Letter: Genetic databases and donor anonymity

Sir,

We read with interest the opinion piece from Guido Pennings on “Genetic databases and the
future of donor anonymity” (Pennings 2019). He raises a number of points which merit a
response.

Pennings suggests that “good matches guaranteeing a close genetic relationship are at the
moment relatively rare” in direct-to-consumer (DTC) DNA databases but “that might change
in the future”. However, the future is already here. When we first warned about the end of
donor anonymity in 2016 (Harper, Kennett, and Reisel 2016) around three million people had
taken a DTC DNA test. The market has grown exponentially in the last three years, and the
four largest companies have now tested nearly 30 million people. AncestryDNA reported in
May 2019 that they had a database of over 15 million completed samples (Ancestry
Corporate 2019). 23andMe has tested over 10 million people (23andMe 2019). MyHeritage
has a database of 2.5 million people, while FamilyTreeDNA has over two million users
(Regalado 2019). The number of people who have taken a DNA test is expected to grow to
100 million by 2021 (Khan and Mittelman 2018). Although the initial growth of the market
took place in the US, DNA testing is becoming increasingly popular throughout the English-
speaking world. MyHeritage DNA has a website in many different European languages and is
penetrating the market in non-English-speaking countries. MyHeritage’s role as a presenting
partner of the 2019 Eurovision Song Contest is likely to lead to a further expansion in Europe
(MyHeritage 2018).

Pennings suggests that the evidence for the harm of late or inadvertent disclosure is “weak or
non-existent”. It is true that very few studies have been able to address this complex issue in a
satisfactory way. The only longitudinal study, conducted by Susan Golombok’s team at
Cambridge, found that families who had disclosed donor conception to their children in the
preschool years generally showed more positive outcomes (llioi et al. 2017). However, it is
also well-known that there is a significant gap between disclosure intention and actual
disclosure (Readings et al. 2011). This suggests that the longer parents wait to disclose, the
harder they find it, which stands to reason because the child’s default impression of aligned
social and biological parentage would have been misconstrued. Although there are important
differences between gamete donation and adoption, the overwhelming empirical conclusion
from decades of family research on adoption similarly suggests that openness from the start is
most beneficial for the child (Golombok 2017).

However, it is easier to make the case for the real potential harm caused by inadvertent
disclosure. The risk of inadvertent disclosure was previously thought to be mostly related to
the fact that parents often tell other family members about their donor conception, whilst
keeping this information from their child (Jadva et al. 2009). Pennings suggests that knowing
the risk of inadvertent disclosure has so far not caused parents to disclose. This is
undoubtedly correct, but that is exactly our point: with the co-spread of DTC DNA testing
and the ease of finding people through social media, this is already changing.

As a result of the growth of the consumer DNA databases, unknown parentage searches are
becoming easier to resolve, as is evidenced by the stories reported on a daily basis in the



DNA Detectives Facebook group (www.facebook.com/groups/DNADetectives) which now
has over 100,000 members. In a 2017 survey of adoptees who were using DNA to find their
biological parents it was reported that 66.5% of respondents had identified a match with a
half second cousin or closer (Bettinger 2017). Second cousins are the “sweet spot” where
identification is generally a straightforward task (Moore 2016). In a survey conducted by the
Facebook group We Are Donor Conceived 55% of respondents reported that they had
identified their donor, and 72% had identified donor siblings (We Are Donor Conceived
2019).

With the growing DNA databases many people are now discovering their donor origins as a
result of DNA testing. In the We Are Donor Conceived survey 37% of respondents had
discovered they were donor conceived after taking a commercial DNA test (We Are Donor
Conceived 2019). As a result of all the unexpected DNA discoveries, two of the main
consumer genetics companies now offer special training to their customer service
representatives so that they can deal with these emotional situations (Brown 2018). A number
of informal support groups have sprung up on Facebook to help people come to terms with
their unexpected results (Zhang 2018). Private Facebook groups have also been set up for the
offspring of individual donors with the largest such group consisting of 189 offspring from a
single donor (Zhang 2019).

Pennings discusses anonymity from the point of view of the donors and the recipient parents,
but fails to consider the rights of the donor-conceived individuals who were not a party to the
contract of anonymity. The harms experienced by individuals who were denied access to their
genetic origins, and hence half of their ancestry and medical history, also need to be taken
into account. It is now widely recognised that the rights of the child trump the rights of the
adult (Hallich 2017) and that individuals have a natural right to not to be deceived as well as
a prima facie right to know their genetic heritage (Ravitsky 2017). The possibility of
discovering an unexpected biological heritage is a consequence of not having been given
accurate information about their biological parentage, in other words having been deceived
about a central feature of their identity.

We agree that searches for donor parents, donor siblings and donor offspring are likely to
disrupt lives, and there is a great need to conduct searches sensitively and with respect for the
other parties affected. But Pennings states that these types of searches “violate the rights of
recipients and donors”. We do not agree. Care must be taken to respect the feelings of the
individuals who were conceived as a result of donor conception, many of whom have been
offended by the suggestion that their use of ancestry databases shows a “lack of gratitude” to
the donors (Lewis 2019). It will always be a difficult balancing act. The right to knowledge
does not equate to the right to contact and the right to a relationship (Lacopo 2019). The
etiquette for these difficult scenarios is still evolving, but we believe that any arrangement
should safeguard the rights of donor-conceived individuals and that their rights to know key
information about their biological origin outweigh any parental rights to privacy.
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