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Overview 
• Luke 
• Patient involvement 

in medicines 
development 

• Children’s Rights 
• Giving young 

people a voice 
• Impact 
• The future 

 



• Born with CHD 
• Open heart 

surgery at 2 weeks 
old, further two 
before the age of 
3 and another at 8 

• Tube fed his whole 
life 
 

Luke’s Story 





Patient 
Training  

Guidance 

Toolbox 

Community 

Publications 

Standards 



Article 12 - every 
child and young 
person has the right 
to express his or her 
views freely in all 
matters affecting 
them 



” You have the right to 
be involved in 
discussions about your 
healthcare and to be 
given information to 
enable you to do this” 

 





Giving young people a voice 



Assent & Consent Materials 
o Information is too long 

(18+ pages in some 
cases for children 7 
years old) 

o Repetitive 
o Too much jargon 
o Too complex 
o Too technical in parts 
o Lacks colour 
o Looks dull and uninviting 
o Often patronising 

http://bit.ly/2BTKyQO  

http://bit.ly/2BTKyQO


Developing guidance & tools 

Developing and evaluating multimedia information resources to improve engagement of children, 
adolescents and their parents with trials (TRECA study): Study Protocol for a series of linked 
randomised controlled trials. Trials  
https://www.ncbi.nlm.nih.gov/pubmed/28595613  

https://www.ncbi.nlm.nih.gov/pubmed/28595613
https://www.ncbi.nlm.nih.gov/pubmed/28595613
https://www.ncbi.nlm.nih.gov/pubmed/28595613


http://journal.emwa.org/vaccines-and-immunotherapies/lay-writing-strategies-for-improving-
assent-forms/  

http://journal.emwa.org/vaccines-and-immunotherapies/lay-writing-strategies-for-improving-assent-forms/
http://journal.emwa.org/vaccines-and-immunotherapies/lay-writing-strategies-for-improving-assent-forms/


The European Medicine 
Agency (EMA) guidance 
states that patient 
acceptability must be an 
integral part of paediatric 
formulation development 

https://jennyprestonblog.com/2017/09/02/improving-medicines-for-children-part-2-
what-is-important-to-children-and-young-people/  

Developing medicines that  
are acceptable to children 

https://jennyprestonblog.com/2017/09/02/improving-medicines-for-children-part-2-what-is-important-to-children-and-young-people/
https://jennyprestonblog.com/2017/09/02/improving-medicines-for-children-part-2-what-is-important-to-children-and-young-people/


Developing the tools 



Feedback from researchers 
“Generation R is a particularly valuable resource for 
any researchers involving young people…I was not 

aware of them prior to recommendations by the 
research ethics committee. I will certainly hope to 

seek their support in future studies” 

“The group were instrumental in 
ensuring that the study 

outcomes were valid, important 
and meaningful for young 

people and parents” 





Sponsors 

Academia 

Regulators Ethics 
Committees 

Paediatric 
hospitals 
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What research means to Luke 



“ What you 
children do 
today will 
impact on 

children who 
have not 

been born”  
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eypagnet@sjdhospitalbarcelona.org 

Please follow us on Twitter 
@eYPAGnet 

Jenny Preston BA (Hons)  
jennifer.preston@liverpool.ac.uk 
https://jennyprestonblog.com  
      @GenrYPAGs @jen_preston1 
       https://www.linkedin.com/in/jenny-preston 
 

Thank you for listening 

https://jennyprestonblog.com/
https://www.linkedin.com/in/jenny-preston-0322074b/

	Young People and patient Involvement
	Overview
	Slide Number 3
	Slide Number 4
	Slide Number 5
	Slide Number 6
	Slide Number 7
	Slide Number 8
	Giving young people a voice
	Slide Number 10
	Slide Number 11
	Slide Number 12
	Slide Number 13
	Slide Number 14
	Slide Number 15
	Slide Number 16
	Slide Number 17
	Slide Number 18
	Slide Number 19
	Slide Number 20
	Slide Number 21
	Slide Number 22

