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Overview of presentation

• Brief background to the genetic counselling research

• Public attitudes from 37,000+ publics, 22 countries in 15 languages

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



Millions of 
genomes are 
being gathered 
and shared…
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When might you 
donate your 
genomic data?…





What are the 
benefits of 
donating data?



“The availability of genetic data from a large number of individuals 
increases the ability to investigate questions across many rare and 
common diseases and in different populations, and also provides more 
information for understanding clinical care outcomes for an individual.”

15 EU member states have signed up to the Million Genomes Project



What are the 
risks of 
donating data?





Some Legal Protections in 
Place

•DNA theft is a crime

•Malicious hacking of personal data is 
a crime



What are genomic databases being used for?
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Willingness to donate one’s 
genomic data



Q: 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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Doctor
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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



Q: What affects willingness to 
donate?



•Who the recipient is

•Familiarity with genomics

•Perception that there is something special about 
genomic data that warrants donation



Familiarity with the subject 
matter
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When discussing data sharing in genetic counselling…… 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:

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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% of those who see DNA information as same/different to other medical information who are 
willing to donate DNA data

Same/unsure Different



Within genetic counselling you could explain, 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

MESSAGE
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