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• Interdisciplinary expert 
Working Party set up 
by the Nuffield 
Council on Bioethics

• Wide evidence 
gathering and
consultation

• Contributions from 
over 500 children, 
parents and 
professionals, from 
UK, Africa, SE Asia, 
Latin America & US



What did we set out to do?

Natural instinct to ‘protect’ children from research

but

We also expect our children to have access to 

evidence-based healthcare

Are we forgetting something?

What is the role of children, young people and parents 

themselves in all this?



• ‘Good’ research 

must happen

• Young children 

can (and do!) 

express their 

wishes about 

how they want to 

live their lives

• Research must 

be with children 

not on children



What’s different about children?

• The way in which children develop from 
newborn babies to young adults

• The role played 

by children’s 

parents (or 

others taking on 

the role of a 

parent) 



What should parents think about?

• Respect children as 
individuals regardless 
of capacity

• Recognise their 
developing capacity to 
make decisions for 
themselves

• Have concern for their 
immediate and longer 
term welfare



What do we mean by welfare?

Physical/emotional

Opportunities to learn 

and develop

Possibility (not duty) of 

contributing to social 

goods such as research

Key question: is participation 

compatible with their interests?... 



Shared decision-making

Three situations
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Vulnerability

• General assumption in 

research with children 

and young people:

– they are all vulnerable

– If in doubt don’t 

proceed with the 

research!

• But NOT ethically neutral to say ‘no’ to research that 

might lead to better healthcare outcomes for children 

and young people  



In what ways may children be 

vulnerable?
• “The term vulnerable can’t be used in isolation; 

we are always vulnerable to something specific, 
and the things that we are vulnerable to change 
over time.”



Challenging vulnerability

• Vulnerability as an 
alert:
– What ethical 

challenges does this 
particular project 
raise?

– What can I do about 
them?

– Who can help?



The role of ethical scrutiny

• Research Ethics Committees (RECs) must 

balance its protective and facilitative role

• An invitation to take part in research must 

be a fair offer

• RECs must have 

access to the right 

expertise



Importance of context - researchers 

need to be: 

• trustworthy

• courageous

• open



www.nuffieldbioethics.org/ninos

In addition to the report:

A magazine

An animation

An on-line

course


