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Abstract

Background: In 2020, the United Nations Convention on the Rights of the Child
(UNCRC) became law in Sweden. This puts extra demands on Swedish health care
for children in need. This study aimed to investigate children's experiences and pae-
diatric nurses' experiences of caring in accordance with the UNCRC.

Methods: Interviews were conducted in 2019 with 10 children and 13 nurses at a
paediatric clinic in western Sweden. Child and nurse data were analysed separately
with qualitative content analysis. The results are presented as a synthesis of the com-
bined analysis of both data sets.

Results: Children did not always meet health-care professionals with the necessary
competence to care for them, and they were not always cared for in a child-friendly
environment. Even though nurses in paediatric care had the competence necessary
to meet children's rights in health care, organizational issues made it challenging.
Providing health care in accordance with the UNCRC principles required time and
competence. Sufficient time to help children participate in their care and ensure that
they feel secure was considered necessary—regardless of the health-care context.
Conclusion: Health-care encounters without the necessary time or competence can
affect children and future encounters negatively. Instruments to safeguard children's
rights in health care need to be developed and implemented, such as a documentation
system to make children's rights visible and/or UNCRC certification. Implementation
of UNCRC principles in all health-care situations for children as standardized care re-
quires competence, involvement, strong leadership and economic support. Children's

voices in research can assist in guiding care.
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1 | BACKGROUND

Children are entitled to the highest attainable health and the best
possible health care when required.! The majority of children and
adolescents in Sweden encounter health-care services at some
point in childhood, during periods of ill health or during routine
childhood check-ups and immunizations. An ill child will require
investigation and possible intervention, requiring various com-
mon medical investigations, such as needle-related procedures,
which can cause fear and pain.? Fear and pain often intensify
when children do not understand what is happening.®® For chil-
dren living with a long-term illness where repeated hospital visits
and procedures are common, fear and pain are part of the child's
everyday life.*?1° Negative experiences of such procedures may
affect the perspectives and experiences of the child during future
health-care encounters.!

The United Nations Convention on the Rights of the Child
(UNCRC)! was formulated in 1989 to safeguard the rights of chil-
dren and young people, and as of 1 January 2020, it became Swedish
law.2 This law aims to highlight children's rights and that these rights
are considered in proceedings concerning children. The UNCRC con-
sists of 54 articles, four of those articles are general principles which
are helpful to interpret the rest of the convention (see Table 1).

Of Sweden's approximately 10.2 million inhabitants,'® just over
two million are under the age of 18,'* an age limit that separates
children from adults.* The rights of children in need of health care
are regulated through various laws such as the Health Care Act,'”
the Patient Act?® and now the UNCRC.!

Children are a vulnerable group and even more so when in need of
health care. Human rights should be taken into account in every situ-
ation where children are in need of health care, at all levels including
primary care, emergency care and in paediatric specialist care. Nurses
caring for children need specific knowledge!” to maximize the bene-
fits of care that can differ from caring for an adult. Parents and family
play an important role in caring for children and in particular, providing
security for the child. There is always a risk that children's needs and
wishes are based on an adult's perspective of what is best for the child
when the child is exposed to health care,*® also referred to as the adult
having a child perspective.”? Young children's voices are often miss-
ing in research but should be heard.??° The UNCRC becoming law in
Sweden requires that nurses meet possible extra demands on health
care when providing care for children. In order to gain an understand-
ing of the difficulties that can arise in meeting the requirements of the
UNCRC and how best address eventual difficulties, both children and

nurses voices need to be heard. Therefore, the aim of this study was to

TABLE 1 General principles of the

Article 2
UNCRC!

Article 3

Article 6
Article
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investigate children and nurses in paediatric care experiences of caring
in accordance with the UNCRC.

2 | METHOD

The following table (Table 2) describes the research questions, based
on the general articles from the UNCRC,* which guided this study.

2.1 | Study design

This study had a qualitative, inductive design. It involves the synergy
of separate analyses of interviews with children and nurses at a pae-
diatric clinic in West Sweden during 2019.

2.2 | Child interviews
2.2.1 | Settings

Child patients involved in the study came from across several paedi-
atric areas: an outpatient department, an inpatient care unit, a day-

care unit and an emergency room.

2.2.2 | Participants

Eleven children were interviewed during April-May and September-
October 2019. Two nurses working at the paediatric clinic asked a con-
venient sample of children and their parents, during appointments or
on the phone, about participating in the study. Both parents and chil-
dren were provided with verbal and written information—the written
information had separate versions for parents and children. The par-
ents also provided consent to the researcher to contact them for fur-
ther information. The inclusion criteria were children between the ages
of 4-7 years with adequate verbal skills to undertake an interview. All
children had experienced medical procedures such as needle or other
invasive procedures. Parents gave written consent to participate in the
study, and children gave their verbal assent—those with the develop-
mental ability to sign their name for assent did so. The participating
children were patients at the paediatric clinic for different medical con-
ditions such as cancer, kidney disease, gastrostomy and vasculitis. In
the data analysis, each child interview was named ‘C1’, ‘C2’, etc More

detailed information is presented in Table 3.

Children shall be protected against all forms of discrimination

The best interest of the child shall be the primary concern in all actions concerning
children

Children's inherent right to life, survival and development

Children's rights to express their views, and their rights to have their views given

12 due weight in accordance with their age and maturity
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TABLE 2 Research questions

Article 2 Are children in health care treated equally?

Article 3 Is health care guided by what is best for the child?

Article 6 Are children receiving health care given opportunities to grow and develop?
Article 12 To what degree are children allowed to express and involve themselves in care?

2.2.3 | Data collection

Ten interviews, lasting for 9-17 minutes with an average duration of
12 minutes, were included in the analysis. Ten interviews took place at
the hospital, and one took place in one of the children's homes. One of
the interviews was excluded from analysis due to the child changing their
mind about participation. The interviewer, conducting every interview,
was a nurse with master's degree and extensive experience in talking
to children. To make the children feel comfortable and secure, parents
were present during the interviews. This also facilitated establishing
contact with the children.? The interviewer began by playing with and
talking to the children to make them comfortable with the interviewer.?
The parents present during the interviews provided a bridge between
the interviewer and the children by helping their children understand the
questions and sometimes explaining the children's answers to provide a
deeper understanding.?>? Parents were allowed to interact with their
children and the interviewer, by giving clues and examples, or clarify-
ing the children's statements.2° Focus was on the child throughout the
process, and information from parents was not included in the analysis.
Questions based on Table 2 were asked in a way that children understood
and complemented with follow-up questions such as ‘tell me more’ and

‘what happened then?’

2.3 | Nurse interviews
2.3.1 | Settings

Nurses at three paediatric primary health-care units, a paediatric in-
patient unit and a paediatric day-care unit were included.

2.3.2 | Participants

Thirteen nurses were included in the study and interviewed during
April-May 2019. Eleven of the nurses were paediatric nurses with
a master's degree, one was a registered nurse with a bachelor de-
gree and one nurse was undergoing education to become a paedi-
atric nurse. Information about the study was given verbally by the
researcher during workplace meetings and via written material in
March 2019. The inclusion criteria were to have experience from car-
ing for children during different medical procedures such as needle
or other invasive procedures. Interested nurses, via a contact nurse
at each unit, gave permission to be contacted by the researcher
for more information about the study. Those included in the study

gave written consent to participate. The interviews were performed

during working hours and lasted an average of 56 minutes. More

detailed information is presented in Table 4.

2.3.3 | Data collection

Interviews took place at the nurses' workplaces in order to maxi-
mize opportunities for the nurses to participate and to minimize
interference with the daily work in the units. This meant that the
nurses were interviewed together with colleagues from the same
unit; see Table 4. Group interviews provide possibilities for interac-
tion and deepened discussion from different viewpoints, and this is
considered a viable method to reach the participants' experiences
of a specific subject.?? All interviews were facilitated by the same
researcher, and questions asked were based on Table 2. A second re-
searcher kept notes and asked summarizing questions at the end of
the interview. For the data analysis, transcripts were labelled ‘Group
1, ‘Group 2, etc

2.3.4 | Data analysis

Interviews with children and nurses were audio-recorded, identity re-
moved and then transcribed verbatim. Both child and nurse data were
analysed inductively with a qualitative content analysis.? Initially, the in-
terviews were read several times to gain a deeper understanding of the

TABLE 3 Child participant characteristics

Context
Paediatric inpatient care unit
Paediatric outpatient care unit

Paediatric day-care unit

ST RSN

Paediatric emergency room
Age of the children

4

5

6

7

e

Gender
Boy
Girl 4
Location for interview
At the hospital 9
At home 1



SAHLBERG ET AL.

content of data. Narrations that concerned the study aim were first high-
lighted and secondly condensed to codes. In step 3, codes were freely

sorted into categories based on content. In the fourth step, through

TABLE 4 Nurse participant characteristics

Context

Paediatric primary care units

Paediatric inpatient unit
Paediatric day-care unit
Gender
Women
Men
Education
Paediatric specialist nurse
Registered nurse

Experience

Numbers of years as a nurse

Interval
Average
Median
Group interviews
Groups with two nurses
Group with four nurses

Group with five nurses

13

11

8-36
229
22
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discussions in the research group, subcategories were formed that de-
scribed the content of the data. In step 5, through discussion within the
research group, subcategories were merged to form generic categories.
Steps 1-5 were performed for each data set separately. When those steps
of analysis were made, a complementary step as described by Darcy
et al?* followed, whereby a synthesis based on combined analysis of both
subcategories and generic categories from both the children's data and
nurses' data was made. Similarities and differences in children's data and
nurses' data were sought, and in discussion with the research group, the
synthesis of both groups of data resulted in a synergy of combined sub-

categories, generic categories and one main category (see Figure 1).

2.4 | Ethical considerations

The four ethical principles of respect for autonomy, beneficence,
non-maleficence and justice in accordance with the Helsinki
Declaration were considered during the research process.24 The
study received ethical approval by the Regional Ethical Review Board
in Gothenburg, Sweden (dnr 1025-18). Parents and children were
given information about the study by nurses at the paediatric units
and asked whether the researcher could contact them to provide
further information. Interested parents received detailed verbal and
written information, and children received verbal information with
pictorial support. Both parents gave their written consent and chil-
dren their verbal assent to participate in the study.?® Confidentiality

Generic categories
from child (C) and
nurse (N) data

Combined subcategories

C Experiences of time
while attending care

N Experiences of time
while performing care

C To be in need of a
child-friendly
environment

N Working environment
and organizational
conditions impact on
care

C To need your parent in
order to feel secure

N Howto keep children
secure

Category synergy Main category

Care of children requires time
Children’s needs must guide
the time it takes

Child friendly time gaps in
care

<‘ It takes the time it takes

A physical environment
formed by children’s needs
A child-centred leadership
and organisation

Meeting the right Every health-care encounter
—  competence in the right needs to meet the child’s
place needs

Children need to be given
opportunities to express
themselves

Informed and secure children
requires informed, secure and
present parents

When children experience
discomfort and restraint

Children need to feel
secure

FIGURE 1 A synergy of child and nurse data
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was assured as well as the children's right and parents' right to with-
draw their consent during the study.

3 | RESULTS

3.1 | Every health-care encounter needs to meet the
child's needs

Attending health-care services as a child, or providing health care to
children as a professional, is a process experienced to take consid-
erable time. Sufficient time was needed to make children participate
and feel secure. Children's experiences of time-consuming visits in
health care also had to be considered while planning care for chil-
dren. Children needed to meet health-care professionals with spe-
cial competence in every health-care meeting. All in all, according to
nurses, this is needed to be considered even from organizational level
to keep children feeling secure and participating in their health-care

encounters.

3.1.1 | It takes the time it takes

Both children and nurses pointed out that providing and experi-
encing child-friendly care and increasing children's participation
in their care took time. Visits and procedures in health care were
time-consuming from the children's perspective. Time spent waiting
was, according to children, easier to endure if filled with meaningful

activities.

Care of children requires time

Care of children required time, time to increase participation, and
make children feel secure. Children wanted playful nurses who could
make medical procedures and hospital visits easier. Both children
and nurses told how diversion, having a sense of humour and apply-
ing a gentle approach offered comfort to children and their parents;
‘Tell me something funny - sing a song or something!’ [Girl, five years
old, C7].

Children found it important to be able to influence medical pro-
cedures, and this required creativity on the nurse's part. However,
lack of time was detrimental to creativity, and the ability to find
strategies to involve children in their care experienced a lack of time;
‘...because the first thing you lose when you are stressed for time is your
creativity...” [Nurse, group 4].

Nurses experienced feelings of stress and frustration from the
fact that they would be able to provide more optimal care under
more favourable conditions. Nurses pointed out that time invested
in preparing children for procedures often pay off in the long run by
facilitating future health-care encounters.

Children's needs must guide the time it takes
Children's needs must guide the time it takes when providing care

for children. Time-consuming hospital visits or procedures were

experienced as tiresome for children; ‘I don't like it when the visit takes
too long!’ [Girl, four years old, C10].

When planning care for children, nurses were of the opinion that
what is best for the child should guide procedures, rather than the
parents or the organizations. Nurses avoided scheduling several ap-
pointments or examinations after another and often booked in new
times for children to leave samples, etc Nurses experienced that this
sometimes conflicted with parent's interests, such as not having to
take extra time off from work. Procedures often required a certain
amount of time and could not be rushed if children were to be par-
ticipants in their care. Therefore, nurses reported that they rather
rescheduled (when possible) than expose the child to non-optimal
health-care situations.

Child-friendly time gaps in care

Child-friendly time gaps in care were important to reduce feelings
of boredom and to relieve feelings of homesickness, according to
children. How these time gaps were filled was particularly impor-
tant for children who were bound to a certain room or bed-bound.
Children who frequently attended health-care services described
how time-consuming treatments left them longing to take part in
everyday activities, such as going to school, being with friends or
engaging in different hobbies. The play department became a free
zone where they could engage in activities that created meaning
for them; ‘I like clowns! And the play department.’[Boy, five years old,
C4].

Nurses reported that child-friendly time gaps and meaningful
activities made children feel more at home while visiting the hos-
pital. They could also be used to prepare children before medical
procedures or to process difficult experiences after procedures or

examinations.

3.1.2 | Meeting the right competence in the
right place

Both children and nurses pointed out that children need an envi-
ronment suited to their needs, where they feel at home and where
they can be alone with their parents and their nurse. Nurses empha-
sized how children also need to meet health-care professionals with
competence in providing health care to children, regardless of which
level of care they use. Medical or organizational constraints were
experienced by nurses as sometimes overshadowing nursing compe-
tence and children's needs, and instruments to safeguard children's

rights in health care are missing.

A physical environment formed by children's needs

A physical environment formed by children's needs is important to
make children feel secure. Both children and nurses highlighted how
challenging caring situations, such as blood sampling, can put extra
demands on the physical environment. The possibility of being alone
and undisturbed in a safe place with your nurse and your parents

was considered important—this safe place could even be outdoors:
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‘It may be better to move [blood sampling] outside... [...] There is a lot of
people indoors watching me..." [Girl, four years old, C5].

Nurses reported that it was not uncommon for children to de-
velop fears related to sampling situations. The paediatric clinic of-
fered extra support for those children through an educative ‘needle
school’ where children could treat their fears. Children in needle
school often had developed fears after needle-related procedures in
other units, such as a primary care setting or the emergency room.
The environment on those units were told to often be adult-focused,
stressful and children had to undergo needle-related procedures in
the same room at the same time as others. Nurses believed that en-
couraging child-focused care everywhere in health care was an im-
portant strategy to prevent children developing needle phobia; ‘If we
succeed in making these brief contacts [with healthcare professionals]
positive experiences the first time [...] it gets so much easier for every-

one.’ [Nurse, group 1].

A child-centred leadership and organization

A child-centred leadership and organization must provide instru-
ments that make children's rights visible and how to implement them
in daily work. Sometimes nurses experienced how medical views and
logistical issues tended to be decisive and overshadow children's
needs; ‘Who takes children's best into consideration, organizationally?’
[Nurse, group 3].

Sometimes the nurses expressed difficulties in highlighting
their professional and specialist knowledge. Instruments, such as
the documentation system, were described as lacking possibilities
to document important nursing aspects in health care for children
such as communication and participation. Keywords were medically
focused and designed for medical specialists. Places to document
how the child attended to their care, if they participated or not, if
they needed to be held or convinced to endure a procedure, were

often missing.

3.1.3 | Children need to feel secure

Children actively participating in their own care were only found
possible if the children were well-informed and felt secure. Nurses
found parents as an important partner in achieving this goal. Nurses
considered children's viewpoints when providing health care, but in
spite of this children can experience discomfort or even restraint
while undergoing care procedures.

Children need to be given opportunities to express themselves
Children need to be given opportunities to express themselves. It
was essential for children to feel confident with their nurse in order
to communicate their feelings when something is challenging or
frightening; ‘My nurses usually ask me what | think and stuff... [Girl,
four years old, C10].

Nurses experienced that emergencies often meant fewer pos-
sibilities for children to express themselves and communication

became more parent-centred. Even so, it was important to give

WILEY-%

children possibilities to express themselves in acute situations, when
possible.

Children were encouraged to express their thoughts and wishes
on aspects of care, but medical procedures had to be followed
through anyway. One nurse explained how to be honest with a child
before such a procedure; ‘Yes, we know that you don't want to do this
and that you find this scary, but sometimes you have to do things you
don't want to [...] You are allowed to get sad, and it does hurt..." [Nurse,
group 3].

Nurses found parents essential to help their children communi-
cate with health-care professionals, particularly when children were
scared and not willing to participate. When communicating with chil-
dren with special needs, parents were even more important to help
children express their feelings. Parents sometimes left no room for
their child to speak, particularly when parents themselves had unan-
swered worries or fears. This could hinder children's possibilities to

express themselves.

Informed and secure children require informed, secure and present
parents

Informed and secure children require informed and secure parents.
Both children and nurses explained how closeness to parent(s) is im-
portant for children to feel secure and make different medical pro-
cedures easier to endure; ‘It gets easier when | hold mummy's hand...’
[Girl, four years old, C8].

Children expressed that they were generally informed about
what is going to happen prior to their health-care visits through their
parents. Nurses explained that parents must be well informed in
order to give necessary information in a way suitable for the child.
Some children told that they talk about the visit well in advance,
while others were so used to the procedure that they only needed
to know what would happen and required no further information.
Sometimes the families had received picture material before the
visit. Knowing what is about to happen was very important infor-
mation for children. This was considered even more important when
offering health care to children with special needs, where parents
are important as partners to professionals to create a caring situa-
tion and good contact with the child.

When children experience discomfort and restraint

Children described experiences of procedures that are challenging and
uncomfortable. Sometimes procedures, tests, or treatments had to be
done at a certain time or occasion with little input from children. In
those situations, nurses tried to make the best of the situation by giving
children opportunities to make smaller decisions related to the proce-
dures such as choosing the colour of the bandage or express their fears
as they wish; ‘So, sometimes it can get bad when | get stung [...] then | cry
out loud like this...” [screams][Boy, four years old, C1].

Physical restraint was sometimes considered necessary by nurses
when children were not willing to participate in a procedure that had
to be undergone, to avoid injuries to the child. Restraint could consist
of holding a child's arm under simultaneous distraction and with the

policy to stop if it did not work. The general agreement amongst nurses
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was that only one professional was allowed to hold the child in such sit-
uations. In less acute situations, nurses could give children and parents

the choice to postpone a test or an examination.

4 | DISCUSSION
4.1 | Discussion of the method

This is a small but insightful study. The study was performed before the
UNCRC became law in Sweden, as even small, qualitative studies can
help us guide and plan.20 The study includes data from interviews with
children and group interviews with nurses. Collecting data from more
than one perspective gains a broader understanding of how children
experience receiving health care, how nurses experience providing
care, and how their experiences correspond to the fundamental val-
ues in the UNCRC. The data analysis was examined through a synergy
of data from both children and nurses, to find similarities and differ-
ences in children and nurses' narrations. While not unproblematic, the
process of synergizing two data sets has been previously performed
successfully?* and adds a broader perspective, in this study an under-
standing of similarities and differences in children's experiences and
nurses' experiences of children's rights in paediatric care. The syn-
ergy of data was sometimes challenging. Nurses reasoned extensively
about organizational issues, issues that children naturally did not con-
sider. The aspect of time was prominent in both children's interviews
and nurses' interviews—but from different perspectives—and helped
to gain an understanding of how time affects both children's experi-
ences and nurses' experiences of care.

The analysis process obtained trustworthiness by frequent dis-
cussions in the research group concerning the content of data in the
different subcategories and generic categories. To illustrate research

2627 (itations from the interviews were used.

findings,

Hearing children talk about health-care experiences is not com-
mon in research, and making their voices heard is essential to increase
understanding of how to implement UNCRC values in health care.
Interviewing children can be difficult, and using parents to help was
found valuable to make the children feel safe and to establish contact
with them.?! The child was the focus, not the adult. Even so, parents
provided an important bridge between the researcher and these young
children. The research group has extensive experiences of interviewing
children; even so, it is a challenging task. It was sometimes a short win-
dow of attention we had from the attending children and challenging to
keep the focus on the subject for the interviews. With some children,
playing during the interview was necessary to keep them interested in
interaction with the researcher.2?%?” However, it is sometimes diffi-
cult to balance the focus on interview questions and playing with the
child. Children associate rapidly, and to make them willing to interact
with the researcher, who was unknown to them, it was important to be
compliant to their choice of topic.

Our ambition was to have focus group interviews with mixed
groups of nurses from the various departments as focus groups

may offer possibilities for common reflection and discussion on

the research questions.?? Due to difficulties in recruiting enough
nurses for focus group interviews, interviews were conducted in
smaller groups and in each separate clinic or department. The num-
ber of participants in each group and the local settings were cho-
sen in consultation with the nurses in order not to interrupt clinical
practice. In smaller groups, each person could easily make one's
voice heard and it was fairer for the group moderator to handle.??
The groups got quite homogeneous, though there were members
from the same unit and with similar backgrounds. McLafferty?’
has found that homogeneous groups often work better than het-
erogeneous groups.

Children in the study were patients at a paediatric clinic, and
this was where they experienced many health-care-related issues.
However, it most likely that the children's narratives about what is
essential, what is difficult, and what makes it easier for them while
receiving health care apply to other health-care units as well. It is im-
portant to clarify that this study was conducted the year before the
UNCRC became a law in Sweden. Work with increasing the UNCRC
values in Swedish health care is on-going, but it is too soon to evalu-
ate the outcome from this work.

4.2 | Discussion of results

Every care encounter needs to meet the child's needs to achieve the
principles of the UNCRC. Leading principles is about treating all chil-
dren equally (Article 2), to make children's best be governed in all
decisions concerning children (Article 3), children's inherent rights to
life, survival and development (Article 6) and children's rights to ex-
press their views and have it taken into account (Article 12). Positive
experiences when receiving health care are necessary to increase
sustainability in health care for children. Sustainability is necessary
for every individual child as well, where anxiety or stress does not
just come from non-optimal health-care situations, but also come
from health-care providers themselves—scared children who feel
insecure demand extra efforts from those caring for them. Proper
communication prevents feelings of stress and results in positive
experiences from health-care encounters.?® Every encounter chil-
dren have with health-care counts, independent of the level of care

needed.

4.3 | It takes the time it takes

Paediatric nurses had the competence to offer health care, according
to the UNCRC values. They knew how to do it, but they lacked the
working conditions necessary to work according to their competence.
Lack of time was one aspect that prevented them in some situations,
not least in more acute situations where there was an agreement that
there are challenges to children expressing themselves and participat-
ing in their care. Increasing participation is important to ensure growth
and development. Furthermore, a stressful working environment in-

hibits nurses' capability to stay creative and successfully individualize
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care for each child. A sufficient amount of time is necessary to make
children and their parents well-informed and prepared for different
medical procedures.?? One can conjecture, when it comes to children
with disabilities and children in need of an interpreter, that lack of time
also may lead to decreased effective communication.?’-! Lack of time
in health care for children would then tend to risk falling short of Article
2 in the convention,! which states that all articles in the convention are
for all children and that discrimination of any kind, as from language or
disability, shall be countered.! Even Article 23, which states disabled
children's rights to obtain conditions that ensure dignity and enable
self-reliance and active participation in the community,! seems to be a
challenge when caregivers do not have a sufficient amount of time to
create optimal health-care encounters.

4.4 | Meeting the right competence in the
right place

Children need to meet professionals with adequate competence in
giving care to children in an environment suited to children's needs.?
Children who experience unsecure encounters due to lack of exper-
tise in communication with children, or due to an environment expe-
rienced as unsecure, are at risk of developing fears and anxiety that
may affect future health-care encounters. Paediatric care is largely
designed for children's needs in contrast to many other health-care
services such as emergency rooms>3 or primary care. Professionals
in those units are unlikely to have the skills or possibilities to assess
effective communication,®* which is necessary to achieve children's
rights to express their opinion according to Article 12.> The results
of this study indicate that children's ability to express their opinions
and take an active part in health care is reduced in acute care emer-
gency care situations. The results also show that facilities outside of
paediatric care seem to be less prepared to meet the UNCRC as law.

Swedish law established in the Patient Act'® 2015 highlights the
importance of clear, developmentally appropriate care information to
children. It requires specific competence to customize effective com-
munication with children according to their age, level of maturity or any
disabilities and make it possible for children to express their opinions.
Participation is not about the child wanting to participate in all care or
giving consent to all efforts, but to try to find solutions that work as

well as involving children to a great extent.®*

Dialogue with the child is
essential to encourage child participation in care. Interviews with chil-
dren show that a trustful relationship with health-care professionals is

important® and that they want the possibility to influence their care.?

4.5 | Children need to feel secure

Children need their parents to keep them well informed and to feel
secure when receiving health care.’®?? According to Article 9, children
shall not be separated from their parents. While caring for children, we
also care for their parents. However, there is always a risk that chil-

dren's needs can be overshadowed by parents' needs or opinions and
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pose a risk to Article 3. A child-centred perspective gives children a
voice when receiving health care. The individual child is considered as
the central subject but in close relation with and dependent on its fam-
ily. In this way, autonomy and the child's competence are supported.
With this in mind, self-efficacy, as described by Banduras®” as trust
in one's abilities to cope with a specific task in one particular situa-
tion, may be increased, and health-care situations can contribute to
the growth and development of children, in accordance with Article 6.1

Restraint occurs in health care for children.*®%? From the view-
point of children, restraint is never acceptable*® and may pose a risk
to growth and development. Restraint is also complicated in the light
of Article 19, which states that children be protected from physical
violence and abuse.! Sufficient time and competence in how to make
children participatory seem to be essential for avoiding less than op-
timal care and in extreme forms even restraint.

Nurses in paediatric care in Sweden have knowledge and com-
petence in children's rights. However, aspects such as a non-child-
friendly environment, lack of time and experiencing stress may
result in less than optimal care. Children sometimes experience med-
ical procedures in care as traumatizing, often due to health-care en-
counters that treat children inhumanely. Use of an ethical framework
may be helpful in order to offer humane care to children by seeing
the child as a unique individual.*® Children's perspectives need to
be taken into account, and children need help to create context and
comprehensibility while receiving health care.** True child-centred
care requires involvement, strong leadership and economic sup-
port.2¢ In summary, there seems to be a gap between organizational
values and decisions and the extent they are guided by what is best
for the child. Nurses and children's experiences shared in this study
show that the general principles of the UNCRC seem to be endan-
gered in various situations and that more attention needs to be di-
rected to those principles when planning and performing care to
children in all health-care situations. Research including children's
voices may increase professional knowledge and insight into how to

make health care more humane to children and guide care.

5 | CLINICAL IMPLICATIONS

Nurses in this study expressed how it is challenging to claim nurs-
ing competence, when other values, such as medicinal and organiza-
tional values, seem to be dominant. Nursing interventions to make
UNCRC values visible, for example in the documentation system,
are lacking. A documentation system with extended opportunities
to document children's participation in care would also provide op-
portunities to document situations where restraint has occurred.%®
Tools to safeguard children's rights in health care are required.

Streuli et al*?

present a checklist based on the articles in the con-
vention to protect children's rights in health care, and this may be
implementable in Swedish health care. Interventions in Swedish
health care, such as education to health-care professionals in chil-
dren's rights based on the UNCRC as well as education of ‘children

right agents’, have been initiated.*>** It is too soon to tell if those
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interventions are sufficient to safeguard children's needs when en-
countering health care. Perhaps the development and implementa-
tion of a UNCRC certification of health-care services would assist in
the implementation of the UNCRC values in all situations concerning
children in health care. This would help to ensure secure encounters

with children in health care.

6 | CONCLUSIONS

This study shows that nurses in paediatric care have the competence
necessary to meet children's rights in health care. However, organi-
zational issues make it challenging to work according to children's
rights. Organizationally, Article 3! tends not to be taken into suf-
ficient consideration in all decisions that affect children in Swedish
health care. It is of the utmost importance that politicians and health-
care management acquire necessary knowledge of children's needs
and rights when making decisions relating to health-care procedure
and policy. In the absence of this specific knowledge, health care to
children is not sustainable. Paediatric nurses have training in com-
munication with children. This specific competence is often missing
in units outside of paediatric care, and consequently, children may
experience negative encounters. Children need to be cared for at
health-care units with specialist paediatric competence. Though the
result shows that units outside the paediatric clinic more often lack
expertise in offering health care according to UNCRC values, fur-
ther research with professionals and children in those contexts is
required. Nurses working in paediatric care lack specific instruments
to achieve UNCRC values in daily health-care situations. Specific
nursing competence and instruments that increase children's par-
ticipation are required to take children's rights into account in all
health-care encounters.
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