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Background: Paediatric nurses and paediatricians face difficult decisions when
treating children with life-threatening and life-limiting diseases. Making
decisions about whether to provide or withdraw life-sustaining treatment from
seriously ill children involves challenges on a human and medical level, for the
healthcare personnel as well as for the families.

Objective: The study aimed to examine the decision-making experiences of
paediatric nurses and paediatricians when deliberating whether to end life-
sustaining treatment.

Method: Our chosen method involved the use of a qualitative design and a
focus group interview. The analysis was conducted after systematic text
condensation. Eight paediatric nurses and paediatricians with clinical
experience from paediatric wards took part in the study.

Results: The findings show that end-of-life decision-making is extremely
challenging for healthcare personnel. The main findings were categorised in
three coded groups: 1) Good decision-making processes, 2.) The child’s understanding
and decision-making involvement, and 3) Focus on the best interests of the child.

Conclusion: Ensuring continuity and setting up patient care teams were
highlighted as important ways of securing a good decision-making process.
Good communication and liaison between families and healthcare personnel
were important factors in bringing about good decision-making processes that
put the child’s best interest first. The findings show that the child’s right to
autonomy and decision-making involvement is often not heeded, and that
children are only engaged in the decision-making to a very limited extent. Due
to medical developments, healthcare personnel found it increasingly
challenging to judge what is in the child’s best interest. The child is the patient.
It is therefore essential that all decisions about the child’s treatment are made
in the best interest of the child.

The treatment of children with life-threatening or life-
limiting conditions aims to preserve life. To find the
right balance between the treatment’s effectiveness
and its adverse effect on on the patient, it is necessary
to consider whether it is safe and advisable on ethical,
medical and legal grounds for the child’s treatment to
continue (1).



Research (2—4) and clinical experience from paediatric
wards suggest that advance care planning and end-of-
life decision-making are challenging, sensitive and
upsetting themes for healthcare personnel as well as
the children’s families.

The risk and benefit of any treatment must be
considered, and the choice of intervention must always
be based on the child’s best interest. The medical
decision-making process works best when all members
of the patient care team collaborate and when the
team includes nurses, doctors, parents and the child

(3, 5)-

A dearth of good guidelines and research

Healthcare personnel face several ethical challenges
when they need to initiate conversations about end-of-
life decision-making in respect of seriously ill children.
Part of the challenge relates to uncertainty about when
and how these conversations are best started,
insufficient familiarity with current legislation that
protects the rights of children, as well as fears of
taking away the family’s hope or ruining a trusting
relationship (6).

There is a demand for better access to good guidelines
to help alleviate the situation for the children and their
families, and to ensure that everyone involved with the
patient’s medical treatment takes part in the decision-
making process. Insufficient relevant research has
been conducted on this topic (6).

Early discussion about treatment choices is desirable,
but there is a dearth of good guidelines that can aid the
decision-making process and help reach a consensus
among those involved with the medical treatment and
nursing care for seriously ill children (6, 7).

We found few studies that describe the end of life care
decision-making experiences of both doctors and
registered nurses. None of the studies we identified
describe Norwegian settings, and very few of them
describe the experiences of paediatric nurses.



In order to improve the quality of the decision-making
process with respect to ending life-sustaining
treatment, and in order to ensure that decisions are
made in the child’s best interest, it was important to
examine the experiences of both paediatric nurses and
paediatricians.

Research questions

We formulated the following research questions:

® In the experience of paediatric nurses and
paediatricians, what factors are essential to
securing a good end-of-life decision-making
process?

® What safeguards are in place to uphold the
principle of making decisions in the child’s best
interest?

Method

The study had a qualitative descriptive design (8). We
conducted a focus group interview with eight
informants from different paediatric wards in order to
examine hospital decision-making processes that
involved collaboration between paediatric nurses and
paediatricians.

When dealing with sensitive and taboo topics that
involve several individuals, focus group interviews can
be helpful in encouraging informants to express their
own opinions and experiences (8).

Sample

We used a strategic sample. We contacted paediatric
nurses and paediatricians from five different paediatric
wards in a hospital run by the South-Eastern Norway
Regional Health Authority. In order to gather
experiences that would provide a good strength of
information we required all informants to have been
working for at least two years on a paediatric ward.



The informants were also required to have experience
of difficult end-of-life decision-making processes
associated with the life-sustaining treatment of
children (8, 9) (see Fact Box).

Terminology

Life-threatening and life-limiting conditions

Life-limiting conditions are incurable diseases from which children
or young people are highly likely to die before reaching adulthood.
Life-threatening conditions are serious conditions that may be cured
by medical treatment, but for which the treatment is not always
sufficiently effective.

End-of-life decision-making

End-of-life decision-making refers to decisions that concern the
nature and level of treatment provided for children with life-
threatening or life-limiting conditions when there is no further
benefit from the treatment or it is assumed that the adverse effects
of the treatment outweigh its benefits in the short and long term.

Sources: The Norwegian Directorate of Health (5), McNamara-Goodger K
and Feudtner C (27)

The various ward managers suggested potential
candidates. Those who met the inclusion criteria were
contacted by e-mail with information about the study
and a consent form.

A total of 16 individuals were invited. Four paediatric
nurses and four paediatricians from three wards were
included, the majority of them women. All had many
years of clinical experience from their respective
wards.

Data collection

We conducted the focus group interview at hospital
premises over two hours in December 2018. Three of
the authors took part in the interview. One acted as
moderator and led the interview, one was responsible
for ensuring that the opinions of all informants were
heard, and the third author made a note of the main
points that cropped up during the conversation (8,10).



The interview was recorded on audiotape, which was
deleted on completion of the analysis. The interview
was transcribed independently by each of the three
authors who took part in the interview. The transcript
word count was 17 053.

The focus group interview was based on a semi-
structured interview guide (Table 1). The main themes
were based on earlier research and clinical experience.
The sub-questions were intended to help informants
elaborate on their answers, but as it turned out, there
was little need for them because the informants
excelled at going into detail (8).

We conducted a pilot interview (10) to test the content

and sequence of our questions. On this basis, we
excluded some of our questions.

Table 1. Interview guide

Theme: The interdisciplinary decision-making process — In the

child’s best interest
What is your experience of difficult end-of-life decision-making associated with the life-sus-
taining treatment of children?

1. Who do you consider to be part of the interdisciplinary team to be included in
a decision-making process?
- What is your experience of this collaboration?
- How important is interdisciplinary collaboration to the decision-making process?
- Who is responsible for raising the subject of withdrawing treatment, and at what point?
- What assessments are decisions based on?

2. If there is disagreement, whose judgement carries the most weight in the interdisciplinary
team? (The child, the parents or the healthcare personnel?)
- What is your experience of referring to an ethics committee?

3. What ethical challenges do you encounter in the decision-making process?
- What frameworks may thwart an optimal decision-making process?

4. What are your positive experiences of the decision-making process?
- What framework or conditions enable/facilitate a good experience?

What safeguards are in place to uphold the principle of making decisions
in the child’s best interest?

1. What is your experience of involving the child in the decision-making process?

- What weight is given to the children’s opinions if they have a right to be heard?

- If children are involved in the decision-making, how do you go about facilitating this?

- In the decision-making process, how are side effects weighed up against the poor effective-
ness of earlier treatments?

2. What is your experience of the role of parents in the decision-making process?
- How do you accommodate the parents’ views?

Analysis
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The data material was analysed using a four-step
systematic text condensation procedure (8) (Figure 1).
In step one, we established an overall impression by
re-reading the text numerous times. We also
formulated a set of preliminary themes. In the next
step, we transformed meaning units into codes by
means of colour coding. We identified themes that
covered the same issue.

Figure 1. Systematic text condensation

Description of Malterud’s four-step systematic text condensation process that
was used in our analytic work (8).

In step three, we extrapolated the essence of the data
that had been coded in step two. We condensed the
various meaning units and formed sub-groups for each
code. In the last step, we drafted a textual analysis that
formed the basis for our results. Table 2 shows extracts
from the analytic process.

Table 2. Extracts from the analytic process

Meaning unit Condensate Sub-group
(code)

Code group
(main group)

S1: ‘I think | would venture so far as to say that we don’t  Taking the time to reflect and Time
take the time. Because it is possible. If you really wanted talk in the course of a busy

to, you would make it happen, that’s what I think. If you  working day will make the job

work as a team. But that sort of reflection means that easier at a later stage, and

you have to think afresh. You know, if you address it by perhaps lead to fresh thinking

talking about it, you may just keep it in mind as you go with a focus on solutions.

about your busy working day.

The good
decision-
making
process

L1: ‘I think you’re touching on something that “yes, Today’s medicine presents so Weighing up
there is a treatment, the chances are slim, but thereisa many choices that you tend to  effectiveness
treatment.” And then we tend to say that yes, okay, let’s  try again even if the chances of against

try that. That’s the nature of medicine these days, that  the treatment being successful  suffering

we continue down that route, you know, we’ll take the are slim.

next step.

Focus on the
child’s best
interest
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Ethical considerations and methodology issues

The study was approved by the Data Protection Officer
at the Norwegian Centre for Research Data (NSD),
reference code 780166, and by the data protection
department at the hospital concerned. All informants
signed an informed consent form.

Results

Our analysis produced three main groups (Figure
2): The good decision-making process, The child’s
understanding and decision-making involvement,
and Focus on the child’s best interest.

Figure 2. Outline presentation of the results

The good decision-making process

Setting up a patient care team was highlighted by
several informants as an important factor to ensure a
good decision-making process. One of them
emphasised that collaboration and good
communication between doctors and nurses can
counteract the formation of opposing views across the
disciplines.

One paediatrician reported that the nurses take a more
holistic view of the patient because they are closer to
the families and can see the bigger picture.:


https://sykepleien.no/sites/default/files/styles/lightbox/public/2021-06/Vestre_Figure2.png?itok=dSfGA6k6

‘Sometimes I feel that perhaps the nurses take a more
holistic view of the patient. While the doctors tend to
focus more on the diagnosis, not all doctors and not all
nurses, but it’s a bit as if this particular disease is
something I want us to be able to cure. Not the whole
patient, but the disease’ (L2).

Pressures of time were highlighted by several
informants as a factor that thwarted good decision-
making processes. The informants felt that discussions
within the patient care team were challenging if they
were pressed for time:

‘I think we need to get better at taking those five
minutes to talk to one another, rather than everybody
just saying they haven’t got the time’ (S1).

The informants remarked that medicine has become a
more technical profession, with high efficiency
demands. One paediatric nurse mentioned that scant
opportunities for good conversations may well be one
of the consequences.

There was consensus that all decisions must be made
by an interdisciplinary healthcare team whose liaison
with the family is essential to ensure that everyone
agrees with the decision. There was no consensus
about whether anyone who is not a member of the
interdisciplinary team should be able to initiate
conversations about the patient’s condition.

A shared understanding of the situation was required
to make a choice about levels of continued treatment,
and the parents’ views were important in the decision
to end life-sustaining treatment. Several informants
felt it was a major ethical dilemma when there was
disagreement or a difference of perceptions with
regard to the child’s situation.



The child’s understanding and decision-making
involvement

The informants wanted the children to be involved at
an earlier stage of the decision-making process if
possible, to increase their understanding of their own
situation and ensure their engagement.

Keeping the child informed was considered important
but it was not always achieved. It was difficult to
inform the child without the parents’ consent, even
when they knew that the child was entitled to
information and involvement:

‘It is the parents who are the children’s advocates,
their support network and closest allies. So if they are
not on side, it feels very difficult to talk directly to the
children. You can’t just go trampling all over it’ (L1).

«Keeping the child informed was considered
important but it was not always achieved.»

Several informants believed that children often
understand more than what the healthcare personnel
and the parents think they do, but that the children do
not take the initiative to talk about their condition and
death unless the healthcare personnel invite them to
do so. Talking about the seriousness of a disease is key
to ensuring that the child can be involved in the
decision-making process, subject to their age and
maturity:

‘I think the kids feel it in their bones. They recognise
the symptoms, they feel that their bodies don’t work
anymore. So I think that the parents, and us as well, we
are too worried about starting these conversations.
They understand that we understand, they understand
that their parents understand, and that no-one is
talking about it’ (S2).



Focus on the child’s best interest

The informants felt it was difficult to know when life-
sustaining treatment should be withdrawn. Although
the child’s best interest must guide the decision-
making, this principle was not always heeded.

The informants repeatedly mentioned the difficulty of
determining what is a tolerable level of adverse effects
in the course of a treatment. According to one of the
doctors, the general public considers death to be the
enemy and society believes that you have given up if
life-sustaining treatment is withdrawn.

One paediatric nurse had found that years of clinical
experience made it more difficult to decide whether to
end the treatment, because in some cases the child had
survived even if no cure would have been available in
the past. While treatments have improved, several
informants raised the point that more attention is now
being paid to the child’s quality of life.

Several pointed to the importance of keeping in mind
who the patient is. According to one doctor, parents
often have strong wishes about the treatment of their
child, but they are not the patient.

The informants emphasised that it is essential for
them to listen to the parents in order to consider what
constitutes a good quality of life for the child.
However, the objective must always be to act in the
best interest of the child.

Discussion
The good decision-making process

In order to reach a shared understanding,
collaboration and good communication within the
patient care team was important. Any disagreement
about withdrawal of treatment made the decision-
making harder. According to one doctor, disagreement
within the group of health professionals could be due
to the fact that nurses often acquire a more holistic
picture of the patient while some doctors take a more
diagnostic approach.



A decision in the best interest of the child is best
arrived at by focusing on the child who is ill rather
than being concerned with the diagnosis (11).
Professional disagreement may also be due to the fact
that nurses and doctors fulfil different roles. The
doctor carries the legal responsibility (5), whereas the
role of paediatric nurse entails a closer connection to
the suffering experienced by the child and the family.

(12).

«The findings suggest that pressures of time and a
lack of initiative make it difficult to reach a
consensus.»

However, one informant had found that there were no
professional disagreements between nurses and
doctors if they took the time to talk to one another
within the patient care team. Several informants
mentioned that cross-disciplinary discussions were
rarely initiated, not even by the people who considered
this to be their area of responsibility. The findings
suggest that pressures of time and a lack of initiative
make it difficult to reach a consensus.

When the informants discussed the collaboration
between healthcare personnel and parents, the setting
up of a patient care team, continuity and good
communication were listed as important factors for
achieving a good decision-making process. The
informants had found that it was difficult to ensure
continuity because they also needed to attend to other
tasks.

These findings are supported by earlier research (13,
14) which showed that in the opinion of parents, too
many nurses and doctors were involved with caring for
their child, and that establishing a relationship of trust
at an early point, and continuity, are important factors
that contribute to good decision-making processes.



The informants explained that talking with children
and parents was important to establish a shared
understanding. Good communication can prevent
disagreement between healthcare personnel and
parents and can help parents feel that they are seen,
heard and listened to. Sitting down together without
being disturbed is more conducive to a good
conversation.

We found that good communication and individual
adaptation are thwarted by procedures and pressures
of time. This matches the findings of earlier research
(13, 14). Inadequate communication between families
and healthcare personnel can disrupt the families’
ability to make decisions about the child’s continued
treatment, and will impact on the decision-making
process (15).

The informants found it difficult to decide to withdraw
life-sustaining treatment unless this was accepted by
the parents and, if possible, the child. Healthcare
personnel make the decision to withdraw or continue
treatment without involving the parents in order to
protect them (16).

«The informants attached great importance to the
parents’ views.»

Our findings gave no indication of a failure to engage
with parents and generally showed that the informants
attached great importance to the parents’ views.
Disagreements can arise about who has the authority
to make the final decision (15), although it is the
doctor in charge who carries the legal and medical
responsibility (2, 5).

Parents engage better with the decision-making
process if they are allowed time to reflect on the
child’s best interest (14, 17). As a part of the work to
establish a shared understanding, healthcare personnel
have a statutory duty to keep patients and their
families informed and to ensure that the information
they provide has been understood (18, 19).



In our study, the informants identified a medical and
ethical challenge relating to a lack of consensus about
who is responsible for talking to the families about
withdrawing life-sustaining treatment. This
disagreement means that it takes longer before
healthcare personnel talk to the family, which may
prolong the child’s suffering.

The findings highlight how important it is that
healthcare personnel start conversations. The parents
felt it was pivotal to the decision-making process that
healthcare personnel were open about sensitive and
upsetting matters (13, 14).

The child’s understanding and decision-making
involvement

Where age and maturity allow, children should be
heard and must be involved in any decision made
about themselves. As far as possible, decisions about
care should involve the child through informed
consent (20).

Inclusion may give the child better insight and
understanding of their own disease and treatment
pathway (1, 21). Several informants had experienced
that no heed had been taken of the child’s right to
autonomy and decision-making involvement, and that
the children were rarely included, informed and
listened to.

«Several informants had experienced that no heed
had been taken of the child’s right to autonomy
and decision-making involvement.»

The informants felt it was difficult to include the child
without the parents’ consent. While parents cannot
deny the child information, they can influence the way
in which such information is conveyed. There is no
lower age limit imposed on the child’s right to be
heard, but the information given must be adapted to
the age and maturity of the child (18).



This problem represents an ethical dilemma for
healthcare personnel. On the one hand, the child has a
right to receive information from healthcare personnel
(19), but on the other hand healthcare personnel are
worried about losing the parents’ trust. The
informants pointed to the importance of including the
parents, who constitute the child’s support network
and are their closest allies, but found it ethically
challenging when parents did not wish their child to be
informed.

Several informants explained that worries about losing
the parents’ trust were prioritised over the rights and
needs of the child. The findings of our study suggest
that healthcare personnel attach more importance to
the parents’ opinions than to the legislation. Whether
or not the child receives information depends on
whatever the parents consider to be in the child’s best
interest.

Focus on the child’s best interest

The balance between the beneficial and adverse effects
of treatment must be considered from an ethical,
medical and legal perspective (1). Research (14) shows
that children receive excessive treatment, and that the
ethical issues are challenging for healthcare personnel.
This concurs with the findings of our own study.

Several informants had found that quality of life is now
more frequently talked about. The child’s best interest
is the guiding principle for all paediatric health care (1,
22), but healthcare personnel and family members may
have different views about what constitutes their best
interest. The child must not be harmed by the
treatment, and any decisions made must be judged to
be in the child’s best interest (5, 23).



The informants made it clear that the patient was the
child, not the parents. Experience from clinical
practice and the findings of our study show that the
decision-making process engages with the parents
more often than the child. In the opinion of the
informants, both the child and the parents should be
listened to, but the child’s best interest must take

priority.

The parents’ natural wish for their child to survive can
overshadow the potential suffering that the treatment
may inflict on the child. One informant questioned
what is a good quality of life for the child, and whether
the parents would have chosen this life for themselves.

Clinical experience as well as medical and research
literature (5, 24, 25) tell us that parents will sometimes
try to demand that healthcare personnel continue to
provide life-sustaining treatment. According to the
legislation, healthcare personnel can only provide
treatment that is considered to be medically and
ethically safe (19, 26).

Methodology

There is no rule to say how many focus groups are
required for a study to be valid. In optimal
circumstances, a single group interview can produce
rich material with a satisfactory strength of
information (8).

There were good focus group dynamics and the
discussions flowed easily, as pointed out by the
informants after the event. Considering the scope of
the study, we therefore found it warranted to conduct
only a single focus group interview, although a greater
number of interviews could have produced richer data.

To assess the strength of information, it is important
to consider whether the data were challenged as the
conversation progressed (8). In our judgement, there
was good group interaction and discussion, which
produced rich data material and shed light on our
themes from different points of view.



We have personal experience of end-of-life decision-
making processes. Being close to the field of practice
can impact on the validity of the study. We were able
to understand the informants’ professional jargon and
relate to their experiences, which may have
contributed to better flow in the interview.

However, personal experiences and reflections may
have influenced our analysis and interpretation of the
results (10). We felt that we managed to uphold our
researcher role by not allowing our own experiences to
influence the process.

Our background as paediatric nurses had led us to
believe that there would be significant discrepancies
between the aspects of the process that were
considered most important by doctors and nurses
respectively. We had assumed that our results and
discussions would reveal greater differences between
the professions than what was in fact the case. It was
therefore interesting to see that the informants
attached importance to many of the same factors and
that they had a good insight into their own and the
other profession’s roles and functions.

On reflection, the gender perspective was considered
not to have influenced the final result. Because the
study aimed to build on experiences, gender was not
key to the strategic sample. A homogenous group may
produce less nuanced knowledge, but the study’s
strength of information is based on the informants’
experience and competence (8).

The study’s analytic methodology of systematic text
condensation takes the phenomenological view that
subjective experiences constitute valid knowledge, and
that the analysis describes relevant aspects of a
phenomenon as accurately as possible (8).



Conclusion

According to our findings, the informants find it
difficult to make practical use of their own knowledge
and wishes about optimal end-of-life decision-making
in the best interest of the child. There is a risk that the
child’s voice is not heard and that the child is therefore
not sufficiently included in the decision-making
process. In order to safeguard the principle that all
decisions must be made in the child’s best interest, it is
necessary to remember who is the patient.

There is a need to enhance our knowledge about end
of life care decision-making from the child’s point of
view, and about the consequences for children if they
are not included.

The study puts a topical and important ethical issue on
the agenda. We believe that the results will be useful to
the day-to-day work of healthcare personnel who care
for seriously ill children.
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