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lpoTuBOAEICTBME FrEeHETUYECKON ANCKPUMMHALINN:
ONbIT rocyaapcTe — uneHoB Appukanckoro Coro3a

Pe3tome. CtaTbA NOCBALLEHA AeTaNlbHOMY aHaNM3y peanmsaumm NpUHUMNA HeAUCKPUMUHALLMKU MO NPU3HAKY re-
HEeTUYECKOro cTaTyca B pamKax AppukaHckoro Coto3a, a TaKKe ero rocyaapcrs-4eHos. ABTOPOM PacCMOTPEHbI
npaBOBble OCHOBbI NPOTUBOAENCTBUA FEHETUYECKOM ANCKPUMUHALUM B KOHTEKCTE BeAyLLEero permoHaabHOro
WMHTErpaumoHHoro obbeanHeHNsA Ha AGPMKAHCKOM KOHTUHEHTE, UCCAeA0BaHbl KtoYeBble HagHALMOHANbHbIE
MeXaHM3Mbl 3aLLMTbI OT AUCKPUMMUHAUUK. Ocoboe BHMUMaHME B UCCIeA0BaHUM yaeneHo KomniekcHoMy 0630py
onbiTa rocygapcts — yneHos AdppukaHckoro Coro3a B 4acTu NPOTUBOAENCTBMA AUCKPUMUHALNOHHBIM U CTUTMA-
TU3MpPYOLWKUM NpakTnKam. OnbiT Manasew, KOxHo-AdpurKaHcKol Pecnybankm, CyaaHa LeMOHCTPUPYET He TOSIbKO
NpUBEPKEHHOCTb KOHLUENTYaAbHbIM MOAX04aM B OTHOLIEHUM 3anpeTa Ha reHeTUYeCcKyto ANCKPUMUHALLMIO, CNO-
KUBLUMMCA HA M06aNbHOM YPOBHE, HO M BO3MOXKHOCTU peannsaunmn npuHumMna HegMCcKpUMMHALUKU B paccma-
TpuBaemoli chepe B HaLMOHANbHOM pa3pese. ABTOPOM CHOPMYANpPOBaHbl TEHAEHUUM PA3BUTUA HAZHAUMO-
HaNbHOIO M HALMOHANbHOTO PerynMpoBaHna B 061act NPoTUBOAENCTBUA TEHETUYECKOW ANCKPUMUHALUM Ha
APpPMKaHCKOM KOHTUHEHTE, NPeasoxKeHa peLenuma AydYnx NPakTUK NS COBEPLIEHCTBOBAHWA PesIeBaHTHOM
perynatopuku B Poccuitickoit ®esepaummn n MHTErPaLMOHHbBIX 06beANHEHUSAX C €€ yYacTUeM.
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Countering Genetic Discrimination: African Union Member States Experience
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Abstract. The paper is devoted to a detailed analysis of the implementation of the principle of non-discrimination
based on genetic status within the framework of the African Union, as well as its member states. The author
examines the legal framework for countering genetic discrimination in the context of the leading regional
integration association on the African continent, and examines key supranational mechanisms for protection
against discrimination. The study focuses on a comprehensive review of the African Union member states
experience in countering discriminatory and stigmatizing practices. The case study of Malawi, the Republic of South
Africa, and the Sudan demonstrates not only a commitment to conceptual approaches regarding the prohibition
of genetic discrimination that have developed at the global level, but also the possibility of implementing the
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principle of non-discrimination in this area from a national perspective. The author articulates development
trends as to supranational and national regulation in the field of countering genetic discrimination on the African
continent, and suggests that best practices be adapted in order to for improve relevant regulation in the Russian
Federation and integration associations with its participation.
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BBepeHue

Pa3BuUTME reHeTUYECKUX NUCCIeA0BaHNI BO BCEM
Mupe aBnseTca GakTopoMm, NOBbIWAOLWMM PUCK
PacnpPoOCTPaHEeHNA PA3INYHBIX AUCKPUMUHALMOH-
HbIX NPaKTUK. JaHHble, NoNyYaemble B pesyabTaTe
reHeTMYeCcKoro TeCTMPOBaHUA, MOTYyT CBUAETE/Nb-
CTBOBATb O HA/IMYMM NPESPACNONOKEHHOCTU IMLA
K TOMY MU MHOMY 3260/1€BaHMNIO U UCMO/b30BaTb-
€A B AanbHelwem paboTtoaatenamm, CTPaxosbiMu,
06pa3oBaTeNIbHbIMM U UHBIMM OPraHU3aLMaMK 45
NPUHATMA 3HAYMMbIX ANA cybbekTa peweHnitl.
OcobeHHO yA3BMMYIO NO3ULIMIO B 3TOM OTHOLLIEHUM
AEeMOHCTPUPYIOT 3THUYECKME coobLLecTBa, B cpeae
KOTOPbIX MOTYT BbITb pacnpoCcTpaHeHbl Hacnea-
CTBEHHblEe 3a60/1€BaHUA FEHETUYECKOTO NMPOMUCXOK-
AeHusA. YYacTByA B Hay4HbIX UCCNEA0BaHMUAX, Npes-
CTaBUTENN TaKMX COOBLLECTB MOTYT NOABEPraThCa
AnckpummnHaumm?, Takaa npobiema He asnseTca
YHWUKANbHOW A/1A STHUYECKUX cooblects AbpuKu,
KOTOpble YacTo NPMHMMANMU y4acTUE B reHeTHYe-
CKMX UCCNeO0BaHMSAX, BKAOYAsA NPOEKT Mo M3yde-
HMIO pa3Hoobpa3mna reHoma Yenosekas.
MposiBNeHUA AUCKPUMMHALMOHHBIX NPaKTUK
M CTUrMaTU3aLMKM CBA3AHbI C MONYYEHNEM B pe-
3y/bTaTe reHeTMYEeCKoro uccaeaoBaHmns nHoop-
Maunun, KoTopasa npeactasaseT coboli ceegeHun
YaCTHOrO XapaKkTepa, ABNAETCA Ae/IMKATHOW. TaK,
reHOMHble AaHHble MoryT MHGOPMMUPOBATbL Hayu-
Hoe coobLwecTBo 06 MCTUHHOM MPOUCXONKAEHUMU

nogen, ux rpynnoBoit pogoc/oBHOM, YTO ABAAETCA
3HAaYMMbIMW CBEAEHUAMM A/1A XaPAKTEPUCTUKMU
HacneACTBEHHOM NPeApPacnoioKEeHHOCTU K TOMY
nnn nHomy 3abonesaHuto. Kpome TOro, pesynb-
TaTbl FEHOMHbIX UCCAEA0BaHUNA MOTYT CAYKUTb
MHCTPYMEHTOM NPOTUBOAENCTBUA Npespaccys-
Kam, KOTOpble MO HACToALLEe BPEMSA CYLLECTBYIOT B
TPaAMUMOHHbIX 06wwecTBax Adpuku?. MposasneHus
ANCKPUMMHALLMOHHBIX NPAKTUK, NOTEHUMAbHbIE
PUCKM BO3HUKHOBEHMUA C/Ty4aeB CTUTMaTU3aLLUK
TpebyloT Hagnexalero HopMaTMBHOroO OTBeTa.
HacTtoAwee uccnegoBaHne NoceALLEHO AeTalb-
HOMY aHanmM3y onbiTa aPpPUKAHCKMX FOCYAaPCTB,
BXOAALLMX B KpyMHeMwee perMoHaNbHOE UHTErpa-
LMOHHOE 06beaANHEHME Ha KOHTUHEHTe — Adpu-
KaHcKui Cotos, B chepe NpoTUBOAENCTBMA ANUC-
KPUMMHALMM NO NPU3HAKY FeHeTUYECKOro CTaTyca.

1. llpaBoBble 0CHOBbI NPOTUBOAEICTBUA
reHeTM4ecKon ANCKpMMMUHaLIUN
B AppukaHckom Coto3e

MpobaemaTnKa NPOTMBOAENCTBUA AUCKPUMMNHA-
LUK NO NPU3HAKY reHeTUYECKOro CTaTyca B pamKax
AdpukaHckoro Coro3a pacKkpbIBaeTca Yepes permo-
Ha/IbHbI MeXaHM3M 3aLLMTbI NPaB YenoseKa. bazo-
BbIM 3/1eMEHTOM AaHHOTO MexaHM3Mma BbICTynaeT
AdpurKaHCKadA xapTua nNpas YenoBeKa U HApoaoB,
npuHATaA 8 1981 r. n BctynmusLwana B cuny B 1986 .

1 Cm.: Eltis K. Genetic determinism and discrimination: a call to re-orient prevailing Human Rights discourse to

better comport with the public implications of individual genetic testing // Journal of Law, Medicine & Ethics.
2007. Vol. 35. P. 282-294.
2 Cm.: Dupras C., Ravitsky V. Epigenetics in the neoliberal «regime of truth»: a biopolitical perspective on
knowledge translation // Hastings Center Report. 2016. Vol. 46. P. 26-35.
Cm.: Reardon J. Race to the Finish. Identity and Governance in an Age of Genomics. Princeton and Oxford :
Princeton University Press, 2005. 312 p.
OfHUM U3 ybeauTenbHbIX NPUMEPOB ABNAETCA rTeHETUYECKOE UCCef0BaHWE, MpeaiaratoLee U3yunTb Hacnes-
CTBEHHOE HelpoaereHepaTUBHOe 3aboneBaHUe, cLenIeHHoe ¢ X-XpOMOCOMOM, LUMPOKO PacnpocTpaHeHHoe
B OAHOM M3 HeGONbLUMX FOPOAOB B CENIbCKOM MeCTHOCTU 3anaaHon AdpuKu. Mo pesynstaTam MccnefoBaHusa
rpynna y4eHblX NpuULLaa K BbIBOAY, YTO OCHOBATENb AEPEBHM, BOXKAb NAEMEHU, CTPaAan oT 3Toro 3abonesa-
HuA. Y BOXAA OblI0 MHOTO }KEH, U OH Nnepenan 3abonesaHue cBOMM NoTomKam. COCTOsSIHWE npeacTaBuTenei
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B HacToAuwee BpemA B XapTuu yyacrteyeTt 53 13
54 rocypapcts — uneHos AdpukaHckoro Cotosa.
Cratba 2 XapTun npeaycmaTpuBaeT, YTO «KaXK-
Abli YeNoOBEK MMeeT NPaBo NOJIb30BaTbCA MNpa-
BamMu 1 ceobogamm, NpM3HaBAEMbIMU U FapaHTU-
pyembimMn HacTosiwen XapTuelr, 6e3 Kakoro bbl To
HW 6bIN10 PA3NMUUA, KaK TO: B OTHOLLIEHWUW PaChl,
STHUYECKOW NPUHASNEKHOCTM, LBETA KOXKM, NONa,
A3blKa, PENNTUU, MOIUTUYECKUX U NHDBIX YOEX-
OEHWUIN, HAUMOHANBbHOTO UM COLMANBHOTO NPOMC-
XOXOEHUA, UMYLLLECTBEHHOIO MONOMXKEHUA, POXKae-
HMA UK MHoro obcToATenbCTBa»®. He ncnonb3ays
HaNPAMYO TEPMUH « ANCKPUMMUHALUAY, 3aKOHO-
natenb pakTmyeckn cbopmynMpoBan 3anpeT Ha
peann3aumio AUCKPUMUHALMOHHbBIX NMPAKTUK MO
HeorpaHM4YeHHOMY Kpyry OCHOBaHWI, YTO Npes-
nonaraeT BKAOYEHME 3anpeTa ANCKPUMMHALMN
Nno NpuU3HaKy reHeTu4eckoro cratyca. MNoHaTne
OVCKPMMWHAUMKN B JAHHOM JOKyMEHTe BCTpe-
YyaeTcA INWb NPUMEHUTENIBHO K 3anpeTy Takoro
noBefeHUsA B OTHOLIEHUM XKeHLMH, YTO KOppenu-
PYET C NOMIOXKEHUAMM KNHOYEBbIX MEXKAYHAPOAHbIX
OOKYMEHTOB B YKasaHHOM obnactu (Hanpumep,
KoHseHuun OOH o nankemaaumm scex dopm anc-
KPMMMUHALMKN B OTHOLLIEHWMN XKeHWmH 1979 r.5).
CornacHo cT. 66 XapTuu rocygapcrea-yyacT-
HUKM MOTYT 3aK/104aTb CneuyanbHble NPOTOKObI
WAW COrNalleHuns, Koraa 3To Heobxoanmo, Y4TobbI
O0MNOIHUTL ee nonoxeHus. Tak, 8 2003 r. 6b11 Npu-
HAT MpoToKon K AGpMKaHCKOM XapTuK NpaB Yeno-
BEKa U HapoAOB B OTHOLIEHWUW NPAB KEHLMH B
Adpwuke (Mpotokon Manyty)’. Ero npuHaTue 66110
CBA3AHO C KOHKpeTU3aLmeit MexaHM3MOB 3aLLMTbl,
npeaocTaBAAeMOn KeHLWwmMHam XapTmeit. Hecmo-
TPA Ha NpeAycMOTPeHHble XapTuei rapaHTuu

3aWMTbl OT AUCKPUMMUHALMM NO NPU3HAKY NONa,
paBeHCTBa Nepes 3aKOHOM U IMKBMAALMIO BCEX
bopM ANCKPUMUMHALMKN B OTHOLUEHWUU MKEHLUMH,
OHa He popmynnpyeT KOHKPETHbIE HapyLIeHNSA
npaB XeHLWMWH, KOTOpble ABAAIOTCS pesyabTa-
TOM OUCKPUMUHALUU. TeM He MeHee U AaHHbIN
OOKYMEHT He COAEepPKMUT YKa3aHUA Ha Takoe BO3-
MOXHOE OCHOBaHME AUCKPUMMHALMMU U CTUTMATH-
3aUMK, KaK reHeTUYECKME XapaKTEPUCTUKM.

Ewe oAHMM 3HAYUMbIM 31IEMEHTOM MEXAHM3-
Ma 3alUKUTbl NPaB YenoBeKa B paMKkax ApuKaH-
ckoro Coto3a BbicTynaeT AQprKaHCKaa KOMUCCHUA.
Bnarogapna nporpeccuBHOMY TONIKOBaHMIO XapTum
Komuceunsa chopmynmnposana rocyaapcrsam-yyact-
HWKaM YKa3aHMA OTHOCUTENIbHO COAEPMKAHUA UX
06a3aTenbCTB, BeAb B pAAe rocyaapcrs XapTus
BbICTYNAaeT HEOTbEMIEMOM YaCTblo HaLMOHAb-
HOro 3akoHogaTenbcTea. Komuceuna cnocoberso-
Ba/sa Pa3BUTUIO COAEPKAHMA pALA NONOKEHUNN
XapTuu. Tak, B cBoem KOHCynbTaTUBHOM 3aK/t0-
yeHun no Adeknapaumun OpraHusauymm Ob6beaun-
HeHHbIX HaumMii 0 NpaBax KOPeHHbIX HApPOAoB
Komuccuma paccmoTpena BONpoc OTHOCUTE/IbHO
06eCcnoKoeHHOCTM rocyaapcTs — YneHos Ad-
puKaHcKkoro Coto3a B 4acTu NpUcoeauHeHMUnA K
AAHHOMY OOKYMEHTY M Taknm obpasom cnocob-
CTBOBaJ1a €10 OKOHYATENIbHOMY MPUHATUIO 6ONb-
WMHCTBOM cTpaH Adppukin®. AbpuKaHcKasa Komumc-
CUA TaK¥Ke npuHana TMNoBol 3aKOH 0 JOCTyne K
nHdopmaumm B Adpuke B anpene 2013 r. Ha cBo-
eli 53-11 ouepeaHoli ceccun'®. HecmoTps Ha ToT
baKT, UTO BbIBOAbI M 3aKAOUYUTENBHbIE 3aMeYaHuUsA
Komuccnm dopmanbHO He ABAAIOTCA OPUANYECKM
0b6A3aTeNnbHbIMU, FOCYAaPCTBA NPUHMMAIOT UX BO
BHMMaHue!l,

NAEMEHN YXYALWAETCA C KasKabIM nokoneHnem. Camu KuUTenu ropoga B COOTBETCTBUM C TPAAULMOHHbIMU Be-
POBaHUAMM CBA3bIBAIOT BOSHWMKHOBEHWE 3a60/1€BaHMA C MPOKAATUEM, NOAENCTBOBABLUMM Ha BOXKASA, NO3TOMY
npuberatoT K HapogHbIM cnocobam mcueneHus. OYeBUAHO, YTO TEHETUYECKMUE UCCef0BaHMA NpeaaaratoT
KOHTPHappaT1B 3TOMy 06bACHEHMIO. BMmecTe ¢ Tem pe3ynbTaTbl FeHOMHbIX UCCAeA0BaHUI MOTYT NOBAUATD
Ha COLMaNbHbII CTATYC BOXKAA NJEMEHM, ero CEMbM M NOTOMKOB, a TaKXKe Ha NOAUTUYECKYIO CTabuNbHOCTb
coobuecta (cm.: De Vries J., Landouré G., Wonkam A. Stigma in African genomics research: Gendered blame,
polygamy, ancestry and disease causal beliefs impact on the risk of harm // Social Science & Medicine. 2020.

Vol. 258. DOI: 10.1016/j.socscimed.2020.113091).

> URL: http://hrlibrary.umn.edu/russian/instree/Rz1afchar.html (gaTta obpaueHna: 05.02.2024).
6 URL: https://www.un.org/ru/documents/decl_conv/conventions/cedaw.shtml(gatao6paiieHns:05.02.2024).
7 URL: https://web.archive.org/web/20110724024951/http://www.achpr.org/english/women/protocol

women.pdf (aaTta obpauieHma: 05.02.2024).

4aCTblO BHYTPEHHENO 3aKOHOAaTeNbCTBa.

Takaa cuTyauma, B YaCTHOCTU, CNOXKMAACb B HUrepum, 3aKkoHogaTebHble OpraHbl KOTOpOl;'I caenann Xaptuio

° URL: https://digitallibrary.un.org/record/662318?In=ru (nata o6patieHus: 05.02.2024).
10 URL: https://achpr.au.int/en/node/873 (naTa obpatieHmna: 05.02.2024).
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KOpPEHHbIX 06LWMH B KeHuu.

Hanpumep, peweHune no geny Endorois Npueeno K MUHTEHCMBHOMY HaLMOHAAbHOMY AMANOry O pasMeLleHnn
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MpoTokonom K Xaptun'? npeaycmoTpeHo co-
3paHne AQpMKaHCKOro cyaa no npasam YesoBeka.
CypebHblih MHCTUTYT 6bin yuperkaeH B 1998 1. B
Lensax Aono/HeHMA 3aWmMTHOro MaHaata Komumc-
cuun. PeweHuns Cyaa ABAAIOTCA OKOHYATE/IbHbIMM
1 06a3aTeNbHbIMU A5 TOCYAAPCTB — YY4ACTHUKOB
MpoTokona. Dpucamkuma Cyaa pacnpoctpaHaeTca
TONIbKO Ha rocyaapctea, patnouumposasume MNpo-
ToKoA. Cyp, paccmaTpuMBaeT CNopbl, Kacarolmecs
TO/IKOBAHMA N NpUMeHeHnAa ApUKaHCKOM xap-
Tumn, NMpoTokona u ntoboro apyroro forosopa no
npaBam Yenoseka, PaTMPULMPOBAHHOTO COOTBET-
cTeytowmm rocygapctsom. Kpome toro, Cya ynon-
HOMOYEH CNOCOBCTBOBATL MUPHOMY YPEryinpo-
BAHWIO AeN, HAXOAALMXCA Ha er0 PaCCMOTPEHUM.
B nonHomouma Cyaa BXOAUT TONIKOBAHME NPUHSA-
TbIX UM cyaebHbIx peweHnn. Momnumo cyaebHbIx
peweHnit, Cyn MOXKeT BbIHOCUTb KOHCY/bTaTUBHbIE
3aKat04eHmnA no Ntobomy BONpocCy, BXoAALEMY B
ero opucamkumio. KoHCyNbTaTUBHOE 3aKatoYe-
Hue Cyaa MOXKeT 6bITb 3anpoLeHo AGPUKAHCKMM
Coto3oMm, ero opraHamm, rocyfapcTBamm-4aeHamu,
a TaKXe ntobon gpyron adpuKaHCKON opraHusa-
umen, npusHaHHoM AdpuKaHckMm Coro3om.

MpaBoBble OCHOBbI 3aLWUTbl OT AUCKPUMUHA-
UMK cofepKaTca U B TaKMX AOKyMeHTax AdpuKaH-
ckoro Coto3a B 06/1aCcTh 3aLWMTbl NPaB YesI0BEeKa,
Kak APpMKaHCKaa xapTua npas n baarococTos-
HMA pebeHka 1990 r.'3, KoHBeHUMA 0 bexeHuax
1969 r.'%, TopkecTBeHHanA AeKnapauma o reHaep-
HOM paseHcTBe B Appuke 2004 r.2> n 1.4. BmecTe
C TeM reHeTUYeCcKMe XapaKTEPUCTUKM KaK BO3-
MOYKHOE OCHOBAHWE AUCKPUMMUHALNM B AAHHbIX
OOKYMEHTax He yromMMHatoTcA.

OTcyTCTBME YNOMUHAHWUA FEHETUYECKUX XapaK-
TEPUCTUK (reHEeTMYECKOoro cTaTyca) B KayecTee

12

BO3MOYHOIO OCHOBaHMA 419 AUCKPUMUHALUK
YYaCTHUKOB reHEeTUYECKUX UCCnenoBaHunii B Abpu-
KaHcKkom Coto3e (ero rocygapcrBax-yneHax) obbac-
HAETCA YBA3KOW reHeTMYECKOro cTaTyca C pacoBoi
M STHUYECKOM NPUHaANeKHOCTbI0®. HecmoTpsa Ha
macwTabHoe yyactne adppuKaHCKMX coobuiecTs
B FreHeTUYECKUX UCCe0BaHUAX, O YeM cBUAe-
TenbctByeT AppurKaHCKoe 06LWEeCTBO reHETUKOB
(aHrn. The African Society of Human Genetics —
AfSHG), Ha HagHaLMOHANbHOM YPOBHE NO-MpPeX-
Hemy nepBooYepenHoOe 3HayeHUe npuaaeTca
WMHbIM OCHOBAHMAM ANCKPUMMHALMK. ITO NOKa-
3bIBaeT U NpaKkTMKa APpPUKaAHCKOro cypa no npa-
BaM Ye/I0BEKA, KOTOPasA 3aTparMBaeT NpaBa 3THU-
YeCKMX MEHbLUMHCTB Ha FeHeTUYECKME pecypcbl.
Mpw 3TOM, B OT/IMYME, HAaNPUMeEpP, OT aBCTPaANUIA-
CcKoWi topucamkumn'®, B Appuke nprHaaneskHocTb
K 3THMYECKMM MEHbLUMHCTBAM paccMaTpuBaeTcs
Yyepes npusmy cobnogeHna npeacraBuTeNAMm
TAKUX MEHDBLUMHCTB KY/JIbTYPHbIX TPAAULNN, reHe-
TUYECKas Ke COCTaBNAIOLLAA ABNAETCA BTOPUYHOM
M He npeacTaBnaeT HUKAKoro nHTepeca. Tak, B
aene African Commission on Human and Peoples’
Rights v. Republic of Kenya AppurkaHckuit cya no
npaBam YesioBEKa M HapoAo0B YCTaHOBUA GaKTbI
HapyLLeHUs NpaBUTeNbCTBOM KeHnn cemu ctaTelt
AdpHKaHCKOMN XapTuM NpaB YesloBeEKa U HApPOAOB,
KOTOpble BbIPa3naNCh B OTKA3e B MPU3HAHMM NPaB
HapoAa OrMeK Ha 3eMJIto, a TaKKe UX Penrmos-
HbIX, XO3AACTBEHHbIX U KYNbTYPHbIX TPAAULMUNA.
[JaHHoe pelueHne nocnenoBano 3a onpeseneHu-
em Cypa, cornacHo KOTOPOMY Hapog, orveK 6ol
NPU3HaH «KOPEHHOM 3THUYECKOW rpynnoi MmeHb-
wunHcTBa»*®. OCHOBaHMEM ANA NPU3HAHUA BbICTY-
nUAn obLmne KynbTypHble LEHHOCTM U TpaaUL MM,
reHeTUYEeCKMUI1 CTaTyC OKasanca 3a pamKamm pac-
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2022. Vol. 30. P. 1320-1322.

Cm.: URL: https://pmc.ncbi.nlm.nih.gov/articles/PMC9582635/ (aata o6paterusa: 09.02.2024).

Cm.: MoHomapesa /. B., CopokuHa E. M. Mpobnembl reHeTUYeCcKon ANCKPUMMHALLMWN U FEHOMHbIE UCCea0Ba-
HWA: 3aKOHOAATENbCTBO U NPaKTUKa : MoHorpadus / nog pea. . B. MoHomapesoit. M. : PycaiiHc, 2022.

URL: https://www.escr-net.org/caselaw/2017/african-commission-human-and-peoples-rights-v-republic-
kenya-acthpr-application-no/ (gata o6pauwenusa: 09.02.2024).
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CMOTpPEeHUA yKasaHHOro sonpoca. Bmecre ¢ Tem
B PaMKax OTAe/NbHbIX HaLMOHA/bHbIX HOPUCANK-
UM rocyaapcte — uneHoB AppukaHckoro Cotosa
MPUHLMN HEAUCKPUMMHALLMM NO NPU3HAKY reHeTwH-
YecKoro cTaTtyca noay4ymn cBoe pasBuTue.

2. OnbIT rocyaapcTB — YNeHoB
Adpukanckoro Coto3a B YacTu peanusanuu
NPUHLMNA HeAUCKPUMUHALUN

B cdepe reHeTUYECKUX UCCNef0BaHMI

Hanbonee npoaBUHYTbIM rocyAapcTBOM — uyne-
Hom AdpuKaHcKkoro Coto3a B YacTu 3aKpenieHns
NPUHLMNA HeAUCKPUMUHALMK B chepe BuoTex-
HONOINIA (BKAtOYAA reHeTUYECKME UCCNef0BaHMA)
Asnsaetrca Manasu. Manasu — 04HO M3 HEMHOTUX
adbpukaHckux rocyaapcts?®, kotopoe npuHano
3aKOHOAATENbHbIN aKT UMEHHO B cdhepe reHeTu-
YeCcKoW gUCKpUMUHaumMK. Peub naet o Tpebosa-
HUAX K NONUTUKeE, Mpoueaypam U PYKOBOSALLUM
nNpUHUMNam gna NnpoBegeHua n ob63opa reHeTu-
YeCKUX nccneaoBaHuUi YenoBeKa (A0NOAHEeHUA K
3aKoHy 0 HayKe un TexHonorusax Ne 16 ot 2003 r.).
B LOKYMeHTe OTMeYaeTca, YTO «MCNONb30BaHUE
reHeTuyeckom nHpopmaumm, bosblue, yem 1060M
Apyrov nHGopMaLLMKM 0 340POBbE, UMEET BpeAHble
coumanbHble NOCNeACTBUA ANA OTAENbHbIX UL, U
4YN1EeHOB MX CeEMeN NPU UCNONb30BaHUN B chepe
TPYAOYCTPONCTBA, CTPAXOBaHMA U MUrpaLmmn»?L,
OTmeuatoTcA MHOFOYMCAEHHbIE C/TyYaun, Korga
ntoam ¢ 6eccMMnTOMHON reHeTMYecKon npegpac-
MONOXKEHHOCTbLIO K onpeaeneHHbIM 3a60o1eBaHNAM
CTONIKHY/INCb C NPOABAEHUAMWU SUCKPUMUHALUN
WU CTUTMATU3aLUMN B CBOM agpec, Koraa npo-
xogunu cobecegoBaHue Npu npueme Ha paboty
nnmn obpalanmcb B CTPAxXoBYO OpraHM3ayumio.
MMeHHO NO3TOMY AOKYMEHT NPU3bIBAET UCCe-
foBaTenelt obecneunTb M NOAAEPHKMBATL 3aLLUTY
KOHOMAEHUMANBHOCTU FTeHEeTUYECKMX AaHHbIX Ta-
KMm obpasom, 4Tobbl He AONYCTUTL pa3rialleHuns
TaKon MHOOPMALUKM N peanmnsaLmmn AUCKPUMUHA-
LMOHHbIX NpakTUK. Kak Buaum, sanpet guckpm-

MUHaUUK chopMyINPOBaH B 06LLEM KOHTEKCTE,
aflpecoBaH uccieaoBaTeIIM M 3aTparMBaeT KOH-
KpeTHble chepbl NPOABAEHUA AUCKPUMUHALMN
n (MNK) CTUrMaTM3aLMK: 3aHATOCTb, CTPAaxoBaHMWe,
TPYAOYCTPOMCTBO.

JTlo60onbITHO, YTO B KaYecTBe BO3MOXKHbIX chep
peanunsaumm AUCKPUMUHALMOHHBIX NPaKTUK 3a-
KOoHoZaTenbcTBo ManaBu He yNOMMHAET Ucce-
A0BaHWA, BeAb ANA appuKaHCKMX coobuiecTs,
NPUHUMAIOLLMX YYacTUe B MPOEKTaxX Mo U3yYeHUio
HacneayemocCTU PasInyHbIX 3aboieBaHuUI, UMEH-
HO paKTOP y4acTMA B HAyYHbIX MPOEKTAX ABNAETCA
onpegenArWNM. 34eck UHTepec npeacTasaneT
onbIT FOxkHO-AdpurKaHcKoi Pecnybanku (LOAP), B
3aKOHOZATE/IbCTBE KOTOPOW 3aMnpeT ANCKPUMUHA-
LMW MO NPU3HAKY reHeTUYECKOro cTaTyca He chop-
MYMpPOBaH. BmecTe ¢ Tem AeNCTBYET pAg aKToB
obLero xapakTepa, KOTOpble CoAepP KaT 3anpeT
AVNCKPUMMUHAUMMU: 3aKOH O MOOLLLPEHNM pPaBeH-
CTBa W 3anpeTe HecnpaseaIMBOM ANCKPUMUHALLMM
(pa3a. 9)%2, 3aKoH 0 MeAMLMHCKMX Nporpammax?3.
Kpome Toro, KocBeHHasn 3aLwmTa oT AUCKPUMUHA-
LMK MO NPU3HAKY reHeTMYeCcKoro cTaTyca npeay-
cMaTpuBaeTca 3aKOHOM O pPaBeHCTBE NPU TPYAO-
ycTpoiictee 1998 r.24 O6uwme 3akoHogaTeNbHble
NOJIOKEHMA PACNPOCTPAHAIOTCA U Ha CyYau reHe-
TUYECKOW AUCKPUMUHALMMN.

OfHaKo HeEOBXOAMMO OTMETUTD, UTO HOXKHOAd-
PUKaHCKWIA 3aKoHoAaTeNb CHOPMYNMPOBan 3anpeT
MMEHHO B OTHOLLIEHMM «HecnpaseanBoN» auc-
KPMMWHaLUMK, KOTOpas Aa/IeKO He BCeraa OXBaTbl-
BAET C/ly4au MCNo/Ib30BaHMA reHEeTUYECKUX AaH-
HbIX 414 Taknx cdep, Kak TPyL0YyCTPOMCTBO MM
HayuHble nccneaosaHna?®. [lo cux Nop HeACHo,
6yaeT M Ucnonb3oBaHMe reHeTUYecKomn MHdop-
MauMKn CTPaxoBOM OpraHMsaumnen KBaanupuLm-
POBATbLCA KaK AUCKPUMMHALMOHHOE, MOCKObKY
3aKOHOZATENBCTBO PAAA 3apybeXKHbIX OPUCAMK-
UM pa3peLlaeT AUCKPUMMHALMIO, OCHOBaHHYIO
Ha Pa3yMHbIX aKTyapHbIX pacyeTax. B HacTosllee
BPEMSA 3TM BOMPOCHI OTHOCATCA K YPOBHIO /IOKa/b-
HOTO peryinpoBaHns — TaK, CTPaxoBble OpraHu3a-
LMW MOTYT CAMOCTOATE/IbHO ONPeaenaTb NONNTURY

20 K rocygapcTtBam, NPUHABLUMM CrieupManbHble akTbl O MPOTUBOAENCTBUM ANUCKPUMMHALMM NO NPU3HAKY reHeTH-
yecKoro craTtyca, oTHocAaTtca CeHeran, MapokKo u TyHuc.

21

Guidelines.pdf (aaTa obpalweHnua: 09.02.2024).

URL: https://www.ncst.mw/wp-content/uploads/2014/03/Human-Genetic-Research-Procedures-and-

22 URL: https://www.justice.gov.za/legislation/acts/2000-004.pdf (nata obpatieHuns: 09.02.2024).

23 URL: https://www.saflii.org/za/legis/num_act/msa1998126.pdf (aata obpaweHus: 09.02.2024).

24 URL: https://www.labour.gov.za/DocumentCenter/Acts/Employment%20Equity/Act%20-%20Employment%
20Equity%201998.pdf (aaTa obpauweHua: 09.02.2024).

%> Cm.: Gomez F., Hirbo J., Tishkoff S. A. Genetic variation and adaptation in Africa: implications for human
evolution and disease // Cold Spring Harbor Perspectives in Biology. 2014. Vol. 6 (7).
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MCNONb30BaHUS reHeTUYecKol MHGopmaLum, B
YACTHOCTM Yepes3 NPUHATUE ITUYECKUX KOLEK-
COB, NMOJIOXKEHUA KOTOPbIX A0/IXKHbI cO6AI0AATLCA
paboTHMKamu opraHu3saumun. MockonbKy Haane-
¥Kalero mexaHM3ma KOHTposA 3a cobntogeHnem
NPUHLMNA HEeAUCKPUMMHALMM NO NPU3HAKY reHe-
TMYECKOro CTaTyca He BblpaboTaHO, BbICOK PUCK
€ro HapyLeHwusa, Tem 6osee B yCNOBUAX OTCYTCTBUSA
3bbeKTUBHOM pernameHTaunun AeAaTeIbHOCTH
TPaHCHaLMOHaNbHbIX KOprnopauuii B npeaenax
HaLMOHAaNbHOMN PUCANKLMINZE,

Mpw 3TOM BO U3bEKAHNE BOSHUKHOBEHUSA CU-
Tyaumii AUCKPUMMHAUMKN U cTUTMATU3aumn B HOAP
OelncTByeT KOMMNAEKCHOe HOPMaTUBHOE perynu-
poBaHMe 0bpallLeHns reHeTUYeCKoM U reHOMHOM
nHopmauun. 3aecb pedb MAeT 0 He0HX0ANMOCTH
3aLWMTbI NPaBa HA HEMPUKOCHOBEHHOCTb YaCTHOM
KU3HU, INEeMEHTOM KOTOPOTro ABASIETCA 3alMTa
KOHPUAEHLMANbHOCTU AAHHbIX, NOJYYEHHbIX B
pe3ynbTaTe Hay4HbIX UCCAeLO0BaHUN.

MpaBo Ha HEMPUKOCHOBEHHOCTb YaCTHOM KK3-
HM B KAYecTBe coaepKaTeNlbHOro acneKkTa BKAto-
YaeT B cebsA NpaBO KOHTPO/MPOBATL pacnpocTpa-
HeHWe MYHON MHPOopPMaLnn. B f,aHHOM KOHTeKcTe
NpaBo Ha HEMPUKOCHOBEHHOCTb YaCTHOM KU3HU
rapaHTupyetca KoHcTutyumein KOxKHO-AppuKaH-
cKol Pecny6nunkum 1996 r., a KOHKPETU3NPYETCA Ha
YPOBHE TaKMX 3aKOHOAATE/IbHbIX aKTOB, KakK 3aKOH
0 HauMOHaNbHOM 34paBooxpaHeHnn Ne 61 oT
2003 r.?7, a Takxe MNpaBuna ncnonb3osaHua Guo-
NOrMYecKoro matepuana yenoseka 2012 r.28 Mono-
eHue 13 yKkasaHHbIx Mpasun npeaycmatpusaet
NPUHLMMbI XPaHEHMA U Nepesayn reHeTUYecKom
MHPOpPMaLMKM. B 4acTHOCTU, MeULMHCKME YUpeXK-
AEHUA, KOTOPblE XPaHAT MAW PaCKPbIBAIOT cBeae-
HMA O FeHeTUYECKOM MaTepuane u Apyryto UH-
dbopmaumto, NO3BONAIOLLYIO MAEHTUDMLMPOBATD
JINYHOCTb UM COCTOAHME ee 340PO0BbA, AOMKHbDI,
NOMMMO npoyero, obecneyntb KoHOUAEHUNANb-
HOCTb M QHOHUMHOCTb MHbOPMALMM NPU UCMOSb-
30BaHMM B UCCNEO0BATE/IbCKUX LENAX, a TaKKe
nony4yeHue NUCbMEHHOTO MHGOPMUPOBAHHOIO

26

cornacua nepeg, packpbITUEM KOHKPETHOM MHOp-
MaLMK 0 Yenoseke N10b6oMy 3aMHTepecoBaHHOMY
nvuy. YKasaHHaA HoOpma BbICTynaeT CBOero posa
rapaHTMen oT AUCKPUMMUHALMK, KOTOPAs MOXKET
BO3HWKHYTb B C/1ly4ae PaCKPbITUA reHEeTUYECKOM
nHbopmaLmu.

3awmTa nepcoHanbHbIX AaHHbIX B KOAP aan-
TeNbHOEe Bpems pernameHTuposanach rnason VIl
3aKoHa 006 3NEKTPOHHbIX COOBLEHMAX U TPAH3aK-
umax 2002 r.2°, kotopaa nocsALLeHa HPopMaLMK,
NONY4YeHHOW B pe3y/bTaTe 3/1eKTPOHHbIX TPaH3aK-
umnii. UMeHHO NoaTomy ee NpUMeHeHMe K chepe
reHeTUYeCKUX Uccae0BaHMI BbIrNSAEN0 NO MEHb-
wew mepe cnopHbiM. Kpome Toro, otaensHble no-
NNOXEHUA 3TOro 3aKoHa CTaHOBUIUCL NPeaMETOM
OVCKYCCUIM M3-3a TOTO, YTO MPUHLMMbI 3aLUNTDI
OAHHbIX HE COOTBETCTBYHOT MPUHATbIM MeEXAY-
HapOAHbIM cTaHAapTam (Tak, 3aKoH 06XoanT cTo-
POHOM BONPOC KOHOUAEHLMANBHOCTM AaHHbIX) U
nx cobntofeHme HocuT A0OPOBObHBIN XapaKTep.
B Lensax ycTpaHeHUs HegoCTaTKOB PerynpoBaHus
B 2013 r. 6b1/1 NPUHAT 3aKOH O 3aLLUTE NEPCOHab-
HbIX AaHHbIX?, KoTopbIi obecneunsaeT 6onee Bbl-
COKMI ypoBeHb 6€30NacHOCTH, OTKPLITOCTU U NOA-
OTYETHOCTM, @ TAKMKe MPOBOAUT Pasnune MeKIY
CTaHZaPTHOM M «0COob0I NepcoHanbHOM» MHPOpP-
MmaLmel, KoTopas BK/OYaeT B cebs MHpopmaumtio,
OTHOCALLYIOCA K FeHETUYECKUM UCCNEeA0BaAHUAM,
N noaTomy TpebyeT ABHOIo coriacua Ha 0bpaboT-
Ky. 3akoHogaTenbcTBo tOAP B paccmaTpmBaemon
0bnacTn Bceueno cooTBETCTBYET PEryaaTopuKe,
NPUHATON B OTHOLIEHWUM NEPCOHA/bHbIX AaHHbIX
B EBponelickom Coto3e 1 Apyrux lopUCanKLUAX,
HOPMaTMBHbIE aKTbl KOTOPbIX COAENCTBYIOT dop-
MUPOBaHMIO 3 DEKTUBHOMN CUCTEMbI 0becneyeHms
KOHGUAEHLMANBHOCTM NPU NPOBEAEHUN FEHETU-
YeCcKMX UcciegoBaHu.

B CyaaHe BONpoOChl NPOTUBOAENCTBUS JUCKPU-
MWHaLMK NO NPU3HAKY FeHETUYECKOTO CTaTyca Ha-
LW/IN OTPArKEHUE B AOKYMEHTAX peKOMeHAATeNb-
HOro XapaKTepa, CoAeprKaLnX STUYECKME HOPMBI.
HauuMoHanbHble 3TUYECKMe NpaBuia NPoBeaeHNs

Cm.: Ethical issues in genomic research on the African continent: experiences and challenges to ethics

review committees / M. Ramsay, J. de Vries, H. Soodyall [et al.] // Human Genomics. 2014. Vol. 8 ; Smith B.
Intersectional Discrimination and Substantive Equality: a comparative and theoretical perspective // The Equal

Rights Review. 2016. Vol. 74 (1). P. 73-99.

27 URL: https://www.sahpra.org.za/wp-content/uploads/2020/02/National-Health-Act.pdf (gaTta obpalleHua:

09.02.2024).

28 URL: https://www.gov.za/sites/default/files/gcis_document/201409/35099rg9699gon177.pdf (naTa obpalie-

Hua: 09.02.2024).

2 URL: https://www.gov.za/sites/default/files/gcis_document/201409/a25-02.pdf (nata obpaue-

Hua: 09.02.2024).

30 URL: https://popia.co.za/ (aata obpaweHus: 09.02.2024).
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nccnepoBaHui € yyactmem yenoseka 2008 r.3?
BKJ/1IOYAIOT NepeyeHb NPUHLMMNOB NPoBeAeHMUA
Hay4YHbIX UCCeA0BaHNM, KOTOPbIE TaKKe BbICTY-
natoT rapaHTUAMM 3aWMTbl OT ANCKPUMUHALIMOH-
HbIX NPaKTUK M cTUrMaTusaumu. NMpaeuna npea-
YCMaTpuMBAKOT caeaylowme npuHUMNUanbHble
NoNOXKeHUsn:

1. Bce uccnenoBaHMA C y4yacTUEM NlOAEN
AONKHbl NPOBOAUTLCA B COOTBETCTBMU € TpemaA
OCHOBHbIMMU 3TUHECKMMMU HAaYaNaMM, @ UMEHHO:
yBaXKeHue K 4enoBeKy, HenpuiunHeHue Bpega 1
cnpaBepnBoOCTb. JaHHble Hauyana onpeaenstor
NoAroToBKY 3TMYECKM 06OCHOBaHHbIX NpeaoxKe-
HUI ANA HAYYHbIX UccnenoBaHui. Mpn aTom yBa-
KEHUe K YesloBeKy Npeanosiaraer yBaxKeHue K aB-
TOHOMWM INYHOCTH, ee CNOCOBHOCTM 064yMbIBaTb
CBOM NINYHbIN BbIBOP. HenpuumHeHue Bpeaa cea-
3aHO c 06A3aTe/IbCTBOM MaKCUMM3ALLMN NOb3bl OT
Hay4yHOro UccnegoBaHNA U MUHUMM3ALLMK BO3HUK-
HOBEHWA BO3MOXKHbIX HEFaTUBHbIX NOC/NeACTBUN.
PUCKM nccnenoBaHUs AONXKHbI 6bITb Pa3yMHbIMK
B CBETE OXKMOAEMbIX BbIFOA, a Mccneposatenm —
6bITb KOMMETEHTHbIMW A1A NPOBEAEHMUA UCCNeso-
BaHMA U obecneyeHns 6iarononyymsa cybbLEKToB
nccnegosaHma. CnpaBeanmMBoCTb e — OTHOLle-
HWE K YeNIOBEKY B COOTBETCTBMW C HOPMAMM 3TUKM
WU Mmopanu, B paccmaTpmusaemoi cpepe gaHHoe
Haya/io OTHOCUTCA K CNpaBedIMBOMY pacnpesene-
HWIO BbIroA, OT y4acTUA B HayYHbIX UCC/IeA0BaHUAX.

2. Mpexae yem NPoBOAUTL BUOMEAMULIMHCKME
nccnenoBaHUA € y4acTem ntogen, Heobxoanmmo
yb6eauTbcsa B X Hay4yHOM 060CHOBAHHOCTU: UC-
cnefoBaHUA AO/IKHbI BasnpoBaTbca Ha oble-
NPUHATBIX HAaYYHbIX MPUHLUMNAX, MOAKPENAATLCA
KOPPEKTHO NpoBeaeHHbIMM 1abopaToOpPHbIMU IKC-
NepMMeHTaMM Ha *KUBOTHbIX U YYUTbIBaTb COBpE-
MeHHble Hay4YHble 3HaHMA B AaHHOW obnacTu.

3. Bce npoTOKOAbI MEAULMHCKMX NCCAeaoBa-
HWI C y4acTMem ntogen nogaerkat obasaTesibHOM
npenBapuUTe/NIbHOW 3KCNepTM3e U 0g06peHuto
He3aBUCMMOro, NPM3HAHHOTO Ha HaLMOHa/IbHOM
YPOBHE 3TUYECKOro KomuTeTa.

4. 3TUYECKUIT KOMUTET UMEET NPaBo YTBEPAUTb
Hay4HbI/ NPOEKT, NnoTpeboBaTb BHECEHUA B HETO
N3MeHEeHUN NNHO OTKNOHUTL ero.

5. JeTtannsnpoBaHHbI NPOTOKOA UCCneaoBa-
HWS, ONMCbIBAOLWMNI NNaHUPYEMble SKCMEPUMEH-
Ta/ibHble NPOLEAYPbI C y4aCTUEM NIIOAEN, AOMNKEH
6bITb NpeAcTaB/iieH B HaLUMOHa N bHbIA KOMUTET MO
3TUKEe MUCC/IeA0BaHMMN ANA PacCMOTPEeHMA u 0a06-
peHus.

6. MpoBeaeHne BMOMeaNLNHCKUX UcCneno-
BAHWI C y4acTMeM NtoAel A0NYCKaeTCa UCKAYM-
Te/IbHO KBaMPULMPOBAHHbIMU CNeuManmcTamm
nofA, KOHTPO/IEM KOMMNETEHTHOTO /INLA C KINHUYe-
CKUM MeAULNHCKMM 06pa3oBaHMEM, YTBEPKAEH-
HbIM COOTBETCTBYIOLLMM KOMUTETOM.

7. OTBETCTBEHHOCTb 3a 6/1arononyyume ucnbl-
TYEMOTIO BCErAa NeXUT Ha MeanLUMHCKOM paboT-
HMKE U HEe MOMKET BbITb NepesioXKeHa Ha camoro
NCMbITYEMOTO, AaXKe NMPU HaJIMYNUK ero corsiacus
Ha y4yacTue B UccnenoBaHUu.

8. JonxHo bbITb obecneyeHo cobnoageHne
npaBa CybbeKTa UccieqoBaHMA Ha 3aLIUTY LIeNoCT-
HOCTU IMYHOCTU. HeobxoamMmo npuHMMaTh Bce
Hagnexalwme mepsbl, YTobbl 06ecneynTb KoHPU-
OEHUMaNbHOCTb AAHHbIX Cy6bEKTa U MUHUMU3ZK-
pOBaTb B/IAHME UCC/IeA0BaHMA Ha PU3MYECKoe U
NcUXmMyecKkoe 340POBbe U LIENOCTHOCTb JIMYHOCTU.

9. Bpay He fo/KeH y4acTBOBATbL B UCCNea0Ba-
HUSAX C NOAbMU, HE UMES NOJIHOTO NPeACTaBAeHUA
0 NOoTeHUMaNbHbIX pUcKax. OH 0653aH NpeKkpaTUTbL
nccaenoBaHue, ec/i PUCK AN UCMbITYEMOro npe-
BbILLAET OXKUOAEMYHO NOJb3Y.

10. Mpwu nybanKaumm pesynbLTaToB CBOEro UC-
cnefoBaHMA Bpay 06s3aH obecneymBaTb TOYHOCTb
pe3ynbTaTos.

11. Mepepn HayanoM nccnegoBaHUA € ydacTuem
yesioBeKa HeobxoaAMMO NpPeaoCcTaBUTb KaxKaomy
noTeHUManbHOMY YYaCTHUKY MOJIHYIO MHbOpMa-
LU0 O Lenax, MetToaax, OXuaaemon noabse u
BO3MOXHbIX pUcKax. CneayeT coobwuTb 0 npase
OTKa3aTbCA OT y4acTMa UAM O0TO3BaTb CBOE COrNa-
cue B 11060 MoMeHT. Nocsie 3Toro Bpay A0MKeH
noay4ynTb A406poBo/IbHOE NHHOPMUPOBAHHOE CO-
rnacue, NnpeanoyTMTeNbHO B NMCbMEHHON dopme.

12. Npun HepeecnocobHOCTM y4aCTHUKA UH-
dopmmnpoBaHHOeE coriacne AaeT ero 3aKoHHbIM
npeacTaBUTeIb B COOTBETCTBUM C HALLMOHA/IbHbIM
3aKoHOAATeNbCTBOM. B cnyyasx, Korga Hegeecno-
COBHOCTb MCKNHOYAET BOSMOXKHOCTb MOYY4EHUA CO-
rNacua AN eCn yYacTHUK HECOBEPLLEHHONETHUN,
paspeLlleHne 3aKOHHOIO NpeacTaBUTe A 3aMeHsAeT
corsiacmMe y4acTHMKa COr/lacHO HalMOHaibHOMY
3aKOHOAaTeNbCTBY.

13. OTKa3 nauyMeHTa OT y4acTUA B UccnenoBa-
HWUM He J0/1XKEH HEraTMBHO B/IMATbL HA €ro B3auMo-
OTHOLLEHUSA C BPaYoM.

14. Bpay MOKeT coBMeLLaTb MeguumnHcKoe
nccnesioBaHue ¢ OKasaHuem npodeccuoHaabHOM
NMOMOLLM A/1A NOSYYEeHUA HOBbIX 3HAHMIN TOIbKO B
TOM C/ly4ae, ec/in 3TO onpaBAaHO NOTEHLNAbHON

31 URL: https://healthresearchwebafrica.org.za/en/sudan/ethics_doc (gata obpatieHmns: 09.02.2024).
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OMArHOCTUYECKOM UM TepaneBTUYECKOM LLeHHO-
CTblO MCCNefO0BAHMA ANA AAHHOIO NauneHTa.

15. UccnepoBaTtenb A40MKEH AO0Ka3aTb, YTO
PUCKM ONA y4aCTHUKOB MCCNef0BaHUA He ABNA-
I0TCA HeoNpPaBAAHHbIMWU UM HECOPA3MEPHbIMU
0XMJaeMom Nosib3e, KOTOPAA MOMKET U He Pacnpo-
CTPaHATBLCA HEMOCPEACTBEHHO Ha HUX. Puck onpe-
AenaeTcsa KaK BePOATHOCTb HAaCTynaAeHus Hebaaro-
NPUATHOIO UCXOAa U ero TAXecTb. [peHebperkmmo
Ma/ibli PUCK HE3HAUYUTENIbHOIO Bpeaa AONYCTUM,
O4HAKO BbICOKUIN PUCK Cepbe3HOro Bpeaa Henpu-
emniem, 32 UCK/IIDYEHNEM CNlyYaeB, Koraa uccne-
[OBaHWe ABNAETCA eAUHCTBEHHON HaZex a0l ana
Heunsnednmo 6onabHbIX. UccnepoBatenn 06sa3aHbI
a[eKBaTHO OLEHUBATb N KOHTPOJIMPOBATb PUCKM.
Mpu HeM3BeCTHOM pPUCKE NPOJOMKEHNE MPOEKTA
HegoNyCTUMO A0 NONYYEHUA HAAEKHbIX AAHHbIX
13 nabopaTopHbIX MCCNen0BaHUIA NAN IKChe-
PUMEHTOB Ha }KUBOTHbIX.

16. MegmuuHCKne nccnefoBaHmA C y4acTMem
nogent AoaKHbl 6bITb HAY4HO 06OCHOBAHHbBIMU U
MMETb NOTEHLMAN ANA LOCTUKEHUSA 3HAYMMbIX pe-
3ynbTaToB. METoA40/10rMYeCcKn HeCOCTOATE/IbHbIE
WM ManonepcneKkTUBHbIE NPOEKTbI HeAOMYCTUMBI.

17. MNpn npoBegeHUN MegULNHCKUX uccneno-
BAHWI C y4acTUeEM NtOAel NPUOPUTETHOM 3a4a4en
Bpaya ABAAETCA 3alMTa }KU3HW, 300p0BbA U Bna-
rono/sly4na Kaxaoro y4acTHuKa.

18. MNMpun oueHKe nccneaoBaTeNbCKUX NPOEK-
TOB HEOOXOAMMO YYUTbIBATb UX COLLMANBHYIO LLEH-
HOCTb. Hay4yHaa u obwecTtBeHHasA 3HAYMMOCTb
Lenun uccnenoBaHUA A0MKHa ObITb BbiLE PUCKOB
N obpemeHeHnM ana UCNbITyeMblX.

19. B nccnepgoBaHUAX € ydacTMem YyenioBeKa
MHTepecbl HayKM 1 obLwecTBa HUKOr4a He A0/K-
Hbl Npeo6i1afaTh Hag, acnNeKkTamm, CBA3AHHbIMM C
6naronony4ymem cybbeKkTa uccaenoBaHuUs.

MpUHLMNNaNbHbIE NOMOXKEHUA, CoaepKalLmne-
€A B YKa3aHHbIx [1paBuiax, He TONIbKO ABAAIOTCA
rapaHTMamu, obecneynBatoWMMKM peannsaymto
NPUHLMMNA HeAUCKPUMMHALMK B chepe reHeTuYe-
CKMX UCcieqoBaHUIA, HO U NPeacTaBaAoT cobom
pe3y/bTaT yCnewHon MMMNIemMeHTalLnn CTaHA4apToB
XenbcuHCKoM aeKknapaumn BcemmpHon meguumH-
CKOWM accoumaunm — pekoMeHgaumnm ana spaden
no NpoBeAeHNI0 BUOMEANLMHCKUX UCCAeA0BaHUMN
Ha moaax 1964 r.32, kotopada xoTa M BbiCTynaeT
aKTOM «MSATKOro» npasa, HO paccMaTpuBaeTcs B
KauyecTBe OpMEHTMPA ANA PErYAATOPOB PA3/INYHbIX
ypoBHe# npu pa3paboTke npasua NpoBeaeHUs
nccnenoBaHM € yd4acTMem YenoBeKa. MNpasuna,
aencreytowme B CyaaHe, — NULWIb NepBbIi Wwar ana

[@aHHOTO rocyaapcTea Ha NyTU NerMTUMaLUumn NpuH-
UMna HegUCKPUMMHAUNKM B chepe reHeTUYEeCKUX
ncciefoBaHMM, 3a KOTOPbIM MOXKET NoCef0BaThb
NPUHATUE lOPULMYECKU 06A3aTENBHOTO aKTa.

3aknioueHue

locypapctBa — uneHbl AbppukaHckoro Cotosa ge-
MOHCTPUPYIOT Pa3Hblil YPOBEHb Pa3BUTUA HOPMA-
TUBHOTO PErynpoBaHuA B 061acTM NPOTUBOAENCT-
BUWA FreHETUYECKOM ANCKpUMUHAUMK. MpoaHanunsm-
POBAHHbIE B CTaTbe NPMMEPbI NPEACTABAAIOT KAk
MUHUMYM TPW FPYNMbl FOCYAapCT8 B OTHOLEHNN
nernTMmaumm NpUHLKMNE HeAUCKPUMUHALUN B
061aCTU reHeTUYECKUX UCCNe0BaAHUN:

a) rocygapcTea, B KOTOPbIX AENCTBYET Che-
LMann3nMpoBaHHOE 3aKOHOAATeNbCTBO B 06/1acTh
NPOTMBOAENCTBUA FEHETUYECKOW ANCKPUMUHALMM
(Manasun, Mapokko, CeHeran);

6) rocynapcTea, B KOTOPbIX OTCYTCTBYET cneLma-
NIM3MpPOBaHHOE 3aKOHOAaTeNbCTBO B 061aCTU Npo-
TUBOAEWCTBUA reHETUYECKOM ANCKPUMMUHALMK, HO
€CTb 0bLMe NMONOXKEHUA O 3anpeTe AUCKPUMMHA-
LMOHHbIX NPAKTUK, COAEPMKaLLMECcs B APYrMX aKTax
(HOskHO-AdpuKaHcKan PecnybimKa);

B) rocyapcTBa, B KOTOPbIX 3aNpeT AUCKPUMU-
HaLMM NO NPU3HAKY FrEHETUYECKOTO CTaTyca NPAMO
WM KOCBEHHO CHOPMYINPOBaAH B LLOKYMEHTaX pe-
KomeHgaTenbHoro xapakTepa (CyaaH, 3duonus).

Mpwu sToM adprKaHCKME rocyaapcTBa ycnewHo
UMNNEMEHTUPYIOT MPUHLMNMAbHBIE MNOOKEHNUA
peneBaHTHbIX LOKYMEHTOB rM06anbHOro n perno-
Ha/IbHOrO XapaKTepa. B YyacTHOCTH, peyb MAeT o
pa3BUTMM 3aKOHOAATENBLCTBA B 061acTh obecneve-
HUA KOHPUAEHUMANBHOCTM reHeTUYeCKoM MHPOp-
MaLyK, KOTOPOE COAEPKUT rapaHTUN peanmsaumm
NPUHLMMNA HEANUCKPUMUHALMN B 061aCTU reHeTu-
YeCcKUX nccnenoBaHuii. 3aecb OPUEHTUPOM A5
adpUKaHCKUX rocyAapcTs BbicTynaeT EBponeinckuii
Colo3 1 ero rocyapcTBa-YeHbl, Ha TEPPUTOPUM
KOTOPbIX AENCTBYHOT KOMMAEKCHbIE HOPMATUBHbIE
aKTbl B chepe 3aWwmnTbl NePCOHANbHbIX AAHHbIX.

OcyLecTBAAA yCrnewHyo peLenumio esponei-
CKOTO OMbITa, rocyAapcTsa — YaeHbl AGpPUKAHCKO-
ro Coto3a OCTaBAAOT JaNeKO NO33a4N UHCTUTYTbI
1 opraHbl AdpuKaHckoro Coto3a, BoBaeYeHHbIE B
HOPMOTBOPYECKYIO AEATENbHOCTD B PaMKax Beay-
LWEero MHTErpaLmMoHHOro 06beANHEHNA HA KOHTU-
HeHTe. [paBoBble OCHOBbI NPOTUBOAENCTBUSA AMC-
KPUMMHALMM NO NPU3HAKY FreHeTUYEeCKOro CTaTyca,
cbopmynnpoBaHHble Ha ypoBHe AQPUKAHCKOTO

32 URL: http://www.bioethics.ru/rus/library/id/387/ (naTa obpaiiermns: 09.02.2024).
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Coto3a, cogepKat obLme GopmynMpPOBKM O 3anpe-
Te ANCKPUMMHALMKN 63 KOHKPETU3aLUMN TaKoro
OCHOBAHMSA, KaK reHeTUYECKNE XapPaKTEPUCTUKM.
BmecTe ¢ Tem B pamkax AppuKkaHckoro Cotosa
aencteyeT 3pPeKTUBHbIA MEXAHM3M 3aLLNTbI NPaB
yesloBeKa, KOTOPbIN NOTEHLMA/IbHO MOXET ObiTb
3a/1eMCTBOBAH B KOHTEKCTE NPOTUBOAENCTBUA
KFEHEeTUYECKUMY» ANCKPUMUHALNOHHBIM NPaKTH-
KaMm, 4TO YCMeLwHO NoATBEPKAAETCA OTAE/IbHbIMM
CNy4yaamMum U3 NPaKTUKM APpUKaHCKOro cyaa no
npaBam 4YesioBeKa M HapoaoB.

AbpPUKaHCKMIA ONbIT MOXKET OKa3aTbCA Noses-
HbIM MpPUY pa3paboTKe COOTBETCTBYIOLWENO HOPMA-
TMBHOTO NPaBOBOrO PeryinposaHus B Poccninckom
depepaunn N MHTErpaLMOHHbIX 06 begMHEHUSAX C
€ro y4yactmem. B KOHTEKCTe pacnpocTpaHeHUn reHe-
TUYECKOro TECTMPOBAHMA U NOTEHLMANBHOIO pac-
WwmpeHua chep NCNoNb30BaAHUA €ro pe3ynbTaTos

LenecoobpasHoO paccCMOTPETb BOMPOC O 3aKpene-
HUW B MEXAYHAPOAHbIX JOKYMeHTax EBpasuninckoro
3KOHOMMYecKoro coto3a, CoapykecTsa HesaBucu-
mblix locypapcTe 1 (nnamn) Coto3HOro rocynapcrea
NPUHLMMNA HEANUCKPUMUHALLMM NO NPU3HAKY reHe-
TMYECKOro cTaTyca NepBOHaYasibHO B JOKYMEH-
Tax TaK Ha3blBAeMOro MArKoro npasa Ans nocne-
ayowen uMnaemeHTaunmn 4aHHOrO NONOXKEHUA
BO BHYTPUIOCYAapCTBEHHOE 3aKOHOAATENbCTBO.
Mpwn aTOM copeprkaHMe aKTOB «MATKOro» npasa
(pekomeHaauuMKn, MogenbHble 3aKOHbI) He creayeTt
CBOAMTL MWb K GOpMyAMpPOBKe obLLero 3anpeta
OUCKPUMMHAUMOHHDBIX MPAKTUK, Ba*KHO TaK¥XKe
npeaycMoTpeTb rapaHTUM peasn3aummn Takoro 3a-
npeta. PaspelueHne 3TOro BONPOca HEBO3MOXHO
6e3 HaNNYMA KOMNNEKCHOTO HagHALMOHANbHOIO U1
HaLMOHA/IbHOTO PerynpoBaHma obpaLLeHnn reHe-
TUYECKON U TEHOMHOW MHbOPMALUK.
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