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European YPAG network 

• Recognised by EnprEMA (May 2017) – Category 4 

• Presented in the International Children’s Advisory Network (ICAN) in 

Orlando (July 2017) 

• Formed by 9 teams from: 

• Barcelona (1) – Sant Joan de Déu Children’s Hospital 

• England (5) – NIHR Generation R  

• France (1) - Hospices Civils de Lyon 

• Scotland (1) - Scottish Children’s Research Network 

 



WHY eYPAGnet External reasons 

• Specific environment to regulate the development of new treatments in 
Europe. Different from FDA or others. 

• EMA has established a set of principles for the involvement of young 
patients in their activities. 

• Aplication in the call for projects for the Pan-European Paediatric 
Clinical Trials Network (IMI2). 

• Increase the collaboration amongst European YPAGs: most of  paediatric 
clinical trials are international. 

• Involve young patients along all the life cycle of medicines. This is the 
right approach to develop patient centered research. 

 

 



WHY eYPAGnet Internal reasons 

• Improve collaboration with different stakeholders. 

• Gather examples of best practice and promote research in the field of 

young patient advocacy. 

• Consolidate the European curriculum of capacity-building and empowerment 

training programs for young patients. 

• Europe’s ICAN SPC to promote and lead the creation of new chapters, at 

European level that can be connected globally, and to coordinate common 

projects among EU and US & Canada. 

• Create a common portfolio of YPAG services addressed to the stakeholders: 

Guidelines. 



WHERE are we 

Founder team 

Team in process 



What is the role of a YPAG 

Learn about health and clinical 

research in monthly meetings to 
educate young advocates 

Support and work in partnership with 

researchers in the design and delivery 
of health research 

Provide input and collaborate with 
key stakeholders to promote young 

people’s involvement in research 

(EMA, national agencies, pharma 

companies, etc.) 



Delivery of paediatric Clinical Trials  

Trials opened and completed on time 

Recruitment of patients to agreed target 

Retention of patients to completion 

Trials meet the needs of patients  



Issues to increase recruitment/retention with CYP 

✓School work –time commitment  

✓Conflict between consent and privacy 

✓Family dynamics 

✓Pregnancy testing 

✓Contraception 

✓Alcohol/smoking/recreational 

drugs/legal highs –honesty 

✓Self image concerns (side effects) 

✓Peers- publicity 

 

 

 

 

✓Technology-texts, apps, wearable, 
social media 

✓Un-blinding via social media 

✓Transfer to adult service 

✓Contact: relocation to 
University/college 

✓Upfront costs -travel 

✓Side effects such as tiredness, 
apathy, depression 

✓Exam pressure 

 



 
 

If we include CYP in the design of studies, we can resolve these 
issues…  

 
Let’s do research for patients with patients! 



Methodology: review protocol or documentation 

 

✓ Provide background to the condition  

✓ Current treatments available  

✓ Life style 

✓ Work in small groups  

✓ Discussion facilitated and opinions encouraged 

✓ Feedback to larger group  

✓ Responses summarised and fed back to 

investigator 

 

✓Open questions 

✓Don’t have preconceived ideas 

✓Be ready to be challenged 

✓Consider their opinions properly 

✓If there is a misunderstanding review your 

presentation of the information 

✓Report back to group about changes made 

✓Beware of surveys 

Facilitator role Investigator role 











Adult patients involvement in clinical research… 



Pediatric clinical trials require work at international level 

from basic to clinical research  



WHAT are we going to do 

Informed groups 
Training in 

clinical research 
Scientific 
meetings 

Single point of 
contact 

Coordination at 
European level 

Business model 
for sustainability 



New landscape of 
peadiatric research in 
Europe … with CYP 
involvement  



Future pan-European Paediatric Clinical Trials Network 



Collaboration with EMA – 2017  

Participation in the Enpr-EMA-EUREC 

working group on ethics 

 

ACTION POINTS: 

 

Compile available guidance documents and 

prepare a template / material package about 

considerations on ethical aspects in paediatric 

research, including involvement of YPAGs that 

should be addressed by RECs.  

 

Propose scope of and framework for organizing 

systematic involvement of YPAGs in ethics 

assessment of new CTs (non-official opinion), 

and at what time points – as early as possible 

(reference is the CTR Part I and II assessment 

which will close the timeframe)  

 

 



Thank you for your attention! 

eypagnet@sjdhospitalbarcelona.org 

Please follow us on Twitter 

@eYPAGnet 

Fight for your dreams and 

your dreams  

will fight for you 


