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BeedeHue: 8 cmamobe 0aH 0630p MPABO8bLIX ACIeKMo8 pa3sumusa nompebumesnbcKo2o eeHemuye-
cko2o mecmuposaHus (Direct-to-Consumer genetic tests, DTC), komopoe npuobpemaem ece bonbuiee
pacripocmpaHeHue Ha pblHKe MeOUUYUHCKUX ycaye. Aemopsbl obpawarom sHUMAHUe Ha crneyuguky DTC,
npednonaaarouwyto, Ymo aboe 3auHmepecosaHHoe AUL0 MoXem npolimu eeHemu4YyecKkoe mecmuposa-
Hue 6e3 Ha3Ha4YeHUs 8PaYd, a Maxkx e Ucroab308ame MosyYeHHble pe3yabmamel 8 AUYHbIX yenax. Leno:
uccnedosame rpobsemHsie acriekmeoi ocywiecmeneHus DTC, c8A3aHHbIE C pUCKAMU HEKOHCEeHCYas16H020
UCrnosb308aHUA 2eHemuyecKol UHghopmayuu, docmyna HecosepuwieHHONeMHUX K T000b6HoMy mecmupo-
8aHUI, 2eHemu4yecKoll OUCKpUMUHAyuUU, ¢ npobaemMamuyHOCMbIO peanu3ayuu npasa Ha 0mKas om rno-
AyvyeHUs Kakol-nubo uHgopmayuu o 30oposse. Memodsi: mpaduyuoHHble meopemuyeckue U SMnupu-
yeckue mMemoOsl. Pesynbmamel: onpedesieHbl HeCOMHeHHble npeumyujecmea DTC, kKomopoe no3gondaem
8bIA8UMb WUPOKUU Kpy2 ceedeHull 0 2eHemu4eckom npogune. Bmecme ¢ mem obocHosbigaromcsa Heza-
musHsie (pakmopel, cefazaHHble ¢ DTC: HapyweHue pexuma KOHGUOeHUUaneHocmu 2eHemu4ecKol UH-
opmayuu; 02paHUYEHHAA NPO2HOCMUYeCKaa YeHHOCMb No0obHbIX mecmos; omcymcmeaue 2eHemuye-
CKO20 KOHCYnbmuposaHus, 6e3z kKomopozo nompebumerss 8bIHYyHOEH CAMOCMOAMENbHO UHMeprnpemu-
posame eeHemu4eckyto uHghopmayuto. locaedHee moxcem npusecmu K MPUHAMUIO HegepHbIX peuwleHull
omHocumesbHO Heobxodumocmu obpawieHua 3a MmeduyuHcKol nomouibto. Beieodsl: DTC npedcmas-
asem coboli nepcrnekmMusHyo Modesnb 2eHemu4yecKkozo mecmuposaHus. Mexdy mem 044 noay4YyeHus
MakcumaneHol nosne3sl om eHedpeHUa DTC u MUHUMU3AUUU 803MOMCHO20 8peda Heobxodumo crieyugu-
YecKoe rnpasosoe peaysauposarHue amoli ompacsau, obecnevyusarowee rnosvluieHHble 2apaHmuu npasosoli
O0XPaHbI UHMepecos nompebumerned.
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Introduction: the article provides an overview of the legal aspects of the development of con-
sumer genetic testing (known as direct-to-consumer (DTC) genetic testing), which is becoming in-
creasingly widespread in the medical services market. The authors draw attention to the fact that any
interested person can undergo genetic testing without a doctor's prescription and use the obtained
results for personal purposes. Purpose: to study the problematic aspects of DTC genetic testing asso-
ciated with the risks of non-consensual use of genetic information, access of minors to such testing,
genetic discrimination, and the problematic implementation of the right to refuse to receive any
health information. Methods: traditional theoretical and empirical methods. Results: the paper re-
veals the undoubted advantages of DTC genetic testing as it provides a wide range of information
about the genetic profile. At the same time, negative factors associated with such testing are demon-
strated: violation of the confidentiality of genetic information; limited prognostic value of such tests;
a lack of genetic counseling, without which consumers are forced to independently interpret genetic
information, which can lead to incorrect decisions regarding the need to seek medical care. Conclu-
sions: DTC is a promising model of genetic testing. Meanwhile, in order to ensure maximum benefit
from the introduction of DTC testing and minimize possible harm, specific legal regulation of this
industry is needed, providing increased guarantees of legal protection of consumer interests.
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Introduction: the article provides an overview of the legal aspects of the development of consumer
genetic testing (known as direct-to-consumer (DTC) genetic testing), which is becoming increasingly wide-
spread in the medical services market. The authors draw attention to the fact that any interested person
can undergo genetic testing without a doctor's prescription and use the obtained results for personal pur-
poses. Purpose: to study the problematic aspects of DTC genetic testing associated with the risks o f non-
consensual use of genetic information, access of minors to such testing, genetic discrimination, and the
problematic implementation of the right to refuse to receive any health information. Methods: traditional
theoretical and empirical methods. Results: the paper reveals the undoubted advantages of DTC genetic
testing as it provides a wide range of information about the genetic profile. At the same time, negative fac-
tors associated with such testing are demonstrated: violation of the confidentiality of genetic information;
limited prognostic value of such tests; a lack of genetic counseling, without which consumers are forced to
independently interpret genetic information, which can lead to incorrect decisions regarding the need to seek
medical care. Conclusions: DTC is a promising model of genetic testing. Meanwhile, in order to ensure maxi-
mum benefit from the introduction of DTC testing and minimize possible harm, specific legal regulation of
this industry is needed, providing increased guarantees of legal protection of consumer interests.
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BeedeHue: 8 cmamoee 0aH 0630p NpasosbIX ACeKMos passumus nompebumenbcko2o 2eHemu4e-
ckoeo mecmuposaHus (Direct-to-Consumer genetic tests, DTC), komopoe npuobpemaem sce bonbliee pac-
npocmpaHeHue Ha pbiHKe MeOUUYUHCKUX ycay2. Aemopel 0bpaw,arom sHUMaHue Ha cneyuguky DTC, nped-
rnosazarowyro, Ymo arboe 3aUHMepPeco8aHHOE AUY0 Moxem npolimu 2eHemu4yeckoe mecmuposaHue be3
HA3HAYEHUsA 8paYa, a MAKHce UCMo16308amb M0ay4eHHbIE pe3yabmamel 8 AUYHbIX uensx. Ljeas: uccaedo-
8ameo rpobsieMHeble acriekmol ocyujecmesneHua DTC, c8A3aHHbIE C PUCKAMU HEKOHCEHCYAs16HO20 UCMO0/1630-
8aHUA 2eHemuyeckoll uHgopmayuu, 0ocmyna HecosepuieHHOAeMHUX K M0O0OHOMY mecmuposaHuio, 2e-
Hemuy4eckol OUCKPUMUHAYUU, ¢ Npoba1emamuyHOCMbio peanu3ayuu npasa Ha OMKa3 om fosyYeHuUA Ka-
Kol-nubo uHgopmayuu o 30oposse. Memodbl: mpaduyuoHHble meopemuy4eckue U IMIUpuUYecKue me-
mooebl. Pesynbmamel: onpedesieHbl HECOMHeHHble npeumywecmsa DTC, Komopoe r1o3sosnsem 8biasumes
wupoKuli Kpye ceedeHuli 0 2eHemuyecKom npoguse. Bmecme ¢ mem 060CHOB8bIBAIOMCA HE2AMUBHbIE (haK-
mopei, c8A3aHHbIe ¢ DTC: HapyweHue pexcuma KoHgudeHyuanbHocmu eeHemuveckoll UHghopmayuu; o2pa-
HUYEHHQAsA MPo2HOCMUYecKas UeHHOCMb Mo00bHbIX Mecmos; 0mcymcmeaue 2eHemu4ecko20 KOHCY1bmupo-
8aHuA, 6e3 Komopozo nompebumerns BbIHYHOEH CAMOCMOAMENbHO UHMEePnPemupos8ame 2eHEMUYECKYH
uHgopmayuro. MocnedHee Moxem npusecmu K MPUHAMUIO HEBEPHBbIX peleHuUll omHocumensHo Heobxodu-
mocmu obpaweHuUA 30 MeduyuHcKol nomowbto. Beigodel: DTC npedcmasnsem coboli nepcrieKmugHyH mMo-
deslb 2eHemMuU4ecKo20 mecmuposaHus. Mexdy mem 05 rosyYeHUs MaKCUMAbHOU rosnb3sl om eHedpeHUs
DTC u MUHUMU3AQUUU B803MOXHO020 8peda Heobxodumo crieyuguyeckoe npasosoe pezyauposaHue smoli
ompacnu, obecrieyusaroujee nosbiueHHbIE 2apaHMUU MPasosoli OXpaHsl UHMepecos nompebumened.

I. MoTpebuTenbcKoe reHeTUUECKOE TECTUPOBaHUE:
NOHATUE, BUAbI

B KOHTeKcTe pacuBeTa pblHKa MOTPebUTENbCKOM
reHEeTUKM M BO3POCLUEro MHTepeca ObLWEeCTBEHHOCTU K
reHeTUYeCKMM MccnefoBaHMAM 0cob60ro BHUMAHMA 3a-
cnyuBaeT noTpebuTenbcKkoe reHeTMYecKoe TecTMpoBa-
Hue (aanee — DTC, oT aHrn. Direct-to-Consumer genetic
tests). C MomeHTa cBoero nosieieHua B Hadane 2000-x
rogos DTC ctaHOBUTCA Bce bosiee pacnpocTpa HEHHbIM U
JOCTYMHbIM MHCTPYMEHTOM OLLEHKW COCTOSIHMA 34,0pO0-
BbA. lMepBoi KOMMaHWEN, Cneunanvsmpytowencs Ha
DTC, ctana amepuKaHckaa 23andMe. B HacToswee
Bpems nofobHble KOMMAHWM CyLEeCTBYOT BO BCEM
mupe. B Poccum poiHok DTC akTnBHO passmsaetca ¢ 2010
roga v 3a nocaefHue NATb N1EeT Bbipoc B 4,4 pa3a B AeHeX-
HOM 3KBMBasneHTel. MoTpebuTesbCcKoe reHeTuYecKkoe Te-
CTMPOBAHUE — 3TO yC/yra, NPeaocTaBAseMas YaCTHbIMU
KOMMNaHUAMM NOTPebuTento, Kak NpaBuao, HanpAmyto,
6e3 nocpegHuyecTBa meayupexgeHusa. BoTanume ot
MeAMLUMHCKOTO  FeHeTUYeCcKoro TeCcTMPOBaHWA, Lenb

KOTOPOro KAMHMYECKaa OMArHOCTUKA, 4N1A NPOXOXKAEHWA
DTC He TpebyeTcs MeAULMHCKOE Hanpas/ieHne, HepeaKo
[aHHOEe TeCcTMpOoBaHWe MPOBOAUTCA AUCTAHUMOHHO U He
COMPOBOMKAAETCA MEAULIMHCKMM KOHCYIbTUPOBAHUEM.

[anbHenwemy passutmio DTC B Poccum Takske cno-
cobcTByeT MHMLMATMBHAA MOMWUTUKA rocypapcrea Mo
NPOABUKEHMUIO U MONYNAPU3ALUM TEHETUYECKUX Uccne-
[0BaHUM. Ha cerogHAWHMMA AeHb B 3TOM HanpaB/ieHUU
NpeAnpPUHATbI BaXKHble LIAru:

— yTBepaeHa PenepanbHaa Hay4yHO-TEXHMYECKanA
nporpamma pasBuUTUA TEHETUYECKUX TEXHONOrMA Ha
2019-2030 roabl?;

— QHOHCMPOBAHO CO34aHWe NATU LEHTPOB reHoOM-
HbIX MCCNEA0BaH NI MUPOBOTO YPOBHAS;

— NO3TaNHO PacLIMPAOTCA NPOrpamMbl HEOHATa/b-
HOrO CKpUHMHra®,

DTC obnapaeT cyuiecTBeHHOW cneunduKom, Kaca-
foLLelica ero AUCTPUOYLMU, MapKETUHra, COAEpPXKaHUA
reHeTUYECKUX TECTOB M CTENEHN aBTOHOMHOCTU TECTUPY-
embix nmy,. CtaHgapTHaa cxema pacnpoctpaHeHua DTC
UMeEeT CNeayoLLnii BUA,:

1TeHeTMuecKoe TecTMpoBaHmMe B Poccum: Bbixo, B MaccoBbiii cermeHT // PBK. 2024. 20 asr. URL: https://marketing.rbc.ru/articles/15058/.

206 ytBepaeHUM denepanbHON HayYHO-TEXHWMUYECKOW MpOrpaMMbl PasBUTUA FEHETUHECKMX TexHonoruit Ha 2019-2030 rogpl:
MocraHosneHwue Mpasutenscrsa PP ot 22 anp. 2019 r. Ne 479 // Cobp. 3akoHoaaTesbeTBa Poccmiickoit deaepaumn. 2019. Ne 17, cT. 2108.

3B 2025 rogy 6yameT co3daHo 5 LEHTPOB FeHOMHbIX MCCaeaoBaHWit muposoro yposHa. URL: https://minobrnauki.gov.ru/

press-center/news/novosti-ministerstva/97395/.

4 Kopo4kuHa A. NyTWH NOPYYMN BBECTU rEHETUYECKOE TeCTMpOoBaHue ans byaywmx poautenein. URL: https://www.forbes.ru/society/
529550-putin-porucil-vvesti-geneticeskoe-testirovanie-dla-budusih-roditele;j.
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I. Direct-to-Consumer Genetic Testing:
Definition, Types

In the context of the flourishing consumer genetics
market and the increased public interest in genetic re-
search, direct-to-consumer genetic testing (hereinafter
referred to as DTC genetic testing, DTC genetic tests) de-
serves special attention. Since its emergence in the early
2000s, DTC genetic testing has become an increasingly
common and accessible tool for assessing health. The
first company to specialize in DTC genetic testing was
the American company 23andMe. Currently, similar
companies exist all over the world. In Russia, the DTC ge-
netic testing market began to actively develop in 2010
and has grown 4.4 times in monetary terms over the
past five years®. Direct-to-consumer genetic testing is a
service provided by private companies directly to the
consumer, usually without the mediation of a medical
institution. Unlike medical genetic testing, the purpose

of which is clinical diagnostics, DTC genetic testing does
not require a doctor’s prescription, and is often carried
out remotely, and is not accompanied by medical advice.

Further development of DTC genetic testing in Russia
is also facilitated by the state’s proactive policy on the pro-
motion and popularization of genetic research. To date, im-
portant steps have been taken in this direction:

— the Federal Scientific and Technical Program for
the Development of Genetic Technologies for 2019 -
20307 has been adopted;

— the creation of five world-class genomic research
centers® has been announced;

—neonatal screening programs are gradually ex-
panding®.

DTC genetic testing is characterized by specific fea-
tures regarding its distribution, marketing, the content
of genetic tests, and the degree of autonomy of the
tested individuals. The standard DTC genetic testing dis-
tribution scheme is as follows:

! Genetic testing in Russia: Entering the mass segment. RBC [website]. Available at: https://marketing.rbc.ru/articles/15058/.
2 0n Approval of the Federal Scientific and Technical Program for the Development of Genetic Technologies in 2019 -2030: Decree of
the Government of the Russian Federation No. 479 of April 22, 2019. Collection of Legislative Acts of the Russian Federation. 2019.

No. 17. Art. 2108.

3 Five world-class genomic research centers will be created in 2025. Ministry of Science and Higher Education of the Russian Federa-
tion. Available at: https://minobrnauki.gov.ru/press -center/news/novosti-ministerstva/97395/.

“Korochkina A. Putin orders to introduce genetic testing for future parents. Forbes [website]. Available at: https://www.forbes.ru/so-
ciety/529550-putin-porucil-vvesti-geneticeskoe-testirovanie-dla-budusih-roditelej.
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/70mp€6um€/'leK0€ ceHemu4yecKkoe mecmupoeaHue: I7p06/7€MbI npaeoeoco peeyanupoeaHuAa

1. CooTBeTCTBYIOLLEM KOMNAHWEN 3aMnycKaeTcs pe-
K/lama Ha TenesBnaeHunn, pagno nam 8 uHom CMU.

2. NoTpebuTenb 3aKkasbiBaeT HEOOXOAUMbIN TecT,
KOTOPbIN JOCTAaBNAETCA Ha AOM.

3. MoTpebuTenb BO3BPALLAET TECTOBbIM HAbOP C NY-
HbIM FreHeTUYeCcKMM 06pa3L,om no noyTte B fabopaTtoputo.

Mo copeprkaHuto DTC 0BONBHO OBWMPHO: BMECTO
CTaHZAPTHOrO TecTa Ha onpeaeneHne Haanuma eguHuY-
HbIX TEHETUYECKUX MYTALMA MAM NPU3HAKOB NpoBepA-
€TCA Cpa3y MHOXKeCTBO NoA0OHbIX MOKa3aTenen. 3To fo-
cturaetca 6narogapsa ocoboil TEXHONOMMU MUKPOUUIIO-
BOro uccnegosaHma JHK, nocpeacTBOM KOTOPOM aHauU-
3MPYIOTCA AECATKM TbICAY FeHETUYECKUX BAPUAHTOB U
HYK/IEOTUAHbIX MO3ULUMIK oaHOBpemeHHo [6, p.1351].
MoTtpebutens obnafaet NOMHON CaMOCTOATE/IbHOCTbIO
M aBTOHOMHOCTbIO Kak Mpu Bblbope Tecta, Tak M npu
JanbHelLweM MCnonb30BaHMM ero pesynbTaTtos. bonee
Toro, B pamkax DTC notpebutento, Kak npasuio, Heao-
CTYMHbl KaKMe-IMbo KOHCYNbTaLMU MeAMLMHCKOro pa-
6OTHMKA MM FTEHETUYECKOrO KOHCYNbTAHTa, TO eCTb pac-
WNPPOBKA pe3yabTaToB TECTUPOBAHUA WHTEPNpeTupy-
eTca notpebutenem ucxoaa n3 cobCcTBeHHbIX NpeacTas-
NeHWI 0 reHeTHKe u Bronoruu. B aTol cBA3M HAZO yunUTbI-
BaTb, YTO HblHELIHWE 3HAaHMA U NOHWMAHWE FeHoMa Aa-
NIeKN OT NosIHOTbl. MHOrMe reHeTM4yecknme mapkepbl 40
cuX nop He obHapyKeHbl, TaK XKe KaK HeACHbI UX B3aUMO-
JeNncTeue apyr ¢ APyrom U ponb B reHesnce 3aboseBa-
HWM, YTO CYLLECTBEHHO OrpaHMYMBaET NPUMEHEHME reHe-
THUYeCcKo MHPopmaLMK B NPOPUNAKTUHECKUX U KIUHMYe-
CKUX Lensax. CoobpasHO 3TOMy K/to4eBOM 3aa4eit HTep-
npetauun pesynbtatoB DTC cTaHOBUTCA onpegeneHue
060CHOBAHHOCTM CBA3U MEXKAY OLHUM FeHOM WU Tpyn-
NoM reHoB U KOHKPEeTHbIM 3aboneBaHNEM.

HecmoTpa Ha yKasaHHy ¢parmeHTapHOCTb 3Ha-
HWA O reHoMe, rpaXk4aHam npegnaraeTcs WUpoYamnLLmii
CMEeKTP FeHeTUYECKUX TeCTOB, BK/IOYAA TeCTbl Ha npea-
pPacnosioXKeHHOCTb K pPacnpocTpaHeHHbIM 3abonesa-
HUAM, TECTbl Ha CKIOHHOCTb K 3aBUCMMOCTAM, HyTpure-
HEeTUYECKMe TecCTbl, CBA3bIBAIOLLME JINYHYIO TFEHETUKY
C ANETUYECKMMM NPUBLIYKAMM M 0BPA30M KU3HU, TECTbI
Ha onpeaeneHne 3STHUYECKOTO MPOUCXOXKAEHNA N POAO-
C/IOBHOW U MHOTMe UHble. [Py 3TOM MOXKHO BblAENUTb
Tpu Tvna DTC. K nepBomy OTHOCATCA NPOrpaMmbl Camo-
TECTMPOBAHUA, HE NpeayCMaTPMBatoLLMe y4acTua meam-
LMHCKMX PabOTHUKOB WM FEeHETUYECKUX KOHCY/bTaH-
ToB. HanpoTtuB., oA BTOPOro TMna ux npusaevyeHune oba-
3aTeNIbHO Ha 04HoM u3 ctaanin DTC (nnbo Ha Bcex): npu
3aKase TecTa, Npu B3ATMM 06PasLOB, NpU aHanuse pe-
3y/nbTaToB TecTa. HakoHey, Tpetuit Tun DTC npeanona-
raet, 4To NoTpebuTeNb CAMOCTOATENBHO 3arpy*KaeT no-
JlyYeHHble pe3ynbTaTbl HA CTOPOHHUE Beb-CcaThl, CreLm-
aNN3MPYIOLLMEC HA TEeHETUYECKOM OH/IaMH-KOHCYNbTU-
poBaHWMW. B TO BpemaA Kak HEKOTOpble aBTOPbI paccMaTpu-
BatoT DTC B KayecTBe WHCTPYMEHTA, MO3BO/IAKOLLENO
3aMHTEPEeCOBaHHbIM /IMLLAM CaMOCTOATE/IbHO MOJyYaTb
cBefeHNA o cobcTBEHHOM reHeTudeckom npoodune [13,

p. 849], apyrne BMAAT B pacnpoctpaHeHun DTC TpeBoX-
HYIO TEHAEHLMIO M3-32 OTCYTCTBUA HEOBXOAUMbIX CTaH-
[APTOB KayecTBa, HeA0CTAaTOYHOCTM KMHUYECKON M aHa-
JIMTUYECKOM [LOCTOBEPHOCTM, NOTEHLMAIBHOTO BBEAEHMUSA
notpebuteneli B 3abnyxaerue [10, p. 401].
MapannenbHo ¢ pa3sutmem DTC HapacTatoT 1 npaso-
Bble BbI30Bbl. eHeTMYecKaa MHbOPMALMA — OAHA M3
Hanbonee YyBCTBUTE/bHLIX KATEropuii NEepPCOHaNbHbIX
OaHHbIX. 3aKOHOMEPHO, YTO OHAa ABAAETCA MNpPeaMEeTOM
MEXANCUMNAMHAPHOIO peryinpoBaHua, Haxoadleroca
Ha nepeceyeHnn Npasa, bBUO3TUKM, MeaNLMHBI, UHOPMa-
LUMOHHbIX TEXHOJIOTUIA M KOMMEPLUMN. VI MOCKO/IbKY TaKue
TecTbl He BCerga COOTBETCTBYHOT KIMHMYECKMM CTaHAap-
Tam TOYHOCTW, 3TO OCODBEHHO BAXKHO C TOUKM 3pPEHUA Npu-
BNIEYEHUA K HOPUONYECKON OTBETCTBEHHOCTU 33 Bpes
BC/NIeICTBUE HEJOCTOBEPHbIX Pe3y/IbTaTOB TECTUPOBAHUA.

Il. Oco6eHHocTn DTC

Ecnu roBopuTb o cneunduke DTC, B nepByto oye-
peab obpallaeT Ha ceba BHMMaHWe ero AucTpubyuma m
MAPKETUHT. PaccuntaHHble Ha NpUBIEYEHNE KaK MOXKHO
6onbwero unucna notpebutenelt, Ha TeneBUAEHUM U B
NHTepHeTe NOABNAIOTCA MHOTOYUCEHHbIE PEKaMHble
POJIMKK C 3IMOLMOHA/IbHbIM U pPa3B/eKaTe/IbHbIM Coaep-
aHuem 6e3 yKazaHuA Ha TO, YTO HEMpPaBWU/IbHAA UHTep-
npeTtauma pesynbTaToB TecTa MOMKET CTaTb NMPUYMHOWN
NPUHATUA HEBEPHOro pelleHUA OTHOCUTE/IbHO CoBep-
WEeHUA MeOMLMHCKOrO BMeLIaTeNbCTBa — Hanpumep,
NPOodUNAKTUYECKON MACTIKTOMUKN UM NpepbiBaHUA be-
pemMeHHOCTX, NMPeKpaLLeHna NpMMeHeHuA npeanucaH-
HbIX NeKapcTB. bonee Toro, peknama DTC npakTuyecku
He YNOMWHaeT O BO3MOMHOM KIMHUYECKOW HeaocTo-
BEPHOCTM TECTOB U O TOM, YTO BbIABNEHHbIE MPU UX NPO-
BEAEHUUN CBA3N MEXAY reHeTUYecKon myTauumen u Ka-
KUM-1nbo 3abonesaHvem He CBUAETENbCTBYIOT O MpU-
YMHHocTK. Tak, B 2006 rogy B CLUA 6bl10 NpoBeaeHo
mMacwTabHoe uccnefoBaHWE HYTPUTEHETUYECKUX Te-
CTOB, NpeAHa3HaYeHHbIX 4S8 aganTaunm guetol U 06-
pasa XXU3HW NOTPebuTens K TMYHbIM reHeTUYECKUM 0CO-
BGeHHOCTAM 1 Npea/iaraBlumnXca Ha pbiHke DTCL. BbiacHu-
J10Cb, YTO pe3ynbTaTbl TECTOB HEAOCTOBEPHbI U HE OCHO-
BaHbl Ha YHWUKA/NIbHOM reHeTU4Yeckom npodune notpebu-
Tensa. bonee TOro, B HMUX yKa3blBa/IMCb HECYLLECTBYHOLLME
PUCKN BO3HWMKHOBEHWA 3a60s1eBaHMIi. MOBTOPUM, A0 CUX
NMop He BbIACHEHO, KaK MMEHHO reHbl CBA3aHbl C pacnpo-
CTpaHeHHbIMM 3aboneBaHMAMU. HeKoTopble W3 HUX,
Hanpumep auabet u cepgevHo-cocyamuctble 3abonesa-
HWA, CBA3aHbl HE C OAHWM TFEHOM, 3 C WX Tpynnou
[6, p. 1352]. CooTBETCTBEHHO, MyTaUMs TOJIbKO OAHOrO
M3 reHOB MOXKET U CYLLECTBEHHO NOBAUATb HA 340POBbe
yenoBeKa, U efBa 3aTPOHYTb ero. Hanpumep, puck 6o-
ne3Hun Anbureimepa npu mytaumm reHa APOE4 peanu-
3yeTca ToNbKo B 60 % cnyyaes [8, p. 7]. CTOUT yunTbIBaTb
M OTCYTCTBME B COOBLLECTBE YYEHbIX-FEHETUKOB e4MHO06-
pasusA B MHTEPNPETaLMM U OLieHKe noinmopduamos?. Cka-

1 Nutrigenetic Testing: Tests Purchased from Four Web Sites Mislead Consumers. URL: https://www.gao.gov/assets/gao -06-977t.pdf.
2Very rare pathogenic genetic variants detected by SNP -chips are usually false positives: implications for direct-to-consumer genetic
testing / M. N. Weedon, L. Jackson, J. W. Harrison et al. URL: bioRxiv. URL: https://www.biorxiv.org/content/10.1101/696799v1.full.pdf.
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1. The company launches advertising on television,
radio, or other media.

2. The consumer orders the necessary test, which
is delivered to his/her home.

3. The consumer returns the test kit with a personal
genetic sample to the laboratory by mail.

The content of DTC genetic testing is quite exten-
sive: instead of a standard test for determining the
presence of single genetic mutations or traits, many
similar indicators are checked at once. This is achieved
through a special DNA microarray technology, which
analyzes tens of thousands of genetic variants and nu-
cleotide positions simultaneously [6, p. 1351]. The con-
sumer has complete independence and autonomy
both in choosing a test and in the subsequent use of its
results. Moreover, within the framework of DTC ge-
netic testing, the consumer, as a rule, does not have
access to any consultations with a medical professional
or genetic consultant. That is, the decoding of test re-
sults is interpreted by consumers based on their own
ideas about genetics and biology. Meanwhile, it should
be taken into account that current knowledge and un-
derstanding of the genome are far from complete.
Many genetic markers have not yet been identified,
their interaction with each other and their role in the
origin of illnesses are also unclear, all this significantly
limiting the use of genetic information for preventive
and clinical purposes. Accordingly, the key task of in-
terpreting DTC genetic testing results is to determine
the validity of the relationship between one gene or
group of genes and a specific disease.

Despite the mentioned fragmentary knowledge of
the genome, there is a wide range of genetic tests, in-
cluding tests for predisposition to common diseases,
tests for addiction susceptibility, ‘nutrigenetic’ tests that
link personal genetics with dietary habits and lifestyle,
tests to determine the ethnic origin and ancestry, and
many others. On the whole, three types of DTC genetic
testing can be distinguished. The first includes self-testing
programs that do not involve doctors or genetic counse-
lors. On the contrary, for the second type, their involve-
ment is mandatory at some or all stages of testing: when
ordering a test, when taking samples, when analyzing test
results. Finally, the third type assumes that the consumer
independently uploads the results to website of third-
party that specializing in online genetic counseling. While
some authors consider DTC genetic testing as a tool that
allows interested parties to independently obtain infor-
mation about their own genetic profile [13, p. 849],

others believe that the proliferation of DTC genetic
testing is a worrying trend in terms of the lack of nec-
essary quality standards, insufficient clinical and ana-
lytical validity, and potential misleading of consumers.
[10, p. 401].

As DTC genetic testing evolves, legal challenges are
also growing. Genetic information is one of the most
sensitive categories of personal data. Accordingly, ge-
netic information is the subject of interdisciplinary regu-
lation, located at the intersection of law, bioethics, med-
icine, IT, and commerce. Since such tests do not always
meet clinical standards of accuracy, this is especially im-
portant in terms of bringing to legal liability for harm due
to unreliable test results.

Il. The Specific Features of DTC Genetic Testing

The main specific features of DTC genetic testing
are related to its distribution and marketing. In order
to attract as many consumers as possible, numerous
commercials with emotional and entertaining content
appear on television and on the Internet without indicat-
ing that an incorrect interpretation of the test results may
lead to an incorrect decision regarding medical interven-
tion (for example, a preventive mastectomy or termina-
tion of pregnancy, or discontinuation of prescribed medi-
cations). Moreover, advertising of DTC genetic testing
practically does not mention the possible clinical unrelia-
bility of the tests and the fact that the links between a ge-
netic mutation and a disease identified during their imple-
mentation do not indicate causality. For example, in 2006,
a large-scale study of ‘nutrigenetic’ tests (designed to
adapt the consumer’s diet and lifestyle to personal ge-
netic characteristics) offered on the DTC genetic testing
market was conducted in the United States®. It turned out
that the test results were unreliable and were not based
on the unique genetic profile of the consumer. Moreover,
they indicated non-existent risks of developing diseases.
At the present time, it is still not clear how exactly genes
are associated with common diseases. Some of them (for
example, diabetes and cardiovascular diseases) are asso-
ciated not with one gene, but with a group of them [6, p.
1352]. Accordingly, a mutation of only one gene can affect
a person’s health either significantly or only slightly.
For example, the risk of Alzheimer’s disease with a mu-
tation of the APOE4 gene is realized in only 60%
of cases [8, p. 7]. It is also worth considering that the
scientists disagree about the interpretation of poly-
morphisms, which are assessed differently?. Thus,

1 Nutrigenetic testing: Tests purchased from four web sites mislead consumers. U.S. Government Accountability Office [website].

Available at: https://www.gao.gov/products/gao -06-977t.

2 Weedon M. N., Jackson L., Harrison J. W., et al. Very rare pathogenic genetic variants detected by SNP -chips are usually false posi-
tives: implications for direct-to-consumer genetic testing. Available at: https://www.biorxiv.org/content/10.1101/696799v1.article -

metrics.
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3aHHOE CBUAETENbCTBYET O TOM, YTO BO/bLIMHCTBO NpO-
AyktoB DTC onucbIBAOT AaHHblE O NPeAPacnooKEeHHO-
CTAX, BEPOATHOCTb NPOABAEHWUA KOTOPbIX HEBbICOKA.
Mexay TeM MApKeTMHroBas TaKTMKa KOMMAHWW,
cneunanmsnpyowmxca Ha DTC, noBonbHA ycnewHa B
Yyactn nNobyXaeHna Ncnonb3oBaHUa ux ycayr. MoaTeep-
XKOEHUEM MOXKET CIYXKUTb PEKNAMA, 3anyLweHHan nabo-
patopuen Myriad Genetics 8 CLLA B 2002 roay [5, p. 51].
PeknaMHbIN cnoraH 0 HEOBXOAMMOCTM MPOXOXKAEHMA
BCEMMU XKEHLLMHAMM C CEMEHON UCTOpUE OHKoNorMYe -
CKMX 3a001€BaHNIN rEHETUYECKUX TECTOB U UX YCMNELIHO-
CTM B NJaHe paHHel ANAarHOCTUKM paKa MOJIOYHOM Ke-
nesbl NPUBEN K 3HaYUTESIbHOMY YBEJIMYEHUIO KO/MYe-
CTBa 3aKa3blBaeMblIX TECTOB. [1pM 3TOM NOBbIWEHMWE AaH-
HOro MoKasaTensa 6bl10 3apUKCMPOBAHO Aarke cpeam
YKEHLLUMH, Y KOTOPbIX OTCYTCTBOBA/Ia NPeApacrnoNOKeH-
HOCTb K Pa3BUTUIO OHKO/IOrMYEcKMUxX 3abonesaHuin. Pe-
Knama Myriad Genetics Bbi3Bana WMPOKNIA 06LLECTBEH-
HblI/ Pe30HaHC U KPUTMKOBA/IACh 3a YpeamepHoe aasre-
HUWE Ha KeHLUMH N CO34aHMNe Y HUX YyBCTBA WU3ULLHEN
Tpesorv no noBoAy 340PO0BbA. APKMM NpUMepoMm He-
KOPPEKTHOCTU peknambl DTC TakkKe CayXuT geno no
KONINEKTUBHOMY MCKY MPOTMB KomnaHuu Acu-Gen
Biolabs, koTopas, No MHeHWto UCTLOB, BENA HEHaANeXa-
LLLYIO A,eN0BYI0 MPAKTUKY M BBOAMANA B 3abayKaeHWe no-
Tpebuteneint ytBepKAEHUAMU O 99%-HOW TOYHOCTM

reHeTuyeckmnx Tectos [7, p. 91]. B cyaebHom npouecce
6blna AoKa3aHa He0bOCHOBAHHOCTb NOA06HbLIX 3asBe-
HWi Acu-Gen Biolabs.

MpumeyaTenbHO MccnegoBaHve Beb-caliToB Tpex
pasHbIX KomnaHwui, npegnaratowmx DTC (no ogHoi u3
CLUA, EBponbi 1 A3un) [16, p. 8]. B Hem, B 4aCTHOCTH, aHa-
JIM3UPOBANINCH X MAPKETUHIOBbIE TAKTUKK, HaLle/IeHHble
Ha co3gaHue obpasa DTC Kak HEKOEro pa3B/ieyeHus, a He
MeZMLMHCKOM yCayru. BmecTte ¢ TeM HU OAMH CalT He co-
JeprKan BaKHOW NpaBoOBOM MHPOPMALMKN OTHOCUTENIbHO
3aLUMTbl KOHPUAEHLUMANBHOCTU FEHETUYECKON MHPOPMa-
LMW, YCNOBUIM ee UCNONb30BaHMA TPETbUMM AnLLaMKM Be3
cornacua noTpebutens, NOCNeyoLLEro XPaHEeHNUA U yTU-
JIM3auMm NonyYeHHbIXx 6Moobpasuos.

AHa/I0rMYHbIM 06Pa30M CaliTbl POCCUIMCKMX KOMMa-
HUi-nocTaswmkos DTC npuBaeKatoT BHUMaHUE NoTpe-
6uTenen passaekaTenbHbIM KOHTEHTOM. Hanpumep, Ha
CTpaHuLe KomnaHuu Genotek pasmelleHbl MONOXKM-
Te/IbHble 0T3bIBbl M3BECTHbIX Te/IeBEAYLMX U NeBLLOB 06
onbiTe DTC. KomnaHua Atlas ¢ Toi e uenbio UCrosib-
3yeT UCTOpUU NtoAEN, HaweaLWwmnx baarogapsa reHeTuye-
CKOMY TECTUPOBAHUIO POACTBEHHUKOB. MexXay Tem, Kak
BMAHO U3 NPUBEAEHHOW HUXKe TabanLLbl, CalTbl POCCUIA-
CKMUX KOMMaHui-noctaBwmkoB DTC B HEKOTOpbIX CAay-
Yanax NLLEHbI BaXKHOM MHGOPMaLMK O MPaBOBbIX acnek-
Tax reHeTUYEeCKOro TeCTUPOBaHMUS.

CpaBHUTeNbHaA Tabanua poCcCUMCKUX KOMNAHUA-NocTaBwmkos DTC
0 NPaBOBbIX ACMEKTAX reHeTUYECKOro TeCTUPOBaHUA

Berg L. N., Golubtsov V. G.

Kputepuii
aHanu3a

Genotek

Atlas Medical Genomics MyGenetics

OrpaHuyeHmre JOCTyNa K TeCTMpoBaHuio | He npeaycmoTpeHo
O/ HECOBEPLLIEHHONETHUX

He npeaycmotpeHo | He npeaycmotpeHo | He npesycmoTpeHo

reHeTMyeckon nHpopmaumm

NHdopmaLms o nopaaKe XpaHeHUs U OrtcyTcTByeT OTcyTtcTBYET OrtcyTcTByeT OTcyTtcTByeT
yTununsauymm 6nmoobpasuos

MpeaynpexaeHne o0 BO3MOXHOM OTcyTtcTBYeT OTcyTcTBYET OTcyTcTBYeT OTcyTcTBYET
ncnonb3oBaHUM 6MoobpasLos

B HaYYHbIX Llenax

YKazaHWe Ha KoHPUAEHUMANBHOCTL NmeeTca Nmeetca OTcyTcTByeT OTcyTcTByeT

Peanusaums npasa Ha OTKas
OT NoNy4YeHMA Kakon-1mbo
nHpopMmaLmn o 340p0oBbE

He npeaycmoTtpeHo

He npeaycmotpeHo | He npeaycmotpeHo | He npegsycmotpeHo

MepeuncneHHble 0COBEHHOCTM AUCTPUBYLUUKN U
mapkeTtuHra DTC co3aatoT cpa3y HECKOIbKO NOBOAOB A/1A
6ecnoKoicTBa. Bo-nepsbix, NOTEHLMANbHAA LLEHHOCTb re-
HeTuyeckmx TectoB DTC B cmbiC/ie NOBbILEHWA OCBEAOM-
NIEHHOCTW HAaceNeHus 0 COBCTBEHHOM reHETUYECKOM MNpo-
dune HMBeNMpPYeTCA «reHeTUYECKOoM» HEerpamoTHOCTbIO
[14, p. 34]. OCHOBHbIM €€ Bblpa*keHNem BbICTyNaeT HU3-
KafA WHPOPMMPOBAHHOCTb HacesIeHNA O COBPEMEHHbIX
OOCTUXKEHUAX B chepe reHETUKM U UX NPUKAALHOM 3Ha-
YyeHun, 0cOBEHHO B NIaHE NepPCOHANM3NPOBAHHON Meau-
UMHbI [2, p. 374]. C 31OV TOYKM 3peHus TecTbl DTC dpaktu-
YeCcKM ABNAKOTCA MPOAYKTOM Pa3B/IEKATE/IbHOTO Xapak-
Tepa A4NA HWUWEBOM, a He MaccoBOM ayaAuTopuMn.
MpupaHne DTC nNpakTUKO-OPUEHTMPOBAHHOINO YKAOHA

(Hanpumep, nocpeaCTBOM BKIOYEHUS B YC/IYTY KOHCY/Ib-
Taumin NPodUbHbIX Bpayemn, peKomeHaaL M KacaTeslbHO
COAYM JONONHUTENBHBIX aHANM30B UM U3MEHEHMUA 06-
pasa ¥KM3HK) LOIKHO CNOCcOoOCTBOBATL MOBbILEHWIO Kaye-
CTBa NoA06HOro CaMOTECTUPOBAHUA, B paMKax KOTOPOro
noTpebuTenb BbIHYXAEH NPUHUMATL cyrybo npodeccuo-
Ha/bHble KAMHUYECKME peLIeHNA, CHUMas bpems oTBeT-
CTBEHHOCTU C MEeAMLMHCKMX pPaboTHMKOB. Bo-BTOpbIX,
60/1bLWMHCTBO MeApPaboTHUKOB He NMPUMEHAIT AOCTU-
YKEHUA TeHETUKM B TEPANEBTUYECKOMN NPAKTUKE U HE MO-
ryT MHTEPMNPETMPOBaTb reHeTUYeckyt uHGopmauuto
NPOTECTMPOBAHHbIM MALMEHTAM, @ YMCAO OBYYEHHbIX
3TOMY FeHEeTUYECKMX KOHCYNbTAHTOB A0 CMX NOP He3Ha-
unTenbHol. B-TpeTbUX, CNeacTBMEM dparMeHTapHOro

1 3KcnepT 3aABUA, UTO B HEKOTOPbIX PErMoHax HeT H 0AHOro Bpada-reHeTuka. URL: https://tass.ru/obschestvo/14747965.
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most DTC genetic testing products describe data on pre-
dispositions the likelihood of the manifestation of which
is low.

Meanwhile, the marketing tactics of DTC genetic
testing companies have been quite successful in en-
couraging the use of their services. This can be exem-
plified by the advertising launched by the genetic la-
boratory Myriad Genetics in the USA in 2002 [5, p.
51]. The advertising slogan about the need for all
women with a family history of cancer to undergous
genetic tests and their success in terms of early diag-
nosis of breast cancer led to a significant increase in
the number of tests. Moreover, an increase in this in-
dicator was recorded even among women who did
not have a predisposition to developing cancer. Myr-
iad Genetics’ advertising caused a wide public outcry
and was criticized for putting excessive pressure
on women and creating a sense of unnecessary anxi-
ety about their health. A striking example of the inac-
curacy of DTC genetic testing advertising is also
the class action lawsuit against Acu-Gen Biolabs,
which, according to the plaintiffs, engaged in improper
business practices and misled consumers by claiming
that its genetic tests were 99% accurate [7, p. 91].

The lawsuit proved that Acu-Gen Biolabs’s claims
were unfounded.

Another study to be mentioned is the study of web-
sites of three different companies (from the USA, Eu-
rope, and Asia) offering DTC genetic testing [16, p. 8].
Among other things, this study analyzed the companies’
marketing tactics aimed at creating an image of DTC ge-
netic testing as some kind of entertainment rather than
a medical service. At the same time, none of the sites
contained important legal information regarding the
protection of the confidentiality of genetic information,
the conditions for its use by third parties without the
consent of the consumer, the subsequent storage and
disposal of the obtained bio-samples.

Similarly, websites of Russian DTC genetic testing
companies attract consumers with entertaining content.
For example, the page of the Genotek company contains
positive reviews from famous TV hosts and singers about
their DTC genetic testing experience. The Atlas company
uses stories of people who found relatives through genetic
testing to attract consumers. Meanwhile, as can be seen
from the table below, the sites of Russian DTC genetic test-
ing companies, in some cases, lack important information
about the legal aspects of genetic testing.

Comparison of Russian companies supplying DTC genetic tests in terms of the legal aspects of genetic testing

An.alys.ls Genotek Atlas Medical Genomics MyGenetics
criteria
Restriction of access to testing for | Not applied Not applied Not applied Not applied
minors
Information on the procedures for| Not provided Not provided Not provided Not provided
storing and disposing of biological
samples
Warning about possible use of Not provided Not provided Not provided Not provided
biological samples for scientific
purposes
Genetic information privacy Available Available Not provided Not provided
statement
Realization of the right not to Not provided Not provided Not provided Not provided
know

The mentioned features of DTC genetic testing
distribution and marketing raise several concerns.
Firstly, the potential value of DTC genetic tests in
terms of raising public awareness of their own genetic
profile is undermined by ‘genetic’ illiteracy [14, p. 34].
Its main expression is the low awareness of the popu-
lation of modern achievements in the field of genetics
and their applied significance, especially in terms of
personalized medicine [2, p. 374]. From this point of
view, DTC genetic tests are in fact an entertainment
product for a niche rather than a mass audience. Giv-
ing DTC genetic testing a more practice-oriented

focus (for example, by including consultations with
doctors, recommendations for additional tests or life-
style changes) should contribute to improving the
quality of such self-testing, within the framework of
which the consumer is forced to make purely profes-
sional clinical decisions, removing the burden of re-
sponsibility from healthcare professionals. Secondly,
most of them do not apply the achievements
of genetics in therapeutic practice and cannot inter-
pret genetic information for tested patients, and the
number of genetic consultants trained in this area
is still insignificant!. Thirdly, the fragmented legal

! Expert states that in some regions there is not a single geneticist. TASS [website]. Available at: https://tass.ru/obschestvo/14747965.
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npaBoBOro perynvposaHua pbiHka DTC crtana geatens-
HOCTb MHOXECTBa KOMMaHWi 1M nabopaTopuin, KoTopble
He MOTyT rapaHTMPOBaTb Ka4eCTBO M TOYHOCTb TECTUPOBa-
HUA, ero K/JAMHWYECKYID U aHaNUTUYECKYlD [A0CTOBep-
HOCTb. Tak, B Poccum cdepa okasaHmA yCayr no reHeTuye-
CKOMY TECTMPOBAHMIO He OXBaTbiBaeTcA aerctenem [Mo-
cTaHoBneHuA [pasutenbctBa PP ot 1wuoHAa 2021T.
Ne 852! n He TpebyeT nonyyeHUs AULEH3UK. ITO CTaBUT
notpebuTens, He 3alLMLLEHHOIO OT MHOMECTBa HPUAK-
yeckux npobnem, cBszaHHbIX ¢ NpakTnkon DTC, B yA3BU-
Moe nosioxeHue. HekoTopble U3 Hambosee ABHbIX MPo-
61em obcyKaatoTcsa ganee.

Takum obpasom, DTC aBnseT coboi OTHOCUTENIBHO
HOBbIN, HO OPUANYECKM 3HAYMMbIMA BUA, OTHOLIEHUN,
B KOTOPbIX CyObEKT NpeaocTaBaseT bMonornyecknini ma-
TepWan YacTHOM KOMNAHUM C Lenblo nonyvyeHus nHdop-
MaLMKN O CBOEM FeHeTUYecKom Koge. B otanume ot me-
OVUMHCKOro reHetudeckoro aHanusa, DTC mHuumnpy-
€TCcA cCaMUM CybbeKTOM, He TpebyeT BpauebHOro HasHa-
YyeHuA 1 He NpeanonaraeT MeauLMHCKOro HabatogeHua.
C topnANYECKOM TOUYKM 3pPEeHUA MEePCOHAsNIbHOE reHeTu-
Yyeckoe TeCcTMpOBaHME MMEET MPU3HAKW TPaXKAaHCKOro
[0roBopa, Hanpumep coriaweHuns ob obpaboTke nep-
COHa bHbIX AAHHbIX U (B pAge cayyvaes) ULEH3VOHHOM
nepefayy npas Ha MUCNoONb30BaHWE 06e31MYEHHOW UH-
dopmaumn. OgHAKO [aHHAA OPUAMYECKAsa KOHCTPYK-
LMA XapaKTepusyeTcAa CyLecTBEHHbIM AncbanaHcom
CTOPOH, NOCKONbKY NOTPEOUTENb NPAKTUYECKM He Cho-
cobeH BNMATL Ha yci0BMA Ao0roBopa. Tak, B cornale-
HUAX KomnaHmuit 23andMe? n MyHeritage® ykasbisaetcs,
4yTO NoTpebuTenb NpPesoCTaBAfeT KOMMNAHUM HEUCKIO-
YnTENIbHOE NPaBO Ha MCMO/Ib30BaHUE CBOMX 063Ny eH-
HbIX AAHHbIX B UCC/IEA0BATE/IbCKUX M KOMMEPYECKUX Lie-
nAx. PaKTUYECKM Ke pedb MAeT 0 beccpoyHom pacnops-
XeHuun bronHobopmaumeli 6e3 afeKkBaTHOrO MexaHn3ma
KOHTPO/1A CO CTOPOHbI CyObEKTA.

JoroBopHas mogenb, ucnosblyemas B Poccuin-
cKoM desepalm, TaKKe He ABNAETCA UCHEPN bIBAOLWEN.
leHeTMYecKasa MHPOpMaLMA He OTHOCUTCA K CamMOCTOS-
TeNbHbIM 0ObEKTAM FpaXKAaHCKMUX NPaB, OAHAKO MOXKeT
6bITb 31EMEHTOM APYrMX 06BEKTOB rParKAAHCKUX Npas,
NMOMMEHOBaHHbIX B cTaTbe 128 MK PD?, Takmx Kak HemaTe-
puanbHble 6nara (TaliHa YacTHOM XKM3HKU) M pe3ynbTaThbl
WHTENNEeKTyaNbHOW pAeATenbHOCTM (6asa gaHHbix) [3,
c. 118]. CnepoBatenbHo, TpebyeTca yCcTaHOBAEHUE pe-
KMMa NpPaBOBOW OXPaHbl: JNLEH3MPOBAHNE KOMMNAHUIA,
BBeAEHMe 3anpeToB, a TaKXe pUAMYECcKOon OTBeT-
CTBEHHOCTM 3a YTEYKYy M HenpaBOMepHOe MCMNO/b30Ba-
HME reHeTUYECKUX AAHHbIX.

I1l. HeKoHceHcyanbHOe Ucnonb3oBaHUe
reHeTuyeckon nHpopmauum

C6op obpasyos JHK npu nposegeHum DTC maKcu-
ManbHO MPOCT, U Y COOTBETCTBYIOLMX KOMNAHUI UMe-
eTcA 06LWMpPHbIY Maccns 6M006pasLLOB, KoTopble GaKTK-
Yyeckn GopMUPYIOT YacTHble BaHKM reHeTUYecKom MH-
dopmauuu. Mpr 3TOM pexkum ee KOHGUAEHLMANBHOCTHU
HeAceH BBMAY OTCYTCTBUS NPaBWUJ, ONPeaenatoLLnX, YTO
MMEHHO paspeLLeHo AenaTb C NPeLoCcTaBAeHHbIMKU BUO-
ob6pasuamun. OHM MOryT HaBcerga ocTaTbCa ANs XpaHe-
HWA B nabopatopmun, 6bITb NepesaHbl TPETbUM ANLAM,
YTUAM3MPOBAHbI, UCMOb30BATLCA B HAY4YHbIX UCCemd0-
BaHMAX U T. 4. [11, p. 515].

Yacto npepynpexaeHve o AanbHenleM UCnosb-
30BaHMM 6M00H6Pa3LLOB NPAMO He 3aABNEHO HA MHTEp-
HeT-calTe KOMMNaHUM U HE BKIKOYEHO B COAEPIKAHNE UH-
dopmupoBaHHoro cornacua [11, p. 516]. To ecTb KANEHT
He 3HaeT 0 TOM, YTo ero 6noobpasLLbl MOryT UCMNO/b30-
BATbCA KOMMAHUAMM B MHbIX Lensax. CuTyaums ycyrybna-
eTcsa Tem, YTo 0bpasupl, cobpaHHble B pamkax DTC u 3a-
TEM nepefaBaemble A/1A UCCNe0BaHUIA HAayYHbIM UAU
bapMaLeBTUHECKMM OpPraHM3aLMAaM, OCTAOTCA UAEHTU-
dnumpyembimm.  COOTBETCTBEHHO, KOHUAEHUManb-
HOCTb FeHeTUYeCKOM MHPOPMALMM MOXKET HapyLLIATbCA.
OfHOBPEMEHHO € 3TUM KOMMNaHUM-nocTaswmkm DTC He
YBEOOMIAIOT O COMYTCTBYHOLLMX PUCKaX, OCTaBAAA No-
TpebuTensa B NONHOM HEBeAEHUW.

Momnmo 3TOro, BMOAHE BO3MOXKHbI CUTyaLNUn, KO-
rga CyGbeKT HEeKOHCeHCyanbHO nony4vaeT b6uoobpasel,
Apyroro cybbekta (Hanpumep, obpasel, CAOHbI MOXKET
6bITb B3AT U3 N1106OI NocyAbl) M NpeaocTaBAseT A1A aHa-
/IM3a B COOTBETCTBYHOLLYIO KOMMAHMIO. 3TOMYy Crnocob-
ctByeT cneunduka DTC: 4OCTYNHOCTb, aHOHUMHOCTb, OT-
CYTCTBME KOHTPO/IA CO CTOPOHbI CUCTEMBbI 34PaBOOXpaHe-
HuA. MNpu 3aKkase TecTa 1 oTNpasaeHnn 6GnoobpasLLos no-
TpebuTenb MOXKeT nepeaaTb JIOXKHble MepCcoHasbHble
AaHHble KoMNaHUKU-nocTaBwuKy DTC, y KOTOpOI HeT 3¢-
bEeKTUBHbIX cpeacT8 ayTeHTUMKALMU JIMYHOCTU KAau-
€HTa, 0bpaLLatoLLerocs 3a YCyron camMocTonTeNbHo, 6e3
HanpaB/ieHUA KOMMETEHTHOro MeAULMHCKoro paboT-
HWUKa. YKa3aHHble C/ly4an HEKOHCEHCYa/lIbHOTO UCMOJIb30-
BaHMA 6Mo06pa3LoB B pamkax DTC npeactaBnstoT coboi
HapyLleHVWe npaBa YesioBeKa Ha HENpPMKOCHOBEHHOCTb
€ro JIMYHOCTM U AOCTOMHCTBA M 3anpeTa MegULMHCKUX U
Hay4HbIX 3KCNepumeHToB 6e3 f06POBONBHOrO cornacus,
a TaK¥Xe MOryT noBJieYyb 3a cO60M NPUYNHEHNE MOpPaSIb-
HOro Bpesa B CBA3WU C noTepel KoHOUAEHUMANbHOCTH
reHeTU4Yeckon nHdopmaumn. B Hactoswwee Bpems B Poc-
CUM He NpesyCMOTPeHa topuamyecKkas OTBETCTBEHHOCTb
33 OeWCTBUA NO HEKOHCEHCYa/lbHOMY MCMO/Ib30BaHMIO

10 ANUEH3NPOBAHUM MEAMLIMHCKOM AeATebHOCTM (32 MCKNOUYEHUEM YKa3aHHOMW AeATeNbHOCTU, OCYLLEeCTBAAMON MeANLUHCKMMM
OpPraHM3auMaMMU U 4PYTMMKW OPraHn3aLMAaMM, BXOAALWMMM B YACTHYH CUCTEMY 34,0aBOOXPAHEHMSA, HA TEPPUTOPUN MHHOBALLMOHHOTO
ueHTpa «CKOIKOBO») U MPU3HAHUK YTPATUBLUMMM CUNY HEKOTOPbIX aKTOB MpaBuTenbcTBa Poccuiickoit Pegepaunmn: MoctaHoBieHWE
MpasuTensctea PO ot 1 nioHs 2021 r. Ne 852 // Cobp. 3akoHoaaTenbcTBa Poccuiickoit deaepaumn. 2021. Ne 23, ct. 4091.

2 Privacy Statement. URL: https://www.23andme.com/legal/privacy/.

3Terms and Conditions. URL: https://www.myheritage.com/terms -and-conditions.
4 MparkaaHCKMi Kogeke Poccuiickoit ®eaepaumn (YacTb nepsas): Peaep. 3akoH ot 30 Hoa6. 1994 r. Ne 51-d3 // Cobp. 3akoHoaaTeNb-

ctBa Poccuiickon depepaumm. 1994. Ne 32, cr. 3301.
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regulation of the DTC genetic testing market has re-
sulted in the activities of many companies and laborato-
ries that cannot guarantee the quality and accuracy of
testing, its clinical and analytical reliability. For example,
in Russia, the provision of genetic testing services is not
covered by the Government Resolution of June 1, 2021
No. 852! and does not require a license. This puts the
consumer in a vulnerable position, unprotected from
many legal problems associated with DTC genetic testing
practices. Some of the most obvious ones are discussed
below.

Thus, DTC genetic testing is a relatively new but
legally significant type of relationship in which a sub-
ject provides biological material to a private company
in order to obtain information about their genetic pro-
file. Unlike medical genetic analysis, DTC genetic test-
ing is initiated by the person, does not require a doc-
tor’s prescription, and does not involve medical super-
vision. From a legal point of view, personal genetic
testing has the characteristics of a civil contract, for
example, an agreement on the processing of personal
data and (in some cases) a license transfer of rights to
use anonymized information. However, this legal
structure is characterized by a significant imbalance
of the parties, where the consumer is practically una-
ble to influence the terms of the agreement. For ex-
ample, the agreements of 23andMe? and MyHeritage?
indicate that the consumer grants the company a non-
exclusive right to use their anonymized data for re-
search and commercial purposes. In fact, this means
perpetual disposal of bioinformation by the companies
without an adequate control mechanism on the part of
the subject.

The contractual model used in the Russian Fed-
eration is also not exhaustive. Genetic information
does not relate to independent objects of civil rights,
but it can be an element of other objects of civil rights
named in Article 128 of the Civil Code of the Russian
Federation?, such as intangible assets (privacy) and
the results of intellectual activity (database) [3,
p. 118]. Therefore, it is necessary to establish a legal
protection regime: license companies, introduce pro-
hibitions and legal liability for data leakage and illegal
use of genetic data.

1Il. Non-Consensual Use
of Genetic Information

Collection of DNA samples during DTC genetic test-
ing is an extremely simple process and the companies
have a large array of bio-samples that, as a matter of fact,
form private banks of genetic information. At the same
time, the confidentiality regime is unclear due to the lack
of rules defining what exactly is allowed to be done with
the provided bio-samples. They can remain in the labora-
tory forever, be transferred to third parties, be used in sci-
entific research, be disposed, etc. [11, p. 515].

It is often the case that a warning about further use
of bio-samples is not directly stated on the company’s
website and is not included in the content of the in-
formed consent [11, p. 516]. Accordingly, the client does
not know that his/her bio-samples can be used by com-
panies for other purposes. The situation is aggravated by
the fact that samples collected within the framework of
DTC genetic testing and then transferred for research to
scientific or pharmaceutical organizations remain iden-
tifiable. Accordingly, the confidentiality of genetic infor-
mation can be violated. At the same time, DTC genetic
testing companies do not disclose the risks involved,
leaving consumers completely uninformed.

In addition, it is possible that a subject non-consen-
sually receives a bio-sample from another subject (for
example, a saliva sample can be taken from any con-
tainer) and provides it to the relevant company for anal-
ysis. This is facilitated by the specific features of DTC ge-
netic testing: availability, anonymity, lack of control by
the healthcare system. When ordering a test and send-
ing bio-samples, a consumer can provide false personal
data to a DTC genetic testing supplier company that
does not have effective means of authenticating the
identity of a client requesting the service, without a re-
ferral from a competent healthcare professional. These
cases of non-consensual use of bio-samples within the
framework of DTC genetic testing constitute violations
of a person’s right to personal integrity and dignity and
the prohibition of medical and scientific experiments
without voluntary consent, and may also entail moral
harm due to the loss of confidentiality of genetic infor-
mation. Currently, there is no legal liability for actions re-
lated to the non-consensual use of bio-samples in Russia.

1 On the Licensing of Medical Activities (Except for the Specified Activities Carried Out by Medical Organizations and Other Or ganiza-
tions That Are Part of the Private Healthcare System on the Territory of the Sko lkovo Innovation Center) and Invalidation of Some
Acts of the Government of the Russian Federation: Decree of the Government of the Russian Federation No. 852 of June 1, 2021.
Collection of Legislative Acts of the Russian Federation. 2021. No. 23. Art. 4091.

2 Privacy Statement. 23andMe [website]. Available at: https://www.23andme.com/legal/privacy/.

3 Terms and Conditions. MyHeritage [website]. Available at: https://www.myheritage.com/terms -and-conditions.

4 Civil Code of the Russian Federation (Part 1): Federal Law No. 51-FZ of November 30, 1994. Collection of Legislative Acts of the

Russian Federation. 1994. No. 32. Art. 3301.
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61oobpasLLoB. BmecTe c Tem 6e3 COOTBETCTBYHOLLLENO 3a-
KOHOAATeNbHOr0 pPeryinpoBaHUA Henb3A MOAHOLEH-
HbIM 06pa3om obecneumnTb 3aLnUTy KOHPUAEHLMANBHO-
CTU Npu peanunsaumm npaktukm DTC.

IV. DTC ¢ yuactMem HecoBepLUEHHONETHUX

[eHeTMYecKoe TecTMpOBaHWE HeCcOoBepLUEHHONET-
HUX ABNAETCA BOMNPOCOM Ha CTbIKe MpaBa U 3TUKK, OCO-
6eHHO B YacTU TaK Ha3blBAaeMOro MPOrHOCTUYECKOTO Te-
CTMPOBAHWA, KOTOPOE MPOBOAUTCA B OTHOLIEHUWN Gec-
CMMMTOMHOTO CybbeKTa ANA BbIABNEHUA PUCKA 3abone-
BaHMA B byaylem. MHorMe aBTopbl YKa3blBatOT HA 3Ha-
YUTENbHbIN Bpes NoA0OHOro TECTUPOBAHMA, MOCKOJIbKY
OHO CnocobHO BbI3BATb Y HECOBEPLUEHHONETHUX CU/b-
HbIi SMOLIMOHA/bHBIN CTPECC, UCKa3UTb CAaMOOLEHKY U
camoBoCnpuATME, npuBecTM K anatum [12, p.275].
HanpoTus, pAg aBTOPOB yTBEPKAAET, YTO NPEVMYLLECTBA
TECTUPOBAHWA NepeBeLLMBaAOT ero NoTeHUManbHbIN
Bpes, TaK KaK BbIACHEHWE reHeTuyeckon nHbopmalmm
(marke HeraTMBHOro xapaKTepa, C NOATBEPXAEHMEM
npeapacnoNoXeHHOCTM K 3aboneBaHuIo) MoXeT ober-
YMTb NPOLLECC aJaNTaLMM HECOBEPLUEHHONETHErO K byay-
e camocToATeNbHOM Ku3HU [20, p. 642]. MNpeacTaBns-
eTcA, YTo NOA06HbBIN B3rNA4 B LLe/IOM KOPPEAUPYET C Hbl-
HeLHWUM BOCMPUATUEM FEHETUKMN B KayectBe 3ddeKTmB-
HOFO MHCTPYMEHTA NPeBEHTUBHON MeAULMHbI.

CpaBHuBaa DTC u «TpaguLMOHHOE» reHeTuye-
CKOe TecTUpPOBaHME HECOBEPLUEHHONETHUX, OTMETUM,
4YTO ANA MOC/NefHEero KAK4YeBoe 3HAYeHMEe UMEKT Co-
rnacue poautenelt U1 MHeHMe MegULMHCKOro paboT-
HUKa, KOTOpPOEe Npu3BaHO rapaHTMPOBaTb, YTO pelle-
HUWe 0 NpoBeAEeHUN TeCTUPOBaHMA Hanboee NOHO co-
OTBETCTBYET MHTEpecaM HeCOBEpPLUEHHONIETHEro, a He
HanpaB/IEHO Ha CHUWXXEHWe TPEBOMKHOCTM poauTenei
MWW yaoBAeTBOpeHue mx ntobonbitcTBa. Takum obpa-
30M, YMECTHOCTb FeHEeTUYECKOTro TEeCTUPOBAHUA KOH-
KPETHOro HecoBepLUeHHO/IETHEro OLLeHMBAETCA Npo-
dbeccrMoHanbHO, cxoaa U3 NPeano/IoKUTENbHbIX Npe-
MMYLLECTB M PUCKOB. HanpoTue, KOmmepyeckaa Ao-
cTtynHocTb DTC u OTCyTCTBME CTOPOHHErOo KOHTPOAA
No3BONAIT POAUTENAM U CaMUM HeCOBepLUEeHHONeT-
HUM 6ecnpenATCTBEHHO MNPOBEPUTb TFEHETUYECKUN
npodunb, faxe «B 06xo4» BO3paXKeHUI Bpaya NpoTms
TecTMpoBaHuA. MofO06HbIA HEKOHTPO/NUPYEMbIV A0-
cTyn K DTC cTaBWUT HecoBepLIEHHONETHUX B yA3BUMOE
nosIoXKeHne, noaBepraa WX BO3AEUCTBUIO MOTEHLMU-
a/NlbHO HebNAronpUATHbIX Pe3y/bTaTOB reHEeTUYECKOoro
TeCTUpOBaHUA.

B cBA3M CO CKa3aHHbIM 3aKOHOMEPHO BCTaeT BO-
npoc: cneayeT M NOHOCTbIO OrPaHUYUTL JOCTYN HECO-
BepLlleHHoneTHMX K DTC? OTBeT HeobXxoAMMO MUCKaTb C
Y4ETOM MEXAYHapOoAHO-NPaBOBbIX CTAHAAPTOB MpaBs
HecoBepLUEHHOIETHUX, 3aKpenaeHHbix B KoHBeHLMM O

npasax pebeHka® (nanee — KoHBeHUMA) 1 OTPaXKaIOLMX
naer O TOM, YTO AeTU BMnpaBe UMeTb M BbICKa3blBaTb
COBCTBEHHOE MHEHME O KaXKAOM acreKTe UX XKU3HW, B
TOM yuncne o6 UCNONb30BaHUN MEAULMHCKON MOMOLLM
ANnA nogaepxaHua ¢usmyeckoro 3go0posba. bonee Toro,
CTaTbA 24 KoHBEHLMM NpeaycmaTpuBaeT NpPaBo AeTei
Ha y4acTue B NPUHATUM PELLEHWNI, KAaCAtOLLMXCA UX 340-
poBbs, M 06A3aHHOCTb rOCYAapCTBa rAapPaHTMPOBATL A0-
CTYNHOCTb Hanbosiee NepefoBbIX YCAYT CUCTEMbI 34pa-
BOOXPaHEHWA U CPefCTB BOCCTAaHOBAEHUA 340p0BbA. B
uenax obecnevyeHuna nNpas geTel Ha OXPaHy 340p0BbA B
nopsazake, yctaHoBNeHHOM cTaTbeit 10 d3 «O6 OCHOBHbIX
rapaHTMax npas pebeHka B Poccuiickolt ®eaepaumm»?,
B rOCYAAPCTBEHHbIX U MYHULMMNANbHbBIX Y4YpEeXKAEHUAX
34paBOOXPAHEHMA OCYLLEeCTBAAOTCA MEPOnpUATUA MO
OKaszaHuto getam 6ecniaTHOM MeAULMHCKON NMOMOLLM,
npeaycmaTpmBatoLLeit MX 0340poBAeHMe, npoduaak-
TUKY, AMArHOCTUKY U NedeHune 3aboneBaHui.

PaccmaTpuBas npobnemy [ocTyna HecoBepLUeH-
HoneTHMx K DTC MMEHHO B 3TOM KOHTEKCTE, MOXHO
NPUNTK K BbIBOAY O HECOCTOATE/IbHOCTM A0BOAOB, MNOA-
OEepXUBAIOLLMX OTKA3 OT reHeTM4yeCKoro TeCTMpoBaHMA
HeCcoBepLIEHHONETHMX KaK HecnocobHblX, B CUIy BO3-
pacta, MNPWHMMATb B3BELUEHHble pelleHUA OTHOCU-
Te/bHO COBCTBEHHOro ¢usmyeckoro 340poBbs. Hanpo-
TUB, 3HaHWe COBCTBEHHOro reHeTuyeckoro npoduns by-
AeT cnocobcTBoBaTb MOAAEPKAHUIO GU3NYECKOTO W
NMCUXMYECKOro 340pOBbA HecoBeplleHHOoNeTHUX. Wc-
XOAA M3 3a/10KeHHON B KOHBEHLUMM KOHLUENUUKN yyeTa
MHEHUA N yBaXKeHUA UX B3rNAL40B BUANTCA 4ONYCTUMbIM
paspewnTb HecoBepleHHoneTHUm goctyn K DTC, HoO
VWb Npu 06a3aTeNIbHOM Yy4YaCTUM 3aKOHHbIX NpPeAacTa-
BUTE/IeN U TeHETUYECKOro KOHCY/IbTaHTa.

V. leHeTHYecKana AUCKPUMUHALMA

[eHeTUYecKkan AMCKPUMMHALMA KacaeTcs cuTya-
UMM NPUHATUA TEX UK UHBIX PELUEHUIA UCKIOUNTENBHO
Ha OCHOBaHMU MHOOPMALMKN O FTeHETUYECKOM Npodune
(kak npaBuno, 06 umetowmxca 3aboneBaHUAX UAN O
NPeapacnoNoXKeHHOCTU K HUM) TOTO UAW MHOTO Yeso-
BekKa [17, p. 191]. Mpumepbl NoA06HOM ANCKPUMUHALLUN
Yyacto 0bHapyKMBAKOTCA B KOHTEKCTE BOMPOCOB TPYAO-
YCTPOWMCTBA U MEAULMHCKOTO CTpaxoBaHusA. Hanpumep,
reHeTuYeckasa MHPoOpPMaLMA O 340POBbE KOHKPETHOro
YyesloBEKA MOXKET BbITb MCNO/Ib30BAHA CTPAXOBbIMMW KOM-
MaHUAMM NPU NPUHATUN PELLEHUA O MOBbILEHUN CTpa-
XOBbIX B3HOCOB W/IM 3aK/lO4EHMM [OrOBOpa CTPaxoBa-
HUA. B cBOO oyepesb reHeTUYecKana AUCKPUMUHALMA B
TPYLOBbIX NPAaBOOTHOLEHUAX 0OYCNOBAEHA HaMUMEM Y
paboTozaTtena 4OCTyna K 3HaYMTe/IbHOMY Maccusy nep-
COHa/bHbIX AAHHbIX GU3NYECKUX UL, (He TONbKO paboT-
HWKOB, HO U /1ML, XKeNatoLmMX 3aK10UUTb TPYL0BOW 40rO-
BOP), B TOM 4YMC/e KacCaloLWMXCA COCTOAHMA 340POBbA.

1KoHBeHuMs o npasax pebeHKka (npuHaTa pesonoumeit 44/25 TeHepanbHoi Accambnen ot 20 Hoa6. 1989r.). URL:
https://www.un.org/ru/dcuments/decl_conv/conventions/childcon.shtml .
206 OCHOBHbIX rapaHTuax npas pebeHka B Poccuitickolt deaepaumn: Geaep. 3akoH oT 24 uiona 1998 r. Ne 124-®3 // Cobp. 3aKoHO-

npatensctea Poccuiickon depepaumn. 1998. Ne 31, cr. 3802.
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At the same time, without appropriate legislative regu-
lation, it is impossible to fully ensure the protection of
confidentiality when implementing DTC genetic testing
practices.

IV. DTC Genetic Testing with the Participation of Minors

Genetic testing of minors is an issue at the inter-
section of law and ethics, especially in terms of so-called
predictive testing, which is performed on an asympto-
matic subject to identify the risk of disease in the future.
Many authors point to the significant harm of such test-
ing for minors, for whom it can cause severe emotional
stress, distort self-esteem and self-perception, and lead
to apathy [12, p. 275]. On the contrary, some authors
argue that the benefits of testing outweigh the potential
harm, since finding out genetic information (even of a
negative nature, with confirmation of a predisposition to
disease) can facilitate the process of adaptation of a mi-
nor to future independent life [20, p. 642]. It seems that
such a view generally correlates with the current per-
ception of genetics as an effective tool of preventive
medicine.

In comparing DTC genetic testing and ‘traditional’
genetic testing of minors, we note that for the latter,
parental consent and the opinion of a health care pro-
fessional are key to ensure that the decision to conduct
testing is in the best interests of the minor and not
aimed at alleviating parental anxiety or satisfying their
curiosity. Thus, the appropriateness of genetic testing
for a particular minor is professionally assessed based
on the perceived benefits and risks. In contrast, the
commercial availability of DTC genetic testing and the
lack of third-party oversight allow parents and minors
to freely test a genetic profile, even ‘overriding’ a phy-
sician’s objections to testing. Such uncontrolled access
to DTC genetic testing places minors in a vulnerable
position, exposing them to potentially adverse genetic
testing results.

Due to this, a question arises: should minors’ ac-
cess to DTC genetic testing be completely restricted?
The answer must be sought, taking into account inter-
national legal standards for the rights of minors en-
shrined in the Convention on the Rights of the Child?

(hereinafter referred to as the Convention) and reflect-
ing the idea that children have the right to have and ex-
press their own opinion about every aspect of their lives,
including the use of medical care to maintain physical
health. Moreover, Article 24 of the Convention provides
the right of children to participate in decision-making re-
garding their health and the obligation of the state to
guarantee the availability of the most advanced health
care services and health restoration facilities. In order to
ensure children’s rights to health, state and municipal
healthcare institutions implement measures to provide
children with free medical care, including their recovery,
prevention, diagnosis, and treatment of diseases ac-
cording to the Article 10 of the Federal Law ‘On Basic
Guarantees of the Rights of the Child in the Russian
Federation’?.

Considering the issue of minors’ access to DTC ge-
netic testing in this context, one can deem as unfounded
the objections raised against genetic testing of minors as
incapable of making informed decisions regarding their
own physical health due to their age. On the contrary,
knowledge regarding the genetic profile will help main-
tain the physical and mental health of minors. Based on
the concept of taking into account the opinions and re-
spect for their views, as laid down in the Convention, it
seems acceptable to allow access to DTC for minors, but
only with the mandatory participation of legal repre-
sentatives and a genetic consultant.

V. Genetic Discrimination

Genetic discrimination appears where decisions
are made solely based on information about the genetic
profile (usually about existing diseases or predisposition
to them) of a particular person [17, p. 191]. Examples of
such discrimination are often found in the context of
employment and health insurance issues. For example,
genetic information about the health of a particular per-
son can be used by insurance companies when deciding
to increase insurance payment or to conclude an insur-
ance contract. In turn, genetic discrimination in labor re-
lations is due to the employer having access to a signifi-
cant array of personal data of individuals (not only em-
ployees, but also persons wishing to conclude an employ-
ment contract), including those related to their health.

1 Convention on the Rights of the Child (adopted by Resolution 44/25 of the General Assembly of November 20, 1989). United Nations
[website]. Available at: https://www.un.org/ru/documents/decl_conv/conventions/childcon.shtml.
2 On the Basic Guarantees of the Rights of the Child in the Russian Federation: Federal Law No. 124 -FZ of July 24, 1998. Collection of

Legislative Acts of the Russian Federation. 1998. No. 31. Art. 3802.
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Mo MHEHUIO HEKOTOPbIX aBTOPOB, MMEHHO PACcMpOCTpa-
HeHue DTC sBMAOCH NPUYMHON YBENMYEHMA YUCNA CAY-
YaeB reHeTMYeCcKor ANCKpUMMHaUUK [9, p. 53]. YKazaHHasn
TOYKa 3pPeHnA BUAMTCA BNOJSIHE OBOCHOBAHHOW C y4eTom
cneundukn DTC: gocTynHOCTb, aHOHMMHOCTb, OTCYTCTBUE
KOHTPOAA CO CTOPOHbI CUCTEMbI 34PaBOOXPaHEHMS.

MpoABNEHMA TFeHeTUYeCKON AMCKPUMMUHALMKM 3a-
npeLLeHbl B 3aKOHOAATEIbCTBE HEKOTOPbIX FOCYAapcCTB.
Hanpumep, B CLUA pelictByeT 3aKOH O HepasriaweHun
reHetmyeckon uHobopmaumm (Genetic  Information
Nondiscrimination Act, GINA), ycTaHaBAMBalOLWMA OTBET-
CTBEHHOCTb 3a aKTbl FEHETUYECKON AMCKPUMWHALUW B
chepe MeaMLIMHCKOro CTPaxoBaHUA U TPYLOYCTPOMCTBA.
MpumeyaTtenbHo, uto B GINA npeaycmoTpeHbl mepbl 3a-
LWMTbI U AN8 BAN3KUX POACTBEHHUKOB INLA, NPOLLIEeALLErO
reHeTUYecKkoe TeCTUPOBAHME, MOCKOJ/IbKY reHeTuyeckas
MHPopMaumAa nocnegHero MoXeT 6biTb MCNOb30BaHa
ONA MAEHTUOMKAUUKN YIEeHOB CEMbMU.

B Poccum noKa He NPUHAT HOPMATUBHbIN NPaBOBOM
aKT, HEeNocpeACTBEHHO 3anpeLLatoWwmnin NPoABIeHUA re-
HETUYECKOM ANCKPUMMHALMK U 3n0ynoTpebnexHve ao-
CTYNOM K reHeTuyecKkon nHpopmaumn. Bmecrte ¢ Tem ot-
OENbHble MONOXKEHUA O ee nosyyeHun, obpaboTke, mc-
No/Ib30BaHUMN U XpaHeHUM NpeaycMmoTpeHbl B Peaepans-
HOM 3aKoHe oT 3 ekabpa 2008 r. Ne 242-d3 «O rocyaap-
CTBEHHO reHOMHOW pernctpaumm B Poccuiickoit ®eaepa-
umn»! n B depepanbHom 3akoHe oT 27 mona 2006rT.
No 152-d3 «O nepcoHaNbHbIX [AaHHbBIX»?, MO CMbICY
nyHKTa 1 ctatbi 11 KOTOPOro reHeTnyeckas MHbopmaLms
OTHOCUTCA K BUOMETPUYECKMM NMEPCOHANBbHBIM AAHHbIM —
CBEAEHUAM, XapaKTepusyoLLmMm dpursmonormyeckme n uo-
JlorMyeckne ocobeHHOCTU YenoBeKa, Ha OCHOBAHMM KOTO-
PbIX MOXHO YCTaHOBWUTb €ro IMYHOCTb. [peacrasnsercs,
YTO CYLLECTBYIOLLMIA B POCCUMACKOM 3aKOHOAATENbCTBE
npoben OTHOCUTENbHO FEHEeTUYECKOM AMCKPUMMUHALMUK
ycyrybuT ee HeraTUBHOE BAUAHWE HA HAYYHO-MeaNUMH-
CKUI NPOrpecc U NPoABUMKEHME FeHETUYECKOTO MOHUTO-
PUWHra, NOCKOJIbKY 60A3Hb NOABEPTHYTLCA AUCKPUMMUHA-
LLMOHHOMY OTHOLLEHUIO MOXKET CTaTb MPUYMHON OTKa3a
OT Y4aCTUA B KIMHUYECKMUX UCMbITAHUAX U FTEHETUYECKOM
TECTUPOBaHUU.

VI. DTC v npaBo Ha OTKa3 OT NO/ly4YeHus
KaKol-n11m6o nHpopmaumum o 340poBbe

MpaBo MaumeHTa Ha OTKa3 OT NOJIYYEHUSA KaKOM-
NM60 HPOPMALIMM O CBOEM 30POBbE BbITEKAET U3 PYH-
JaMeHTaNIbHOro BMO3TMYECKOro MpUHLMMNAG aBTOHOMUMU
[1, p. 52], coneprkaHne KoToporo obpasytoT cneaytoLLme
anemeHThl [4, p. 437]:

— y4acTue naupmeHTa B NpoLecce NPUHATUA pelleHni
OTHOCUTE/IbHO /IH0BbIX BOMPOCOB OKa3aHUA MeAULMHCKOM
nomoLLM (MpaBo NaLMeHTa Ha camoonpeaeneHue);

— CNoCcobHOCTb MaumMeHTa OCO3HAHHO onpeaensaTb
XapakTep M 06beM MeLULMHCKOTO BMELLATENbCTBA CO-
rNacHo MHbOPMALMK, UCYEpPNbIBAlOLLE M B AOCTYMHOM
dopme M3N0KEHHOW Bpavom;

— BpayebHan TaliHa, Npegnonaratowas KOHGUAEH-
LMaNbHOCTb BCEWN M3BECTHOWM Bpayy MHPopmaumm o co-
CTOAHWM 340POBbA NALUEHT];

— MHGOPMUPOBAHHOCTb NaLMeEHTa O MOTEHUMANb-
HbIX PUCKAxX U HEraTUBHbIX MOCNAEACTBUAX MEAULIMHCKUX
BMELLATENbCTB.

C oZHOW CTOPOHbI, aBTOHOMMA NpeanonaraeT ne-
pepayy BpavyoM MaLMEHTY NOAHOM, aKTyaslbHOW WU TOu-
HOW MHPOPMALMM O COCTOSHMM 340POBbA U BapuaHTax
MeaULMHCKOro nedeHusa. C Apyroi CTOPOHbI, Bpay He
BMNpaBe 3acTaBUTb NAaLMEHTa NOy4aTb CBEAEHMUA, KOTO-
pble TOT He KenaeT 3HaTb. O3HaKomneHne ¢ MHopma-
uMen MeaMLMHCKOIO XapaKkTepa MOXKeT ObiTb KpaliHe
CTPEeccoBoit cUTyaLmen AnA NaumMeHTa, 0CObeHHO ecau
Yy4ecTb, YTO HEKOTOpPbIe AMAarHO3bl BEAYT K COLMANbHOM
CTUrMaTM3aLmm U AUCKpUMMUHaAUMK. Bonee Toro, oTKas
nauueHTa OT MOMyYeHUA MeAMUMHCKOM WHbopMauum
MOXeT bbITb 06YCNOBNEH OTCYTCTBMEM NpenapaTos A/
NleyeHuns gnarHoctmpyemoro 3abonesaHus.

BmecTe ¢ TemM NpaBo NaLMeHTa Ha OTKa3 OT noayye-
HMA KaKoW-1nMbo nHGopmaLMm 0 CBOEM 340P0BbE HEOA-
HOKPATHO NoABEPranoch KpUTHKe. Mo MHEeHUIO paaa aB-
TOPOB, NPABO Ha OTKa3 OT MHPOPMALMM O COOCTBEHHOM
34,0pOBbEe HAXOAWUTCA B MPOTUBOPEUYNM C MPUHLMMOM aB-
TOHOMWM, TaK Kak nocnegHuin Tpebyet obnagaHua na-
LUMEHTOM BCel NMONHOTON CBeAEHWUIN ANA NPUHATUA ca-
MOCTOATENbHbIX peweHnin [18, p. 476]. AHAaNOrMYHbIM
06pa3om aKTyasibHble 3HaHWA O PUINYECKOM COCTOSHUM
HeobxoAMMbl A5 NONYYEHUA OT NLA MHPOPMMPOBAH-
HOro cornacua, 6e3 KOTOpPOro Henb3a peann3oBaTtb
60O/1bLUYI0 YacTb MeAUUMHCKMX — npoueayp. MNpumeHu-
Te/IbHO K reHeTUKe NpaBo NaLMeHTa Ha OTKa3 OT nosyye-
HUA MHPOPMaLMM O CBOEM 340POBbE BCTYMaeT B elle
601ee ocTpbI KKOHGAMKT» C NPUHLUNOM aBTOHOMMUMU.
C ofHOM CTOpOHbI, Bpay 06A3aH NpPouHPOpMMpPOBaTb
nauuneHTa 060 BCex HaCNeACTBEHHbIX PUCKaX, BblsiB/EH-
HbIX B paMKax reHeTU4eckoro TectupoBaHua [15, p. 18].
C gpyroi — y naumMeHTa MMeeTcA NpaBo He 3HaTb O Mo-
cnepHux, 3aKkpenneHHoe B KoHBEHLMM O npaBax 4yeno-
BeKa u buomeamumHe®. Hanuuo, Takum obpasom, He-
BO3MOKHOCTb OAHOBPEMEHHOM U MOJIHOW peann3aunm
0653aHHOCTM COOBLLEHMA reHeTUYecKon nHGopMaLnmn n
npaBa ee HEenpuHATUA. ITO MONOXKeHMe ycyrybnsetca
TEM, YTO reHeTnYecKan MHGoOpPMaLMa XapaKTepusyeT He
TO/IbKO OAHOTO YesloBeKa, HO W Y/IEHOB €ero CembM.
Hanpumep, BblfiBNEHWE FeHEeTUYECKUX MyTauuin y ofa-
HOrO M3 poauTenei ¢ BbICOKOM AoNe i BEPOATHOCTU CBU-
OEeTENbCTBYET 06 MX HANMUUKU y aeTel. B cBA3M c Ha3BaH-
HOWM 0COBEHHOCTbIO reHeTUYeckol nHdopmauumn npaso

10 rocyaapcTBeHHOM reHOMHO permcTpaummn B Poceuiickoin Geaepaunn: ®eaep. 3akoH ot 3 aek. 2008 r. Ne 242-d3 // Cobp. 3aKo-

HoaaTenbcTBa Poccuiickoit ®epepaumm. 2008. Ne 49, ct. 5740.

20 nepcoHanbHbIX AaHHbIX: Deaep. 3akoH oT 27 uiona 2006 r. Ne 152-d3 // Cobp. 3akoHoaaTenbcTsa Poccuiickoit ®eaepauum. 2006.

Ne 31, cT. 3451.

3 KoHBeHUMA 0 npaBax 4yenosBeka U 6uomeamumHe (npuHata Komutetom muHuctpos Coseta Esponbl 19 Hosa6. 1996 r.). URL:

https://rm.coe.int/168007d004.
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According to some authors, it was the spread of DTC ge-
netic testing that caused the increase in the number of
cases of genetic discrimination [9, p. 53]. This point of
view seems quite reasonable, given the specific features
of DTC genetic testing: accessibility, anonymity, lack of
control by the healthcare system.

Genetic discrimination is prohibited in some coun-
tries. For example, in the United States, the Genetic In-
formation Nondiscrimination Act (GINA) is in effect, es-
tablishing liability for acts of genetic discrimination in
the areas of health insurance and employment. It is
noteworthy that GINA also protects close relatives of a
person who has undergone genetic testing, since the lat-
ter’s genetic information can be used to identify family
members.

Russia has not yet adopted a regulatory act directly
prohibiting genetic discrimination and abuse of access
to genetic information. At the same time, separate pro-
visions on its receipt, processing, use, and storage are
established in Federal Law No. 242-FZ ‘On State Ge-
nomic Registration in the Russian Federation’! of De-
cember 3, 2008 and in Federal Law No. 152-FZ ‘On Per-
sonal Data’? of July 27, 2006, which refers genetic infor-
mation to biometric personal data, i.e., information
characterizing the physiological and biological charac-
teristics of a person on the basis of which his or her iden-
tity can be established. It seems that the existing gap in
Russian legislation regarding genetic discrimination will
likely aggravate its negative impact on the advancement
of scientific and medical progress, and genetic monitor-
ing, since the fear of being subjected to discriminatory
treatment may become a reason for refusing to partici-
pate in clinical trials and genetic testing.

VI. DTC Genetic Testing and the ‘Right Not to Know’
Information About Health

The patient’s right to refuse to receive any infor-
mation about his or her health (known as the ‘right not
to know’) follows from the fundamental bioethical prin-
ciple [1, p. 52] of autonomy, which includes the follow-
ing elements [4, p. 437]:

— patient participation in the decision-making pro-
cess regarding any issues of medical care (the patient’s
right to self-determination);

—the patient’s ability to make an informed choice
about the nature and extent of medical intervention
based on information provided by the physician in a
comprehensive and accessible form;

— medical confidentiality, which implies the confi-
dentiality of all information known to the physician re-
garding the patient’s health status;

— patient awareness of potential risks and negative
consequences of medical interventions.

On the one hand, autonomy implies that the physi-
cian provides the patient with complete, up-to-date, and
accurate information about the patient’s health status
and medical treatment options. On the other hand, the
physician does not have the right to force the patient to
receive information that the patient does not want to
know. Familiarization with medical information can be
an extremely stressful situation for the patient, given
that some diagnoses lead to social stigmatization and
discrimination. Moreover, the patient’s refusal to re-
ceive medical information may be due to the lack of
drugs to treat the diagnosed disease. At the same time,
the patient’s right to refuse to receive any information
about his or her health has been repeatedly criticized.
According to some authors, the right to refuse infor-
mation about one’s own health is in conflict with the
principle of autonomy, since the latter requires the pa-
tient to have complete information to make independ-
ent decisions [18, p. 476]. Similarly, up-to-date
knowledge of the patient’s physical condition is neces-
sary to obtain informed consent from the person, with-
out which most medical procedures cannot be carried
out. In the context of genetics, the patient’s right to re-
fuse to receive information about his or her health
comes into even more acute conflict with the principle
of autonomy. On the one hand, there is a physician’s
duty to inform the patient about all hereditary risks
identified through genetic testing [15, p. 18]. At the
same time, the patient has the right not to know about
the latter, as enshrined in the Convention on Human
Rights and Biomedicine3. Thus, it is impossible to sim-
ultaneously and fully implement the duty to communi-
cate genetic information and the right not to accept it.
This situation is aggravated by the fact that it charac-
terizes not only one person, but also members of his or
her family. For example, the identification of genetic
mutations in one of the parents is highly likely to indi-
cate their presence in children. In connection with
the mentioned feature of genetic information, the right

1 On State Genomic Registration in the Russian Federation: Federal Law No. 242 -FZ of December 3, 2008. Collection of Legislative

Acts of the Russian Federation. 2008. No. 49. Art. 5740.

2 On Personal Data: Federal Law No. 152-FZ of July 27, 2006. Collection of Legislative Acts of the Russian Federation. 2006. No. 31.

Art. 3451.

3 Convention on Human Rights and Biomedicine (adopted by the Committee of Ministers of the Council of Europe on November 19,
1996). Council of Europe [website]. Available at: https://rm.coe.int/168007d004.
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Ha OTKa3 OT ee NoJly4eHUA MOXKET BbITb OCMOPEHO HA TOM
OCHOBaHMK, 4T Nofo6HOE pelleHMe KacaeTcs U BAN3KMX
POACTBEHHWMKOB MAaLMEHTA, KOTOPbIM MOMKET BbITb NPUYN-
HeH Bpes He3HaHMeM COOTBETCTBYHOLMX CBeAEeHUN.
Meay Tem 0603HaYeHHbI apryMmeHT onpoBepraeTca B
iMTepaType Tem, YTo NPaBO HA OTKA3 OT NOJIyYeHUA reHe-
TUYECKON MHOOPMALMK TONIKYETCA KaK NPaBO Ha reHeTu-
yeckoe «HEeBEXKECTBO», npeanonaratowee abcoNtoTHbIN
3anpeT «HaBA3bIBAHMA» NAUMEHTY MHPOPMaLMKN O cOb-
CTBEHHOM reHeTu4yeckom npodwune [19, p. 291].

Mpoaonkaa aHanM3 NpaBa Ha OTKa3 OT NOAyYeHUA
cBeAeHul 0 cO6CTBEHHOM 340p0OBbe, CefyeT KOHKpe-
TM3UPOBaTb, YTO OHO peasiM3yeTcA B paMKax NPaBOOTHO-
LWEeHUA MeXKAYy BPayoOM M MaLMEeHTOM, ABHO Bblpa3mB-
LIMM COOTBETCTBYIOLLYIO BOAO. MpK peannsaummn npasa
Ha OTKa3 OT Mojay4YeHua MHbOPMALMKM O 340POBbE B
ycnosusix DTC BO3HMKAET HecKoJsibKo TpyAaHocTel. Bo -
nepBbIX, NOTPeOUTENAM, KaK MPaBUIO, He coobLLaeTcs O
noTeHLUMane BO3AEeNCTBUA reHETUYECKOM MHbOPMaLLUK,
KOTOPasA MOMET CTaTb NPUYMHOM CUNBHOTO CTpecca U
TPEeBOru No nNoBoAy cCO6CTBEHHOrO COCTOAHMA U 340PO-
BbA POACTBEHHMKOB, @ TaK¥Ke YyBCTBA HECNOMOLLHOCTM
B CWUJly HEM3/IEYMMOrO XapaKTepa HEKOTOpbIX Hacnen-
CTBEHHbIX 3ab0neBaHUN. Takmm ob6pasom, OTCyTCTBME
npeaynpexaeHa o0 BEPOATHbLIX PUCKAX NOMyYeHUs re-
HeTMYeCKoM MHbOpMaLMKN LenaeT HEBO3SMOXKHOW pea-
IM3aLMI0 NpaBa Ha OTKa3 OT MOJyYeHWUA CBEAEHUIN O
cobctBeHHOM 340poBbe. BTopoit npobnemHblii acnekT
OCyLLeCcTBAeHMA AaHHOrO nNpasa B ycnosuax DTC ceA3aH
C OTCYTCTBMEM TE€HETUYECKOTO KOHCY/NbTUP OBaHUA.
HanpoTus, B paMKax «TPaguuUMOHHOro» MeANLMHCKOrOo
reHeTMYECKOro TeECTUPOBAHWUA BCeraa y4yacTByeT mMeau-
LMHCKMIN pabOTHMK, KOTOPbIN JOMKEH YAOCTOBEPUTLCA
B OCO3HAHHOCTM W B3BELUEHHOCTU OTKasa OT reHeTuye-
CKOM MHPOPMaLMK, a TaKKe OOBACHUTb ero noTeHum-
afibHble PUCKU. KaK BUAMTCA, NONHAA peannsaLma npasa
Ha OTKa3 OT Mojay4YeHua MHbOPMALMKM O 340POBbE B
ycnosusax DTC HeocyliecTBMMa 6e3 afeKBaTHOro NpaBo-
BOrO pPEeryinpoBaHus, npesycmatpuBatowero obasaH-
HOCTb COOTBETCTBYIOLLEN KOMNAHUM MO MHPOPMUPOBa-
HWIO NOTpebuTens o NOCNeACTBUAX MONYYEHUA TEHETU-
Yeckon MHPOPMALMM KaK A1 HEero camoro, Tak U ans
ero 6/1M3KMX POACTBEHHMKOB.

3aknuyeHue

B HbIHELHIO0 3MoXy HEBbIBANOrO MHTEPECA K reHe-
TUKe BMo/IHe 06bACHMM pacTywmii cnpoc Ha DTC, KoTo-
poe ABAAETCA AOCTYNHbIM U MHGOPMATUBHBIM UHCTPY-
MEHTOM YA0BNETBOPEHUA TEHETUYECKOro «1t0bonbIT-
ctBa». Tem He meHee y DTC cyLLecTBYIOT M cepbesHble
HeA0CTaTKM, HecyLme NpaBoBble PUCKK, BKAOYAA PYHK-
LMOHMPOBaHME HEAKKPeaMTOBaHHbIX slabopaTopui,
OTCYTCTBME CTAaHAAPTOB KayecTBa, PUCK BBEAEHMUA B 3a-
6ny:}KaeHWe notpebutene U UX HeHagAexallee WH-
bopMMpoBaHME, HEAOCTATOUHYIO KIMHUYECKYIO U aHa-
JNINTUYECKYI0 [0CTOBEPHOCTb pPe3y/bTaToB TeCTUPOBa-
HMA, parmMeHTapHOCTb MPaABOBOMO pPEeryanMpoBaHMs.
Kpome Toro, 6e3 afeKBaTHOrO reHeTUYECKOro

KOHCY/IbTUPOBAHWA, ABNAIOLLETOCA BaXKHENLLIMM KOMMO-
HEHTOM MEAMUMHCKOTO reHeTUYecKoro TeCTMpOBaHMA,
MHbOopMaLma, nofydeHHan B xoge DTC, moxeT 6bITb No-
TEHUMA/IbHO BPEeAHON ANA He NOATOTOB/IEHHOTO K ee
BOCNPUATUIO NOTpebuTens. MPaKTUYECKM HEKOHTPOU-
pyembin goctyn K DTC BbicBeumBaeT 1 Bonpoc ob orpa-
HWUYEHUM AO0CTYNa HECOBEPLUEHHONETHUX K MOA0OHbIM
TectamM. HasBaHHble HeraTuBHble GaKTOpbl NpenAaT-
cTBYHOT npespaweHmto DTC B ageKBaTHYO 3aMeHy «Tpa-
OVLMOHHOIO» MeAMULMHCKOrO reHeTUYecKoro TecTupo-
BaHWA, K/IOYEBbIMM YepTamMM KOTOPOro ABAAKOTCA yya-
CTMe MefMLUMHCKOro CneumasnmcTa, BbICOKaa TOYHOCTb
pe3ynbTaToB, HAAEXKALLM A MPOLLECC OLEHKU reHeTuYe-
CKUX PUCKOB. CUTYaLMA MOXKET U3MEHUTbCA B TOM C/y-
Yyae, ecnn Ha npasBoBble NpPobnembl, CBA3aHHbIE C pac-
npoctpaHeHMem npaktuku DTC, 6yaeT obpalleHo BHU-
MaHWe 3aKoHoaaTens.

Ha cerogHslWHNI AeHb B POCCUMCKOM 3aKOHOAA-
TENbCTBE OTCYTCTBYHOT HOPMbI, PeraMeHTUpytoLLme
HenocpeacTBEHHO AeATeNbHOCTb KOMMAHUI-NOCTaBLLM-
kos DTC, KoTopas He TpebyeT HaAnunA NLEH3NK, Heob-
XOAMMOM NpPU OKa3aHUU MeSMULUHCKOW nomolLn. Bme-
cte ¢ Tem cneumdpuka DTC aABHO HyKAaeTca B paspa-
60TKe crneLmanbHbIX HOPM, 0COBEHHO B YacTU NNLEH3U-
poOBaHWA U CTaHAAPTOB KavecTBa. bes yctaHoBNeHMA Ta-
KMX HOPM He/lb3A rapaHTUPOBaTb AarKe MUHUMaNbHbIN
YPOBEHb KNIMHUYECKOMN JOCTOBEPHOCTM M Be3onacHoCTH
TECTOB, NpeAsiaraemblx NOTPeOUTENAM, KOTOPbIX BaXKHO
orpaguTb OT MOCAeACTBUI HEAOCTATOYHOM NPaBOBOM
pernameHTaLMn noTpebuTeNbCcKOro reHeTUYeckoro Te-
CTUPOBAHMA.
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not to know may be challenged on the grounds that such
a decision also concerns the patient’s close relatives,
who may be harmed by ignorance of the relevant infor-
mation. Meanwhile, the above argument is criticized in
the literature by interpreting the right to refuse to re-
ceive genetic information as the right to genetic ‘igno-
rance’, which implies an absolute ban on imposing infor-
mation about one’s own genetic profile to a patient
[19, p. 291].

The right to refuse to receive information about
one’s own health is implemented within the framework
of the legal relationship between a doctor and a patient
who has clearly expressed the corresponding will. Ac-
cordingly, several difficulties arise in implementing the
right to refuse to receive health information in DTC ge-
netic testing sphere. First, consumers are usually not in-
formed about the potential impact of genetic infor-
mation, which can cause severe stress and anxiety about
one’s own condition and the health of relatives, as well
as a feeling of helplessness due to the incurable nature
of some hereditary diseases. Thus, the absence of a
warning about the probable risks of receiving genetic in-
formation makes it impossible to implement the right
not to know. The second problematic aspect of exercis-
ing this right in the DTC genetic testing context is the lack
of genetic counseling. In contrast, traditional medical
genetic testing always involves a health professional
who must ensure that the refusal to receive the genetic
information is informed and considered. It appears that
the full implementation of the right not to know in the
DTC genetic testing context is impossible without ade-
quate legal regulation establishing the obligation of the
relevant company to inform the consumer of the conse-
quences of receiving genetic information both for
him/herself and for his/her close relatives.

Conclusion

In the era of unprecedented interest in genetics, it
is explainable why DTC genetic testing is very popular as
an accessible and informative tool for satisfying genetic
‘curiosity’. However, DTC genetic testing also has serious
shortcomings that pose legal risks, including the opera-
tion of unaccredited laboratories, lack of quality stand-
ards, risk of misleading consumers and inadequate infor-
mation, insufficient clinical and analytical reliability of
test results, and fragmented legal regulation. In addi-
tion, without adequate genetic counseling, which is a
critical component of medical genetic testing, the infor-
mation revealed during DTC genetic testing may be po-
tentially harmful to an unprepared consumer. Virtually
uncontrolled access to DTC genetic testing also high-
lights the issue of limiting minors’ access to such tests.
The abovementioned negative factors prevent DTC ge-
netic testing from becoming an adequate replacement
for ‘traditional’ medical genetic testing, the key features

of which are the participation of a medical specialist,
high accuracy of the results, and a proper process for as-
sessing genetic risks. The situation may change if the
legislator pays attention to the legal problems associ-
ated with the spread of DTC genetic testing practices.

At present, Russian legislation does not contain any
rules directly regulating the activities of DTC genetic
testing supplier companies, which do not require a li-
cense, which is necessary when providing medical care.
At the same time, the specifics of DTC genetic testing
clearly require the development of special rules, espe-
cially in terms of licensing and quality standards, without
which it is impossible to guarantee even a minimum
level of clinical reliability and safety of tests offered to
consumers. It is important to protect them from the con-
sequences of insufficient legal regulation of DTC genetic
testing.

References

1. BerglL.N., Bolkov M. A. et al. Pravovaya geno-
mika [Legal Genomics]. Moscow, 2024. 259 p. (In Russ.).

2. Berg L. N., Golubtsov V. G. Pravovye aspekty
ispol'’zovaniya epigeneticheskoy informatsii: voprosy
konfidentsial'nosti, diskriminatsii i lichnoy otvetstvennosti
[Legal Aspects of Using Epigenetic Information: Issues of
Confidentiality, Discrimination and Personal Responsi-
bility]. Vestnik Permskogo universiteta. Juridicheskie nauki—
Perm University Herald. Juridical Sciences. 2024. Is-
sue 3(65). Pp. 373-381. DOI: 10.17072/1995-4190-2024-
65-373-381. (In Russ.).

3. BoltanovaE.S., Imekova M. P. Geneticheskaya
informatsiya v sisteme ob"ektov grazhdanskikh prav
[Genetic Information in the System of Objects of Civil
Rights]. Lex Russica. 2019. Issue 6. Pp. 110-121. DOI:
10.17803/1729-5920.2019.151.6.110-121. (In Russ.).

4. Andorno R. The Right Not to Know: An
Autonomy Based Approach. Journal of Medical Ethics.
2004. Vol. 30. Issue 5. Pp. 435-439. DOI: 10.1136/jme.
2002.001578. (In Eng.).

5. Gold E. R., Carbone J. Myriad Genetics: In the
Eye of the Policy Storm. Genetics in Medicine. 2010.
Vol. 12. Issue 4. Pp. 39-70. DOI: 10.1097/GIM.0b013e3
181d72661. (In Eng.).

6. FeeroW. G., Guttmacher A.E., Collins FS. The
Genome Gets Personal — Almost. Journal of the American
Medical Association. 2008. Vol. 299. Issue 11. Pp. 1351
1352. DOI:10.1001/jama.299.11.1351. (In Eng.).

7. Drabiak-Syed K. Baby Gender Mentor: Class
Action Litigation Calls Attention to a Deficient Federal
Regulatory Framework for DTC Genetic Tests, Politicized
State Statutory Construction, and a Lack of Informed
Consent. Journal of Medicine and Law. 2010. Vol. 14.
Pp. 71-92. (In Eng.).

8. Lefterov |, FitzN. F, Lu Y., Koldamova R. APOEe4
and Risk of Alzheimer’s Disease — Time to Move Forward.
Frontiers in Neuroscience. 2023. Vol. 17. DOI: 10.3389/
fnins.2023.1195724. (In Eng.).

~546 -



/70mp€6um€/'leK0€ ceHemu4yecKkoe mecmuposeaHue: I7p06/7€MbI npaeoeoco peeyanupoeaHuAa

7. Drabiak-Syed K. Baby Gender Mentor: Class
Action Litigation Calls Attention to a Deficient Federal
Regulatory Framework for DTC Genetic Tests, Politicized
State Statutory Construction, and a Lack of Informed
Consent // Journal of Medicine and Law. 2010. Vol. 14.
Pp. 71-92.

8. APOEe4 and risk of Alzheimer’s disease —time
to move forward / I. Lefterov, N. FFitz, Y Lu, R. Kolda-
mova // Frontiers in Neuroscience. 2023. Vol.17.
DOI: 10.3389/fnins.2023.1195724.

9. Genomic Contextualism: Shifting the Rhetoric
of Genetic Exceptionalism / N. Garrison, A. Goldenberg,
J. Lynch, K.B.Brothers // The American Journal of
Bioethics. 2019. Vol.19. Issue 1. Pp.51-63. DOI:
10.1080/15265161.2018.1544304.

10. Levitt M. Let the Consumer Decide? The
Regulation of Commercial Genetic Testing // Journal of
Medical Ethics. 2001. Vol. 27. Issue 6. Pp. 398-403. DOI:
10.1136/jme.27.6.398.

11. LaestadiusL.l., RichJ. R., Auer P L. All Your
Data (Effectively) Belong to Us: Data Practices among
Direct-to-consumer Genetic Testing Firms // Genetics in
Medicine. 2017. Vol. 19. Pp.513-520. DOI: 10.1038/
gim.2016.136.

12. Malpas P. Predictive Genetic Testing of
Children for Adult-Onset Diseases and Psychological
Harm // Journal of Medical Ethics. 2008. Vol. 34. Issue 4.
Pp. 275-278. DOI: 10.1136/jme.2006.019802.

13. Pushkarev D., Neff N. F., Quake S. R. Single-
molecule Sequencing of an Individual Human Genome //
Nature Biotechnology. 2009. Vol. 27. Issue 9. Pp. 847—
850. DOI: 10.1038/nbt.1561.

14. Personal Genomes: Misdirected Precaution /
B. Prainsack, J. Reardon, R. Hindmarsh et al. // Nature.
2008. Vol. 456. Pp. 34-35. DOI: 10.1038/456034a.

15. Rhodes R. Genetic Links, Family Ties, and
Social Bonds: Rights and Responsibilities in the Face of
Genetic Knowledge // Journal of Medicine and Philo-
sophy. 1998. Vol. 23. Issue 1. Pp. 10-30. DOI: 10.1076/
jmep.23.1.10.2594.

16. Schaper M., Schicktanz S. Medicine, Market
and Communication: Ethical Considerations regarding
Persuasive Communication in Direct-to-consumer Genetic
Testing Services // BMC Medical Ethics. 2018. Vol. 19.
Issue 1. Article 56. DOI: 10.1186/s12910-018-0292-3.

17. Shevchenko S., ZhavoronkovA. The Role of
Exceptionalism in the Evolution of Bioethical Regulation //
Cambridge Quarterly of Healthcare Ethics. 2024. Vol. 33.
Issue 2. Pp. 185—-197. DOI: 10.1017/50963180123000336.

18. May T, Spellecy R. Autonomy, Full Infor-
mation and Genetic Ignorance in Reproductive Medicine //
The Monist. 2006. Vol. 89. Issue 4. Pp. 466-481. DOI:
10.2307/27904002.

19. Takala T The Right to Genetic Ignorance
Confirmed // Bioethics. 1999. Vol.13. Issue 3-4.
Pp. 288-293. DOI: 10.1111/1467-8519.00157.

20. Wilfond B., RossL.FE From Genetics to
Genomics: Ethics, Policy and Parental Decision-making //
Journal of Pediatric Psychology. 2009. Vol. 34. Issue 6.
Pp. 639-647. DOI: 10.1093/jpepsy/jsn075.

References

1. BergL.N., Bolkov M. A. et al. Pravovaya geno-
mika [Legal Genomics]. Moscow, 2024. 259 p. (In Russ.).

2. Berg L. N., Golubtsov V. G. Pravovye aspekty
ispol'zovaniya epigeneticheskoy informatsii: voprosy
konfidentsial'nosti, diskriminatsii i lichnoy otvetstvennosti
[Legal Aspects of Using Epigenetic Information: Issues of
Confidentiality, Discrimination and Personal Responsi-
bility]. Vestnik Permskogo universiteta. Juridicheskie nauki—
Perm University Herald. Juridical Sciences. 2024. Is-
sue 3(65). Pp. 373-381. DOI: 10.17072/1995-4190-2024-
65-373-381. (In Russ.).

3. BoltanovaE.S., Imekova M. P. Geneticheskaya
informatsiya v sisteme ob"ektov grazhdanskikh prav
[Genetic Information in the System of Objects of Civil
Rights]. Lex Russica. 2019. Issue 6. Pp. 110-121. DOI:
10.17803/1729-5920.2019.151.6.110-121. (In Russ.).

4. Andorno R. The Right Not to Know: An
Autonomy Based Approach. Journal of Medical Ethics.
2004. Vol. 30. Issue 5. Pp. 435-439. DOI: 10.1136/jme.
2002.001578. (In Eng.).

5. Gold E. R., Carbone J. Myriad Genetics: In the
Eye of the Policy Storm. Genetics in Medicine. 2010.
Vol. 12. Issue 4. Pp. 39-70. DOI: 10.1097/GIM.0b013e3
181d72661. (In Eng.).

6. Feero W G., Guttmacher A. E., Collins FS. The
Genome Gets Personal — Almost. Journal of the American
Medical Association. 2008. Vol. 299. Issue 11. Pp. 1351-
1352. DOI:10.1001/jama.299.11.1351. (In Eng.).

7. Drabiak-Syed K. Baby Gender Mentor: Class
Action Litigation Calls Attention to a Deficient Federal
Regulatory Framework for DTC Genetic Tests, Politicized
State Statutory Construction, and a Lack of Informed
Consent. Journal of Medicine and Law. 2010. Vol. 14.
Pp. 71-92. (In Eng.).

8. Lefterov |, FitzN. F, Lu Y., Koldamova R. APOEe4
and Risk of Alzheimer’s Disease — Time to Move Forward.
Frontiers in Neuroscience. 2023. Vol. 17. DOI: 10.3389/
fnins.2023.1195724. (In Eng.).

9. Garrison N.A., Brothers K.B., Goldenberg
A.J., Lynch J. A. Genomic Contextualism: Shifting the
Rhetoric of Genetic Exceptionalism. The American
Journal of Bioethics. 2019. Vol. 19. Issue 1. Pp. 51-63.
DOI: 10.1080/15265161.2018.1544304. (In Eng.).

10. Levitt M. Let the Consumer Decide? The
Regulation of Commercial Genetic Testing. Journal of
Medical Ethics. 2001. Vol. 27. Issue 6. Pp. 398-403. DOI:
10.1136/jme.27.6.398. (In Eng.).

11. Laestadius L.I., Rich J. R., Auer P. L. All Your
Data (Effectively) Belong to Us: Data Practices among
Direct-to-Consumer Genetic Testing Firms. Genetics in
Medicine. 2017. Vol. 19. Pp. 513-520. (In Eng.).

12. Malpas P. Predictive Genetic Testing of
Children for Adult-Onset Diseases and Psychological
Harm. Journal of Medical Ethics. 2008. Vol. 34. Issue 4.
Pp. 275-278. DOI: 10.1136/jme.2006.019802. (In Eng.).

13. Pushkarev D., Neff N. F., Quake S.R. Single-
Molecule Sequencing of an Individual Human Genome.

-547 -

Direct-to-Consumer Genetic Testing: Legal Issues of Regulation

9. Garrison N.A., Brothers K.B., Goldenberg
A.J., Lynch J. A. Genomic Contextualism: Shifting the
Rhetoric of Genetic Exceptionalism. The American
Journal of Bioethics. 2019. Vol. 19. Issue 1. Pp. 51-63.
DOI: 10.1080/15265161.2018.1544304. (In Eng.).

10. Levitt M. Let the Consumer Decide? The
Regulation of Commercial Genetic Testing. Journal of
Medical Ethics. 2001. Vol. 27. Issue 6. Pp. 398—-403. DOI:
10.1136/jme.27.6.398. (In Eng.).

11. Laestadius L. I., Rich J. R., Auer P. L. All Your
Data (Effectively) Belong to Us: Data Practices among
Direct-to-Consumer Genetic Testing Firms. Genetics in
Medicine. 2017. Vol. 19. Pp. 513-520. (In Eng.).

12. Malpas P. Predictive Genetic Testing of
Children for Adult-Onset Diseases and Psychological
Harm. Journal of Medical Ethics. 2008. Vol. 34. Issue 4.
Pp. 275-278. DOI: 10.1136/jme.2006.019802. (In Eng.).

13. Pushkarev D., Neff N. F., Quake S.R. Single-
Molecule Sequencing of an Individual Human Genome.
Nature Biotechnology. 2009. Vol. 27. Issue 9. Pp. 847—
850. DOI: 10.1038/nbt.1561. (In Eng.).

14. Prainsack B., Reardon J., Hindmarsh R. et al.
Personal Genomes: Misdirected Precaution. Nature. 2008.
Vol. 456. Pp. 34—35. DOI: 10.1038/456034a. (In Eng.).

15. Rhodes R. Genetic Links, Family Ties, and
Social Bonds; Rights and Responsibilities in the Face of
Genetic Knowledge. Journal of Medicine and Philosophy.
1998. Vol. 23. Issue 1. Pp. 10-30. DOI: 10.1076/jmep.
23.1.10.2594. (In Eng.).

16. Schaper M., Schicktanz S. Medicine, Market
and Communication: Ethical Considerations Regarding
Persuasive  Communication in Direct-to-Consumer
Genetic Testing Services. BMC Medical Ethics. 2018.
Vol. 19. Issue 1. Article 56. DOI: 10.1186/s12910-018-
0292-3. (In Eng.).

17. Shevchenko S., Zhavoronkov A. The Role of
Exceptionalism in the Evolution of Bioethical Regulation.
Cambridge Quarterly of Healthcare Ethics. 2024. Vol. 33. Is-
sue 2. Pp. 185-197. DOI: 10.1017/50963180123000336.
(InEng.).

18. May T, Spellecy R. Autonomy, Full Informtion
and Genetic Ignorance in Reproductive Medicine. The
Monist. 2006. Vol.89. Issue4. Pp. 466-481. DOI:
10.2307/27904002. (In Eng.).

19. Takala T. The Right to Genetic Ignorance
Confirmed. Bioethics. 1999. Vol. 13. Issue 3-4. Pp. 288—
293.DOI: 10.1111/1467-8519.00157. (In Eng.).

20. Wilfond B., Ross L. F. From Genetics to Geno-
mics: Ethics, Policy and Parental Decision-Making.
Journal of Pediatric Psychology. 2009. Vol. 34. Issue 6.
Pp. 639-647. DOI: 10.1093/jpepsy/jsn075. (In Eng.).

References in Russia

1. bepe /1. H., bonkos M. A. Baadumuposa /. C.
[u Op.]. NMpaBoBaa reHomuKa: yuyebHUK. M.: PycaliHc,
2024. 259 c.

2. bepz /1. H., lonybyos B. I MpaBoBble acneKTbl
MCMNO/Ib30BaHMA 3NuUreHeTM4yeckon uHdopmauumn: Bon-
poCbl KOHOUAEHLMANBHOCTU, AUCKPUMUHALMWN U TIUYHOM

oTBeTCTBeHHOCTM // BecTHMK MepmcKoro yHuBepcuTeTa.
HOpuanueckme Hayku. 2024. Ne 3(65). C.373-381.
DOI: 10.17072/1995-4190-2024-65-373-381.

3. bonmaHosa E. C., Umekosa M. [1. TeHeTn4ec-
Kaf MHpopmauma B cucTeme OB6BEKTOB rpaKAaHCKUX
npas // Lex Russica (Pycckuii 3akoH). 2019. Ne 6. C. 110—
121. DOI:10.17803/1729-5920.2019.151.6.110-121.

4. AndornoR. The Right not to Know: an
Autonomy Based Approach // Journal of Medical Ethics.
2004. Vol.30. Issue5. Pp.435-439. DOIl: 10.1136/
jme.2002.001578.

5. Gold E. R., Carbone J. Myriad Genetics: In the
Eye of the Policy Storm // Genetics in Medicine. 2010.
Vol. 12. Issue 4. Pp.39-70. DOI: 10.1097/GIM.0b013
e3181d72661.

6. Feero W G., Guttmacher A. E. Collins F S.
The Genome Gets Personal — Almost // Journal of the
American Medical Association. 2008. Vol. 299. Issue 11.
Pp. 1351-1352. DOI:10.1001/jama.299.11.1351.

7. Drabiak-Syed K. Baby Gender Mentor: Class
Action Litigation Calls Attention to a Deficient Federal
Regulatory Framework for DTC Genetic Tests, Politicized
State Statutory Construction, and a Lack of Informed
Consent // Journal of Medicine and Law. 2010. Vol. 14.
Pp. 71-92.

8. APOEe4 and risk of Alzheimer’s disease —time
to move forward / I. Lefterov, N. F.Fitz, Y Lu, R. Kolda-
mova // Frontiers in Neuroscience. 2023. Vol. 17.
DOI: 10.3389/fnins.2023.1195724.

9. Genomic Contextualism: Shifting the Rhetoric
of Genetic Exceptionalism / N. Garrison, A. Goldenberg,
J. Lynch, K. B. Brothers // The American Journal of
Bioethics. 2019. Vol.19. Issuel. Pp.51-63. DOI:
10.1080/15265161.2018.1544304.

10. Levitt M. Let the Consumer Decide? The
Regulation of Commercial Genetic Testing // Journal of
Medical Ethics. 2001. Vol. 27. Issue 6. Pp. 398—403. DOI:
10.1136/jme.27.6.398.

11. Laestadius L. l., RichJ. R., Auer P L. All Your
Data (Effectively) Belong to Us: Data Practices among
Direct-to-consumer Genetic Testing Firms // Genetics in
Medicine. 2017. Vol. 19. Pp.513-520. DOI: 10.1038/
gim.2016.136.

12. Malpas P. Predictive Genetic Testing of
Children for Adult-Onset Diseases and Psychological
Harm // Journal of Medical Ethics. 2008. Vol. 34. Issue 4.
Pp. 275-278. DOI: 10.1136/jme.2006.019802.

13. Pushkarev D., Neff N.F., QuakeS. R. Single-
molecule Sequencing of an Individual Human Genome //
Nature Biotechnology. 2009. Vol. 27. Issue 9. Pp. 847—
850. DOI: 10.1038/nbt.1561.

14. Personal Genomes: Misdirected Precaution /
B. Prainsack, J. Reardon, R. Hindmarsh et al. // Nature.
2008. Vol. 456. Pp. 34-35. DOI: 10.1038/456034a.

15. Rhodes R. Genetic Links, Family Ties, and
Social Bonds: Rights and Responsibilities in the Face of
Genetic Knowledge // Journal of Medicine and
Philosophy. 1998. Vol. 23. Issue 1. Pp.10-30. DOI:
10.1076/jmep.23.1.10.2594.

16. Schaper M., Schicktanz S. Medicine, Market
and Communication: Ethical Considerations regarding

~547 -



bepez /1. H., lonybyos B. I.

Nature Biotechnology. 2009. Vol. 27. Issue 9. Pp. 847—
850. DOI: 10.1038/nbt.1561. (In Eng.).

14. Prainsack B., Reardon J., Hindmarsh R. et al.
Personal Genomes: Misdirected Precaution. Nature. 2008.
Vol. 456. Pp. 34-35. DOI: 10.1038/456034a. (In Eng.).

15. Rhodes R. Genetic Links, Family Ties, and
Social Bonds; Rights and Responsibilities in the Face of
Genetic Knowledge. Journal of Medicine and Philosophy.
1998. Vol. 23. Issue 1. Pp. 10-30. DOI: 10.1076/jmep.
23.1.10.2594. (In Eng.).

16. Schaper M., Schicktanz S. Medicine, Market
and Communication: Ethical Considerations Regarding
Persuasive Communication in Direct-to-Consumer
Genetic Testing Services. BMC Medical Ethics. 2018.
Vol. 19. Issue 1. Article 56. DOI: 10.1186/s12910-018-
0292-3. (In Eng.).

MHbopmauusa o6 aBTopax:

N. H. bepr

JOKTOp ropnanyeckmx HayK,

JoueHT Kadeapbl TeOpMM rocyaapcTea M nNpasa
YpanbCKuii rocyaapcTBEHHbIN IOPUANYECKUIA
yHUBepcuteT umenun B. ®. Akosnesa

620137, Poccus, r. EkatepuHbypr, yn. Komcomonbckas, 21

ORCID: 0000-0001-8852-7971
ResearcherID: G-7034-2019

Cratbu B B/l Scopus / Web of Science:

DOI: 10.21684/2412-2343-2018-5-3-114-134
DOI: 10.2991/ISMGE-19.2019.65

DOI: 10.17223/18572685/64/4

DOI: 10.17072/1995-4190-2020-50-638-649
DOI: 10.17072/1995-4190-2024-65-373-381

B.T.Tonybuos

JoKTOop topuanyeckunx Hayk, npodeccop,

npodeccop Kadenpbl NpegnpUHMMaTENLCKOrO NPaBga,
rpakAaHCKOro 1 apbuTpaxKHoro npouecca

MepMCcKuii rocysapCcTBEHHbIN

HaLMOHaNbHbIN UCCNe0BaTENbCKUI YHUBEPCUTET
614068, Poccus, r. MNepmb, yn. byknpesa, 15

ORCID: 0000-0003-3505-2348
Researcher ID: H-4690-2015

Cratbm B B/1 Scopus / Web of Science:

DOI: 10.17072/1995-4190-2017-38-474-483
DOI: 10.17072/1995-4190-2018-40-158-166
DOI: 10.17072/1995-4190-2018-41-396-419
DOI: 10.17072/1995-4190-2019-45-490-518
DOI: 10.24031/2226-0781-2019-9-1-170-188
DOI: 10.17072/1995-4190-2020-48-248-273
DOI: 10.17072/1995-4190-2020-50-638-649
DOI: 10.17072/1995-4190-2022-57-348-371
DOI: 10.17072/1995-4190-2024-65-373-381

17. Shevchenko S., Zhavoronkov A. The Role of
Exceptionalism in the Evolution of Bioethical Regulation.
Cambridge Quarterly of Healthcare Ethics. 2024. Vol. 33.
Issue 2. Pp. 185-197. DOI: 10.1017/5S0963180123000336.
(In Eng.).

18. May T, Spellecy R. Autonomy, Full Informtion
and Genetic Ignorance in Reproductive Medicine. The
Monist. 2006. Vol.89. Issue4. Pp. 466-481. DOLI:
10.2307/27904002. (In Eng.).

19. Takala T. The Right to Genetic Ignorance
Confirmed. Bioethics. 1999. Vol. 13. Issue 3-4. Pp. 288—
293.DOI: 10.1111/1467-8519.00157. (In Eng.).

20. Wilfond B., Ross L. F. From Genetics to Geno-
mics: Ethics, Policy and Parental Decision-Making.
Journal of Pediatric Psychology. 2009. Vol. 34. Issue 6.
Pp. 639-647. DOI: 10.1093/jpepsy/jsn075. (In Eng.).

About the authors:

L. N. Berg
Ural State Law University named after V. F. Yakovlev
21, Komsomolskaya st., Yekaterinburg, 620137, Russia

ORCID: 0000-0001-8852-7971
ResearcherID: G-7034-2019

Articles in Scopus / Web of Science:

DOI: 10.21684/2412-2343-2018-5-3-114-134
DOI: 10.2991/ISMGE-19.2019.65

DOI: 10.17223/18572685/64/4

DOI: 10.17072/1995-4190-2020-50-638-649
DOI: 10.17072/1995-4190-2024-65-373-381

V. G. Golubtsov
Perm State University
15, Bukireva st., Perm, 614068, Russia

ORCID: 0000-0003-3505-2348
ResearcherlD: H-4690-2015

Articles in Scopus / Web of Science:

DOI: 10.17072/1995-4190-2017-38-474-483
DOI: 10.17072/1995-4190-2018-40-158-166
DOI: 10.17072/1995-4190-2018-41-396-419
DOI: 10.17072/1995-4190-2019-45-490-518
DOI: 10.24031/2226-0781-2019-9-1-170-188
DOI: 10.17072/1995-4190-2020-48-248-273
DOI: 10.17072/1995-4190-2020-50-638-649
DOI: 10.17072/1995-4190-2022-57-348-371
DOI: 10.17072/1995-4190-2024-65-373-381

~548 -

Berg L. N., Golubtsov V. G.

Persuasive Communication in Direct-to-consumer Genetic
Testing Services // BMC Medical Ethics. 2018. Vol. 19.
Issue 1. Article 56. DOI: 10.1186/s12910-018-0292-3.

17. Shevchenko S., ZhavoronkovA. The Role of
Exceptionalism in the Evolution of Bioethical Regulation //
Cambridge Quarterly of Healthcare Ethics. 2024. Vol. 33.
Issue 2. Pp. 185—-197. DOI: 10.1017/50963180123000336.

18. May T, Spellecy R. Autonomy, Full Infor-
mation and Genetic Ignorance in Reproductive Medicine //

About the authors:

L. N. Berg
Ural State Law University named after V. F. Yakovlev
21, Komsomolskaya st., Yekaterinburg, 620137, Russia

ORCID: 0000-0001-8852-7971
ResearcherID: G-7034-2019

Articles in Scopus / Web of Science:

DOI: 10.21684/2412-2343-2018-5-3-114-134
DOI: 10.2991/ISMGE-19.2019.65

DOI: 10.17223/18572685/64/4

DOI: 10.17072/1995-4190-2020-50-638-649
DOI: 10.17072/1995-4190-2024-65-373-381

V. G. Golubtsov
Perm State University
15, Bukireva st., Perm, 614068, Russia

ORCID: 0000-0003-3505-2348
ResearcherID: H-4690-2015

Articles in Scopus / Web of Science:

DOI: 10.17072/1995-4190-2017-38-474-483
DOI: 10.17072/1995-4190-2018-40-158-166
DOI: 10.17072/1995-4190-2018-41-396-419
DOI: 10.17072/1995-4190-2019-45-490-518
DOI: 10.24031/2226-0781-2019-9-1-170-188
DOI: 10.17072/1995-4190-2020-48-248-273
DOI: 10.17072/1995-4190-2020-50-638-649
DOI: 10.17072/1995-4190-2022-57-348-371
DOI: 10.17072/1995-4190-2024-65-373-381

The Monist. 2006. Vol. 89. Issue 4. Pp. 466-481. DOI:
10.2307/27904002.

19. Takala T The Right to Genetic Ignorance
Confirmed // Bioethics. 1999. Vol. 13. Issue 3-4.
Pp. 288-293. DOI: 10.1111/1467-8519.00157.

20. Wilfond B., RossL.F From Genetics to
Genomics: Ethics, Policy and Parental Decision-making //
Journal of Pediatric Psychology. 2009. Vol. 34. Issue 6.
Pp. 639-647. DOI: 10.1093/jpepsy/jsn075.

MHbopmaumnsa o6 aBTopax:

N. H. bepr

[ oKTOp ropnanYecKnx Hayk,

JOUEeHT Kadeapbl TeOpMM rocyapcTsa U Npasa
YpanbCKUit rocyaapCTBEHHbIN IOPUAUYECKUIA
yHuBepcuteT umenun B. ®. Akosnesa

620137, Poccus, r. EkaTepuHbypr,

yn. Komcomonbcekasn, 21

ORCID: 0000-0001-8852-7971
ResearcherID: G-7034-2019

Cratbu B B/l Scopus / Web of Science:

DOI: 10.21684/2412-2343-2018-5-3-114-134
DOI: 10.2991/ISMGE-19.2019.65

DOI: 10.17223/18572685/64/4

DOI: 10.17072/1995-4190-2020-50-638-649
DOI: 10.17072/1995-4190-2024-65-373-381

B. . Tony6buos

JoKTop topmuanyeckux Hayk, npodeccop,

npodeccop Kadeapbl NpeAnpUHUMATENbCKOTO NPaBa,
rpax4aHCcKoro n apbuTpaxkHoro npotecca

MepMcKuii rocyaapcTBeHHbIN

HALMOHANbHbIN UCCNea0BaTeIbCKUIM YHUBEPCUTET
614068, Poccus, r. NMepmsb, yn. byknpesa, 15

ORCID: 0000-0003-3505-2348
Researcher ID: H-4690-2015

CraTtbu B B[] Scopus / Web of Science:

DOI: 10.17072/1995-4190-2017-38-474-483
DOI: 10.17072/1995-4190-2018-40-158-166
DOI: 10.17072/1995-4190-2018-41-396-419
DOI: 10.17072/1995-4190-2019-45-490-518
DOI: 10.24031/2226-0781-2019-9-1-170-188
DOI: 10.17072/1995-4190-2020-48-248-273
DOI: 10.17072/1995-4190-2020-50-638-649
DOI: 10.17072/1995-4190-2022-57-348-371
DOI: 10.17072/1995-4190-2024-65-373-381

-548 -



