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Abstract
Qualitative concept elicitation can develop meaningful patient-reported outcome measures for children and young people; 
however, the methods used for concept elicitation are often underreported for this population. This paper provides in-depth 
insight into the methods used for concept elicitation with children and young people, with a focus on key stages of concept 
elicitation that are challenging or unique to doing this research with children. Drawing on our experiences of developing 
wellbeing measures for children and young people aged 6–15 years, we detail the processes followed in our qualitative con-
cept elicitation work, covering issues related to sampling and recruitment, encouraging informed assent and freedom over 
children and young people’s involvement in concept elicitation, and the use of creative and participatory methods to develop 
measure items. We provide reflections on the approaches taken to navigate challenging aspects of concept elicitation with 
children and young people. Our reflections suggest that using existing links and online recruitment methods can help to 
navigate organisational gatekeepers, and using appropriate processes to develop study information and obtain informed assent 
can ensure that research is inclusive and that children have the freedom to decide whether to be involved. Our adaptation of 
a creative and participatory activity to generate concepts for measure items suggests that such approaches can be engaging 
and may help to give children greater control over their participation. In detailing our methods, we hope to have developed 
a useful resource for other researchers, while highlighting the value of transparent reporting in this area.

1 Introduction

In healthcare decision making, choices must be made about 
which health and social care interventions to fund from 
limited resources [1]. National decisions in many coun-
tries are taken with the aid of economic evaluation, which 
compares the clinical and cost effectiveness of competing 
interventions. Patient-reported outcome measures (PROMs) 
are often used to collect outcome data that feed into these 
evaluations. PROMs are questionnaires designed to collect 
information on outcomes from the perspectives of patients 

and other target populations themselves. These are com-
pleted pre- and post-intervention to evaluate interventions 
and services [2]. PROMs can be disease-specific or generic, 
with the latter commonly being used in health and social 
care decision making to compare interventions across a 
broad range of contexts [3]. Literature on PROM develop-
ment emphasises the need for measures to be relevant and 
responsive to changes in the outcomes of the population of 
interest, including that it has content validity [3]. Guidance 
suggests that the use of direct, qualitative research with 
the target population to develop measure items (referred to 
herein as concept elicitation) is key to establishing measures 
that contain valid and meaningful content [4]. Furthermore, 
reporting concept elicitation processes in full is important to 
providing evidence of this content validity, by demonstrating 
the connection between the concept that is being measured 
and the population of interests’ understandings and lived 
experiences of that concept [4].

The importance of using qualitative research for concept 
elicitation is similarly emphasised in the development of 
PROMs for children and young people (CYP) [5, 6]. How-
ever, direct research with CYP for PROMs development 
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Key Points for Decision Makers 

This paper focuses on providing detailed insights into 
key stages of concept elicitation with children and young 
people, particularly those that are challenging or unique 
to doing concept elicitation with children.

Sampling and recruitment, encouraging informed 
assent and children and young people’s freedom over 
their involvement, and using creative and participatory 
methods to develop measure items are aspects of concept 
elicitation with children and young people that have 
previously been underreported.

Reflections on our own approaches to concept elicitation 
with children and young people include ways to navigate 
gatekeepers during recruitment, processes to encourage 
inclusive and informed participation in research, and 
the adaptation of a creative and participatory activity to 
engage children and to facilitate high-quality data collec-
tion for item generation.

Concept elicitation work with children and young people 
would benefit from greater transparency in reporting to 
allow researchers to learn from each other’s processes.

is challenging, including issues with CYP’s understand-
ing and perceived ability to engage in concept elicitation 
exercises [6–8]. Other challenges include recruiting CYP 
via gatekeepers [9, 10] and ensuring ethically appropriate 
research processes between children and adult researchers. 
In a recent systematic review, issues were raised with the 
quality of reporting of concept elicitation with CYP; low-
quality methods reporting meant that it was difficult to make 
judgements around the validity of concept elicitation [8]. 
This finding was supported by a similar scoping review [11] 
and another study suggesting that limited transparency in 
reporting qualitative methods for CYP measure development 
prevented in-depth understanding of how to optimally under-
take concept elicitation with children [12]. Such studies sug-
gest that enhanced reporting of robust processes for doing 
concept elicitation with CYP would be beneficial [8, 11, 12].

This paper aims to provide detailed insight into key stages 
of concept elicitation with CYP for PROM development, 
focusing on issues that are particularly challenging and/or 
unique to doing this research with CYP. These key stages are 
also those that lacked detailed reporting in previous studies, 
including sampling and recruitment of CYP, data collec-
tion using creative and participatory (CAP) methods and 
ethics and reflexivity during the research process [8, 11]. 

The insights are based on lessons learnt through our own 
research to develop wellbeing measures for use with CYP 
in economic evaluation [13, 14]. We hope that being trans-
parent about how we have undertaken aspects of concept 
elicitation with CYP will be helpful to other researchers, 
while also emphasising the value of transparency in report-
ing concept elicitation.

2  Process of Concept Elicitation

2.1  Measure Development Background

The concept elicitation work here is part of a national study 
aimed at generating generic capability wellbeing measures 
to be used across childhood for CYP aged 0–18 years [13]. 
The measures focus on CYP’s outcomes in terms of capabil-
ity wellbeing, namely what a person can do or be in their 
life [15]. This paper concentrates on the process of concept 
elicitation for measures for CYP aged 6–15 years and covers 
some of the qualitative development of the measure items 
but does not detail methods for cognitive interviewing for 
content validity, which are explored elsewhere [6, 16]. We 
focus on the process of undertaking qualitative in-depth 
interviews with CYP to develop the concepts to inform the 
items in our measures. The following sections of the manu-
script present aspects of concept elicitation with CYP that 
typically encompass additional practical challenges when 
compared with concept elicitation with adults. We provide 
in-depth descriptions of the methods and approaches that 
we used in our own work to navigate these challenges. The 
stages we discuss next are sampling and recruitment of CYP, 
encouraging informed assent and CYP’s freedom over their 
involvement in concept elicitation, and the use of CAP meth-
ods to facilitate high-quality data collection.

2.2  Sampling and Recruitment of Children 
and Young People (CYP)

Sampling and recruitment are key to ensuring content valid-
ity of concept elicitation, given the requirement for measure 
items to be developed with, and meaningful to, the popula-
tions in which they will be used [4, 5]. This is particularly 
important for CYP measures, where there are likely dif-
ferences between what is important to specific age groups 
of CYP, potentially requiring the development of separate 
measures with different measure items [5, 7]. Furthermore, 
a previous study reported that measures were being recom-
mended for age groups that had not been included in concept 
elicitation work [8]. In our development of the capability 
measures, we therefore ensured that we had representation 
for CYP from all age groups in our target population, to 
allow our analysis of the empirical data to indicate whether 
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differences in the responses of CYP of different age groups 
could indicate a need for multiple measures. Our measures 
are intended for use across the whole population within each 
age group and thus we aimed to sample a broad range of 
CYP to represent the characteristics of those who will com-
plete each measure. We also considered which CYP char-
acteristics could potentially lead to differences in what was 
considered important to wellbeing, thus potentially gener-
ating different measure items. We took a purposeful, maxi-
mum variation approach to sampling [17] and considered 
the widest range of perspectives and experiences relevant to 
wellbeing that might exist within the general CYP popula-
tion. We sampled CYP of different ages, levels of depriva-
tion, sex, ethnicity, household composition and health status 
[13].

After developing a sampling strategy, we found recruit-
ing CYP to be challenging, specifically navigating gatekeep-
ers. Such gatekeepers can typically include professional 
organisations, professional gatekeepers and also parents/
guardians [10]. Although gatekeepers undoubtedly protect 
the interests of CYP, they can be a barrier to recruitment, 
making it important to factor in time in the study for this. 
We found that recruitment was speedier and more successful 
where we had existing links with gatekeepers; for exam-
ple, where our university had established relationships with 
local schools. However, we did also develop connections by 
contacting organisations without existing links directly and 
thus found it beneficial to try multiple avenues of recruit-
ment. When approaching gatekeepers, we found it helped 
to be clear about what would be required of them in terms 
of recruitment and to be flexible to fit with their existing 
commitments.

The emergence of coronavirus disease 2019 (COVID-19) 
in 2020 required us to move recruitment online due to the 
closure of recruiting organisations. Despite the upheaval, 
this proved to be beneficial to recruitment. We recruited par-
ents/guardians using Facebook and its ‘targeted ads’ feature, 
which allowed us to promote our recruitment advert specifi-
cally to users who had children. The benefits of recruiting 
online included sampling CYP directly through parents/
guardians, avoiding professional gatekeepers, and recruit-
ing a broader range of CYP relatively quickly compared with 
recruiting via local organisations, including those in differ-
ent geographical locations [18].

2.3  Encouraging Informed Assent and CYP’s 
Freedom Over Their Involvement in Concept 
Elicitation

Considerations for undertaking concept elicitation with CYP 
include those related to developing ethically appropriate 
research processes. This includes ensuring that CYP are con-
fident enough to engage with and share their voices during 

research; for example, by minimising power differentials 
between CYP and adult researchers [10, 19], and gaining 
appropriate informed consent/assent from CYP. More infor-
mation on our use of CAP methods to address power imbal-
ances in our concept elicitation work is given in Sect. 2.4.

To encourage informed assent and CYP’s freedom over 
their involvement in the study, we took time to develop CYP 
information sheets, with the format and presentation of infor-
mation specifically designed to facilitate CYP’s understand-
ing of what research participation would entail [21, 25, 26]. 
Images and simple and clear language were used, and dif-
ferent versions of information sheets were originally created 
for different age groups of CYP (a total of four information 
sheets to cover the age range 6–15 years). These information 
sheets were piloted with a young person’s advisory group 
(YPAG), with CYP aged 10–17 years. YPAG members were 
asked to read drafts of the information sheets and feedback 
in a 1-h meeting with the research team. Suggestions focused 
on making the information sheets more comprehensive 
and accessible to all CYP. Key feedback from the YPAG 
included labelling information sheets according to the read-
ing ages appropriate to school key stages in the UK rather 
than by age group, so as not to exclude any CYP who may 
have a lower reading level to their chronological age. The 
YPAG generally had positive comments on the presentation 
of the information sheets but made minor suggestions to 
improve the wording to make them more inclusive, includ-
ing changing mentions of parents to also include ‘guardian’, 
‘carer’ and ‘the people you live with’. All suggested changes 
were made in line with YPAG feedback.

We also developed written assent forms to allow CYP to 
give permission for their own study involvement (in addition 
to informed consent from parents/guardians) and to allow 
CYP additional opportunity to consider and reflect on their 
participation [21]. Prior to any data collection, CYP were 
provided with an appropriate study information sheet and 
asked to complete an assent form to indicate that they were 
happy to take part in the study. The assent form contained 
five questions and CYP were required to tick ‘yes’ or ‘no’ 
for each question. The questions were ‘Do you understand 
what the project is about?’; ‘Have you asked all the ques-
tions you want?’; ‘Have you had your questions answered?’; 
‘Do you understand you can stop the study at any time?’; 
and ‘Are you happy to take part?’. Depending on whether 
interviews were carried out online or in person, all CYP 
were given time to read the information sheet and complete 
the assent form, either receiving the documents in advance 
of the interview or being given dedicated time before an 
interview to read the study information. The study infor-
mation sheets for CYP aged under 16 years suggested that 
a parent, guardian, or carer read it through with them, but 
time was also taken by the researcher prior to each inter-
view to explain the study to each CYP, including what their 
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involvement would entail and providing opportunity for 
questions. If a child or young person answered ‘no’ to any 
of the questions on the assent form, they were asked not to 
sign their name on the form and instead talk any concerns 
or questions that they had through with the researcher before 
deciding whether to participate. It was considered important 
that CYP were given as long as they needed prior to begin-
ning an interview to decide whether they wanted to take part. 
Generally, gaining assent from CYP took around 5 min, as 
the majority of CYP informants did not have any questions 
or concerns for the researcher when asked and had already 
reviewed the study information with their parent prior to the 
interview. Many of our CYP sample had also received the 
assent form in advance of the interview and had completed 
this beforehand. It is worth noting that the time taken to gain 
assent may eat into the time that CYP are able or willing to 
engage in the research itself, particularly when undertak-
ing research with younger CYP [7], and thus it is important 
to account for this additional time when planning research 
processes. Reflecting on our own processes, we found that 
sending study information and assent forms in advance of 
data collection appeared to facilitate CYP’s comfort with, 
and understanding of, the study and what was being asked of 
them, and thus likely contributed to less time being needed 
to complete the assent procedures. All CYP were reminded 
before the interview that they could stop taking part at any 
time without having to provide a reason.

A final consideration unique to doing concept elicitation 
with CYP is the role of parents/guardians in interviews, with 
guidelines suggesting that parent involvement in CYP’s data 
collection should be minimised to avoid influencing CYP’s 
responses [6, 7]. To ensure that both parents/guardians and 
CYP were comfortable with study participation, we allowed 
decisions regarding parents’ presence during interviews to 
be made by the parent and CYP together. However, parents 
were asked by the researcher not to influence the CYP dur-
ing data collection or speak on their behalf. In our experi-
ence, most parents and CYP were happy for the child to be 
interviewed independently, although it was more difficult to 
regulate parental involvement when interviews moved from 
in-person to online, making it important to be transparent 
about their potential influence over data collected.

2.4  The Use of Creative and Participatory Methods 
to Facilitate High‑Quality Data Collection

Reflexivity requires researchers to reflect on how their 
involvement in, and decisions during, studies can influence 
research processes and findings [20]. In concept elicita-
tion with CYP, this involves considering how relationships 
between adult researchers and CYP might influence final 
measure items. A key issue is ensuring that CYP’s voices are 
maintained during the research to feed directly into measure 

items [21], to lessen the potential for power imbalances or 
researcher assumptions biasing the content of the measure. 
In our study, balanced power relations were encouraged 
through the development and use of a CAP activity, which 
facilitated CYP having a sense of control over the direction 
of the research [22, 23], as it allowed them to talk through 
their finished maps during data collection rather than only 
answering researcher questions. Allowing CYP to lead 
data collection facilitated open-ended questioning for the 
child’s narrative of what was important [24] and minimised 
researcher assumptions about what the child had drawn or 
written.

Choosing an appropriate data collection method for con-
cept elicitation involves selecting an approach to allow in-
depth understanding of the concepts important to a popula-
tion in terms of the outcome(s) of interest [6, 27]. For CYP, 
it is important to ensure that the method is engaging and 
can generate rich data to inform valid measure items. Exist-
ing guidance for CYP PROMs compares interviews with 
focus groups for concept elicitation, noting the impact of 
each method on CYP engagement [6, 7]. However, these 
resources offer less exploration of the use of CAP meth-
ods to enhance CYP engagement in concept elicitation, 
and opinion on their use appears divided. For example, the 
ISPOR task force guidance for paediatric PROMS [6] sug-
gests that drawing could be potentially useful in concept 
elicitation, particularly to engage younger children, but other 
guidance suggests that such methods should be used cau-
tiously because they can distract from the purpose of the 
research [7].

In our development of the capability measures, we 
decided to use a creative activity with CYP alongside con-
cept elicitation interviews. Compelling reasons for using 
CAP methods include engaging CYP who might have prob-
lems with communicating using only language-based meth-
ods such as interviews and focus groups [10, 23, 28] and giv-
ing CYP the time, space and freedom to immerse themselves 
in research and provide in-depth and considered responses 
[23, 29]. Several CAP methods are available, including 
drawings, photographs, diary keeping, guided tours, and 
mapping and activity packs [9, 28, 30–32]. In our study, we 
selected elements from several of these methods, alongside 
hierarchical mapping techniques [33, 34].

CYP were given an A3 sheet of paper featuring five con-
centric circles and asked to draw or take a picture of them-
selves and place this in the centre circle. During in-person 
interviews, CYP were invited to take a picture of themselves 
using a polaroid camera, providing an immediate image for 
use in the research. CYP were asked to draw or write things 
of importance to them on sticky labels and place these onto 
the A3 paper around the centre circle, placing the things 
of most importance closest to the centre and factors of less 
importance further away (in the outer circles) (see Fig. 1). 
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The method was designed to elicit discussion around why 
CYP considered these factors important to their wellbeing, 
allowing these to be explored further during interviews (see 
Fig. 2 for an interview topic guide). The task was piloted 
with the YPAG to ensure that it was considered age appro-
priate for use with target CYP. Piloting the activity with 
the YPAG suggested that the activity was well received by 
CYP aged 10–17 years, as all members completed the task in 
the anticipated way without any difficulty. YPAG members 
suggested that giving CYP the freedom to write and/or draw 
what was important to them would be appealing to a broader 
range of CYP, including the youngest (aged 6 years) and 
eldest (aged 15 years) informants in our sample.

We wanted to ensure that using a CAP method would 
not distract from the aims of the research and would gener-
ate meaningful and interpretable data [23, 35]. Using CAP 
methods as the sole focus of data collection could lead to 
issues around interpreting data and whether researchers’ 
interpretations can be a true reflection of CYP’s views. We 
decided that the hierarchical mapping task should be used as 
a tool to stimulate discussion from CYP regarding what was 
important to them, to be followed by interview questions. 
CYP’s explanations in the interviews were key to under-
standing and developing the broader concepts underlying 
what the CYP considered to be important to generate the 
measure items.

Our experience of conducting over 40 interviews with 
CYP demonstrated that the activity was well-received 

across the broad range of CYP, including facilitating the 
involvement of relatively young children. Engagement 
was facilitated by a clear explanation of the activity prior 
to commencement, with the researcher ensuring that CYP 
understood that their answers could not be wrong. CYP 
were asked to think of all the things that were important 
to them, placing the things that were ‘most important’ to 
them closest to the picture of themselves in the middle and 
the ‘things that are important but not as important’ to them 
in the outer circles. All CYP, including the youngest in the 
sample, appeared able to understand the task and talk about 
the relative importance of the factors that they had recorded 
on their maps; however, it should be noted that other CYP 
in the younger age group, or even older, might struggle with 
this, and thus in these circumstances it might be more appro-
priate to simplify the activity and remove the ranking aspect.

CYP fed back to suggest that they enjoyed the activity 
and its creative element, particularly being able to take and 
keep their own photograph using the polaroid camera. On 
beginning the activity, many of the CYP, particularly those 
in the younger age groups, were visibly keen to use the cam-
era, which helped to initially engage them in the study. The 
younger CYP also appeared to enjoy selecting colourful 
pens and notes to draw or write with. Interestingly, many 
of the younger CYP selected to write what was important 
to them as it appeared that they wanted to ‘show off’ their 
writing skills, which added another mechanism for engaging 
CYP in the activity. CYP at the older end of the age range 

Fig. 1  Examples of completed 
hierarchical mapping activities 
by children and young people 
informants
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tended to write their responses, although some did also draw 
what was important to them, suggesting that the nature of 
responses might be influenced by personal preferences and 
not only age. The older CYP all appeared happy to com-
plete the activity, which alleviated concerns that older CYP 
might find being asked to complete a creative task patronis-
ing [23]. Having their completed maps to refer to during 
the interview seemed to increase CYP’s confidence when 
answering interview questions, as CYP regularly referred 
back to it when asked by the interviewer what they would 
next like to discuss.

Unfortunately, we did not officially collect or record 
feedback from the CYP on the activity, although we regu-
larly observed how well it appeared to be engaging CYP 
and checked that they had enjoyed the task after the inter-
view was complete. However, an alternative way to measure 
engagement is by observing and reporting the average length 
of data collection for CYP interviews, as this can provide 
an indication of how responsive CYP were and how rich 
emerging findings are likely to be [36–38]. In our study, 
the activity appeared to encourage prolonged and in-depth 
discussions from the CYP, as interviews following the hier-
archical mapping activity lasted between 18 and 60 min 
(average 32.5 min). This is notably longer than the lengths 
of data collection reported for similar concept elicitation 
studies with CYP that did not use creative methods during 
data collection [8].

However, there are practical considerations to using 
CAP methods. Our activity was fairly low cost, with only 
the costs of the polaroid camera, pens, sticky labels, and 
printing required, but the activity added extra time to data 
collection, as CYP were given as long as they needed to 
complete the activity prior to the interview. We found that 
CYP typically took no longer than 10 min each to do the 
activity, but this could vary across all CYP and will add time 
on to the study duration overall. When data collection had 
to go online because of COVID-19, we found that we were 
unable to continue using the polaroid camera, which took 
away an engaging aspect of our study design. However, we 
posted out the hierarchical maps and sticky notes in advance 
of data collection to allow CYP to continue to complete the 
hierarchical mapping activity, and there appeared to be no 

difference in the richness of data collected after this change 
was made.

3  Discussion

This paper has given detailed insight into key stages of quali-
tative concept elicitation for CYP. It has provided method-
ological detail on previously underreported steps [8, 11], 
particularly those that are unique to concept elicitation with 
CYP. Based on our own experiences of concept elicitation, 
we have offered insight into specific challenges with doing 
this research with CYP and the approaches that we have 
taken to navigate such challenges. In sampling and recruiting 
CYP, we have outlined the techniques that we used to navi-
gate gatekeeping organisations; for example, using readily 
established links with organisations and taking recruitment 
online to sample CYP directly through their parents/guard-
ians. We detail the steps that we took to ensure the appropri-
ate and inclusive involvement of CYP in the concept elicita-
tion study, including consulting a YPAG to develop suitable 
study documents. To encourage CYP to have freedom over 
their decision to take part in the study, we outline the pro-
cesses that we followed to gain informed assent directly from 
each child or young person, with these processes not typi-
cally being covered in other empirical papers [8]. We have 
documented the use of a CAP activity that we adapted for 
concept elicitation with CYP, specifically the use of draw-
ing, photographs, and hierarchical mapping techniques to 
generate concepts of importance to CYP to inform measure 
items. Our own reflections on the method suggest that sev-
eral aspects of the activity were engaging for CYP, including 
use of the polaroid camera and being able to design their 
own hierarchical maps to share with the researcher. Informal 
feedback from CYP on the task and interview experience 
was positive and being able to refer to the completed maps in 
the interview appeared to encourage prolonged and rich data 
collection. We also aimed to use the method to minimise 
power differentials between the adult researcher and CYP, 
and we suggest that this approach worked well in giving the 
CYP control over the direction of the research through the 
use of their completed maps to guide what was discussed in 
the interview.

Fig. 2  Questions from the 
interview topic guide about the 
hierarchical mapping activity

Questions about the drawing task:
. Can you tell me about what you have drawn/written (go through the items on A3 paper one by 

one)?
Probe:

o Why is [item] important to you?
o Why do you like it? Why does it make you happy? What is it about it that is 

important to you?
o You have put [item A] as more important to you than [item B], why is that> (continue 

for all items)
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A strength of this paper is that, to the authors’ knowledge, 
it is unique in its in-depth and ‘real world’ coverage of key 
and challenging stages of qualitative concept elicitation with 
CYP that have not been addressed extensively elsewhere. 
Other studies have provided comprehensive overviews of 
the entire concept elicitation process [6, 7] or have focused 
on a specific issue, such as interviewing CYP for PROM 
development [24, 39], but particular topics such as whether 
CAP methods should be used to facilitate item generation 
have been left open for further exploration. We have also 
aimed to highlight the benefit of transparency in reporting 
concept elicitation with CYP, not only to facilitate judge-
ments of content validity but also to allow research teams 
to learn from one another’s experiences. We anticipate that 
in providing such an in-depth overview of the methods that 
we used in our concept elicitation work we have generated 
a resource that is likely to be valuable to other researchers 
undertaking similar studies.

A limitation of our study is that it focuses only on our 
experiences of concept elicitation, which may mean that our 
reflections are less relevant in different measure develop-
ment contexts. For example, if other research teams were to 
carry out concept elicitation with different groups of CYP, 
including with those in younger age groups, the CAP meth-
ods that we have presented might need to be adapted. We 
have also presented approaches to concept elicitation that 
do not necessarily complement one another; for example, in 
undertaking recruitment of CYP online to navigate organi-
sational gatekeepers, key aspects of the CAP activity cannot 
be carried out, particularly use of the polaroid camera. If 
following similar methods, other researchers would there-
fore have to decide which approach would be most fruit-
ful for them to take. Finally, we have presented methods 
that we have adapted for concept elicitation with CYP that 
have not been formally evaluated. This said, we have not 
aimed for this paper to be a prescriptive or comprehensive 
resource, and many high-quality guidelines already exist 
that researchers can refer to for developing and evaluating 
PROMs [6, 7, 40]. Instead, we have aimed to address the 
issue of low-quality reporting of concept elicitation with 
CYP by presenting our own methods in detail in the hope 
that other researchers will consider such transparency to be 
beneficial. Previous studies have reported a lack of detail 
and transparency in concept elicitation with CYP [8, 11], 
despite the availability of high-quality reporting guidelines 
for concept elicitation [41] and guidelines for reporting 
formative qualitative research in instrument development 
[42, 43]. Suggestions for enhancing the quality of reporting 
of concept elicitation work with CYP include the develop-
ment of specific reporting guidelines, to raise awareness of 
the importance of transparent reporting for CYP measures 
[8]. However, many of the reporting principles outlined in 
general PROMs reporting guidelines are likely to also apply 

closely to reporting the development of instruments for 
CYP. Researchers may perceive that there is not the space 
available in journals to report in-depth methods, and thus 
publishing dedicated methods papers such as ours and the 
qualitative concept elicitation work by Stevens [44] might 
help to raise reporting standards generally. Depending on 
journal requirements, research teams could also make use of 
appendices to include more in-depth information on devel-
opment stages, and attach a completed qualitative checklist 
with published papers such as the Consolidated Criteria for 
Reporting Qualitative Research (COREQ) [37], to demon-
strate to potential measure users that key information has 
been detailed.

4  Conclusion

This paper has provided detailed insight into unique and 
challenging stages of qualitative concept elicitation for 
PROM development with CYP. This is with a particular 
focus on previously underreported areas, including sampling 
and recruitment of CYP, encouraging informed assent and 
CYP’s freedom over their involvement in concept elicitation 
research, and the use of CAP methods to facilitate item gen-
eration. In developing this paper, we have aimed to provide 
a useful resource to other teams undertaking similar work 
while also reiterating the value of transparent and high-qual-
ity reporting in concept elicitation work with CYP.
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