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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?...
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risks






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



Willingness to donate DNA and health information

100%
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Willingness to donate DNA and health information

100%

Non-profit
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Why genomic data
sharing requires a
partnership between
medicine, non-profit &
for-profit researchers
and industries
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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



Familiarity with genomics
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But don’t confuse this with
iIncreasing knowledge and literacy,

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?’

People don’t need to know the four bases of
DNA or how genome sequencing is done



Exceptionalism

Perception that there is something different special about genomic data, compared
to medical data



"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

B Same/unsure M Different
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Perceiving that genomic data is special or different to other ( )_D.""ESSAGE
medical data is
linked to willingness to donate it for research
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't couldn’t have happened without.......

Participant Values Task Team

Pl Collaborators for Each Country/Translation
Anna Middleton Arabic: Haytham Sheerah, Mohamed Almarri N?taSha .Bonhomme
. ] Erika Kleiderman
Mandarin: Yali Cong Barbara Prainsack
Project Management French: Heidi C Howard Heidi Howard
Lauren Robarts Australian: Christine Critchley, Dianne Nicol Emilia Niemiec
S. African: Shelley Macaulay, Tasha Wainstein, Amanda Krause Erick Scott
Data Analysis German: Barbara Prainsack, Torsten Heinemann Jason Bobe
Richard Milne Urdu (Pakistan and India): Q Annie Hassan Natalie Banner
Kate Morley Icelandic: Vigdis Stefansdottir Katherine Littler
Italian: Deborah Mascalzoni, Virginia Romano, Maria Gnadl ssglfalg:ga\iﬁ:(aya
Sanger ng team Jap.anese: .JL-Jsak.u Minari Laura Rodriguez
James Smith Polish: Em|I|a,N|em|ec Elissa Levin
Paul Bevan Portuguese: Alvaro Mendes, Claudia de Freitas Christoph Schickhardt
Claire Stead Russian: Vera Izhevskaya, Elena Baranova, Alena Fedotova, Nadia  Danya Vears
Kovalevskaya Cris Woolston
Films Spanish: Anne West, Maria Cerezo
Tim Pope Swedish: Heidi C Howard, Josephine Fernow REWS
: Adrian Thorogood
Loudcity Ghana: Jerome Atutornu
Bartha Knoppers
Fundin Madeleine Murtagh

Wellcome: Audrey Duncanson Connecting Science: Julian Rayner GA4GH: Peter Goodhand



