic-
ture of human nature [45]. We found that when applied
to palliative care, relational ethics can help guide both
ways of being with patients and families and ways of
being with ourselves and each other on a palliative care
team.

Contrary to critiques of ethics of care that it is insuf-
ficiently action-guiding [46], this scoping review has con-
firmed that it is able to offer useful guidance for palliative
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care practitioners to shape and enhance the care they
deliver. In ethics of care, there is a recognition that to be
compassionate to another we are required to empathise,
to apprehend the other’s reality and to “feel what s/he
feels as nearly as possible” [1]. This requires the one-
caring to be receptive and responsive to the needs of the
cared-for. This ‘being with responsiveness and respect’
emerged as important for compassionate palliative care
practice which recognises vulnerability but simultane-
ously respects a patient’s autonomy. Similarly, ‘being
interconnected with empathy’ can have profound benefits
for patients and may improve care across both the adult
and paediatric spectrum. Whilst ‘being’ in this sense is
not necessarily an act of medical practice as tradition-
ally conceived, we would argue that orientation towards
others, attentiveness and the ability to hold space for oth-
ers, particularly at times of immense suffering, is a core
act of day-to-day palliative care practice. Much of the
moral action here resides in the mental preparation and
the mindful commitment to being present with patients
and relatives who are approaching the end of their lives
or who face existential distress.

Professionals often find hope to be a particularly chal-
lenging concept in palliative care and may struggle to
reconcile the fact that hope, which is generally ‘future-
orientated; is seemingly incompatible with the obvious
reality that palliative care patients have a necessarily lim-
ited future ahead of them [47]. Relational ethics can offer
useful guidance here by giving professionals the ability
to weigh up different considerations, such as the need
for hope and a sense of empowerment against the need
for honesty and compassion, within any particular given
patient relationship. By focusing on curious and respon-
sive relationships in palliative care, practitioners may
also be able to uncover the breadth of things that their
patients (and/or their relatives and carers) may be hoping
for, such as hope for reconciliation, for symptom control
or for the chance to make it home or to meet a particular
relative [48].

Finally, the review brought to light the insights that
the ethics of care can offer to palliative care practitioners
when considering their relationship with themselves and
the work that they do. The painful side of deep connec-
tion with patients and their families is sharing in the sad-
ness and range of emotions that accompany a patient’s
death. An ethics of care recognises distress as the rule
rather than the exception, encouraging greater prepara-
tion and support within teams and hospitals for those
providing palliative care. Integrating the fundamental
principles from ethics of care into education and train-
ing for practitioners has the potential to improve self-
awareness and strengthen compassion within care. The
literature highlighted how, with adequate training and
institutional support, an ethics of care approach may
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encourage professionals to find community and con-
nection in this work, reflecting on the meaningful-
ness of their practice in a way that offers greater work
satisfaction.

Special relevance to paediatric palliative care

Whilst there were only a small number of papers which
addressed the ethics of care in the context of paediatric
palliative care, our review highlighted the special rel-
evance to this sub-specialty. In paediatric palliative care,
we are faced with the distinctive dynamics of the child/
parent relationship which is embedded within a wider
family network (incorporating siblings, grandparents
etc.) and this makes the relational aspect of the ethics of
care especially apt. There is a network of relationships
acting in multiple directions— parent to child, parent to
health care professional and child to health care pro-
fessional— all of which are dependent on care. We have
noted in this review a particular relevance for complex
ethical dilemmas involving decision-making for critically
unwell children and for considering how to ensure that
children and adolescents have a voice in their care. By
taking a relational approach which recognises how chil-
dren and families are “always already entwined in rela-
tionships which embue their lives with meaning” [40],
this may allow professionals to help families to make
difficult decisions about a child’s care. Navigating hope
within paediatric palliative care can be challenging for
both parents and professionals [49] but trusting, compas-
sionate relationships informed by an ethics of care can
allow a space for both honesty and hope to coexist.

Future directions

While the review demonstrates a promising conceptual
case for a valuable connection between ethics of care and
palliative care practice, further normative work is needed
to fully articulate a palliative ethics of care. The few stud-
ies suggest the need for more empirical research, partic-
ularly in paediatric palliative care. We note that none of
the studies we found addressed ethics of care in the con-
text of perinatal palliative care. The theory may prove to
be especially pertinent to this nascent subspecialty within
paediatric palliative care where the interests of the fetus
or newborn baby are deeply entwined with those of the
parents, and expectant mothers experience unique vul-
nerabilities when receiving care [50, 51]. Finally, while
the papers reviewed were from a range of countries, they
reflected largely high-income settings and hospitals and
lacked a more diverse cultural representation of care eth-
ics in palliative care in, for example, African and South-
east Asian settings.
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Limitations
Our search strategy aimed to identify all relevant lit-
erature across multiple databases but there is a risk that
some relevant papers may have been overlooked. We
recognise that excluding papers which were not available
in English introduces the potential for English-language
bias and that we may have missed some valuable perspec-
tives by doing so. We did not search the grey literature as
we did not expect it would yield significant findings rel-
evant to our topic of interest, but this may have resulted
in missing pre-prints or patient stories published online.
Given the heterogenous nature of the papers retrieved
and the mix of conceptual or normative papers with
empirical studies, we did not perform a critical appraisal
of the papers for their methodological quality. In bioeth-
ics there is a recognised lack of suitable methods or crite-
ria for the quality appraisal of normative literature [52].
We acknowledge the potential for bias particularly
when interpreting conceptual papers and attempting
to amalgamate ideas into discrete themes. We ensured
that a second reviewer was consulted on which papers to
include or exclude and was involved in the analysis and
development of the themes. We also employed a con-
stant comparative approach throughout the analysis with
ongoing reflection and reflexivity to consider our own
personal and professional perspectives as authors.

Conclusions

The inherently emotional aspects of palliative care call
for greater attention to the moral emotions arising in
relationships with patients and families during a difficult
and potentially deeply meaningful time. Emerging work
suggests that an ethics of care offers useful conceptual
and practical tools for informing practice, training, and
ways of being with patients, families, and ourselves.
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