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Abstract

Aim and objectives: To describe young children's experiences of valuable support in
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managing their fears about treatment for acute lymphoblastic leukaemia. The focus
was specifically on support from parents and healthcare professionals.

Design: The study had a qualitative descriptive longitudinal design.
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Methods: The study analysed 35 interviews with 13 children at three different times
during their treatment period. Data were analysed using a matrix-based method. The
Consolidated criteria for reporting qualitative research (COREQ) guidelines have
been followed.

Results: Parents and healthcare professionals provide important support to children
Funding information

The research was funded by The Swedish
Childhood Cancer Foundation (Grant
number PR2009-0016)

undergoing treatment for acute lymphoblastic leukaemia, although their roles differ.
Children valued their parents’ closeness and advocacy, being able to participate in
their own care, and being given pain relief during procedures known to create pain.
Valued support from healthcare professionals changed over time, from providing in-
formation and showing the tools that would be used in procedures, to paying atten-
tion to the child's needs and desires. It was more important for children to be able to
choose between different alternatives in medical procedures than deciding on major

treatment issues.
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1 | INTRODUCTION

from healthcare professionals and parents that 5-to-9-year-old
children with ALL report as helping them when they feel scared.

Fear is common in sick children who interact with the healthcare Age and development are associated with how children express

system, and children with acute lymphoblastic leukaemia (ALL) are
no exception. Perhaps their fear is unavoidable, yet all children
have the right to adequate support in managing their situation.
Such support can be especially important during a long, unpleasant
course of treatment. This study focuses on the types of support

hospital-related experiences (Lindeke et al., 2006). Although older
children might have better verbal skills, younger children can also
express their fear in practice and in research (Kassa et al., 2017,
Kleye et al., 2021; Leibring & Anderzén-Carlsson, 2019; Zimmer-
Gembeck & Skinner, 2011). From a children's rights perspective
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(UNICEF, 1989), it is important to study and give voice to young chil-
dren's experiences of support during their treatment for ALL.

As described in a previous study within the project (Leibring &
Anderzén-Carlsson, 2019), children in the Nordic countries were
at the time of this study diagnosed and treated according to the
Nordic Society of Paediatric Hematology and Oncology (NOPHO)
2008 treatment protocol. The treatment, which typically takes
about 2.5 years, is initially intense and includes repeated hospital-
izations for intrusive procedures, including intravenous and intrathe-
cal therapy. After about a year, medication is typically given orally,
and the treatment is less intense, with fewer hospitalizations (Toft
et al., 2018). Nevertheless, Darcy et al. (2016) showed that although
the treatment regimen is less challenging in the later stages, the chil-
dren's problems are not all over. Instead, children with leukaemia
may face problems with interpersonal relationships when they re-
turn to school after completing the more intense treatment.

Previous longitudinal research has identified fear in children
during treatment for ALL (Dupuis et al., 2016; Leibring & Anderzén-
Carlsson, 2019; Myers et al., 2014). However, children's experiences
of support in managing their fears have not been studied from their
perspective. It is reasonable to believe that their needs for support
change over time, as do their fears and their own abilities to cope
(Leibring & Anderzén-Carlsson, 2019).

2 | BACKGROUND
2.1 | Experiences of fear and coping

Needle-related fear has been reported as common in children of
various ages (Coyne, 2006; Leibring & Anderzén-Carlsson, 2019;
Lo6f et al., 2019; Salmela et al., 2009; Taddio & McMurtry, 2015).
In a group of healthy 4-to-6-year-olds recruited from kindergarten
and a similar group recruited from a surgical ward, more than 90%
of the children had at least one experience of fear in connection to a
hospital visit. The children reported fears about pain, sample-taking
and injections; however, the healthy children reported fewer fears
than those recruited from the hospital setting (Salmela et al., 2009).
Similarly Lo6f et al. (2019), reported that 4-to-13-year-olds recalled
previous negative needle-related experiences and were thus afraid
of experiencing the same again during later hospitalizations. Coyne
(2006) reported that somewhat older children (7-14 years) also had
fears about blood tests and injections. Despite the similarities in
their fears, children's hospital-related experiences vary, as do their
needs and wishes (Lindeke et al., 2006). Fear of needle-related pro-
cedures such as immunizations and venous sample collection could
have a long-lasting impact on children, possibly resulting in their re-
fusal of subsequent treatments (Taddio & McMurtry, 2015). Being
hospitalized as a child also implies a changed life situation. Both the
unfamiliar surroundings and the separation from their parents can
cause anxiety and fear. Loss of autonomy is also common during hos-
pitalization, which could further add to the experience of anxiety
and fear (Coyne, 2006).

A diagnosis of ALL often causes anxiety and fear for the entire
family (Muskat et al., 2017). Young children (5-9 years) with ALL,
like other populations of children, have been found to be afraid of
needles, feeding tubes, adhesive-tape removal, having to swallow
tablets and various physical changes caused by ALL. Their fears vary
over the course of treatment (Leibring & Anderzén-Carlsson, 2019),
and early hospital experiences, age and individual traits all affect
those fears (Han et al., 2011).

Children can, however, develop and use coping strategies, which
have been classified differently by different researchers. Salmela
et al. (2010) divided such strategies into problem-oriented coping,
emotional coping and function-oriented coping; in children with
ALL, Leibring and Anderzén-Carlsson (2019) identified that cog-
nitive, emotional and functional strategies developed during the
course of treatment. Han et al. (2017) categorized the strategies of
children with acute leukaemia as dependence on oneself, depen-
dence on professionals and dependence on parents. Coping strate-
gies in children develop with age and are often more differentiated
in older children. Preschool age children often seek support from
adults (Zimmer-Gembeck & Skinner, 2011).

2.2 | Support

Support and security from adults are generally important to a child
under stress (L66f et al., 2019). Thus, paediatric healthcare profes-
sionals have an important role in empowering fearful children (Kleye
et al.,, 2021). Children can be reassured when healthcare profession-
als ask about and adapt to their preferences or offer them informa-
tion (Kleye et al., 2021; L66f et al., 2019). Humour and small gifts are
valued rewards for undergoing surgery (L66f et al., 2019), and chil-
dren also like to be distracted (Kleye et al., 2021; L66f et al., 2019)
by games (Kleye et al., 2021), toys, films or social media interactions
with friends (Lo6f et al., 2019). Imaginal coping, in which the child
interacts with the one providing the distraction, is another specific
distraction technique (Rindstedt, 2014).

Healthcare professionals should be alert to the emotional and in-
formational needs of hospitalized children (Coyne & Kirwan, 2012).
Understanding information and having positive interactions with
healthcare providers have been related to feelings of security and
trust in children undergoing surgery (L66f et al., 2019). Having good
communications with the professionals helps the children ask about
their condition and understand their illness and treatment regimens
(Coyne & Kirwan, 2012; Pelander & Leino-Kilpi, 2010). This, in turn,
could result in less stress for the child (Coyne & Kirwan, 2012).
Similarly, children's discomfort with medical procedures decreased
when healthcare professionals listened to them, gave them informa-
tion and acknowledged their individual needs (Kassa et al., 2017). In
one study (Pelander & Leino-Kilpi, 2010), children were reported to
become less stressed when allowed to participate in their care and to
feel respected and acknowledged; being separated from their fam-
ily, however, was reported to be one of children's worst experiences

of hospitalization. When healthcare professionals are entertaining
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and inventive, they can support children and decrease their hospital-
related distress (Pelander & Leino-Kilpi, 2010). Opportunities to play
are also important to children in the hospital environment (Coyne &
Kirwan, 2012).

Children suffering from leukaemia, specifically, need support
throughout (Han et al., 2014) and after termination of their treatment
(Palsson et al., 2017), including psychosocial support to endure both
the illness itself and the treatment (Sitaresmi et al., 2008). The needs
of children with cancer do not differ much from those described
for other children in the healthcare system. Healthcare profession-
als are important for offering information and allowing children to
participate in their own care (Darcy et al., 2014). Han et al. (2014)
reported that children with ALL who were more communicative with
their parents and healthcare professionals from the beginning re-
ceived more information about their iliness than less communicative
children. They also found that healthcare professionals could offer
support by listening to the child and being emotionally available (Han
et al., 2014). Younger children with leukaemia need more parental
support than older children (Han et al., 2017). Parents are import-
ant in improving children's negative experiences of hospitalization
(Coyne, 2006; Kassa et al., 2017).

To summarize, children with ALL are known to experience fear
during their treatment and to develop their own coping strategies.
Nevertheless, like all children, they also need support from adults to
manage their fears. What supports these children identify as ben-
eficial have been less described, but such knowledge is important
for healthcare professionals, who offer support both to children and

help to parents in supporting their children during treatment.

3 | AIM

The aim of the study was to describe the types of support young
children experience as helpful in coping with their fears during treat-
ment for ALL. We focused specifically on support from parents and

healthcare professionals.

3.1 | Research question

What do children aged 5-9 experience as supportive in managing

fear at different time points during their treatment for ALL?

4 | METHOD
4.1 | Design

This study had a longitudinal descriptive qualitative design. Data
were collected through one to three individual interviews and ana-
lysed using the matrix-based qualitative analysis described by Miles
et al. (2014). This study is part of a larger longitudinal project about
fear in children aged 5-18 years being treated for ALL.
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4.2 | Sample and setting

Recruitment took place during 2011-2014 with the assistance of all
six regional oncology centres for children in Sweden. In this study,
one designated nurse was assigned to inform all newly diagnosed
children aged 5-9 years about the study and invite them to par-
ticipate. There were no exclusion criteria for this study. If both the
child and parents consented, the nurse shared their contact details
with one of the researchers. The last author contacted those fami-
lies who had agreed, offered additional information, asked them to
provide informed consent for the child to be interviewed and sched-
uled a time and place for the first interview. All children provided
their written assent. In total, 13 children (10 boys, three girls) aged
5-9 years at the first interview agreed to participate. Three of the
children had another first language, but spoke Swedish fluently and
thus all interviews were conducted in Swedish.

The study was approved by the Regional Ethical Review Board in
Uppsala (registration number: 2010/195).

4.3 | Data collection

The children participated in one to three interviews during their
treatment for ALL. The first interview was conducted approximately
2 months after diagnosis, the second after one year and the third at
the end of treatment, about 2.5 years after diagnosis. In total, 35
interviews were performed by the last author, a paediatric nurse
and experienced researcher with no previous professional contact
with the children. The interviews were held at a setting chosen by
the families (hospital, home or café), lasted from 5-72 min (mean:
35 min) and were digitally recorded and transcribed by an experi-
enced secretary.

The interviews were adapted to the age and development of
each child (Kortesluoma et al., 2003), but all asked about the chil-
dren's fears, how they had coped with them (presented elsewhere)
and what support helped them with those fears. During the inter-
views, the children were encouraged to draw pictures of the situa-
tions they described. This assignment was voluntary; the drawings
were not subject to analysis, but helped the researcher to frame
follow-up questions and the child to keep focus. At the end of the
first and second interviews, the children were asked whether the
researcher could contact them again for the scheduled follow-up in-
terview. Data were collected from January 2011 to November 2016.

4.4 | Data analysis

As the data were quite manifest and we wanted to present a longi-
tudinal perspective, we used a qualitative matrix methodology in-
spired by that of Miles et al. (2014). First, all interviews were read in
their entirety and the first author used different coloured markers
to highlight excerpts answering the research question and distin-

guish the various actors. Case-specific matrices were then created
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in which the first author inserted all of the text mentioning support
from various actors during the three interview times. Text was in-
serted as either direct quotations or paraphrases. Cross-case ma-
trices were then created in which data from all children (from the
case-specific matrices) were inserted; see Figure 1 for an example
of two children's reports of support from healthcare staff and their
parents.

Through visual examination of the data, it was possible to iden-
tify some recurrent abstract patterns that were used as headings in
two final matrices: one for support from parents, and one for sup-
port from healthcare professionals. Under each heading, we marked
whether each child had mentioned each of the different aspects
of support, which allowed us to count how many children had de-
scribed each type of support over time (Table 1).

These matrices, together with the first cross-case matrix, were
used to write up the findings. The interview text was then used again
to check the final accuracy of the findings. The first author was re-
sponsible for the analysis about the healthcare pofessionals; the
second author validated all the text about this in the matrices and
analysed parental support.

5 | FINDINGS

The findings are presented below in terms of who offered various
types support. We describe parental support first, then support

from healthcare staff. We start each section with the support de-
scribed most frequently, followed by the other supports in diminish-

ing order of the number of children who reported them.

5.1 | Parental support

An overview of the parental supports found to lessen fear is pre-

sented in Figure 2.

5.1.1 | Closeness (all 13 children)

All children-reported feeling supported by their parents’ physi-
cal and emotional closeness. Their parents’ presence eased their
fears about the medical procedures and their existential fears. The
children mainly reported physical contact with parents, such hold-
ing hands during blood sampling, cuddling, sitting in their laps or
being hugged when they were frightened. Physical contact was
the most frequently reported aspect during the first interview and
remained the most mentioned in later interviews. Children also re-
ported feeling supported by having their parents in the same room
during a procedure, keeping them company or sitting on a chair
nearby. Parental presence, but not physical contact, was most fre-
qguently mentioned during the second interview. After 2.5 years,
the majority of the children interviewed still found this a valuable

Healthcare Professionals Parents
Individual
child no. | 2 months 1 year 2.5 years 2 months 1 year 2.5 years
14 Emla cream. Spray  Anesthesic cream. Anesthesia when Mom sits close by. Holds Comes to the Dad holds hand,
or pad forremoving  Count to three before  having injections hand. Is present during hospital. Sits on a offer kisses and
band-aids. Showing  needle. Encouraging anesthesia. Parents hospital bed. Doesn’t hugs. Offers
pictures of child to relax and put write to professionals intervene during comfort.
subcutaneous port arm on arm rest. [about child’s blood sampling, is
before inserting it. Allowing choice of preferences for just there. Engages
Allowing to choose gift, often a comic. procedures]. in play. Tells
which finger to prick.  Allowing choice to professionals about
Gift after needles. prick “La&ngeman” the child’s
[Child version of preferences.
middle finger].
15 [The child is initially Is offered to choose Counts to three. Sits and hold hands. Hold hands. Waits Mom make jokes,

a bit shy, and asks
his father to tell]:
The professionals
encourage the boy
to whistle and to
look for a certain
figure in a picture
during blood tests.
[The boy adds]:
Gifts afterwards.
The nurses are kind,
they talk in a friendly
manner and are
careful when
inserting needles.
[the father adds]:
They are funny.

which finger to prick.
Counts to three or
four before
procedure. Nurse
shows what a
subcutaneous port
looks like and allows
child to take a closer
look at it and feel it.

Offered stickers,

gifts, and ice-cream.

Nurses talk about
the iliness; explain
that it takes a while
to get used to;
assures that the
“gold medicine” is a
cure.

Encourges thinking
about something else.
Applies the [anesthetic]
cream. Limits the nurses
to two tries when
inserting needles.

for the child to be
calm [prepare
himself] before
ordering a taxi to the
hospital. Prepares
the child before
going to the hospital.

and that’s fun. She
talks and soothes.
Dad offers comfort;
the illness will go
away, but it takes
time. Buys Danish
pastries on the way
home after blood
tests.

FIGURE 1 Examples of text from the cross-case matrix. All supports mentioned in the interviews as decreasing fear, related to healthcare
professionals and parents were inserted in the cross-case matrix. The text was paraphrased or quoted directly
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TABLE 1 Anexample of a cross-case summary matrix, illustrating the number of children reporting about the support of parental
closeness and advocacy

Closeness Advocacy
2 months 1year 2.5 years 2 months 1 year 2.5 years
Number of participants 11 13 11 11 13 11
Child no: 2 1 1 1
Child no: 3 1 1 1
Child no: 5 1 1 1 1
Child no: 7 1 1 1 1
Child no: 10 1 1 1
Child no: 12 1 1 — 1 —
Child no: 13 1 1 1 1
Child no: 14 1 1 1 1
Child no: 15 1 1 1
Child no: 16 1 1 1
Child no: 18 1 — — 1 -
Child no: 21 1 1 1
Child no: 22 - 1 1 —
Total 11 12 9 4 4 1
13
12
1
10
9 —
s
% 8
S 7
‘s
5 6
£
— | 5
=
4
3
2
1 W I | NI
0
Closeness  Facilitating Advocacy Distraction Talking about  Assisting Restraining Being Encouraging  Informing Offering
(n=13) participation (n=9) (n=6) child's fear  healthcare the child (n=5) playful the child at school practical
(n=10) (n=6) professionals (n=4) (n=3) (n=2) assistance
to alleviate (n=2)
pain and fear
(n=5)

®2 months (n=11) @1 year (n=13) 0O2.5years (n=11)

FIGURE 2 Reported support from parents at different time points

source of support. Having parents present during anesthetization
was found supportive by 3/11 children in the first interview and
one child in each of the two later interviews: “Mom and Dad are
always there when they put me to sleep [administer anesthesia].

They hold my hand and say ‘Sleep well,’ or something like that.”

(13:2). Three children slept in the same bed as their parent to feel
their supportive closeness. Having both parents stay at the hospi-
tal was also important.

Besides mentioning physical closeness, five of the children ex-

plicitly reported parents offering them comfort and security The
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children found it hard to elaborate on what they meant by comfort
and security, but they used these words when describing the sup-

portive actions of their parents.

5.1.2 | Facilitating participation (10 children)

The second most reported support from parents was facilitating the
child's participation in their own treatment and care. This was done
in many ways, most often reported on the first occasion, but also in
the two later interviews. The single most important aspect of facili-
tating participation, mentioned by nine of the 13 children, was help-
ing the child find strategies to endure the procedures: “Mom usually
says that | should try to calm down and relax.” (21:1).

Facilitating participation was also described in terms of allow-
ing the child to decide on various matters (such as who would ac-
company them in the ambulance or at the hospital) and deferring
to the children's wishes by providing asked-for support or accepting
their preferred way of doing things, such as removing an adhesive
dressing.

Another way parents were regarded as supportive was in helping
the child to prepare for treatment and care, for example by reading
them a book about a certain examination or giving them a reward
after treatment: “... afterward, Dad and | go and buy a Danish pastry.”
(15:3). One child's parents played ‘hospital’ to support the child in
processing their experience. Finally, one child reported their parent
giving a blood sample before the child, and another reported their
parent taking photographs so they could discuss what the child had

undergone.

5.1.3 | Advocacy (nine children)

The third most often mentioned parental support was advocacy,
although it was less mentioned at each time point. Parents acted
as their children's advocates by verbally expressing the child's fears,
needs or wishes to healthcare staff, protecting the child from seeing
the needle during injections and disallowing further blood sampling
or injections after the first try or two did not succeed. “If they want
to put a needle in my arm, then Mom says ‘no’. She wouldn't allow
them to do that.” (16:3).

5.1.4 | Distraction (six children) and talking about
children's fears (six children)

An equal number of children reported feeling supported by parents
distracting them or talking with them about their fears. Distraction
was most often described as helpful during needle-related proce-
dures. At such times, parents could read a story, allow the child to
play with their mobile phones, play a game or make the child laugh.
“Mom and Dad usually talk to me and try to make me laugh [during

needle-related procedures).” (7:2).

5.1.5 | Assisting healthcare staff to alleviate pain and
fear (five children)

When describing parents assisting healthcare staff to alleviate their
distress, four children mentioned parents’ applying the topical an-
aesthetic cream used before blood sampling. It was also supportive
when a mother inserted a nasogastric tube at home instead of the
child having to go to the hospital, when one father found a coating to
put on tablets to make them easier to swallow and when one mother
suggested the staff give her child Midozalam before needle-related

procedures.

5.1.6 | Restraining the child (five children)

Five children reported feeling supported by parents who used
physical or verbal force to make them comply with certain pro-
cedures. The children who reported physical restraint described
parents who held one of the child's legs during an injection or held
the child firmly in their lap during blood tests. Three of the chil-
dren talked about this in the first interview, and one at each of the

other time points:

#21:3: Well, they held me. Mom had to hold me. | sat on her lap, then
they held me and sort of talked to me... ... I mean, | guess she
had to hold me... ...She was sort of calm, and she did not hold
very firmly, more like | was supposed to feel safe and secure,
yet she also held me to stop me from running away... ...Sort of
firmly... | don't like being held against my will, but (laughter),
but then they [the nurses] managed to draw some blood, and
| didn't have to be horrified [at the idea of being given the
needle] any more.

Interviewer: What would it have been like if it was a nurse who held
you?

# 21:3: | would have been pissed off and told her to let go of me. It
would have made me so angry. | would have yelled at her and
said that she was not at all kind. It's quite different if one’s
parents are the ones holding. Because that'’s better. They
are my parents and they want what's best for me. Well, the
nurses do too, but it would be strange if they... One doesn'’t

know them as well.

5.1.7 | Other forms of support mentioned by one to
four children

Four children mentioned feeling supported when their parents
played with them. This was mentioned only occasionally. The par-
ents also assured the children that their treatment would cure them
and that things would get better and they helped the children with
practical issues. Three children reported feeling supported when

parents provided information about the illness and its consequences
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to classmates at school and contacted teachers when the other chil-
dren were too pushy or even teased the child. Providing information

at school was mentioned only in the later interviews.

5.2 | Support from healthcare professionals

A longitudinal overview of support from healthcare professionals

found to lessen fear is presented in Figure 3.

5.2.1 | Facilitating participation (all 13 children)

The children felt supported by healthcare professionals fa-
cilitating their participation in their own care or treatment.
All children expressed in at least at one interview that they
wanted to take an active role. This was most prominent at one year
into treatment.

The healthcare professionals facilitated children's participation
in care by informing them about the illness and treatment plan and
asking questions to ensure the child understood, showing them
the equipment that would be used and allowing the child to decide
whether to proceed with painful and scary procedures: “She asked
me every time she tried to get some blood [and was unsuccessful] if
she could try again or if she had to stop.” (7:3). Another important
aspect of participation was when the physician informed the child
first, before turning to the parents: “... That's good, first talking to
me, or rather the children, because they are the ones in focus, be-
cause they are the ones who are ill. That's what | like about him [a
named physician].” (21:3).

Participation was encouraged when the healthcare professionals
offered a choice between various alternatives. The children also felt
supported in their wish to participate when the healthcare profes-

sionals told the truth. One child reported feeling betrayed when a
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nurse removed an intravenous catheter, having said that she should
only wanted to look at it: “What she did was actually not good!”
(10:1). Subsequently, this child was supported by his mother in writ-
ing a book telling the healthcare professionals about how he wished
to be treated: “l don't want them to do this, and | want them to get
to know me and my preferences....” (10:2). This further increased his
participation in his own care. Another child found the healthcare
professionals to be supportive when they allowed him to prick his
own finger. The professionals informed the child how to do it and the
boy succeeded despite feeling a bit hesitant and frightened: “.. first
| didn't want to do it. But then, | started to proceed, and said, ‘1 will
finger-prick when | have counted to three.” (3:2).

During the first interview, one child said it was supportive when
healthcare professionals held his legs when inserting a nasogastric
tube, which helped him to endure the procedure: “Then a nurse
joined in and held my legs, so that | couldn't kick. And meanwhile,

they managed to put the tube in place.” (3:1).

5.2.2 | Relieving pain and fear with medication (10
children)

Most of the children discussed how the healthcare professionals
had relieved their pain and/or fear during treatment through vari-
ous medications. The children had experienced pain relief through
nitrous oxide, topical anaesthetic cream (Emla), general anesthesia,
Midozalam (which they called “dizzy medicine”) and undefined intra-
venous medication.

It was also supportive when healthcare professionals not only
administered topical anaesthetic cream, but also monitored its ef-
fect: “Yes, they usually pinch me here [points to arm] and then here,
and then | know it's working.” (3:3). Another child described his ex-
perience with nitrous oxide: “... and then they usually offer me some,

well, some nitrous oxide, and then I'm totally lost.” (7:2).

6
4 4 4
4
3 3
2 2 2 2
1
1

Facilitating Relieving pain Rewarding Being careful Facilitating  Distracting Continuity  Encouraging
participation and fear with (n=9) and kind  children's play (n=7) of care the child
(n=13) medication (n=9) (n=9) (n=6) (n=5)

(n=10)

FIGURE 3 Reported support from
professionals during the treatment period

B2 months (n=11) @1 year(n=13) 0O2.5years (n=11)
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5.2.3 | Rewarding (nine children)

In total, nine children mentioned receiving a small token as a reward
for enduring various treatments, for example blood sampling and
injections. This support was especially appreciated at the begin-
ning of treatment and after one year; it did not seem as important
at the end of treatment. One boy reported being cheered up by
being offered a small gift from the gift basket: “And then you feel
a bit more happy.” (5:2). A negative aspect of having blood samples
taken in the patient's room rather than the treatment room was

that the healthcare professionals often forgot to bring such a gift.

5.2.4 | Being careful and kind (nine children)

During the entire treatment period, the children mentioned that
they felt supported when the healthcare professionals were kind
to them. This was often regarded as a personal trait and was thus
related to the importance of continuity. The children wanted the
professionals to act carefully and not harshly when caring for them.
They wanted the professionals to use care when removing adhesive
dressings and be gentle when collecting blood samples or giving in-
jections. At the first interview, one child said, “They talk to me... yes
and they are gentle when injecting.” (15:1). Another child found it
supportive when the nurses were kind and hid what they were doing
during blood sampling, so that she did not have to see.

Being playful and permitting to the child to play tricks was
another aspect of being kind, a professional trait the children
mentioned as a supportive. It was equally appreciated throughout
the entire illness trajectory and mentioned by about half the chil-
dren. Children described “being playful” as staff joking with them,
dressing up as different animals or played ball with the child. Two
months into treatment, one child said: “Yes, she speaks silly... Once
she said, when we were leaving, that | should stay with her. And
once she dressed up like a giraffe.” (13:1). Even though this did
not distract the child enough to ignore a needle-related procedure,
the child nevertheless viewed the occasion as somewhat positive.
The same child, in the last interview, revealed longing for the fun
nurses and experiencing it as positive to meet with them: “She
[the nurse] says that she is a vampire, and that's why she collects
blood... It makes me happy to see her.” (13:3). Yet another child
revealed in his last interview that the professionals joked with him
and added salt to his lemonade, and a girl said that she found it
supportive when the healthcare professionals called her by a fun
nick-name and played football with her in the middle of the night.
“Then, even in the middle of the night, at about 10.30, or 11.30 or
something, he played ball with me.” (18:2).

5.2.5 | Facilitating children's play (nine children)

Another action of healthcare professionals that children experienced

as supportive was when they made it possible for the children to

play. Play therapy was central to this support. The children described
various activities, such as playing hospital, playing parlour games and
enjoying free play in the play hall. The children appreciated the hos-
pital clowns, and some liked playing with other children diagnosed
with leukaemia. One girl reported her hospital stay as mostly boring,
“...but at play therapy, one could play, and in one room one could
color.” (16:1).

The children mentioned the importance of having a good envi-
ronment to play in. They found that to be a support against bore-
dom as well as fear. One young boy compared his experience of
being in-patient at two different hospitals. At one of the hospi-
tals, children with leukaemia were allowed to move around and
play anywhere, but at the other, they had to stay in their rooms.
He thought that this was not good for him: “.... All the tummy flus
[children with gastric flu] can move around freely and all children
with leukaemia have to be locked in, in a very, very tiny room.
And the best medication for me is surely to move around...” (3:1).
Another child described being frustrated when the play therapy
room was locked and healthcare professionals on the ward would
not let her in.

Difficulties playing with classmates were also mentioned. One
child described feeling supported when a contact nurse gave people
at school, including the other children, information necessary to un-
derstand the implications of leukaemia. This allowed classmates to
understand why the child could not run as fast as the others during
play.

5.2.6 | Distracting (seven children)

Especially at the beginning of treatment, the children felt sup-
ported when healthcare professionals distracted them from the
various treatments and tests they were undergoing. One way of
distraction was when the healthcare professionals told stories.
One boy said, “Yes, there are usually two [nurses]. One tries to
make me think of anything but the syringe, and the other is the
one collecting blood. So, that's pretty good.” (7:2). Another child
described being offered a lollipop while the nurse removed some
adhesive tape: “I suck the lollipop, and she removes the adhesive.
And it doesn't hurt as much.” (5:2). One child reported that the
healthcare professionals had taught him to whistle, and they en-
couraged him to whistle to distract himself when undergoing a
procedure.

Professionals could be helped by the environment to distract
children during treatments and tests. The children described
treatment rooms filled with enjoyable things that healthcare
professionals encouraged them to look at or search for specific
details. These could for example be trolls or hanging puzzles or
pictures. One child, at his last interview, told about preferring
procedures in the treatment room because of the various things
to focus on: “Yes, they have, have some kind of a troll that you
can look at, and there is a puzzle on the wall picturing a crazy
hospital” (13:3).
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5.2.7 | Continuity of care (six children)

About half the children described feeling supported by seeing the
same healthcare professionals each time they visited the hospital.
Such continuity of care made the children feel safe and secure, and it
decreased their fears. Furthermore, continuity enabled the children
to establish relationships with the professionals. One child said, “It's
the best if they [the professionals] are the same,” (16:1) and another,
“When they know me, they know how | want things to be done...
they are not strangers, no, I've known them for two and a half years.
They are sort of friends.” (7:3).

One girl revealed that such continuity also made it easier for
her to ask questions, because when she knew the healthcare pro-
fessionals, she felt more secure. Knowing that the professionals
were experienced and knowledgeable about the tasks they per-
formed was another aspect of continuity, which was supportive
to the children.

5.2.8 | Encouraging the child (five children)

Children felt supported when healthcare professionals encouraged
them. Most of the children who mentioned this did so during the last
interview, as they looked back over their entire treatment period.
Such encouragement helped the children endure needle-related
procedures, physiotherapy and individual training through reas-
surances that such measures would work to make them well and
bring back the walking strength they had lost to the complications
of treatment. General pep-talks were also considered supportive.
“When | am afraid and don't want to undergo the blood-test, they
encourage me, and says that it's easier to do it now, instead of
postponing it, and so on.” (7:3). One nurse supported a boy by shar-
ing her experience as a nurse: “...it will take some time, but finally
you will get used to this [undergoing treatments and tests].” (15:3),
and another boy felt supported when a professional said, “Only
you can manage this, come on, you have to...,” (10:3).

One boy drew a picture during his first interview and said that
the “gold-medicine” would cure him. The healthcare professionals
had told him so, and it encouraged him to believe that the medicine
would beat the cancer cells. Another child shared what the physio-
therapist and the physician had said to him about his walking diffi-
culties: “If you keep on training, you will be able to walk again... after
a little while.” (7:2). For children to be helped by these encouraging
statements, however, they must be able to comprehend them. One
child revealed some difficulties with that and said, “Sometimes, |
cannot understand what he [the doctor] says, and he talks too fast.”
(12:2).

6 | DISCUSSION

The aim of the study was to describe young children's experiences

of support related to their fears during treatment for ALL. The focus
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was specifically on support from parents and healthcare profession-
als. The results indicate that children's need for support varies dur-
ing the treatment, as they highlight various beneficial measures at
different time in the treatment period (Figures 2 and 3). However,
having their parents close, being able to participate in their own
care, and having pain relief were central support to the majority of
the children. Closeness with parents was important from both an
existential and a practical point of view, as they could soothe all
types of fear as well as make treatments and tests endurable. Most
of the support from healthcare professionals was related to treat-
ment and tests, and less focused on existential issues, although the
line between these two aspects is sometimes blurry and they can
overlap. Some types of support were appreciated from both parents
and healthcare professionals, such as facilitating participation, ad-
ministrating medication to relieve fear, distraction, being playful and

being encouraging.

6.1 | Parental support

Parental support had an impact on the child's emotional, social
and physical wellbeing, and in this study closeness seemed to
be the most important aspect of parental support, and children
preferred to have both parents present. Parental support has
previously been identified as a very important factor in the psy-
chological wellbeing of young children suffering from leukaemia
(Enskar et al., 2014; Han et al., 2017). As the children wished to
be able to have their family stay with them, it is important to have
family rooms in paediatric departments, to allow siblings and par-
ents to stay close to and support children during their hospital
stays (Kassa et al., 2017). The finding about need for closeness is
not unique, it has been identified also in previous studies (Bjork
et al., 2006; Enskar et al., 1997; Kars et al., 2008). However, this
need changed somewhat over the treatment trajectory, from
physical closeness to general proximity. The reasons for this pat-
tern can be more than one; the child has grown older, developed
coping strategies or has become used to procedures (Leibring &
Anderzén-Carlsson, 2019). It could also be that the treatment is
less intense later into the treatment protocol, with less invasive
hospitalizations and tests (Leibring & Anderzén-Carlsson, 2019;
Toft et al., 2018).

It is an obvious finding that facilitating participation in treatment
and care is of major importance for supporting children by prevent-
ing and decreasing fear. The parents typically helped the children
find strategies to endure frightening procedures and offered dis-
traction during procedures and hospital stays. Previous literature
on valuable parental support is sparse. Instead, parental support has
been described in the light of children's coping. For example, Han
et al. (2017) categorized it as children's dependence on parents and
Zimmer-Gembeck and Skinner (2011) concluded that preschool age
children often seek support from adults.

For the parent to offer support to their child they need support
themselves (Bjork et al., 2006; Miller et al., 2009). For example,
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parents of sick children need emotional support and honest infor-
mation (McGrath, 2002), which can be given through various modes.
Wang et al. (2016) found that parents were helped by using a smart-
phone app that decreased their distress by offering knowledge and
information about how to support a child with ALL. To the best of
our knowledge, the literature on how to support parents to support
their child with ALL is sparse. This should be considered when plan-
ning future studies within this context.

6.2 | Professional support

To support children, healthcare professionals have to be sensitive
to the individual child's preferred support (Harder et al., 2011). All
children in this study expressed that it was supportive to participate
in their care. What they found supportive about being able to par-
ticipate in their care and treatment was not deciding on major treat-
ment issues, but rather feeling informed enabled to choose between
different alternatives regarding their treatments and tests, and nei-
ther forced nor deceived.

Medical procedures often created fear and yet, the children de-
scribed their wish to be active agents and they wanted the healthcare
professionals to be honest. Children can react to frightening proce-
dures by becoming upset and showing resistance to what they are
about to undergo (Bray et al., 2019). Maslak et al. (2019) found that
4-to 7-year-olds experience greater distress during invasive proce-
dures than both younger and older children. In line with the present
findings, they concluded that allowing children to choose the type
of support they wish to use in these situations decrease their dis-
tress (Maslak et al., 2019). The importance of listening to children's
voices about treatment and care have also been highlighted by oth-
ers (e.g., Anderzén-Carlsson et al., 2007; Coyne et al., 2016; Kassa
et al,, 2017; Kleye et al., 2021; L66f et al., 2019). However, Moore
and Kirk (2010) and Coyne (2006) have concluded that evidence-
based guidelines for children's participation in their care are lacking,
which is a potential threat for optimal support to children who areiill.

The findings reveal that what was found supportive with regard
to participation in care varied. The professionals initially supported
the children by informing them and showing what equipment would
be used during the procedure. One tool found to decrease children's
fear is the Interactive Communication Tool for Activities. This is a
digital tool showing children various procedures or settings, such as
a needle procedure or a waiting room (Stalberg et al., 2018). No such
device was mentioned in the current study, instead non-digital ped-
agogical devices were mentioned by the children. Digital tools might
not have been as common during the data-collection period as they
are today.

Later in the treatment, the support children appreciated from
healthcare professionals for facilitating participation was more re-
lated to their paying attention to the child's needs and wishes and en-
suring that the child understood the information provided. However,
the findings indicated that it sometimes could be hard for children

to understand information given by the professionals. Therefore, to

facilitate children in being active agents in their own care, there is
a need to optimize communications by focusing on the child's per-
spective. A literature review identified that the psychological health
of children with leukaemia worsens if they are unable to comprehend
their illness and treatment (Willingham Piersol et al., 2008). Thus,
it is important for the professionals to be attentive to whether the
child understand given information. The fifth article of the European
Association for Children in Hospital emphasizes the importance of
healthcare professionals’ attentiveness to their patients and respon-
sibility for building rapport and trust and states that children and
their parents have the right to receive information before treatment
and care (European Association for Children in Hospital). According
to Hallstrém and Elander (2004), children are always able to partici-
pate in decisions, although they are not mature enough to do this in-
dependently as they cannot fully comprehend the consequences of
care decisions. The ability to participate in decisions, despite young
age was confirmed in the current study.

Another aspect that was supportive and increased the children's
willingness to participate in care was healthcare professionals offer-
ing small rewards after a procedure. The importance of this gesture,
however, decreased during the illness trajectory. We do not know
why, but perhaps it was because the children got used to the treat-
ment, and also because their coping strategies developed (Leibring
& Anderzén-Carlsson, 2019).

Being playful and offering distraction were two other aspects
of support that could decrease children's fears. In the hospital en-
vironment, the children described these aspects in terms of play
therapy, hospital clowns, distracting décor and professionals joking
with them. Previous research has highlighted the benefit of distrac-
tion (Bray et al., 2019) as well as the importance of play for chil-
dren who are ill (Depianti et al., 2018; Enskar et al., 1997; Gariépy
& Howe, 2003; Karlsson et al., 2019; Lindeke et al., 2006). Play is
important for children's general development and health (Rejane
Rolim Gomes et al., 2018). Facilitating children's play in the hospital
has been shown to decrease their negative experiences and offer
them a sense of control. Healthcare professionals can facilitate play
by initiating various activities (Depianti et al., 2018; Jones, 2018;
Koukourikos et al., 2015), encouraging parents to engage in play-
ful activities with their children and encouraging children to bring
favourite toys to the hospital (Koukourikos et al., 2015). Along
with being able to play, the children also wished to be able to move
around the ward. Healthcare facilities need to allow personal space
and dignity to patients and their families (Lambert et al., 2014). It is
therefore important on an organizational level to listen to the voices
of children when planning and developing paediatric in-patient set-
tings to provide a more child-centred environment (Coyne, 2006).
Children as young as 6 years old have been found able to participate
in quality-improvement measures related to the hospital environ-
ment if given the opportunity (Schalkers et al., 2015).

The literature on what young children find to be supportive
when fearful under treatment for ALL is sparse. Nevertheless, much
of the valued support have previously been described in the paediat-

ric literature, from professionals’ perspective, when describing how
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to best care for ill children. What this study adds is that the children
value this experience-based support.

6.3 | Restraining the child

The issue of physically restraining children during medical pro-
cedures has been discussed by scholars in previous literature.
Therefore, we find it important to highlight the children's perspec-
tive on this topic. Bray et al. (2018) showed in their study that
it is still common for healthcare professionals from Australia,
New Zealand and UK to restrain children without their consent
or that of their parents, but the issue of parental restraint was
not studied there. However, in another study it was identified that
parents first and foremost tried to maintain their children's well-
being, but if children were too resistant, parents prioritized their
physical health and could force a child to undergo a procedure
against their will (Anderzén-Carlsson et al., 2010). So, what did
the children think about being restrained? Five of 13 children re-
ported that on one or more occasions they had found it supportive
when a parent had physically restrained them during a procedure
or verbally forced them to accept it. Their opinions varied, how-
ever, on whether or not it was acceptable for a professional to
restrain them. One child said specifically that it was good when
the parent held firmly, but that it was not okay if a professional
did. Another child, however, found it supportive to be held tight by
healthcare professionals. Sahlberg et al. (2020) found that when it
was necessary to physically restrain a child, only the healthcare
professions should do so, not the parents. They also highlighted
the importance of simultaneous distraction during such restraint
and the necessity of a policy to stop any restraint that is not work-
ing. In another study, Bray et al. (2019) showed that healthcare
professionals first try to persuade children to undergo procedures
by distraction and information, but if this does not work, it is com-
mon to restrain the child to complete the procedure. They argue
that it is a balancing act to decide what is the right thing to do in
such a situation. There is a risk of overruling the child's voice and
rights, so they suggest taking a clinical pause to allow the child to
participate in deciding the best way to continue. An even better
alternative is to discuss the procedure prior to attempting it.

The present findings show various preferences about being re-
strained, and we believe it is important to give voice to the children's
preferences at various time points. The results show that being re-
strained when undergoing a frightening treatment could be regarded
as positive by some children, who interpreted it as being in the safe

haven of their parents.

6.4 | The connection between support and coping

Reflecting on the findings in this study and the literature on cop-
ing (Han et al., 2017; Salmela et al., 2010), we recognize an obvi-

ous connection between the concepts of support and coping. In
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a previous study within the larger project (Leibring & Anderzén-
Carlsson, 2019), the same group of children described their fears
and their ways of coping. There, the children described counting
backward from three before allowing a procedure. In this current
study, we viewed the same situation from a different perspective,
the children's perceptions of parental and professional support as
they suggested the child count backward when undergoing a pro-
cedure. We also recognize that the healthcare professionals adapt
to the children's preferred strategies, which is supportive and in line
with the child's coping strategy of requiring that professionals act
in accordance with their wishes. Han et al. (2017) also acknowledge
the connection between coping and support and highlight children's
dependence on the support of their parents and the healthcare pro-
fessionals. Delvecchio et al. (2019) determined that hospitalized chil-
dren used more support-seeking strategies than non-hospitalized
children. Likewise, hospitalized children reported a greater need of
support than the non-hospitalized children.

This connection between coping and support indicates that
children's ability to use the coping strategies described by Han
et al. (2017) depends on their interacting with another person
who offers them support. This study shows that this other per-
son could be either a parent or a healthcare professional, both of
whom play important, but different, roles in supporting children

in the hospital.

6.5 | Strengths and limitations

The major strength of this study is the voice it gives to the chil-
dren in describing what they regard as beneficial support during
treatment for ALL. Although the children were quite young, they
were willing and able to share their preferences. The idea of using
a drawing as a starting point for the discussion was useful in some
interviews, but others were not interested in this activity. Another
strength of the study is its longitudinal design, which enabled
rich data because the children got to know the researcher dur-
ing the repeated interviews, and the second and third interview
sessions became more predictable and comfortable for them. The
longitudinal design also allowed us to determine which supports
were considered most important at different times and across all
interviews. We could not, however, determine whether changes in
preferences for support varied because of the children's growing
experience of being ill and under treatment, changes in treatment
as determined by the treatment protocol or the child's develop-
ment over the study time. It is likely that numerous factors are
involved in this change. The main challenge in the interviews was
encouraging the children to think about and elaborate on various
types of support, for example closeness and kindness, which they
regarded simply as the natural behaviour of parents and health-
care professionals. The limited number of participants could be
regarded as another limitation, but the children were recruited
from various cancer centres around the country and participated

in repeated interviews, a total of 35, which resulted in rich data.
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7 | CONCLUSION AND RELEVANCE FOR
CLINICAL PRACTICE

Both parents and healthcare professionals are important to children
undergoing treatment for ALL, and they have important, but dif-
ferent, roles in supporting those children during their illness tra-
jectory. Although support from parents and professionals shared
some aspects, some support identified as important also differed
between parents and professionals. All participating children found
it supportive to have their parents close to them, emotionally and
physically. They also found it supportive when the parents and
healthcare professionals encouraged the children to participate
in their own care. This latter is in line with the United Nations
Convention of the Rights of the Child. On the group level, what
children experienced as supportive varied over time. Thus, health-
care professionals should acquaint themselves with each individual
child’s fears and preferred type of support in order to meet their
changing needs over time. They also need to know about the child's
preferences about parental support in order to support the parents
to help their children.
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