(ypanoBa T.T., 3enun C. C,, Cysopos I H.
06ujue npuHYUNG! U 3aKOHOMEPHOCMU NPAB0B020 Pe2yiupoBAHUS 0CYLeCmBIIeHUs 2eHemuyeckux ucciedosanuii 8 Ascmpanuu

DOI: 10.17803/1729-5920.2020.164.7.069-075
T.T. CypaHoBa*, C. C. 3eHnn™**, I. H. CyBopos™**

06wue NPUHLKUNBI U 3AKOHOMEPHOCTU NPaBOBOro
perynupoBaHusA oCyLLeCcTBCHNA reHeTUYecKnxX
uccnepoBaHuit B ABctpanuu’

AHHOTaumA. B cTaTbe paccmaTpuBatoTcA 0CO6EHHOCTM MPABOBOMO PEryIMPOBaHUA OCYLLECTBEHUA TEHEeTH-
yeckux uccnenoBaHui B Coapykectse ABCTpasinA C Y4ETOM roCyAapCTBEHHOIO YCTPOMCTBA, HALMOHANbHbIX,
3TUYECKUX U NHbIX GaKTOPOB. OCHOBHbIM MCTOYHUKOM MpaBa B ABCTPanuu ABNAeTCA COPOPMYyIMPOBAHHOE B Cy-
aebHbIx npeueaeHTax obllee NpaBo, KOTOpoe B Noc/iefHee Bpems AOMONHAETCA aKTaMM 3aKOHOAaTe/IbHOTO
perynnposaHua. MogpobHo onvcaHa cneundurKa NPoLEeccoB XPaHEHWUA, AOCTYMNa U 3alLMTbl 4aHHbIX MOAHOTe-
HOMHOTIO CEKBEHMPOBaHUA. B cTaTbe NpoaHan3MpoBaHbl 0CO6eHHOCTU GYHKLIMOHMPOBAHMA cyaebHoM cucte-
Mbl ABCTpanumu.

MccnepytoTca onbIT HOPMATUBHOTO 3aKpenieHnsa MHGOPMUPOBAHHOIO COracuA ANA NPOBeAeHUA reHeTuYe-
CKMX MUcCnenoBaHui, obecnevyeHnsa KOHPUAEHUMANBHOCTU NoAyYaemoi nHbopmaLmu, cTpaTernyeckue npu-
OpUTETLI MPU UHTEFPALLMM PE3YIbTAaTOB FEHETUYECKMX UCCNe0BaHUI B CUCTEMY 34PAaBOOXPAaHEHNA ABCTpanuu.
PaccmoTpeH 1 npoaHann3nMpoBaH nepeyeHb JOKYMEHTOB, COAEPMKALLMX YKA3aHMA HA C/y4am, NPU KOTOPbIX Me-
OVLUMHCKME OpraHn3aumnm He A0/IKHbl cobMpaTbh KOHPUAEHLMaNbHYIO MHPOPMALMIO O YenoBeKe. BbiABAEHbI
onpegesnieHHble Nnpobenbl B HOPMATUBHOM MPaBOBOM PeryMpoBaHUM reHEeTUYECKUX UCCAef0BaHUN, a TaKKe
HECOOTBETCTBUA U NPOTUBOPEUNA OTAE/bHBIX HOPMATMBHbIX NPABOBbLIX aKTOB ApYr Apyry. M3ydyeHa cneumdmKa
OCYLLLECTB/IEHUA FeHETUYECKMX UCCIef0BaHNI € yyacTMem abopureHHOro HaceneHnsa ABCTpananu, Kotopas, B
CBOIO o4epesb, MOMOXKET Npu GOPMUPOBaAHUM COOTBETCTBYHOLLEN NPaBoBOM 6a3bl B Poccuitickoit ®eaepaumu.
B KauecTBe BbIBOAA aBTOPbI OTMEYAOT, YTO B chepe NPaBOBOroO pPeryMpoBaHmnA NPOLECCOB XPaHEeHUA, A0CTyNa
M 3alUWTbI FeHeTUYeckon nHdopmaLmm B ABCTPAANKN NPOCNEKMBAETCA TEHAEHUMA K UCNO/b30BaHUIO HOpMa-
TUBHbIX perynatopos. Ocoboe BHMMaHWe obpaLLaeTca Ha HOPMATUBHOE 3aKpenaeHne NnpuopuTeTa NybANYHbBIX
UHTEpeCcoB Ha YaCTHbIMU U €ro OTPa*KeHne He TOJ/IbKO B A40CTAaTOYHO MHOITOYNCNEHHbIX OrOBOPKaX U UCKAIO-
YeHUAX, HO U B paMKax 06LLEe3HaYMMbIX CTpaTErMyecknx npuoputeTos. MNpestomnpya GopMmmnpoBaHue cooTBET-
CTBYtOLLEN NpaBoBoi 6a3bl B Poccuiickon depepaumm 1 yunTbiBas NOAMSTHUYHOCTb HAaCeNEHUA, CaeayeT Nosa-
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YEepPKHYTb, YTO 3aCNYKMBAET BHUMAHMA U ONbIT ABCTPAZINKN NPU OCYLLECTBAEHUN TEHETUYECKMX UCCAeL0BaAHNM
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Abstract. The paper deals with the features of the legal regulation of genetic research in the Commonwealth of
Australia with due regard to the state structure, national, ethical and other factors. The primary source of law in
Australia is the common law articulated in judicial precedents (case law) that has recently been supplemented by
acts of statutory regulation. The paper thoroughly investigates the processes of storage, access and protection
of full-genome sequencing data. The authors analyze the peculiarities of functioning of the judicial system of
Australia; the experience of normative consolidation of informed consent for genetic research, confidentiality of
obtained information, strategic priorities in integration of the results of genetic research into Australia’s health
system. The paper provides the analysis of the list of documents containing indications of cases in which medical
organizations should not collect confidential information about a person. As a result of the study, the authors
identify certain gaps in the normative legal regulation of genetic research and inconsistencies and contradictions
of certain normative legal acts. The paper focuses on specifics of genetic research with the participation of the
Aboriginal population of Australia, which, in turn, will help in the formation of the relevant legal framework in
the Russian Federation.

As a conclusion, the authors note that in the field of legal regulation of the processes of storage, access and
protection of genetic information in Australia there is a tendency to use normative regulators. Particular attention
is drawn to the normative consolidation of the priority of public interests over private interests and its reflection
not only in numerous reservations and exceptions, but also in the framework of generally relevant strategic
priorities. Presuming the development of the similar legal framework in the Russian Federation and taking into
account the multiethnicity of the population, it should be highlighted that Australia’s experience in implementing
the genetic research involving the Aboriginal population should be implemented.

2 The reported study was funded by RFBR according to the research project Ne 18-29-14037.
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[na noHMmaHua ocobeHHOCTe NPaBoBOro pe-
ryMpoBaHMA NPOLECCOB XpaHEeHUA, A,OCTYNa U 3a-
WMTbI SAHHbIX MOTHOrEHOMHOIO CEKBEHMPOBaHMA
B ABCTpa/IM HEOHXOA4MMO KPaTKO OXapaKTepuso-
BaTb MPaBOBYO CUCTEMY 3TOIO rOCyapCcTBa B Le-
nom. B Asctpanuu (a TouHee — B CoapyskecTse AB-
CTpanus) oHa 6bina cdopMmnpoBaHa Nog BANAHMEM
CMCTEMbI aHTMACKOTo obLLero npasa. B ceAsm ¢
3TUM OCHOBHbIMM UCTOYHUKAMM NpaBa B ABCTpa-
nnun asnaetca cdopmynMpoBaHHOE B cyaebHbIX
npeueaeHTax obliee NpaBo, KOTOPOe B NocaegHee
Bpema AOMONHAETCA aKTaMW 3aKOHOAATENIbHOTO
perynnpoBaHua. ABctpanua no ¢opme rocygap-
CTBEHHOrO YCTpOMNCTBa ABnseTcsa denepaTtMBHOM
KOHCTUTYLIMOHHOM MOHapXMel, U CUCTeMa aBCTpa-
JIMACKOro obLLero npasa eaAnHa 415 BCEX LECTH
LITaTOB U ABYX Tepputopuii (CeepHon 1 ABcTpa-
JINACKOW CTOIMYHOI), Yero Hesb3s CKasaTb B OT-
HOLLEeHUW 3aKoHoAaTebcTBa. HopmaTtusHoe pery-
NMpoBaHMe ABCTpannn BKAtOYaET B cebA 3aKOHbI
ABCTPaNMINCKOro COH03a, U34aHHbIe ero napaameH-
TOM, 3aKOHbI OTAE/bHbIX LUTATOB, a TaKXe noj3a-
KOHHble aKTbl OPraHOB UCMOIHUTE/IbHOM BAACTU.

KoHcTuTyuma ABcTpanun pacnpenensaeT npea-
METbl BEAEHNA MeK Ay COI3HbIM YPOBHEM BNACTH
W WTaTaMM TaK, YTO 3HAYMTENbHAA YacCTb NPaABO-
OTHOLUEHUI peryanpyeTca 3aKOHOAATe/IbCTBOM
LUTATOB, YaCTb HAXOANUTCA B COBMECTHOM BEAEHUMU
M Hanbonee cyw,ecTBEHHAA YaCcTb HAXOAMUTCA B
nckAumMTensHom BéaeHun Cotosal. Aktbl depe-
pasbHOro NapAameHTa NPUHUMALOTCA MO KOHKpPET-
HOMY nepeyHto 13 39 HanpaBNEeHWUI, YKa3aHHbIX B
pasa. 51 KoHctutyunm ABCTpannm, u B HeM HUYero
He rOBOPUTCA O TaKMX BOMPOCAX, Kak KOHOUAEHLM-
aNIbHOCTb, 34PaBOOXPaHEHNE, MeAULIMHCKNE UC-
cnepoBaHuMA. 3To 06CTOATENBCTBO, HECMOTPA Ha
npuoputeT pefepasnbHbIX 3aKOHOB HaZ 3aKOHaMM
LUTATOB, YACTO BbICTYNAET NPUYMHOM HEOAHO3HAY-
HOro TO/IKOBAHMA NPW NOMbITKE aHa/AN3a BCEro

MacCCMBa 3aKOHOAATE/NbHbIX AKTOB, PETYINPYIOLLMX
NnpaBoOOTHOLLEHMA B chepe NPaBOBOro peryanpo-
BaHMA NPOLLECCOB XPaHEeHUA, AOCTYNa W 3aLu1TbI
[OaHHbBIX MO/THOFEHOMHOIO CEKBEHUPOBAHMA.
PyHKLMOHMpPOBaHMe cyaebHOM CUCTEMDbI TaKKe
XapakTepuayeTca pasom ocobeHHocTen. Bepxos-
HbI cyg, ABCTpPasnKM BbICTYMaeT B PO/ BbiCLUEN
anennAUNOHHOM MHCTAHLUMK, U ero peLlleHuna no
oblemy npasy aBnAlOTCA 0buLeobA3aTENbHbIMM
019 BCEX LUTATOB M TeppuTopmin. OgHaKo KaxKabli
LUTAT MMEET CBOLO CyAebHYI0 cucTeMy, U Cyabl WTa-
TOB U TeppuTOpUI B ABCTPanMK, BbICTyNasa cyaamm
NepBoi MHCTaHLMW, MPUHUMALOT PEeLLEHUA, PYKO-
BOACTBYACb KaK 06LMM NpaBom (Hanpumep, B ge-
Jlax 0 HapyLeHMN [OroBopa, XaflaTHOCTK), TaK U
COb6CTBEHHbIMM 3aKOHOAATENIbHBIMM aKTaMM. YKa-
3aHHOe 06CcTOATENbCTBO OOBACHSET OTCYTCTBUE
eanHO0bpa3sHOoM NPaBONPUMEHUTENbHOM NPAKTU-
KW B cMcTeme obLLero npasa npw paspeLLeHunm Bo-
NPOCOB O HEMPUKOCHOBEHHOCTU YaCTHOM Xu3Hmn™,
YuntbiBana U3NoKeHHOe, aHanM3 NPaBoOBOro
pPerynMpoBaHUA NPOLLECCOB XPaHeHUA, AOCTyna U
3alUMTbI reHeTnYeckon nHbopmaunm B ABCTpanmm
HeobXxoAMMO HayaTb C 0COBEHHOCTEN NONYYEHUA
MHPOPMUPOBAHHOIO cornacua obcneayemoro
U@, BBUAY TOFO YTO OHO BbICTYMNAET KAOYEBbIM
3TUYECKMM U lopuanyeckum TpeboBaHnem ans
cbopa, XpaHeHUs U AOCTyNa K 3HAYUTENIbHOM ee
yacTtu, HO He Bcel. [leno B Tom, YTO B aBCTPaNUM-
CKOM 3aKOHOZATE/IbCTBE FEHOMHAA MHbOPMaLLUS,
COrNlacHO NpMHUMNAM KOHPUAEHLUMANbHOCTH,
N310XKEHHbIM B MPUNOKEHNM 1 K 3aKOHY O KOH-
dunaeHumanbHocT 1988 r., OTHOCUTCA K IMYHOMN
MHbOpMaL MK 0 yenoBeke. Tem He MeHee NyHKT 95
3TOro 3aKoHa ycTaHaB/AMBaeT MOPAAOK, MPU KOTO-
POM INYHAA reHeTu4ecKaa nHGopmauma o 340po-
Bbe MOXeT ObITb PACcKpPbITA B LENAX YMEHbLUEHUA
UM NpefoTBPALLEHNA CEPbE3HOM Yrpo3bl AN
¥KU3HW, 340p0BbA UM 6E30MacHOCTU YeNoBeKa,

3 KoHcTtuTyuma Asctpanum (npuHaTa 8 1900 r.; BcTynuna B cuny 1 aHsapa 1901 r.; 8 pea. 1988 r.) // URL: https://
www.aph.gov.au/About_Parliament/Senate/Powers_practice_n_ procedures/Constitution.aspx (aata ob6pa-

weHua: 22.05.2020).

4 Australian Law Reform Commission (2014) Serious invasions of privacy in the digital era (ALRC Report 123) //
URL: https://www.alrc.gov.au/publications/serious-invasions-privacy-digital-era-alrc-report-123 (gata obpa-

weHua: 24.05.2020).
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KOTOPbI ABNAETCA FTeHETUYECKMM POACTBEHHUKOM
yesloBeKa, K KOTOPOMY OTHOCUTCA reHeTuYecKas
nubopmauma’.

Momnmo 3aKoHa O KOHOUAEHLMANBHOCTH
1988 r., 0bMmeH reHeTUYecKoM nHPopmaumen ans
npoBeaeHns uccaegoBaHU peryampyeTca atu-
YECKMMMW KOAEKCAMM, a TaKKe NPUHLUNAMMU, YT-
BEPKAEHHbIMM HalMOHaNbHbIM COBETOM MO 34pa-
BOOXPaHeHMo U HaunmoHanbHbIM 3aABIEHNEM O
3TMYHOM NOBEAEHUN B UCC/IEA0BaAHUAX YE/TOBEKA
(2007 r.). OgHako cobntogeHme yKa3aHHOro Ha-
LMOHa/IbHOTO 3aAB/IeHMA He aBAseTca obuieobn-
3aTe/ibHbIM HOPMaTUBHbIM NpeanucaHMem, Tak
KaK, MO MHEHUIO HEKOTOPbIX UccnenoBaTesnen,
ero cobntogeHne B 6onblUel CTeNeHn 3aBUCUT OT
cnocoba GMHAHCUMPOBAHUSA yUupeKaeHMA, NPOBO-
AAauwero uccneposanmna’. Hanpumep, 601bHULbI 1
YHUBEPCUTETbI MOTYT 06paLlaTbcA 3a OIOAKETHbIM
dUHaHCMpOBaAHMEM, TO/IbKO €C/IN BCE MPOBOAM-
Mble UMW MUCC/Ie0BaHMA COOTBETCTBYIOT Haymo-
Ha/IbHOMY 3asiB/IEHWNI0. ITO NPaBUIO TaKKe Kaca-
eTcA U YacTHOro GUHAHCMPOBAHMUSA, NMPU YCA0BUM,
4yTO UCCe0BaHME OCYLLECTBAAGTCS B rocyaap-
CTBEHHbIX YYPEKAEHMAX, O YUEM B CBOEM [lOKNa4E
yKasblBana ABCTpanninckan Komuccua o pepopme
3aKoHopaTenbcrTead.

TpeboBaHWe 0 cornacuu, cogepralieecs B
rn. 2.2 HauMoHanbHOro 3aaBAEHMA, BKAKOYAET A0-
BOJIbHO NOAPO6HbLIN NepeyYeHb YCN0BUIA, KOTOPble
HeobxoanMo cobatocTn Aas Toro, YTobbl peleHne
YyesloBEKa y4acTBOBaTb B reHETUYECKOM UCCAeao-
BaHWM 6b110 406POBOLHLIM Y OCHOBbLIBAJIOCb Ha
[AOCTaTOUYHOM MHPOPMALIMK U aAeKBAaTHOM MOHMK-
MaHWUK KaK coaep KaHuMaA npeanaraemoro uccaemo-
BaHMA, TaK U MNOCNEACTBUI y4acTMA B HEM. YA,0B-
NIeTBOPEHME 3TUX YC/IOBUIA 3aBUCUT OT XapaKTepa
npoekTa, TpeboBaHWNI 3aKOHOAATENbCTBA, STUYe-
CKMX U KYNbTYPHbIX 0cobeHHocTel coobuiecTsa.
YYacTHUK J0/IKEH AEMOHCTPMPOBATL afeKBaTHoe
NOHUMaHWE LeNn, METOAO0B, PUCKOB, MOTEHUMANA
N NPEeUMYLLLECTB UCCNea0BaHUSA. YCTaHaBAMBaeTCA
KOHKPETHbIN nepevyeHb HeobxoaMMbIX BOMPOCOB,

Mo KOTOpbIM MHbOPMALMA A0AKHA ObITb coobLe-
Ha y4aCTHUKY, NpuyYem 3Ta MHPOopPMaLUA LOKHA
OT/InYaTbcA OT obuwero MHPOPMaLMOHHOIO co-
rnacus. B 4acTHOCTM, peyb MAET O TOM, KaK byaeTt
NPOBOANTLCA MOHUTOPUHT UCCNEA0BAHNIN; KaKkuMe
ycayrn 6yayT npefocTaBeHbl y4acTHUKaM U Ka-
Koe HebnaronpmaTHOE BAMAHME MOXKET ObITb OT
NccnefoBaHUI; KOHTAKTHbIE AaHHble obcneaye-
MOTO Ye/I0BEKa, 419 NoAaYN BO3MOXKHOM »Kaso-
6bl Ha HETrO; KOHTAKTHbIE AaHHble UccnesoBaTesnei
ANA 06paTHOM Kanobbl; KaK byaeT obecneynBaTh-
€A KOHPUAEHLUMNANBHOCTb UCCIeA0BAHUSA; MPaBO
YYaCTHMKA Ha BbIXOZ U3 UCCNef0BaHUA Ha itlobom
aTane; CyMMbl U UICTOUHWUKKN GUHAHCUPOBAHMUA UC-
cnenoBaHuA; Ntobble BbINAaTbl y4aCTHUKAM; BEPO-
ATHOCTb M GOPMa PaCcNPOCTPAHEHMA PE3Y/bTaTOB
nccnefoBaHuA, B TOM ynucae nybavkaums; ntobole
oXnaaemble Bblirogbl gna 6osee WNPOKOTO CO-
obuwecTtBa 1 ap.

Mpu 3TOM cornacue, cornacHo n. 2.2.14 ykasaH-
HOro AOKYMEHTA, MOXKET 6bITb TPEX BUAOB B 3a-
BMCMMOCTW OT TOTO, KaK NaaHupyeTca B byayliem
MCNO/Ib30BaHME NOYYEHHbIX Pe3y/bTaToB: 1) KOH-
KPEeTHbIM — TO eCTb AaHHblE UCNOb3YOTCA TO/b-
KO B paMKax KOHKPETHOrO NPOeKTa; 2) paclimpeH-
HbIM — Aa@HHble MOTYT MCMO/b30BaTbCA B APYTUX
NPOEeKTax, eC/1IM OHW CBA3aHbI C NEPBOHAYaIbHbIM
NPOEKTOM WM OTHOCATCA K TOW e 06/1acTh nccne-
[0BaHuit; 3) 6e3 orpaHNYeHMa — cornacue gaetca
Ansa mobbix byayLmnx nccnegoBaHuin.

HanomHum, 4To aBCTpannincKkoe rocyaapcTao
06pa3oBanoch 13 ObIBLUMX AHIUACKMX KONOHUI, B
KOTOPbIX NPOTUBOCTOAHNE MEXKAY abopureHamm
NPUE3KMM HaceleHNeM HOCUJIO OCTPbIN AUCKPU-
MMWHaLMOHHbIM XapakTep. BBnay storo ocob6oro
BHMMaHMA 3acny»KmBaeT TpebosBaHMe HaumoHanb-
HOro 3asB/IEHWA, COMMIACHO KOTopoMy obcneaye-
Mble 1 Bpayu, NPMHUMAIOLLME Y4aCcTU B obMeHe
AaHHbIMU, LOMKHbI ObITb OCBEAOM/IEHbI HE TO/b-
KO O MepCoHasibHbIX, HO M O FPYNMOBbIX YrPO3ax.
3TO KacaeTcs y4aCTHUKOB U3 YMcaa abopUreHHOro
HaceneHus u utenei octposos ToppecoBa Npo-

> Privacy Act 1988 Ne 119, 1988 as amended // URL: https://www.legislation.gov.au/Details/C2020C00025

(naTa obpalieHuma: 25.05.2020).

6 National Statement on Ethical Conduct in Human Research 2007 (Updated March 2014) // URL: https://
www.monash.edu/__data/assets/pdf_file/0019/1031950/nhmrc-national-statement.pdf (aata obpauieHus:

25.05.2020).

7 Eckstein L., Chalmers D., Critchley C. et al. Australia: regulating genomic data sharing to promote public trust //
HumGenet 137, 583—591 (2018). URL: https://doi.org/10.1007/s00439-018-1914-z (pata obpalieHus:

25.05.2020).

8 Essentially Yours: The Protection of Human Genetic Information in Australia (ALRC Report 96) // URL: https://
www.alrc.gov.au/publication/essentially-yours-the-protection-of-human-genetic-information-in-australia-

alrc-report-96 (gaTa obpaweHus: 25.05.2020).
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/INBa, KOTOpPble OMNacarTCcA reHeTUYecKkon auc-
KPUMMHAUNK, UMELIOT onpeaesieHHble pacoBble
cTepeoTunbl. BBuay atoro HaumoHanbHbIM coBeT
no 34paBOOXPaHEHUIO U MeANLUHCKUM mccne-
noBaHuam MNpaBuTenbcTsa ABCTPaINKU 3aKpenun
3TUYECKMeE NMPaBKUIa, COMTACHO KOTOPbIM MOMUMO
WHAWBWAYA/IbHOTO COrNacma Ha uccaenoBaHue B
page cnyyaes HeobxoauMmo corsacue coobuiectsa
Ha uccneoBaHUE C y4acTMEeM KOPEeHHbIX aBCcTpa-
AniiLes®, YTo paccmaTpuBaeTCa HEKOTOPbIMM UC-
cnefoBaTeNIAMM Kak onpegeneHHoe npensaTcTeme
ANA uccneposaTenbckon geatensHoctnC, ina
ero npeoaoneHus npeanaraeTcs KOMMJAeKC mep,
HanpaB/IEHHbIX Ha TO, YTOObI BbIABAATL LeNeBble
3ab0/s1eBaHMA, NOparkatoLwme ysisBMMbIe rpynnmbl
HaceneHusa, NooLWpPATb NNAEPCTBO KOPEHHbIX Ha-
pPOAOB B MCCNeA0BaTENbCKUX Npodeccuax, paspa-
6aTbiBaTb MEXaHW3Mbl COI/1TACOBAHUSA UHTEPECOB
YYaCTHUKOB U MaLMEHTOB U3 PasHbIX KyAbTyp U
A3bIKOB, 40OUBATLCA BK/IOYEHUA CBEAEHUI O NPO-
61emax KOpeHHOro HaceneHus B obuLManbHble
0630pbl, NPOTOKONbI cbOpa AaHHbIX M aHaUTHYe-
CKMe maTtepuasnbl CNy>K6 34paBoOOXpPaHEHUA U UC-
cnepfoBaTeNnbcKkmne npoekTbitl,

MomMMMO 3TOro, CYLLLECTBYIOT 3aKOHOAaTe IbHble
Pa3NMUNA MeXKay WTaTaMu U TEPPUTOPUAMU B pe-
ryIMPOBaHUM NopsiaKa 06MeHa reHOMHbIMM AaH-
HbIMMW, B TOM YMC/E B aKTax, perlaMeHTUPYIOLLUX
BOMPOCbl KOHOUAEHLUMANBHOCTU FreHEeTUYECKOM
nHbopmauymm. Mommmo 6a30BOro HOPMATUBHOTO
3aKoHa o KoHdpuaeHumanbHocTn 1988 r., 60/1b-
LUMHCTBO aBCTPA/IMNCKUX LLITATOB U TEPPUTOPUIA
BBE/IN COBCTBEHHbIE 3aKOHbI O KOHbUAEHLNANb-

HOCTU, perympyoLmne MHPopmMaLmio, XpaHaLLy-
t0CA He TONbKO B rOCYAapCTBEHHbIX 6a3ax AaH-
HbIX, HO 1 (KaK Hanpumep, B WTaTax Buktopunal? n
HoBbil FOxHbIN Yanbc!3) B 6azax yacTHbIX Meau-
LMHCKMUX KOMNaHui. B wtaTe KOxHaa ABcTpanus
ynpasaeHue MYHON nHopMaLmel peryampyerca
M30aHHOWM NPaBUTENILCTBOM 3TOr0O cybbeKTa aa-
MMWHUCTPATUBHOM MHCTPYKUMEN, YTBEPKAAIOLLEN
NPUHLMUNBI MHGOPMALMOHHOM KOHPMAEHUMANb-
Hoctn'4. A B wTaTte 3anagHaa ABCTpanua NpuH-
LUMNbl KOHOUAEHUMANBHOCTM PACNPOCTPAHALOT
CBOE AeMcTBME TONbKO Ha rocyAapcTBEHHbIE 6a3bl
JaHHbIX®.

Bce 3TW JOKYMEHTbI COAeprKaT YKa3aHMA Ha
TO, YTO MeAMUNHCKME OPraHM3aLmMm He JOIKHbI
cobupatb KOHGMAEHUMANbHYIO MHPOPMALMIO O
yesioBEKE, eCn: TOT Aa/l OrPaHUYeHHOe cornacue
(3a ucknoueHmMem cnydvaes, ecim Takol cbop He-
0bxoaMm nnu paspelleH 3akoHom nnMbo cbop He-
06X04MM 1A NPefoTBPALLEHUA UAU YMEHbLUEHUSA
CEPbEe3HON Yrpo3bl }KMU3HU UM 340POBbI0 N1H060r0
/Mua); IMLO, KOTOPOTO KacaeTca Takaa MHdopma-
uma, GU3NYECKU UK IOPULNYECKM HE MOXKET AaTb
cornacue Ha cbop Takon MHPopmaLUn nam nepe-
0aTb ero yepes TpeTbe AULO; cbop Heobxoanm
0151 YCTaHOBMEHUSA, OCYLLECTB/IEHMA AW 3aLUTbI
cynebHoro nnu cnpaBeasiMBoro Ucka.

BONbLWMHCTBO YKa3aHHbIX NPABUA COAEPHKUT
OrOBOPKM O TOM, YTO OpraHu3aLmnsa MOXKET Co-
6upatb KOHOUAEHLNANBHYIO MHbOPMaLUIO O
YyenoBeKe, ecn Takasa MHbOopmaLma Heobxoan-
Ma 418 uccnenosBaHua, cbopa UaM aHanmsa cra-
TUCTUYECKUX AaHHbIX, OTHOCALLMXCA K LLeSIEBbIM

10

11
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14

15

Australian Government National Health and Medical Research Council (2018a) Ethical conduct in research
with Aboriginal and Torres Strait Islander Peoples and communities // URL: https://www.nhmrc.gov.au/about-
us/resources/ethical-conduct-research-aboriginal-and-torres-strait-islander-peoples-and-communities (gata
obpaleHus: 25.05.2020).

Burns BL, Bilkey GA, Coles EP, et al. Healthcare System Priorities for Successful Integration of Genomics:
An Australian Focus. Front Public Health. 2019 ;7:41. Published 2019 Mar. 11 // URL: https://d0i:10.3389/
fpubh.2019.00041.
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Islander peoples // Monash Bioeth Rev. 2015. 33:203—209. URL: https://doi.org/10.1007/s40592-015-0037-
8 (maTa obpaueHus: 25.05.2020).

Privacy and Data Protection Act 2014 // URL: https://www.legislation.vic.gov.au/in-force/acts/privacy-and-
data-protection-act-2014/025 (aata obpateHusa: 25.05.2020).

Privacy and personal information protection act 1998 — As at 1 March 2020 — Act 133 of 1998 //
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HuA: 25.05.2020).
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TEHOM
GENOME

couManbHbIM UM 06pa3oBaTEIbHbIM YC/Iyram,
nnn nHGopPMaLMa KacaeTcs PacoBOro UAN 3THU-
YeCKOro NPOUCXOXKAEHUA YeNioBeKa U cobupaeTca
C Uenbto NpeaocTaBNeHUs LeeBblX COLMANbHbIX
nnm obpasoBaTesibHbIX yCayr, GUHAHCUPYEMBIX TO-
Cy[apCTBOM, a TaK}Ke HEeT pa3yMHO OCYLLLeCTBMMOM
anbTepHaTMBbl cbopy MHOPMaL MM A1a STOM Lenn
W ANA OPraHM3aumm NPakTUYECKN HEBO3MOMKHO
NnoJly4uTb coriacue anua Ha cbop.

OpHaKo pasnuuua, cogepawmecs B peae-
pa/sibHbIX 3aKOHAX M 3aKOHax LITAaTOB, CO34atoT
HOPMaTMBHbIe HEONPEeAENEHHOCTN B OTHOLLEHUN
TOro, KAKUM HOPMaTMBHbIM MPABOBbIM aKTOM Ta
WM MHaA opraHu3aums A0NXKHa PYKOBOACTBO-
BaTbCA NPWU OCYLLECTBIEHUMN AeATENbHOCTU B
cdepe NONHOreHOMHOTO CEKBEHUpPOBAHUA. TaK,
60/1bLUIMHCTBO BONbHULL U YHUBEPCUTETOB YUpPEK-
0Al0TCA B COOTBETCTBUM C 3aKOHOAATENbCTBOM
LUITAaTOB U TEPPUTOPUIA, O4HAKO GMHAHCUPOBaHME
nccnefoBaHUM U KAMHNUYECKOM MOMOLLLM NpPU OCy-
LWECTBNEHUM FEHETUYECKUX UCCNIEL0BAHNIN MOXKET
OCYLLECTBAATLCA U3 pa3HbIX MCTOYHUKOB. BBuay
3TOro He BCerga NOHATHO, KAaKMM HOPMATUBHbIM
AKTOM HEOHXOAMMO PYKOBOACTBOBATLCA, HaNpu-
Mep, KOr4a YHUBEpPCUTET MPOBOAUT UCC/Ie0BaHME
Ha AEeHbIM YaCTHOM KOMMNAHUM.

B Tex wTaTax, rae YacTHbIN CEKTOP 340aBOOX-
paHeHUA O0/IKEH PYKOBOACTBOBATLCSA 3aKOHaMM
wTaTa U pesepanbHbIM 3aKOHOAATENBCTBOM, MO-
YKeT CIOKUTHLCA NPOTUBOPEUMNBASA CUTYaALMSA: KaKue
00653aTeNbCTBA AOMKHA HECTU OpraHu3auma nepes
obcnegyembim, HANPUMEP B YAaCTU PACKPbITUA
reHeTU4YeCcKomy POoACTBEHHUKY MHPOpMaLMn 06
MMeloL,emMcs reHeTu4eckom 3abonesaHmu. Cioga
cneflyeT OTHECTU W OCYLLECTBEHNE NOIHOrEHOM-
HOro CEeKBEHMPOBAHWMA, TaK KaK COrMacHo pasa. 6
3aKoHa 0 KoHbMaeHuUManbHoCcTN 1988 1. He coBcem
MOHATHO, Kakas MHbOPMaALMA ABNAETCA KAUY-
HOM». ECM HEeT INYHbIX MAEHTUHMKATOPOB, TO NO
obwemy npasuay Takaa uHGopmauua AsnAeTca
HenepcoHMPULMPOBAHHOM, Og4HAKO paL Uccne-
[OBaHUI CBUAETENbCTBYET O TOM, YTO, UCMO/b3ys
onpeaeneHHbl aNropuTm, ¢ MOMOLLBIO UCCAeao-

BaTE/IbCKOW 6a3bl AaHHbIX aHOHMMM3MPOBAHHbIX
reHOMOB He TaK TPYAHO YCTaHOBUTb JIMMHOCTU UC-
TUHHBIX AOHOPOB!®. Kpome Toro, pammanm moryt
6bITb BOCCTAHOB/IEHbI U3 IMYHbIX FEHOMOB NyTEM
nNpodUANPOBAHMA KOPOTKMUX TaHAEMHbIX MOBTOPOB
Ha Y-xpomocome (Y-STRs) u 3anpoca 6a3 AaHHbIX
peKpeaLmMoHHOM reHeTUYecKoit reHeanornm’,

B 2017 r. MMHUCTEPCTBOM 34paBOOXPAHEHMA
ABcTpanuu 6biin paspaboTaHbl HALMOHANbHbIE
pPamMK1 reHOMHOM NONUTUKN B chepe 34paBOOX-
paHeHMA, KOTopble HanpaBaeHbl HA MHTErpaLmio
reHOMHbIX MCCNENO0BAHMI B aBCTPASIUIACKYIO CUCTe-
My 3apaBooxpaHeHmna’®. B Hoabpe 2018 r. CoseT
3/1paBOOXPaHEHUS YTBEPAUA COBMECTHbIN NiaH
Copapy:KecTBa v WITATOB (TeppUTOpUI) ANA ee pe-
anunsaumnun. B KauecTse cTpaTerMyeckmx npuopm-
TETOB YKa3blBAETCA NOAXOL, OPUEHTUPOBAHHDbIN
Ha OKa3aHWe MOMOLLM YeNOBEKY C MOMOLLbIO HO-
BbIX 3HAHWIN N TEXHONOTM; HEOBXOAMMOCTb MOA-
rOTOBKM KBaZIMPULMPOBAHHbBIX KaapoB B 06/1aCTK
reHeTUKn; obecneyeHne yCTOMYMBDIX U CTPATErU-
YeCKUX MHBECTULMI B peHTabeIbHYI0 FTeHOMMUKY;
MaKCMMaibHOe NOoBbILIEHMe KavecTBa, besonac-
HOCTU U KAIMHUYECKOWN NONE3HOCTU FTEHOMMUKM B
34,paBOOXPaHEHNN; OTBETCTBEHHbI cOOp, XpaHe-
HWe, UCNO/Ib30BaHUE U yNpaBAeHNE reHOMHbIMU
JaHHbIMKUS,

MoagsoaA UTor aHann3a NPaBoOBOro Peryanpo-
BAHWA MPOLLECCOB XpPaHeHMA, AOCTYMa U 3aLLUTbI
reHeTuyeckomn nHpopmaLmmn B ABCTpanun, cneay-
€T OTMETUTb TEHAEHUMIO K UCNOb30BAHUIO HOP-
MATUBHbIX PEryssTOPOB B ONMCbIBaeMoi chepe.
CnepyeT ocob0 yKasaTb Ha HOPMaTMBHOE 3aKpe-
naeHue npuopuTeTa NybANYHbIX MHTEPECOB Has,
YaCTHbIMM M ero oTpaxKeHue He TONbKO B A0CTa-
TOYHO MHOTOYMCAEHHbIX OFTOBOPKaXxX M UCKAtoYe-
HMAX, HO N B 0OLWE3HAYMMbIX CTPATErNMYECKMUX
npuoputeTax. Mpestomupya popmupoBaHue co-
OTBETCTBYIOLLEN NPaBOBOM H6a3bl B Poccuiickoi de-
Aepaumm 1 y4nUTbIBaA NOANITHUYHOCTb Hace1eHus,
3aC/IY»KMBAET BHUMAHMA U ONbIT ABCTPanmK Npu
OCYLLECTBNEHUM FreHETUYECKUX UCCNeA0BaHUM C
y4acTMem KOpeHHOro abopureHHOro HaceneHus.

16 Bohannon J. Genealogy Databases Enable Naming of Anonymous DNA Donors // URL: http://d0i:10.1126/

science.339.6117.26 (aata obpalueHns: 25.05.2020).

7" Gymrek M., McGuire A. L., Golan D. et al Identifying personal genomes by surname inference. Science 2013.
339:321—324 // URL: https://doi.org/10.1126/science.1229566 (nata obpatieHua: 25.05.2020).
18 Department of Health National Health Genomics Policy Framework 2018—2021. Canberra, ACT

Commonwealth of Australia, 2017.
19

National Health Genomics Policy Framework and Implementation Plan 2018—2021 // URL: https://www1.

health.gov.au/internet/main/publishing.nsf/Content/national-health-genomics-policy-framework-2018-

2021(paTa obpaweHusa: 25.05.2020).
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