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Abstract 
When planning paediatric trials, it is important to consider how best to communicate with children and young people (CYP) so they understand what they are taking part in. It is also important to consider what information they need. Involving CYP as research participants leads to research that is more relevant although it can be difficult to engage CYP in qualitative research to improve trial materials due to the topic area. This paper describes how a visual ranking exercise within qualitative interviews acted as a helpful conduit to engaging discussions to inform a co-designed website with information for trial participants. Forty people participated in interviews during which the ranking exercise was used (11 CYP aged 8 -18 years, 14 parents, 15 professionals). We found the ranking exercise supported participant engagement and prevented them feeling that particular responses were expected. It also enabled participants to discuss their ranking (and decisions behind this) with other participants and the researcher. Co-design interviews with CYP that use interactive exercises such as ranking are likely to elicit richer data than those relying on traditional questioning techniques. 
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Introduction
It is internationally recognised that paediatric trials are important to inform healthcare decisions (Joseph et al., 2015; Klassen et al., 2008). However, paediatric trial recruitment is difficult (Tishler and Reiss, 2011), with the need to consider both the child and parent’s perspectives about taking part (Caldwell et al., 2004) and that the child’s capacity to understand what a trial entails varies according to their developmental level and maturity (Nuffield Council on Bioethics, 2015). Risks of trial participation for children and young people (CYP) such as discomfort or distress from procedures may also be different compared to adults considering participation (Caldwell et al., 2004). Ethical guidance is clear that while CYP might have limited capacity, they should have opportunities to understand what any research would entail, and participate in the decision-making process (Nuffield Council on Bioethics, 2015). Printed participant information about trials is usually provided to potential participants and these documents should be understandable to assist decision making. However, participant information sheets for paediatric clinical trials are often lengthy and difficult to read and understand (Caldwell et al., 2012; Crane and Broome, 2017) with implications for CYP’s understanding of trials, which may affect their decision to participate. 

[bookmark: _Hlk85118307]Involving CYP in designing and prioritising research is important to ensure that it is appropriate and relevant to them (Author A and others, 2019) (Ford et al., 2007). CYP can provide important insights into their lived experiences and their preferences for receiving information about trials (Curtin, 2001; Patel et al., 2016). However, it may be difficult to engage CYP in qualitative research when  topics are potentially difficult, technical or unfamiliar, such as discussing participating in a trial (Dunhill et al., 2009). A recent systematic review reported different data collection methods for research involving CYP including the use of digital technologies, qualitative interviews, audio diaries and art (Flanagan et al., 2015). Other interactive techniques to engage CYP have been described (Clark, 2005; Flanagan et al., 2015; Lobinger and Brantner, 2020; Morgan et al., 2002; Thomas and O'Kane, 1998). These include using visual aids such as photographs and cards, cartoon templates (Wall and Higgins, 2006) and ranking exercises such as the ‘Diamond Ranking Exercise’ (Thomas and O'Kane, 1998). The review by Flanagan et al was on data collection and did not include methods where participants can rank or order information (Flanagan et al., 2015). Whilst publications refer to the benefits of using interactive visual methods with CYP in health research, it is rare to find detailed descriptions of how these methods work in practice and assist researchers (Christian et al., 2010; Fargas-Malet et al., 2010; Gibson et al., 2010; Kirk, 2007; O’Connell, 2013; Punch, 2002; Vindrola-Padros et al., 2016). 



Aim
To explore whether a visual ranking exercise is useful for CYP in identifying which information they feel is important to know before taking part in a clinical trial. 

Methods
The larger TRECA study (Author A and others, 2017) was co-designing multimedia websites for paediatric trials as an alternative to traditional printed information sheets. Before we (the study research team) could create the websites we needed to understand stakeholder preferences for the websites in terms of content and appearance. We did this by interviewing CYP, parents/carers and professionals. 

Interview process and structure
This co-design study required CYP to engage with concepts about trials during the interviews, and we anticipated that this would be difficult for CYP. We designed an interactive information ranking exercise to assist their engagement. The exercise aimed to help them discuss what they would want and need to see on a multimedia website about a paediatric trial. Although our focus was on engaging CYP during the interviews, we also wanted to include other key stakeholders including parents and professionals involved in paediatric trials and seek their thoughts and rankings of these topics. We used the ranking exercise with all participants. The websites were user-tested (Author B and others, 2018) ahead of their use in paediatric trials. We undertook two rounds of interviews (individual, joint or focus groups). The first round focused on participants’ experiences in research, and what information they considered important before making a decision about participation in a paediatric trial. The second round sought their views of draft multimedia websites developed based on data collected in the first round of interviews. This paper focused on the specific ranking exercise method used within the first round of interviews. 

To develop the multimedia websites, we needed to prioritise which pieces of information to include on the websites to ensure they were functional but also engaging. Those approached about a trial are often faced with large amounts of information, and we wanted to find ways to present this effectively so that people can find key information easily and avoid presenting them with text-heavy webpages. Our plan was to identify information during the interviews that was most important for those approached about a trial to know before making a decision. This information was then more prominent on the websites but we would also include other information, deemed by participants as less important, in less prominent areas of the websites. We anticipated that a ranking exercise would enable the various pieces of information to be prioritised. Importantly, we wanted to make the ranking fun and engaging for CYP and facilitate discussion. 

We identified 20 pieces of information for ranking, based on a systematic review about the information adults needed before deciding whether to participate in a trial (Kirkby et al., 2012). We reviewed existing ranking methods and identified the diamonds exercise (Rockett and Percival, 2002; Thomas and O'Kane, 1998) as promising. However, this needed adaptation for our purpose as it had a maximum number of topics (usually nine), whereas we needed to include 20 pieces of information. We therefore used a ranking exercise that involved an A0 size mock target and laminated brightly-coloured cards which named each topic. The activity combined the ‘ranking’ and ‘sorting’ features recommended by Colucci (2007), with participants being asked to place the cards on different areas of the target according to its importance (Colucci, 2007). Topics on the cards are listed in Table 1.

Insert Table 1 here

Sampling
[bookmark: _Hlk84519948][bookmark: _Hlk84404712]We recruited CYP with a long-term health condition, as well as their parents/carers, and professionals involved in paediatric research. Inclusion criteria for CYP were that they must be aged between 6-18 years of age with a long-term health condition. Parent/carer participants must have a child under 18 years of age with a long-term condition; professionals must have experience of recruiting CYP to a trial. Participants who could not provide informed consent/assent or required an interpreter were not included in this study. For CYP and parents/carers, we recruited through two routes: a children’s hospital in North West England and a Generation R Young Persons’ Advisory Group (YPAG) located in the Midlands, comprising CYP who advise on the design of research involving CYP in the NHS. Recruitment via the hospital route involved nurses contacting, either by phone or in person, families of CYP who were receiving specialised care for long-term conditions; the YPAG route involved the coordinator contacting members and their parents by text message or phone call. (JM-K) telephoned those who agreed to contact to explain the study and arrange a time for an interview. Sampling of CYP and parents aimed to encompass variation in age, gender, long-term health condition, trial experience and ethnicity. Professionals were those involved in paediatric research, such as paediatricians, research nurses and data managers. They were initially emailed by an academic paediatrician working in the study hospital. Those who expressed an interest were contacted by JM-K by email to arrange an interview. Sampling of professionals aimed for diversity in roles and paediatric specialities within trial settings.


Data collection
JMK, trained and experienced in qualitative research, conducted topic-guided, semi-structured interviews. These were undertaken as either individual interviews, joint interviews, or  focus groups. All round one interviews (those with CYP, parents/carers, professionals) were conducted July-October 2016. Participants were asked to participate in focus groups but could choose to instead participate in joint interviews (e.g. parent/carer and child) or individual interviews. Interviews began narratively with JMK asking participants about their experiences in research, and more specifically in trials. JMK then introduced a ranking exercise and asked participants to rank topics as ‘important’ (yellow; centre of target), ‘somewhat important’ (red) or ‘not important’ (blue) by attaching cards to the relevant area of the target. JMK undertook this activity with all participants– CYP aged 8-18 years, parents/carers and professionals. After the exercise, JMK asked participants about their needs and preferences for the presentation of information on websites and used examples of websites and designs for discussion. During interviews JMK made observational notes describing participants’ interactions and behaviours during the interviews, and she extended these notes immediately after the interviews. All interviews were audio-recorded and transcribed; transcripts were checked and pseudo-anonymised before analysis. 

Data analysis
Analysis drew upon thematic approaches (Braun and Clarke, 2006; Braun and Clarke, 2014). This involved reading interview notes and transcripts multiple times to aid familiarisation and to identify recurring patterns of interaction during the ranking exercise, then organising these into themes. Particular attention was paid to the observational notes describing how participants interacted during the ranking exercise, and linking these to transcribed data on what participants had said. We also compared observational and transcribed data across participant groups to identify similarities and differences. Analysis was undertaken by JM-K with regular meetings with BY to discuss transcripts and aid data interpretation. Microsoft Excel and Word were used to assist data management (La Pelle, 2004).

Ethics
Yorkshire and the Humber Research Ethics Committee (16/YH/0158), the Health Research Authority (IRAS ID 195396), and the various NHS Trust Research & Development Departments involved, approved the study. All participants were provided with an age-appropriate printed participant information sheet (PIS) and signed an assent or consent form. Participants received a £10 voucher to thank them for their participation and time. Travel costs were covered.


RESULTS
Participants
[bookmark: _Hlk84524150]Forty people participated in round one interviews (11 CYP, 14 parents/carers, 15 professionals). CYP were aged 8- 18 years and had a range of health conditions including rheumatoid arthritis, respiratory conditions (e.g. asthma), type 1 diabetes, and different forms of cancer (e.g. leukaemia). Four CYP attended a focus group; the remaining CYP were interviewed in joint interviews with one or both parents present. Nine parents/carers participated in joint interviews with their children; three parents were interviewed individually (one via Skype, the others face-to-face), and two parents participated in an interview together. The professionals were interviewed in three focus groups (two, four and nine participants per group).

Findings
At the start of the interviews, participants talked about their experiences with research and clinical trials. Professionals talked about their experiences of approaching families about research, recalling the questions that they often asked. In taking about their experiences, CYP often recollected how they felt when approached, and the types of questions they had at the time. Some CYP had not been approached about participating in a trial but talked about what they thought they would want, or need, to know before deciding. Parents talked about their experiences of being involved in discussions about their child’s participation in trials or other research studies. Participants seemed comfortable talking about these experiences and preferences but tended to speak directly to the researcher rather than to each other, except for the professional focus groups. In their focus groups, it was clear that professional participants worked with each other and knew each other well, and they regularly added or responded to each other’s comments.

[bookmark: _Hlk84524438]Through analysis of the transcripts and consideration of notes made immediately after each interview or focus group, two themes were identified as being benefits of the ranking exercise: ‘reflections on research participation’ and ‘engagement and enjoyment’.

1. Reflections on research participation
Many CYP vividly recounted their experience of being invited to participate in a trial. For example, one CYP described her experience of being approached about an oncology trial a few years earlier:
“So it was a bit of a weird study because almost like a couple of days after diagnosis my mum was given a ridiculous amount of paperwork which wasn’t really timed particularly well, to say that you’d consider the trial, so that meant you weren’t even consenting to the trial but they needed you to consider the trial which I wasn’t really sure why and I’m still not sure why… and then so the existing protocol was two intensification blocks, like the treatment with a 6 month gap in between and they were considering cutting it down to only one because they thought the amount of medication given was excessive.” 
(CYP/18, female, 18 years)

Most CYP were engaged and interested in talking about their experiences of research during the more traditional part of the interview where the researcher asked questions. However, the energy within the room changed when JMK introduced the ranking exercise. Some CYP jumped out of their seat in excitement at the opportunity of doing an activity; often keen to be able to choose the colour of the laminated topic cards. They were often drawn to cards that were bright colours such as blue or green. When JMK explained how the exercise would work and that the placement of the cards would be decided by how important the participant thought the topic was, some CYP were very animated. For example, in one interview with a 10-year-old and his mother (see Figure 1):

interviewer: “….but what I want to find out from you is whether you would be able to put them in terms of what’s important to you.  So if you think something is really important put it in the middle….”

“Yeah target, where you want the hit!” (CYP/16, male, 10 years)

Insert Figure 1 here

However, two CYP in a focus group initially looked hesitant when the ranking exercise was mentioned. They first looked at the floor, then briefly at each other. It seemed they were concerned that they would have to pro-actively contribute rather than respond to questions when they had something that they wanted to say. JMK encouraged participants to join in the exercise. Any concern about the exercise seemed to cease once the young people began ranking cards and they were actively chatting with each other as each card was picked out by one of the CYP. CYP would enthusiastically read out a card and ask others ‘what do you think?’. They described the process as ‘fun’ and ‘interesting’ and challenged each other’s initial response about how important a topic was. They did this in a friendly manner, often with bursts of laughter or enthusiastic statements. This enabled them to discuss, as a group, the initial response and decide together about the final ranking (See Figure 2). For example, in the focus group of CYP discussing the ranking of the question cards was particularly interactive:

“‘Why have I been invited?” [reading out card] [Pause, laugh] (CYP/18, female, 18 years)
“I assume that’s to the research as in why they’ve selected you to actually participate, I suppose.” (CYP/20, male, 18 years)
“Isn’t it kind of obvious…explanatory?” (CYP/18 female, 18 years)
“I guess sometimes it wouldn’t be… especially in randomised trials, it’s not.” (CYP/20, male, 18 years)
“So I think, there’s like, there’s a lot of leeway in that question.” (CYP/18, female, 18 years)
“I don’t think it might be that important.” (CYP/21, female, 15 years)
“It’s not particularly important” [laugh] (CYP/20, male, 18 years)
“Yeah it’s like if I saw that on a website as I was like scrolling through, I think I’d skim it but I wouldn’t like, it wouldn’t be the one that I’m there like, okay this is the most important question.” (CYP/19, female, 16 years)
“I think like sometimes, like especially in specific conditions really of trials, it’s kind of self-explanatory.” (CYP/18, female, 18 years)
“Red!”
“Yes, I’d say red” (CYP/18, female, 18 years)
“Yeah” (All)

Insert Figure 2 here

Interaction of parent and CYP within joint interviews
For joint interviews, JMK encouraged participants to choose how they wanted to undertake the activity. Some parents watched and then added their thoughts after their child had completed the activity. This enabled parents’ views to be captured separately and contrasted with their child’s responses, without the views of either party dominating over the other. Parents sometimes talked to their child about what the topics on the cards meant, helping the child to decide where they wanted to place it. The activity offered the opportunity for JMK to ask questions about that topic as the card was placed. This process of reviewing after each card felt more natural than waiting until the end of the exercise and talking through the overall card placement. In some joint interviews with parents/carers and CYP, one participant would rank the card and then the other participant would say immediately where they would rank it and why. This enabled discussion and for participants to say if they disagreed on the ranking of a topic. A joint interview between a grandfather and his granddaughter, who was in hospital for treatment of a long-term health condition, showed how she felt comfortable to challenge the ranking that her grandfather initially gave:

“Do I have to take part?” [reading out card] (CYP/29, female, 12 years)
“I don’t think that’s important” (Grandfather, Parent/29)
“It’s up to you [taking part]. That’s very important, it’s your decision. And then this one, ‘what are the possible benefits of taking part?” [reading out card] (CYP/29, female, 12 years)
“Do you think that goes in the red or would you put that in the blue?” (Grandfather, Parent/29)
“Benefits are the good things about taking part. I don’t know…I think the red, you want to get something out of it don’t you.” (CYP/29, female, 12 years)

2. Engagement and enjoyment
Participants laughed and talked to each other more during the exercise of ranking the topics on the target, than they did for the initial part of the interview or focus group discussion. This is illustrated by this conversation in a focus group:

“What will happen to the results of the study?” [reading out card] (CYP/20, male, 18 years)
“We like that” [all speaking] 
“We do” (CYP/20, male, 18 years)
“That goes in the yellow. Everyone agreed?” (CYP/18, female, 18 years)
“Do I have to take part?” [reading card] (CYP/19, female, 16 years)
All: “Yeah that’s important. Yeah”
“I’m going to put that right in the middle. Does everyone agree?” (CYP/19, female, 16 years)
“Yeah. Yes.” (All)
“I’m really enjoying this!” [laughs] (CYP/18, female, 18 years)

The exercise also worked when interviewing individual participants, as the discussion continued between the participant and researcher. One CYP (9 years old) described as ‘very shy’ by his father, did not engage with the ranking exercise (and showed limited interest in the interview overall). However, all the other CYP were very animated with clapping and spontaneous chatting about the importance of each card. Younger CYP (10-13 year olds) particularly enjoyed reading aloud the card and then describing where this card should be placed on the target. Participants showed  a lot of enthusiasm and animated positioning of cards on the target, with care taken to put cards in an exact position on the target. 

Some CYP and parents, ranked within each category. For example, the ‘somewhat important’ category had two layers or circles of red (see Figure 1) and participants would sometimes say something was ‘inner red’ or ‘outer red’ which was not something the research team had been anticipated ahead of the activities. 

One CYP worked through the exercise independently and approached it as a ‘think-aloud’ task reading out the card and then verbalising his thoughts on what it meant to him and how he would rank it:

“What would happen if I want to stop being in the study [reading out card], is quite important.  I don’t know. There would be things more important but I don’t think it should go in red, so I’ll put it in yellow and might move it at the end. Who is paying for the research?’ [reading out card] Honestly I don’t think that is too important to know, so I’ll pop that there. Who has checked the study is okay? [reading out card] Probably? You don’t want random people who you don’t understand what they’re doing or seeing what you’re doing so I’ll put that in yellow because if they actually did check it might have like things like your address and stuff but you don’t know who they really are and you don’t know what they’re going to do with that, so you need to know who it is. What will I have to do if I take part? [reading out card], is important. That can go in yellow as well. There’s a lot of yellows” 
(CYP/16, male, 10 years)



Professionals’ participation
Interestingly, professionals also enjoyed and engaged with the activity. The research team was initially unsure whether professionals would find the activity ‘too young’ but all professionals engaged with the exercise and ranked the topics, even more senior professionals. There was often a lot of laughter and chatting within their groups about who would take on the role of reading out the cards and who would place the cards on the target. When the ranking was undertaken in focus groups, if groups had four or more participants, participants divided themselves into smaller groups of two to four people. At the end of the ranking exercise, professional participants looked over and compared their rankings with other groups; with one professional remarking:
“They [the rankings] are quite similar, it’s surprising.” (Professional/1, female)

Use of cards to rank topics and suggesting additional topics
[bookmark: _Hlk84523556]One CYP commented that the topics on the cards were ‘all valid’ to cover but individually they would ‘not have been able to recall and discuss all of these topics’ without having the cards to refer to. It also ensured that all topics were consistently covered with each participant so that we could get an overall view on the importance of each topic ahead of developing the websites. It was possible that the use of cards closed the discussion to only cover the information on the cards. However, allowing participants the option to offer any topics not covered on the cards at the end of the activity also elicited a few additional topics and their respective ranking. These topics included how taking part in a trial would affect their current care, whether they would be able to access medication after the trial, and how many participants were being recruited into the trial.

Researcher perspective of the activity
From the perspective of the interviewer, she felt the exercise facilitated discussion and also provided a record of the discussion and final decisions (through photographs of the exercise). Posing “why” questions in interviews can be challenging, with participants feeling they have to justify their views. Having the shared visual focus of the cards made it was easier to explore why participants ranked a particular card as they did – the focus was on the placing of card, not just the participant. This was particularly noticeable in the focus groups where the group would ask each other about why they felt a particular topic was important; sometimes a participant’s initial response changed after these types of discussions. Sometimes, in focus groups, a participant would quickly announce a ranking (important, not important) and then other participants would query this, giving an example of why they felt it should be ranked differently. The activity seemed to support participants, particularly CYP, to convey their views but also avoiding them being able to guess what the “expected response” was. It also enabled CYP to place the cards and consider each in relation to other cards so that they could consider their placement and ranking throughout the exercise and also after discussion with other participants (for focus groups and joint interviews). 

Discussion
[bookmark: _Hlk85118537]This paper describes the usefulness of an information ranking exercise that assisted engagement and discussion about the information CYP feel is important to know before taking part in a clinical trial. This topic was complex and for some, an unfamiliar, concept. By using cards with topics and asking participants to rank, we were able to compare and contrast the views of different participant groups (CYP; parents/carers; professionals). The method used a school-like discussion technique that participants found acceptable, and interestingly, it worked well with professionals as well as CYP, demonstrating the applicability of this type of activity for a range of participants (Niemi et al., 2015) and that thinking creatively when we communicate has benefits for a range of audiences.

[bookmark: _Hlk85128415][bookmark: _Hlk84526946]This study adds to the growing literature describing the use of CYP-friendly participatory research methods (Colucci, 2007; Flanagan et al., 2015; Gibson et al., 2010; Niemi et al., 2015). Specifically, it demonstrates the benefits of using participatory visual ranking activities with CYP in research, a relatively simple, inexpensive technique, which provided a method of engaging particularly CYP in a topic that may seem difficult. Importantly the activity helps to avoid participants thinking the researchers want a “particular”, “right” or “correct” answer as the activity provides a shared focus other than the participants’ responses. By using cards that are movable participants have time to consider where they feel the card is best placed; the activity also allows discussion between participants. In value-based research there is a risk that participants will try to second-guess what the researcher is expecting or wanting as a response and this ranking helped to reduce that risk. We also feel that using visual methods with cards in qualitative research would be useful in other activities where ranking may not be the focus, to assist discussion of topics or ideas.

Whilst there is limited literature on the experience of using interactive and novel ranking methods to engage CYP in research, there are some studies demonstrating benefits of using activities within qualitative research. Many explore the use of visual and spatial methods such as drawings and photography to support and engage CYP in discussion (Crilly et al., 2006; Lobinger and Brantner, 2020; White et al., 2010; Woolner et al., 2010). Others have described the benefits of methods to specifically access views of CYP with impaired communication or cognition and thereby promote inclusivity (Boggis, 2011; Morris, 2003), the use of visual methods and techniques within education setting (Wall et al., 2013) and the contribution of visual methods to inclusive education (Prosser and Loxley, 2007). The value of using diagrams and graphs to complement conventional interview structures and support participants has also been reported (Crilly et al., 2006). In line with our observations, Fängström (2017) has proposed that the use of interactive activities within interviews shifts the focus from the person to the activity (Fängström et al., 2017) so reducing the social demands of the interview and stress associated with traditional interviewing formats, where participants may worry about whether they have answered the question correctly (Fängström et al., 2017).

Strengths and Limitations
[bookmark: _Hlk84526243]While we report here that the ranking method was acceptable and accessible to participants, we acknowledge the possibility that the method constrained discussion to the topics on the cards. Nevertheless, some participants suggested other pieces of information at the end of the exercise. A further potential limitation is that we combined data from individual interviews, joint interviews and focus group in the analysis. However, we did this to be pragmatic and accommodate participants’ preferences for participating in the study and we note that the literature shows the benefits of combining both interviews and focus groups by increasing richness of the data (Lambert and Loiselle, 2008; Lewis and McNaughton Nicholls, 2017; Michel, 2011). Findings from the ranking exercise successfully informed the shape and structure of the multimedia websites that were developed within the TRECA study. The use of an interactive activity was planned from the beginning of the study for interviews with all participant groups (Author A and others, 2017). Future research on the various tools such as ranking to engage CYP would be worthwhile.

Implications for practice
This visual method of ranking is helpful in engaging CYP as well as adults. It enables discussion of content in semi-structured interviews and focus groups about topics which may otherwise be difficult for CYP to discuss. Importantly, the ranking exercise is simple and inexpensive, it does not require researchers to have prior training and uses materials that are readily available. We recommend other researchers consider using this ranking method within future qualitative work with CYP. 

Conclusions
There is limited information in the peer-reviewed literature about the practicalities of using interactive information ranking exercises for engaging CYP in health research. This paper describes a way to actively engage with participants of different ages and from different stakeholder groups in a qualitative study where ranking of information was needed. In the TRECA study it formed an invaluable stage in supporting the co-design of the multimedia websites. By using this method, we elicited insightful discussion about what information needed to be most prominent within the multimedia website. 
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Table 1: Topics that were used on cards (this wording was simplified for interviews with children)

· Why is the study happening?
· Why have I been invited? 
· Do I have to take part? 
· What will happen if I don’t want to carry on with the study? 
· What will happen to me if a take part? 
· Will it cost me any money to take part?
· Will I be paid for taking part?
· What is being tested in the study (for example what drug or device)? 
· What are the different treatments or types of healthcare being provided in the study? 
· What are the risks of taking part? 
· What are the possible benefits of taking part? 
· What happens when the study ends? 
· What would happen if a problem happens in the study/could I make a complaint?
· Will my taking part be kept confidential (private)? 
· Will my GP/family doctor be told about my taking part? 
· What will happen to any blood tests or other samples that I have as part of the study? 
· What will happen to the results of the study? 
· Who is running the research? 
· Who is paying for the research? 
· Who has reviewed the study?
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Figure 1: Activity undertaken by 10 year old during interview
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Figure 2: Activity undertaken by four young people aged 15-18 years in a focus group


Supplementary file 1: Participant characteristics
	Children and Young people

	Participant ID
	Gender
	Age (years)
	Experience of being approached about a children’s trial

	CYP/16
	Male
	10
	Yes

	CYP/18
	Female
	18
	Yes

	CYP/19
	Female
	16
	No

	CYP/20
	Male
	18
	No

	CYP/21
	Female
	15
	No

	CYP/23
	Female
	16
	Yes

	CYP/25
	Male
	9
	Yes

	CYP/29
	Female
	12
	No

	CYP/31
	Female
	19
	Yes

	CYP/35
	Female
	16
	No

	CYP/39
	Female
	14
	No

	CYP/43
	Male
	9
	Yes

	CYP/44
	Male
	6
	No

	CYP/47
	Male
	6
	No

	CYP/49
	Male
	7
	Yes

	CYP/51
	Female
	15
	Yes

	CYP/53
	Female
	16
	No

	CYP/55
	Female
	6
	No

	CYP/57
	Female
	6
	Yes

	CYP/59
	Male
	13
	No

	CYP/62
	Female
	8
	Yes

	Parents/carers

	Participant ID
	Gender
	Experience of being approached about a children’s trial

	Parent/17
	Female
	Yes

	Parent/22
	Female
	Yes

	Parent/24
	Female
	Yes

	Parent/26
	Female
	Yes

	Parent/27
	Male
	Yes

	Parent/28
	Male
	No

	Parent/30
	Female
	No

	Parent/32
	Female
	No

	Parent/33
	Male
	No

	Parent/34
	Female
	No

	Parent/36
	Female
	No

	Parent/37
	Female
	Yes

	Parent/38
	Female
	No

	Parent/41
	Female
	Yes

	Parent/42
	Male
	Yes

	Parent/46
	Female
	Yes

	Parent/48
	Male
	Yes

	Parent/50
	Female
	Yes

	Parent/52
	Male
	No

	Parent/54
	Female
	No

	Parent/56
	Female
	No

	Parent/58
	Male
	Yes

	Parent/60
	Male
	No

	Parent/61
	Female
	Yes

	Professionals

	Participant ID
	Gender
	Current role

	Professional/1
	Female
	Paediatric rheumatology consultant

	Professional/2
	Female
	Paediatric rheumatology consultant

	Professional/3
	Female
	Paediatric renal consultant

	Professional/4
	Female
	Paediatric intensive care nurse

	Professional/5
	Female
	Operations manager

	Professional/6
	Female
	Paediatric research nurse

	Professional/7
	Female
	Research governance (previous researcher)

	Professional/8
	Female
	Research pharmacist

	Professional/9
	Female
	Research nurse

	Professional/10
	Female
	Research nurse

	Professional/11
	Male
	Research nurse

	Professional/12
	Female
	Research nurse

	Professional/13
	Female
	Data manager (involved in recruitment)

	Professional/14
	Male
	Paediatric respiratory consultant

	Professional/15
	Male
	Paediatric respiratory consultant

	Professional/40
	Female
	Play specialist

	Professional/45
	Male
	Paediatric pharmacist
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