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Abstract Adequate participation of children and adolescents
in their healthcare is a value underlined by several profession-
al associations. However, little guidance exists as to how this
principle can be successfully translated into practice. A total of
52 semi-structured interviews were carried out with 19 par-
ents, 17 children, and 16 pediatric oncologists. Questions
pertained to participants’ experiences with patient participa-
tion in communication and decision-making. Applied themat-
ic analysis was used to identify themes with regard to partic-
ipation. Three main themes were identified: (a) modes of par-
ticipation that captured the different ways in which children
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and adolescents were involved in their healthcare; (b) regulat-
ing participation, that is, regulatory mechanisms that allowed
children, parents, and oncologists to adapt patient involve-
ment in communication and decision-making; and (c) other
factors that influenced patient participation. This last theme
included aspects that had an overall impact on how children
participated. Patient participation in pediatrics is a complex
issue and physicians face considerable challenges in facilitat-
ing adequate involvement of children and adolescents in this
setting. Nonetheless, they occupy a central role in creating
room for choice and guiding parents in involving their child.
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Conclusion: Adequate training of professionals to success-
fully translate the principle of patient participation into prac-
tice is required.

What is Known:

*Adequate participation of pediatric patients in communication and
decision-making is recommended by professional guidelines but little
guidance exists as to how to translate it into practice.

What is New:

*The strategies used by physicians, parents, and patients to achieve
participation are complex and serve to both enable and restrict
children’s and adolescents’ involvement.

Keywords Participation - Oncology - Children -
Adolescents - Practice - Pediatrics

Abbreviations
SPOG Swiss Pediatric Oncology Group

Introduction

Professional guidelines recommend that children and adoles-
cents adequately participate in discussions surrounding their
illness and treatment and in decision-making [3, 4, 9, 30].
Patient participation caters to both ethical and practical goals
of healthcare as it provides children with the possibility to
develop autonomy and contributes towards a better healthcare
outcome [5, 20, 23].

Albeit its popularity and several guidelines recommending
adequate patient participation [4, 9, 30], the concept itself
remains somewhat abstract [16]. It encompasses, for example,
sharing of information, expressing opinions, or negotiating
with parents [29]. Among other factors, it is important that
participation is in line with children’s developmental achieve-
ments and preferences [7, 10, 27]. Parental and professional
concerns as well as legal considerations play a critical role in
determining the extent of children’s participation [4, 21]. The
degree of patient participation also depends on the complexity
of the situation (e.g., physical or psychological conditions of
the patient) and the impact the outcome of a decision might
have upon treatment and/or quality of life [5].

Appropriate participation can help children with cancer
overcome fears and insecurities [23]. Given the seriousness
of the illness, parents and patients often perceive that there is
little room for choices with regard to treatment due to the fact
that treatment mainly includes established and standardized
protocols [12]. An additional challenge is that sharing com-
munication and decision-making processes with patients and
parents is complex and requires oncologists to be trained ad-
equately [26]. However, only little guidance exists concerning
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how children can be best involved in their care when faced
with a life-threatening illness [14, 25].

In light of the scarcity of practical guidelines on patient
involvement, the aim of the present study is to explore how
patient participation was put into practice in a pediatric
oncology setting. This paper describes different ways in
which children with cancer were involved in their care.
The accounts of children’s participation are brought for-
ward using the perspectives of pediatric patients, their
parents, and treating oncologists.

Materials and methods
Sampling

The present study reports qualitative data from a larger mixed-
methods project conducted in eight centers of the Swiss
Pediatric Oncology Group (SPOG) focusing on decision-
making in pediatric oncology. The larger project combined
both qualitative interviews and self-administered surveys to
explore attitudes and motives regarding involvement of mi-
nors in their healthcare and decision-making. For the qualita-
tive part, parents, patients, and pediatric oncologists were
approached to participate in a semi-structured one-to-one in-
terview exploring communication and decision-making
across the illness course, patient involvement in these process-
es, as well as general opinions on the inclusion of children in
matters that affect their health. Families were eligible to par-
ticipate in the project if they had a child aged 9 to 17 years
who was diagnosed with cancer and receiving treatment at one
of the SPOG centers. Children younger than 9 years were not
included as it was believed that semi-structured interviews
would not be suitable for them. However, research on partic-
ipation of young children can be found elsewhere [2, 13].
Families were approached at the earliest 3 weeks after diag-
nosis communication to give them time to process the new
information. The possibility of recruiting families at an early
point in time was chosen because a focus of the larger study
was to gather insight into decision-making processes sur-
rounding communication of the diagnosis.

Data collection

Pediatric oncologist in participating SPOGs informed families
they found suitable for participation (e.g. patient sufficiently
stable to engage in conversation and capable of sharing his or
her view, no acute family crisis) and informed them about the
study. If parents agreed, a member of the research team
contacted the family to explain the project and to seek their
participation. Children were approached for participation only
after parents agreed. The treating oncologist of the child was
also interviewed. All three parties, patient, parent, and
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pediatric oncologist talked individually with the researcher.
During each separate interview, participants were asked about
their experiences (as a patient, a parent, and treating physi-
cian) with regard to inclusion of the child-patient in his or her
healthcare and decision-making. Additionally, general atti-
tudes with regard to participation of minors in healthcare were
collected. It was not possible to always gather all three per-
spectives (patient, parent, and physician) on each case. The
interview guide used for the discussion included open ques-
tions pertaining to involvement of patients at diagnosis com-
munication, treatment decision-making, as well as general
opinions regarding the inclusion or exclusion of children and
adolescents with cancer during treatment (see Table 1 for
examples of questions). The language used throughout
the interview was adapted to each minor participant. Each
interview started with an informal chat to explore minor
participants’ language level. The study was approved by
the Ethical Committee of Northwest Switzerland and
ethical committees in all participating cantons. Written
informed consent was collected from all study participants.
Since Switzerland is a multi-lingual country, interviews
were conducted in German, French, Italian, or English
and were tape-recorded. They lasted between 20 min and
2 h (with children’s interviews being usually shorter). All
interviews were transcribed verbatim and checked for
accuracy by researchers fluent in those languages.

Analysis

Applied thematic analysis was carried out on transcripts in the
original language of the interview [19]. This method of qual-
itative data analysis aims at exploring thematic elements in
text while presenting participants’ experiences as accurately
as possible. The first step of data analysis comprised open
coding to explore thematic elements in the interviews. This
step was carried out by at least two members of the research
team and was aided by the use of MAXQDA software for
qualitative analysis. Several major themes were identified
from our analysis including diagnosis communication, in-
volvement in decisions, and general attitudes towards minors’
participation in healthcare. Participation was chosen as one
topic to explore further since participants highlighted many
different ways in which children and adolescents would be-
come active in their healthcare. The other major themes were
explored in other manuscripts. Subsequently, all interviews
were systematically scanned for units of text related to patient
participation. These units were then sorted into themes de-
scribing different aspects of participation mentioned. This step
was carried out by one researcher and subsequently checked
for accuracy and consistency by another team member.
Through constant comparison and discussion, all themes were
refined and systematically sorted to capture relationships be-
tween these themes. The final analysis was then presented to a

Table 1  Examples of interview questions

Children and adolescents

1. Can you tell me about the first time you heard about your illness?

2. If you were to have this discussion(s) again, what would you do
differently?

3. In your opinion, should children in general be allowed to make
decisions about their healthcare? Why or why not?

Parents and/or physicians

1. Please describe to me the circumstances of your child’s cancer
diagnosis/please tell me about the circumstances of the communication
of diagnosis and prognosis.

2. Would you change anything retrospectively? Is there anything in your
opinion that would have made these discussions more beneficial?

3. In your opinion, should children in general be allowed to make
healthcare related decisions? Please explain your perspective.

third team member familiar with the data. Any differences in
the relationships between themes were discussed and agreed
upon through consensus among the three authors.

Results

Seventeen patients, 19 parents, and 16 oncologists agreed to
be interviewed (see Table 2). Five oncologists reported on two
cases each. Four patients refused participation. Reasons for
refusal included lack of interest or not wanting to look back.
Two parents could not participate due to lack of a common
language to carry out the interviews. The exact number of
families that were approached for participation could not be
established as this step was carried out by participating oncol-
ogists in the SPOG centers. Study findings concerning chil-
dren’s participation in their healthcare highlight that they were
involved in their care in different ways (theme 1: mode of
participation) and that participation was at times controlled
by all parties (theme 2: regulating participation). Finally, chil-
dren’s overall participation was influenced by aspects such as
circumstances, family culture, and oncologists’ general prac-
tice with regard to patient participation (theme 3: factors
influencing extent and nature of participation). Quotes will
be presented in tables so that all three perspectives on a par-
ticular topic are easier to compare and also to provide an
insight into the richness of experiences and opinions gathered
in this study. If a theme only emerged for one group of partic-
ipants (e.g., parents), this is clearly stated and only quotes for
this group will be presented in the tables.

Modes of participation

The 52 participants identified several ways of involving
pediatric oncology patients in their healthcare. With regard
to medical communication, it was reported that children were
in several cases present at medical discussions and therefore
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Table 2 Participant demographics

Participants (n=52)"

Parents (n=19)

Age (median [range], years) 45 (33-52)
Sex Male=4 Female= 15
Nationality Swiss=13 Other=6
Marital status Married =12 Widowed =4
Divorced =2 Single=1
Number of children 2 (1-4)
(median [range])
Education Vocational training=11  Other=2
University degree =6
Religion Catholic=7 No religion/other =5
Protestant =6 Missing = 1
Oncologists (n = 16)
Age (median [range], years) 41 (36-54)
Sex Male=7 Female=9
Nationality Swiss =11 Other=4
Missing = 1
Years of experience in <8 years=15 9-12 years=3
pediatric oncology
>12 years=6 Missing =2
Children and adolescents (n=17)
Age at diagnosis 14 (10-17)
(median [range], years)
Sex Male=11 Female=6
Diagnosis according to the I Leukemias n=>5
International Classification I Lymphomas n=4
of Childhood Cancer, Other n=38

Third Edition (ICCC-3)

1t could not be established how many families in total were approached
and refused to be contacted by the research team since the initial recruit-
ment was carried out by treating oncologists in the study centers

received information from the oncologist simultaneously with
their parents (see Table 3, section a). Alternatively, in a few
cases, participants discussed how the exchange of information
took place first between adults and children were thereafter
informed either by the oncologist or their parents (see Table 3,
section b). Patient participation in discussions often oscillated
between these two modes and a child’s participation in only
one mode was rarely described. Reasons for such differing
participation will be reported later on.

Another mechanism of getting involved in medical com-
munication was through giving patients the possibility to ask
questions that were of interest to them (see Table 3, section c).
Adults identified this as a way to solicit children’s active
participation.

In addition to being present during information exchange
meetings between adults and asking questions about their ill-
ness, another form of participation highlighted was children’s
involvement in decision-making (see Table 3, section d).
Participants described these decisions mostly as facultative
since they did not influence the treatment itself, but allowed
patients to express their preferences (e.g., regarding pain man-
agement, hospitalization). Only in a few cases, participants
revealed that patients were also involved in more essential
decisions (see Table 3, section e). These decisions consisted
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not just in expressing a preference but in a selection from
different choices that would determine the future course of
treatment (e.g., switch from regular treatment to treatment
for high-risk cancer).

Observation was the last form of participation that ap-
peared in our analysis and was reported only by parents (see
Table 3, section f). They detailed that their child had absorbed
a lot of information through observing, for example, proce-
dures or the administration of medication. This form of non-
verbal information enabled children to take part in their care
plan.

Regulating participation

When children were involved in medical communication and
decision-making, all parties reported mechanisms to regulate
such participation. For participation in medical discussions,
parents and physicians described filtering details, thus control-
ling the nature and extent of information that was passed on to
the patient (see Table 4, section a). An example of filtering that
was frequently reported was information related to prognosis.
This topic was usually discussed among parents and oncolo-
gists only as they reported that there was no reason to confront
the child with something that might happen. Some parents
revealed more extreme forms of filtering, like withholding
information that was believed to be too upsetting for the child
at that moment (e.g., re-growth of cancer tissue).

Similarly, some parents and oncologists described pacing
as the process which allowed them to determine when and
how much information children should receive (Table 4,
section b). Although all children received basic information
regarding their illness, parents and oncologists found it impor-
tant not to force information upon children. Hence, they
recounted giving certain information only when children
asked for it. They believed this indicated the moment when
the child was ready to hear the information. Children them-
selves reported using the same pacing mechanism to avoid
feeling overwhelmed. Additionally, for the very few patients
who did not actively engage in the conversation, their parents
and physicians stated that they carried out some of the discus-
sions in the child’s presence in order to give them the possi-
bility to “overhear” certain pieces of information. In some
occasions, parents reported interfering with the content of
their child’s decision to ensure an outcome that they consid-
ered reasonable (Table 4, section ¢).

Factors influencing nature and extent of patient
participation

From the interviews with the participants, it was evident
that all children and adolescents in this study were in-
formed about their illness and treatment. Several factors
were identified that influenced the extent to which they
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Table 3 Modes of participation
a. Simultaneous participation in discussions
Well, I was there [at diagnosis communication], my
mother and my father. My grandparents were also
there [because they had come] to visit me. Nora,
14 years
Now, in the presence of the medical team,
everything was highlighted from A to Z (...)
always in the presence of [my] daughter. Parent of
Nora, 14 years
b. Time-delayed participation in discussions

When [ was given this knowledge that I have cancer
it were my parents who told me first (...) And
then the physicians explained it again. Ben, 14 years

[He] was not present in the discussion after the
surgery. We did this on purpose so that we first
know how it went and then can tell him. Parent of
Dillan, 13 years

c. Ask questions

With regard to the chemo I asked questions like:
(-..) does it hurt (...) when will I lose my hair?
Louise, 14 years

He always asked about nutrition, he wanted to eat
kebab, and about the hair. Parent of Charlie,

12 years
d. Participation in decision-making: facultative decision

And apart from that there were many choices if |
wanted to do something with or without
anaesthesia. Dillan, 13 years

Let’s say, when it comes to the side effects, then
there are options. “Do you want to take it as a pill
or as a syrup?” (...) He was asked whether he
wanted this needle [for intravenous medication] to
be in all the time, or like in and out each time. And
he preferred to have it like in all the time. Parent of
Jake, 12 years

e. Participation in decision-making: essential decision

We looked at it [different treatment options]
together and said: We do not want the risk (...)
the chance that I will get cured is bigger. And this
is how we made this decision. Liam, 15 years

So we had to decide: Do we continue with this path

[treatment that patient was receiving] or do we
switch to the tough path (...) and eventually he
[patient] decided, so he said: Yes. Parent of Liam,
15 years

f. Observation

He knows everything! (...) “There is a pill
missing.” Or: “That is the wrong drug you are
hanging there!” Or: “I get 250 millilitre, you are
only giving me 150.” He is on top of everything!
He is almost a doctor. Parent of Cristiano,

13 years patient

It [diagnosis] was communicated to all three. So Dillan
and both his parents, who were with him.
Oncologist of Dillan, 13 years

[The diagnosis was discussed] in a first step with the
parents, Dad and Mum, and then together with
Charlie. Oncologist of Charlie, 12 years

He calls me and asks: I have 40 degrees and the chills,
what do I have to do? Oncologist of Liam, 15 years

After the therapy there was the possibility to continue
with an [oral] therapy, that is not a must (...) And he
did participate, that was his free choice. Oncologist
of Sam, 10 years

Together with her [patient] we made the decision to
follow the known standard arm. Oncologist of
Angelina, 17 years

were allowed to participate (see Table 5, sections a—b).
Oncologists and parents highlighted that cancer is a life-
threatening illness for which successful treatment exists.
Adherence to treatment protocols was considered para-
mount, thus leaving little room for choice. Adults acknowl-
edged that informing patients was essential so that they

would understand what was happening to them. They
emphasized the significance of children’s cooperation for
successful treatment. To achieve such compliance and en-
sure that children were active in their healthcare, oncolo-
gists reported offering opportunities where patients could
become involved and take on some responsibility.

@ Springer
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Table 4 Regulating participation

a. Filtering information

Possibilities that you yourself are thinking about, that
is something that you don’t want to [discuss] with
him [patient] in every detail (...) you don’t want to
point out to him something that could happen.
Parent of Sam, 10 years

b. Pacing when and which information to get/give

Then she [mother] asked me if I wanted to know it
[diagnosis]. And at first I said: No, I don’t want to

There are things that we communicated much more
clearly to the parents than to Louise, in a much
more complete and direct fashion than to Louise.
Oncologist of Louise, 14 years

I am ready to tell the truth (...) if he asks for it.
Oncologist of Alex, 16 years

know. And then two days later, it hit me and then I
did want to know it. Ben, 14 years

The illness can be fatal (...) I do not know whether he
understood that in all consequence. (...) If he asks
me I will give an honest answer but I will not be the
one to force that upon him. Parent of Ben, 14 years

c. Interfering with decisional outcome

Well, he had to preserve sperm because he may be
infertile afterwards and when he was asked if he
wanted to do this his first reaction was: “No, I don’t
want to have kids”. At 14! And that I find a bit
difficult and we talked to him and clearly tried to
influence him so that he would go for it. Parent of’

Tom, 14 years

An additional factor that was presented as having an influ-
ence on the nature and extent of children’s participation was
parenting culture (see Table 5, section c¢). That is, the way
parents included their children in matters of daily life.
Furthermore, some circumstances were also believed to re-
strict the way children were included (see Table 5, section
d). Such circumstances included the fact that a patient was
recovering from emergency surgery and thus was unwell to
participate or the minor’s previous experience with a family
member dying from cancer. With regard to communication,
oncologists mentioned that they sometimes guided the family
in choosing the appropriate mode of participation (see Table 5,
section e). Finally, patient’s preferences also influenced the
extent of participation. While some patients preferred staying
in the background, others said that it was important to be
directly involved (see Table 5, section f).

Discussion

Results of the present study contribute important insights into
how pediatricians, parents, and children achieved patient par-
ticipation in a pediatric oncology setting. Several ways of ac-
tively involving children with cancer in their healthcare were
identified. These included participation in discussions and de-
cision-making, soliciting children’s questions, and answering
them honestly. However, the level of participation was adapted
using different mechanisms including filtering, pacing of infor-
mation, and interfering with decision outcome. Children’s ob-
servation of their surroundings was the only mode of participa-
tion that remained unrestricted or uninfluenced by parents and/
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or oncologists. Other factors that influenced the extent and
nature of participation were parenting practices, circumstantial
factors, and children’s own preferences.

The complex patterns of participation and mechanisms
used to influence the extent or timing of information flow
reflect the challenges of realizing patient participation in the
pediatric oncology setting [15] and healthcare in general
[1, 17, 31]. Study findings highlight that children’s participa-
tion in decisions that could affect treatment outcome was re-
stricted. This is understandable given that treatment for cancer
follows standardized, evidence-based protocols that are based
on efficacy and survival rates [18] and leave little room for
choice. Oncologists and parents acknowledged that involving
children in their care was important to achieve collaboration.
In order to do so, they created room for participation by
allowing children to voice preferences in situations where
the overall treatment outcome would not be affected.
Previous studies found similar results. They underlined that
patients often play only a minor role in decision-making and
communication [11-13]. In line with other findings, however,
participants in the present study also mentioned occasions
when patients were involved in essential decisions due to
changes in the course of treatment [22]. Overall, it seems
important to note that decision-making is not the only area
through which children can gain access to participation in
their care. Giving and receiving information or learning
through observation are also important mechanisms of
participation.

Our results emphasize the central role of the pediatricians
in offering children opportunities for participation and guiding
parents as to how their child could be involved [13]. At the
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Table 5 Other factors that
influence patient participation

a. To assure patient collaboration

So that he understands why they are giving him this
treatment. [ mean, if I did not tell him about the
lung infection, he would not understand why he is
in the intensive care. Parent of Jeremy, 15 years

b. Involving patients when there is an opportunity

c. Parenting culture

The way we are structured as a family (...) we talk
about things (...) [it is about] informing him about
what is going on [but] it is clear that a 13-year-old
child cannot make a decision. Parent of Charlie,
12 years

d. Circumstances

No, she was not present because she was in the
anaesthetic recovery room. And also later, she felt
very pootly. Parent of Zoe, 13 years

[We give patient the information] because he has to
participate in the therapy (...). It is a very intensive
therapy, very uncomfortable. At this age, if he
rebels, then we have a big problem because we have
to administer the therapy strictly and quickly.
Oncologist of Ben, 14 years

And I think a decision where children can be
realistically involved is the question whether the
child gets a porth-a-cath or not. Oncologist of
Hannah, 13 years and Oliver, 14 years

There are parents who make it very easy for us to be
honest and there are others who do not make it as
easy. Oncologist of Cristiano, 13 years

The reason was (...) they lost [a family member] to
cancer. So she [the mother] considered that it would
be too hard for [the patient] to hear all the details

e. Physicians’ guidance

That [whether to include patient in diagnosis
communication] was not discussed at all (...) The
physician said it like this (to include patient) and
we accepted it, for Tom it was ok. Parent of Tom,

14 years
f. Children’s preferences

concerning the illness. Oncologist of Mia, 13 years

I always suggest, so I tell them: You have to tell the
child [the diagnosis] because otherwise it is worse.
You can decide if you do it, we [oncologists] do it,
or you together with us. I suggest these three.
Oncologist of Emily, 10 years

If 1 did not know anything, I think it would be worse
for me (...) I would always ask myself: Why do I
take this, what do I have? Alex, 16 years

same time, they highlight the difficulties healthcare profes-
sionals face when putting patient participation into practice.
In fact, the level of involvement should not only depend on
children’s maturity but also on their preferences. Wishes re-
garding involvement can differ from child to child and even
from circumstance to circumstance [28]. At the same time,
parents have their very own ideas about how much informa-
tion and which way of participation is good for their child [6].
In order to do assure adequate patient participation, pediatri-
cians and other professionals caring for children with cancer
need special training. Such training should include an in-
creased awareness of children’s individual needs, capacities,
and preferences and learning about strategies to involve them
according to these abilities and wishes. The latter may be
especially challenging within the pediatric oncology setting
where families feel that standardized protocols leave them
little room for choice [12]. Furthermore, taking into account
the fears and sorrows that the diagnosis of a life-threatening
illness may bring to a family [8], education and training are
critical to navigating the issue of participation sensitively [26]
and guide families in gaining skills and experience as well as
establish trust with the medical team.

Future research must further explore different ways in
which children are involved in their care as only a compre-
hensive knowledge of this topic will enable guidelines to be
better adapted to real-life practice. Studies should focus on
how children themselves find ways to gain access to various
forms of participation (e.g., by observing or asking questions)
and how oncologists manage such involvement. A better
understanding of how parents, pediatricians, and children ne-
gotiate the extent of involvement is necessary. Furthermore,
research inquiring the possibility of conflict between patients,
parents, and physicians in discussions that affect treatment, for
example, is needed to provide oncologists with insight into
potential pitfalls of participation and solutions to solve
problems.

As a qualitative interview study, the results are not gener-
alizable. Our participant sampling was purposive in nature and
participants were selected by treating oncologists who may
have chosen families with whom they had a good relationship.
Parents who are willing to let their child participate in individ-
ual interviews may have been more open towards children’s
involvement in care. Additionally, oncologists willing to re-
cruit for and participate in this study may hold more positive
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views towards children’s participation than those who did not
take part. Finally, our results should be interpreted in view that
we were able to gather data for 21 cases from 3 perspectives
(52 total interviews), where possible. Due to the small sample,
it was not feasible to differentiate, for example, between chil-
dren and adolescents or take into account other characteristics
(e.g., years of experience of oncologists). Despite these limi-
tations, the study results contribute knowledge about different
forms and regulatory mechanisms of participation in pediat-
rics. Additionally, this topic is seldom examined from three
perspectives, that is, of children with cancer, their parents, and
treating pediatrician.

Conclusion

Patient participation in pediatrics is a complex issue. Although
adequately involving children and adolescents in their
healthcare is an expressed value of good medical practice
[9], there is little guidance as to how this principle can be
translated into practice [12] and as such, it remains abstract.
Results from the present study delineate multiple forms of
patient participation and indicate that children, parents, and
oncologists engage in various actions to adapt such participa-
tion. Pediatricians occupy a central role in that they can guide
parents and create opportunities for maximizing patient in-
volvement, based on the development and the wishes of
children. In order to help them fulfil their ethical duties of
adequate information provision and respect patient’s develop-
ing autonomy, targeted training addressing the issue of patient
participation in pediatrics is necessary [24].
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