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Supplementary Material

Figure S1 Willingness to donate anonymous DNA and medical information to at least two recipient

groups, by country
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Willingness to donate to at least two . No . Yes

Figure S2: Willingness to donate anonymous DNA and medical information to doctors
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Willingness to donate to doctors . I'm just not sure . No . Yes



Figure S3 Willingness to donate anonymous DNA and medical information to non-profit

researchers
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Willingness to donate to non-profit researchers - I'm just not sure - No . Yes

Figure S4: Willingness to donate anonymous DNA and medical information to for-profit researchers
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Figure S5: Associations between familiarity with genetics (including familiarity gained through

personal experience) and willingness to donate for use by medical doctors

Source OR (95% Cl) Source OR (95% Cl)
Genetics experience = Familiar Genetics experience = Familiar
Argentina 0.80[0.47; 1.35] — Argentina 1.36 [0.94; 1.96] T
Australia 1.20[0.81; 1.77] - Australia 1.53[1.12; 2.09] —a—
Belgium 0.93[0.49; 1.75] —a— Belgium 1.40[0.83; 2.36] B —
Brazil 1.5510.96; 2.50] T— Brazil 2.14[1.49; 3.08] —a—
Canada 1.0210.80; 1.31] —— Canada 1.71[1.41; 2.08] &
China 0.74[0.48; 1.16] —— China 1.96 [1.45; 2.66] —a—
Egypt 0.94[0.69; 1.28] —a— Egypt 1.94[1.46; 2.59] —a—
France 0.78[0.47; 1.30] — France 1.34[0.91; 1.98] T
Germany 0.72[0.45; 1.16] — Germany 1.3810.98; 1.96] —
India 3.79[0.67; 21.37] India 6.21[1.36; 28.27] _—
Italy 0.65[0.41; 1.01] —a— Italy 1.33[1.00; 1.77] e
Japan 1.38[1.07; 1.77] —a— Japan 2.28[1.80; 2.89] —a
Mexico 0.71[0.44; 1.14] —— Mexico 1.64[1.19; 2.26] —a—
Pakistan 1.90 [1.00; 3.64] ——— Pakistan 2.36 [1.34; 4.17] —_—
Poland 1.2110.90; 1.63] 8 Poland 1.85[1.53; 2.24] -
Portugal 1.26[0.90; 1.74] R Portugal 1.61[1.28; 2.03] —&—
Russian Federation 0.89 [0.57; 1.40] —a— Russian Federation 1.81[1.28; 2.57] —a—
Spain 1.31[0.80; 2.13] B Spain 1.69[1.21; 2.35] —a—
Sweden 1.2410.74; 2.09] —r Sweden 1.77[1.25; 2.51] —a—
Switzerland 0.76 [0.34; 1.67] —_— Switzerland 1.5410.82; 2.90] -
United Kingdom ~ 1.09[0.85; 1.39] —-— United Kingdom ~ 1.98[1.64; 2.38] -
United States 1.0310.76; 1.39] —.— United States 2.54[1.96; 3.28] ——
Total 1.0410.93; 1.16] hd Total 1.78[1.64; 1.93] <
Heterogeneity: 72‘ =31.9 (P =.06), 7 =34% Heterogeneity: 7; =31.58 (P =.06), =33%
Genetics experience = Personal Genetics experience = Personal
Argentina 1.21[0.58; 2.51] —_—— Argentina 2.59[1.53; 4.38] —
Australia 1.32[0.70; 2.51] — Australia 3.29[2.03; 5.33] —&—
Belgium 0.34[0.09; 1.32] B ——_— Belgium 1.41[0.63; 3.12] —
Brazil 2.11[1.07; 4.16] —_— Brazil 3.67[2.20; 6.12] ——
Canada 0.91[0.60; 1.38] —&— Canada 2.49[1.85; 3.35] ——
China 1.2710.78; 2.08] — China 5.42[3.68; 7.99] —a—
Egypt 0.42[0.22; 0.79] — Egypt 2.23[1.41; 3.52] —a—
France 1.32[0.42; 4.14] —_—T France 3.54[1.45; 8.67] —_—
Germany 1.88[0.63; 5.60] —_—T Germany 5.07[2.12; 12.13] —_—
India 2.80[0.79; 9.92] —_ India 5.53[1.89; 16.17] —_—
Italy 0.97 [0.54; 1.72] —e Italy 1.73[1.18; 2.54] —a—
Japan 1.94[0.99; 3.81] ——— Japan 3.80[2.05; 7.01] —a
Mexico 0.92[0.45; 1.85] — Mexico 2.11[1.30; 3.42] —a—
Pakistan 1.59[0.87; 2.91] -+ Pakistan 1.92[1.16; 3.18] —a—
Poland 2.10[1.06; 4.17] —— Poland 5.07 [3.14; 8.18] —a—
Portugal 1.60[0.94; 2.71] —B— Portugal 217 [1.49; 3.17) —8—
Russian Federation 0.98 [0.38; 2.52] —_— Russian Federation 3.39[1.68; 6.82] —
Spain 2.19[1.10; 4.36] — Spain 2.18[1.29; 3.69] —
Sweden 0.78[0.29; 2.11] —_— Sweden 1.73[1.01; 2.99] —a—
Switzerland 0.68[0.14; 3.30] Switzerland 1.56 [0.48; 5.10] —_—T
United Kingdom 1.35[0.88; 2.06] —— United Kingdom 2.90[2.11; 4.00] ——
United States 0.70[0.45; 1.09] —&— United States 3.47[2.50; 4.81] —a—
Total 1.20[0.98; 1.46] e Total 2.79[2.38; 3.27] <
Heterogeneity: 72, = 38.59 (P = .01), I = 46% | | | | Heterogeneity: 72, = 45.55 (P < .01), I = 54% | : |
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Figure S6: Associations between familiarity with genetics (including familiarity gained through

personal experience) and willingness to donate for use by non-profit researchers

Source OR (95% CI)

Genetics experience = Familiar

Argentina 0.75[0.45; 1.26]
Australia 1.01[0.70; 1.45]
Belgium 0.80[0.43; 1.48]
Brazil 1.14[0.71; 1.84]
Canada 1.03[0.82; 1.30]
China 1.13[0.73; 1.75]
Egypt 0.88[0.64; 1.20]
France 1.16 [0.71; 1.90]
Germany 0.92[0.59; 1.44]
India 3.20[0.77; 13.25]
Italy 1.05[0.69; 1.58]
Japan 1.54[1.19; 2.00]
Mexico 0.78 [0.46; 1.30]
Pakistan 1.13[0.63; 2.02]
Poland 0.96[0.74; 1.23]
Portugal 1.33[0.96; 1.84]
Russian Federation 0.90 [0.61; 1.33]
Spain 1.74[1.06; 2.86]
Sweden 1.51[0.98; 2.32]
Switzerland 1.00[0.46; 2.18]
United Kingdom 1.13[0.90; 1.42]
United States 1.07[0.81; 1.42]
Total 1.09 [1.00; 1.20]

Heterogeneity: 12, = 25.82 (P = 21), I = 19%

Genetics experience = Personal

Argentina 1.38[0.64; 2.97]
Australia 0.68[0.38; 1.24]
Belgium 0.46[0.12; 1.72]
Brazil 1.37[0.77; 2.44]
Canada 1.19[0.80; 1.78]
China 4.83[3.02; 7.74]
Egypt 0.65[0.35; 1.20]
France 1.76 [0.58; 5.33]
Germany 1.85[0.68; 4.97]
India 4.67[1.87; 11.66]
Italy 1.27[0.75; 2.15]
Japan 1.82[0.92; 3.59]
Mexico 1.15[0.53; 2.48]
Pakistan 1.58 [0.85; 2.93]
Poland 1.79[1.05; 3.04]
Portugal 1.15[0.66; 1.99]
Russian Federation 0.67 [0.32; 1.38]
Spain 1.92[0.99; 3.75]
Sweden 1.09[0.53; 2.22]
Switzerland 3.07 [0.32; 29.80]
United Kingdom 1.10[0.73; 1.66]
United States 0.84[0.56; 1.26]
Total 1.34[1.06; 1.70]

Heterogeneity: 15, = 63.33 (P <.01), I° = 67%
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Source OR (95% CI)

Genetics experience = Familiar

Argentina 1.19[0.83; 1.71]
Australia 1.58[1.15; 2.16]
Belgium 1.28[0.75; 2.18]
Brazil 2.34[1.62; 3.37]
Canada 1.76 [1.45; 2.14]
China 2.78[2.00; 3.87]
Egypt 1.92[1.43; 2.58]
France 1.72[1.15; 2.58]
Germany 1.72[1.21; 2.45]
India 4.14[1.12; 15.36]
Italy 1.51[1.13; 2.02]
Japan 2.78[2.16; 3.59]
Mexico 1.66 [1.18; 2.35]
Pakistan 1.51[0.94; 2.42]
Poland 1.65[1.37; 1.99]
Portugal 1.60[1.27; 2.02]
Russian Federation 2.18[1.53; 3.09]
Spain 2.07 [1.45; 2.94]
Sweden 2.09[1.46; 3.00]
Switzerland 1.31[0.67; 2.56]
United Kingdom 2.14[1.77; 2.59]
United States 2.34[1.81; 3.03]
Total 1.87 [1.70; 2.06]

Heterogeneity: 2, = 41.77 (P <.01), I* = 50%

Genetics experience = Personal

Argentina 3.58[2.02; 6.34]
Australia 2.30[1.48; 3.58]
Belgium 1.91[0.78; 4.66]
Brazil 2.37[1.51; 3.71]
Canada 3.37 [2.46; 4.60]
China 7.00 [4.58; 10.70]
Egypt 2.89[1.77; 4.70]
France 4.45[1.81;10.92]
Germany 4.70[2.16; 10.26]
India 4.30[1.76; 10.50]
Italy 1.63[1.11; 2.37]
Japan 3.76 [2.00; 7.06]
Mexico 2.4411.40; 4.24]
Pakistan 2.43[1.48; 3.99]
Poland 3.70[2.45; 5.59]
Portugal 1.94[1.34; 2.80]
Russian Federation 2.48[1.37; 4.49]
Spain 1.77[1.06; 2.93]
Sweden 1.78[1.02; 3.09]
Switzerland 6.06 [0.77; 47.90]
United Kingdom 3.30[2.41; 4.51]
United States 3.58 [2.58; 4.98]
Total 2.88[2.44; 3.39]

Heterogeneity: 3, = 49.88 (P <.01), I* = 58%
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Figure S7: Associations between familiarity with genetics (including familiarity gained through

personal experience) and willingness to donate for use by for-profit researchers

Source OR (95% CI)

Genetics experience = Familiar

Argentina 0.94 [0.64; 1.38]
Australia 1.12[0.82; 1.54]
Belgium 0.82[0.47; 1.42]
Brazil 1.39[0.95; 2.05]
Canada 1.12[0.92; 1.37]
China 1.18 [0.84; 1.66]
Egypt 1.28[0.95; 1.73]
France 1.16[0.76; 1.78]
Germany 1.20[0.82; 1.75]
India 2.13[0.58; 7.77]
Italy 0.93[0.67; 1.29]
Japan 1.28 [1.00; 1.62]
Mexico 0.89 [0.64; 1.24]
Pakistan 1.13[0.65; 1.97]
Poland 1.05[0.86; 1.27]
Portugal 0.95[0.75; 1.20]
Russian Federation 0.77 [0.54; 1.09]
Spain 1.11[0.78; 1.57]
Sweden 1.48[1.03; 2.15]
Switzerland 1.37[0.72; 2.61]

United Kingdom 1.140.94; 1.37]
United States 1.16 [0.90; 1.50]
Total 1.101.03; 1.18]
Heterogeneity: 7; =19 (P =.59), =0%

Genetics experience = Personal

Argentina 0.66 [0.38; 1.14]
Australia 0.87 [0.54; 1.38]
Belgium 0.511[0.20; 1.31]
Brazil 1.12[0.69; 1.81]
Canada 0.99[0.72; 1.35]
China 2.17[1.45; 3.25]
Egypt 1.21[0.69; 2.13]
France 2.00[0.74; 5.40]
Germany 1.16 [0.56; 2.41]
India 1.04[0.35; 3.11]
Italy 1.02 [0.67; 1.56]
Japan 1.17 [0.66; 2.05]
Mexico 0.88 [0.53; 1.47]
Pakistan 1.43[0.81; 2.51]
Poland 1.18[0.79; 1.78]
Portugal 1.13[0.78; 1.64]
Russian Federation 0.79 [0.40; 1.53]
Spain 1.14[0.67; 1.92]
Sweden 1.66 [0.86; 3.22]
Switzerland 1.02[0.30; 3.45]

United Kingdom ~ 1.01[0.73; 1.40]
United States 0.93[0.66; 1.31]
Total 1.09[0.97; 1.22]
Heterogeneity: 73, = 25.31 (P = .23), " = 17%
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Unwilling to donate: OR (95% Cl)

Source

OR (95% Cl)

Genetics experience = Familiar

Argentina
Australia
Belgium
Brazil
Canada
China

Egypt
France
Germany
India

Italy

Japan
Mexico
Pakistan
Poland
Portugal
Russian Federation
Spain
Sweden
Switzerland
United Kingdom
United States
Total

Heterogeneity: y2, = 35.92 (P = .02), I = 42%

1.36[0.92; 2.01]
1.26[0.90; 1.77]
1.38[0.79; 2.39]
2.39[1.65; 3.45]
1.49[1.21; 1.85]
1.81[1.33; 2.47]
1.97 [1.45; 2.66]
145[0.94; 2.22]
224[148; 339
234[0.73; 7.50]
1.23[0.92; 1.66]
231[1.77; 3.02]
1,67 [1.22; 2.28]
1,65 [1.01; 2.70]
1.70 [1.37; 2.11]
1.48[1.17; 1.89]
1.46[1.02; 2.10]
1.49[1.06; 2.11]
1.87 [1.27; 2.75]
1.38[0.71; 2.69]
2.01[1.63; 2.49]
254[192; 337]
1.72[1.56; 1.88]

Genetics experience = Personal

Argentina
Australia
Belgium
Brazil
Canada
China

Egypt
France
Germany
India

Italy

Japan
Mexico
Pakistan
Poland
Portugal
Russian Federation
Spain
Sweden
Switzerland
United Kingdom
United States
Total

Heterogeneity: y2, = 47.33 (P < .01), I* = 56%
T

236 [147; 3.78]
1.93 [1.24; 3.00]
1.38[0.61; 3.13]
2.47[1.60; 3.79]
2.15[1.59; 2.91]
5.64[3.89; 8.18]
2.99[1.79; 4.99]
4.01[1.60; 10.08]
3.63[1.80; 7.35]
4.49[1.80; 11.16]
1,56 [1.07; 2.27]
2.16[1.18; 3.97]
259[1.66; 4.05]
229[1.38; 3.80]
3.60[2.43; 533]
1.71[1.18; 2.48]
2.80[1.50; 5.23]
1.87 [1.13; 3.09]
351[1.91; 6.47]
1.49 [0.47; 4.75]
3.05[2.23; 4.17]
325[2.33; 4.54]
259[2.22; 3.03]
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2 10
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Table S1: Sociodemographic characteristics of country samples. See accompanying Excel file
labelled Table S1

Table S2: Descriptive analyses of variables across the countries sampled. See accompanying
Excel file labelled Table S2

Table S3: Predictor-outcome associations

Predictor Outcome

Genetics familiarity Willingness to donate (multiple recipients)

Willingness to donate to medical doctors

Willingness to donate to non-profit
researchers

Willingness to donate to for-profit

researchers
Genetic exceptionalism Willingness to donate (multiple recipients)
Trust at least two types of Willingness to donate (multiple recipients)
individuals/organisations receiving the
data

Supplemental Methods:

Donating DNA and medical information

Participants were asked whether they would donate “anonymous'* DNA and medical

information for use in research by (a) medical doctors; (b) non-profit researchers; (c) for-

“ Here we mean ‘de-identified’, but pilot work showed that ‘anonymous’ was more easily
understood by participants. A glossary definition within the survey explained ‘anonymous’
as: ‘removal of personal information such as name and date of birth. It is questionable as to

whether DNA information can ever be truly anonymous as our DNA code is unique to us and



profit researchers. Participants could answer ‘Yes’, ‘No’, or ‘Unsure’. Three measures of

willingness retained the three response options:
Donate to doctors: donate to medical doctors
Donate to non-profit: donate to non-profit researchers (e.g. from universities);

Donate to for-profit: donate to for-profit researchers (e.g. from pharmaceutical

companies).
We created a fourth variable that combined the above and had the options ‘Yes’ or ‘No’:

Donate to multiple recipients: willingness to donate at least two of: doctor, non-profit

researcher; for-profit researcher.

Familiarity with genetics

Familiarity was derived from two questions. The first was “Are you familiar with DNA,
genetics, or genomics?". If a respondent answered in the affirmative, they could specify by
checking one or more of the options below and were classified as ‘familiar with genetics’. If
participants checked one or more of the options in bold, they were classified as having
‘personal experience’ of genetics. We defined ‘personal experience’ as having experienced the
personal significance of serious, inherited disease (e.g. a genetics ‘patient’ or professional
who works with or had exposure to the impact of genetic disease). Participants without this
experience were categorised as “Familiar" or “Unfamiliar" based on their response to the

first question.

Person interested in ancestry/genealogy websites
o Direct-to-consumer company customer (e.g. 23andMe)
. Biobank participant

thus, in itself, could be used to identify us. However, in the circumstances we are exploring
here, by making DNA and medical information 'anonymous', we mean detaching personal

identifiers from it.’



) Person with a genetic condition or family history of an inherited condition

o Genetic health professional (clinical geneticist, genetic counsellor, clinical lab
staff, work in genetics services in a clinical setting)
. Genetic researcher/student (e.g. lab, bioinformatician, management, social

science, ethics, policy, public health, public engagement, administration in a
genetics institute, non-profit or for-profit)

) Non-genetics researcher/student (e.g. management, social science, ethics, policy, public
health, public engagement, administration)

. Non-genetics health professional (e.g. nurses, GPs, surgeons, hospital specialists, hospital
administration staff, medical students)

) Research participant in any genetics research (e.g. as a healthy volunteer or as a person

with a particular genetic condition or family history of an inherited condition)
o Other, please specify

We have published an explanation of why ‘personal experience of genetics’ is relevant to

shaping attitudes in Middleton et al (2020).

Genetic exceptionalism

Participants’ perception of DNA information was collected via the question “Is DNA
information different to medical information — what do you think?”. Response options were

“Different”, “The same”, “I'm not sure”. The latter two categories were collapsed for analysis.

The rationale for collapsing the data was because we wanted to focus on participants who
had clear (as opposed to unsure) views on this. More details about the relevance of genetic

exceptionalism can be found in the above Middleton et al (2020) paper.

Sociodemographics

Sociodemographics are shown in Table S1. Age was collected in ten-year categories from 16

onwards. Due to fewer responses in younger and older categories these were collapsed into

» » » »

categories of “30 years and under”, “31—40”,”41-50", ”51—60%, and “61 years and older" for
analysis. Gender was self-described “Female” or “Male”. Whether participants had children
was determined by a “Yes" or “No" answer. Level of education was categorised as “Tertiary",

" o«

“Secondary", “Primary" or “Other" based on structured responses and free-text descriptions,



standardised across the countries sampled. This was collapsed to a binary indicator of
tertiary education for multivariable analyses. Religiosity was determined by the question
“Independent of whether you attend religious services or not, would you say you are ... ?"

with options “A religious person" or “Not a religious person".

Data cleaning

Only completed surveys were included. To remove responses where individuals had not
engaged with the content, we only included surveys in which all mandatory questions were
completed and which took more than five minutes to complete. Piloting showed that it was
not possible to engage with all the survey questions and complete them in such a short
period of time. Participants had the ability to start the survey, pause and come back to it
another time and so some participants chose to complete the survey over several days. For
those who completed the survey in one sitting, the average time it took to complete across all

the countries was 22 minutes.

As there were multiple questions regarding willingness to donate, we were able to identify
and remove data from respondents that were completely inconsistent (e.g. responding to one
question that they would not consider donating DNA and medication information under any
circumstances, but then responding that they would donate and accept risk of being
identified via their donated data in another question). Approximately 5% of participants gave

inconsistent responses, this was similar across country subsamples.

The background, context, methods, limitations and English-speaking and German-speaking

results have already been peer reviewed and published (1-7).
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