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As genomic data become more widely available and used in healthcare, familiarity with genomics
or genetics is likely to be important in shaping how people engage with the collection and use of
their data in research and care.
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Why does familiarity matter, and what is it?

As genomic medicine projects and services expand, the availability of genomic and
genetic data across populations is vital to developing knowledge about genetics and its
relation to health and disease, and to informing diagnosis and treatment. As genomic
data become more widely available and more widely used in healthcare, familiarity with
genomics or genetics in some form is likely to be important in shaping how people
engage with the collection and use of these data in research and care. In this brief, we

concentrate on the role of familiarity in shaping public attitudes towards genomics.

By familiarity, we mean the extent to which genomics or related terms (such as DNA and

genetics) mean something to people. For example, familiarity could be gained through
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personal experience, professional practice, or through awareness derived from popular
culture or the media rather than (or in addition to) knowledge and expertise. Here it is
important to distinguish familiarity from technical knowledge about genomics. It can often
be assumed that increased knowledge leads to greater uptake, and that consequently, it
would be good to encourage the wider public to know more about genetics and
genomics. By using “familiarity,” we make two points. The first is that the link between
knowledge and attitudes has not been consistently shown empirically. Indeed, the nature
of the relationship between knowledge and public attitudes has been a persistent
question in efforts to understand how members of the public relate to science more
broadly. This is further complicated by the range of contexts in which people may
encounter genomics and the challenge of consistently measuring knowledge. Second, if
the goal is to encourage people to engage meaningfully with the implications of
genomics for their lives and those of their families, detailed knowledge of the technical
content of genomics might neither be sufficient, nor indeed necessary, to enable
engagement with, and inform decisions about, participation in genomics research and

healthcare.

What do we know about familiarity?

The Your DNA, Your Say (YDYS) study is the largest international study of attitudes

towards the collection of genetic and health data. It collected survey responses from
37,000 people across 22 countries. The survey asked people whether they were familiar
with DNA, genetics, and genomics. Such familiarity could be a result of popular culture,
media, or education. Alternatively, familiarity may come from personal experience with
genetics. This might come from being a patient or parent of a patient with a genetic
condition, being a participant in research, having a family history of disease, or working

as a genetic health professional or genetic scientist.


https://www.ga4gh.org/product/your-dna-your-say-participant-values-survey/

The study found that most participants in most countries surveyed are not familiar with
the concepts of DNA, genetics, and genomics. While familiarity with these concepts
varies across the countries in the study, Italy and the USA were the only countries

studied where more people claimed to be familiar, rather than unfamiliar.

How does this impact genomics?

Across the 22 countries studied in YDYS, familiarity with genomics was consistently
associated with a willingness to donate DNA and medical information for research.
Respondents who reported being familiar with genetics through personal experience —
being a patient, having a family history of an inherited condition, or working in genetics —
were substantially more willing to donate genetic data. Conversely, a lack of familiarity

with genomics was found to relate to hesitancy about donating data.

Familiarity is clearly an important factor in shaping how people engage with genomic
data, and a detailed analysis of YDYS data from the UK, Australia, Canada, and the USA
suggests that increasing familiarity may result in those people who are currently unsure
about donation becoming willing to donate. However, this analysis also suggested that
increasing familiarity may not shift attitudes on donation, particularly given potential

concerns about privacy, potential discrimination, and the future use of data.

What can we do?

As a field, there is a need to focus on familiarising the public with genomics with the
purpose of genomic research and the importance of data sharing. This should not simply
involve communicating information about what genomics is and its benefits and risks, but
also why and how genomics is done and its potential applications. Here policy-makers
might usefully develop innovative engagement approaches to openly communicate
about genomics in ways that are familiar and meaningful to individuals and communities.

They might also openly acknowledge that like other health data, genomic data are
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sensitive, provide transparent information about how data are used, and demonstrate
how they manage the risks of data being misused. This includes meeting people where
they are, to invite public discussion and debate on the development of global genomics
research and data sharing, and how this is relevant to everyday life and the future of

healthcare.

Conclusion

Familiarity with genomics is important in shaping attitudes towards genomics and
genomic data. A focus on familiarity allows genomic medicine to be grounded in existing
knowledge and understandings that can help people consider its implications for them.
For some, this may make genomics less threatening or more accessible, while for others,
it may link it to wider concerns about the nature of healthcare or connect to guestions of

mistrust.
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