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Background:Using Patient Reported ExperienceMeasures (PREM) is oneway of assessing children's perspectives
in identifying areas for improvement in paediatric care. The generic questionnaire Children and Young People -
Patient Reported Experience Measure (CYP-PREM) has been adapted to the Swedish paediatric healthcare con-
text to enable children to evaluate their care on issues important to them.
Aim: The aim of the study was to pilot the Swedish versions of the CYP-PREM questionnaire in paediatric care.
Methods: This pilot study used a descriptive cross-sectional design. Children aged 8–16 years were included
when discharged from an inpatient ward or after an outpatient visit. The participating children were asked to
complete two questionnaires: Swedish CYP-PREM (Swe-CYP-PREM) appropriate for their inpatient or outpatient
visit and the age of the child, and a study-specific questionnaire to evaluate the children's opinions of the Swe-
CYP-PREM.
Findings: Out of the 319 invited children, 296 agreed to participate, of whom 189 children submitted the ques-
tionnaires, resulting in a response rate of 59.5 %. The Swe-CYP-PREMwas well accepted by the target population
and considered to provide good data completeness and few response errors. The Swe-CYP-PREM captured a
range of experiences from children's healthcare visits, with predominantly positive responses. In the open-
ended question about what was good or bad about the visit, 66 children had provided comments, which
added value to the closed questions in the questionnaire.
Conclusion: The Swe-CYP-PREM can be used in clinical practice to enable children to voice their experiences after
a healthcare visit.

© 2025 Published by Elsevier Inc.
Background

Every child has the right to be heard on all matters concerning them
and children, individually and collectively, have the right to have their
alth, School of Health Sciences,
views taken into account in decisions that affect them. Healthcare orga-
nisations have a responsibility to find ways to enable children to com-
municate their needs and experiences when engaging with healthcare
(Council of Europe, 2020; The United Nations, 1989). Paediatric
healthcare encounters should meet every child's needs; their experi-
ence of healthcare staff and the physical healthcare environment are
important in supporting children to engage positively with care and
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treatment (Foster et al., 2022). Positive experiences during healthcare
visits are important to increase healthcare sustainability for children
(Sahlberg et al., 2020). Child-centred models of care that acknowledge
and validate children's right to express their views, whilst emphasising
healthcare professionals' duty to uphold this right, are critical (Davies
et al., 2025).

Using patient-reported experience measures (PREMs) is one
method of assessing children's perspectives on areas for improvement
in paediatric care at a collective level (Chakravorty et al., 2018;
Ferreira et al., 2023; Gore et al., 2016). Views can be gathered from chil-
dren at national, local and team level and must be taken into account
and given due weight when decisions are made (Beattie et al., 2015;
Council of Europe, 2020). It is crucial to choose the right PREM to ensure
that valid and reliable data for the paediatric population are collected
(Kingsley & Patel, 2017). When introducing PREMs in paediatric set-
tings, it is necessary to consider cultural validity of the questionnaire
and whether the questions are relevant to patients who are children
(McCabe et al., 2023). Previous research has highlighted differences be-
tween children and parents/carers in terms of which aspects of the
child's healthcare are important to them (Mukherjee et al., 2023). Valid-
ity cannot be assumed if adult measures are used for children without
further development and psychometric testing (McCabe et al., 2023).
Despite this, a recent literature review showed that childrenwere rarely
involved in the development of PREMs and very few had included chil-
dren as key stakeholders (Ferreira et al., 2023). In the UK, however,
Wray and colleagues developed the Children and Young People – Pa-
tient Reported Experience Measure (CYP-PREM), in collaboration with
children aged 8–16. CYP-PREM is a generic questionnaire available in
six versions for inpatients (IP) and outpatients (OP) in three age groups
(8–11, 12–13 and 14–16 years). The development of the CYP-PREMwas
carried out in four phases, all with the participation of children. Children
were included in focus group discussions to identify key issues and to
choose the layout of the questionnaire. Cognitive interviewswere carried
out to explore the children's understanding of language concepts used,
as well as how they managed to navigate the questionnaire, and both
acceptability testingwith 41 children, and a pilot studywith 299 children
to assess the appropriateness of the content were undertaken (Wray
et al., 2018).

Based on the identified need for a PREM for children in Sweden
(Nordlind et al., 2021), Nordlind and colleagues initiated a process to
adapt the CYP-PREM to a Swedish context. During the adaptation pro-
cess, which involved cognitive interviews with children, the CYP-PREM
questions were modified based on the children identifying contextual
problems, difficult words, and lack of appropriate response options. In
addition, the content validity index (CVI) was used to further improve
the relevance of the questionnaire (Nordlind et al., 2023).

It has been recommended that validation of PREMs should include
pilot testing which for example can lead to the removal of questions if
they prove to be ambiguous or unnecessary (Kingsley & Patel, 2017).
In addition to face and content validity, pilot testing has been suggested
for further validation with the target group (Nafees et al., 2024;
Nordlind et al., 2023). The current pilot study was designed to investi-
gate the acceptability and usefulness of the PREM in clinical praxis, as
preparation for implementation in the Swedish paediatric healthcare
context.

Aim

The aim of the study was to pilot the Swedish versions of the
CYP-PREM (Swe-CYP-PREM) questionnaire in paediatric care.

We aimed to do so by answering the following questions:

1. What are children's opinions and understanding of the Swe-
CYP-PREM?

2. What is the data quality in terms of data completeness and response
errors of the Swe-CYP-PREM?
701
3. How can Swe-CYP-PREM capture variations in children's experiences
of a healthcare visit regarding hospital facilities, treatment and tests,
healthcare professionals and issues related to when the visit ended?

Method

Study design

This pilot study used a descriptive cross-sectional design. The
reporting of the study followed the guidelines by Foster et al. (Foster
et al., 2025), see Supplementary file 1.

Setting

In Sweden, the 21 county regions are responsible for provision of
healthcare. Paediatric care is generally publicly funded and exists at
both county and university hospital level. Highly specialised paediatric
care is available at six of the seven university hospitals. In Sweden pae-
diatric OP care includes emergency care but also planned consultations
for children with severe chronic diseases, for example cardiac, gastro-
intestinal, metabolic or allergic disease. Children may also be admitted
to specialised day care units for surgery or advanced treatments, for ex-
ample children with cancer often receive long-term treatment through
specialised OP units (Wettergren et al., 2016).

The pilot study was conducted in five IP and 14 OP units within four
Mid- Swedish County regions. The healthcare units were located at both
county and university hospital levels and selected to provide broad in-
clusion of different patient groups.

Questionnaires
The participating children were asked to complete two question-

naires: Swe-CYP-PREM appropriate for their IP or OP visit and the age
of the child, as well as a study-specific questionnaire to evaluate the
children's opinions of the Swe-CYP-PREM. The six versions of Swe-
CYP-PREM include the question areas ‘Hospital facilities’, ‘Treatment
and tests’, and ‘Healthcare staff’. Also included are questions about ex-
periences related towhen the visit ended (‘After the visit’) aswell as de-
mographic information (‘About you’) about the child's gender, age, first
language and whether it was the first visit to the current unit or not.
Genderwas captured by asking about the child's own perception of gen-
der using the options: ‘Boy’, ‘Girl’, ‘Don't want to answer’ and ‘Own De-
scription’ in line with relational gender theory (Connell, 2012). The
different versions of the Swe-CYP-PREM have between 25 and 34 ques-
tions (Table 1), 17 of which are included in all six versions. All versions
of the Swe-CYP-PREM include an open-ended question where the child
can describe what was good and what was bad about the visit in text or
by drawing. Differences in the questions asked in the six versions de-
pend on the context (IP/OP) and age group but are also the result of
the CVI conducted during the development of the Swe-CYP-PREM
(Nordlind et al., 2023). All questions are presented in abbreviated ver-
sions in Supplementary file 2.

The questions have response options using different ordinal scales,
e.g., ‘Always’, ‘Sometimes’, ‘Not at all’ or ‘Lots of things to do’, ‘Some
things to do’, ‘Not enough things to do’, ‘Nothing to do’. Some questions
have response options forwhen the question is not relevant to the child,
e.g., ‘I did not have any test, examination or treatment’, ‘I have been
there before and did not need any information’ or ‘I have not eaten
food on the ward’ (Nordlind et al., 2023).

The study specific questionnaire included five questions regarding
children's opinions of the Swe-CYP-PREM. These questions were: Ap-
proximately how long did it take to answer the questionnaire? Do you
think the time taken to fill in the questionnaire was fair? Were any of
the questions difficult to understand? Did any question make you
angry or sad? Is there anything else you want to tell us about the ques-
tions? The response options used different ordinal scales, but the
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Table 1
Overview of the number of questions in the six versions of the Swe-CYP-PREM.⁎

Version of the Swe-CYP-PREM Number of questions in each area

Hospital facilities Treatment and tests Healthcare staff After the visit About you Total number

Inpatient 8–11 years 8 7 7 3 4 29
Inpatient 12–13 years 10 7 8 4 4 33
Inpatient 14–16 years 10 8 9 3 4 34
Outpatient 8–11 years 2 7 10 2 4 25
Outpatient 12–13 years 3 8 10 2 4 27
Outpatient 14–16 years 3 8 12 2 4 29

⁎ Swe-CYP-PREM: Swedish Children and young People – Patient Reported Experience Measure.

Fig. 1. Flowchart of the possible study sample and those who responded to the Swe-CYP-
PREMandwere included in the pilot study. *Hadnot provided a signed consent n=9,Had
been provided with the wrong version of Swe-CYP-PREM n = 4.
children were also given the opportunity to comment about the Swe-
CYP-PREM in free text.

Procedure
Data collection was conducted in August–October 2022 and lasted

one or two weeks in each unit. The longer duration was chosen for all
IP units, where fewer children aged 8–16 years had healthcare visits.
Also, at a small OP unit recruitment took place for two weeks at the re-
quest of the staff, due to the limited number of children visiting during a
single week.

The recruitment of participating children was undertaken by the
clinical staff at each unit. At some of the units the managers had des-
ignated one or two staff members to be responsible for the recruit-
ment, while in other units it was a shared responsibility of all staff.
Written information about the study was given to staff at the differ-
ent units and oral information was provided at a staff meeting or in-
dividually. During the pilot study a designated member of the
research team was available to answer questions either on the unit
or by phone or email.

As the original versions of the questionnaire were developed in col-
laboration with children aged 8–16, it was decided that the age group
for the Swedish pilot study should be the same. Children in this age
range were eligible to participate if they were to be discharged from
an IPward or visited an OP unit during the study period. Posters provid-
ing information about the study were placed in all units. The healthcare
staff provided children and parents/carers with verbal information
about the study. If the child and parent/carer expressed an interest in
the child participating, the healthcare staff handed out envelopes con-
taining age-adapted information letters, consent forms, Swe-CYP-
PREM-questionnaire, and the study specific questionnaire.

The study participants were allowed to respond together with an
adult, but it was emphasised that it was the child's views that were
sought. To ensure a safe environment and time for participation, the
child and their parent/carer were allowed to decide whether the ques-
tionnaires should be completed at the healthcare unit in connection
with the visit or taken home and completed at a convenient timewithin
a week (a prepaid, addressed envelope was enclosed). A text message
reminder was sent to parents/carers of children who did not respond
two weeks after the visit.

To assess the response rate and possible differences related to age
and gender, data regarding gender and age were obtained for all chil-
dren who visited each unit during the study period. Current data, with-
out individual-level information, were obtained from the participating
units.

Study sample
The eligible study sample consisted of 480 children, of whom 319

were invited to participate. Participating staff gave various reasons for
not inviting some children, such as lack of time, language difficulties,
the child's medical condition, or staff forgetfulness, but the reasons
were not regularly collected and were not documented in this study.
Out of the 319 invited children, 296 agreed to participate, of whom
189 children returned the questionnaires, resulting in a response rate
of 59.5 %, see Fig. 1.
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Data analysis
The analysis was performed using descriptive statistics. Additional

analyses were performed to assess differences between the potential
participants who were not invited to participate and those who
declined to participate or agreed to participate but did not respond.
Differences between groups were assessed using the chi2-test with
p< 0.05 as significance level (Brace et al., 2016). The Statistical Package
for the Social Sciences (SPSS) version 29.0.2.0 (IBM Corp, 2021) was
used to analyse the quantitative data from the questionnaire.

The open-ended answers were clustered into positive and negative
comments regarding the focus of the content. Translated quotations
are presented in the results to highlight how children described the
experience of the healthcare visit in addition to the closed-ended ques-
tions.

In the Findings, the questions with similar response options are in-
cluded infigures. Due to the small sample size, the results for the 32 par-
ticipating IP children in the three age groups are presented at an
individual level in a Visual Individualised Likert Data (VILD) chart
(Fig. 2). The results for the 144 children in OP care are presented at a
group level as stacked bars (Fig. 3).

Ethical considerations
The study was approved by the Swedish Ethical Review Authority

(Registration number: 2019–01203 and 2023–05474-02) and adhered
to the principles of the Declaration of Helsinki (The World Medical
Association, 2024).

Possessing the necessary expertise and experience both from clinical
practice in paediatric care (e.g. paediatric nurses) and from conducting
research with children, the research teamwaswell placed to undertake
the current research. Two members of the research team had previous
experience from the original CYP-PREM study, in which children were
involved in several stages of the questionnaire's development.
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Fig. 2. VILD chart presenting responses from questions for IP included in the question domains The hospital facilities, The healthcare staff and Treatment and testswith the response options
Always, Sometimes and Never/Not at all. Each column represents one child.

Fig. 3. Stacked bars presenting responses from the questions for OP included in the question domain The hospital facilities with the response options I did not have to wait, The wait was
short and The wait was long, and the question domains The healthcare staff and Treatment and tests with the response options Always, Sometimes and Never/Not at all. The number of par-
ticipants is indicated for each question.
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The children were given age-appropriate written information about
the study andwhatwould happen if they chose to participate. The infor-
mationmade it clear that participation was voluntary and that the child
could withdraw from the study at any timewithout providing a reason.
This information clarified that participation was for a single occasion
and that the time to answer the questions was estimated to be
10–15 min. Furthermore, it was stated that the healthcare staff would
not be given access to individual children's answers. Written informa-
tion was also provided to parents/carers. If there were any questions,
a member of the research team could be contacted. The children and
parents/carers were asked to read the information letters before decid-
ing whether the child would participate in the study. The child signed
the consent form if they wanted to participate, and if the child was
under 15 years old, a parent/carer also signed the consent form.

Findings

Characteristics of the study participants are shown in Table 2. There
was no gender (p = 0.95) or age group (p = 0.10) difference between
children who were or were not invited to participate in the study.
There were no significant differences in the response rates between
girls and boys, or between different age groups (gender p = 0.35, age
group p = 0.50). The child in the pilot-study who indicated ‘Own-de-
scription of gender’ is not included in this calculation.

Children's opinions and understanding of the Swedish CYP-PREM
Most children (91 %) were happy with the amount of time it took

to complete the Swe-CYP-PREM. For 46.8 % of the children, it took less
than 10 min and for 49.7 % between 10 and 20 min to complete. No
child felt angry or upset by the questions. In written comments, 16
children shared their opinions about the questions and response op-
tions. Examples of positive feedback included: ‘The questionnaire was
fun to do’ (16 yrs. girl OP), or ‘I think it went well, and the questions
were good’ (IP girl 12 years old). Negative feedback described difficul-
ties, for example: ‘Some questions were difficult to answer because
some questions were about things I was not involved in’ (OP boy
9 years old) or ‘Some questions were difficult to understand’ (13 yrs.
girl OP). One or more questions were difficult to understand for
10.2 % (n = 18) of the children.

Data completeness and response errors
Non-responses occurred in 20 of the questions, and in eight of these,

more than one child had chosen not to answer. Non-response occurred
in all age groups and both by children with Swedish as their first lan-
guage and children with a first language other than Swedish. Two of
the questionswithmultiplemissing answers were described as difficult
to understand by four children. These questions were: ‘Did the
Table 2
Characteristics of the study participants.

Inpatient (IP)

Age Age Age
8–11 12–13 14–16
n (%) n (%) n (%)

Total 10 9 13
Boy 2 (20) 4 (44.4) 9 (69.2
Girl 8 (80) 5 (55.6) 4 (30.9
Own description of gender 0 0 0
First language – Swedish 10 (100) 7 (77.8) 7 (53.8
First language – other ⁎ 0 1 (11.1) 3 (23.1
Two or more languages as first ⁎ 0 1 (11.1) 2 (15.4
Language missing 0 0 1 (7.7)
First visit 9 (90) 5 (55.6) 6 (46.2
Not first visit 1 (10) 3 (33.3) 6 (46.2
Visit missing 0 1 (11.1) 1 (7.7)

⁎ 18 different languages have been specified.
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healthcare staff do something about what you said if needed?’ (missing
n=5), and ‘Did you (or your parent or carer) know what to do or who
to talk to if you were worried about something when you got home?’
(missing n = 7). The question about whether the healthcare staff
helped the child to think about something else during a procedure in a
way other than by talking had 49 missing answers.

Sometimesmore than one response option was ticked. For example,
five children responded that they received an explanation before the
test, examination, or treatment but also ticked ´I have not had any
test, examination or treatment’. This questionwas also reported as a dif-
ficult question to understand by four children.

A few children ticked between or invented their own response op-
tions (indicated in Supplementary file 2). A free text comment on that
was: ‘The response options were not always right’ (13 yrs. boy OP).

Children's health-care experience
The children's answers were predominantly positive; a couple of

children reported a slightly more negative experience. Some of the
children's experiences are presented below to exemplify views that
can be emerged through Swe-CYP-PREM. The examples also show
that the questionnaire has captured differences in experience between
groups. All data from Swe-CYP-PREM are presented in Supplementary
file 2. Free text comments were provided by 66 children (37.5 %).
Some comments expressed positive experiences and others negative
ones. They were related to all domains of Swe-CYP-PREM.

The hospital facilities
One of the IP questions eliciting themost positive responsewas ‘feel-

ing safe when sleeping’. However, few children always slept easily
when they were on the ward (Fig. 2). The majority of IP children had
a room of their own when staying overnight and found the beds very
or quite comfortable. All but one child had a family member staying
with them over night.

Most children were quite satisfied with the food served. The main
concern was whether the food was always healthy. Although almost
all children got the food theywanted, they did not always think it tasted
good (Fig. 2).

WhenOP childrenwere asked aboutwaiting time for tests, examina-
tion, or treatment, the result shows that 20 of the 144 children experi-
enced waiting a long time (Fig. 3). In addition, about one third of OP
8–13 years stated that there were not enough or no things to do in the
waiting room. Examples of comments in the open-ended question re-
lated to waiting time, and pleasant or unpleasant environments in-
cluded: ‘It is good that staff come and meet directly on arrival’ (15 yrs.
girl OP) and ‘It was bad that there was nothing to do in the room. I appre-
ciatedwhen therewere animals on thewalls in the roombecause then it felt
better’ (8 yrs. boy OP).
Outpatient (OP) IP & OP

Age Age Age Age
8–11 12–13 14–16 8–16
n (%) n (%) n (%) n (%)

68 28 48 176
) 39 (57.4) 18 (64.3) 24 (50) 96 (54.5)
) 29 (42.6) 10 (35.7) 23 (47.9) 79 (44.9)

0 0 1 (2.1) 1 (0.6)
) 58 (85.3) 27 (96.4) 36 (75) 145 (82.4)
) 2 (2.9) 0 2 (4.2) 8 (4.5)
) 7 (10.3) 1 (3.6) 7 (14.6) 18 (10.2)

1 (1.5) 0 3 (6.3) 5 (2.8)
) 13 (19.1) 2 (7.1) 5 (10.4) 40 (22.7)
) 53 (77.9) 26 (92.9) 40 (83.3) 129 (73.3)

2 (2.9) 0 3 (6.3) 7 (4)



A. Nordlind, A.-S. Sundqvist, A. Anderzén-Carlsson et al. Journal of Pediatric Nursing 86 (2026) 700–708
Treatment and tests.
Out of the entire study sample, about 40 % felt worried to some de-

gree before tests, examinations or treatments. This was more common
among children who were on their first visit to the unit (p = 0.003).
However, 89 % of the children always trusted the healthcare staff (see
Figs. 2 and 3) and more than half reported that the staff talked to them
as a distraction to take their mind off the test, examination or treatment
and that it helped. Negative comments in this domain were about dis-
comfort during a procedure, for example: ‘…difficult to get needle into
arm, they tried several times, it hurt and was uncomfortable’ (15 yrs. boy
OP) and some positive comments about what made it easier, such as:
‘That one could watch a film when they took the samples’ (12 yrs. boy OP).

A higher percentage (69 %) of IP children reported always having
had help if in pain or discomfort as compared to OP children (31 %),
who more often reported this was not needed (58 %). In general,
fewer children in the OP group were of the opinion that explanation
and information were needed before tests, examinations or treatment.

The healthcare staff
In the closed question about healthcare staff's level of friendliness,

the majority of the participating children (IP and OP, all ages) reported
that staff were ‘Friendly’ or ‘Very friendly’, and that the healthcare staff
were good at their job (Figs. 2 and 3). In the open-ended question, the
healthcare staff were described as having individualised the visit and
created a sense of feeling safe. Several children described that they
had been through the same procedure before and knew the healthcare
staff, which facilitated a positive experience of the visit. Comments
about the healthcare staff and the information given in connection
with the visit were mostly positive, such as that healthcare staff were
kind, cheerful and skilled: ‘I thought the staff were really nice and they
were funny. I felt safe with them’ (13 yrs. girl IP) and ‘The staff: Did not
talk toomuch or too little. Takes me into account. Even when things are dif-
ficult, they make the best of the situation’ (16 yrs. girl OP). However, the
open-ended question also revealed experiences of healthcare staff
being unfriendly, difficult to understand and one child expressed that
s/he experienced that the staff behaved in a racist manner.

Around half of children aged 12–16 had not been offered the oppor-
tunity to meet health professionals themselves without their parent/
carer, while around 22 % of the children had been offered but declined.
Regarding children's experience of involvement in their care, a question
posed to IP and OP 12–16 years, the majority felt that they were always
or sometimes involved in decisions about their care, while around 12 %
felt that they were never involved. However, the experience differed,
with children who visited an OP unit expressing more involvement in
their care than children who visited IP care, where 32 % of children
felt they were never involved in decisions about their care (p ≤0.001)
(Figs. 2 and 3). The importance of feeling involved in the care visit
was highlighted in a free text comment: ‘Good thing my doctor talked
to me and not to my dad. He kept the focus on me’ (13 yrs. girl OP).

After the visit
In this study, three out of nine IP children aged 12–13 did not feel

ready to leave the hospital at discharge. Most of the participating chil-
dren knewwhat to do or thought that their parent knewwho to contact
if worried about something when they arrived home. The questions re-
lated towhen the visit ended include a question about the child's overall
experience of the healthcare visit, themajority of the children rated it as
a positive experience. Several children wrote ‘Everything was good’ in
the open-ended question box.

Discussion

The aim of the study was to pilot the Swe-CYP-PREM questionnaire
in paediatric care. The pilot study showed that the Swe-CYP-PREM in
paper-format can be used in clinical practice to enable children to
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voice their experiences after a healthcare visit. The questionnaire
demonstrates high levels of data completeness, few response errors,
and high levels of acceptance by the target population. Despite predom-
inantly positive responses, the Swe-CYP-PREM captured variation in
children's experiences of their healthcare visits. The open-ended ques-
tion regarding what was good or bad about the visit complemented
the closed questions on the questionnaire.

Children's opinions and understanding of the Swedish CYP-PREM

Some questions were identified as difficult to understand for some
children. Reading and language skills can vary within age-groups (de
Leeuw et al., 2004),whichmeans that itmay not be possible to fully cus-
tomise questionnaires to suit all respondents, and some children might
need support from a parent/carer. Further adaptations are also needed
to enable children with intellectual disabilities and younger children
to share their experiences (Wray et al., 2025).

A few children pointed out that some questions concerned issues
that they were not involved in. To ensure relevance, the Swe-CYP-
PREM is available in six versions adapted to the child's age and type of
visit (Nordlind et al., 2023; Wray et al., 2018). Despite this, at the indi-
vidual level, some questions may not be relevant based on the content
of the visit, for example not all visits include tests, examinations or
treatment. Further adaptations would however mean losing the bene-
fits of having a generic PREM used in different types of paediatric
units and regardless of the reason for the patient's visit (Bele et al.,
2021). There are disadvantages having different versions for example
it can make it more difficult to get enough responses to each question
to use the results as a basis for improvement work and there is a risk
of children getting the wrong version (as four children in this study
did). The different versions was not raised as an issue in the original
study (Wray et al., 2018).

The open-ended question in Swe-CYP-PREM gives children the op-
portunity to share anything else that they have not been asked about
or to provide further detail, thus adding to the information provided
by the closed questions. Likewise, Mason et al. have found that both
qualitative and quantitative responses from children regarding
healthcare experiences can be integrated into the evaluation and
decision-making process for healthcare in paediatric units (Mason
et al., 2024).

Data completeness and response errors

Completeness of data and response errors are important consider-
ations in questionnaire testing. Although there were relatively few
missing data, some children ticked in between boxes or entered more
than one answer. A web-based questionnaire would not have provided
this option, which might lead to fewer internal response errors (Ebert
et al., 2018). We do not know how the mode of administration may
have affected the children's willingness to participate in the study or
the internal non-response, and we did not ask whether they would
have preferred a paper or web-based questionnaire. However, the chil-
dren in Rydberg's study (Ryberg et al., 2023) found the paper-form pos-
itive as it made it easier for them to draw, write comments and focus on
the questions. Ebert and colleagues (Ebert et al., 2018) found that web-
based questionnaires had lower response rates but were more cost-
effective than paper questionnaires. Alarilla et al. (Alarilla et al., 2024)
argue that it is unclear howwidespread use of electronic data collection
can be sustained within health systems and that paper-form or mixed
methods of data collection can act as a facilitator.

The questions ‘Did the healthcare staff do something about what you
said if needed?’ and ‘Did you (or yourparentor carer) knowwhat todoor
whoto talk to if youwereworriedabout somethingwhenyougothome?’
had several missing answers and were described as difficult to under-
stand by four children. In addition, the question about whether the
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healthcare staff helped the child to think about something else during a
procedure in any other way than by talking had 49 missing answers. It
should be considered whether these questions are ambiguous or unnec-
essary and therefore should be removed or reworded as a result of the
pilot testing (Kingsley & Patel, 2017). However, at this point we decided
to keep them as in previous steps of the validation process they were
found to be of importance for children (Nordlind et al., 2023).

Children's assessment of their experience of a healthcare visit

The children's experiences of a healthcare visit were generally posi-
tive, which can provide a valuable confirmation in clinical practice. The
Swe-CYP-PREM also captured variations of the children's experiences in
several questions, for example issues of involvement in decisions about
their care, anxiety about tests, examinations or treatments, andmissing
activities in thewaiting room. This indicates that results from Swe-CYP-
PREM could be able to provide the basis for improvement work if used
in clinical practice, as suggested by the Council of Europe (Council of
Europe, 2020). However, the use of PREM results as a starting point
for improvement work has not been consistently reported in previous
studies (Alarilla et al., 2024) and how the approach can be implemented
requires further research.

Strengths and limitations

This pilot study, following an approach proposed by Kingsley and
Patel (Kingsley & Patel, 2017), provides valuable insights to facilitate
the future implementation and use of Swe-CYP-PREM in healthcare
evaluation (Whitehead et al., 2014). A potential weakness of the
study is the small number of study participants from each unit.
However, when the aim is to evaluate feasibility at several units,
Moore et al. suggest that a small number of participants for each
unit is sufficient in order to mimic future use (Moore et al., 2011).
This suggests that the sample size in the current study was large
enough for the purpose and the fact that several units were involved
is a strength of the pilot study.

Given the different circumstances of the participating units and
the fact that staff provided information and handed out question-
naires, it was not possible to control how each unit organised the
data collection. The administration of the questionnaires needed to
be adapted to each unit, leading to different solutions, which may
have affected the response rate. McCabe et al. (McCabe et al., 2023)
argue that for PREMs to be used, staff need to be involved in the de-
sign of collection methods that are adapted to their current context.
The different approaches in the pilot study were not documented,
and the response rate cannot be evaluated in relation to this, which
is a weakness of the study.

Despite a fair response rate, 34 % of eligible childrenwere not invited
to complete Swe-CYP-PREM. Reasons for not inviting children to partic-
ipate were not documented, which is another limitation of the study.
However, some of the staff involved indicated difficulties such as lack
of time, language difficulties, or staff forgetfulness. Factors like medical
conditions and cognitive ability may have contributed, reflecting a
form of ‘gatekeeping’where adults seek to protect children but may in-
advertently limit their autonomy (Coyne, 2010). Parental, caregiver,
andhealthcare staff attitudes likely influenced participation. Highwork-
load (McCabe et al., 2023) and limited time with families may have led
staff to deprioritize the study, while some lacked interest in patient
experience (Wray et al., 2018). However, in clinical practice, where
study-specific administration is reduced, participation could improve.
Ultimately, there remains a gap in understanding how PREMs can be
implemented to align with the UNCRC (The United Nations, 1989) en-
suring children have the opportunity to decide whether to share their
healthcare experiences.
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Of the 296 children who initially verbally consented to participate,
107 (36 %) chose not to participate in the study. The reasons for the
non-response are not clear, although one reason could be the length
of the questionnaire (Nordlind et al., 2023). However, the fact that
most of the participating children rated the time taken to complete
the Swe-CYP-PREM as fair does not support that. Another reason for
non-response could be that the content was not relevant for the chil-
dren. However, previous studies have identified the current question
areas as important to children regardless of the health facility and rea-
son for the visit (Nordlind et al., 2023; Wray et al., 2018), also in line
with results from a scoping review (Mukherjee et al., 2023). Previous
research indicates that the timing of evaluations may be of importance
(Mason et al., 2024). In our study the children were given the opportu-
nity to fill out the Swe-CYP-PREM at home after the visit, which could
have contributed to non-response, as Wray et al. had few missing data
when the CYP-PREM questionnaire was completed on site (Wray
et al., 2018). In linewith this, children and their caregivers have been re-
ported to be willing and able to provide feedback and suggestions for
improvement at the end of healthcare visits (Coleman et al., 2020;
Mason et al., 2024). The extensive information and the requirement to
sign informed consent may also have been a contributing factor for
some children not to participate. It is also necessary to remember that
participation is a right, not an obligation, and interest in participation
can vary according to the individual child's interest, age and abilities
(Council of Europe, 2020).

A previous studywithin theproject has through cognitive interviews
and CVI testing verified that the questions are understood and relevant
to children visiting Swedish healthcare facilities (Nordlind et al., 2023),
which this pilot study has further confirmed. A strength of this pilot
study is that it included acceptability testing as well as rates of missing
data (Moore et al., 2011). The structure of the questions was also
adapted to the children's preferences and not primarily to what is ap-
propriate in the construction of questionnaires, which means that it
was not possible to undertake psychometric testing. Positive experi-
ences in the outcome can provide valuable confirmation in clinical prac-
tice, but on some issues, it is not possible to distinguish experiences
above a certain level. Psychometric testing, for example regarding
floor and ceiling effects, would have given further information on the
construction of the questions (Terwee et al., 2007). Nevertheless, in a
clinical context, children's views regarding the questions must be con-
sidered a central aspect. Preferences of the target group need to be
prioritised in questionnaire design to promote reliable responses and
high participation (Kingsley & Patel, 2017).

Implications for practice

This pilot study has confirmed that the generic Swe-CYP-PREM
questionnaire works well for Swedish children 8–16 years in various
healthcare contexts. The questionnaire has high acceptability among
children and is considered useful for enabling children to evaluate
healthcare visits and valid for providing data to identify areas for im-
provement in paediatric units. The Swe-CYP-PREM is considered ready
to be implemented in the Swedish paediatric healthcare context.

Conclusion

The result showed that Swe-CYP-PREM is suitable for collecting
children's experiences of the care they receive, and the PREM had high
acceptability among children. Although some questions were consid-
ered difficult to understand or not relevant by individual children, the
pilot study generally shows good data quality. By using Swe-CYP-
PREM, paediatric units are provided with a tool to enable children to
rate their experience of a healthcare visit on issues that are valued by
children themselves regarding hospital facilities, treatment and tests,
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the healthcare staff and questions related to when the visit ended. The
Swe-CYP-PREM in paper-format can be considered a valid and useful
questionnaire. However, there is a lack of knowledge about themost ap-
propriate mode of administration in paediatric care. More research is
needed on how to implement the questionnaire in different clinical set-
tings and the stakeholders' views about the usability and usefulness of a
child-based PREM.
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