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Abstract. In the field of genetics, the proliferation of direct-to-consumer genetic testing tools is calling
into question the principle of gamete donor anonymity, still codified in many legislative frameworks. While
ethicists debate whose rights should be prioritized, many donor-conceived people and intended parents are
currently sharing their genetic information. Those who attempt to conceive with donor sperm or eggs face
many obstacles: they often experience the social stigma associated with infertility, and therefore choose not
to reveal the existence of a donor to their children. Sometimes it is the children, when they are informed that
they were conceived through gamete donation, who claim the right to know their genetic origins. Many states
still do not allow this possibility because the principle of anonymity is in force. In this scenario, it is neces-
sary to discuss the right to know one’s genetic origins and the need for legislation on heterologous fertiliza-
tion, since the lack of specific legislation makes discrimination and inequality more likely, for homosexual
as well as heterosexual intended parents. This article focuses on the importance of accessing information in
relation to identity formation, laying out the complexities and distinctive features that such dynamics entail
(www.actabiomedica.it).
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Introduction

Opver the last 40 years, scientific and technological
advances in medically-assisted procreation (MAP) have
made giant strides. In Italy, for instance, according to
the Report of the Minister of Health to Parliament on
law 19 February 2004 n. 40 (law 40), 14,162 children
were born through MAP techniques as of 2021. Among
these, 2289 were conceived through gamete donation
(1,2). Gamete donation, however, has raised the issue
of whether anonymity should be granted to male and

female donors.

Methods

The issue of donor anonymity in MAP proce-
dures has absolute relevance, in that it can affect the
rights, prospects and lives of gamete donors as well
as children, whose right to know about their genetic
origins has been reaflirmed by various rulings. Still, it
is of utmost importance to strike a balance between
such apparently conflicting rights, however diffi-
cult and delicate that may be from a legal and ethics
standpoint. The current availability of novel tools that
may disclose such information makes it even more
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essential to identify new legal and regulatory means
to reconcile the rights of all those involved. The au-
thors have drawn upon available research findings as
well as legal, judicial and regulatory sources in order
to identify the complexities and distinctive traits aris-
ing from such issues, which pose major ethics quan-
daries as well. Ultimately, excluding sources centered
on essentially clinical aspects, 34 sources were selected
for the purpose of this succinct analysis, through a
search in PubMed/Medline, Scopus, Embase, Web
of Science. Search strings included the keywords
“medically-assisted procreation (MAP)”, “legislation”,
“anonymity”, “direct-to-consumer genetic testing”,
“right to know one’s genetic origins”.

Overriding the principle of anonymity

In the 1980s and 90s, the principle of anonymity
was substantially established in the field of gamete do-
nation in MAP techniques. The fundamental goal was
to protect the private sphere of both donors, recipients
and donor-conceived children. However, anonymity in
MAP can extend to a wider and more diverse set of
elements: in fact, non-identifying elements may also
not be disclosed, i.e. somatic features (gender, height,
eye colour, hair colour) and skin), social ones (country
of birth, religious faith, employment and interests) and
relational ones (existence of spouse and children).

Some systems instead allow access to both non-
identifying traits and the complete identity of donors.
Directive 2004/23/EC of the European Parliament
established that the principle of anonymity can be
overridden only if it is necessary to protect the health
of the “donor conceived child” (3-6). It also estab-
lished that mutual traceability between donor and re-
cipient must be guaranteed, for a minimum period of
30 years, through a system based on unique codes (art. 8).
Over the years, a growing number of jurisdictions
around the world, including Australia, Austria, Croatia,
the Netherlands, Norway, Finland, New Zealand,
Sweden, Switzerland, the United Kingdom, Uru-
guay, Argentina and Ireland are facilitating access to
identifying donor information, and prohibiting donor
anonymity (5). In these jurisdictions, donor-conceived

children can have access to a register of gamete donors,
or those kept at the fertility clinic, or in addition file a
lawsuit to gain information on the donors involved in
the procedures (7-9). In Germany, the Supreme Court
has recognized the right of donor-conceived individu-
als to access donor identifying information at any age
(10). On the one hand, Jones et al (11) and Ravitsky
(12) believe it useful to add a provision to the birth
certificate, or even provide a specific “donor concep-
tion certificate”. The authors of the present writing do
not agree because they believe that the indication of
birth through the gift of gametes would constitute an
invasion of privacy and family life. A more effective
and respectful alternative to the interests at stake could
be to encourage parents to be honest by disclosing such
information to their children (13-15). In fact, the issue
of gamete donor anonymity is connected to the right
of donor-conceived children to know their origins.

Commercial genetic testing

The use of commercial genetic tests (Direct-to-
consumer-genetic-testing, DTCGT), which can be
used at home to trace genetically connected people to
reconstruct one’s genealogy, is a rapidly-growing phe-
nomenon (16,17).

The United States is a leader in this sector,
though the DTCGT market is also growing rapidly in
European and East Asian countries, particularly China
and Japan (18).

Such tests work in a rather simple way: the cus-
tomer only needs to provide a saliva sample and deliver
it to companies specialized in scanning thousands of
points of their genome to obtain information on the
origin of their ancestors, or to identify matches with
genetic relatives.

After getting the results, customers can upload a
DNA file obtained from one company to other DNA
databases, usually for free or for a small fee. This in-
creases the chances of finding genetic matches (19,20).
Thanks to these services, it is no longer necessary for
donor-conceived individuals to undergo a test to find
out if they are genetically related to some donor, if other
people (donor relatives) in their family circle register
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on these sites their DNA test results (21,22). Donor-
conceived individuals are not always able to trace the
gamete donors, because the donors may have asked not
to be identified, even if their genetic sequences are pre-
sent in the database used. They ignore, in fact, that in
numerous cases both those born from the gift and their
parents do not look for the gamete donor as a person,
but rather for information on their origins in a broad
sense, for example they want to know the genealogy,
ethnicity, health-related features, medical records.

In other cases they rely on DTCGT to increase
the chances of being identified, even if their identi-
fication conflicts with the norms guaranteeing donor
anonymity (23). With the spread of DTCGT, despite
some countries having adopted strict regulations to
guarantee anonymity, it is easier to access the data
stored in the DNA analysis database, and therefore to
get around the restrictions imposed by the regulations
in force in some countries. In France, for example, in
order to avoid such regulatory circumvention, the use
of DTCGT was not only prohibited, but also punish-
able with a fine of €3,750 (art.226-28-1 Code Pénal).
Nonetheless, taking advantage of foreign DNA analy-
sis services, following the autonomous domestic col-
lection of samples by the interested parties, every year
between 100 and 200 thousand people apparently re-
sort to such tests (24).

Information to children about their genetic
origins: Whether and when to provide it

No legislative framework has yet established the
obligation either for parents or for the state to inform
donor-conceived children that they were born through
such means. However, medical-anthropological re-
search views such information as a moral duty. Until
a few decades ago, parents who used donated gametes
or embryos were advised not to tell their children how
they were conceived (25).

However, many heterosexual couples who use do-
nated gametes or embryos choose not to disclose this
information to their children and family members, or
are uncertain whether or not to do so (26). Accord-
ing to Crawshaw (17) there are essentially four reasons

why DTCGTs are performed. First of all, since the
Western world places great importance on genetics,
parents may decide not to tell the truth about their
birth to their child, because they fear that the revelation
could negatively affect them psychologically. Secondly,
parents, by concealing the truth, usually want to pro-
tect their child and themselves from negative reactions
of society in general (27). Furthermore, by not reveal-
ing the truth, parents want to protect the relationship
between the donor-conceived children and the parent
who is genetically unrelated to them, considering the
fact that Western societies ascribe great importance to
genetic data. Finally, the aim is often to hide infertility
from society and not just from the family.

At the same time, social stigmatization of infertil-
ity should be avoided because reproduction and sexual-
ity are two distinct concepts. Instead, precisely because
of the confusion between these two situations, the in-
fertile man may come to consider infertility as a slur to
his manhood. The same happens infertile women, who
often perceive such a condition as a major life failure.

From a psychological perspective, it is preferable
to explain to children born from the gift the methods
of their conception from childhood, using a narrative
approach suitable to their age (28). Rosanna Hertz has
shown that if parents and families in general keep se-
cret the fact that the child was born from a gamete
donor, this can adversely impact their psychological
and emotional well-being, because it can cause feel-
ings of anxiety and anguish (29). Amanda Baden in
her studies on adoption has highlighted that late dis-
covery of adoption (i.e. beyond 3 years of age) is linked
to psychological distress and feelings of anger, betrayal,
depression and anxiety (30). Therefore, it would be
preferable for a family member to inform the child as
soon as possible about their conception, because such
information will help them build their personal iden-
tity and elicit reasonably neutral, if not positive, reac-
tions (31). Many donor-conceived adults and young
people believe they should know their genetic and
biographical history (32-34). A 2011 study has shown
that due to anonymity, they cannot have information
about their origins and may perceive this situation as
a “loss of identity” (35,36), feeling deceived and ag-
grieved in their very status as human beings.
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Conclusions

Through a partial and summarized assessment of
research findings, it appears quite clear that there is a
need for a comprehensive debate is more needed than
ever. Such a broad-ranging discussion should be not only
legal, but above all ethical-philosophical, and centered
around the meaning that is intended to be attributed to
genetic links, in particular in the case of gamete dona-
tion. In this context, a dialogue that involves not only
scholars, but those directly involved in a MAP process
and prospective gamete donors as well, is essential. The
institutions must take action because in vitro fertiliza-
tion has been a reality for forty years now, but many peo-
ple have to go abroad to fulfill their parenthood dream,
since Italian law does not allow it, given the social taboo
features of infertility, also with regards to gamete dona-
tion. No targeted legislation currently governs assisted
fertilization with gamete donation, and this further hin-
ders the development of an open debate on the topic. In-
stead, the authors believe it is important to eradicate the
continuous stigmatization not only of same-sex relation-
ships, but also of infertile heterosexual couples who have
undertaken a family project thanks to gamete donation.
A discussion on the topic of heterologous fertilization
via gamete donation is therefore of utmost importance
to build a more inclusive social environment, in which

DNA is not the only founding element of parenthood.
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