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Abstract

Background: There is no national, validated, generic patient‐reported experience

measure (PREM) for children under 15 years of age in Sweden. A recent cross‐

sectional study found no consensus in how children's voices are heard in paediatric

health care, as well as a lack of validated questionnaires.

Aim: The aim of this study is to translate, adapt and validate the six versions of the

Children's and Young People's PREM for use in a Swedish health care context.

Design: An exploratory sequential mixed‐method design including cognitive inter-

views and content validity index (CVI) was used. The interviews focused on

evaluating children's understanding of the questionnaire, and the CVI was used to

further adjust the relevance of the questionnaire.

Participants: A convenience sample of 62 children participated in the cognitive

interviews and an additional convenience sample of 42 children was included in the

CVI testing. The children, aged 8–16 years, were attending routine visits at

paediatric departments in a county hospital and a children's hospital in the mid‐

Sweden region between October 2020 and June 2022.

Results: The translation, adaptation and validation process identified several issues

regarding the understanding of the questionnaire in a Swedish context. Adaptations

were made based on issues related to context, wording and the structure of the

questions. CVI testing resulted in the removal of 3–10 questions in each of the

different versions of the questionnaire.

Conclusion: The study has resulted in six face‐ and content‐validated Swedish

versions of the questionnaire ready for pilot testing. Although the versions of the

original questionnaire were developed in collaboration with children in the United

Kingdom, this did not mean that they could automatically be used in a Swedish
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health care context. This study confirms the importance of a rigorous process of

adaptation and validation to ensure quality and applicability to children accessing

health care in different countries.

Patient or Public Contribution: Children's views have guided the development of the

original instrument and its adaptation to the Swedish health care context. Due to

the strong patient involvement in the process of developing the Swedish versions of

the questionnaire, the research group made a pragmatic decision to have no other

patient contribution in the study.
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children, cognitive interviews, content validity index, PREM, validation

1 | INTRODUCTION

Patient‐reported experience measures (PREMs) are questionnaires

measuring patients' experiences of receiving health care, and include

assessment of experiences, perceptions and satisfaction with care.1

There is no national, validated, generic PREM for Swedish children

under 15 years of age.2 A recent cross‐sectional study showed no

consensus in how children's voices are heard in Swedish paediatric

departments. Fewer than half of the participating departments

reported using questionnaires completed by children themselves

and few used validated questionnaires,3 indicating that children's

rights in health care, article 12 of the United Nations Convention on

the Rights of the Child (UNCRC) and Swedish laws4–6 are not being

fully implemented. In this article, we chose to use the term children

for all children and adolescents up to the age of 17 years, in line with

the definition of a child in the Convention on the Rights of the Child.6

2 | BACKGROUND

Several PREMs for children exist, most adapted for special patient

groups. However, how these questionnaires were developed and

what issues they include vary.7–10 It can be challenging for adults to

take children's views into account; adult descriptions of children's

experiences may differ from the experience described by children

themselves.11,12 It is, therefore essential to collaborate directly with

children to determine which aspects of care are important to them, as

adults cannot fully act as a proxy for children. This was a key

consideration in the development of a generic Children's and Young

People's Patient‐Reported Experience Measure (CYP‐PREM), which

was developed in collaboration with children aged 8–16 years who

had experienced hospital inpatient and/or outpatient care at a

children's hospital in the United Kingdom.13 The questionnaire is

available in six versions: both for inpatient and outpatient settings

and for three age groups (8–11, 12–13 and 14–16 years),

respectively. It covers three themes: hospital facilities, hospital staff

and treatment and tests. An additional section focuses on supple-

mentary questions. Children were also involved in the graphic design

of the questionnaire. The graphic designs of the versions for children

aged 8–11 and 12–13 years have an animal design and texts about

animals, and the layout for the older group has a cartoon design (see

the Supporting Information Materials for examples). In a Danish study

which translated and tested the CYP‐PREMs in an outpatient setting,

most children found the questions easy to read and understand. The

children were positive about giving voice to their experiences and the

layout of the questionnaire contributed to this.14

As the development of the original CYP‐PREM aligns with the

UNCRC and since patients' views on care are important for quality

improvement,2,15 the six versions of the CYP‐PREM were chosen for

adaptation to a Swedish health care context.

3 | AIM

The aim of this study was to translate, adapt and validate the six

versions of the CYP‐PREM for use in a Swedish health care context.

4 | METHODS

4.1 | Design

An exploratory sequential mixed‐method design16 was used. Trans-

lation and cultural adaptation of the questionnaire followed the

recommendations of the International Society for Pharmacoeco-

nomics and Outcomes Research,17 presented below. This validation

process clarified the need to proceed with use of the content validity

index (CVI),18,19 a procedure in line with an exploratory sequential

mixed‐method design.16

4.1.1 | Phase 1: Translation and cultural adaptation

The researchers involved in the development of the original CYP‐

PREM granted permission to translate and adapt the questionnaire.

The research groups in Sweden and the United Kingdom agreed on
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the process for translation and cultural adaptation of the question-

naire into Swedish. The groups include members with extensive

experience in paediatric care, as well as previous experience in

instrument development, including the current method of translation,

adaptation and validation and experience with CVI testing. Two

researchers (A. N. and A‐C. A.) independently translated the six

versions of CYP‐PREM from English into Swedish. The Swedish

research group (A. N., A. A‐C., A‐S. S., K. Ä. and A‐C. A.) discussed

necessary linguistic and cultural adjustments, as well as adjustments

to achieve a more homogeneous language throughout all versions of

the questionnaire until consensus was reached. A professional

translator conducted a conceptual translation of the questions and

response options, capturing the meaning of the content, rather than a

word‐by‐word translation.

The original questions, translation and back‐translated version of

the questions were included in a matrix to facilitate comparison

between the different versions and to assess the translation. A bilingual

(Swedish–English) clinician assisted the English‐speaking researchers (J.

W. and G. O.) in comparing the Swedish versions of the questionnaire

with the original, to ensure semantic alignment between the Swedish

and English versions. Differences in opinions about questions and

response options were discussed until consensus was reached between

all the researchers. Remaining inconsistences in language, such as

spelling and similar errors, were identified and corrected. Preliminary

Swedish versions of CYP‐PREM were developed, using the same

graphic design as in the original versions. The researchers were

responsible for the development and a person knowledgeable in graphic

design helped with the practical adaptation.

Two researchers (A. N. and A‐C. A.) conducted cognitive

interviews20,21 between October 2020 and January 2022 in the

paediatric departments of a county hospital and a children's hospital

in the mid‐Sweden region. The children's hospital has 36 inpatient

beds in acute, oncology, neurology, urology, orthopaedics and

surgery care. There are also 12 day‐care beds, 18 specialist

outpatient clinics, a paediatric intensive care unit and a neonatal

ward. The county hospital has about 16 inpatient beds caring for all

patient groups, a neonatal ward, a day‐care ward with six beds and a

specialist outpatient clinic. Patients, in Swedish paediatric care, are

usually 0–17 years of age. Children were recruited during an

inpatient stay or an outpatient visit (Table 1). As the original CYP‐

PREM was intended for the age group 8–16 years, children were

eligible for inclusion if they were aged 8–16 years, could understand

Swedish and were judged by health care staff as being able to answer

the questionnaire and participate in a cognitive interview.

The Swedish versions of the questionnaire were tested through

cognitive interviews to understand the questions from a child's

perspective and to identify any problems with the questions,

response options or layout. Children were interviewed while

completing the age‐appropriate CYP‐PREM. Most children answered

all questions. A few children did not complete the questionnaire

because they found it too long, did not have enough time or skipped

certain questions that they could not answer, as the visit had not

finished. They were asked to read the questions out loud and

encouraged to ‘think aloud’ to describe their thoughts as they

answered the questions. Some children preferred the researcher or

parent/carer to read the questions to them. Children and parents/

carers were informed that it was the child's view that was important

in the study. If the adult was responding on behalf of the child, the

researcher actively turned to the child to get the child's point of view.

It was judged that there were no obvious differences in the results of

the cognitive interviews when the child read the questions

themselves compared with when a parent/carer read the questions

to the child. Interviews followed a predesigned structured interview

guide based on the questionnaire and were audio‐recorded. The

interviews focused on hearing children's words to evaluate their

understanding of the questions. Children were also asked to define

the meaning of selected words and to explain their answers to the

questions, so the researcher could judge whether the child under-

stood the questions as intended. All uncertainties that the children

highlighted, as well as difficulties identified by the researchers (A. N.

and A‐C. A.), (e.g., when the child asked for help, struggled with

words or answered questions incorrectly), were fed into a case‐

specific matrix for each child, while listening to the recorded

interviews.20,22,23

Analysis of the cognitive interviews

Data from the interviews were analysed by a cross‐case analysis after

each round,22 where problems were compiled in a cross‐case matrix

for each version of the questionnaire. These matrices were

summarised by the two researchers who conducted the cognitive

interviews, and identified problems and proposals for solutions were

discussed within the research group. Together, the Swedish and UK

researchers reformulated questions and response options and

another round of cognitive interviews was carried out. If, for

example, only the youngest children had difficulties understanding

the meaning of a specific word, it was consistently amended

throughout all versions of the questionnaire. This was a conscious

choice aiming to make questions as simple as possible to understand.

This iterative process continued until the questionnaire was judged

understandable and adapted to a Swedish context, over four rounds.

When summarising the entire process, problems were coded:

1 =Not relevant or difficulty understanding due to context, 2 =Difficulty

understanding the meaning of the words, 3 =Difficulties in under-

standing the question's structure or layout, 4 = Inconsistent terminology.

Research group discussions ensured that there was consistency in

assessment of the individual problems for each question.

The translation, adaptation and validation process ended with

proof‐reading of the six versions of the questionnaire to ensure that

minor errors were corrected in the templates, and all final translation

and adaptation decisions were summarised.

4.1.2 | Phase II: CVI)

The next step of the cultural adaptations was to compute CVI scores

to test the relevance of the questions and possibly reduce questions

NORDLIND ET AL. | 3 of 20

 13697625, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/hex.13924 by D

alarna U
niversity, W

iley O
nline L

ibrary on [11/12/2023]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense



T
A
B
L
E

1
D
em

o
gr
ap

hi
cs

o
f
th
e
p
ar
ti
ci
p
an

ts
in

th
e
co

gn
it
iv
e
in
te
rv
ie
w
s.

P
ar
ti
ci
p
an

ts
a

F
ir
st

ro
un

d
(n

=
1
8
)

Se
co

nd
ro
un

d
(n

=
1
9
)

T
hi
rd

ro
un

d
(n

=
1
7
)

F
o
ur
th

ro
un

d
(n

=
8
)

T
o
ta
l
nu

m
b
er

o
f

p
ar
ti
ci
p
an

ts
(n

=
6
2
)

In
p
at
ie
nt

(n
=
1
0
)

O
ut
p
at
ie
nt

(n
=
8
)

In
p
at
ie
nt

(n
=
7
)

O
ut
p
at
ie
nt

(n
=
1
2
)

In
p
at
ie
nt

(n
=
6
)

O
ut
p
at
ie
nt

(n
=
1
1
)

In
p
at
ie
nt

(n
=
3
)

O
ut
p
at
ie
nt

(n
=
5
)

In
p
at
ie
nt

(n
=
2
6
)

O
ut
p
at
ie
nt

(n
=
3
6
)

A
ge

8
–
1
1

4
4

2
5

1
4

1
2

8
1
5

A
ge

1
2
–1

3
2

1
2

4
1

4
2

1
7

1
0

A
ge

1
4
–1

6
4

3
3

3
4

3
–

2
1
1

1
1

B
o
ys

6
2

2
2

1
6

2
3

1
1

1
3

G
ir
ls

4
6

5
1
0

4
5

1
2

1
4

2
3

O
w
n
d
es
cr
ip
ti
o
n
o
f

ge
nd

er
–

–
–

–
–

–
–

–
–

–

P
re
fe
r
no

t
to

an
sw

er

re
ga

rd
in
g
o
w
n
ge

nd
er

–
–

–
–

1
–

–
–

1
–

O
th
er

fi
rs
t
la
ng

ua
ge

b
3

–
2

3
–

4
1

–
6

7

F
ir
st

vi
si
t

6
1

3
2

3
2

2
–

1
4

5

a
V
is
it
in
g
th
e
he

al
th

ca
re

un
it
re
ga

rd
in
g,

fo
r
ex

am
p
le
,
ac
ut
e
in
fe
ct
io
ns
,b

lo
o
d
o
r
tu
m
o
ur

d
is
ea

se
,
he

ar
t
d
is
ea

se
,
in
te
st
in
al

d
is
ea

se
,
m
et
ab

o
lic

d
is
ea

se
,
o
rt
ho

p
ae

d
ic

su
rg
er
y,

rh
eu

m
at
is
m
,t
ra
um

a,
ur
o
lo
gi
ca
l

co
nd

it
io
ns
.

b
A
lb
an

ia
n,

A
ra
b
ic
,
B
o
sn
ia
n,

E
ng

lis
h,

H
in
d
i,
P
o
lis
h,

Sp
an

is
h.

4 of 20 | NORDLIND ET AL.

 13697625, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/hex.13924 by D

alarna U
niversity, W

iley O
nline L

ibrary on [11/12/2023]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense



in CYP‐PREM based on the children's views. Two researchers (A. N.

and A‐C. A.) conducted CVI testing in May–June 2022 in the same

paediatric departments as the cognitive interviews. As a minimum of

six experts has been suggested, based on a literature review,19 the

aim was to include seven experts (in this study, children) to validate

each of the six versions of the questionnaire. Children were recruited

during an inpatient stay or an outpatient visit at different units. They

were eligible for inclusion if they were aged 8–16 years, could

understand Swedish and were judged by health care staff as being

able to answer the questionnaire and rate the relevance of the items.

A convenience sample of seven children in each group, in total 42

children (23 girls and 19 boys), was included (Table 2). The

participants received verbal information from the researcher and

were given an envelope with written information about how to rate

the relevance of the questions from the age‐appropriate CYP‐PREM,

including image support, a consent form and materials for the CVI.

The information to parents/carers was that ‘The child can ask for help

from an adult, but it is important that it is the child's views that are

expressed’.

The materials for the CVI included a stack of paper sheets, with

each question from the age‐appropriate CYP‐PREM on a separate

sheet, and four envelopes marked ‘very important’, ‘important’, ‘not

so important’ and ‘not at all important’. The participating children

were asked to read each question, rate how important the question

was for children to voice their experience of a health care visit and to

place the question‐sheet in the most appropriate envelope. The

children could choose whether to conduct the CVI at the health care

visit or at home. The procedure was carried out without the presence

of anyone in the research group, with the exception of one

participant, whose first language was not Swedish, who wanted

support to ensure that the information was understood correctly.

The data analysis started by entering the results of the collected

data into a table, where the participants' ratings of the questions

were indicated in numbers: ‘very important’ = 4, ‘important’ = 3, ‘not

so important’ = 2, ‘not at all important’ = 1. The higher ratings (3 and

4) received the value 1 and the lower ratings (1 and 2) received the

value 0. Item‐CVI (I‐CVI) was calculated to assess the relevance of

each individual question by summing the number of 1s and dividing

by the number of participants who rated the question. Based on the

I‐CVI, the Swedish researchers discussed together with the two

researchers from the United Kingdom which questions should be

excluded from the different versions of the questionnaire. Agreement

was made to remove questions graded ‘not so important’ or ‘not at all

important’ by three or more of the seven participating children, as

recommended when including 6–10 experts.18,24

The overall relevance of the questionnaire was assessed through

average scale‐CVI (S‐CVI/Ave), which was calculated by summing the

I‐CVI for each question and dividing by the number of questions. An

S‐CVI/Ave of 0.90 or higher is recommended for a scale to be judged

as having excellent content validity; a minimum S‐CVI/Ave of 0.80

can be tolerated.18

4.2 | Ethical considerations

Both phases of the study were approved by the Swedish Ethical

Review Authority (Dnr 2019‐01203, 2020‐02350, 2022‐00837‐

02) and adhered to the principles embodied in the Declaration of

Helsinki.25 Children in health care are a vulnerable group in a

dependent position. It is the researchers' responsibility to provide

children with adapted information about the voluntariness of

participation and the right to terminate at any time.26 Children

were informed about the study using age‐appropriate verbal and

written information. The researchers were not involved in the care

of the participants in the cognitive interviews. However, they were

involved in the care of some children enroled in the CVI testing,

but this was not considered as an ethical issue since the children

were not asked to answer any questions concerning their actual

care. In both phases of the study, the voluntariness of participating

was made clear. Written assent for participation was obtained

from the child and written informed consent from a parent/carer

was obtained if the child was younger than 15 years of age.

Children older than 15 years of age provided written informed

consent.

5 | FINDINGS

5.1 | Translation, cultural adaptation and validation

The process resulted in six Swedish versions of the CYP‐PREM,

translated, culturally adapted, face‐ and content‐validated: inpatient

and outpatient, for three age groups (8–11, 12–13 and 14–16 years),

respectively. The number of questions in the final PREM varied

between 25 and 34 (Table 3).

In the cognitive interviews, the children experienced most

questions as relevant and the layout of the questionnaire as easy

to understand. Approximately half of the questions were modified as

a result of the cognitive interviews; an overview of the questionnaire

changes is provided in Table 3.

TABLE 2 Demographics of the
participants in the CVI.

Inpatient
8–11

Inpatient
12–13

Inpatient
14–16

Outpatient
8–11

Outpatient
12–13

Outpatient
14–16 Total

Boys 1 4 2 4 4 4 19

Girls 6 3 5 3 3 3 23

Abbreviation: CVI, content validity index.

NORDLIND ET AL. | 5 of 20
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TABLE 3 Changes in the questionnaire after the cognitive interviews and CVI.

IP,OP
Original
questions (n)

Questions
changed (n)

Questions
removed (n)

Question
divided into
two (n)

Questions
removed after
CVI testing (n)

Questions added
to the final
version (n)

Final
version (n)

IP 8–11

Total questions (n) 37 21 3 1 6 29

Hospital facilities 13 8 1 1 5 8

Treatment and tests 7 6 7

Hospital staff 7 3 7

After the visit 5 3 1 1 3

About you 5 1 1 4

IP 12–13

Total questions (n) 44 24 4 1 9 1 33

Hospital facilities 16 10 1 1 6 10

Treatment and tests 8 6 1 7

Hospital staff 10 4 1 2 1 8

After the visit 5 3 1 4

About you 5 1 1 4

IP 14–16

Total questions (n) 45 24 3 1 10 1 34

Hospital facilities 16 10 1 1 6 10

Treatment and tests 8 6 8

Hospital staff 11 4 3 1 9

After the visit 5 3 1 1 4

About you 5 1 1 4

OP 8–11

Total questions (n) 30 17 3 1 3 25

Hospital facilities 5 4 1 1 3 2

Treatment and tests 7 7 7

Hospital staff 10 4 10

After the visit 3 1 1 2

About you 5 1 1 4

OP 12–13

Total questions (n) 37 21 4 1 7 27

Hospital facilities 7 6 1 1 4 3

Treatment and tests 8 7 8

Hospital staff 14 6 1 3 10

After the visit 3 1 1 2

About you 5 1 1 4

OP 14–16

Total questions (n) 38 21 3 1 7 29

Hospital facilities 7 6 1 1 4 3
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During the cultural adaptation process, several issues were

identified regarding understanding of the questions in a Swedish

context. An overview of the adaptations made is presented below

and in Table 4.

5.1.1 | Not relevant or difficulty understanding due
to context

Some cultural adaptations were needed early in the translation

process throughout all versions of the questionnaire to make them

useful in a Swedish context. The questionnaire, which was originally

designed for use in a specific children's hospital in the United

Kingdom, was adapted to be used in a Swedish health care context

regardless of the hospital or outpatient clinic. For example, the name

of the UK hospital was replaced with the Swedish words for ‘the

hospital’ or ‘ward’ in the inpatient versions and ‘the clinic/the day‐

care‐ward’ in the outpatient versions.

Gender alternatives other than boy and girl were added to the

demographic section. The question about children's first language

was changed to be open‐ended due to the difficulty of including all

relevant languages. These changes were made in the pretesting

phase so that everyone answering the questionnaire would feel

included.

Three questions were removed after the second round of

cognitive interviews due to contextual problems. For example,

cafeterias in Swedish hospitals are often run by external companies

and it was noted that children rarely visited cafeterias in conjunction

with the health care visit. Another example of a contextual problem

concerned waiting for medicines before leaving the hospital, which

was not relevant because in Sweden, all medicines are obtained with

a prescription from a pharmacy separately from the clinic. The

children also did not know their postcode and this question was not

considered relevant to the Swedish context and was therefore

removed.

In questions about hospital facilities, it was challenging to find

the appropriate name for the rooms that children may have been in

during their visit (Table 5). Before testing, names of rooms were

adapted to the Swedish context, but children still found this difficult

to understand. After the first round, ‘treatment room’ was changed to

‘another room in the ward where the health care staff collected

samples, or you received treatment’. However, it was still not clear

which room was being referred to and many children received their

treatment in the consultation room in the clinic/outpatient ward or

their room on the ward. Questions about treatment rooms were

therefore removed after the second round.

5.1.2 | Difficulties understanding the meaning of the
words

Linguistic adaptations were made when children did not know/

understand the meaning of words and most difficulties were

identified in the first round. Some words were directly replaced, for

example, text about treatment and tests that included many difficult

words (such as injections, cannulas, catheters) was simplified.

However, some words were tested in a further round. In most cases,

synonyms were used when making changes. The words ‘information’

and ‘health care staff’ were difficult for the youngest children to

understand but were considered difficult to replace. The word

‘information’ was replaced in one question: ‘Did the health care staff

tell you why you were in the ward?’ but kept in another: ‘Was the

information they gave you about why you were in hospital easy to

understand?’. Concerning ‘health care staff’, further detail was added

in all versions of the questionnaire to clarify the meaning of the

concept the first time it was mentioned: ‘Health care staff are those

who work in the ward, such as nurses and doctors’.

5.1.3 | Difficulties in understanding the question
structure or layout

Problems understanding the question arose in some cases due to the

layout of the question or a lack of response options that seemed

appropriate to the children. Adjustments were made to make it easier

to understand how the questions should be answered. For example,

children lacked a response option for situations when information

about a procedure was not given because of the child's previous

experiences. The response option ‘I have done this before, did not

need any explanation’ was added. Another example is a question that

was divided into two: ‘How long did you have to wait … to see a

doctor or nurse?’… for your tests, investigations or treatments? Some

TABLE 3 (Continued)

IP,OP
Original
questions (n)

Questions
changed (n)

Questions
removed (n)

Question
divided into
two (n)

Questions
removed after
CVI testing (n)

Questions added
to the final
version (n)

Final
version (n)

Treatment and tests 8 7 8

Hospital staff 15 6 3 12

After the visit 3 1 1 2

About you 5 1 1 4

Abbreviations: CVI, content validity index; IP, inpatient; OP, outpatient.
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children got stuck on the question and did not know how to answer.

The question was split into two questions to resolve the problem.

5.1.4 | Inconsistent terminology

Textual changes were made consistent in all versions. For example,

‘playroom’ and ‘adolescent room’ were added as response options in

all versions, because of the possibility of younger children using

adolescent rooms and teenagers spending time in playrooms.

Sometimes, children had difficulty understanding which visit

questions related to; they often talked about other hospital visits and

answered the questions in relation to this. The final Swedish version

will include information explaining that the questionnaire concerns

the most recent visit with space left for the investigating clinic/

hospital to add their details.

Most children were happy with the graphic design of the

questionnaire, although individual children in the older groups said

that the design did not matter to them but it could be helpful for

younger children (Table 5). Many younger children said that the

questionnaire was too extensive but could not say that any question

should be removed.

5.2 | Content validity

Questions that received high CVI (were regarded as most important)

in all age groups mostly concerned the staff. Examples are questions

about feeling welcome, being treated with respect, being listened to

and feeling trust. Questions about the food and the opportunity for

privacy were also highly valued. The questions rated the lowest were

room temperature, age of other patients on the ward and whether

the children were offered the choice to see male or female staff. The

number of questions with I‐CVI 0.57 or lower varied between 4 and

10 for the six versions of CYP‐PREM (Table 6), giving these versions

of the questionnaire an S‐CVI/Ave between 0.70 and 0.82. Questions

graded ‘not so important’ or ‘not at all important’ by three or more of

the seven participating children were excluded. However, an open

free‐text question with the opportunity to express what was good

and bad at the health care visit was rated low by the participants but

was nevertheless considered important by the research group and

therefore not excluded. This also applied to questions about

participation in decisions about care and the possibility of meeting

staff without parents/carers. The research group decided that the

question about the possibility of ‘meeting staff on your own’ should

in fact be included in all versions of the questionnaire for children

from the age of 12, which led to the question being added to two

versions of the questionnaire for inpatient care. The question was

added after the CVI was conducted and has thus not been evaluated

by inpatient children in the age groups 12–13 and 14–16 years. This

question is, therefore not included in the final CVI calculation for

these versions of the questionnaire. In the final versions, 3–10

questions have been excluded from the different versions of the

CYP‐PREM (Table 3), leading to an improvement of relevance and the

S‐CVI/Ave, which now varies between 0.81 and 0.94 for the six

versions of the questionnaire (Table 6).

To summarise, the translation, cultural adaptation and validation

resulted in six face‐ and content‐validated Swedish versions of the

questionnaire ready for pilot testing.

6 | DISCUSSION

In view of the lack of a Swedish nationally validated PREM for

completion by children, our aim was to translate, adapt and validate

the six versions of the CYP‐PREM questionnaire13 for use in a

Swedish health care context. The adaptation and validation process17

identified several issues regarding understanding of the questionnaire

in the new setting, and the main finding of this study is confirmation

of the importance of a rigorous validation. Cognitive interviews are

considered valuable for pretesting questions for specific groups for

whom it may be particularly difficult to complete questionnaires,20,21

and were therefore used with children in this study. Adaptations

were made based on issues related to context, words used and the

structure of the questions and to obtain a consistent terminology.

Many adaptations are similar to those made in the Danish versions of

CYP‐PREM, for example, regarding different rooms.14 The cognitive

interviews showed that the questionnaire was too comprehensive,

but which questions were least relevant to the participants could not

be determined. Addition of CVI18 and the development of the study

design to an exploratory sequential mixed‐method design16 have

increased and clarified the relevance of the questionnaire in the

Swedish health care context.

6.1 | Strength and limitations of the work

Translation and validation of an existing questionnaire have both

advantages and disadvantages. A major advantage of adapting the

CYP‐PREM13 to the Swedish health care context was that the

questionnaire evaluates issues known to be important to children:

competence of health care staff, opportunity for participation,

adapted communication and environment, presence of parents/

carers, things to do and hospital food,27,28 and also has a layout that

appeals to children.14

However, although the CYP‐PREM was developed in collabora-

tion with children in the United Kingdom, the questionnaire could not

be used with children in another health care context without

appropriate cultural and linguistic adaptation, which Ryberg et al.14

also demonstrated in their adaptation of CYP‐PREM to Danish

outpatient care. It is a strength of the present study that children who

have experience in what is being studied are involved, the importance

of which has been highlighted by the Council of Europe.6,29

Translation, adaption and validation of the questionnaire have been

extensive and demanding tasks, partly since there were six different

versions to handle simultaneously. It was also a challenge to formulate the
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questions to be suitable for all children who come into contact with

health care, regardless of which health care facility the visit concerns and

the reason for the health care visit. It was considered sufficient to have

eight children in round four and no inpatients aged 14–16 years, since

few changes had been made and it was more important to test

understanding in the youngest groups. One strength of the study is that

children of different ages, with different first languages, illnesses and

experiences from different health care facilities, were involved in the

TABLE 6 CVI results.

Version
S‐CVI in tested
version

Content of questions with CVI fair (0.57) or lower,
indicating removal Question added

S‐CVI in new
version

IP 8–11 0.79 Wait for staff 0.57
Wait for bed 0.29
About the rooms 0.57
Things to do 0.57
Age of other patients 0.14

Wait to go home 0.29

0.89

IP 12–13 0.79 Wait for bed 0.57
Room temperature 0.43

Things to do 0.43
WiFi 0.57
Own room 0.57
Age of other patients 0.14
Distraction during procedure 0.57

Choose male or female staff 0.29
Info about why in the ward 0.57

Seen staff on
your owna

0.90

IP 14–16 0.82 Wait for bed 0.57
Noise 0.43

Room temperature 0.29
About things to do 0.57
WiFi 0.57
Age of other patients 0.29
Choose male or female staff 0.43

Information about transition to adult care 0.57
Information about adult care 0.57
Wait to go home 0.57

Seen staff on
your owna

0.94

OP 8–11 0.80 About the rooms 0.43
Wait for staff 0.57
WiFi 0.43
Good or bad about the outpatient visit 0.57b

0.84

OP 12–13 0.70 Noise 0.43
Space 0.43
Room temperature 0.14
WiFi 0.29
Choose male or female staff 0.57

Eye contact during conversations 0.29
Info about why in the ward 0.43
Seen staff on your own 0.14b

0.81

OP 14–16 0.77 Noise 0.43
Space 0.57
Room temperature 0.43
Things to do 0.57

Choose male or female staff 0.43
Good or bad about the outpatient visit 0.57b

Eye contact during conversations 0.57
Have a say in decisions 0.57b

Information about transition to adult care 0.43

Seen staff on your own 0.29b

0.85

Abbreviations: CVI, content validity index; IP, inpatient; OP, outpatient; S‐CVI, scale‐CVI.
aThe added question is not included in the S‐CVI/Ave and thereby not evaluated by the children.
bQuestions kept after discussion within the research group.
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validation process. Besides the strength of including the perspectives of

children with a range of demographic characteristics, it was also regarded

as a strength that the interviewers had professional knowledge and

understanding of children and paediatric health care.11 Furthermore, from

an ethical perspective, it was important that the researchers were

experienced in talking with, and listening to, children of different ages, but

on the other hand, it was also challenging to ask sufficient follow‐up

questions to fully explore children's understanding without pushing them

too much.30 In research with children, the influence of adults cannot be

completely excluded. Children can feel both pressured and/or prevented

from participating, so‐called gate‐keeping,26 and adults can also try to

influence the children's responses, which, in this study, could have

happened during the data collection for the CVI, which was carried out

without the presence of a representative from the research group.

However, due to the homogeneity in children's rating of relevant, and less

relevant, questions in the CYP‐PREM, we regard this risk as low.

Exclusion of questions was based on children's views by

calculation of I‐CVI in the six different versions of the CYP‐PREM,

although some questions rated low by the children have been

retained since they were considered important to the health care

departments in evaluation of how the children's rights are respected.

The assessment of relevance in the current study was a balancing act

between the children's opinions and the professional perspective

about children based on laws and guidelines.4–6 For example, a

question about having the opportunity to be involved in decisions on

care and an open question that gives the respondent the opportunity

to express points of view that might otherwise be missed were

deemed important from a children's rights perspective.5,6 Also

retained in the CYP‐PREM was a question about being given the

opportunity to meet staff on their own, as it was assessed by the

research group to be important that it was included in all versions of

the questionnaire for children from the age of 12 years. This led to

the question being added to the versions for inpatients 12–13 and

14–16 years (it was already in the outpatient versions for these ages).

The added question was not included in the calculation of S‐CVI/Ave.

To the best of our knowledge, only a few translation, adaptation

and validation studies of PREMs for children have been undertaken

previously. This study confirms the importance of including children

themselves so that questionnaires are developed based on their

views.31 Issues arising in the cognitive interviews were not all

predicted despite the research group's experience of paediatric

health care, which further emphasises the need for collaboration with

the target group. A strength of this study is that an established

method to adapt the questionnaire has been followed17–19 and

outlined in detail, which enables other researchers to replicate the

process.

6.2 | Recommendations for future research

Further pilot testing and evaluation of the psychometric properties of

the adapted CYP‐PREM are needed to assess the acceptability and

feasibility of using the questionnaire to evaluate experiences of

paediatric health care in Sweden. Further research is also needed

regarding the implementation of PREMs in paediatric health care and

to investigate if the CYP‐PREM can be used in other healthcare

contexts, for example, with children in psychiatric care. A question-

naire adapted for younger children and children with learning

disabilities is needed in order to allow additional groups of children

to have equal opportunities to voice their experiences about their

care, and this is currently being undertaken by the UK team.

6.3 | Implications for policy and practice

The face‐ and content‐validated versions of the CYP‐PREM are

relevant in the Swedish health care context and can increase the

opportunities to enable children to voice their experience of health

care in paediatric wards in Sweden. The importance for children to

feel involved is a prerequisite for them to achieve autonomy.

Therefore, it is necessary that the children are allowed to indicate

which factors they think are important in order to feel that their

participation is valued and heard and to rank what is important to

them. This study has highlighted the importance of ensuring that

questionnaires are linguistically and culturally adapted in collabora-

tion with representatives of the population with whom they will be

used. The steps used in the translation, cultural adaptation and

validation process can be recommended for other similar studies,

thereby enabling children from other cultural and linguistic back-

grounds to voice their experiences of health care, which is not only a

fundamental right but also vital to ensure that services evolve to

meet their needs. The culturally adapted Swedish versions of CYP‐

PREM will be available to health care professionals so that they can

monitor the quality of children's experiences of healthcare visits. In

addition, the questionnaire will enable comparisons between paedi-

atric units in Sweden.

7 | CONCLUSION

Although the original CYP‐PREMs were developed in collaboration

with children in the United Kingdom, this does not mean that they

can be automatically used with children in a Swedish health care

context. To ensure quality and applicability of the PREMs to children

accessing health care in different countries, a rigorous process of

translation and cultural adaptation is important, which this study

illustrates. The interviews identified the need for adjustments

regarding context, wording, question structure and layout. The CVI

testing increased and clarified the relevance of the questions in the

Swedish health care context and led to a questionnaire with fewer

questions, which can be regarded as more user‐friendly.

The six Swedish versions of the generic CYP‐PREM are now

deemed to be understandable to, and relevant for use by, children in

a Swedish health care context.
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