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What	do	people	
want	to	know?	

Who	owns	genetic	
information?	

Family	versus	
individual	

What	harms	might	
come	from	

sharing	your	DNA	
data?

Legal	parameters







Attitudes of the public

■ Most people seem interested to know what their genes 
can tell them

■ Some specific groups are more concerned than others 
about genetics

■ There is a need to ‘socialise’ genetics and to think about 
the terms used, e.g. mutation? Faulty genes?



Deafness	Work



Legal Case – ‘duty to inform’



How to start a 
conversation 

about 
genomics



www.GeneTube.org



www.GeneTube.org



Is your DNA in 
a database?
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What are genomic 
databases being used for?
■ For use by medical doctors 
– is my patient’s genome result the same as 

someone else’s?

■ For use in non-profit research
– What’s the prevalence of a particular genetic 

change across the UK?

■ For use in for-profit research
– Is this medicine working in people with a 

particular genetic change?





With	Russian	Subtitles









You are very welcome to 
take part

www.YourDNAYourSay.org



What can genomics do for me? 
How can I talk to relatives about it? 
What sort of society do I want to live in? 


