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Patients
• What do I want to know?

Consumers/customers 
• Managing expectations from the hype

Citizens in society
• What legislation is needed to protect me?
• Is enforced altruism what I want for society?

Roberts (2017)
• )



82% public unsure what a genome is





Surveys need to be engaging (Wyse, 2013)
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“As	a	patient,	I	could	be	getting	my	diagnosis	‘live’	from	a	comparison	of	all	
genomic	data	available”	Chief	Medical	Officer,	Dame	Sally	Davies	(2017),	ch1,	p5



When might 
you donate 
your genomic 
data?…





What are the 
benefits of 
donating data?



“By aggregating and analyzing 
large amounts of data, it may be 
possible to discover patterns that 
would otherwise remain 
obscure….”









What	are	genomic	databases	being	
used	for?



www.YourDNAYourSay.org



Japanese, Arabic, Zulu, Icelandic, Swedish, Italian, Mandarin, Urdu, Hindi, 
French… all on their way……

















Should DNA data 
be handled 
differently to other 
sorts of data?





Q: Would 
you donate 
your data?















Key Messages



• DNA, genetics and genomics
• The difference between DNA and other medical 

information
• The purpose and value of DNA donation and sharing
• The protections in place against exploitation
• Articulate the fears people have (it is unlikely to affect 

whether they will donate or not and it provides a 
chance to clear up misunderstandings)



“The	more	people	have	contributed	their	data,	the	
better	the	results	for	any	one	individual…Doctors	see	
the	altruism	of	patients	every	day….We	need	to	help	
patients	to	understand	they	have	the	option	to	agree	
to	use	of	data	to	help	themselves	and	others”

Chief	Medical	Officer,	Dame	Sally	Davies,	Generation	
Genome,	ch1,p5
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