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How should neonatal clinicians act in 
the presence of moral distress?
Trisha M Prentice   ,1,2,3 Lynn Gillam,2,4 Annie Janvier,5 
Peter G Davis   6,7

Hannah was born at 23+1 weeks. At 
2 weeks of age, Hannah developed severe 
necrotising enterocolitis requiring exten-
sive resection of her small bowel. She 
remains ventilated and dependent on 
inotropes. Additionally, Hannah is known 
to have bilateral grade IV intraventricular 
haemorrhages. The doctors and nurses 
caring for her believe that it is very unlikely 
she will survive and if she does, major 
disability is almost inevitable. The treating 
team has communicated its concerns to her 
parents several times over the past 48 hours 
and has suggested discontinuing life- 
sustaining interventions. Her parents 
understand the recommendation but have 
requested that ‘everything be done to save 
their baby’s life’. This leads to considerable 
distress among many team members who 
believe ongoing life- sustaining treatment is 
no longer in Hannah’s interests.

Moral distress is increasingly recognised 
as an important issue affecting the well- 
being of clinicians. It is the anguish that 
occurs when clinicians are prevented from 
acting in accordance with their moral 
judgements.1 Most commonly, moral 
distress reflects the belief that a child is 
receiving disproportionate care (‘doing too 
much’) that is not in his or her interests,2 as 
in the case of Hannah. Historically, moral 
distress has often been framed as an insti-
tutional failing3 where medical hierarchy 
enforces nurses and medical residents to 
provided futile care against their better 
judgement and without a viable pathway 
for their concerns to be heard. The term 
‘moral distress’ has therefore become 

something of a buzzword, used to demand 
action to overcome these perceived insti-
tutional failings, to empower distressed 
clinicians and thereby to eliminate moral 
distress within the institution. Within 
paediatric acute care settings, literature 
on moral distress generally implies that, 
to optimally address moral distress, the 
management plan for a patient needs to 
change, often to palliative care. However, 
that may be too narrow a view. How 
clinicians should act in the presence of 
and in response to moral distress merits 
further consideration. We shall argue 
here that moral distress does not neces-
sarily reflect an institutional failing, and a 
greater acceptance of moral distress may 
be required within the context of shared 
decision- making.

The anguish associated with moral 
distress is legitimate and real. It originates 
from a sincere concern that the current 
management plan is not in the patient’s 
interests. Yet, in the literature on moral 
distress, the underlying judgement that 
a patient is being harmed is rarely ques-
tioned; in fact, it is usually assumed to be 
correct. If that were clearly the case, action 
to protect the interests of the patient 
would be warranted and commendable. 
However, within acute care settings, it is 
often very difficult to define the point at 
which a patient is objectively being harmed 
or where the burdens of treatment demon-
strably outweigh the benefits. Indeed, 
developments in medical technology have 
brought us to a place of medical and moral 
uncertainty.

In paediatrics, we recognise parents as 
proxy decision- makers for their child as 
long as their decisions do not result in 
harm to the child.4 Yet knowing where 
to draw the line between an approach 
that is unequivocally harming a child and 
one that lies within the zone of parental 
discretion is extremely difficult. Within 
this zone, parents have a legitimate say 
in the care of their child even if that care 
is perhaps not what we, as clinicians, 
believe is ideal.5 Sometimes, all clinicians 
in a team agree about a treatment plan 
(generally palliative care) when parents 
want to continue life- sustaining inter-
ventions. However, clinicians may have 

different moral positions on whether 
treatment can be limited without parental 
agreement, or how long it is acceptable to 
continue these interventions while waiting 
to achieve parental agreement through 
ongoing discussions. In other instances, 
individual members of the team may 
differ in their judgement about whether 
a management plan has reached the point 
of harm, due to their own personal beliefs 
and values. Whose judgement or voice 
should we uphold? Since the clinicians 
are not unified in their views that treat-
ment constitutes harm, it is reasonable to 
consider that treatment remains within the 
zone of parental discretion and to respect 
the parental wishes. In both sets of circum-
stances, there will be some members of the 
team who will have to provide ongoing 
care in line with the family’s wishes 
despite personally considering that treat-
ment harmful to the patient.

The constraint preventing distressed 
clinicians from acting according to their 
own value under such circumstances 
does not necessarily reflect an institu-
tional failing or abuse of power within 
the medical hierarchy. Rather, it may 
reflect the healthcare profession’s current 
commitment to shared decision- making 
and the legitimate role of parents as 
proxy decision- makers for their child. The 
response of a clinician to moral distress 
should reflect the nature of the constraint; 
that is, greater action or change should 
be expected where the constraint reflects 
an abuse of power or institutional 
failing, compared with cases in which 
the constraint (eg, parental wishes for 
ongoing life- sustaining treatments) derives 
from moral considerations which are legit-
imately open to interpretation.

Currently, interventions to address 
moral distress often encourage empower-
ment of clinicians to advocate for desired 
changes in the treatment plan.6 7 This can 
have negative consequences. If a clinician 
persists in fighting for a change to a palli-
ative pathway where life- sustaining treat-
ment remains within the zone of parental 
discretion, this may simply further 
frustrate and heighten that clinician’s 
distress; their desired plan is unlikely to 
be implemented if other clinicians within 
the treating team continue to respect the 
parents’ legitimate wishes for ongoing life- 
sustaining interventions. There is also a 
risk that morally distressed clinicians may 
impose their views on others, when there 
is room for legitimate difference of moral 
views, thus potentially causing moral 
distress to others. This may be particu-
larly problematic if the views are imposed 
on the family entrusted to the clinician’s 
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care. Trust and the therapeutic relation-
ship between clinician and family may be 
compromised.

A more ethically appropriate response 
to moral distress by the clinician should 
involve reflective practice, that is, self- 
reflection about the source of moral 
distress and consideration of whether 
further information or further ethical 
thinking is required before a position is 
taken. Reflective questions may include8 
the following: Why do I feel morally 
distressed? Do others feel likewise, and 
why? Am I able to continue caring for the 
patient or is my moral distress harming 
the patient? What are the available, 
reasonable options in this case? Resolving 
personal moral distress should not be the 
primary aim. Rather, the central focus 
should remain on the patient.

Although institutional structures may 
not be directly responsible for the presence 
of moral distress—that is, the institution is 
not the ‘constrainer’ preventing the clini-
cian’s action—the institution has an obli-
gation to seek to reduce the foreseeable 
effects of moral distress on clinicians. Insti-
tutions should provide an ethical climate 
where all concerned voices are heard and 
considered and management plans are 
reviewed. Both the distressed clinician 
and others within the institution should 
communicate professionally and with 
respect. The presence of moral distress 
should prompt constructive conversa-
tions and consideration about what is in 
the patient’s interests and whether the 
current treatment plan remains within 
the zone of parental discretion. However, 
the presence of moral distress should not 
necessarily dictate a change in manage-
ment plan. It is not always possible to fully 
resolve everyone’s moral distress due to 
differing views about what constitutes the 
patient’s interests. Constructive discus-
sions of this nature, even if distressing, 

may be of significant benefit in clarifying 
the goals of care for a patient and prog-
ress medical management in an ethically 
sensitive manner. Where a decision legiti-
mately remains within the zone of parental 
discretion, clinicians who believe the child 
is being harmed must be supported in 
their ongoing provision of care, acknowl-
edging the potential costs and burdens to 
the clinician. Where possible, particularly 
affected individuals may need reduced 
exposure to patients likely to cause distress 
and be supported to access external coun-
selling services. Ethics committees may 
assist in the process of reflective practice: 
clarifying the ethical question and disen-
tangling moral distress from other forms 
of distress, including that which arises 
from tragic circumstances. However, 
where differences of opinions cannot be 
resolved, clinicians may need to focus on 
finding meaning in things that they can 
achieve, whether it be reducing pain and 
suffering through adequate analgesia or 
sedation, or supporting the interactions 
between parent and child. Attention to 
personal self- care is essential under such 
circumstances.

Moral distress is not necessarily an insti-
tutional failing. Rather, it may arise from 
personal values and professional obliga-
tions to respect parents as decision- makers 
for their child. Sometimes, action may be 
limited to finding meaning in our duty 
to care for patients and families, and to 
support our colleagues, despite differences 
of opinions. Sometimes, it may even mean 
accepting some degree of moral distress in 
order to uphold one’s professional duty to 
ongoing care provision and the practice of 
shared decision- making.
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