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Notes from group discussion 

Following the presentations which started off the meeting (see blog post1) network members shared their 

experiences of patient and public involvement (PPI) with children and young people (CYP) and raised a 

number of issues including: 

Who to involve, and how 

 Need to tap into existing groups rather than re-inventing the wheel, and especially with ‘harder to 

reach/seldom heard’ groups (see ‘world café’ below) 

 More advice and support is needed on how and when to organise CYP’s PPI groups and other 

activities 

 Although the focus of the group is on CYP, we also need to think about parents and carers (see 

‘world café’ below)  

The context for participation 

 More needs to be done to promote children’s rights within CYP’s involvement in research, but also 

to explore some possible tensions 

 The issue of power was also raised in relation to professional/public, adult/child but also the power 

(or lack of) that the people coordinating CYP’s involvement often have within their teams of 

institutions 

 Navigating the language around ‘participation’, ‘involvement’, ‘engagement’ and ‘voice’ which can 

mean different things in different contexts for services, researchers and CYP 

Involvement in different stages of the research process 

 There was a recognition that CYP should be involved throughout the research process, including 

setting the agenda for research and disseminating findings, as well as responding to adults (ie doing 

more than commenting on information sheets, consent forms and questionnaires) 

 Related to the above we also discussed the idea of ‘pockets of participation’2 in which CYP may be 

more or less involved in research at different stages depending on their interest or availability 
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 http://younghealthparticipation.com/2013/12/11/prwe-forum_cyp_ppi/  

http://younghealthparticipation.com/2013/12/11/prwe-forum_cyp_ppi/


Planning and infrastructure 

 The balance between being specific enough about PPI in funding bids while also building in 

enough flexibility and responsiveness to respond to needs of CYP and emerging issues 

 Plan and cost CYP’s involvement in proposals very carefully 

 

World Café  

We then had a ‘world café’ where network members go together in small groups to explore in more depth 

some of the key issues around PPI with CYP: the benefits of involvement for CYP (including payment and 

incentives), involving diverse groups of CYP and the involvement of parents and carers:  

BENEFITS FOR CYP 

 We discussed the need to consider from the outset the benefits for CYP involved in research and 

how these can include payments and incentives 

 Following good practice re: payment3/reward and recognition4 and always paying for travel and 

other out-of-pocket expenses 

 Being honest with CYP and benefits and incentives from the outset 

 Making sure these incentives are age-appropriate and checking with the CYP involved what they 

would like 

 Other incentives/rewards such as providing references for CYP aged 15years + or accredited training 

for 13-18 years, trips out for younger children, food at meetings, certificates which include list of 

activities involved in/skills developed providing opportunities for work experience/shadowing 

 People also suggested holding meetings at places like @Bristol so CYP/families can then make use of 

the facilities after the meeting 

 We also discussed other benefits CYP have said they value from participation such as seeing the 

results of their involvement, feeling valued, gaining skills and experience, co-authoring or being 

acknowledged on publications, getting to meet other YP outside of their friendship groups or 

communities 
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 http://www.invo.org.uk/posttypepublication/payment-for-involvement/  
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 http://www.participationworks.org.uk/resources/how-to-remunerate-and-reward-children-and-young-peoples-
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INVOLVING DIVERSE GROUPS OF CYP 

One of the issues that came up was about who gets involved, and how doesn’t and whether the CYP’s 

advisory group model – while convenient for researchers – may exclude or be difficult from some ‘seldom 

heard’ groups. Some of the issues raised around this included: 

 Not getting too hung on up getting ‘representative’ groups, as this can put people off public 

involvement and also denigrate the contribution of those deemed to be ‘the usual suspects’. Instead 

realise that CYP in YPAGs offer their perspectives as individual CYP and, if the views of others are 

needed perhaps finding more flexible ways of doing this (see below) 

 Consider carefully the age range of groups when planning recruitment and participation activities 

 Thinking from the outset about how to engage the ‘disengaged’ and going to where 

CYP/communities are rather than expecting them to come to you, and working with organisations or 

individuals from or embedded in groups or communities. Also talking to CYP in schools, clinics or 

other services they use or at home if they prefer 

 Involving CYP in secure settings (eg in young offender institutions andsecure childrens homes) 

 Consider flexibility and spontaneity in PPI to maximise potential for involvement especially re: some 

hard to reach populations, for example offering opportunities for one-off consultations as well as -

ongoing involvement. Although the point was also made that one-off consultation can be tokenistic 

or not enough 

 Exploring online and other opportunities for involvement – doesn’t just need to be face to face 

 Gentle persistence and working with gatekeepers was identified as key to engaging ‘seldom heard’ 

CYP in research, and finding the right people to initiate contact  

 

PARENTS AND CARERS 

 Although the focus of the group is on CYP, we also need to think about parents and carers both in 

terms of their role as gatekeepers and facilitating/enabling CYP’s involvement (especially with some 

groups such as very young children and those with limited communication or who are seriously ill). 

We also agreed that parents and carers had a right to have a voice in their own right but not as a 

proxy for CYP’s views 

 Think broadly and inclusively when defining ‘parents and carers’ be bear in mind legal definitions re: 

parental responsibility 

 When considering to consent and involving parents be clear about issues of consent/assent and 

assumptions of competency (eg Gillick), as well as safeguarding responsibilities 

 Ask young people what they want - some young people not want their parents to know about their 

involvement. What if parents and young people disagree about involvement? 

 Role of parents/carers can be key at transition  eg YP to adult services 

 Be creative re: CYP PPI especially where parents are resistant 

 If working with parents and young people together, good facilitation is essential 

 Parents of children too young or disabled to be involved without them  being there – think about  

how can involvement be meaningful / possible for both  



Next steps 

Given the increasing profile of PPI with CYP, and also a growing recognition that there are specific challenges 

and approaches to involving CYP in research, network members were also keen to explore these issues 

nationally. This will be taken forward by the organisers through discussions with NIHR and INVOLVE5. 

The following suggestions were made to further develop the CYP Participation Network: 

 Meet 2-3 times a year for a half-day meeting 

 External/guest speaker at each meeting if possible + presentations from group members on their 

work 

 Keep focus on CYP but within that include families + organisations who work with them when 

appropriate 

 Share contact details within the group and also consider an online space or forum 

 

FURTHER DETAILS 

For further details of the PRWE children and young people’s participation network or to go on the mailing list for future 

meetings please contact Claire Novak: Claire.Novak@uwe.ac.uk 
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