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Introduction

How a clinical study conducted in many 
countries is designed with young people, not 
only for them.

Team: clinical study team, researchers, 
doctors and YPAGs
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Main Points list

How YPAGs improve clinical studies

Real life example – MODERATO study

MODERATO study – Informative Booklets/Assent Forms

Why your voice matters
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How YPAGs improve clinical studies
Involvement of YPAGs make a difference and improve clinical studies by:

- Making patient information sheet easier to read and understand

- Suggesting better formats (videos, apps, comics)

- Improving how visits are scheduled

- Saying what really matters to young people
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After
• Reducing visits/assessments time

• Understandable language according to age range

• Nice, colorful printable materials with cartoons 

Before

• Long time during hospital visits

• Consent form and Information sheet with 
complicated words

• Long Boring printable materials/no pictures



Real life example- MODERATO study
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Real life example - MODERATO study

- Paediatric: 3-18 years old

- Multinational: Albania, Italy, Poland, Spain, UK

- To see if the atropine eyedrops are safe and work well for a period of 24 month treatment, in 
slowing the progression of myopia in children and adolescents from 3-18 years old. 
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MODERATO study logo has 
been designed from 
YPAGs during ICAN 
Summit 2024 in Bari 



Real life example - MODERATO study

General comments:

• The length of the assessments should not exceed half a day :

       -  especially for children under 12 years of age. 

       - breaks during hospital visits/ If late morning, provide lunch for the family. 

•  Incentives to be offered (a small gift at enrolment - e.g a waterbottle)

Feedback from YPAG
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Real life example - MODERATO study

Specific comments on the Informative booklets ( 3-5; 6-11; 12-17 EU/ 12-15 UK)

‘Colourful, but the colours should be brighter – the palette is very “adult” and muted’

’Lots of words need changing, because this is not how children and parents talk’ ’A title 
should be added’

‘This cartoon prompted a big discussion about ethnicity, diversity and inclusion. 
At least one character should be black and have curly/Afro hair. If there is a person in 
authority, like an optician, they should be black or Asian and should have Afro hair or wear a 
Hijab’

Feedback from YPAG
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MODERATO study – Informative Booklets/Assent Form
INFORMATIVE BOOKLET/ ASSENT FORM 3-5 years
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MODERATO study – Informative Booklets/Assent Form
INFORMATIVE BOOKLET/ASSENT FORM 6-11 years
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MODERATO study – Informative Booklets/Assent Form
INFORMATIVE BOOKLET/ASSENT FORM 12-17 years EU/  12-15 years UK
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Why your voice matters

You help make research and clinical studies safer, kinder and more fair

You speak from real experience

You help little participants feel more confident to be part of the trials
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Thank you!

You help researchers see through your eyes!
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https://www.facebook.com/ERDERAeu/
https://www.instagram.com/erdera_org/
https://x.com/ERDERA_org
https://www.linkedin.com/company/erdera/
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