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88% public unsure what a genome 
is (Wellcome)



Surveys need to be engaging (Wyse, 2013)
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Public	=	4961
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Q: What	influences	attitudes	the	
most?
A:	Our	professional	background	rather	
than	the	country	we	are	from
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Professionals Public

www.GenomEthics.org



Three	key	messages

■ On	the	whole,	all	stakeholders	would	be	
interested	in	receiving	IFs

■ Actionability is	important	to	people

■ Genetic	health	professionals	are	more	
conservative

– Most	realistic	about	how	this	would	work	in	clinic

Middleton A et al (2016) Eur J Hum Genet
Middleton A et al (2015) J Med Genet
Middleton A et al (2015) Lancet
Middleton A et al (2014) Soc Sci Research
Middleton A et al (2014) J Community Genet
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• Public	don’t	expect	data	to	be	delivered	to	them	at	
all	costs

• They	expect	researchers	need	to	do	good	quality	
science	and	don’t	expect	them	to	compromise	this	
by	providing	them	with	results

www.GenomEthics.org





DNA and 
big data



Overview

■Why	is	data	sharing	necessary?

■What	are	the	risks	from	donating	
your	data?

■ Attitude	research

www.YourDNAYourSay.org
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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?







Risks

■ Anonymous	data	is	linked	back	to	person

■ Person	is	identified
■ Personal	information	available	online
■ Could	be	accidental
■ Could	involve	malicious	intent
■ There	are	serious	penalties







First	1117	responses

■ Spread	of	ages,	socio-demographics,	50/50	
men/women

■ 57%	know	nothing	about	genomics	(‘public’)	
rest	are	health	profs/researchers,	or	patients	

■ Preliminary	data

www.YourDNAYourSay.org



Q: Would 
you donate 
your data?
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Connected	to	genomics	world	(through	work	or	being	a	patient	or	research	
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www.YourDNAYourSay.org

Being
Identified



• Let’s	assume	that	your	anonymous	DNA	information	
was	publicly	available	online	– so	that	anybody	could	
access	it.

• If	someone	linked	your	name,	address	and	phone	
number	to	your	DNA	information,	do	you	think	you	
could	be	harmed	in	any	way	from	this?

• If	yes,	what	are	you	most	concerned	about?

www.YourDNAYourSay.org
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www.YourDNAYourSay.org

The	plan

• Translated	into	multiple	languages	(Russian,	French,	
Polish	started,	Japanese,	Arabic,	Swedish	planned)

• Data	collection	through	2017-2018



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



How to start a 
conversation 

about 
genomics



www.GeneTube.org





If	you	needed	to	start	a	conversation with	someone	about	
genetics,	do	you	think	this	film	might	help	you	do	this?	
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Summary

■ Examples	from	three	projects:	
– People	are	interested	in	genomics,	but	a	little	

cautious
– we	have	an	evidence	base	to	build	engagement	

materials

■ Conversations	need	to	happen,	on	a	mass	scale,	
so	we	can	all	fully	release	the	potential	benefits	it	
can	bring	(whilst	also	creating	the	society	that	we	
all	want)
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