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Children’s voices on their values and moral =
dilemmas when being cared and treated
for cancer- a qualitative interview study
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Abstract

Background Childhood cancers affect about 350 children every year in Sweden and are life-threatening diseases.
During the treatment period, situations arise that can become morally challenging for the child. When knowing
children’s values and morally challenging situations in childhood cancer care, targeted ethics support could be
developed and used in care.

Aim To explore children’s values and moral dilemmas when undergoing cancer treatment.

Methods This is a qualitative study based on empirical data. The data collection was conducted through three focus
group interviews and six individual interviews with children between 10 and 18 years (n=16). A content analysis
methodology was used to generate themes. Children who were/have been treated for cancer at three childhood
cancer centres in Sweden were invited to participate. The study was approved by the Swedish Ethical Review
Authority. The children’s participation was based on voluntariness and consent/assent.

Findings During the analysis, five themes of values emerged: Personal relationships, Bodily ease and identity, Feeling

in control and being involved, Positive distractions and Right care that is needed. Their moral dilemmas were thematized
into: Should I consider others or not? Should | rest or not? and Should I refuse treatment or not?

Conclusion Children undergoing cancer treatment want to have personal relationships with healthcare
professionals. Their moral dilemmas were about questioning their own physical and psychological well-being against
their expectations, the values of others and the treatment required. Further research is needed to understand how to
deal with moral dilemmas in children undergoing cancer treatment.
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Background

Childhood cancers are life-threatening diseases that
affects approximately 350 children each year in Sweden
[1]. With modern risk-adapted treatments, more than
80% of children with cancer are cured in high-income
countries [2]. However, in Sweden it is still the most
common cause of death among children aged 1-14 [3].
Despite the intensive treatments, there is still a significant
mortality and morbidity to childhood cancers, which
means that the children and their families must endure
not only complicated treatments and procedures but also
anxieties and fears [4]. Furthermore, children and fami-
lies are exposed to making decisions about participating
in clinical trials and various research projects [5, 6].

Previous research highlights that cancer treatment
leads not only to physical consequences but also vari-
ous psychosocial consequences, which for some children
affects their social life for several years. For example,
Swedish studies show that some children struggle with
their changes in identity and social life [7], as well as feel-
ings of powerlessness, and being alienated and isolated
after receiving their cancer diagnosis [8]. According to
Kim and Lee [9], those symptoms of social disturbance,
including family problems, caused psychological stress
which continued a long time after treatment.

When a child is treated for cancer, sometimes moral
dilemmas arise for those involved, i.e., the child, the
parents and healthcare professionals (HCPs). Moral
dilemmas are often grounded in intrapersonal and inter-
personal value conflicts about what is morally right to
do and for whose sake [10], including questions such as:
What is important? and What should one do? [11]

When facing moral dilemmas, individuals are forced
to decide between competing values, and the outcome
of their decision involves consequences, including harm/
loss [12]. Moral dilemmas in childhood cancer care often
entail uncertainty of what is best for the child and the
possible impact on the child’s care. Previous research in
childhood cancer care reveals that moral dilemmas from
HCPs’ perspectives are related to decision making with
parents [13—16], the child’s growing autonomy [17, 18],
treatment limitations [18, 19], and responsibilities of
care [19]. Little is known about parents’ moral dilemmas.
One study reveals that mothers struggle with treatment
decisions that could be life-threatening for their child,
for example, deciding whether the child should partici-
pate in medical trials or not [20]. In a systematic review
from 2018 authors present that most parents felt they
would disappoint their doctor if they refused to partici-
pate in the trial [21]. A recent study show that parents
experienced moral dilemmas when choosing whether
to endure the suffering of their child passively or to take
action to stop it [22]. Even though children represent a
core perspective in the triad of childhood cancer care,
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research on moral dilemmas from the perspective of chil-
dren is scarce. There are some studies on children’s gen-
eral experiences in childhood cancer care that include
their obstacles in decision-making situations [6], fertility
preservation [23, 24], and decisions regarding end-of-life
questions [25], yet we lack a specific focus on children’s
moral values and dilemmas.

In previous research, authors have argued that there is
a need for HCPs to increase their knowledge about what
children experience when they undergo cancer treatment
[7], which could include insights into children’s values
and moral dilemmas. Furthermore, there is a need for
knowledge about how HCPs should meet and talk about
children’s experiences [26], as this will better help HCPs
to offer good and qualified care. The child’s values and
moral dilemmas can become an important component
in being able to understand the triad of perspectives in
difficult situations within Swedish childhood cancer care.
Moreover, it is important to explore moral dilemmas
from children’s perspectives enabling consideration of
their voice and meeting the child’s right to participate in
their care [27].

Aim
To explore children’s values and moral dilemmas when
undergoing childhood cancer treatment.

Methods

Study design and participants

This descriptive explorative qualitative study was con-
ducted among children who were being/had been treated
for childhood cancer. Data from individual interviews
and focus group interviews (FGIs) were analysed using
content analysis [28—30]. This study is based on data
from children (10-14 year) and adolescents (15—18 year);
both age groups will henceforth be referred to as chil-
dren. In accordance with the aim, children who under-
went treatment for cancer were purposefully selected
to participate in this study. Thus, participants who were
perceived as able to provide information to the study
were invited [31]. The participants were recruited from
three childhood cancer centres in Sweden: Lund, Stock-
holm and Umea. In the first stage of recruitment, an
email containing information about the study was sent
to consulting nurses from the first author (CW). There-
after, the consultant nurses passed on all information
about the study to purposively selected families of chil-
dren and asked for consent for the first author (CW) to
contact them. The first author (CW) then contacted the
children and their parents to provide information about
the purpose of the study and participation, i.e., digital
FGIs or digital individual interviews. Of 18 children con-
tacted, 16 agreed to participate in the study. After the
first contact, time proposals for the interviews, within the
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framework of approximately three weeks, were sent out
to children and parents, where they were also encouraged
to ask clarifying questions at any time via email or text
messages. The children who participated had different
cancer diagnoses and different lengths of disease period,
they were also of different ages at diagnosis (see Table 1).
All children in this study were undergoing some form of
cancer treatment.

Data collection and analysis

Data collection was carried out using digital FGIs (n=3,
total number of participants=10) and individual inter-
views (n=6) during 2021-2023. In the digital FGIs the
children were divided according to ages: 10-14; 10-15;
15-18 years old. Both girls and boys participated in the
two FGIs with the younger children. The FGI of older
children was homogeneous, consisting entirely of girls.
After consent/assent from all the participants, all inter-
views were digitally recorded to enable transcription
and data analysis. Information about the option to have
the camera on or not was given, whereby one partici-
pant chose to have the camera off. The first author (CW)
and last author (CB) conducted all digital FGIs and took
turns moderating/taking field notes. All children were
informed about that they could have their parent present
during the digital FGIs. However, all children preferred
not to have their parent present. The individual inter-
views were conducted by the first author (CW). The digi-
tal FGIs lasted between 43 and 62 min and the individual
interviews lasted between 24 and 45 min. All interviews
were conducted using a semi-structured interview guide
(supplementary file) developed for this study. The inter-
view guide provided a framework for keeping the discus-
sions within the scope of the study, and for moving the
discussion forward if required [31]. The semi-structured
interview guide contained questions concerning the

Table 1 Overview of characteristics
Characteristics

Children 10-18 years

N=16 %
Boys 5 31
Girls 11 69
Age when diagnosed
5-9 years 3 19
10-14 years 375
15-17 years 435
How long since the diagnose
3-11 months 2 125
1-2 years 8 50
3-5 years 6 375
Type of child’s diagnosis
Leukaemia/Lymphoma 5 31
Solid tumours 8 50
Brain tumour 3 19
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children’s views on values and moral dilemmas by ask-
ing questions about self-experienced situations. Each FGI
and interview began by asking participants to: “Please tell
us what is important to you when you are at the hospital
and receive care” Participants were also asked to “Please
tell us about a situation when you did not know what the
right thing to do was.” To gain more information about the
children’s views, probing questions was posed, for exam-
ple, “Could you please explain why?” and “How did you
feel then?” If the moderator noticed a specific child being
quieter than the other children, directed questions were
asked to ensure that every child had the opportunity to
share their story. After each FGI/individual interview, the
researcher CW or CB asked the participants if there was
something more that they would like to add or ask.

After each individual interview and FGI, data were
transcribed verbatim into digital word documents by
the first author (CW). Inspired by Graneheim and Lun-
dman [30], the analysis was performed in four steps:
(1) The first author (CW) and last author (CB) read the
transcripts carefully, reflectively and repeatedly to get an
overview of what kind of values and moral dilemmas the
children experienced; (2) meaning units were identified
and coded by CW and CB, separately, and preliminary
themes of values and moral dilemmas were identified by
CW and CB, also separately; (3) a further analysis was
performed by CW by identifying similarities and differ-
ences in data units, classified as themes. Thereafter all
authors discussed the preliminary findings, i.e., the data
in relation to the themes proposed by CW in the deeper
analysis. This discussion led to a clearer structure in
the analysis where some themes were reformulated and
strengthened, and (4) the themes were then summarised
and described in relation to the transcribed data.

Ethical considerations

Before inviting the younger children, a dialogue with par-
ents were conducted to find out if the child had any pref-
erences regarding participating in digital FGIs or digital
individual interviews. When the child was planned to
participate in digital FGIs the question was asked if they
felt alright to participate in a mixed group with girls and
boys as well as different ages. All children decided inde-
pendently whether they wanted to take part in the study
alone or with the company of a parent. The children
were informed that they could interrupt their participa-
tion at any time, without explaining why. They were also
informed about that they only had to answer the ques-
tions that they wanted to answer and that it was alright
to say that they did not want to answer a specific ques-
tion. All paediatric oncology centres in Sweden employ
psychologists or social workers who could be contacted
if participation in the study caused a child to feel sad or
upset.



Weiner et al. BMC Medical Ethics (2024) 25:75

Findings

The findings are presented in relation to children’s values,
and moral dilemmas respectively. Quotes from children
are used to illustrate the themes.

Children’s views on values

During the content analysis, five themes relating to val-
ues were found, Personal relationships, Bodily ease and
identity, Feeling in control and being involved, Positive
Distractions, and Right care that is needed.

Personal relationships

Almost all children described social relationships as cru-
cial for them to feel supported. Being able to have the
whole family close during the treatment was important.
It was also important to keep relationships with friends as
much as possible, including hanging out with boyfriends
or girlfriends, both at home and in the hospital. The chil-
dren emphasized that a personal relationship with HCPs
was essential during their hospital stay. The approach of
HCPs and their ability to be emotionally involved were
described as facilitating the care situation, especially for
the older children. When HCPs focused not on the illness
but spoke to them as “friends’, they felt a special con-
nection. Having a social and personal relationship with
HCPs, as with a person outside the hospital, made them
feel both emotionally safe and comfortable.

...that you feel safe with those who work there ... can
talk freely with them [HCPs]... laugh and joke and
all that ... that you feel comfortable with those who
enter your room ... Girl, age 18.

The children in this study talked about the importance of
reliance on HCP’s in the relationship when communicat-
ing and providing information. Some children explained
that they felt betrayed by HCPs when expectations were
not fulfilled, for example, being allowed to go home, or
that treatment procedures or examinations would not
hurt, or would not be carried out. Some children said
they protested when promises were not kept, while most
children did not speak up.

Bodily ease and identity

According to the children in our study, bodily ease and
their identity was valuable. This included that their body
would not be marked by their disease, and that the dis-
ease would not affect their physical functions and abili-
ties. Having the physical capability to be with friends and
to join in various activities were described as important.

... you feel a bit like this [unfair] ... in school when
everyone else can be out playing and you can’t par-
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ticipate in certain things during the breaks ... Boy,
age 11.

In almost all interviews the children described that it
was important to feel well and to have symptom relief for
nausea and physical pain. In various ways, children talked
about how the symptoms of cancer and its treatment
affected the person, i.e., their identity. It was also about
how others viewed and responded to them, and for the
children it was central to feel like “yourself” and being
“normal” during the cancer treatment.

... that when people ... relationships that I've had
during this time change or that people start talking
to me in a different way, it makes the whole thing
even worse ... that then even it can’t be the same as
it was before ... it will be much more difficult ... Girl,
age 18.

It was also valuable for the participants to see other chil-
dren who were sick at the ward, as it “made you not feel
alone” and able to identify themselves with other children
affected by cancer.

Feeling in control and being involved

The children talked about the importance of feeling in
control of their body integrity during treatment at the
hospital. It was valuable for the children to feel safe and
to avoid fear by being involved in the care, being well
informed, and not feeling forced into procedures. In
order to feel in control and involved in procedures, the
children wanted to be informed about what would hap-
pen before care treatments, including the opportunity
to have their say. When children’s sense of integrity was
not taken into account, they felt that their body did not
belong to them.

I was about to have a [peripheral venous catheter]
needle inserted [by a nurse] ... then I first got a nurse
who tried three times ... and failed ... And then
another [nurse] came, and wanted to prick me, and
.. it didn’t work either ... and then it felt a bit like
they’re taking control over my body, even though ...
it’'s me who should be able to decide over my body ...
Girl, age 17.

Furthermore, it was important for the children to have
various levels of involvement, including being listened to
and being confirmed. Understanding and being under-
stood meant that the sense of control was strengthened.
Children, especially the older children, further described
that it was important to be treated individually, with
respect for their thoughts and self-determination, not
only in the hospital but also when they were at home.
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Positive distractions

Children in this study described it as meaningful to have
positive distractions to kill time and to be entertained at
the hospital in order to handle the fact that they could
not choose to go home. They talked about the need for
distractions, such as access to TV/games, clowns and
play-therapy.

... the play therapy goes around regularly ... and it
kind of benefits the children when I was there ... I
think it was good that they stopped by and checked if
you want anything ... maybe we should fix something
... because then you can have some things to do in
that ... boring room ... Boy, age 13.

The opportunity to borrow books and go to the music
room with friends and/or siblings was also described as
important. In addition, it was valuable for the children to
be at home as much as possible.

Right care that is needed

Children expressed the importance to get safe care,
including the right care and the medical treatment that
they needed to get well. To the question about what is
important to you when you are treated for childhood
cancer, one boy responded:

That I get the right medicine and not the wrong one
... and that I do not feel so bad ... that these medi-
cines I get so that I don’t feel bad at least make me
feel a little better ... Boy, age 15.

It was also important to receive timely medication for
symptom relief and their illness. Even though the children
felt that all procedures and medications were uncomfort-
able, they talked about the importance of knowing that
all procedures were for their own good.

Children’s views on moral dilemmas

In the FGI and individual interviews children expressed
several situations when they did not know what was right
or how to act, due to their own value conflicts. Through
content analysis three themes of moral dilemmas were
identified, Should I consider others or not?, Should I rest
or not? and Should I refuse treatment or not?

Should I consider others or not?

Considering others or not includes how much others’
behaviours or preferences should be allowed to affect the
child’s well-being. Several of the children in this study
had experienced an inner conflict of their values: ‘feeling
in control, versus protecting their ‘personal relationships!
This included whether it was good or not to tell HCPs
that the child had been treated badly, as one 17-year-old
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girl said: .. But I don’t know how to convey it [that the
doctor expressed himself badly] to that doctor in that
case ... or like in what way it gets better” Similar moral
dilemmas were about whether they should tell that they
felt uncomfortable with certain HCPs and therefore did
not want to be treated by them. One participant won-
dered if he should be more considerate of the nurse than
himself. As expressed by one boy:

... there is a nurse that I really don’t like ... and I
usually have her very often ... It will be messy if I tell
her I don’t want her. She will ask why and stuff like
this and maybe get sad so I can’t take it ... Boy, age
15.

Children also talked about their uncertainty regard-
ing their ability to make decisions on various proce-
dural interventions such as when HCPs said there were
two options for treatment. Due to a lack of knowledge,
the children felt that it was impossible for them to know
which treatment/care was best and caused the least
harm. In these situations, they did not know who to con-
sider the most, themselves or the HCPs.

... like when I had my biopsy, I thought it was really
scary ... then they first said that I would be sedated
... but that there was also an option that I wouldn’t
be sedated and then I was like ... I don’t know which
option I want and I don’t know what is best ... then
there was a lot of back and forth and ... I ... felt that
I didn’t quite decide myself but then it happened ...
that I had to stay awake ... I guess I was just thinking
what is best for the doctors ... well the anaesthesiolo-
gists ... Girl, age 16.

Additionally, some children doubted whether or not they
should question planned procedures which they believed
to be unnecessary and irrelevant. Children also reported
loyalty dilemmas in situations when both parents had dif-
ferent views on what was best for them (the child). The
dilemma involved doubts about which parent they should
listen to. For example, when one parent expressed fear
of allowing bathing related to infections and the other
parent said that it was ok. The child really wanted to go
in the hot bathtub but at the same time did not want to
worry the anxious parent. Furthermore, several children
described that it was difficult to deal with others’ con-
cerns about overexerting themselves during treatment.

Should I rest or not?

This theme includes how the children asked themselves
whether they should save their energy or use the energy
in everyday social activities. Most of the children wanted
to be active and felt good about participating in leisure
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activities. At the same time, they described that the activ-
ity could affect their well-being negatively afterwards,
due to exhaustion. According to the children, these moral
dilemmas were also weighed between bad conscience
and their own expectations of the body’s ability versus
the body’s need for rest.

I want to go to school to feel like normal, but on the
other hand maybe I can’t bear to go to school just
like usual ... Girl, age 18.

Furthermore, they compared their body’s functions and
mobilization with how it was before. In almost all inter-
views, they described a struggle between pushing them-
selves to feel normal (i.e., being able to go to school,
participate in training or play), or staying at home to
avoid getting tired but with the risk of feeling left out.

... that I come to a lesson or like two lessons later in
the afternoon ... even though they know I'm sick but,
in my head, I feel like it's going to be very anxious,
and then I've chosen not to go to school ... at all. Girl,
age 16.

They were reminded of this value conflict when par-
ents insisted that they needed to rest or when the HCPs
insisted that the body needed to be activated even when
the energy was not there, due to side effects such as pain,
nausea, and fatigue.

. when I get chemo then I kind of dont go out
because I'm really tired ... and moody ... and I don’t
want to talk to anybody ... and everyone thinks I
should go out ... then they keep nagging at me that
I have to go out and ... I don’t want to because I'm
really tired and can’t stand ... Girl, age 14.

Should I refuse treatment or not?

Children in our study described that they sometimes did
not know how much physical or psychological pain they
should endure when receiving the care and treatment
that was best for them and that was needed. The conflict-
ing values in the dilemma were ‘right care that is needed;
versus ‘feeling in control! The majority of children
struggled with the conflicting feelings of not wanting to
undergo annoying or painful procedures, but knowing
they had to in order to be cured.

... I just started screaming and saying no, I don’t
want [it] and I started crying ... I hoped they would
stop ... but the doctor said you have to have it ... it'’s
not a choice, you have no other choice, it’s for your
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sake... but I don’t want ... it felt quite bad then ...
actually ... Girl, age 13.

One teenage female did not feel comfortable when HCPs
wanted to discuss her risk of not being able to have her
own children in the future and therefore wanted her to
go to the reproductive centre, but she did not know what
was best for her.

.. well, I could totally refuse ... [to go to the repro-
ductive centre] but I felt that I didn’t want to [refuse],
1 just couldn’t bear it ... I had said several times that
I didn’t want to ... and then I thought they decided a
bit ... against my will ... Girl, age 17.

Discussion

This study provides unique empirical knowledge about
values and moral dilemmas among children in Swed-
ish childhood cancer care. The children in our study
described a variety of values that were summarized under
five themes, Personal relationships, Bodily ease and iden-
tity, Feeling in control and being involved, Positive distrac-
tion and Right care that is needed. The moral dilemmas
were summarized under three themes, Should I consider
others or not?, Should I rest or not? and Should I refuse
treatment or not?

Discussion on children’s views on values

The themes on values can be related to what has emerged
in previous research on children’s experiences of cancer
treatment. For example, the importance of family and
social relationships [4, 7, 32], trust in the body’s functions
[33] and being included in care and get the right treat-
ment [32]. Not unexpectedly, a trusting and personal
relationship with the HCPs emerged as a value. Although
this is in line with previous studies [4, 7, 32], one cannot
ignore the children’s expressed need for personal rela-
tions with HCPs. According to Darcy and Knutsson [8],
children feel lonely after receiving their diagnosis and
during their treatment. In our study, the children told
us that close and warm relations with HCPs facilitated
the treatment experience. The feeling of ‘connection’ to
HCPs might be due to a decreased feeling of alienation,
and that the child’s experience of well-being is actually
promoted. Further, it is possible that children’s feelings
of being misled and betrayed, due to the HCPs” dishon-
est information, might increase their emotions of loneli-
ness. One can argue that having the skills to understand
and act upon children’s individual needs in care is valu-
able, and that professional competence and continuity is
closely related to fostering trusting relations. An interest-
ing aspect is that Carlsson and Nygren [34] and Gilljam
and Arvidsson [35] point out that trusting, respectful
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relations give the children the ability to participate in
care situations. However, this, according to research find-
ings, might be a struggle as nurses in childhood cancer
care find it difficult to cultivate relationships with fami-
lies [36]. This is usually related to lack of time, but also to
the challenging balance between the children’s and par-
ents’ opinions, and too often the relationship favours the
parents [36, 37]. Therefore, it might be argued that the
conditions and competences for building trusting rela-
tionships in childhood cancer care should be increased,
in order to be able to offer and ensure good care for the
family and the child. In terms of future research, it would
be interesting to further explore the moral dimension of
the triad of relationship and whether attention to and
support in moral dilemmas might strengthen trusting
relationships in childhood cancer care.

Being a growing child, in general, involves doubts and
thoughts about identity, and how to be and to act. Devel-
opmentally, the age groups 10-14 and 15-18 encompass
a wide range of identity building, including the clarifica-
tion of personal values. During these formative years, the
ongoing process of self-discovery introduces an element
of uncertainty and confusion regarding one’s moral com-
pass. Both children and adults struggle with moral dilem-
mas and decisions, but for children, this struggle seems
to be more pronounced due to their limited life experi-
ence and stage in their life journey. Children’s existential
thoughts may explain, to some extent, why participants
in our study described values that involved Bodily ease
and identity. Children with cancer probably have an
additional existential layer to unravel as their life, as they
knew it before their cancer diagnosis, has been disrupted
[38]. In a study by Eaton Russell, Bouffet [39], children
treated for childhood cancer wondered why they had
cancer, what the cancerous tumour looked like, and what
symptoms it caused.

According to the theme Feeling in control and being
involved, it is relevant to discuss the complexity of chil-
dren’s participation in healthcare decisions. A major
responsibility rests on parents and HCPs, who must take
into account the child’s need for participation in their
care. Many children want to participate on their own
terms, which can vary depending on both the disease
situation and the mood for the day [40]. In addition, to
participate in care decisions, children - like individuals
in general — have unique needs. For example, some chil-
dren prefer to take full responsibility [41], while others
want to take selected responsibility. However, some chil-
dren report that they feel neglected by not being involved
[42]. For the triad of relationships involved, i.e., children,
parents and HCPs, it can therefore be a balancing act to
know at what level children want to be involved in deci-
sions. Especially in cases where children’s lack of inter-
est in participation in care clashes with the demands of
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parents and HCPs, the child has a right to actively par-
ticipate in care, and research shows that children should
be encouraged to participate [27]. These questions about
how much children should be allowed to decide in child-
hood cancer care have also been shown to contribute to
moral dilemmas among HCPs, which in some cases need
to be reflected on within the care team [19]. However,
our findings, as well as those of Carlsson, Nygren [34],
indicate that HCPs and parents in childhood cancer care
need to increase their understanding of individual chil-
dren’s desires to participate in their care and treatment.
More research remains to be done to understand how
moral dilemmas affect the children and, specifically, if
ethics support can be a tool to ease their doubts and/or
meet their wishes to participate in their care. Since eth-
ics support is currently only offered to HCPs, our goal
is that it can be extended to children and parents in the
near future. This could be achieved by involving children
and parents in ethics rounds or providing them with
individual support from ethics support staff. However, it
is important that the process is evidence based and that
HCPs and ethics support staff will receive specific train-
ing to reflect on children’s moral needs.

Discussion on children’s views on moral dilemmas

A finding from our study was Should I consider oth-
ers or not? that included the consideration the children
took for others during their treatment. This was about
situations where some children weighed whether it was
worth telling the HCPs that their disrespectful behaviour
was affecting them, or let it be. Equally, whether or not
they should let the HCPs make decisions in uncertain
care situations, for example treatment they did not have
enough information about. In a review of end-of-life care
for children, Hirata and Kobayashi [43] found that the
social interactions between the triad of children, parents
and HCPs were characterized by their values involving,
for example, caring for each other. Sometimes children’s
considerations of others might be based on withheld
honesty, which could negatively affect interaction in per-
sonal relations. It would be interesting to explore this fur-
ther, because reliable communication was described as
important to the children in our study, as well as in other
research [44, 45].

The children’s inner moral conflicts about bodily
energy, included under the theme Should I rest or not?
are considered to be of an existential nature. Most of the
children in this study described a desire to be seen as,
and feel, normal, which is reported in other research [46].
Struggling with feelings of being “themselves” should
therefore not only be linked to searching for their identity
but also their health. Potential consequences for meeting
their normality may be expressed in their doubts about
daily activities.



Weiner et al. BMC Medical Ethics (2024) 25:75

The findings in this study further show that children’s
moral dilemmas were about whether, and to what extent,
they should endure painful procedures or whether they
should oppose the procedures. These descriptions of moral
dilemmas led us authors to wonder whether children
endure situations of uncertainty, pain and discomfort
because they were unsure whether they should protest.
In a previous literature review in childhood cancer, it
appears that HCPs often inform children that they have
no choice when it comes to their care and treatment [32].
It is plausible that such information could lead to limited
opportunities for children to dare to speak up. Another
reason for children taking others into account and endur-
ing painful treatments may also be due to their degree of
dependence and the development of their moral reason-
ing. According to Miller and Harris [47], it might be the
child’s cognitive development and need for self-determi-
nation that decides their ability to reason. Similarly, Kohl-
berg [48] states that children’s moral reasoning, from the
age of eight to young teenagers, is focused on acceptance,
social rules, and others’ expectations of what is appropri-
ate or inappropriate behaviour. From this point of view,
the finding that the children consider others before them-
selves is more understandable. Regardless, it is important
to bear in mind that fear, lack of information, and uncer-
tainty, which are common experiences among children
in childhood cancer care [33], might be alleviated if the
child had their say in their care [32].

Study strengths and limitations

A strength of this research is that it is the first to focus
on moral dilemmas among children between 10 and 18
years in childhood cancer care. Another strength is the
triangulation during the analysis, which involved all
co-authors, and enabled validation of the findings. The
researchers’ different views on data increased insight
and broadened the analysis [49], and helped to avoid
misinterpretations and individual biases from a single
researcher [50]. In addition, digital FGIs and interviews
may be a strength due to ease of connecting from home,
which may have contributed to less dropouts and thus
research completion [51].

A possible limitation could be the technical problems
encountered with digital FGIs, such as delay and inter-
rupted audio recording due to connection problems.
This sometimes led to confusion about who had the floor,
which may have affected the group’s spontaneous inter-
actions, which is what FGIs aim to achieve. Other limi-
tations on digital FGIs could be that participation could
potentially have exposed children to sensitive topics or
stressful situations, which may have affected their emo-
tional and psychological health. Parents always had the
possibility to participate together with their child if the
child wanted to and the researchers, trained in paediatric
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nursing, were attentive to any signs of stress or discom-
fort in the children and could terminate the session
immediately if needed. However, no child exhibited such
signs. Instead, there was a noticeable eagerness to share
and a sense of validation from being able to express their
views on their values and moral dilemmas. Furthermore,
in a group setting, children might be influenced by their
peers, leading them to provide responses they think are
expected or accepted, rather than their true opinions.
This concern was met by dividing the children accord-
ing to age and thus reducing the risk of feeling pressured
from an older child. The moderator’s role is very impor-
tant during FGIs as they need to create a safe and com-
fortable environment for children to express themselves
freely, which can be more challenging in a digital setting.
However, conducting small groups with few participants
enabled the moderators to make sure everyone had their
say in a permissive atmosphere. Lastly, our findings did
not include comparisons of either values or dilemmas by
age. It is therefore difficult to know how much the child’s
cognitive maturity affected their way of perceiving both
values and moral dilemmas. It may also be that the ques-
tions asked were too difficult for some of the partici-
pants to understand, which may have resulted in lack of
information.

Implications

This study provides a specific addition to other studies
on children’s experiences of childhood cancer care, as it
draws attention to children’s values and moral dilemmas
during their treatment and increases the understand-
ing of children’s thoughts. Furthermore, the findings in
this study can be used in comparative studies on values,
moral questions and dilemmas, and motivate further
research on, for example, children’s participation in eth-
ics support in order to assist them to deal with these
moral challenges.

Conclusions

This study contributes to increased understanding of chil-
dren’s values and moral dilemmas in childhood cancer
care. Moreover, the findings contribute to strengthening
the children’s voices in care by asking about their values
and moral dilemmas, and not only about their psycho-
social experiences. In order for children to feel safe and
cared for in the hospital, HCPs need to take into account
that social relationships are important and valuable to
children. Children’s moral dilemmas focused mainly on
questioning their own physical and psychological well-
being against their expectations, the values of others,
and the treatment required. Further research is needed
to understand how to further support the acknowledge-
ment and handling of moral dilemmas among children
when undergoing cancer treatment.
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