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Background

As HIV community information is predominantly created by 
adults in formats decided by adults, children and adolescents 
living with HIV (C&ALHIV) cannot meaningfully engage and 
follow the science.

Since 2017, Fondazione Penta ONLUS has developed a model 
of youth participation called the Youth Trials Boards (YTBs) -
which has trained and supported C&ALHIV (aged 15 -19) from 
South Africa, Zimbabwe, Uganda, UK and Russia. These 
groups have been active partners in the development and 
delivery of global paediatric and adolescent studies (ODYSSEY, 
BREATHER+, D3, LATA, REACH).

The YTB model enables adolescents to have the space and 
knowledge to understand research and be involved in its 
direction. By giving adolescents opportunities to engage 
directly with trialists and researchers, they can understand 
the key opportunities and challenges and give their input as 
experts by experience. 

Source: Canvas from ‘Sun & Petals’ series, by Emanuele Tasca

Key outputs

A key role of YTBs is translating and disseminating research for 
their peers. Using youth participation models, YTBs have produced 
different materials in different formats to increased understanding 
and share knowledge and information.

Patient Information Sheets in Infographics + Images 
(Breather+)

Source: BreatherPlus Patient Information Sheet, 2018

Breather+ is a study asking whether it is safe to take ART (HIV 
medicine) for 5 days a week and have weekends off. 

YTB Members in Zimbabwe were asked for clearer ways to present 
Patient Information Sheet for the recruitment of adolescents into 
this study. A day-long meeting was held in Harare which explored 
information about the study (in manageable sections), group 
discussion and then the creation of sketches to show  how best to 
present this information. The sketches were then sent to a designer 
who worked with the group through WhatsApp  to agree the final 
design.

The adolescents wanted a resource which was colourful, engaging, 
with relatable images that would not exclude children and 
adolescents from different parts of the world. They designed 
something that would ensure their peers can make an informed 
decision on whether to join this research study or not. The final 
patient information sheet has been translated into multiple local 
languages.

Adolescents living with HIV from multiple countries being lead-partners in the co-production of research information and 
findings across global clinical trials
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Dolutegravir/ Neural Tube Defects - Information through 
Infographics (ODYSSEY)

Source: 

In 2018, concerns were raised by the World Health Organisation that 
dolutegravir (DTG) might present pregnant women with a higher risk 
of their baby being born with Neural Tube Defects - NTD (research 
since has shown there is no greater risk). 

ODYSSEY had many adolescents enrolled in its study and approached 
YTB groups to create information for their peers to simply explain the 
concerns, focusing on increasing understanding about risk and 
research. 

A day-long meeting was held with YTB- UK in Bristol. Information 
about the NTD concerns, risk and what this meant were explored and 
the group produced  sketches on how they wanted this information 
to be explained I a clear and calm way. These ideas were then sent 
to a designer who worked with the group via WhatsApp to agree the 
final design.  

The adolescents wanted supportive messaging to help young people 
make informed choices about risk. This resource was created and 
translated, then shared across a number of the ODYSSEY sites.

Additional Information Explaining Trials D3 Study through a 
poster.

Source: D3 Study Information Poster, 2022

D3 is a global clinical trial which aims to find out whether treating 
children and adolescents living with HIV with two anti-HIV medicines, 
dolutegravir (DTG) and lamivudine (3TC), is as safe and as effective as 
the three-medicine anti-HIV treatments currently used in routine 
practice.

YTB Members from South Africa and the UK were asked how best to 
communicate information about the D3 trial to a younger age group 
(2-15 years). They wanted a vibrant, friendly and engaging poster 
that could be used alongside a conversation with healthcare 
professionals would support children’s understanding of the 
research. It was important that the resource produced would allow 
the potential participants to understand key information about the 
trial and encourage a conversation on what this information would 
mean for them.

The groups were engaged through virtual meetings and WhatsApp 
discussions, where ideas were explored and finalised. The sketches 
and ideas from these meetings and conversations were shared with 
the designer who worked with the groups to agree the final design. 

Source: YTB UK Meeting, 2018

Lessons learned

A child rights and youth participation framework is essential 
in information production. To ensure this is done correctly it 
requires input from experienced workers.

Valuing the expertise adolescents bring to this work also 
means that they too have power and influence.

Importantly, C&ALHIV know how and where their peers 
consume information, and the dissemination of research 
needs to be directed and led by the adolescents.

This process takes time. The understanding about research in 
general, and specific studies needs to be developed 
within the groups so they are then able to interact with it 
from a place of knowledge.

Expectations and understanding of the process and outcomes 
of ‘co-production’ is paramount for all involved, from the 
adolescents through to the scientists. It takes commitment to 
sharing power and influence beyond engaging adolescents in 
a tokenistic way.

YTB Members and the researchers we work with have worked 
hard to build a partnership where both perspectives are 
understood and considered, with the focus remaining on 
doing what is best for the children and adolescents who will 
be impacted by the studies.

There is a lack of understanding and consistency within 
Research Ethics Committees (REC) and Independent Research 
Boards (IRB). The same co-produced materials have been 
both accepted and rejected by different REC/IRBs, with no 
consistency in their feedback. Trials have had to revert to 
using information deemed ‘inaccessible, too long and not 
ethical’ by the C&ALHIV who reviewed it, because of the 
insistence of REC/IRBs.

Conclusion

Involving C&ALHIV in sharing research findings will increase 
knowledge and improve self-care in this cohort, as well as 
instilling hope for their future.

Co-production models ensure scientific findings are in the 
correct language and format for C&ALHIV. They mean this 
group fully understand studies before assenting to being 
involved in them.

REC/IRBs need to be engaged to understand youth 
participation and how their decisions impact on the informed 
understanding and decision-making of C&ALHIV.
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and Patient Involvement at Penta

Instagram Video Interviews with Lead Paediatric and 
Maternal Health Scientists, 2021

Source: Instagram, @penta.youth

In 2021, Penta piloted an idea of how to start to share the 

scientific findings from global conferences with adolescents and 

young people living with HIV. Two members of the Youth 
Engagement Team conducted interviews with Dr Elizabeth 

Rabold and Dr Carlo Giaquinto – both presenters at the HIV & 
Paediatrics Conference in 2021 - and disseminated these via 

Instagram.

Often, science is presented at major conferences without the 
chance for young people to engage and interact with the 
presenters. The doctors were asked questions about their 
sessions, focusing on areas of their work that the interviewers 
felt young people would be interested in.

Instagram Carousel Posts for Bitesize Findings in Multiple 
Languages (REACH)

Source: Instagram, @penta.youth

REACH was a Cohort Study to fill the knowledge and data gaps 
on the HIV epidemic affecting children, adolescents and 
pregnant women across Russia. It provided new data on long-
term antiretroviral therapy toxicity, HIV resistance, Hepatitis C 
virus and Tuberculosis coinfections and comorbidities in this 
setting

In late 2020, the youth advocates for REACH met virtually, due 
to COVID-19, to discuss the key findings from this study. They 
were consulted on what they thought about the findings and 
the best way to share these with their peers. They decided 
social media was the best format and wanted to inform their 
peers about one central theme, ‘HIV has changed’.

It was important to the young people to not only celebrate 
the impact of the changes on science, but also on what it 
meant for them personally. In particular, understanding how 
the key messages can support them to combat stigma. This 
was particularly the case for sharing the message about U=U, 
(Undetectable = Untransmittable). Until these discussions, 
none of the young people knew about this.

The group co-produced social media assets in both Russian 
and English for Instagram and met with organisations in Russia 
to understand the landscape for how these findings could be 
disseminated through their networks too.
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Fondazione Penta ONLUS (Penta) is a leading 
international research organization in paediatric 
infectious disease (penta-id.org).

Penta has since produced Quality 
Standards for the ethical and 
meaningful participation of children 
and young people in clinical trials 
and research to support rolling-out 
of this practice. penta-

id.org/patient-involvement-
quality-standards/
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