
SOCIALISING
THE	GENOME

Dr Anna	Middleton
Head	of	Social	Science	and	Ethics
Registered	Genetic	Counsellor
Wellcome Genome	Campus









88% public unsure what a genome 
is (Wellcome)



Surveys need to be engaging (Wyse, 2013)



Incidental 
findings











Public	=	4961

Genetic	health	
professionals	=	533

Other	health	
professionals	=	843

Genomic	
researchers	=	607

6944



Q: What	influences	attitudes	the	
most?
A:	Our	professional	background	rather	
than	the	country	we	are	from

Genetic	Health	
Professionals

Genomic	
Researchers

Other	Health	
Professionals Public



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



• 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



How to start a 
conversation 

about 
genomics









Glitch



If	you	needed	to	start	a	conversationwith	someone	about	
genetics,	do	you	think	this	film	might	help	you	do	this?	
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DNA and 
big data





Topics covered

■ Is genomic data different to other data?

■ What are the perceived harms from 
identification?

■ What would people donate for?

■ What would help them decide to donate their 
data?

■ What does trust look like?



www.YourDNAYourSay.org

The	plan

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

• Data	collection	through	2017-2018

• Recruitment	via	any	online	source	
• E.g.	social	media,	blogging,	media



The first 200 
completed surveys….



Majority	are	patients	or	‘public’

• 91%	‘familiar	with	DNA/genomics’

• Spread	of	ages,	geography	and	demographics



www.YourDNAYourSay.org

Being
Identified



www.YourDNAYourSay.org

• We	assume	that	people	are	worried	about	
identification

• But	are	there	some	who	don’t	mind?

• Would	people	still	donate	their	data	even	if	they	
knew	there	was	a	high	risk	of	being	identified?



We asked…

• Let’s assume you could donate your DNA and
medical information for future use by

• Medical doctors
• Non-profit researchers
• For-profit researchers

• Let’s also assume that there was a 90% chance of
you being personally identified from you data. 
Would you still donate?
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“I’d accept a 90% risk of being 
identified if I was asked to donate my 

data for…”
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without……

DDD	Team
Mike	Parker
Caroline	Wright
Matt	Hurles
Helen	Firth
Nigel	Carter
DDD	team
James	Smith
Paul	Bevan
Eugene	Bragin

Genomics	
England
Viv	Parry
Kat	Nevin-Ridley

Tim	Pope
Loudcity
Julian	Borra
Steven	Hess
Fabrika
Martin	Bobrow

Global	Alliance	
for	Genomics	and	
Health
Natasha	
Bonhomme
Bartha	Knoppers

Adrian	Thorogood
Erika	Kleiderman

Peter	Goodhand
Heidi	Howard

Emilia	Niemiec
Nadia	
Kovalevskaya
Participant	Values	
Task	Team

Wellcome
Genome	
Campus
Julian	Rayner

Julia	Wilson	

Sam	Wynn

Steve	Palmer

Don	Powell

Lauren	Farley

Jon	Roberts

Wellcome Trust
Amy	Sanders

Audry Duncanson


