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This commentary brings together perspectives from an interdisciplinary group of researchers —
five trainees, a research manager, and a senior scientist — who share an interest in the emergent
field of childhood ethics® and pediatric palliative care. In reviewing the November list of citations,
we were especially drawn to Marty & Carter’s paper which considers how advances in perinatal
medicine have ushered in a range of new ethical challenges for families and clinicians. We chose
this paper for our commentary because it reminds us that biomedical ethics is — and should be —
a moving target. Keeping up with ethics in the perinatal world requires nuanced responses to the
interrelation of ever-changing technologies and social values.

The paper is important for many reasons, three of which we will outline here. First, it clearly and
succinctly highlights a range of compelling ethical issues that have arisen in perinatal care. We
especially appreciated the authors’ engagement with relational and narrative ethics frameworks
which go beyond the more common use of principlism to acknowledge that the best interests of
the fetus-newborn are “entwined and complicated” with those of the mother (and, we would add,
other family members). Second, the paper outlines knowledge gaps and key ethical questions
that urgently require the attention of pediatric palliative care researchers. A study might explore,
for example, the ethical implications of not having evidence-based bereavement programs in
place for families after a perinatal admission that resulted in the death of a fetus-newborn. A third
reason this paper stands out is that the authors go beyond describing ethical challenges, to
suggesting how clinicians can work with families to support shared decision-making and lessen
suffering while also reflexively considering how their own values and beliefs are implicated in
these discussions. Furthermore, they urge clinicians to advocate for practice changes, pointing to
evidence that early integration of pediatric palliative care, including advance care planning, can
positively impact perinatal care.
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Certainly, the authors touch on issues that could be further unpacked. For example, while they
point to the influence of clinicians’ values and beliefs in perinatal practice, it is important to also
acknowledge the embedded layers of social, structural, and institutional norms, values and beliefs
that mediate how shared decision-making unfolds in practice. As well, the authors introduce the
notion of ‘mercy’; it would be helpful to consider how this principle should be differentiated from
beneficence, and perhaps ‘put to work’ in providing an ethical foundation for transitioning from
aggressive medical care to comfort measures. We found ourselves drawn to competing
conceptualizations of the fetus-newborn as fundamentally embedded within a family unit while
simultaneously a separate being with independent interests at stake. It is important to better
understand how or whether clinicians reconcile these seemingly incompatible views as they
navigate ethical challenges in the perinatal world. As more children are living with medical
complexity, there is a pressing need for research examining the experiences of this group of
children and their families, including research to understand the moral experiences (including but
not limited to moral distress) of parents and clinicians in this context.

Marty and Carter’s paper has potential to influence childhood ethics beyond the sphere of
perinatal care. The principles and ethical issues discussed are certainly relevant in other pediatric
contexts where parents’, clinicians’, and children’s own perceptions of best interests are likely to
vary. We suggest this paper would be an ideal choice for a journal club or a course in pediatric
healthcare ethics as it includes valuable teaching points and is rich enough to elicit in-depth
discussions and debates.
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