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Background 

 

As part of the NIHR ‘infrastructure’ 

arm, the Cambridge Clinical Research 

Centre (CCRC) has a Patient and 

Public Involvement (PPI) mandate.  In 

February 2013, children attending the 

CCRC for research studies were 

consulted regarding how best to 

replace a broken games console.  The 

enthusiastic response from the child 

participants sparked an idea and the 

CCRC Children’s Non-Executive 

Research Board was formed.  During 

the second meeting planning phase, 

the idea of a pilot programme that 

sought to explore and evaluate the 

Children’s Board as a PPI initiative 

was developed. The resulting 

qualitative descriptive study: Children’s 

Experiences of Engaging in Research 

(CHEER) was collaboratively devised 

by CCRC staff alongside an academic.  

 

What was the purpose? 

 

The purpose of the CHEER study is to explore the experiences of the staff, children 

and parents involved in the Board with the view to evaluating this form of PPI. 

 

Why was it important? 

 

The aim of PPI is to improve all aspects of the research process and it is now fairly common 

for researcher funders to ask scientists to undertake PPI activities and demonstrate what 

they have done.  This has resulted in growing attention to PPI and researchers have started 

to explore why PPI was being done (rationale), factors that make PPI successful or not 

(context) and impact of PPI (the achievements).  Very little of this research has been 

conducted in PPI initiatives that involve children.  This is where the CHEER study comes in; 

the CHEER study has been able to identify contextual factors important in PPI with children 

and has described some of the achievements that have arisen as a result. 

 

 

 



   

 

What was done? 

 

All of the children, staff and parents who had taken part in the children’s board were 

invited to take part in a face to face interview with a researcher.  Five staff, two 

parents and two children agreed to participate.  Once the interviews were complete 

they were transcribed and qualitative content analysis as described by Sandelowski 

(2000) was undertaken.  Qualitative content analysis allows researchers to identify 

and group excerpts describing the same phenomena to produce descriptive 

summaries of the data. 

 

What were the results? 

 

Twelve descriptive summaries emerged from the content analysis that have been 

separated into either contextual or process factors.  CONTEXT FACTORS included: 

(i) CCRC ‘role’ perspective (ii) purpose, remit and future direction (iii) aspirations (iv) 

learning as reciprocation (v) regular meetings, contact and feedback (vi) expectation 

setting and ground rules (vii) culture of PPI (viii) surprise, underestimation and self-

selection (ix) reciprocity, incentivisation and participation.  PROCESS FACTOS 

included: (x) practicalities, timing and barriers (xi) parents: gatekeepers, motivators, 

regulators, reassurance (xii) event structure: quantity versus quality. 

(i) CCRC ‘role’ perspective 

Staff perceived there to be appropriate activities the CCRC ‘could’ and ‘should’ 

engage in.  For example, the assessment of unit equipment by the Children’s Board 

members for its suitability for use by children was gauged fitting, whereas the review 

of the wider paediatric research community’s participant information sheets was not 

perceived by all to be appropriate.  Interviewees described the role of the CCRC as 

host or service provider with late involvement in the clinical research process (e.g. 

post regulatory and governance approvals).  This meant the opportunity to engage in 

many typical PPI activities e.g. review of patient information sheets and protocols 

was perceived to have passed.  Children and parents did not express a similar 

perception. 

(ii) Purpose, remit and future direction 

Staff perspective of purpose, remit and future direction of the Children’s Board were 

similarly influenced by the CCRC role perspective and processes.  Staff described 

the transient CCRC/participant relationship, whereby CCRC involvement ceases the 

moment the participant exits the physical premises and the implications of this on 

continuity of relationships.  Remit also appeared to be influenced by the 

spontaneous nature of the boards development which meant that at conception, 

there was no collective discussion of purpose, or acknowledgement of whether the 

Board, as it arose, was going to be a once off or a long-term initiative.  



   

 

(iii) Aspirations 

All staff and children expressed broader aspirations however for staff, the role of the 

facility, particularly the point along the research journey at which studies came to the 

CCRC, was a limiting factor of involvement activities for the board, resulting in a 

mismatch between aspirations and the bounds of possibility. 

(iv) Learning as reciprocation 

For staff, research education or teaching children about research was perceived to 

be very important and was entwined with reciprocation.  This was not replicated in 

the child or parent interviews.  This may be a significant factor for PPI in children that 

deserves further exploration as it could represent a misunderstanding of children’s 

desires in relation to PPI.   

(v) Regular meetings, contact and feedback 

Previous research has identified feedback to be an important contextual factor for 

establishing positive relationships and for driving impact and motivation to 

participate.  For staff, this was an important factor and a source of disappointed as 

they did not feel they delivered this.  For parents and children however, this seemed 

less critical however it did potentially impact on continuity and efficiency.   

(vi) Expectation setting and ground rules 

Although more regular contact and feedback were noted ambitions of staff, the data 

did not suggest they sought methods to formalise this and children were not 

supportive of a formalised approach.   

(vii) Culture of PPI 

Questions on remit and role on occasion revealed unconscious beliefs about PPI in 

staff interviews.  It could be argued that this underlying scepticism towards PPI as 

being a requirement of the CCRCs patron, has shaped views regarding motivation to 

form the board and potentially stymied development of the board’s remit e.g. 

observable outputs were generated therefore the agenda was achieved and no 

further work was required 

(viii) Surprise, underestimation and self-selection 

Staff comments relating to surprise at the level of knowledge and underestimation of 

capabilities could represent unconscious bias by staff regarding the knowledge 

capabilities.  Judgement about competence, although delivered in a magnanimous 

sense in interview, could reflect age-related perceptions of knowledge and 

understanding limitations of children by the staff.  Underestimating knowledge and 

understanding may be a particular theme of involvement activities with children that 

deserves further exploration.  Developing 



   

 

 

awareness of such judgements may improve the facilitation of, or encourage a 

broader scope to, PPI initiatives with children 

(ix) Reciprocity, incentivisation and participation 

Educational rather than monetary incentives was the preferred choice for staff, 

parents expressed no clear message on this topic and child participants seemed 

equally delighted with a lanyard as they were with a voucher.  The core message 

from all was recognition in whatever format is not required, but it is nice.   

(x) Practicalities, timing and barriers 

The challenge of arranging meetings was very clear in all interviews; staff, parents 

and children acknowledged they were all very busy and it was hard to fit an extra 

activity in.  

(xi) Parents: gatekeepers, motivators, regulators, reassurance 

Parental involvement was discussed in three formats by staff and parents 

(gatekeepers, motivator, regulators) and in terms of reassurance by children.  

Parents were acknowledged to be the gatekeepers to involving children and parental 

permissions were taken very seriously.  Parents as gatekeepers was never 

perceived to be burdensome or a barrier by the CCRC, however this has been 

identified in other studies.  The staff interviews determine the preferred extent of 

parental involvement was as gatekeeper; however the role of parents in terms of 

being a motivator to participation (encouragement, confidence booster, and 

explainer) and as regulator (monitor of behaviour and participation) were also 

recognised. 

(xii) Event structure: quantity versus quality. 

To ensure meetings were engaging, staff often went to considerable lengths to plan 

them.  Time afforded staff participants the opportunity to reflect on structure and 

most concluded rigidly structured programmes were constraining.   

What is going to happen now? 

 

We plan to publish this research in a journal and present them at conferences.  We 

hope that our findings will help other clinical research facilities to undertake success 

PPI initiatives and the journal article will contribute to the evidence base for PPI. 

Acknowledgement 

This research was funded by NIHR Cambridge Clinical Research Facility. The views 
expressed are those of the author(s) and not necessarily those of the NHS, the NIHR 
or the Department of Health and Social Care. 


