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Global public survey

To understand attitudes and concerns
related to the sharing of DNA and health
information

37,000 completed samples, ‘representative’
public recruited via Dynata (global market
research company)

22 countries
15 languages
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Headline findings

e |ocal data, focus on pulling out UK policy implications
e Global patterns

o Familiarity
o Trust
o Harms
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Familiarity with genetics

- Familiar - willingness to donate (WTD) overall (global) OR 1.85 [1.71;2.00]
- Personal - global WTD OR 2.87 [2.37; 3.09]

- Stated familiarity is low (35.2% in UK, 12.5 - 58% of respondents, highest
in Italy and USA)
- How are people familiar?
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Source of familiarity with DNA/genetics/genomics - UK only
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Sources of familiarity with DNA/genetics/genomics - Global
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Australia
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Donating to whom?

Willingness to donate DNA and medical information
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Trust

- Trust is important in understanding why people are willing to donate
and to whom

- Overall trust OR 3.85 [3.34 - 4.44]

- Directed trust also important (e.g. trust in companies WTD OR 3.96
[3.29; 4.75]

- Who is trusted?
- Who trusts?
- What might help people have trust?
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Total percentage trusting each organisation or individual with DNA and health information

W Own doctor M Any doctor in country M Non-profit researcher in my country # Company researcher in my country
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Trust in different groups by age (UK only)
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Information about WHO will
BENEFIT

The option to withdraw

Information about HOW others will
benefit

Knowing who is USING information,
and for what purpose

The option to opt out of having
information accessed

Website explaining pros and cons of
data access

The ability to access own data

Details about the sanctions for data
misuse

Communicate directly with
gatekeepers

Biographies and photos of
researchers
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What would help trust (UK)

20.0%

40.0%

60.0%



"What information would help you to trust the people asking you to donate DNA and/or medical information?"
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Harms

- What are people concerned about happening as a
result of their DNA/health information being accessed?

- Who is concerned about what?
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Targeted by marketing companies

Health or life insurance discrimination

My DNA being planted at the scene of
acrime

Employer discrimination

Being stigmatised online

Being cloned

My government knowing something |
hadn't chosen to tell them

My friends potentially knowing
something about me

My family knowing something | hadn't
chosen to tell them

Upsetting my genetic relatives

Police knowing something | hadn't
chosen to tell them

Ethnic and racial discrimination
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Conclusions

Familiarity with DNA/genetics is important

Most stated familiarity comes from interest in genealogy
Willingness to donate associated with who uses data and
who is trusted

UK concerns greatest around company (mis)use of data
Corresponds with lack of trust

Clear focus on who benefits and how would complement
existing research ethics principles
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Next steps

Complete and publish meta-analyses related to trust, harm

Extend publication of policy-relevant reports for
national/regional groups
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