
 

Public motivated to participate in genetic
research when offered their own results
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Figure 1. Influence of return of results on the willingness to donate data by
country of residence. Credit: DOI: 10.1016/j.gim.2022.01.002
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New research has suggested that some public audiences around the world
are motivated to take part in genetic research if they receive their results
back, but this is not the only motivating factor for many.

The study, from Wellcome Connecting Science and collaborators, found
that there is substantial variation in how much receiving individual
results motivates an individual to donate their DNA or health data to
scientific studies. Researchers found this varies depending on what
country participants live in. For example, participants based in the U.S.
were found to be some of the most influenced by receiving results back
in return for donation, but for those in the UK this wasn't the main
motivating factor.

The paper, published today (3 February 2022) in Genetics in Medicine,
used responses collected from the "Your DNA, Your Say" global project
that has gathered public attitudes towards genomic data sharing from
more than 36,000 individuals across 22 low, middle and high income
countries, gathered in 15 languages.

Researchers suggest that the design of future genetic studies should take
into consideration an individual's preference on receiving their analysis
back and what motivates research participants to engage in the first
place.

Historically, much genetic research has often been done without the
intention or capacity to feed back any level of findings to the
participants taking part in the research. However, over the last 10 years
there has been a particular push, driven by research based in the U.S., to
share individual research results.

This shift in research delivery, to a more consumer driven interaction, is
often seen in policy that guides global research. Until now, the
motivations of global public audiences outside of the U.S. have been
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missing from debate around the return of results. It has often been
assumed that public audiences around the world would be equally
motivated to participate in research if they are able to receive something
directly in return.

This study shows that the ability to receive personal results, in exchange
for participation, influences public audiences from Russia and the U.S.
the most, whereas respondents from the 20 other countries including
Spain, Japan and China were less likely to be motivated by this. People
in the UK were some of the least likely to say that they would be
motivated to take part in genetic research because personal results or
data could be returned to them.

There is a large amount of international variation in the reasons why
people donate their health data, with the ability to receive results back,
being only one factor. This should be taken in account when planning
research, along with the participant's preferences in how the results
could be returned.

"The Your DNA Your Say project gives us a chance to gather opinions
about genetic data donation from people all over the world so that we
can understand the views of those who aren't already represented in this
space. Having responses from people in 22 different countries means
that we can get a sense of what genetic research means to people who
might take part around the world. Our results demonstrate that not
everyone is motivated by receiving something back from their
contribution in the short term, but by the possibility of long-term
benefits to their communities," says Dr. Richard Milne, first author and
Head of Research and Dialogue at Wellcome Connecting Science.

"Donating your health data or DNA is an extremely personal act and
people are motivated to do this for all sorts of different reasons. Whilst
delivering excellence in science should be a given—and receiving results
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might be enough for some research participants—our research has
shown that there are other gestures that genetic researchers can do that
may also have value in encouraging public audiences to donate. These
could, for example, include commitments that scientists can make to co-
design research directly with public audiences or deliver research
outputs tailor-made to specific community groups—tasks that speak
more to the altruistic needs of public audiences," says Professor Anna
Middleton, senior author and Associate Director for Engagement and
Society in Wellcome Connecting Science.

  More information: Richard Milne et al, Return of genomic results
does not motivate intent to participate in research for all: Perspectives
across 22 countries, Genetics in Medicine (2022). DOI:
10.1016/j.gim.2022.01.002
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