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Premise

• Data sharing endeavors rely on people willing for their donated data to be 
shared (i.e. ‘data donors’)

• Even if we aren’t personally donating, we’ll be related to someone who is, 
i.e. the ethical issues linked to data sharing are relevant to global publics

• Exemplary practice involves listening to what potential donors want, 
believe and fear and consider policy implications

• This work is part of GA4GH strategic roadmap



Overview of presentation

• Brief background to the social sciences research

• Public attitudes from 37,000 publics, 22 countries in 14 languages

• Evidence based recommendations for supporting good practice and 
potentially increasing uptake of genomic data donation



Building a bridge to public 
audiences, to orientate and 
engage and then involve





Global public survey
Sample size: 37,000 completed samples, ‘representative’ public recruited via 
Dynata (global market research company)
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We’ve been thorough!
Statisticians from RAND Europe have done the modelling, not going to show loads 
of forest plots, but present the statistically significant associations



New data plus peer reviewed and 
published data



What we are focusing on….



Willingness to donate one’s 
genomic data



Would you donate your anonymous DNA 
information and medical information for use by:

• Medical doctors
• Non-profit researchers
• For-profit researchers
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Across 22 countries, global publics are more comfortable with 
their data being used by doctors than for-profit companies

MESSAGE



Why genomic data 
sharing requires a 

partnership between 
medicine, non-profit &
for-profit researchers

and industries

Willingness to donate genomic data globally may be increased if 
engagement & information focusses on:

MESSAGE



What affects willingness?



•Who the recipient is
•Familiarity with genomics
•Perception that there is something special about 
genomic data that warrants donation
•Trust in the recipient
•Perceived harms from re-identification
•Ability to receive raw data back
•Reassurance of legal protections in place



Familiarity with the subject 
matter





Willingness to donate genomic data globally may be 
increased if engagement & information focusses on:

MESSAGE



Increasing familiarity about genomics.
This means helping people shift from ’unaware’ to 
‘aware’ so that they understand ‘What does this 
mean to me? Why is donating my data relevant?’

But don’t confuse this with 
increasing knowledge and literacy, 

Willingness to donate genomic data globally may be 
increased if engagement & information focusses on:

Familiar is good, 
personal familiarity is better People don’t need to know the four bases of 

DNA or how genome sequencing is done

MESSAGE



Exceptionalism
Perception that there is something different special about genomic data, compared 
to medical data
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"For me DNA Information is different to other medical 
information"
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Explaining how genomic data is different to medical data
e.g. it is shared between us, it can tell us about our past, present & future health, it offers information about 
our biological relatives, etc

Perceiving that genomic data is special or different to other medical data is
linked to willingness to donate it for research

Policy makers argue from both positions – that genomic 
data should or shouldn’t be treated as exceptional. 

MESSAGE

Willingness to donate genomic data globally may be increased if 
engagement & information focusses on:



Trust and Data Sharing are 
thought to go hand in hand
Trinidad et al, 2010; Eckstein et al 2018; Lawler et al 2018; Shabani et al 2014, 
Nuffield Council on Bioethics, 2015



Trust is thought to shape attitudes towards genomics 
and intention to participate in research 
(Lipworth, et al 200; Critchley et al 2015; Nicol et al 2016; Lawler et al 2018)

Where trust is absent, the social license and mandate 
of researchers and clinicians to obtain and distribute 
data may be lost 
(Carter et al 2015)
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51.6%

46.5%
40.2%39.6%



Doctors play a gatekeeping role
in supporting the development of 

large-scale data sharing 
initiatives

Across 22 countries, there’s variation in who is trusted with data 
but the most trusted is a person’s own doctor

MESSAGE

Trust may be increased by 
clarity about who will use the 
data, for what purpose, who 

will benefit & how



Deeper Analysis using English 
speaking data only

English speakers were first to be recruited, and also each set of country data will be 
analysed by each collaborator



Profile of the most ‘trusting participants’

• (USA, Canada, Australia, UK only)
• More likely to be under 50, male, with children, hold religious beliefs, have 

personal experience of genetics and be from the USA. This profile are the 
most likely to be willing to donate data for any reason
• Milne et al 2019 Trust paper



Ensure diversity amongst the professionals who create data sharing policies, 
governance structures and legislation

This is because the profile of people who are the most trusting of the data sharing 
process is very similar to the profile of the decision makers in genomics…

To support responsible data sharing practices we need to:

…under age 50, male, with personal experience of genomics and from the USA 

(Milne et al (2019) Human Genetics, e-pub ahead of print)

MESSAGE
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