IOpuanunmnii HayKOBUM €1EKTPOHHUMN Ky pHAI

UDC 347.121.2
DOI https://doi.org/10.32782/2524-0374/2023-2/40

TO KNOW OR NOT TO KNOW: THE RIGHT TO INFORMATION ABOUT DONOR IDENTITY
UNDER UKRAINIAN LEGISLATION!

3HATH YU HE 3HATH: TIPABO HA ITHO®OPMALIIO ITPO JOHOPA CTATEBUX KJIITHUH
Y 3AKOHOJABCTBI YKPAIHHN

Moskalenko K.V., Ph.D. in Law, Associate Professor,
Associate Professor at the Civil Law Department

Educational and Scientific Institute of Law of Taras Shevchenko National University of Kyiv,
Visiting Scholar

University of Zurich

This article is dedicated to the problem of right to access to information about donor identity for donor-conceived people. The author reaffirms
her previous conclusions that the current international legal framework does not directly regulate and protect the right to information about donor
identity. The article goes on to investigate the experience of those countries where the right to information on one’s genetic origin is foreseen
by the legislation: Sweden, the first to introduce such a right, the United Kingdom and France. It is interesting to see the reasoning behind
the requests to disclose information about the donor. As the research in Sweden shows, most often, donor-conceived people were guided by
an interest in seeing whether they had any physical resemblance with their genetic parents or any similarity in their non-physical characteristics.
Moreover, the applicants also showed an interest in information on the donor’s heritage, medical background and also in contacting the family
of their donor. The study of statistics in the United Kingdom and in Sweden proves that donor-conceived people who are eligible to apply do so.

The purpose of this article is to analyze the recent applications filed before the ECtHR concerning information on donor identity (Gauvin-
Fournis v. France and Silliau v. France) and to predict what possible implications they might have for Ukraine. Another of the article’s aims is to
analyze current legislative initiatives regarding the right to access donor identity and check whether they meet European standards or not.

The author comes to the conclusion that current Ukrainian legislation fails to regulate the possibility of access to information about donor
identity and formulates solutions to bring Ukrainian legislation in line with European standards. The absence of the right to information on one’s
genetic origin can lead to applications before the ECtHR, as we now observe in the pending applications of Gauvin-Fournis v. France and Silliau
v. France; if the ECtHR decides in favour of the applicants, we may predict the occurrence of similar cases in Ukraine.

Key words: European Court of Human Rights, reproductive rights, right to information on donor identity, right to information about genetic
origin.

CratTsi npUcBsiYeHa npasy OCib, 3a4aTux 3a JONOMOro AOMOMIKHUX PENPOAYKTUBHUX TEXHOMOTIA, Ha 4OCTYn Ao iHdopMaLii npo ix goHopa.
ABTOpKa NigTBEpAXy€E CBOI MornepeaHi BUCHOBKW MPO Te, L0 MiXHapOAHI NPaBOBi akTK He MICTATb HOPM CTOCOBHO peanisallii 3ragaHoro npaea,
NOro OXOPOHY Ta 3axucTy. Y cTaTTi 4OCNiAXeHo A0CBIA TUX KpaiH, SKUMW MPaBo Ha AOCTYN A0 iHopMaLLii PO reHeTUYHE NOXOMKEHHS 3aKpinneHo
Ha 3akoHopaB4oMy piBHi: LLIBeLji, Ae Take npaBo Oyno BperynboBaHO paHille, HiX B iHLLKX KpaiHax, BenvkobpwuTtaHii i PpaHuii. LiikaBo 3posymitu
MPUYMHKU, SKUMU 0coBM, 3a4aTi 3a LOMNOMOrOK AOMOMIKHUX PENPOAYKTUBHUX TEXHOMOTIA, 06rpYHTOBYHOTL HEOBXIAHICTL PO3KPUTTS iHGopMaLT
npo AoHOpa CTaTeBUX KMiTWH. AK CBig4UTL JocnimkeHHs B LUBeLii, HanvacTile 3asBHUKIB LiKaBWUTb, Y CXOXi BOHM 30BHILUHBO HA rEHETUYHMX
HaTbkiB, 260 UM MaKTb BOHM SIKICh iHLUI CMinbHI puck. Takox 3asiBHUKIB LiikaBUB CMagokK AOHOpa, MeanyHa iHhopMaLlist 1 MOXNUBICTb KOHTaKTY i3
cim'eto goHopa. AHani3 ctatncTvku y Benvkobputanii Ta LBewii cBigunTh Npo Te, Wwo ocobu, 3a4aTi 3a 4ONOMOro AOMNOMIKHUX PENPOaYKTUBHUX
TEXHOIOrin, Ski BiAnoBigaTb 3aKOHOAABYMM BUMOraM (Hanpuknag, SOCSrHEHHs! NEBHOTO BiKy) — 3AIMCHIOTL Lie NpaBo 1 NnofjalTb 3asBy Ha
PO3KPUTTS iHdopMaLlii Mpo X AoHOpa.

ABTOPKOIO NMPOaHani3oBaHO TakoX 3MICT 3asB 40 €BPONENCLKOro cygy 3 npas f0AUHU WOJOo PO3KPUTTS iHdopMaLii Npo JoHOopa cTaTeBux
kniTuH (FoBaH PypHi npotn PpaHuii Ta Cinno npotn PpaHuii) i NogaHO BUCHOBOK MPO iX MOXMMBUIA BNAMB Ha 3aKOHOAABCTBO YkpaiHn. Metoto
CTaTTi € ¥ JOCHIMKEHHs1 OCTaHHIX YKpaiHCbKMX 3aKOHOQ4AaBuYMX iHiLiaTUB Wwodo iHopmalii Npo AoHOpa CTaTeBUX KMITUH Ta (POPMYIOBaHHSA
BMCHOBKY NpO Te, Yy BiANOBIAaloTb BOHU EBPONECbKUM CTaHAapTaM.

ABTOpKa [iiLina BUCHOBKY, LUO YMHHMM 3aKOHOAABCTBOM YkpaiHu He nepeabayeHO MOXMMBOCTI OTPMMaHHS iHGopmaLii npo AoHopa
cTaTeBUX KNiTUH i Nogae Npono3uii Woao NpuBeAeHHs BITYM3HAHOTO 3aKOHOAABCTBA Y BiANOBIAHICTb 3 EBpONENCLKMM NpaBunamu. BigcyTHictb
3akoHo4aB4Yo nepenbayveHoi NPaBOMOYHOCTI Ha OTpUMaHHs iHchopMaLii Npo CBOE FEHETUYHE MOXOMKEHHSI CMOHYKae A0 nogadi 3asB [o
€BponencbKoro cyay 3 Npas MIOAVHK, Ha KWTanT 3asaB y cnpasax [oBaH PypHi npoTtn ®paHuii Ta Cinno npotv ®paHuii; SKIWo €Bponenicbkuii cyn
3 npas NoAMHU NpUIME PiLLeHHs B LMX CrpaBax Ha KOPUCTb 3asiBHUKIB, TO ICHYE BUCOKa MMOBIPHICTb NOAAHHS BiANOBIQHUX 3asiB | NPOTK YKpaiHu.

KntouyoBi crnoBa: €Bponeincbkuii cya 3 Npas NoAvHW, PenpoayKTUBHI NpaBa, NpaBo Ha iHopmaLiio Mpo AoHOpa CTaTeBUX KINiTUH, NPaBo Ha
iHbopmaLito NPO reHeTUYHE NMOXOMKEHHS.

Donor-conceived people in Ukraine do not have
the right to access information about their donors because

of introducing such a right into Ukrainian legislation is very
desirable.

egg, sperm and embryo donation in Ukraine are anonymous.
As a result, donor-conceived people cannot get access to
information about their genetic origin. This experience may
be traumatizing. To get an idea of the potentially detrimental
effects of having no contact with one’s biological mother,
one can watch an Australian film called “Lion”. The film
tells the story of a 5-year-old boy who was lost in India
and then adopted by an Australian couple; when the boy
gets older, he spends a lot of time trying to find the place
where he used to live in India on Google Maps. The film
brilliantly depicts all the suffering experienced by a person
who is unable to find out about, or has lost the information
about, his genetic origin. Therefore, studying the possibility

The right to information about one’s genetic origin has
been the subject of research by many European authors, namely
C. Lampic, J. Millbank, S. Allan, P. Nordqvist, S. Isaksson
etc., whereas in Ukraine only several scholars have researched
the issue — K. Moskalenko and K. Solodovnikova. It is inter-
esting to look at the recent developments in the European
Court of Human Rights (ECtHR) regarding the right to access
information about genetic donors and study their potential
influence on Ukrainian legislation. The purpose of this article
is to analyze the recent applications concerning information
on donor identity filed before the ECtHR and anticipate what
possible implications they might have for Ukraine. Another
aim of the author is to analyze current legislative initiatives

' This work was supported by the University Research Priority Program "Human Reproduction Reloaded" of the University of Zurich.
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regarding the right to access donor identity and check whether
they meet European standards or not.

In previous publications, the present author came to
the conclusion that the current international legal framework
does not directly regulate and protect the right to information
about donor identity. In particular, Art. 8 of the European
Convention on Human Rights (hereinafter ECHR) lays down
the right to respect for private and family life, and there have
been a number of cases heard by the ECtHR where the right to
access information on biological origin or about early childhood
was protected. These are the cases of Gaskin v. United Kingdom,
Jaggi v. Switzerland, and Godelli v. Italy [1, p. 27-28]. Modern
scholars also theorize about the possibility of applying
Art. 14 of the ECHR — prohibition of discrimination — because
people who were conceived naturally get access to all their
genetic information, while those who were conceived by donor
eggs and/or sperm lack such access. For example, in British legal
doctrine, adopted children can access information about their
biological parents, and scholars consider that people conceived
by donor should also be granted such access, otherwise it is
discrimination [2, p. 88].

The right of donor-conceived children to access infor-
mation about their donor is foreseen in different European
Jurisdictions. For example, Sweden was the first country to
enact this right in 1985. Following Section 5 of the Genetic
Integrity Act, a person conceived through insemination
with sperm from a man to whom the woman is not married
or with whom the woman does not cohabit has the right to
access the data on the donor recorded in the hospital’s spe-
cial journal, if he or she has reached sufficient maturity. If
a person has reason to assume that he or she was conceived
through such insemination, the social welfare committee is
obliged, on request, to help this person find out if there are
any data recorded in a special journal [3]. We can already
trace the number of individuals who requested the information
about their donor and the reasoning behind such applications.
As a study by a group of scholars from Sweden shows, from
a total of approximately 900 donor-conceived people who had
reached the age of majority at the time of the survey, a total
of 60 (7%) requested information about the donor. Most often,
donor-conceived people were guided by an interest in seeing
whether they had any physical resemblance with their genetic
parents or any similarity in their non-physical characteristics.
Moreover, the applicants also showed an interest in informa-
tion on the donor's heritage, medical background and also in
contacting the family of their donor [4].

In the United Kingdom, donor-conceived children also
have access to information about their donors. The scope
of information depends upon the date when the person was
conceived: no information is held by the Human Fertilisation
and Embryology Authority (the state fertility regulator) on
people conceived before August 1, 1991; people conceived
between August 1, 1991 and March 31, 2005 can get non-
identifying information about their donor’ while people
conceived after March 31, 2005, can get identifying
information® [5]. The Human Fertilisation and Embryology
Authority states that around 800 donor-conceived people were
aged over 18 by the end of 2022, and of these eligible people
28 (3,5%) have already applied for the identifying information
about their donor and received it [6].

2 Including the information on donor’s physical description (height, weight,
eye and hair colour), the year and country of donor's birth, ethnicity, whether donors
had any children at the time of donation, and any additional information the donor
chose to supply such as occupation, religion, interests and a brief self- description.
The donors also might opt for disclosing their identifying information. Donor-
conceived people who have reached 18 years old may obtain such information.

3 At 16, the following information may be revealed to donor-conceived:

donor’s physical description (height, weight, eye and hair colour) if provided, the
year and country of donor's birth, ethnicity, whether donor had any children, how
many and their gender, donor's marital status, medical history, a goodwill message
to any potential children (if provided). After reaching the age of 18, identifying
information about the donor can be revealed, including donor’s name, date of birth
and last known address.

Some European countries have opted for a legal
prohibition on persons born from donated sperm or eggs
accessing the identity of the donor. This was the case in
France until recent legislative changes, and it comes
as no surprise that the ECtHR is currently processing
2 applications against France on this matter — Gauvin-Fournis
v. France and Silliau v. France. In the first application,
Gauvin-Fournis v. France, Mrs. Audrey Gauvin-Fournis
was born as a result of assisted human reproduction, using
donor's sperm. She wanted to obtain information about
the donor's identity and non-identifying information, such
as age, professional status, physical description, reasons
for donation, the number of persons conceived from his
gametes and medical data relating to his history. She also
wanted to know if her brother was born using the same
sperm donor or not. The applicant received refusal both in
administrative procedure and in the court. She claims that
France has violated her right to respect for private and family
life, protected by Art. 8 of the ECHR, by depriving her
of access to information about her origins and her parent.
She also claims that she is discriminated against in relation
to other people in the enjoyment of her private life, because
of the impossibility of access to her family medical history.
She considers that by not being able to answer doctors’
questions about her family’s illnesses, she and her children
are potentially losing the chance of recovery, diagnosis or
preventive care [7]. The application of Silliau v. France
is very similar, as the applicant, Mr. Clément Silliau, was
also born with the use of donated sperm and wanted to
know the identity of the donor, to have access to medical
information about him and to other non-identifying
information, such as his motivations, his family situation
and his physical characteristics. He also claims the violation
of the same Articles 8 and 14 of ECHR [8].

It is interesting to review the provisions of French
legislation (as of the time of consideration of the cases) that
allowed only the doctors to access the information about
the donor or recipient. Following Art. 16-8 of the Civil Code, no
information enabling the identification of both the person who
had donated an element or product of his body and the person
who had received it may have been disclosed. The donor could
not have known the identity of the recipient nor the recipient
that of the donor. In the event of therapeutic necessity, only
the physicians ofthe donorand therecipient may have had access
to the information allowing the identification of the latter [7].
The Public Health Code in Art. R. 1244-5 laid down
the contents of the donor’s file, which was kept by the medical
institutions: the personal and family medical history necessary
for the implementation of medically assisted procreation with
a third party donor; the results of the health screening tests;
the number of children born from the donation; in the case
of a sperm donation — the date of the donations, the number
of straws kept, the date of availability and the number
of straws made available; the written consent of the donor and,
if part of a couple, that of the other member of the couple.
This file was kept for a minimum period of forty years in
anonymous form, and stored under conditions that guarantee
confidentiality [7]. It meant that only doctors could have
access to the information on the donor in the event of medical
necessity. In September 2022 France lifted donor anonymity
and allowed access for donor-conceived children who had
reached the age of majority to donor identity (surname, first
name, date of birth) and non-identifying data about them (age
and general physical condition at the time of donation, family
and professional situation, physical characteristics, motivations
for donation) [9]. This new law does not have retroactive effect
and can not be applied in the present ECtHR cases, as the cases’
facts date back to 2010. However, donors who donated before
September 1, 2022, can lift their anonymity and have their
information disclosed to the recipients. It is very interesting
to see how ECtHR will decide these cases, Gauvin-Fournis
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v. France and Silliau v. France, because these decisions may
directly influence Ukrainian legislation. In particular, failing to
provide the applicants even with non-identifying information
about the donor and entitling only the doctors to access such
information might constitute a violation of the applicants’
right to respect for private and family life.

In Ukraine, the current legal framework does not provide
for the right of donor-conceived persons to receive information
on donor identity. In particular, Art. 290 of the Civil Code
of Ukraine foresees that the donor's identity should not be
known to the recipient and vice versa. The only exception to
the rule might be in the case of family or marriage ties between
the donor and recipient [10]. Following Art. 48 of the Law
of Ukraine “Foundations of the Legislation of Ukraine on
Healthcare”, artificial insemination, conducted with the usage
of donated material, can occur only under the condition
of donor anonymity. Waiving donor anonymity can take
place under those conditions established by current Ukrainian
legislation [11]. Up to this time, there is no specific rule
on waiving donor anonymity. The Order of the Ministry
of Healthcare of Ukraine “On the Order of Application
of Reproductive Technologies in Ukraine” regulates donation
of gametes and embryos. A number of its provisions provide
for donor anonymity, such as the patient application form to
use assisted reproductive technologies with the use of gametes/
embryos, which includes a prohibition on the recipients
trying to find out the donor's identity if the donation was
anonymous [12].

Some “potential precursors” to the right to information
about donor identity may be found in Para 5 Art. 19 of the Draft
Law of Ukraine “On Assisted Reproductive Technologies”,
pursuant to which donors may give consent to the health facility
to disclose their personal data when the interests of the future
child so require, e.g. for the treatment of hereditary diseases
[13]. Art. 20 of the Draft Law of Ukraine “On Application
of Assisted Reproductive Technologies” allows for non-
anonymous donation of gametes or embryos when the donors are
relatives of recipients or the donors and recipients signed a joint

application form [14]. Although this article does not foresee
the rights of donor-conceived people to access the information
about their donor, it at least provides for exceptions to
the principle of anonymity. Para 2 of Art. 14 of another Draft
Law of Ukraine “On Application of Assisted Reproductive
Technologies and Surrogacy Motherhood” allows for the donor
to opt for the waiving of anonymity. Upon the donor’s written
consent, his or her data can be disclosed to the recipients or to
the health facility when the donor is a recipient’s relative, when
they have mutual consent with the recipients, or when such
disclosure is necessary to treat the future child's hereditary
disease [15].

In the opinion of the author, it is not enough to foresee
the disclosure of donor identity only when the child has
a hereditary disease. The balance of rights between donor-
conceived children and donors can be achieved only if
legislators waive donor anonymity in the future and allow
donor-conceived children to access information about their
genetic origin. Donors who provided their genetic material
on the basis of anonymity should have the option to
waive such anonymity. If they so decide, their identifying
information should be provided to donor-conceived children.
Such an approach will meet European standards, proved
to establish a fair balance between the rights and interests
of donor-conceived people and their donors in many European
countries, including the United Kingdom and Sweden.

This research allows one to conclude that the right of donor-
conceived people to access the information on their donor's
identity is not foreseen in Ukraine. The recent legislative
initiatives that took place at the end of 2021 and the beginning
of 2022 do not adequately address this failing. The absence
of the right to information on one’s genetic origin can lead
to applications before the ECtHR, as we now observe with
the pending applications in the cases of Gauvin-Fournis v.
France and Silliau v. France, and if the ECtHR decides in favour
of the applicants, we may predict the occurrence of similar
cases in Ukraine, which has not implemented the mechanism
to access information on donor identity.
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