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Abstract

Objectives: Data-sharing policies are rapidly evolving toward increased data sharing. However, participants’ perspectives are not well
understood and could have an adverse impact on participation in research. We evaluated participants’ preferences for sharing specific types of
data with specific groups, and strategies to enhance trust in data-sharing practices.

Materials and Methods: In March 2023, we conducted a nationally representative online survey with 610 US adults and used logistic
regression models to assess sociodemographic differences in their willingness to share different types of data.

Results: Our findings highlight notable racial disparities in willingness to share research data with external entities, especially health policy and
public health organizations. Black participants were significantly less likely to share most health data with public health organizations, including
mental health (odds ratio [OR]: 0.543, 95% ClI, 0.323-0.895) and sexual health/fertility information (OR: 0.404, 95% Cl, 0.228-0.691), compared
to White participants. Moreover, 63% of participants expressed that their trust in researchers would improve if given control over the data
recipients.

Discussion: Participants exhibit reluctance to share specific types of personal research data, emphasizing strong preferences regarding external
data access. This highlights the need for a critical reassessment of current data-sharing policies to align with participant concerns.

Conclusion: It is imperative for data-sharing policies to integrate diverse patient viewpoints to mitigate risk of distrust and a potential
unintended consequence of lower participation among racial and ethnic minority participants in research.

Lay Summary

As data sharing for research becomes more common, much remains unknown about how people feel about it. This uncertainty can influence
whether they choose to participate in research studies. Our study explored the types of personal data people are willing to share, whom they
are comfortable sharing it with, and how trust in researchers can be strengthened. We surveyed 610 US adults in March 2023 and found that
racial differences influence the willingness to share sensitive data. Black participants were significantly less likely to share health data, notably
mental and sexual health information, with public health organizations compared to White participants. Most respondents (63%) said they
would trust researchers more if they had control over who accessed their data. These findings suggest that data-sharing policies need to better
consider diverse perspectives to prevent reduced participation in research, especially from racial and ethnic minoritized communities.
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Background and significance

Data-sharing policies are evolving in the current research
environment, presenting an opportunity for researchers to
establish data-sharing policies that prioritize transparency
and foster trust in research. Recent shifts, including increased
data-sharing requirements from funding agencies like the
National Institutes of Health (NIH) and mandates from

leading journals, now require that datasets be made available
in public repositories, with varying levels of accessibility."
Individuals who decide to participate in research often grant
broad consent for secondary uses and frequently do not have
a clear understanding of how their data might be used and by
whom in the future. This lack of clarity has the potential to
erode trust between researchers and participants who

Received: August 16, 2024; Revised: October 28, 2024; Editorial Decision: April 9, 2025; Accepted: April 10, 2025

© The Author(s) 2025. Published by Oxford University Press on behalf of the American Medical Informatics Association. This is an Open Access article
distributed under the terms of the Creative Commons Attribution-NonCommercial License (https://creativecommons.org/licenses/by-nc/4.0/), which permits
non-commercial re-use, distribution, and reproduction in any medium, provided the original work is properly cited. For commercial re-use, please contact
reprints@oup.com for reprints and translation rights for reprints. All other permissions can be obtained through our RightsLink service via the Permissions link
on the article page on our site—for further information please contact journals.permissions@oup.com.


https://orcid.org/0000-0003-0357-8249
https://orcid.org/0000-0002-6264-6320
https://orcid.org/0000-0002-1103-7525
https://orcid.org/0000-0002-4238-9902

perceive limited transparency and control over how their
research data is shared, especially when it involves more sen-
sitive data such as sexual health, mental health, and genomic
data.>* While there is a substantial body of literature explor-
ing public attitudes toward data sharing in research, particu-
larly regarding specific types of data (eg, genetic,
biospecimen*®) and the varying entities involved (eg, health-
technology companies, medical professionals, governmental
organizations, commercial entities),” '° there is a notable gap
in examining perspectives on data-sharing practices in the
current landscape, especially among racial and ethnic under-
represented communities.

Researchers’ data-sharing practices influence participants’
trust in researchers.>'’ Trust research is crucial to promote
diverse participation in research, and it is important that cur-
rent data-sharing practices do not contribute to participants’
hesitancy to participate in research. Previous studies support
that trust in researchers can increase among participants
when there are transparent efforts to inform participants
about the future intended use of their data.*'*~'* Data shar-
ing is important to promote transparency and reproducibility
in science, but it must be done in an inclusive manner that
incorporates the preferences of the diverse communities with
whom researchers work. Racial and ethnic minorities have
historically been and continue to be underrepresented in
research due to concerns surrounding exploitation, fears of
discrimination, and cultural and language barriers.!>">°
These experiences have contributed to a perception among
them that researchers are not transparent about potential
conflicts of interest with external industries.?'"** This distrust
can contribute to lower representation of racial and ethnic
minorities in health-related research,”® which limits the gen-
eralizability of research findings to these populations, creat-
ing cycles of inequity.

To ensure an inclusive research environment is established
and does not perpetuate the exclusion of underrepresented
communities or cause intervention-generated inequities,”* it
is necessary to explore research on the views of a diverse rep-
resentation of participants. Addressing concerns about shar-
ing sensitive data is essential to protecting participants’
autonomy and ensuring their priorities are reflected in data-
sharing policies, especially with the shift toward public repo-
sitories. This study aims to fill this gap by examining how
these changes in data-sharing policies affect participants’
trust, using a representative sample from the United States to
ensure that research practices are inclusive of diverse
populations.

Objective

In this study, we evaluated public data-sharing preferences
regarding the intersection of: (1) the type of research data
shared (eg, sexual health and fertility data, mental health
data, imaging data, etc.) and (2) with whom the data would
be shared with (eg, health policy institutions, public health
organizations, health-technology companies). Given the
importance of inclusiveness in data-sharing policies, our anal-
ysis focused on assessing sociodemographic differences in
data-sharing preferences. We also evaluated the impacts on
willingness to participate and trust in research if participants
could decide on the potential external recipients of their
research data.
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Materials and methods
Ethics statement

The Institutional Review Board at Columbia University
approved this study. Participants were administered an infor-
mation sheet about the study and provided informed consent
by checking a box on the online survey. Participants were able
to stop the survey at any time and withdraw participation.

Study design

A cross-sectional survey was administered in March 2023
using Prolific,”> an online survey sampling tool, to recruit a
sample balanced on age, gender, and race to match the US
census. Participants were verified Prolific users of the age 18
or older with English proficiency. The survey was first piloted
with 10 participants, and then administered to an additional
600. In total, 610 participants completed the survey with no
missing data.

Survey items

Survey questions were developed by team members with
experience in prior work evaluating the impact of trust on
data sharing,” a pediatrician, and medical ethicist. The survey
had 4 primary areas of focus: (1) types of research data par-
ticipants are willing to share with external recipients, (2)
types of research data participants want to be returned to
them, (3) the impact of returning data on willingness to par-
ticipate in research, and (4) changes in trust toward research-
ers when they can choose who their data is shared with.

First, participants selected the types of data they would
want to access after participating in a research study. The 7
different types of data presented for the questions included:
(1) biological, (2) genetic, (3) clinical, (4) mental health, (5)
sexual health and fertility, (6) imaging, and (7) consumer-
generated data. Each type of data presented was based on the
NIH guideline for types of data researchers should share in
data repositories.”® Examples for each type of data were pro-
vided for clarity. Additional information regarding the
descriptions for the types of data presented in the survey can
be found in the Supplementary Material. Next, participants
were asked to select whether their willingness to participate
in research would change if they could access the data
researchers collected about them.

Using lay terms, participants were then informed about the
possibility of research studies sharing their anonymous data
with outside groups for secondary uses. An example of secon-
dary uses was also provided: “An example of an outside
group includes health-technology companies who make
applications for health monitoring.” Then, participants had
the option to select the types of research data they would
share with different external recipients. The 5 types of exter-
nal recipients included: (1) doctors and nurses, (2) health
policy institutions, (3) public health foundations, (4) health-
technology companies, and (5) private foundations. Next,
participants were asked whether they wanted to have the
option to review, remove, or do nothing with their data
before sharing it with external recipients. Participants were
also asked whether trust or willingness to participate in
research would change if they could select which outside
groups had access to their data. Finally, participants
answered sociodemographic questions including age, gender,
race, ethnicity, socioeconomic information, and health
literacy.””
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Data collection

We created the survey using Qualtrics, a Health Insurance
Portability and Accountability Act (HIPAA) compliant survey
development tool provisioned by Columbia University. Pro-
lific recruited eligible individuals to participate, and upon
consenting to participate in the study, participants were
directed to a link with the Qualtrics survey. Participants were
able to review their answer choices before submitting the sur-
vey and compensated $15 per hour.

Statistical analysis

Descriptive statistics on sociodemographic variables and
closed-ended survey responses were generated for the overall
sample. Bivariate associations between survey responses and
self-reported race were assessed with Pearson’s Chi-squared
test or Fisher’s exact test. Native American or Alaska Native,
Native Hawaiian or Pacific Islander, Multirace, or partici-
pants who identify as a race not listed were combined into
“Another race” category due to the small number of partici-
pants in these race categories. Logistic regression models
were used to assess whether there were racial differences in
participants’ willingness to share different types of data with
health policy institutions and public health institutions. Age,
gender, education level, and health literacy status were
included in the models as control variables. All tests were
2-sided with a statistical significance level set at 0.05.

Qualitative analysis

A thematic analysis was conducted for the open-ended survey
responses on perspectives about what makes a researcher
trustworthy. Two members of the research team identified
relevant codes and themes for analysis. The interrater reliabil-
ity (IRR) was calculated using 10% of the double-coded qual-
itative responses to calculate Cohen’s kappa score. After
establishing the IRR, the remaining responses were independ-
ently coded and any discrepancies between coders were
resolved by reaching a consensus through discussion.

Results
Sample characteristics

Participant characteristics are summarized in Table 1. The
analytic sample included 610 participants with a mean of 46
years (x16; range 19-93). Among the sample, 50% were
female, 79% identified as White, and 7% identified as His-
panic/Latinx. Over half of participants completed a college
degree or higher, and 31% of participants reported financial
instability/not having enough resources to make ends meet.
The majority of participants (95%) had adequate health liter-
acy and 5% of participants had limited or marginal health lit-
eracy. The average time of completion for the survey was
13 minutes and 55 seconds.

Participant preferences for sharing data

Participants’ willingness to share research data differed based
on the type of data and which group it was shared with.
Regardless of research data type (eg, biological, genetic, clini-
cal, mental health, sexual health and fertility, imaging, and
consumer-generated data), participants were most willing to
share with their doctors and nurses (Table S1). For example,
77% of participants would share their mental health data with
doctors and nurses, compared to 40% with health-technology
companies and 28% with private foundations. Similarly, 88 %

of participants would share their imaging data with their
health-care team, compared to 54% with health policy institu-
tions and 49% with health-technology companies. There were
also significant differences by race, when choosing to share
with doctors and nurses. Fewer Black/African American partic-
ipants wanted to share with doctors and nurses their biological
(70%, P<.001), genetic (70%, P=.019), clinical symptom
(81%, P =.014), imaging (73%, P <.001), and mental health
data (59%, P <.001) compared to other racial groups.

Figure 1 presents data-sharing preferences with external
entities across different racial categories. Racial differences
were most prominent among data shared with health policy
institutions and public health organizations, compared to
health-technology companies and private foundations. For
example, a lower proportion of Black/African American par-
ticipants (33%), Asian participants (42%), and participants
who identified with another race (48 %) were willing to share
their imaging data with health policy institutions compared
to White participants (58%) (P <.001). Similarly, fewer
Black participants (59%), Asian participants (58%), and par-
ticipants who identified with another race (62%) were
inclined to share their clinical symptom data with health pol-
icy institutions compared to White participants (72%)
(P=.035). Similar trends were observed for willingness to
share with public health organizations. A smaller percentage
of Asian (11%) participants expressed willingness to share
sexual health data with health-technology companies com-
pared to Black participants (29%), White participants
(34%), and participants who identified with another race
(38%) (P =.020).

Figure 2 shows the adjusted odds ratio (ORs) and 95% CI
for willingness to share different data types with public health
institutions and health-technology companies by self-
reported race. When deciding to share research data with
public health organizations, Black participants were signifi-
cantly less likely to share most of the data types presented
(biological—OR: 0.562 [95% CI, 0.342-0.920]; clinical
symptom—OR: 0.455 [95% CI, 0.275-0.756]; mental
health—OR: 0.543 [95% CI, 0.323-0.895]; sexual health
and fertility data—OR: 0.404 [95% CI, 0.228-0.691]; and
imaging data—OR: 0.488 [95% CI, 0.258-0.714]; consumer-
generated data—OR: 0.432 [95% CI, 0.258-0.714]) com-
pared to White participants. Similarly, participants who iden-
tified as another racial group were significantly less likely to
share their sexual health or fertility data (OR: 0.534 [95%
CI, 0.284-0.971]), imaging data (OR: 0.466 [95% CI, 0.255-
0.832]), and consumer-generated data (OR: 0.493 [95% CI,
0.271-0.885]) with public health organizations compared to
White participants. Furthermore, Black/African American
participants were significantly less likely to share consumer-
generated data (OR: 0.539 [95% CI, 0.324-0.885]) and
imaging data (OR: 0.480 [95% CI, 0.285-0.794]) with
health-technology companies than their White counterparts.
Similar trends were noted for willingness to share with health
policy institutions, with all racial minority participants exhib-
iting lower likelihood of sharing different types of data than
White participants (Figure S1).

Participant preferences for types of data they want
returned to them

Participants indicated the types of research data they would
want returned to them after participating in a research
study (Figure 3). The majority of participants (93%)
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wanted researchers to return at least one of the indicated
data types, with the highest proportion of participants
selecting clinical symptom data (75%). Racial differences
were not found among the types of data participants pre-
ferred to receive.

Table 1. Self-identified demographic characteristics of the survey sample.

Demographic characteristic Overall (N=610)

Age (mean, SD) 46 (16)
Gender (1, %)
Female 303 (50%)
Male 293 (48%)
Nonbinary or gender diverse 14 (2%)
Race (n, %)
American Indian or Alaska Native 3(0.5%)
Asian 36 (5.9%)
Black/African American 78 (12.8%)
Native Hawaiian or Pacific Islander 1(0.2%)
White 475 (77.9%)
Multirace 1(1.8%)
Identifies as a race not listed 6 (1.0%)
Ethnicity
Hispanic or Latino origin 43 (7%)
Non-Hispanic or non-Latino origin 567 (93%)
Education (1, %)
High school graduate or less 6 (14%)
Some college or Bachelor’s 422 (69%)
Graduate degree 102 (17%)
Financial resources (12, %)
Not enough 192 (31%)
Enough 347 (57%)
More than enough 1(12%)
Health literacy® (1, %)
Adequate 582 (95%)
Limited/marginal 28 (5%)

3 Health literacy was measured using a standardized instrument.’
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Data sharing and impacts on participation and trust

Participants’ willingness to engage in research, and trust in
researchers is influenced by being able to choose who gets
access to their data (Figure 4). When asked if they could
select which external groups could access their data, 52% of
participants would increase their willingness to participate in
research, 44% of participants would have no change, and
4% would decrease their willingness. Moreover, when asked
about changes in trust if they could select which external
recipients, 63% of participants would increase their trust,
35% would not change their trust, and 2% would decrease
their trust toward researchers. Sixty percent of participants
reported increasing their willingness to participate in research
if their data were returned to them. Racial differences were
not found for changes in willingness to participate and
changes in trust.

Finally, 34% of participants wanted to review their data
before sharing, 37% wanted to be able to remove some of
their data, and 30% did not feel it was necessary to review or
remove their data before sharing with external groups. A sig-
nificantly greater proportion of Black/African American
(47%) and Asian (50%) participants were more likely to
want to remove their data from data repositories compared
to White (35%) and participants who identified with another
race (24%).

Qualitative results

Cohen’s kappa score was high (x=1.0), indicating strong
agreement between coders. Participants were asked to
describe what they believe makes a researcher trustworthy.
Table 2 shows the four core themes found from the
responses: (1) transparency (59.0%), (2) practices surround-
ing data management, sharing, and privacy (23.7%), (3)
institutional reputation (45.8%), (4) ethical oversight

Table 2. Open-ended responses regarding themes for the question: What do you believe makes a researcher trustworthy?

Emergent theme or category
(# of responses)

Description

Exemplary quote

Transparency (n=361)

interests

Data management, sharing,

and privacy (n=1435)

they chose

Institutional reputation (7=280)
research institutions

Ethical oversight (n=49)

around data security

Participants wanted transparency around the
purpose of the research study, any risks, and
clear information on potential conflict of

Participants want clear, easy-to-read informa-
tion about how their research data will be
used in the study, and who may have access
to the data (and for what purpose) after the “I..
study conclusion. Some participants wanted
the ability to remove all identifying data if

Participants stated that they trusted academic

Participants wanted assurance of IRB approval
of research studies, in addition to concerns

“Full disclosure of conflicts of interest, up front about
risks for participants”

“They are honest and tell you exactly what the data
will be used for. They don't make promises they
can't keep, and they respect your identity as a person.
They don't treat you like a means to an end.”

“Someone who will not take your data and use it for
advertisement purposes and are honest and upfront
on how they will use your data.”

.] Clearly outlined research guidelines including
protections for the researcher/the patient/the data,
clearly stated guidelines for who can access the data
and why, clear instructions on how and what control
I retain over my data over time (i.e, can [ withdraw it
from the research pool in the future?).”

“I think what makes a researcher trustworthy is who
they are doing it for and [the] institutions behind it.
If [the] government was involved I would be less
likely to trust it as opposed to an academic
researcher.”

“Having some type system to make sure they do not
take advantage of participants (IRB) and strong
security around data.”

Abbreviation: IRB, Institutional Review Board.
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Figure 1. Bar charts showing Sharing preferences for sharing specific types of data (sexual health and fertility, clinical symptom, imaging, and genetic

data) with external recipients by different racial groups.

(8.0%). There were a few missing responses or those that
could not be categorized (6.9%).

Discussion

Inclusion of research participants’ perspectives regarding
their preferences on external data sharing presents an oppor-
tunity for researchers to cultivate trust in data-sharing practi-
ces. Despite the evolution of data-sharing policies geared
toward increased data sharing,! there is limited data on par-
ticipants’ viewpoints regarding updated data-sharing policies.
Our findings demonstrate that the perceived sensitivity of the
type of data and the identity of the recipient significantly con-
tribute to participants’ willingness to share data. Across
diverse data categories, our results are consistent with hesi-
tancy among racial minority communities to share data with
external recipients, such as health policy institutions and pub-
lic health institutions. To enhance trust in research practices,
it is important to implement data-sharing approaches that
address participants’ concerns and promote initiatives that
provide participants with more control over the sharing of
their data. These efforts can be particularly beneficial in

establishing trust within underrepresented communities in
research.

Participants generally felt most comfortable sharing their
research data with health-care providers. However, we found
that Black participants showed less willingness to share cer-
tain data types, such as genetic and mental health data, with
their health-care providers. This reluctance may stem from
historical discrimination and abuse by health professionals
against the Black community.?®! In addition, ongoing dis-
crimination in health-care settings can contribute to fears
that researchers may exploit their genetic data**=° alongside
the stigmatization of mental health conditions.*® Previous
research has highlighted hesitancy in sharing genetic data
among Black communities due to fear of exploitation and
mistrust.””*0

Across all racial groups, participants are less willing to
share genetic data with external entities including health pol-
icy institutions, health-technology companies, and private
foundations, which is possibly due to the heightened concerns
regarding the uniqueness and traceability of genetic data,
impact on progeny, and the ambiguity of future uses.*'™**
These apprehensions are justified, as even with efforts to
ensure de-identification, genetic data can still be linked to
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Sharing with external recipients
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Figure 4. Changes in willingness to participate in research and trust toward researchers.

individuals due to its unique nature.*’ Furthermore, advance-
ments in technologies such as facial recognition have sparked
additional fears around the potential for reidentification
through facial images.*®

In addition, participants across all racial groups expressed
greater hesitancy in sharing sexual health and fertility data
compared to other data types. In particular, Black and Asian
participants reported the least comfort in sharing sexual
health and fertility data with nonhealth-care providers. This
finding aligns with current public perspectives given that
health-technology companies acquiring and collecting sexual
health and fertility data have been scrutinized for their pri-
vacy practices and commercialization of data.*”~*’ However,
we did not expect participants to share this hesitancy with
groups that are often perceived as serving the public good
(such as public health institutions and health policy institu-
tions). Increasing fears following the overturn of Roe v.
Wade could contribute to this broader reluctance, as infor-
mation about fertility or menstruation could expose individu-
als to penalties and legal consequences.’ 2

Black and Asian participants were also less comfortable
sharing imaging data with health policy institutions and pub-
lic health organizations compared to White participants. We
hypothesize that along with distrust, participants may per-
ceive imaging data to be more sensitive given that medical
images may capture inherently identifiable features. For
instance, with advances in artificial intelligence and facial rec-
ognition, it is more feasible to match images generated from
MRI scans to photographs of an individual.>®

To further investigate increased hesitancy to share with
organizations established for the public good, when control-
ling for age, gender, educational attainment, and health liter-
acy, we continued to find that Black/African Americans and
other racial minority participants were less likely to share
various types of data with public health organizations and
health policy institutions compared to health-technology
companies. Heightened distrust in governmental institutions
post-COVID could have contributed to a reluctance to share

with entities that are associated with the medical system and
the government.’**° In particular, racial and ethnic minor-
ities were significantly impacted by COVID-19 pandemic due
to disparities in medical treatment and systemic racism.’®~®

With increasing distrust in health policy institutions, it is
crucial to develop data-sharing practices that do not further
exacerbate distrust in research. Previous research has demon-
strated that returning participant data can serve as a method
to increase trust in researchers.”” Our findings align in that
most participants want access to their research data.®® This
adds to the importance of discovering methods of returning
data to participants in a manner that is comprehensible and
inclusive of health literacy and numeracy, allowing patients
to participate in research.

Previous research underscores the impact of data sharing
on research participation, highlighting a decrease in trust
when participants perceive a lack of transparency in the use
of their data when shared with others.> Therefore, we
assessed whether having the choice to select external recipi-
ents of their data would influence research participants’ trust
in researchers. We found that granting greater autonomy to
select external data recipients can influence trust in research
and participation. Black and Asian participants expressed a
desire for greater autonomy over their data, with a higher
proportion indicating a preference for the option to review or
remove some of their research data before sharing it with
external recipients. This discovery aligns with literature
emphasizing participants’ desire for more customization
when consenting to participate in a research study.®'"** Fur-
thermore, our findings of racial differences in the desire for
greater autonomy in data-sharing practices highlight an
opportunity for researchers to build trust through data shar-
ing with racial and ethnic minorities."” However, current
research practices, particularly those funded by the NIH, pro-
mote broad consent for secondary uses of data.’*~?*> Many
participants in studies lack a clear understanding of how their
data might be used in the future.®®~¢%



Our qualitative results highlighted that participants believe
transparency regarding future uses of their research data is a
critical attribute of a trusted researcher. Supporting our find-
ings, the Pew Research Center conducted a survey in 2022 on
trust in medical research, revealing that racial minorities were
more likely to believe that, despite existing strict de-
identification practices, researchers could escape consequen-
ces for data breaches resulting in public disclosure of identifi-
able data.®” Such findings make it imperative for researchers
to consider strategies to improve participants’ understanding
of data-sharing practices, with an emphasis on confidentiality
and the de-identification process of personal health data.”®
This will also help promote a trustful, transparent research
community, and not further perpetuate the exclusion of racial
and ethnic minorities from research studies. Therefore, data-
sharing practices must consider the priorities and concerns of
racial and ethnic minority communities to ensure current
practices are guided by diverse perspectives.

Our findings demonstrate the importance of researchers
moving toward a participant-centered approach that is inclu-
sive of participants’ concerns and priorities regarding how
they want their data to be shared with external entities.”®”"
The patient perspective on evolving data-sharing practices
requires further exploration, with an emphasis on obtaining a
better understanding of the concerns shared among racial
minorities and participants from diverse backgrounds (eg,
participants with low health literacy, low socioeconomic sta-
tus, etc.). Including these perspectives will help the research
community develop best practices for data-sharing policies
that are both patient-informed and trust-building, especially
with underrepresented communities.

Our work emphasizes the need to move beyond broad con-
sent by offering customizable options that allow individuals
to specify which data can be shared and with whom. How-
ever, achieving this level of customization requires a robust
informatics infrastructure to support individualized consent
mechanisms that warrant further exploration. By enhancing
transparency and control, such systems could help alleviate
fears of data misuse. Additionally, the informed consent
process must communicate data-sharing practices clearly and
accessibly to ensure participants are empowered and fully
informed about the benefits and risks of sharing their data.
This approach may bridge the trust gap through transpar-
ency, inclusivity, and participant autonomy.

Limitations

Limitations of this study include the use of the online survey
platform, Prolific in English. To use Prolific, respondents
must have a high degree of English proficiency, access to the
Internet, and familiarity with technology. These individuals
tend to have higher levels of health, graph, and subjective
numerical literacy. Additionally, they likely have a higher
trust in researchers, seeing as they are participating in
research. The Prolific survey is representative of the US popu-
lation based on census data. However, it is only representa-
tive of age, race, and sex and it is not representative of
ethnicity (Hispanic or Latinx). We also acknowledge the limi-
tations in the way we measured and presented results by race.
The NIH sets 5 categories for race (Asian, Black/African
American, Alaska Native, Native Hawaiian or Other Pacific
Islander, and White). Respondents to this survey were pro-
vided only with a summary of the current NIH Data
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Management and Sharing policy and were not fully informed
about specific data privacy and security measures for deiden-
tified or anonymized data. As a result, participants answered
the questions based on their own knowledge or assumptions.
In our data analysis, due to limitations with our sample size,
we collapsed them into 4 race categories (Asian, Black or
African American, Another race, and White). Due to the limi-
tations of using Prolific, further research efforts focusing on
sample populations with lower health and technology literacy
and different language skills should be carried out.
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