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• MCRN Vision  
• Two case studies 
• Role of the groups 
• Training  
• Running the groups 
• Key Outputs 
• Challenges 
 



“Our vision is for real collaboration with young people and 
parents/carers at every feasible stage of the research 

process” 
 



 Our PPI  
 
Young Persons Group 
aged 
8-18yrs 
 
Meet monthly 
(Saturdays) 
 

Receive relevant 
training in clinical 
research 
 

             Practicalities 
• All young people received written 

information about the group 
• Application forms and parental 

information sheets were sent out 
• Parents were asked to sign consent 

forms prior to membership 
commencing 

• Dietary requirements, travel 
arrangements, access issues and 
emergency contact details were  
noted 

 Getting started 
 
Open information day  

(2006) 
 
Pragmatic approach - 
invited yp via various 
routes, local schools, 
youth groups, specialist 
clinics  
 
13 young people 
expressed an interest in 
joining the group but 
only 7 attended the 
open day 
 
90 yp in National group 



             Getting started 
• Open information day   
• Invited pupils via local schools and 

specialist  nurses. 
• 45 arrived and 44 applied for a 

position on group. 
• 24 were selected to provide as 

broad a range of  age and 
experience as possible. 
 

       Our PPI  
 
Young Persons Group aged 
11-17 – senior school 
 
Meet regularly 
 

Receive relevant training in clinical 
research 
 
Club/ membership and certification 



•Ambassadors for young people in research. 
•Consultees  e.g.  NRES Guidance on information sheets. 
•Comment on language, terminology, design and content of 

research documentation i.e. protocols, reporting forms, 
information sheets, methods, schedules and 
questionnaires. 

•Comment on age appropriateness of information sheets, 
consent forms and assent forms. 

•Comment  on materials, apps, diaries, produced for 
children  in clinical trials. 

•Learn about research 



•Clinical Trial design: 
  randomisation, placebo and blinding  
•Licensing of medicines from  
  Discovery, Phase 1 to 4, pharmacovigilance 
•The role of Ethics Committees 
•Consent and Assent and Information sheets 
•Formulations 
•Procedures in clinical trials 

 



• Balance between enjoyable and informal activities- providing valuable 
comments and  opinions on research materials (dry)  

• Payment of £20 voucher per meeting  
• Provide lunch, snacks and drinks 
• Ice breakers- beginning and end – adults too 
• Name badges 
• Flexible timing 
• Break groups down for feedback – facilitators 
• Open questions – researchers 
• Report changes back to the group, reaffirms participation is meaningful  

 







• Contributed to the national consultation on the 
NRES –  Guidance for information sheets for children 
5-12 and 12-16 

• Focus group for preparation of Guidance being  
    produced by UK CRF on transition to  
 adult clinics  
• Seaton study – incentives 
• Commented on information sheets and consent 

forms for several trials 
• Redesigned and written information sheets for tissue 

banking  information  
• Presented at the British Science Festival Aberdeen 

2012 





“I was very impressed by the group.  They gave serious consideration to 
some complex issues and were clearly very well informed about 
research.   It was a pleasure to work with them”. Amanda Hunn HRA 

Key topics the HRA wanted our views on included: 

How young patients should be recruited and consented for clinical trials. 

The extent to which we might feel protected by the newly proposed approval process or even at risk 

The measures needed to ensure trust in the system and a feeling of safety. 

And generally, to get our views on the proposed process and ask us how best to include young people and families 
in research 



How long will it take? 

What is the aim? 

What is the drug? 

What will I have to do? 

Do we have to go ahead with it? 

Who will it benefit? 

Are there any side effects? 

Ethics 

Invitation Paragraph 

Other medicines 

Who is funding the study 

What happens when the study ends 

What is research 

Why were we chosen 

Leaflets or A5 
booklets 
Colour 

Relevant pictures 
Concise text 

Break it down 
No acronyms 

Don’t lie to us. 
Don’t patronise. 

What we do and don’t want to know: 



  

 

 

 





 
 

Newman et al (June 2012) 
Medicines for Children: reflecting 

on how young people improve 
research in this area. The Active 

Involvement of Children and Young 
People in Health and Social Care 

Research.  (Routledge) 
  



We are here to help! 
 

jennifer.preston@liv.ac.uk 
 

WORKING IN PARTNERSHIP WITH YOUNG 
PEOPLE 

mailto:jennifer.preston@liv.ac.uk
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