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Abstract: Background: Precision medicine (PM) programs typically use broad consent. This approach
requires maintenance of the social license and public trust. The ultimate success of PM programs will
thus likely be contingent upon understanding public expectations about data sharing and establishing
appropriate governance structures. There is a lack of data on public attitudes towards PM in Asia.
Methods: The aim of the research was to measure the priorities and preferences of Singaporeans for
sharing health-related data for PM. We used adaptive choice-based conjoint analysis (ACBC) with
four attributes: uses, users, data sensitivity and consent. We recruited a representative sample of
n = 1000 respondents for an in-person household survey. Results: Of the 1000 respondents, 52%
were female and majority were in the age range of 40-59 years (40%), followed by 21-39 years (33%)
and 60 years and above (27%). A total of 64% were generally willing to share de-identified health
data for IRB-approved research without re-consent for each study. Government agencies and public
institutions were the most trusted users of data. The importance of the four attributes on respondents’
willingness to share data were: users (39.5%), uses (28.5%), data sensitivity (19.5%), consent (12.6%).
Most respondents found it acceptable for government agencies and hospitals to use de-identified data
for health research with broad consent. Our sample was consistent with official government data
on the target population with 52% being female and majority in the age range of 40-59 years (40%),
followed by 21-39 years (33%) and 60 years and above (27%). Conclusions: While a significant body
of prior research focuses on preferences for consent, our conjoint analysis found consent was the least
important attribute for sharing data. Our findings suggest the social license for PM data sharing in
Singapore currently supports linking health and genomic data, sharing with public institutions for
health research and quality improvement; but does not support sharing with private health insurers
or for private commercial use.

Keywords: Precision medicine; bioethics; trust; data sharing; survey; Singapore

1. Introduction

Precision medicine (PM) broadly aims to provide more tailored care to patients based
on genomic data analytics combined with other clinical, environmental and behavioral
information [1,2]. The United States [3], United Kingdom [4], China [5] and several
other countries are investing in PM programs with the goal to improve population health
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outcomes. PM programs typically seek broad consent from participants to store and share
data with healthcare professionals and researchers at publicly funded institutions, as well
as potentially with private enterprise and commercial partners. This model removes the
need to obtain informed consent from participants each time the data are accessed for a
specific purpose. However, it also relies on maintaining a social license for the program
to operate without specific consent and with an implicit assumption that use of the data
meets community expectations [6]. The ultimate success of PM programs will thus likely
be contingent upon identifying public expectations about data sharing and management
and establishing appropriate governance structures.

International literature on public preferences and attitudes towards health data sharing
identifies numerous issues influencing the willingness of people to participate in PM, in
particular privacy, risk minimization, data security, control, transparency, accountability,
trust and the social value of the research [7]. The prior research suggests that, when
given the option, people would prefer to have greater control over their health data [8-14].
However, other studies indicate that people may be willing to accept less control over
their health data in exchange for public benefits [15]. In real life, decision-making requires
trade-offs between competing values, and decision-based experiments have shown that
respondents give greater weight to the potential benefits of health data sharing than the
possible risk of privacy-related harms [16-18]. While in other research that considered trade-
offs, participants gave priority to non-consensual uses of data provided that adequate
privacy protections were in place and public benefits arising from the research were
evident [19].

The existing empirical literature on public attitudes to genomics has been conducted
primarily in Europe, North America and Australia, with a few studies done in Asia. The
under-representation of Asian perspectives is problematic because it cannot be assumed
that people everywhere perceive the issues and prioritize values in the same way. Some
studies suggest that low participation rates of Asian minority populations in biobanks are
due to cultural views about the sacredness of blood [20] and fear of discrimination [21]. As
the parameters of any social license are likely to be culturally sensitive and context-specific,
it is important to ensure diverse perspectives are included in the attitudinal research around
genomics [22].

We report results of a nationally representative survey using adaptive choice-based
conjoint analysis to measure the priorities and preferences that Singaporeans hold in
relation to sharing health-related data for PM. Singapore is an ethnically diverse, city-island
state in Southeast Asia with a high-income economy, robust health system, and national
IT infrastructure for data storage and sharing [23,24]. In 2020, the Singapore government
launched its ten-year National Precision Medicine (NPM) program [25]. Prior empirical
studies have indicated that Singaporeans may be willing to participate in PM without
the need for specific consent conditional upon robust data security systems, trustworthy
governance, and public benefits [26,27]. However, it is unclear which attributes of data
sharing are most important to Singaporeans. Understanding the relative importance of
different data sharing arrangements will be crucial in establishing governance structures
that reflect local priorities and values. Thus, our specific aims were to measure the relative
value Singaporeans attribute to key data sharing arrangements, their willingness to share
de-identified health data with broad consent, and their trust in various institutions using
the data. We also aimed to determine what, if any, demographic features may influence
these attitudes.

2. Methods
2.1. Survey Respondents

We recruited a stratified random sample of n = 1000 respondents of Singapore citizens
and permanent residents for an in-person household survey. The data collection was
outsourced to professional surveyors with knowledge and experience in conducting in-
person household surveys in the multi-lingual and multi-ethnic context of Singapore
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(Projective Insights Consultants Pty Ltd, Singapore). The research team supervised the
senior surveyor who conducted regular audits for data quality assurance. Households
were identified from the Department of Statistics (DOS), Singapore Sampling Frame for
2019 [28] and randomly selected with stratified and quota sampling to ensure demographic
representation. Singapore’s resident population is majority Chinese with minority Malay
and Indian ethnic groups. To ensure adequate representation of the minority groups, Malay
and Indian households were over-sampled by 3.0 and 7.5 percentage points, respectively,
based on the DOS Sampling Frame (Supplementary Table S1). One respondent was
chosen from the selected household and screened according to the eligibility criteria (i.e.,
population quota breakdown by age, sex and race) with household members deciding who
would respond to the survey if more than one was eligible. Anyone from market research,
public relations, the media, and pharmaceutical, medical or healthcare industry was also
excluded to reduce bias. In the event that no household members were eligible or consented
to the survey, or no one answered the door after three attempts, a replacement housing
unit was sought to the right of the selected household (see Supplementary Materials for
further details).

2.2. Survey Instrument

The survey was developed based on findings from focus groups conducted as part
of our mixed methods study [27,29] and an instrument designed for a conjoint analysis of
public preferences for health data sharing arrangements in the United States [17]. Conjoint
analysis estimates how people make complex decisions by balancing or making a trade-off
between competing factors [30] and can be used to quantify numerous metrics simulta-
neously by presenting a series of side-by-side comparisons of scenarios with different
attributes or features that respondents can choose from [31]. Different types of conjoint
analyses are available, but we selected an adaptive choice-based conjoint (ACBC) analysis
because it adapts and modifies the scenarios and options in response to input from the
survey respondent. This approach has greater accuracy as it removes redundant options
that the respondent will not select or does not choose as essential features of the preferred
data sharing arrangement, and it more closely resembles the way choices are made in
real-life than static survey questions.

The survey instrument was designed and administered using Lighthouse Studio from
Sawtooth Pty Ltd, Utah, USA. [32], which specializes in software for ACBC analysis. The
survey was divided into four sections: willingness to share data, trust in institutions,
trade-offs in data sharing arrangements, and demographics.

Willingness to share data: This section comprised nominal scale questions asking
about respondents’ willingness to share de-identified data under a model of broad consent
and their reasons.

Trust in institutions: This section comprised 6-point Likert-scale questions (6—'totally
trust’ to 1—'totally distrust’) asking respondents to rate how much they would trust a
list of thirteen institutions/organizations to use their data. Two organizations (Ministry
of Health and Facebook) were named specifically because these they have a high public
profile and we were interested in the public response to a recognized organization.

Trade-offs in data sharing arrangements: This section comprised: (i) preliminary
questions to adapt scenarios presented to each respondent, and then (ii) three different
scenarios (each with four attributes) were presented side-by-side repeatedly for the ACBC
analysis. We used the four attributes uses, users, data sensitivity and consent with the
following options:

e  Uses—the purposes respondents are willing to share data for.

i Health research;
ii.  Quality improvement;
iii. Commercial uses.

e  Users—with whom respondents are willing to share data.
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i. Government agencies;

ii.  Private insurers;

iii. Pharmaceutical/biotech companies;
iv.  Universities/research institutes;

v.  Hospitals.

e  Data sensitivity—the types of data respondents would be sharing.

i.  Identifiable genetic data and your medical history;

ii.  Identifiable genetic data without your medical history;

iii. De-identified genetic data and your de-identified medical history;
iv.  De-identified genetic data without your medical history.

e  Consent—the degree of control over the data.

i.  Consent for every study;
ii.  One time consent only for all studies;
iii. Consent for some specific studies.

Demographics: This section asked for standard demographic information to evaluate
the representativeness of the sample in terms of age, gender and ethnicity, to test for rela-
tionships between these characteristics and survey responses, as well as level of education,
household type and income, religious identity, and respondents self-assessed health status.

The instrument was pilot tested with 20 respondents before being launched and
refined to minimize the duration and respondent fatigue. Prior to starting the survey,
the interviewers showed respondents a short 2-3 min video demonstrating the concept
of PM [33] and flash cards with definitions of key terms (see Supplementary Materials).
For ethnic Chinese and Malay households, the survey and supporting information was
translated into Mandarin and Malay for respondents who preferred to respond in their
mother tongue. Interviews took an average of seven minutes and respondents were given a
SGD 10 (~USD 7.50) shopping voucher as a token of appreciation for completing the survey.
The research team supervised the lead survey administrator who conducted regular audits
to verify data quality.

2.3. Data Analysis

Confidence intervals for the institutional trust scores were computed based on ¢ statis-
tics. Additionally, we considered Spearman’s rank correlation coefficients between scores
of any pair of institutions. The ACBC responses were analyzed in Lighthouse Studio [32]
using hierarchical Bayes with weighting of respondents to account for the over-sampling
of Malay and Indian households according to the Singapore government demographic
statistics (i.e., 76.0% Chinese, 15.0% Indian, 7.5% Malay and 1.5% Others) [34]. Conjoint
analysis estimates a numerical score, called utility, for each scenario. A scenario with a
higher utility is more likely to be preferred over one with a lower utility. Additionally,
ACBC estimates a utility threshold above which most respondents are willing to share
their data. Specifically, the analysis estimates part-worth utilities for each level of each
attribute. The total utility of a scenario then derives from these part-worth utilities. Im-
portance, which is a score of how influential an attribute is for the respondents’ choices,
is derived from the part-worth utilities. In addition to performing ACBC analysis on all
responses, we ran separate analyses on various demographic subgroups. Below, we discuss
choice simulations that use the method “randomized first choice” and were based on the
ACBC results.

2.4. Ethics Oversight

The National University of Singapore Institutional Review Board granted an exemp-
tion from ethical review (S-20-145E). All participants gave their verbal consent and received
an information sheet explaining the aims, benefits and risks of the study.
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3. Results

Twenty-one interviewers surveyed the final sample size of n = 1000 once they had
disbursed all the shopping vouchers. Fifty-five (55) surveys were partially completed and
excluded from the analysis. The number of completed surveys over the number of those
started (1055) resulted in a high compliance rate of 95%, which was likely bolstered by the
relatively short duration of the survey (average 7 min), the reputation of the authorization
institution, and the shopping voucher. Interviewers did not systematically record the
number of households approached from the sampling frame and the number that had an
ineligible household member to complete the survey. Based on estimates for these numbers,
the response rate was between 32% and 43% (Supplementary Table S2).

3.1. Population Demographics and Willingness to Share Data

Table 1 summarizes demographic and socio-economic characteristics, and Figure 1
summarizes the reasons on willingness to share data. The demographics and socio-
economic variables generally reflect the characteristics of the resident population of Singa-
pore (i.e., citizens and permanent residents) between the ages 21 years and 85 notwithstand-
ing the over-sampling of Malays and Indians. Per Figure 1, slightly less than two-thirds
(64%) were willing to share de-identified health data with institutions for IRB-approved
research without consent for each study. Among those, 67% selected the option “potential
benefits of health research are greater than the potential risks’, and 19% chose ‘it would be
too troublesome to consent to every study’ as one of their reasons. Of the 36% who were un-
willing to share data without giving consent for each study, 60% chose the option ‘to have
control at all times’, and 35% opted for ‘don’t trust the research processes and protections’.

Table 1. Respondent characteristics (sample size n = 1000).

Characteristic No. of Respondents
Age bracket
21-29 149
30-39 188
40-49 199
50-59 195
60-69 162
70-79 91
>80 16
Gender
Female 519
Male 481
Ethnicity
Chinese 635
Malay 178
Indian 177
Others 10
Religion
Buddhism 274
Christianity 155
Hinduism 111
Islam 219
Sikhism 41
Taoism 20
No religion 174

Others 6




J. Pers. Med. 2021, 11, 921 6 of 15

Table 1. Cont.

Characteristic No. of Respondents
Self-rated health
Poor 11
Fair 110
Good 471
Very good 320
Excellent 88
Monthly household income, SGD
No income 78
<2999 216
3000-5999 195
6000-9999 156
10,000-14,999 80
>15,000 30
No response 245
Housing Type
1-room flat 30
2-room flat 53
3-room flat 264
4-room flat 374
5-room flat 211
Condominium 33
Landed property 35
Educational level
No formal education 40
Primary 139
Secondary /Post-secondary 291
A-Level/Polytechnic 166
Tertiary education 364

Reasons for willingness to share de-identified
data include:

430 (67%) reported that the potential
benefits of health research are greater
than the potential risks.

348 (55%) reported that they trust the
research processes and protections.

o
Reasons for unwillingness to share Unwilling, - 123 (19%) reported that it would be too
de-identified data include: 361 (36%) troublesome to consent to every single

researc h project.
215 (60%) reported that they want to pros

have control at all times even if this

Willing,

639 (64%) 10 (2%) reported other reasons.
means being asked for consent many

times.
125 (35%) reported that they don’t
trust the research processes and

protections.

86 (24%) reported that there are
potentially more risks than benefits.

12 (3%) reported other reasons.

Figure 1. Willingness to share de-identified data for Institutional Review Board approved health research without needing
consent for each study.
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3.2. Trust in Institutions

In Figure 2, respondents indicated higher levels of trust in public institutions, es-
pecially in the Singapore government, than the private sector. Supplementary Table S3
contains Spearman’s correlation coefficients between trust scores. Scores among public
institutions were either moderately or strongly correlated (correlation ranging from 0.44
to 0.93). Conversely, correlations between public and private institutions were weaker,
ranging from 0.11 to 0.47, except for a correlation of 0.53 between pharmacies and pharma-
ceutical companies. Overseas universities had weak to moderate correlation with public
institutions, but a higher correlation with private entities such as Facebook (R = 0.50),
private insurers (R = 0.77), pharmaceutical companies (R = 0.77), and private genetic testing
companies (R = 0.79).

Ministry of Health R

Hospitals H 4

Government agencies

+

Medisave under Central Provident Fund Board
Universities/Research institutes

Singaporean medical societies

T

Pharmaceutical/Biotechnology companies HH

Private genetic testing companies H-

Pharmacies 7 4

Private insurers B

Overseas universities -

Privat
IT companies 2.4 : .
Facebook - 2 g

Figure 2. Mean trust scores for institutions using de-identified health data for Institutional Review Board approved research.
A score of 6 represents “trust totally” and 1 represents “distrust totally”. The whiskers indicate 95% confidence intervals.

3.3. Trade-Offs in Data Sharing Arrangements

As per ACBC results shown in Figure 3, the users attribute was the most influential
deciding factor in their choice to share data. The uses attribute was the second most
influential, while data sensitivity, and then consent were the least influential. The part-
worth utilities for the users reflect their trust scores, with the highest utility for government
agencies. Relatedly for the attribute uses of the data, respondents were least willing to
share data for commercial purposes. Respondents were more willing to share data in
scenarios which included medical history in “data sensitivity” than those that did not.

The Part-worth utilities of the attribute levels and their importance from the ACBC
analysis. A higher utility corresponds with increased willingness to share data. The width
of the boxes corresponds with 95% confidence intervals.

The part-worth utilities and the acceptance threshold derived from ACBC can be
summarized via simulation of what proportion of respondents would deem a specific
scenario acceptable. Supplementary Table S4 contains simulation results with 95% confi-
dence intervals indicating statistical significance. They reveal that most respondents found
it acceptable to share de-identified data for government agencies and hospitals for the
purpose of health research irrespective of the consent model (ranging between 76 and 88%
for government and 71 and 85% for hospitals depending on consent type and data sensitiv-
ity). This level of acceptance was significantly greater than universities/research institutes
(48-66%), pharma/biotech companies (31-49%) and insurers (14-27%). Acceptability for
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all users was also significantly less when sharing data for quality improvement than health
research (62-76% for government; 52-74% for hospitals; 33-51% for universities/research
institutes; 20-35% for pharma/biotech; and 9-18% for insurers). Commercial/private
uses were widely held as unacceptable for all users with responses ranging from 62% for
government to 98% for insurers. Respondents did not distinguish greatly between consent
for every study versus some studies, but one-time consent was significantly less acceptable
across all scenarios.

Attribute

Uses

Users
Importance 39.5%
(Cl: 39.0% — 40.0%

Consent
Importance 12.6%
(Cl: 12.2% — 13.0%)

Data sensitivity
Importance 19.5%

(Cl: 18.9% — 20.1%)

Level
Health research
Quality improvement
Private commercial use
Government agencies
Private insurers
Pharmaceutical / Biotechnology companies
Universities / Research institutes | |
Hospitals
Consent for every study |
Consent one-time only for all studies "]
Consent for some specific studies .
nic m
ntifi -
10
Part-worth utilities

Figure 3. Part-worth utilities of the attribute levels and their importance from the ACBC analysis. A higher utility

corresponds with increased willingness to share data. The width of the boxes corresponds with 95% confidence intervals.

Finally, we conducted subgroup analyses. Supplementary Figures 51-S8 suggest
that certain demographic variables may be associated with preferences for certain levels
of attributes over others. However, when we analyzed the choice-based simulations for
these subgroups with 95% confidence intervals, many of the apparent differences were
statistically insignificant. As shown in Supplementary Table S5, we found statistically
significant differences between 21 and 39 years and 60 and above year age groups with
younger respondents being more likely to share de-identified data for the purpose of
health research when the users were universities, pharma/biotech companies and pri-
vate insurers. Higher income earners (>SGD 10 k/month) were statistically more likely
to share de-identified data for health research with universities/research institutes and
pharma/biotech companies than the lowest income bracket (<SGD 2999 k/month), and
tertiary educated respondents were also more likely to share with these users than those
with nil to secondary school education. Of note, no statistically significant differences were
found between religious groups, ethnicity or gender in any of the scenarios we tested.

4. Discussion

This survey measured public attitudes in Singapore towards the sharing of health-
related data. Specifically, it measured the relative value of key data sharing arrangements
for Singaporeans, their levels of trust in public versus private institutions, and their will-
ingness to share de-identified data under models of broad consent.
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While a large body of prior research focuses on preferences for consent, our con-
joint analysis found that consent was the least important attribute for sharing data when
considered against the kind of users and uses of the data. This finding is important for
interpreting the prior literature on consent preferences for data sharing. Public attitudes
vary greatly on the need for consent [12,35], with some people expecting to consent for
each data use [9], some willing to provide one time (broad) consent [36-38] and some
happy for data to be used without consent [19,39]: two thirds of the participants in our
study indicated that they were willing to share de-identified health data with institutions
for IRB-approved research without specific consent. It is tempting to attribute the apparent
differences between the relative weight given to consent in this study compared with others
in Northern America and Europe to cultural norms in Asia that are assumed to place less
emphasis on individual liberty and consent. However, such assumptions are contestable
and not well-supported empirically. The differences with prior studies may instead reflect
underlying normative assumptions that focus research questions too narrowly on binary
preferences and inadvertently over-emphasize the importance of consent, especially when
other (potentially more important) considerations are taken into account.

A recent systematic literature review reported that, when given the choice, individuals
often want more control and prefer specific consent [8]. However, consent models that
prioritize autonomy and individual control over data use, for example specific and dynamic
consent, are expensive and resource intensive—for both the data holders and the data
subjects [40,41]. Our findings suggest that the users and uses of the data will likely influence
public trust and willingness to share data more than either the sensitivity of the data or the
consent procedures. Prior research has also consistently demonstrated the importance of
public benefits for acceptability of data-linkage research [19,42,43]. Thus, it is perhaps more
important to ensure data users and uses are transparent, and that governance processes and
access control align with the priorities of the population rather than persisting with complex
and costly consent procedures that do not feature prominently in peoples” concerns.

International studies have found that the types of data being linked was an important
factor in publics” willingness to share data with the type of data being linked roughly
twice as important as who the researchers are [44], and that participants preferred less
data linkages [45]. However, our study found that data sensitivity (or type of data being
linked) was of less importance (19.5%) than either the users (39.5%) or the uses (28.5%),
and participants preferred data sharing arrangements that linked genome data with their
electronic medical history. This result is interesting because linking genomic data with
medical history increases the amount of data shared, thereby increasing the potential for
re-identification and the potential magnitude of harm due to a data breach. However, it
may simply be that Singaporeans are cognizant of the greater research value derived from
linking medical history data with genomic data than the value derived from the use of
unlinked data sets.

This finding may have also have arisen because the short video respondents viewed
prior to the survey explained the concept of linking genome data with electronic medicals
records and the purposes for which they may be shared. However, rather than being a
concern for bias, it may demonstrate how clear and comprehensibly presented information
can positively impact people’s understanding of complex scientific concepts and process,
as has been demonstrated elsewhere [19,26]. Moreover, prior studies that have found a
preference for linking less data, and that data sensitivity/type was an important attribute,
compared with linking different types of health data to cross-sectorial related data (e.g.,
health data linked with education, employment or shopping records) [44,45] to find that
respondents objected to this type of cross-sectorial data linkage. Whereas our study only
looked at preferences for linking different types of health data (genome sequencing and
medical histories). Thus, these results do not necessarily conflict.

Prior research has shown general public reluctance to share data with commercial
companies [8,9,46], primarily due to concerns about exploitation/profiteering [39,47] and
a lack of familiarity [48,49] with intended uses of the data by commercial companies.
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However, there is limited research that differentiates between different commercial entities
with an interest in health data. Research in Great Britain found participants in workshops
objected to all access to health data by insurance companies because it was seen to be
detrimental to individual interests, as well as societal interests, as it works against the
principle of a public health service [48]. Our findings demonstrate that Singaporeans were
significantly less willing to share data with private insurance than with pharmaceutical
companies. This finding is consistent with prior qualitative studies in Singapore that have
reported an openness to sharing with pharmaceutical companies for research that can
generate public benefit, but not private insurers [27]. It is also consistent with the relative
trust of users in our survey, which measured significantly lower levels for private insurers.

Trust relies on motivations and competence [50,51]. Prior research suggests sectors
with the highest trust for data sharing are healthcare professionals, health services and
public sector researchers, whereas government agencies are less or not trusted, and com-
mercial entities are trusted less [44,52,53]. However, in our study, the organizations with
the highest trust and utility were government agencies and, in particular, the Ministry of
Health in Singapore. A recent study in the Republic of Korea also found a strong prefer-
ence for PM research to be carried out by government agencies [54] suggesting that East
and Southeast Asian ‘developmental states’ [55] may exhibit higher trust in governments,
including with respect to data research, than countries in Europe and North America.
Singapore, in general, has relatively high levels of trust in government [56,57] and prior
qualitative research in Singapore has also reported high trust in government agencies to
manage and use PM data [27]. Furthermore, it is possible that Singapore’s management of
the SARS-CoV-2 pandemic, widely recognized as effective and competent [58,59], boosted
Singaporeans’ trust in government at the time when our survey was conducted; indeed,
according to the Elderman Trust Barometer survey [60], 2020 saw exceptionally high levels
of trust in governments globally. Thus, our findings appear to be consistent with this trend.

While these survey results could be motivated by a variety of considerations, they are
in line with a normative framework that prioritizes data governance in the public interest
rather than promoting individual control over data or maximally restricting sensitive data.
Such a framework has over the past decade been applied to biobanking governance [61-64],
and its principles are directly applicable to data governance as well [65]. On this model,
the primary purpose of data governance is to ensure data are used responsibly and in ways
that are aligned with the priorities and interests of a given society. Individual consent for
particular studies is less crucial when other aspects of governance are well-maintained, and
data sensitivity is less concerning when data are being used by trustworthy institutions.
Public institutions like government agencies or publicly funded universities are in turn
generally considered to be more trustworthy than private enterprise because they are
constituted for the public benefit, rather than benefits of shareholders or owners.

Finally, the subgroup analysis revealed statistically significant differences between the
lowest and highest age brackets, income earners and education levels with some of the user
and use attributes under various consent arrangements. However, it is difficult to interpret
the practical significance of these differences or ascertain the reasons why without further
inquiry. For example, although the tertiary educated and higher income earners were
statistically more likely to share data with private insurers, it does not mean they actually
would, given that the overall willingness of this sub-group was strikingly less than other
users. Furthermore, even if they were willing to do so, the reasons why education and
income might influence someone’s decision to share data with private insurers is unclear:
it may be that people with tertiary education and/or higher incomes are more likely to
purchase private insurance and are thus more familiar with insurance providers and see
their value in the wider healthcare system.

Of greater interest is the lack of statistically significant differences across the demo-
graphic groups, particularly with gender, ethnicity and religion. Even where differences
were statistically significant, the relative importance of the various attributes was much
larger than the differences between groups, indicating an unexpected homogeneity in
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attitudes across the population. The finding may be surprising given the ethnic and cul-
tural diversity of Singapore and policymakers may be reassured in developing public
communications strategies that are more homogenous than if significant associations were
measured between these demographic variables and acceptable data sharing arrangements.

Readers should note the inherent limitations of quantitative surveys when interpreting
these findings. As with any survey instrument, ours was designed to measure the breadth
of a large representative sample population responding to a limited set of options and,
although the ACBC design can more confidently indicate choices that are closer to the way
people make decisions in real life, such an instrument cannot also investigate or capture the
justifications for those choices. Therefore, further research that can go into greater depth
to understand how Singaporeans prioritize certain data sharing arrangements and why
particular groups might preference one attribute over another (or not) is needed.

Surveys are also exposed to self-selection bias whereby people who were more sup-
portive of science in general may be more likely to choose to respond to this survey [66],
which asked about a hypothetical program of scientific research. To mitigate this bias, we
excluded households with potential conflicting professional and financial interests in PM
and conducting pilot testing to ensure the survey duration was not so onerous that only
highly motivated respondents would complete the survey. However, we did not question
why eligible household members refused consent and members of the household were able
to decide who responded to the survey, whereby the most interested individual may have
self-selected. However, given the context of the global coronavirus pandemic and the social
distancing requirements in place in Singapore at the time of data collection, we believe
personal risk thresholds for interacting with strangers may have had a greater impact on
individuals’ decision to participate, than pro-science selection biases.

Our estimated response rate was reasonably high (32—43%) and we had a high com-
pletion rate, which does not indicate selection bias. Additionally, our results showing
willingness to participate in PM are broadly consistent with international survey find-
ings [67-69], suggesting that any potential self-selection bias did not unduly distort the
findings. In terms of any impact of self-selection bias on the practical application of the
research findings, we note that a successful PM or bio-banking program only requires
participation from a subset of the community and that is likely to be those who are more
pro-science. There are future research opportunities for comparing survey results of hypo-
thetical data sharing propositions with the recruitment rates of actual research programs
that share linked genome and health data, both from the general population and in clinical
settings with disease-specific populations.

5. Conclusions

In conclusion, the results from this study suggest that there is broad support in
Singapore for linking health and genomic datasets and sharing data with public institutions
for health research and quality improvement. At this stage, there is little support for sharing
data with private health insurers or for private commercial use. Willingness to share data
depends more on the users and the uses to which the data was put than the sensitivity or
the consent model. While a significant body of prior research focuses on preferences for
consent, our conjoint analysis found it was the least important attribute for sharing data.
Investing in expensive and resource intensive consent models, such as specific consent
or dynamic consent, may therefore have minimal impact on public acceptance of data
sharing in Singapore. There were surprisingly few differences between subgroups in this
study, suggesting reasonably homogenous attitudes towards data sharing within Singapore.
Government agencies and public institutions are the most trusted users of data. In order to
demonstrate trustworthiness and ensure ongoing support for data sharing in Singapore,
those responsible for governing data may wish to consider implementing processes that
ensures data are used for projects with public benefit and this is transparent.
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Supplementary Materials: The following are available online at https:/ /www.mdpi.com/article/
10.3390/jpm11090921 /51, Figure S1: Part-worth utilities of the attribute levels by gender from the
ACBC analysis. The width of the boxes corresponds with 95% confidence intervals, Figure S2:
Part-worth utilities of the attribute levels by ethnicity from the ACBC analysis. The width of the
boxes corresponds with 95% confidence intervals, Figure S3: Part-worth utilities of the attribute
levels by religion from the ACBC analysis. The width of the boxes corresponds with 95% confidence
intervals, Figure S4: Part-worth utilities of the attribute levels by age from the ACBC analysis. The
width of the boxes corresponds with 95% confidence intervals, Figure S5: Part-worth utilities of the
attribute levels by education from the ACBC analysis. The width of the boxes corresponds with 95%
confidence intervals, Figure S6: Part-worth utilities of the attribute levels by self-reported health from
the ACBC analysis. The width of the boxes corresponds with 95% confidence intervals, Figure S7:
Part-worth utilities of the attribute levels by housing type from the ACBC analysis. The width of
the boxes corresponds with 95% confidence intervals, Figure S8: Part-worth utilities of the attribute
levels by income from the ACBC analysis. The width of the boxes corresponds with 95% confidence
intervals, Table S1: Sampling frame provided by Department of Statistics Singapore (2019) for sample
size N = 1000 by age, gender, and ethnicity, with oversampling of Malay and Indian respondents.
Table S2: Calculation of response rate based on American Association for Public Opinion Research
(AAPOR) standards. ! Table S3: Spearman’s correlations between level of trust in institutions. Strong,
moderate and weak correlations are defined as >0.50, 0.30-0.49 and 0.20-0.29, respectively. Table
S4: Summary of results from simulations of what proportion of respondents would deem a specific
scenario acceptable. The scenarios that were found to be acceptable by <49.9% of the respondents are
shaded in grey. The simulations were weighted for ethnicity according to Singapore’s demographics
(i.e. 76.0% Chinese, 15.0% Indian, 7.5% Malay and 1.5% Others). Table S5: Summary of results from
simulations of what proportion of respondents would deem a specific scenario acceptable, by gender,
ethnicity, religion, age, education, self-reported health, housing type, income, and interviewer’s
gender. Table S6: Further details on the survey recruitment process.

Author Contributions: T.L. (survey design, data analysis and interpretation, manuscript drafting);
A.B. (survey design, literature review, manuscript drafting); H.J.T. (corresponding author, data
analysis and interpretation, created tables and figures, editing the manuscript); A.L. (survey design,
study recruitment, interviewer training, data collection and interpretation; manuscript review); S.0.
(data interpretation, manuscript review and editing); O.S. (data interpretation, manuscript review
and editing); M.S. (survey design and testing, data interpretation, manuscript review); W.v.d.B.
(survey design and testing, data analysis and interpretation, manuscript review); V.X. (survey design
and testing, data interpretation, manuscript review and editing) and E.S.T. (study design, data
interpretation, manuscript review). All authors have read and agreed to the published version of
the manuscript.

Funding: This research is supported by the Ministry of Education, Singapore, under its Social
Science Research Council Thematic Grant (MOE2017-SSRTG-028), the National Research Foundation
Singapore and the Singapore Ministry of Health’s National Medical Research Council. None of the
funders played any role in the planning and development of the research, the collection or analysis
of data, or reporting of the results.

Institutional Review Board Statement: The National University of Singapore Institutional Review
Board approved this study (S-20-145E). All participants gave their verbal consent and received an
information sheet explaining the aims, benefits and risks of the study.

Informed Consent Statement: Not applicable.

Data Availability Statement: The datasets generated and/or analyzed during the current study will
be uploaded into NUScholarBank for public access at the completion of the study, which ends in
October 2021.

Acknowledgments: We thank Patrick Tan from Precision Health Research, Singapore and the
SingHealth Duke-NUS Institute of PRecISion Medicine (PRISM) and Mingshi Koh for their insights
on the National Precision Medicine strategy and data sharing in Singapore.

Conflicts of Interest: E.S.T. is Director of the Centre for Precision Health at the National University
Hospital System, which has received grants from the National Medical Research Council and the
National Institutes of Health to conduct studies that involve analysis and sharing of de-identified


https://www.mdpi.com/article/10.3390/jpm11090921/s1
https://www.mdpi.com/article/10.3390/jpm11090921/s1

J. Pers. Med. 2021, 11, 921 13 of 15

genetic data. E.S.T. is also the co-chair of the Precision Health Research, Singapore (appointed by
the Ministry of Health) with specific responsibility for the Public and Community Trust Workgroup.
Owen Schaefer is a member of that Workgroup. The authors declare no other conflict of interest.

References

1.  Chowkwanyun, M.; Bayer, R.; Galea, S. “Precision” Public Health—Between Novelty and Hype. N. Engl. ]. Med. 2018, 379,
1398-1400. [CrossRef] [PubMed]

2. Aron, D.C. Precision medicine in an imprecise and complex world: Magic bullets, hype, and the fuzzy line between health and
disease. J. Eval. Clin. Pract. 2020, 26, 1534-1538. [CrossRef] [PubMed]

3. What Is the Precision Medicine Initiative? Available online: https://ghrnlm.nih.gov/primer/precisionmedicine/initiative
(accessed on 7 June 2021).

4.  The Lancet. Personalised medicine in the UK. Lancet 2018, 391, el. [CrossRef]

5. Cyranoski, D. China embraces precision medicine on a massive scale. Nature 2016, 529, 9-10. [CrossRef] [PubMed]

6. Allen, J.; Adams, C.; Flack, F. The role of data custodians in establishing and maintaining social licence for health research.
Bioethics 2019, 33, 502-510. [CrossRef] [PubMed]

7. Kalkman, S.; van Delden, J.; Banerjee, A.; Tyl, B.; Mostert, M.; van Thiel, G. Patients” and public views and attitudes towards the
sharing of health data for research: A narrative review of the empirical evidence. J. Med. Ethics 2019, 105651. [CrossRef]

8.  Garrison, N.A.; Sathe, N.A.; Antommaria, A.H.; Holm, I.A.; Sanderson, S.C.; Smith, M.E.; McPheeters, M.L.; Clayton, EW. A
systematic literature review of individuals’ perspectives on broad consent and data sharing in the United States. Genet. Med.
2016, 18, 663—671. [CrossRef]

9.  Vidgen, M.E,; Kaladharan, S.; Malacova, E.; Hurst, C.; Waddell, N. Sharing genomic data from clinical testing with researchers:
Public survey of expectations of clinical genomic data management in Queensland, Australia. BMC Med. Ethics 2020, 21, 119.
[CrossRef]

10. Ludman, E.J.; Fullerton, S.M.; Spangler, L.; Trinidad, S.B.; Fujii, M.M.; Jarvik, G.P; Larson, E.B.; Burke, W. Glad You Asked:
Participants” Opinions of Re-Consent for DbGap Data Submission. J. Empir. Res. Hum. Res. Ethics 2010, 5, 9-16. [CrossRef]

11.  Shah, N.; Coathup, V.; Teare, H.; Forgie, I.; Giordano, G.N.; Hansen, T.H.; Groeneveld, L.; Hudson, M.; Pearson, E.; Ruetten,
H.; et al. Sharing data for future research—engaging participants’ views about data governance beyond the original project: A
DIRECT Study. Genet. Med. 2019, 21, 1131-1138. [CrossRef]

12.  Willison, D.J.; Keshavijee, K.; Nair, K.; Goldsmith, C.; Holbrook, A.M. Patients’ consent preferences for research uses of information
in electronic medical records: Interview and survey data. BMJ 2003, 326, 373. [CrossRef]

13. Mathews, D.J.H.; Rabin, ].T.; Quain, K.; Campbell, E.; Collyar, D.; Hlubocky, EJ.; Isakoff, S.; Peppercorn, J. Secondary Use of
Patient Tissue in Cancer Biobanks. Oncologist 2019, 24, 1577-1583. [CrossRef]

14. Nair, K,; Willison, D.; Holbrook, A.; Keshavijee, K. Patients’ consent preferences regarding the use of their health information for
research purposes: A qualitative study. J. Health Serv. Res. Policy 2004, 9, 22-27. [CrossRef]

15. Taylor, M.].; Taylor, N. Health research access to personal confidential data in England and Wales: Assessing any gap in public
attitude between preferable and acceptable models of consent. Life Sci. Soc. Policy 2014, 10, 15. [CrossRef]

16. Pullman, D.; Etchegary, H.; Gallagher, K.; Hodgkinson, K.; Keough, M.; Morgan, D. Street C: Personal privacy, public benefits,
and biobanks: A conjoint analysis of policy priorities and public perceptions. Genet. Med. 2012, 14, 229-235. [CrossRef]

17.  Grande, D.; Mitra, N.; Shah, A.; Wan, E; Asch, D.A. Public preferences about secondary uses of electronic health information.
JAMA Intern. Med. 2013, 17, 1798-1806. [CrossRef]

18. Patil, S.; Lu, H.; Saunders, C.L.; Potoglou, D.; Robinson, N. Public preferences for electronic health data storage, access, and
sharing—Evidence from a pan-European survey. J. Am. Med. Inform. Assoc. 2016, 23, 1096-1106. [CrossRef] [PubMed]

19. Xafis, V. The acceptability of conducting data linkage research without obtaining consent: Lay people’s views and justifications.
BMC Med. Ethics 2015, 16, 79. [CrossRef] [PubMed]

20. Dang, ].H.T,; Rodriguez, EM.; Luque, J.S.; Erwin, D.O.; Meade, C.D.; Chen, M.S,, Jr. Engaging diverse populations about
biospecimen donation for cancer research. J. Community Genet. 2014, 5, 313-327. [CrossRef] [PubMed]

21. Wong, M.L,; Chia, K.S.; Yam, WM.; Teodoro, G.R.; Lau, K.W. Willingness to donate blood samples for genetic research: A survey
from a community in Singapore. Clin. Genet. 2004, 65, 45-51. [CrossRef]

22. Hate, K; Meherally, S.; Shah More, N.; Jayaraman, A.; Bull, S.; Parker, M.; Osrin, D. Sweat, Skepticism, and Uncharted Territory:
A Qualitative Study of Opinions on Data Sharing Among Public Health Researchers and Research Participants in Mumbai, India.
J. Empir. Res. Hum. Res. Ethics 2015, 10, 239-250. [CrossRef] [PubMed]

23. Population and Population Structure. Available online: https://www.singstat.gov.sg/find-data/search-by-theme/population/
population-and-population-structure/latest-data (accessed on 18 May 2021).

24. Health and Biomedical Sciences. Available online: https://www.nrf.gov.sg/rie2020/health-and-biomedical-sciences (accessed
on 7 June 2021).

25. Precision Health Research, Singapore. Available online: https:/ /www.npm.sg/ (accessed on 18 May 2021).

26. Bylstra, Y.; Lysaght, T.; Thrivikraman, J.; Watson, S.; Tan, P. Ethical frameworks for obtaining informed consent in tumour

profiling: An evidence-based case for Singapore. Hum. Genomics 2017, 11, 31. [CrossRef]


http://doi.org/10.1056/NEJMp1806634
http://www.ncbi.nlm.nih.gov/pubmed/30184442
http://doi.org/10.1111/jep.13306
http://www.ncbi.nlm.nih.gov/pubmed/31863633
https://ghr.nlm.nih.gov/primer/precisionmedicine/initiative
http://doi.org/10.1016/S0140-6736(17)33261-0
http://doi.org/10.1038/529009a
http://www.ncbi.nlm.nih.gov/pubmed/26738574
http://doi.org/10.1111/bioe.12549
http://www.ncbi.nlm.nih.gov/pubmed/30657596
http://doi.org/10.1136/medethics-2019-105651
http://doi.org/10.1038/gim.2015.138
http://doi.org/10.1186/s12910-020-00563-6
http://doi.org/10.1525/jer.2010.5.3.9
http://doi.org/10.1038/s41436-018-0299-7
http://doi.org/10.1136/bmj.326.7385.373
http://doi.org/10.1634/theoncologist.2018-0376
http://doi.org/10.1258/135581904322716076
http://doi.org/10.1186/s40504-014-0015-6
http://doi.org/10.1038/gim.0b013e31822e578f
http://doi.org/10.1001/jamainternmed.2013.9166
http://doi.org/10.1093/jamia/ocw012
http://www.ncbi.nlm.nih.gov/pubmed/27107445
http://doi.org/10.1186/s12910-015-0070-4
http://www.ncbi.nlm.nih.gov/pubmed/26577591
http://doi.org/10.1007/s12687-014-0186-0
http://www.ncbi.nlm.nih.gov/pubmed/24664489
http://doi.org/10.1111/j..2004.00192.x
http://doi.org/10.1177/1556264615592383
http://www.ncbi.nlm.nih.gov/pubmed/26297746
https://www.singstat.gov.sg/find-data/search-by-theme/population/population-and-population-structure/latest-data
https://www.singstat.gov.sg/find-data/search-by-theme/population/population-and-population-structure/latest-data
https://www.nrf.gov.sg/rie2020/health-and-biomedical-sciences
https://www.npm.sg/
http://doi.org/10.1186/s40246-017-0127-1

J. Pers. Med. 2021, 11, 921 14 of 15

27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.

42.

43.

44.

45.

46.

47.

48.

49.

50.

51.

Lysaght, T.; Ballantyne, A.; Xafis, V.; Ong, S.; Schaefer, O.G.; Ling, J.; Tai, E.S. “Who is watching the watchdog?”: Ethical
perspectives of sharing health-related data for precision medicine in Singapore. BMC Med. Ethics 2020, 21, 1-11. [CrossRef]
Sample Design and Selection Service for Household Surveys. Available online: https:/ /www.singstat.gov.sg/our-services-and-
tools/sampling-service-for-household-surveys (accessed on 18 May 2021).

Ong, S.; Ling, J.; Ballantyne, A.; Lysaght, T.; Xafis, V. Perceptions of ‘Precision” and ‘Personalised” Medicine in Singapore and
Associated Ethical Issues. Asian Bioeth. Rev. 2021, 13, 179-194. [CrossRef]

Bridges, J.E.P.; Hauber, A.B.; Marshall, D.; Lloyd, A.; Prosser, L.A.; Regier, D.A.; Johnson, ER.; Mauskopf, ]. Conjoint Analysis
Applications in Health—A Checklist: A Report of the ISPOR Good Research Practices for Conjoint Analysis Task Force. Value
Health 2011, 14, 403-413. [CrossRef]

Almario, C.V,; Keller, M.S.; Chen, M.; Lasch, K; Ursos, L.; Shklovskaya, J.; Melmed, G.Y.; Spiegel, B.M.R. Optimizing Selection
of Biologics in Inflammatory Bowel Disease: Development of an Online Patient Decision Aid Using Conjoint Analysis. Am. .
Gastroenterol. 2018, 113, 58-71. [CrossRef]

The Adaptive Choice-Based Conjoint (ACBC) Technical Paper. Available online: https://sawtoothsoftware.com/resources/
technical-papers/acbc-technical-paper (accessed on 7 June 2021).

Trustworthy Governance for Sharing Health-Related Data. Available online: https://medicine.nus.edu.sg/cbme/research/
trustworthy-governance-for-sharing-health-related-data/ (accessed on 7 June 2021).

What Are the Racial Proportions among Singapore Citizens? Available online: https://www.gov.sg/article/what-are-the-racial-
proportions-among-singapore-citizens (accessed on 18 May 2021).

Trinidad, S.B.; Fullerton, S.M.; Bares, ].M.; Jarvik, G.P,; Larson, E.B.; Burke, W. Informed Consent in Genome-Scale Research:
What Do Prospective Participants Think? AJOB Prim. Res. 2012, 3, 3-11. [CrossRef] [PubMed]

Sanderson, S.C.; Brothers, K.B.; Mercaldo, N.D.; Clayton, E.W.; Antommaria, A.H.M.; Aufox, S.A.; Brilliant, M.H.; Campos, D.;
Carrell, D.S.; Connolly, J.; et al. Public Attitudes toward Consent and Data Sharing in Biobank Research: A Large Multi-site
Experimental Survey in the US. Am. |. Hum. Genet. 2017, 100, 414-427. [CrossRef] [PubMed]

Platt, J.; Bollinger, J.; Dvoskin, R.; Kardia, S.L.; Kaufman, D. Public preferences regarding informed consent models for participa-
tion in population-based genomic research. Genet. Med. 2014, 16, 11-18. [CrossRef]

Simon, C.M.; L'Heureux, J.; Murray, ].C.; Winokur, P.; Weiner, G.; Newbury, E.; Shinkunas, L.; Zimmerman, B. Active choice
but not too active: Public perspectives on biobank consent models. Genet. Med. Off. J. Am. Coll. Med. Genet. 2011, 13, 821-831.
[CrossRef] [PubMed]

Hill, EM,; Turner, E.L.; Martin, R M.; Donovan, J.L. “Let’s get the best quality research we can”: Public awareness and acceptance
of consent to use existing data in health research: A systematic review and qualitative study. BMC Med. Res. Methodol. 2013, 13,
72. [CrossRef] [PubMed]

Department of Health and Human Services. NIH Genomic Data Sharing Policy. 2014. Available online: https://grants.nih.gov/
grants/guide/notice-files/not-od-14-124.html (accessed on 15 September 2021).

Kaye, J. The tension between data sharing and the protection of privacy in genomics research. Annu. Rev. Genomics Hum. Genet.
2012, 13, 415-431. [CrossRef]

Tully, M.P.; Bozentko, K.; Clement, S.; Hunn, A.; Hassan, L.; Norris, R.; Oswald, M.; Peek, N. Investigating the Extent to Which
Patients Should Control Access to Patient Records for Research: A Deliberative Process Using Citizens’ Juries. |. Med. Internet Res.
2018, 20, 112. [CrossRef]

Public Attitudes to Data Sharing in Northern Ireland: Findings from the 2015 Northern Ireland Life and Times survey. Available
online: https://www.ark.ac.uk/pdfs/Researchreports/Data_Sharing Report.pdf (accessed on 18 May 2021).

Tully, M.P,; Bernsten, C.; Aitken, M.; Vass, C. Public preferences regarding data linkage for research: A discrete choice experiment
comparing Scotland and Sweden. BMC Med. Inform. Decis. Mak. 2020, 20, 109. [CrossRef] [PubMed]

Aitken, M.; McAteer, G.; Davidson, S.; Frostick, C.; Cunningham-Burley, S. Public Preferences regarding Data Linkage for Health
Research: A Discrete Choice Experiment. Int. J. Popul. Data Sci. 2018, 3, 429. [CrossRef]

Dialogue on Data: Exploring the Public’s Views on Using Administrative Data for Research Purposes. Available online:
https:/ /www.ipsos.com/ipsos-mori/en-uk/dialogue-data-census-report (accessed on 18 May 2021).

Willison, D.J.; Steeves, V.; Charles, C.; Schwartz, L.; Ranford, J.; Agarwal, G.; Cheng, J.; Thabane, L. Consent for use of personal
information for health research: Do people with potentially stigmatizing health conditions and the general public differ in their
opinions? BMC Med. Ethics 2009, 10, 10. [CrossRef] [PubMed]

The One-Way Mirror: Public Attitudes to Commercial access to Health Data. Available online: https://wellcome.figshare.com/
ndownloader/files /9778657 (accessed on 18 May 2021).

Big Data: Public Views on Private Sector Data for Social Research. Available online: https://esrc.ukri.org/files/public-
engagement/public-dialogues/public-dialogues-on-the-re-use-of-private-sector-data-for-social-research-report/ (accessed on
18 May 2021).

Stockdale, ]J.; Cassell, J.; Ford, E. “Giving something back”: A systematic review and ethical enquiry into public views on the use
of patient data for research in the United Kingdom and the Republic of Ireland. Wellcome Open Res. 2019, 3, 6. [CrossRef]
Organisation for Economic Co-operation and Development (OECD). Trust and Public Policy; OECD Publishing: Paris, France,
2017.


http://doi.org/10.1186/s12910-020-00561-8
https://www.singstat.gov.sg/our-services-and-tools/sampling-service-for-household-surveys
https://www.singstat.gov.sg/our-services-and-tools/sampling-service-for-household-surveys
http://doi.org/10.1007/s41649-021-00165-3
http://doi.org/10.1016/j.jval.2010.11.013
http://doi.org/10.1038/ajg.2017.470
https://sawtoothsoftware.com/resources/technical-papers/acbc-technical-paper
https://sawtoothsoftware.com/resources/technical-papers/acbc-technical-paper
https://medicine.nus.edu.sg/cbme/research/trustworthy-governance-for-sharing-health-related-data/
https://medicine.nus.edu.sg/cbme/research/trustworthy-governance-for-sharing-health-related-data/
https://www.gov.sg/article/what-are-the-racial-proportions-among-singapore-citizens
https://www.gov.sg/article/what-are-the-racial-proportions-among-singapore-citizens
http://doi.org/10.1080/21507716.2012.662575
http://www.ncbi.nlm.nih.gov/pubmed/23493836
http://doi.org/10.1016/j.ajhg.2017.01.021
http://www.ncbi.nlm.nih.gov/pubmed/28190457
http://doi.org/10.1038/gim.2013.59
http://doi.org/10.1097/GIM.0b013e31821d2f88
http://www.ncbi.nlm.nih.gov/pubmed/21555942
http://doi.org/10.1186/1471-2288-13-72
http://www.ncbi.nlm.nih.gov/pubmed/23734773
https://grants.nih.gov/grants/guide/notice-files/not-od-14-124.html
https://grants.nih.gov/grants/guide/notice-files/not-od-14-124.html
http://doi.org/10.1146/annurev-genom-082410-101454
http://doi.org/10.2196/jmir.7763
https://www.ark.ac.uk/pdfs/Researchreports/Data_Sharing_Report.pdf
http://doi.org/10.1186/s12911-020-01139-5
http://www.ncbi.nlm.nih.gov/pubmed/32546147
http://doi.org/10.23889/ijpds.v3i1.429
https://www.ipsos.com/ipsos-mori/en-uk/dialogue-data-census-report
http://doi.org/10.1186/1472-6939-10-10
http://www.ncbi.nlm.nih.gov/pubmed/19630941
https://wellcome.figshare.com/ndownloader/files/9778657
https://wellcome.figshare.com/ndownloader/files/9778657
https://esrc.ukri.org/files/public-engagement/public-dialogues/public-dialogues-on-the-re-use-of-private-sector-data-for-social-research-report/
https://esrc.ukri.org/files/public-engagement/public-dialogues/public-dialogues-on-the-re-use-of-private-sector-data-for-social-research-report/
http://doi.org/10.12688/wellcomeopenres.13531.2

J. Pers. Med. 2021, 11, 921 15 of 15

52.

53.

54.

55.

56.
57.

58.
59.

60.

61.

62.

63.

64.

65.

66.

67.

68.

69.

Ford, E.; Stockdale, ].; Jackson, R.; Cassell, J. For the greater good? Patient and public attitudes to use of medical free text data in
research. In International Journal of Population Data Science, Proceedings of the International Population Data Linkage Network (IPDLN)
Conference, Swansea, Wales, UK, 24-26 August 2016; PiSUI: Swansea, Wales, UK, 2017; Volume 229, pp. 2399-4908.

Kaufman, D.]J.; Murphy-Bollinger, J.; Scott, J.; Hudson, K.L. Public opinion about the importance of privacy in biobank research.
Am. ]. Hum. Genet. 2009, 85, 643-654. [CrossRef]

Kim, H.; Kim, H.R.; Kim, S.; Kim, E.; Kim, S.Y.; Park, H.Y. Public Attitudes Toward Precision Medicine: A Nationwide Survey on
Developing a National Cohort Program for Citizen Participation in the Republic of Korea. Front. Genet. 2020, 11, 283. [CrossRef]
[PubMed]

Chu, Y.-W. (Ed.) The Asian Developmental State: Ideas and Debates. In The Asian Developmental State: Reexaminations and New
Departures; Palgrave Macmillan: New York, NY, USA, 2016; pp. 1-25.

Liow, E.D. The Neoliberal-Developmental State: Singapore as Case Study. Crit. Sociol. 2012, 38, 241-264. [CrossRef]

Wong, C.M.L.; Jensen, O. The paradox of trust: Perceived risk and public compliance during the COVID-19 pandemic in
Singapore. J. Risk Res. 2020, 23, 1021-1030. [CrossRef]

Woo, J.J. Policy capacity and Singapore’s response to the COVID-19 pandemic. Policy Soc. 2020, 39, 345-362. [CrossRef]
Kuguyo, O.; Kengne, A.P.; Dandara, C. Singapore COVID-19 Pandemic Response as a Successful Model Framework for Low-
Resource Health Care Settings in Africa? OMICS 2020, 24, 470-478. [CrossRef] [PubMed]

Edelman Trust Barometer Spring Update: Trust and the Covid-19 Pandemic. Available online: https://www.edelman.com/
research/trust-2020-spring-update (accessed on 18 May 2021).

Prainsack, B.; Buyx, A. A Solidarity-Based Approach to the Governance of Research Biobanks. Med. Law Rev. 2013, 21, 71-91.
[CrossRef]

Laurie, G. Reflexive governance in biobanking: On the value of policy led approaches and the need to recognise the limits of law.
Hum. Genet. 2011, 130, 347. [CrossRef]

Capps, B.]J. Defining Variables of Access to UK Biobank: The Public Interest and the Public Good. Law Innov. Technol. 2013, 5,
113-139. [CrossRef]

Simm, K. The concepts of common good and public interest: From Plato to biobanking. Camb. Q. Healthc. Ethics 2011, 20, 554-562.
[CrossRef]

Ballantyne, A.; Schaefer, G.O. Public interest in health data research: Laying out the conceptual groundwork. J. Med. Ethics 2020,
46, 610-616. [CrossRef]

Lavrakas, PJ. Encyclopedia of Survey Research Methods, 1st ed.; SAGE Publications: Thousand Oaks, CA, USA, 2008.

Cooke Bailey, ].N.; Crawford, D.C.; Goldenberg, A.; Slaven, A.; Pencak, J.; Schachere, M.; Bush, W.; Sedor, ].; O’ Toole, J. Willingness
to participate in a national precision medicine cohort: Attitudes of chronic kidney disease patients at a Cleveland public hospital.
J. Pers. Med. 2018, 8, 21. [CrossRef] [PubMed]

Middleton, A.; Milne, R.; Almarri, M.A.; Answer, S.; Atutornu, J.; Baranova, E.E.; Baven, P.; Cerezo, M.; Cong, Y.; Critchley, C.;
et al. Global Public Perceptions of Genomic Data Sharing: What Shapes the Willingness to Donate DNA and Health Data? Am. J.
Hum. Genet. 2020, 107, 743-752. [CrossRef] [PubMed]

Porteri, C.; Pasqualetti, P.; Togni, E.; Parker, M. Public’s attitudes on participation in a biobank for research: An Italian survey.
BMC Med. Ethics 2014, 15, 81. [CrossRef] [PubMed]


http://doi.org/10.1016/j.ajhg.2009.10.002
http://doi.org/10.3389/fgene.2020.00283
http://www.ncbi.nlm.nih.gov/pubmed/32477396
http://doi.org/10.1177/0896920511419900
http://doi.org/10.1080/13669877.2020.1756386
http://doi.org/10.1080/14494035.2020.1783789
http://doi.org/10.1089/omi.2020.0077
http://www.ncbi.nlm.nih.gov/pubmed/32552397
https://www.edelman.com/research/trust-2020-spring-update
https://www.edelman.com/research/trust-2020-spring-update
http://doi.org/10.1093/medlaw/fws040
http://doi.org/10.1007/s00439-011-1066-x
http://doi.org/10.5235/17579961.5.1.113
http://doi.org/10.1017/S0963180111000296
http://doi.org/10.1136/medethics-2020-106152
http://doi.org/10.3390/jpm8030021
http://www.ncbi.nlm.nih.gov/pubmed/29949895
http://doi.org/10.1016/j.ajhg.2020.08.023
http://www.ncbi.nlm.nih.gov/pubmed/32946764
http://doi.org/10.1186/1472-6939-15-81
http://www.ncbi.nlm.nih.gov/pubmed/25425352

	Introduction 
	Methods 
	Survey Respondents 
	Survey Instrument 
	Data Analysis 
	Ethics Oversight 

	Results 
	Population Demographics and Willingness to Share Data 
	Trust in Institutions 
	Trade-Offs in Data Sharing Arrangements 

	Discussion 
	Conclusions 
	References

