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What is youth participation?
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• Our model – Youth Trials Boards (YTBs) Young people with a long-term health condition, engaging with healthcare and 
research relating to their health condition.

• Connect4children (C4C) - Young People’s Advisory Groups (YPAGs) models - young people ‘who are interested in healthcare
and research’.

• Young People on Trial Steering Groups – running a pilot to support 2 young people as independent members of a Trial Steering 
Committee.

• Young Reporters - improving the sharing of scientific information from HIV conferences and workshops to children and 
adolescents living with HIV, through social media by upskilling adolescents living with HIV.

• Long Acting Advisory Groups - work with ViiV to reach out to adolescents living with HIV in South Africa, Uganda, Argentina, 
Thailand, USA and find out their views on Long Acting Injectables. Including: what they think the barriers might be for 
themselves and their peers, solutions to some of these barriers.

Youth Participation in Research at Penta
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Developing Materials
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Communications Training for Trial Teams

“A few weeks ago, me and a couple of other 
young people went on a training with the 
Medical Research Council, Clinical Trials 
Unit. The researchers had to step down from 
professionalism and explain what they do in 
a simple way.

In one activity, they had to simplify some 
statistics for us. I think they found it quite 
interesting, although some of them struggled 
a little because they weren’t used to using 
simple words. It was a good experience.”

• In April 2022, members of our Youth Trials Board, 
delivered training to staff who are in trial teams 
about being a good communicator and how to 
engage with young people about the work they do.
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• At PIM 2022, two members of our Youth Trials Board, 
who participate in our paediatric clinical trials as
partners and advisors, were involved in the debates
around the importance of research and gave the 
Network a unique perspective on what clinical research
means to them.

Attending a Penta ID Network Meeting (PIM)
“I think it’s really important because many 
young people in clinical trials don’t know 
that researchers care about them.

So, it’s a good way for us to come 
together and share what we’ve done with 
the researchers and help them realize that 
they’re cared about.”

“Keep involving young people, so we can 
share our perspective.

It’s nice that researchers come and explain 
to young people what’s going on and the 
young people tell the researchers what’s 
going on in their lives as well.”
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• In 2021, Penta began an initial conversation
with key stakeholders to explore the idea of 
creating Standards for the sector to support 
better, more inclusive and ethical
engagement of adolescents living with HIV in 
research. 

• Leveraging our experience in youth
engagement, Penta established the Quality 
standards for adolescent participation in 
clinical research decision making to make it
possible for others to improve how they
conduct research.

• Our YTB group in the UK reviewed the 
teenagers guide and made 
recommendations.

Developing Quality Standards 

https://penta-id.org/wp-content/uploads/2022/09/Participation-standards-in-clinical-research-projects-DESIGN3_20220726_v3.pdf
https://penta-id.org/wp-content/uploads/2022/09/Participation-standards-in-clinical-research-projects-DESIGN3_20220726_v3.pdf
https://penta-id.org/wp-content/uploads/2022/09/Participation-standards-in-clinical-research-projects-DESIGN3_20220726_v3.pdf
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Where we want to get to

Implementation

Part of the implementation strategy

The results
Young people are partners in discussions on the results, part of the dissemination plan, creating materials for their peers to share results mid study 

and the end findings

The experience
Young people are partners in discussions on the issues that might occur (recruitment, retention, adverse events) and actively ‘checking-in’ with 

trial participants on their experience of being part of the study

Information
Young people are part of the discussion and then production of patient information about the research – why it is happening, how it will happen 

and what you can expect if you become part of it

The Question

Young people are involved in setting the question, or the details of what the research will look at.




