[eHeTMKa, reHOMMKa
N npaBa yenoBeKa*

bapta Mapua KHonnepc
(Bartha Maria Knoppers),

anpekTop LleHTpa reHoMuKkn n
NoUTUKI Npu Kadeape NpaBoBbIX
N MeANLUMHCKUX NCCefoBaHUi
YHuBepcuteta Maklunna (KaHaga),
npodeccop

MepeBop c aHrnuiickoro sasbika K.C. Tynsae-
BOM.

nawTca am cr.11 mn 12

KoHBeHUUn o npaBax ve-

noeeka u 6Guomeguuu-

He', cyulecTBylOWMe C
1997 r., 3¢pPeKTUBHbIM cnocobom
npeaoTBpaTUTh ncnonb3oBaHne
pe3ynbTaTtoB NMPOrHOCTNYECKOro
reHeTMYeCcKOro TeCcTUPOBaHUA B
ANCKPUMMHALMOHHBbIX uenax? Ana
OoTBeTa Ha 3TOT BOMPOC Mbl CHaua-
na o6paTMcA K TEeKCTY Ha3BaHHbIX
cTaTeil M MpoaHanAM3Mpyem camo
NOHATME «reHeTn4Yeckaa [AucCKpu-
MuHayusa» (1), 3atem 3agagumcsa Bo-
NPOCOM O TOM, MOXHO Nl YMEpPUTb
noTeHUManbHble MNpPoOABNEHUA Ta-
KON AUCKPUMMWHALMNA C MOMOLLbIO
TexHonornm 6onblunx AaHHbIX (Big
Data)? (ll), u, HaKOHeL, paccMOTpUM
110 0 TOM, YTO MHOW NpaBo3aLmnT-
Hbli nogxod MoXeT ObiTb Oonee
3(pPeKTUBHbIM NAN KaK MUHMYM
ncnonb3syembim napannenbHoO C re-
HeTUYECKUM U aHTUANCKPUMUHALN-
OHHbIM MOAX0AAMU UHCTPYMEHTOM.

l. NonoxxeHna KouBeHunn
OBbego

Cratba 11 KoHBeHuumn OBbefio npeny-
CMaTpuBaeT, uTo «tobas opma anc-
KPVMUHaALUN B OTHOLIEHUWN Anua Mo
NPU3HaKy ero reHeTU4yecKkoro Hacne-
AnA 3anpewaeTcar, a cT. 12 ycTaHaB-
NNBAET, UTO «MPOrHOCTUYECKMNE TECTbI
Ha Hanuume reHeTMyeckoro 3abone-
BaHUA VAW reHeTUYecKon npepgpac-

' KoHnBeHuus CoseTa EBporbl 0 3awuTe npas
yenoBeka W YenoBeyeckoro [OCTOMHCTBA B
CBA3W C NMPUMEHEHUEM AOCTUXEHUI Grionorun
1N MefuLMHbI (3aKntoyeHa B . OBbefo 4 anpe-
na 1997 r.): KoHBeHUMA o npaBax 4enoBeka 1
6romeanyuHe (ganee no TekcTy — KoHBeHUMA
OBbefo) // https://www.coe.int/Conventions
(TekcT fOKyMeHTa Ha pycckom asbike cm.: CMNC
«KoHcynbTaHTInoc». — lMpum. nep.).

2 B wupokom cmbicnie 6onbline AaHHble (Big
Data) — 3To coumanbHO-3KOHOMUYECKUI be-
HOMEH, CBA3aHHbI C NMOABNEHNEM TEXHUYECKMX
BO3MOXHOCTEll aHaNM3MPOBaTb OrPOMHbIE Mac-
CVBbI JAHHBIX B OTHOCUTENIbHO KpaTKuii nepuog
BpeMeHM (Npum. nep.).
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MONOXKEHHOCTM K TOMY WAW WHOMY
3a60/1eBaHNI0  MOTYT TMPOBOAUTLCSA
TO/IbKO B MEAULMHCKUX Lenax wunm
B LeNnAX MeAULMHCKOM HayKu 1 npu
YCNOBUMN Hagnexallen KOHCYnbTaLmm
cneymanncTa-reHeTKan.

ST NONOXEHWUs [OMNONHUTENb-
HO MoAKpennAlTcA NyHKToM 1 cT. 21
Xaptun EBponelickoro Cotoza 06
OCHOBHbIX npaBax 2012 r.3, KoTopbil
rnacuT: «3anpeljaetca BCAKaA AnUC-
KPVMMMWHaLMA, B YacTHOCTW, MO Npu-
3HaKaMm Mona, pachbl, LBeTa KOXU,
3THMYECKOro MAM CounanbHOro npo-
NCXOXKAEHMNA, TEeHeTUYeCKux yepT
(BblgeneHo Hamun. — b.M.K.), a3blKka,
penuruM unn yoexgeHuin, nonuTn-
YeCKuX unu nbbix Apyrux B3rnanos,
NPUHAANEXKHOCTM K HauMOHalbHOMY
MEHBLUNHCTBY, NMYLLECTBEHHOIO MO-
NOXEHNA, POXAEeHUA, HeTpypocno-
COBGHOCTM, BO3pacTa UNU CeKcyanb-
HOW OpUEeHTaLMn».

B oTtcyTcTBME NpaBOBbIX WMHCTPY-
MEHTOB 06LVe HOPMbl O HEeAOMyCTU-
MOCTN ANCKPUMUHALMMW NO reHeTnye-
CKMM TNpU3HaKaM MoAJepKMBatoTCA
TaKXe CaMoperynupyembiMum coo6-
WwecTtBaMu npodeccmoHanos. Takoe
«MArKoe» NpaBoO He ABNAeTCA npefg-
METOM [aHHOWN CTaTbW, OAHAKO OT-
MeTWM, UTO OHO, HapAdy C MPUHATON
B 1997 r. KoHBeHuuen OBbepo, npu-
[aeT [OMOSIHUTENbHY cneynduky
paboTe wuccnepoBatenei U Bpayeil,
0COGEHHO B TeX rocyfapcTBax, KOTo-
pble He moAnucanu U He patTudu-
ympoBanu KoHBeHuumto. B uenom, Kak
3aKOHOJAaTeNbCTBO, TakK M pa3nunyHble
WHble ronoxeHna nocnegHux 20 net
roBOPAT O HeAoMnyCTUMOCTU UCMONb-
30BaHNA reHeTMYeckon MHGopmaLumu
Ona HemeguumHcKnx uenein. K uemy
e Mbl npuwnu B 2017 1. B chepax re-
HeTUYeCcKoro TeCTMpPOBaHMA K CTpa-
X0oBaHuA?

2016 rof O3HamMeHOBaNCA NPUHA-
Tnem PekomeHpgaumm Kommteta MUHU-

3 MpwHaTa B . HMyue 7 gexkabpsa 2000 r. Tekct
LIOKYMEHTa Ha pyccKoM fA3bike cM.: CMC «fapaHT»
(npvm. nep.).

cyabAa / JEKABPb / 2017



TEMA HOMEPA

cTpoB CoseTa EBponbl «<O6 06paboTke
NepCcoHaNbHbIX  MeOULMHCKUX — faH-
HbIX C Lefblo CTPAaxoBaHUs, BKIOYas
JaHHble TFeHeTUYeCcKUx TecToB»* (ga-
nee — PekomeHgauwus). Mpeambyna
37Ol PekomeHAaLMn TOUHO OTpaXkaeT
couManbHO-3TMUECKME 1”1 MpPaBOBble
BOMPOChI, CyLecTByOLMEe B 06nactu
CTpaxoBaHus. [leCTBUTENbHO, faxe
rocygapcTea C YyHUBEpCanbHOW Cu-
CTEMOW 34PaBOOXPAHEHNS BblpaxatoT
B CBA3U C 3TMM 03abOUYEHHOCTb, Mo-
CKOJIbKY CTpaxoBaHUE XKW3HU U CTpa-
XOBaHWe Ha cnydvaii 6one3Hu ABNAIOT-
€A HeoGXOAMMbBbIMU YCIOBUAMU AN
[OCTyNa K 3asoram, 3aiMam ¥ VHbIM
3KOHOMUYECKM «bnaram» B COBpe-
MeHHOM 00LLecTBe:

«...MPUHUMas BO BHMMaHMWe 3Ha-
unTenbHOE YyBeNMYeHMe KONMYecTBa
YACTHbIX CTPAXOBbIX KOHTPAKTOB, Mo-
KPbIBAIOLWUX PUCKKU, CBA3aHHble CO
300poBbeM, GU3NYECKON HENPUKOC-
HOBEHHOCTbIO, BO3PacTOM WUIW CMep-
TblO UENOBEKA;

NMPUHMMAsA BO BHUMAHWE fenvKar-
HbIl XapaKTep MNepCOHanbHbIX [faH-
HbIX, CBA3aHHbIX CO 3A0POBbEM, 06pa-
6aTbiBaEMbIX NPV COCTABMEHUW 3STUX
KOHTPaKTOB;

yunTbiBas pa3BuTUe B chepe reHe-
TWKW, B YaCTHOCTW, MEPCNEKTUBbI BCE
6onee 1 6onee ynNpoLEeHHON NpoLe-
Jypbl NOyYEHNS JAHHbIX O FreHeTUYe-
CKMX XapaKTepUCTUKax Nuua, aHanm3
KOTOPbIX JOCTaTOUYHO CJIOXKEH;

NPUHMMAas BO BHUMaHWE PUCKU
HENpPaBUIbHOIO UM  YpPEe3MepHOro
TOJIKOBAaHUA YKa3aHHbIX [JaHHbIX OT-
HOCWTENIbHO COCTOAHUA 3[0POBbA 3a-
WHTEPECOBaHHOTO Nnla B OyayLiem,
WHOTAA OYEHb OTAANEHHOM;

6ynyun ybexpeHHbIM B couuanb-
HOI 3HAUMMOCTV HaANeXallero cTpa-
XOBaHUA B KaX[JOM rocyjapcTee OT-
HOCUTENIbHO OMpefeNeHHbIX PUCKOB,
Kacawwmxca 340poBbs, Gpr3mueckon
HENPUKOCHOBEHHOCTW, BO3pacTa U
CMEepPTU YesioBeKa;

NpU3HaBas BMECTE C TeM 3aKOHHbI
WHTEePEC CTPaxOBLLMKa B OLieHKe YpOB-
HA PUCKa, NPeAcTaBisemMoro 3actpa-

XOBaHHbIM JINLLOM.. .».
——

4 PekomeHpauusa Komuteta muHuctpos CoB -
Ta EBponbl N© CM/Rec(2016)8 «O6 obpaboTtke
NepCcoHanbHbIX MegULMHCKUX JaHHbIX C Lienbio
CTPaxoBaHWs, BKIOYasi JaHHble FeHeTUYecKux
TecToB». (MpuHATa 26 okTAGPA 2016 T. Ha 1269-m
3acefjaHun npepacTaBuTenel MUHUCTPOB. TeKkCT
LOKYMEHTa Ha PYCcCKOM si3blke cM.: bionneTeHb
ECMY. 2017. N2 6. — Mpum. nep.)
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MpuHuymn N2 4 PekomeHgauum rna-
CWT, YTO «CTPAXOBLUMK HE JOKEH Tpe-
60BaTb MPOBEAEHUSA TEHETUYECKUX
TeCTOB B UenAX CTpaxoBaHMWA», HO
OencTBme 3TOro NpuHUMMIa OrpaHu-
UMBaeTCA YKasaHMem Ha To, YTo 06-
paboTka AaHHbIX, MONYYEHHbIX B pe-
3ynbTaTe TaKWX TECTOB, MOXET ObiTb
«OTAENbHO NpefycMOTpeHa B 3aKo-
He». TO e camoe OTHOCUTCA K pe-
3ynbTaTaM reHeTuyeCcKnx TecToB une-
HOB O1HOW CeMbMW.

[Mpn 3TOM uacTo ynyckaeTca u3
BMAY TOT ¢aKT, UTO reHeTMyeckas
ONCKPUMUHAUMA npu pacnpegene-
HUN PUCKOB Cpean npeTeHOeHTOB
N pacyeTe CTPaxoBblX CYMM MOXeT
OblTb MPAaBOMEPHON, €C/IN CTPaxoB-
WKUKN OGyayT OCHOBbIBAaTb COOTBET-
CTBYlOWME pacyeTbl Ha HayuYHbIX
3HaHUAX: «CTPaxoBLYMK 0683aH yuu-
TbiBaTb AOCTUXEHMA Hayku» (MpuH-
umn Ne 5). dTa npodeccmoHanbHan
006A3aHHOCTb  BKJ/lOYaeT perynsap-
Hble 06HOBNEHWA pPacUeTHbIX Tabnuy

6onee TOuHOW OyaeT ycCTaHOBHEH-
Hasa guddepeHymauma n tem bonee
CnpaBeanMBoO — BCS CUCTEMAX®,

Kakum e o6pa3om BONpoc o reHe-
TUYECKOWN ANCKPUMUHALMMN peLlancsa B
[ABajuaTb NeT, npowejlwmne ¢ NpuHsa-
Tna KoHBeHunn OBbego?

B mexxgyHapoaHOM mccnefoBaHuuy,
ony6nukoBaHHoM B 2017 1., Mbl onpe-
Jenunu 8 nogxoaos®:

1) 3awWuTa NpaB YesoBeKaB LIeJIOM;

2) npuv3HaHWe reHeTUYeCcKom Wc-
KNIOYNTENBHOCTY;

3) ycTaHOBneHue 3anpeTa B onpe-
JleneHHbIX obnacTax;

4) 3TnyecKoe perynnpoBaHue;
camoperynmpoBaHue;

) MopaTopuii;
) nogneprkaHue status quo;

8) rMbpugHbIA Nogxoa,.

MOXHO pacKpbITb KaXkabl 13 HUX
6onee nofpobHo cnegywWrUM 06-
pasom.

1. 3awwTa NpaB yesioBeKa B LIESIOM
nogpasymeBaeT obecrneyeHne Bcex

Sow

EHETWMYECKAA AUCKPUMWHALIA NMPU PACTPEAENEHWN
PUCKOB CPEAW NPETEHAEHTOB N PACHETE CTPAXOBbIX CYMM
MOXET BbITb MPABOMEPHOW, EC/IN CTPAXOBLLMKHA

bYAYT OCHOBbIBATb COOTBETCTBYIOLLUME PACHETDI

HA HAYYHbIX 3HAHUAX

TapudoB 1 OCHOBHbIX KpUTEPUEB.
MeanunHckana uHpopmauusa, BKIO-
yas reHeTUYeCKUe, SKONOTUYecKme,
coumanbHO-3KOHOMUYECKMe © fJe-
morpaduuyeckrne pAaHHble, ABNAETCA
yacTblo MexaHuM3mMa pacuyeTa. B ca-
MOM fefne, «B [JOroBope CTpaxoBa-
HWA [OMYyCKaeTca pa3yMHOe, Hayu-
HO 00OCHOBaHHOE U 3MMNUPUYECKH
NOATBEPXOAeMOoe pasnnure B obpa-
weHun. [OuckpuMuHauma npu pac-
npeaeneHnun prcKoB CYMUTAETCA ITU-
yeckn npobremMaTyHON TONbKO B
Tex cnyvasx, Korga Het ybeputenb-
HbIX OCHOBAHWIA, COTNACHO KOTOPbLIM
pacnpefenaioTcsa yKasaHHble pUCKY,
UNK Ke Korpga pasnmyaetca obpalye-
HVe C NLAMU, BXOSAWMMU B OOHY U
Ty e KaTeroputo. CriefoBaTeNbHO,
yem 6onblue MHPopmMauMM JOCTYynN-
HO CTpaxoBLUMKaM, TeM Jiyylle: Tem

npaB uesioBeKa, B TOM 4ucie 3alu-
Ty OT reHeT!Yeckon ANCKPUMUHALNK
nyTem 3aKpensneHns B HaUOHanbHOM
3aKOHOLATeNbCTBE COOTBETCTBYOLLE-
ro 3anpera.

OTnuunTenbHble YepTbl:  LWKMPOKO
chopmMynpoBaHHbIN  3anpeTt npea-
ronaraetT onpefeneHHyl rMOKoCTb
WHTEpMpeTaLumn, B TO Xe BpPeMs OH
ABNAETCA YA3BUMbBIM AN CyAebHOoro
I

5 Joly Y, Bartha B.M, Godard B. Genetic
information and life insurance: a «real» risk? //
European Journal of Human Genetics. 2003.
Vol. 11. Ne 8. P. 561, cm. Takxe: Anderlik M.R.,
Rothstein M.A. Privacy and confidentiality of
genetic information: what rules for the new
science? // Annual review of genomics and
human genetics. 2001.Vol. 2. N° 1. P. 401—433.

6 Cm. Joly J, Ngueng Feze I, Knoppers
B.M. Comparative Approaches to Genetic
Discrimination: Chasing Shadows? // Trends in
Genetics. 2017.Vol. 33. N2 5. P. 299—302.
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TONKOBaHUA N 3aKOHOHATESNIbHbIX WC-
KNOYeHUN.

2. TleHeTuuyeckas MCKOUNTENb-
HOCTb NpefyCcMaTPUBAETCA MNocpen-
CTBOM MNPVHATMA CheuuanbHoro 3a-
KOHa, KOTOpbI MPOBOAUT pasnuuyme
MeX[y reHeTUYeckon WHpopmaumen
n apyrumn Brgamm uHdopmaumm o
COCTOSIHUV 300POBbA WAV JINYHON UH-
dopmaumm BoobLe Ana Toro, 4TobbI
obecneunTb nepBoii ocobylo, bonee
CTPOrYIO 3aLunTYy.

OTtnuunTenbHble 4epTbl: AaHHbIN
NoaxoA Npeanosniaraet, YTo reHeTunye-
CKas uHobopmaumsa aensetcs 6Gonee
UyBCTBMTENIbHOW, 4YeM Jpyrue BUAbl
MeOVLUMHCKON UHbOpMauun, 1 noj-
pa3ymeBaeT JOBOJIbHO NeccUmMmncTnye-
CKUA U AETEPMUHUCTAYECKNIA B3rA
Ha reHeTuKY.

3. 3anpet B onpefeneHHbIX 06na-
CTAX HaMnpaBJieH Ha NpefoTBpaLleHre
006paboTKM reHeTnYeckon KHpopma-
UMM KOHKPETHBbIMY 3aUHTEPECOBaH-
HbIMW CTOPOHaMV W YCTaHABNMBAETCA
B OTpac/ieBOM 3aKOHOAATeNbCTBe, Ta-
KOM KaK 3aKOHOZATeNIbCTBO O 3aHATO-
CTW, UMMUTPALIAN UKW 3aKoHOHaTeNb-
CTBO B cpepe CcTpaxoBaHuA.

(i) OTnnumTenbHble YepTbl: NpU-
MeHeHVe OrpaHNYeHO onpefeneHHbl-
MW TWMaMK 3aVHTEPECOBAHHBIX CTO-
POH WUNU OTAENbHbIMU MpUMEpPaMu
AVCKpUMUHaummn. Yacto cogepkaHue
3anpeta  GOpPMynUpPYeTCs  CIULLIKOM
Y3KO ANA 3alWTbl OT FeHeTUYecKom
OVCKPUMMHAUMKM, KOTOpasi OCHOBbI-
BAEeTCA Ha HOBbIX TWUMaX TEXHOMOIMI-
OMICS n cemelHol uctopumn 3aborne-
BaHUN.

e TR G LM m ] ]

1Al Bt i dinnanas hanwn

4, 3TnuyecKoe perynMpoBaHyie 03Ha-
YaeT, YTO COOTBETCTBYIOLME HOPMbI
MoryT 6bITb  chopmMynupoBaHbl  [o-
BOJIbHO LUNPOKO, HE ObITb lOpUANYECKM
06A3aTeNbHbIMY 11 UMETb Pa3NyYHYI0
HOPMaTUBHYIO CUYy B 3aBUCUMOCTU OT
KOHTEKCTa.

OtnuuntenbHble  4YepTbl:  TPyA-
HO obecrneunTb cobnlofeHne Tako-
ro perynuposaHusa. MogobHbli noa-
XOf MOJSie3eH TeM, YTO COAEeNCTBYeT
06CY>KAEHMAM, a TaKXe pa3paboTke
6onee CTPOroro 3akoHOAaTENbCTBA
M MpoBeAeHuio 6onee XecTKoW Mo-
NNTUKN.

5. B cnyvae camoperynupoBa-
HUA NpodecCcMoHanbHble OpraHu3a-
LM NPUAEPKUBAIOTCA YCTaHOBJIEH-
HbIX MpaBUn (Hanpumep, NPoBOAAT
onpefeneHHyl0 MOAUTUKY, W3JaloT
COOTBETCTBYIOLIME KOAEKCHI) AnA pe-
LWeHnA B CBOUX obnacTax npobnem,
KOTOpble CTaBUT reHeTMyecKaa AuUc-
KpUMUHALMSA.

OTnuunTenbHble YepTbl: pelleHne
npobnembl reHeTMYecKon ANCKPUMU-
HauMu onvpaeTcs Ha JoOpyl BOO
KOHKPETHbIX YYaCTHNKOB 1 Ha Heobs-
3aTefibHble MpYHUWNbL. JTa MOAEesb
ABNAETCA TMOKOW U MOXET CIYXUTb
NCTOYHUKOM NPodeccnoHanbHbIx 061-
3aTenbCTB. Ee TakKe MOXHO Nerko mMo-
andurumpoBaTb A8 HOBbIX TUMOB NPO-
rHO3VPYIOLWMUX TECTOB UK AJ18 BHOBb
BO3HUKAIOLLMX MPOABNIEHU reHeTnYe-
CKOW ANCKPUMUHALNNA.

6. MopaTopunn ABnAeTcA corna-
lWeHVeM MeXay YMOSIHOMOYEHHOMN
npo¢eccmoHanbHOM accoumaumnen u
BMIACTAMU O TOM, YTO €ro Y4YaCTHUKU

BOOOGLLE He OyayT UCMOb30BaTb reHe-
TUYeCKy nHbopMaLuio.

OTtnnunTenbHble 4yepTbl: 3TO Bpe-
MEHHbIA NOAX0[, OT KOTOPOrO MOXHO
0TKa3aTbCA B MOJSb3y APYron mogenu,
BblOVpaemMoli B 3aBUCUMOCTY OT Hayy-
HbIX Pa3pabOoTOK 1 PacNpPOCTPaHEHHO-
CTV CNlyYaeB reHeTUYeCKom ANCKPUMK-
Hauwuun. JaHHbIN TMOKUA NOAX0a TaKKe
MOXeT OblTb Jierko MoanduLUUpoBaH
ANA HOBbIX TUMOB MPOTrHO3MPYHOLMX
TECTOB UMM ANA BHOBb BO3HUKAKOLMX
NPOABNEHNI TEeHeTUYECKON ANCKPW-
MUHaLMK.

7. B uenax noppepxaHua status
quo 3anHTepecoBaHHble CTOPOHbI He
NPeanpPUHNMAIOT HUKaKMX KOHKpeT-
HbIX AENCTBUA ANA peleHna npo-
6nemMbl reHeTMYECKON [UCKPUMMHa-
unn. Bnpouem, B rocygapctese moryT
NpoBOANTLCA COOTBETCTBYIOLME ANC-
KycCcun 1 McCnefoBaHuA anda onpe-
[eneHna BO3MOXHbIX BapMaHTOB Ha
byayuwee.

OTnnumnTenbHble YepTbl: He Npo-
BOAUTCA pasnnume mexgy reHetmye-
CKON HPOopMauuen n Apyrumun Bu-
JaMy MeAULMUHCKUX CBEeAEeHUN Wnu
He npegycmatpuBaeTca ocobaa 3a-
WKnTa OT reHeTUYeCKoW AUCKPUMU-
Hauwun. HekoTopble cnocobbl 3awwuThl
MOTyT ObITb MO YMOJTYaHMIO AOCTYM-
Hbl Uepes3 CyLlecTByloLlee 3aKOHOAa-
TeNbCTBO B 061aCTU NMPaB YesioBeKa,
BK/IOYAs 3aKOHbl O 3aliuUTe KOHOU-
AeHumanbHoCTL.

8. mbpuaHbli noaxon noppas-
yMeBaeT, 4YTO rocCyjapcTBO WHTe-
rpupyeT 31eMeHTbl M3 OQHOro WIn
HECKOJIbKMX BbllleHa3BaHHbIX MOA-
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XO[OB [AnA pa3paboTkm CoOCTBEH-
HOro, COBMeLLalolero pasfnyHble
XapaKTepuCTUKK, MepCcoHanm3mpo-
BaHHOro NogxoAa.

OTAnuuTEnbHbIE YepTbl: Takasa Mo-
Jenb ynpaBneHua NOAXOANUT ANA KOH-
KPeTHOro cnyyas 1 BKJOYaeT YepTbl
pa3nuuHbIX NOAXOAOB Afs obecneye-
HWA HafeXHOW CTeneH 3aLnTbl.

BaXXHO TO, UTO HECMOTPA Ha MHO-
eCTBO NOAXOAOB K 3alymTe OT reHe-
TUYECKOW AUCKpMMUHauuKn, 6Gonee
paHHee wnccnefoBaHMe, MNPOBEAEH-
Hoe B 2013 r., nokasano, 4to XoTA
Takaa AUCKPUMMUHALMA U CyLecTBy-
€T, HO «3HAYMMOCTb 3TOr0 YTBEPX-
JAEeHNA CyWeCcTBEHHO YMeHbLIaeTca B
cuny cnegylowmx YeTblpex MPUYKH.
Bo-nepBbix, MeTogonorua, MCnonb-
3yemas B 6OSbLINHCTBE WCCNEAOBa-
HWUI, HeJOCTaTOUYHO 3bPEeKTUBHA ANA
TOro, utobObl YeTKo onpeaenuTb NMbo
pPacnpoCTPAHEHHOCTb, NGO BNUsSHUE
cnyyaeB OUCKPUMMHaL K. Bo-BTOpbIX,
HbIHEWHMI 00beM [OKa3aTesibCTB
Obl1 B OCHOBHOM pa3paboTtaH npu-
MEHUTENIbHO K HebonbLlomy uuncay
«KJlaCcCUYeCcKmx» reHeTMYyecknx nosno-
XeHun. B-TpeTbnx, HEOQHOPOJHOCTb
1 HebonbLON 0XBaT OOMbLUNHCTBA UC-
CneloBaHMIN NPenATCTBYIOT GopMarb-
HOMY CTaTUCTUYECKOMY aHanusy co-
BOKYMHbIX pe3yNibTaToB. B-ueTBepThiX,
HebonbllOe UUCNO 3aperucTpupo-
BaHHbIX CJly4yaeB reHeTUYecKom Awnc-
KPVMUHaUUN B HEKOTOPbIX McCeno-
BaHMAX MOXeT YKa3blBaTb Ha TO, YTO
JaHHble VHUWAEHTbl NPOu30LWAn 13-
3a CJlyYaHbIX OWNOOK, a He B pe3yrib-
TaTe HAMePEHHbIX UV CNIAHWPOBaH-
HbIX AENCTBUI CTPAXOBLLMKOBY .

B xope paHHOro wuccnepgoBaHuA
6bIN NpoaHanM3npoBaHbl 33 Hayu-
Hble CTaTbM O Npefnonaraembix Ciy-
Yaax reHeTUYeckon AUCKPUMUHA-
umn 3a nepuog ¢ 1991 r. no 2012 rog.
Bbino yctaHoBneHO, UTO 3a NCKNoYe-
HMEM OTHAEeNbHbIX PeAKMX CylyyaeB C
TaKUMW MOHOTEHHbIMU 6Gone3HsAMM,
KaK, Hanpumep, 60ne3Hb XaHTWHr-
TOHA®, «HeT ybeauTeNnbHbIX [OaHHbIX,

7 Joly J,, Ngueng Feze I, Simard J. Genetic
discrimination and life insurance: a systematic
review of the evidence // BMC medicine. 2013.
Vol. 11.N2 1. P. 25.

8 MmeloTcA pasnuyHble Criyyau OUCKPUMUH -
LMK, B YaCTHOCTM MHOTAA TakuMe NnLla He MOru
nosyuutb paboTy, CTPaxoBble KOMMAHWUMN 3aHu-
Kanu M CyMMbl CTPaxoBbIX BbINAAT 1 Ap. (MprMm.
nep.).
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LEeMOHCTPUPYOLWNX CUCTEMHOCTb
NpoABNEHNA AUCKPUMUHALUN NPU
CTPaxoBaHWV XN3HWU» °. ABnAeTCA nn
Torga obwecTBEHHOE OTHOLLIEHME UK
CTpax 4OCTAaTOYHbIM apPryMeHTOM A
COXPAHEHUA HbIHELWHNX NoAXO40B U
WHCTPYMEHTOB 3aluUTbl OT reHeTnYe-
CKOW ANCKpUMUHaummn? KakoBbl BO3-
MOXHble byayLune HanpaBneHma?

Il. TexHonorusa 6onbLnNx
AaHHbIX (Big Data) kak
cnaceHme?

JecAatb neT Hasap cosfaHue creuu-
aNbHbIX FPYNM A5 CEKTOPASIbHbIX UC-
CnlefoBaHUI 66110 HEOOXOAMMbIM AJIA
TOro, Yto6bl MONYUYNTb CrpPaBOYHbIE
reHeTnYeckre KapTbl Y OLEHUTb C X
MOMOLLbIO FreHeTUYECKY0 HEOAHOPOA-
HOCTb COBPEMEHHOI0 HapofoHacene-
HuA. CoumanbHo-gemorpaduryeckue,
SKONOrnyeckne, nnYHble, reHeTude-
CKMe U MejuLUMHCKME AaHHble JOMK-
Hbl ObINN COOMPATLCA 1 XPAHWUTHCA B
NMOVCKOBbIX OMobaHKax 1 6a3ax AaH-
HbIX 4S8 OYAYLIMX PA3SINYHbBIX KIIMHU-
YecKux UccnefoBaHui 1 UcceaoBa-
HuI 6one3Hein'®. Takne opraHunzauuu,
Kak Hanpumep, «[porpamma Ha-
pofoHaceneHna B reHOMMKE Hapo-
noHaceneHmsa» (Population Project
in Population Genomics, P3G), no-
MbiTafiMcb paboTaTb Ha MepcnekTu-
BY — rapMOHU3MPOBaTb MOSIUTUKY U
CTaHAapTbl, NCNONb3yemble B MeXJY-
HapogHoM MacwTabe, B Lensx obe-
cneuveHus 6ypywen ¢yHKLUOHaMNb-
HOM COBMECTUMOCTU W TeM CaMbIM
OOCTUPKEHUA CTaTUCTUYECKOW 3Hauu-
mocTu''. CerofHA LWMPOKOMACLLTAb-
Hble O6MO00aHKKM, XpaHAWMe [aHHble
O MPeACTaBUTENAX PasfINYHbIX CO-
umanbHbIX rpynn (Hanpumep, bwuo-
6aHKk CoepuHeHHoro KoponeBcTBa)
UNN fa)ke O HacCeNleHWM Liesnoro rocy-
fJapcTBa (Hanpumep, reHHbIN GoHA B
JCTOHUK), ABNATCA SMUAEMNONOMN-
YeCKMM pecypcoM AN KAMHUYECKMX

° Joly J,, Ngueng Feze I., Simard J. Op. cit.

10 Cm. oduLmanbHbli MHTepHeT-canT Mporpa -
mbl: http://www.p3g.org/biobank-lexicon

" Cm.:Burton P.R.,, Hansell A.L., Fortier |. et al.
Size matters: just how big is BIG?: Quantifying
realistic sample size requirements for human
genome epidemiology // International
Journal of Epidemiology. 2009. Vol. 38. Ne 1.
P.263—273.

NCcnefoBaHni, T.e. HAYYHON MHOpa-
CTPYKTYpOWi, MCrosib3yemon ana oT-
KPbITWI B HayKe.

OTa HoBasA MHbpaCTpyKTypa Obina
JOMOJSIHEHA TexHosnorven 6onblUNX
JaHHbIX 1 00MayYHbIMU  TEXHOMOrUsA-
MU. CNocobHbI N Takne 6a3bl JaHHbIX
NpefoCTaBUTb TO KOJIMYECTBO U Pas-
HoObGpasve CBeAEHUI, KOTOPOe Heob-
XOLMMO ANsi CO3[aHNA CrpaBefnnBbIX
Tabnuy TapudoB Ha CTpaxoBaHue, NC-
nonb3yembix ANA Knaccudukaumm 3a-
ABIEHUA W pacyeTa CyMM BbInaT?
Bnpouem, BO3MOXHO, Ha MyTu cTpa-
XOBbIX KOMMAHUA K CTaTUCTUYECKU
3HAUVMMbIM  [1aHHbIM, MO3BOMAOLUM
3aKOHHO AWNCKPYMUHMPOBaTb CTPaxo-
BaTesel B COBPEMEHHBIX MHOTOKYJb-
TYPHbIX 0O6LleCcTBax, eCcTb ele OAHO
npensaTcTBYE — CMNOCOOHOCTb Mepe-
[aBaTb [aHHble O COCTOSHUW 3[0pPO-
BbA NUL, MEXAY rocyfapcTBamu, Tpe-
Oytoulas, uyTobbl TabnUubl Tapudos
oTparkann BCe CyLlecTBYHoLLee MHOTO-
obpasue.

Mpobnema obmeHa [HdaHHbIMU fB-
NAeTCA [OCTaTOYHO Cepbe3Hon, W
MO3TOMY OHa MpWBIEKSAa BHUMAHUE
OpraHu3aumm 3KOHOMMWYECKOrO CO-
TpyaHuyecTea u passutna (O3CP), Co-
BET KOTOpOW NpuHAN B AHBape 2017 T.
PekomeHpaLmio No ynpaBneHnto AaH-
HbIMK O COCTOAHMU 3a0poBbA'2 OICP
OTMeTUNa, YTo nporpecc B obnactu
OXpaHbl 300pOBbA uenoBeka Tpeby-
eT MpeAoCTaBieHNsa AaHHbIX O Cro-
cobax 1 pesynbTaTax neyeHus, 3aTpa-
Tax Ha HEro, a TaKXKe 0 BO3MOXKHOCTAX
B3aMMOZeNcTBuA 6a3 JaHHbIX 1 dnek-
TPOHHbIX MeAVNLMUHCKNX 3anucei B Te-
yeHne Bcero umkna nedyexua. Coot-
BETCTBEHHO, B NyHKTe IV JOKymMeHTa
O3CP pekomeHayeT «MpaBUTeNIbCTBAM
noafepXmBaTb TPaHCrpaHWYHOe Co-
TpyAHMYecTBO B 06paboTke nepco-
HamnbHbIX [IaHHbIX O COCTOAHWU 3[0-
pOBbA B LeNAX ynpasieHnsa cMcTemMon
3[lpaBOOXpPaHeHNs, MPOBEAEHNA WC-
CnefjoBaHNIN 1 CTAaTUCTUYECKOTO yJeTa
N B ApYryX CBA3aHHbIX CO 340POBbEM
LenisiX, CY»Kalnx o6LLeCTBEHHbBIM VH-
Tepecam, Ha KOTopble pacnpocTpaHs-
I0TCS rapaHTVN B COOTBETCTBUM C faH-
Hon PekomeHpauuein». B cuny storo
npaBuUTeNbCTBaM CleayeT:

2. PekomeHAALMA MO ynpaBieHUto JaHHbIMU O
cocTosHuM 3g0poBba (Recommendation of the
OECD Council on Health Data Governance) //
http://www.oecd.org



1) BbIABNATL W YCTPaHATb Gapbepbl
ana 3¢eKTUBHOrO TPaHCrPaHNYHOro
COTPYAHMNYECTB3;

2) copmencTBoBaTb COYETAEMOCTU
N QYHKUMOHANbHOW COBMECTUMOCTH
OCHOB ynpaBneHnsa AaHHbIMK B chepe
3[1PaBOOXPAHEHUSA.

B mae 2017 roga Bctynun B cuny
O6wuin pernameHT EBponeiickoro Co-
t03a Mo 3awuTe aaHHbIX (General Data
Protection Regulation, GDPR™), nme-
IO IOPUANYECKYIO CUNY W MOTEH-
LMan Kak ais orpaHuyeHus, Tak u ans
ynpouleHnsa obmeHa AaHHbIMU. XOTA
OH 1 MPUMEHAETCA TOMbKO K WAEH-
TMdrUMpyemMbIM, @ He K aHOHVMHbIM
COBOKYMHbIM [aHHbIM, JOCTAaTOUYHbIM
ONs co3paHus Tabnuy TaprudoBs, OH
He peLaeT npobiemMy CTPaxoBLUMKOB,

BaHMA 1 coumanbHoro obecneuyeHus,
OTKpblBaloLWme AOCTyN K CTpaxoBa-
HUIO XM3HWU WX Ha ciyvail 6onesHu
npy 3aKAYeHNN rpaxaaHCKoro Ao-
rosopa.

BosBpaladacb K BOCbMW MNOAXO-
faMm, onucaHHbIM B paspene |, oT-
MeTVM, YTO Aaxe rocyfapcrsa, W3-
6paBluMe YHMBEPCanbHbIN NOAXOH K
cMcTemam 3[paBOOXpPaHeHnAa u Co-
uManbHoro obecrneyeHnsa, Bce xe
NPUHUMAIOT 3aKOHOATeNbCTBO WK
NpPOBOAAT MONUTUKY, FapaHTUpylo-
e ux rpaxgaHam BO3MOXHOCTb
3aCTpaxoBaTb XW3Hb MO KpamnHen
Mepe Ha KOHKPEeTHYl OrpaHunyeH-
Hylo cymmy nokpbiTvA. Hambonee
pacnpocTpaHeHHbIMU  MOAXOAaMU
ABMAIOTCA COXpaHeHue status quo,

MWHVUMANBHOE CTPAXOBAHME »KWU3HU
N CTPAXOBAHUE HA CJNTYYAIN BONE3HU AOMXHbI BbITb
AOCTYMNHbl BCEM NPAXAAHAM HE3ABUCMMO

OT FEHETUYECKOW NCTOPUN

NN OCHOBAHHOIO HA HE NPOTHO3A

KOTOpble MPOCAT OTAESbHbIX 3aABU-
Tenew fatb cornacue Ha JOCTYN K UX
MeauUMHCKON KapTe. Mexay Tem re-
HeTuuyecKme JaHHble OyayT Bce yvaule
N Yalle 3aHOCUTbCA B MeAWLMHCKME
KapTbl B pamkKax MeguLMHCKOro 06-
CNyXMBaHWA.

[Mo3TOMY Mbl MOXeM MpU3HaTb,
YTO, NOXKanym, reHeTuKa gencTBuTeb-
HO NPUBOAUT K AUCKPUMMHALMKN Npn
CTpaxoBaHWW, HO Mpegnosiaraemoe
HEepaBEeHCTBO MOXeT ObiTb CMmsrye-
HO 3a cueT 6onee WNPOKOro obMeHa
JaHHbIMU U NpefoCTaBieHNa OOCTY-
na K HUM paboTHMKaM CTPaxoBON OT-
pacnu Ansa Toro, YtTobbl MPOBOAVMBIN
UMK pacueT 6bin Gonee crnpaeepnn-
BbIM 1 OCHOBbIBasICA Ha HayKe. [Toao6-
HbI MOAX0[, OAHAKO, BOCMPUHAT npe-
MMYLLECTBEHHO B TaKMX rocyfapcTBax,
Kak KaHaga, n Tex eBponenckux crpa-
Hax, KOTOpble UMEIT YHVBEPCasibHble
nporpammbl MeLULMHCKOTO 06CyKu-

I
13 TekCT JOKYMEHTA Ha aHIINNCKOM A3bIKE CM.:

http://ec.europa.eu/justice/data-protection/
reform/files/regulation_oj_en.pdf (npum. nep.).

nogpasymeBatoliee OTCYTCTBUME B
boKyce BHUMaHUA TreHeTUYeCcKnx
BOMPOCOB; MOpaToOpuin Ha obpalle-
HMe K reHeTMYeCcKuM BOoMmpocam, 3a
NCKNIOYEHNEM ClyyYaeB HEeKOTOPbIX
cepbe3HbiX 3aboneBaHWii; WU Xe
onpepeneHne Cymmbl CTPaxoBOro
NoKpbITUA 6€3 yyeTa Kaknx-nmbo Bo-
NPOCOB reHeTNKN, HO B 3aBMCUMOCTU
oT ¢dakTnueckoro goxopa. B cospe-
MEHHOM 00LWWecTBe MUHUMaNbHOe
CTpaxoBaHMe XN3HU N CTpaxoBaHue
Ha cnyya 6onesHu paccmaTpuBa-
I0TCA Kak Heobxoanmoe counanbHo-
SKOHOMMUYecKoe 6naro.

Takum obpasom, crefys coumanb-
HOMY U CTPYKTYpPHOMY MOAxogy, Mu-
HUMaNbHOE CTPaxOBaHWe MXU3HW 1
CTpaxoBaHWe Ha ciyyal 6GonesHu
LOMKHbI ObITb JOCTYMHbI BCEM TpaX-
JaHam, NyCTb fa)e Nno rpaxJaHCcKomy
[OroBOpy 1 C HA3KOW CYMMOW Bblnna-
Tbl, HO HE3ABMCMMO OT FreHEeTUYECKOW
NCTOPUX WM OCHOBAHHOIO Ha Hewn
nporHosa.

MoXeT N1 Takom CUCTEMHbIA Nof-
XO[ YCTPaHUTb OMaceHusa Mo nosogy

TEMA HOMEPA

AncKpuMrHauumn? B atom cnyvae cTpa-
XOBLUMKW AOMKHbI 6yAyT NONyuYnTh AO-
CTyn K 60nblUeMy KONMYeCTBY JaHHbIX,
yTOObl METb BO3MOXHOCTb YCTaHaB-
NuMBaTb CNpaBeanuBble CeTKN TaprdpoB
N OOBEKTMBHO PACCUUTHIBATL PUCKU
ONA 3aABUTENeN, XenawLwmx nonyyunTb
LOMNONHUTENIbHOE CTPaxoBaHWe, MoMU-
MO MWHUMaNbHO MpPefoCTaBAAEMOro.
YCTpaHWT N1 3TO CTpax rpakaaH yva-
CTBOBaTb B FeHETUYECKMX NCCNIe[OBa-
HUAX Y FeHETUYECKOM TeCTUPOBaHNN 1
OyneT nu reHeTnyeckas MHdopmalms
paccmaTpurBaTbCA B CBA3M C 3TUM Kak
YacTb MeAUUMHCKMX JaHHbIX? B pam-
Kax «CTpaxXxoOBaHWA Bbllle MUHUMaNb-
HOro YPOBHA» CTAaHET BO3MOMHbIM [10-
CTYN K MEAULIMHCKOW KapTe C cornacusa
nauneHTa, MOCKOJIbKY reHeTuyeckme
JaHHble OyayT paccMaTprBaTbCA B Ka-
yecTBe COCTaBHOW YacTW MeAULWH-
CKUX AaHHbIX.

MocTaBneHHble BOMPOCHI ABAAOT-
ca bonee yem puTOpPUYECKMMM, NO-
CKOJIbKY TaKue CTPYKTYpHble n3Me-
HEeHMA MOTryT MONyuYUTb pPasBuUTHE,
ecnun oHu ByayT OCHOBaHbl Ha NpaBe
Ka)aoro yenoBeka M3BneKaTb BbIro-
Oy V3 OOCTMXKEHUN HayKu 1 ee npwu-
MEHEeHMA.

lll. 3awmra BCcex npas
Yyenoseka?

MyHKT 1 cT. 27 Bceobuen peknapa-
L1 npae Yenoseka 1948 r." rnacur:
«Kaxpblii uyenoBek KMeeT MpaBo...
y4yacTBOBaTb B HayYyHOM mporpecce
M nonb3oBaTbcA ero Gnaramu». 310
NpaBo fABAAETCA PULNYECKN 008-
3aTeNbHbIM B COOTBETCTBUMU CO CT. 15
MexayHapogHoOro mnakta o6 3KOHO-
MUYECKMX, COLUMANIbHBIX W KYNbTyp-
HblIX npaBax 1966 ropa' (panee —
MakT). 165 rocygapcts nognucanu u
paTuduumposanu 31oT MakT 1 06s3a-
Hbl UMMJIEMEHTMPOBATD Er0 MOJIOXKE-
HUA B CBOE HALMOHaNIbHOE 3aKOHO-
faTtenbctBo. Kpome TOro, B otnuume

" MMpuHata leHepanbHon Accambneenn OOH
10 pekabpa 1948 r. TeKcT AOKYMeHTa Ha pyc-
CKOM fA3blKe CM.: Poccuminckas raseta. 10 fekabps
1998 r. (npum. nep.).

> TpuHAT 16 pekabpa 1966 r. Pesoniounein
Ne 2200 (XXI) Ha 1496-M nneHapHOM 3acefiaHnn
lenepanbHoi Accambnen OOH. TekcT AOKyMeH-
Ta Ha PyCCKOM A3blke cM.: BegomocTn Bepxos-
Horo CoseTa CCCP. 1976. N2 17. Ct. 291 (npwvm.
nep.).
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TEMA HOMEPA

OT AeKknapauunin no 6Mo3TrKe, NPaBo
yesioBeKa Ha MoslyyeHne nosib3bl OT
HayKn ABNAETCA OpUANYeCcKn A[en-
CTBEHHbLIM M HanaraeT MO3UTUBHbIE
006A3aTeNIbCTBA Ha OpraHbl BAacTu 1
Ha YacTHbIX nny. «[lo cux nop npepa-
NPVHUMaNNCb NNWb OrpaHnNyeHHble
nonbITKA pa3paboTaTb cofeprkaHue
3TOro npaBa B HayKe, HO, BEPOATHO,
OHO BKJlOYaeT B Ceb6A pasnuyHble
npaea, B TOM yncsie NpaBo nccieno-
BaTeNiel Ha JOCTYN K COOTBETCTBY!IO-
WMM CBefeHusaM. B KOHTekcTe WH-
TEHCUBHbIX NCC/IeAoBaHUIN B 06nacTu
3[paBOOXPaHeHNsA 3TO MpaBO Mo-
KeT TaKXe OCHOBbIBATbCA Ha APYrux
npaBax 4yenoBeka, TakUx Kak npaso
Ha 3[40pOBbe, Ha MpoueccyasnbHyto
CcrnpaBepIMBOCTb, 3anpeT AUCKPUMM-
HaluMK, NpaBoO Ha CnpaBeanBbIN LO-
CTyn U KOHQVAEHLUMNANBHOCTbY 6.

PaccmoTpeHne uHpopmMauumn 13
OTAeNbHbIX [AOKNafoB, NpeacTaBnse-
MbIX rocygapcteamu B Komuter OOH
No SKOHOMWYECKUM, COLMaNbHbIM 1
KyNbTYPHbIM NpaBam, GQYHKLMOHUPYO-
WK B COOTBETCTBUM C [1akTOM, NoKa-
3bIBAET, YTO €C/IN MepBOHAYaNbHO, B
nepuopg ¢ 1970-x n o koHua 1990-x rr.
OYeHb HEMHOTUe rocyaapcTBa Aenanu
JOKNafbl B pamMmKax MoAnyHKTa «c» . 1
cT. 15 Makra (1 To pokycmpoBanuch B
HNX B OCHOBHOM Ha KYNIbTYpPHbIX Mpa-
Bax M MpaBax aBTopos), To B 2000 T.
NPOV30LWLI0 CMELLEHME aKLIEHTOB: yBe-
ANYUAOCH YUCIO TFOCY#ApCTB, COO06-
LAIOLWMX O NPUHUMAEMbIX UMW Mepax
no peanusauum npa.a Ha NonyyeHue
Nnonb3bl OT HayKW, NpUYeM pAg STUX
Mep 6blnn HeENOCPeaCTBEHHO CBA3aHbI
C NpepocTaBieHeM 6onblUero JocTy-
na K HayuHon nHdopmaumm.

bonee Toro, BeHeuunaHcKoe 3asB-
neHne IOHECKO", cpenaHHoe B 2009
r., O3HaMeHOBaJI0 Hayano PaboTbl Haj
bopMMpPOBaHMEM  KOHTYPOB  3TOrO
npaea, BKJouatoLlein B cebs:

1) co3paHue NpaBoOBOW 1 MOAUTU-
YeCKon OCHOBbI, COAENCTBYIOLLEN CO-
XPaHeHMo, PasBUTUIO U pacnpocTpa-
HEHUIO HaYKUN 1N TEXHUKY;

2) noouipeHue foctyna K Gnaram
Hay4yHOro nporpecca u ero nNprvMeHe-

I

6 Knoppers B.M., Thorogood A. Ethics and Big
Data in Health // Current Opinion in Systems
Biology. 2017.Vol. 4. P. 53—57.

7 WmeeTca B BUAY BeHeunaHcKoe 3asBneHue

IOHECKO o npaBe nonb3oBaTbCA M1ojamm Hayu-
Horo nporpecca (2009 r.) (npum.. nep.).
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HKA, B TOM Yncsie nepefayvy TEXHONO-
MM 1 Co3faHne COOTBETCTBYHIOLLErO
MOTEHLMANA; a TakxKe

3) 3awuTy oT 3n0ynoTpebneHunn n
HebnaronprATHOrO BO3LENCTBUS Hay-
KW 1 ee NpuMeHeHna's,

[Mo3xe, B 2012 1., OTHOCUTENBHO CO-
[lepKaHua 3Toro npaea 6onee nog-
po6HO  BbICKa3anca  CrnewumanbHbIN
[OKNaguvKk no npaBaM YenioBeka, OT-
METUB, YTO OHO MOLpPa3yMeBaeT:

1) npaB.o nob6oro nuua Ha JocTyn
K 6naram Hayku 6e3 kakon-nubo guc-
KpYMUHaLuu;

2) BO3MOXHOCTb KaX[oOro BHO-
CUTb CBOW BKNaj B HayKy 1 COQENCTBO-
BaTb cBOOOAE, HeoOXoAMMOW Ans Ha-
YUHbIX UCCIefOBaHNI;

3) yuacTue oThesibHbIX 1L 1 pas-
NINYHBIX OObeAVHEHWI B npoLuecce
NPVHATUA PELLEHNI; a TaKXKe

4) O6naronpuATHyl cpegy, crno-
COOCTBYIOLLYIO COXPaHEHUIO, Pa3BU-
TUIO 1 PacNpPOCTPAHEHMUIO HayKu U
TEXHUKIN',

YKa3aHHbI [JOKNad, B 3HauyuUTesNb-
HOM Mepe 3aTparnBaloWnin KynbTyp-
Hble MpaBa, KOTOPbIE TaKXKe YNOMMHa-
totca B cT. 15 [MaKTa, AencTBUTeNbHO
npu3Han npaso cBo6ofgHo u 6e3 guc-
KpYMUHALUM  MofyvyaTb  JOCTynm K
60MbWMM [JaHHbIM U MPaBO Ha pas-
HbI/l OCTYM K HAyYHbIM pa3paboTkam
1 TEXHONOTUAM.

HakoHel, 3acnyuBatoT yrommHa-
HVA elle ABE MeXAyHapOoAHble WHU-
ymatusbl. NepBaa n3 HUX — 310 KoH-
uenuua 2014 r. o6 OTBETCTBEHHOM
oOMeHe reHOMHbIMW AaHHbIMW U aH-
HbIMU, CBA3aHHbIX CO 340poBbeMm [Mo-
6anbHOro anbsiHca B cdepe reHomu-
Kn n 3ppaBooxpaHeHus (Framework
for Responsible Sharing of Genomic
and Health-Related Data of the Global
Alliance for Genomics and Health)%®, a
BTOpasA — Y»e Ha3BaHHasA PekomeHpa-
uma O3CP 2017 r. no Bonpocam ynpas-
NEHNA [OaHHBbIMU O COCTOAHWUW 3[0-

'8 UNESCO. The Right to Enjoy the Benefits of Sc -
entific Progress and its Applications // http://unes-
doc.unesco.org/images/0018/001855/185558e.
pdf

1 UN General Assembly. HRC/20/26 (2012)
Report of the Special Rapporteur in the field of
cultural rights, Farida Shaheed // http://www.
ohchr.org/

2 Cm.:Knoppers B.M. Framework for responsible
sharing of genomic and health-related data //
The HUGO Journal. 2014.Vol. 8.N¢ 1. P. 3—8.

poBba?'. lNepBasa MHMUMATUBA NPSMO
HanpaBJfieHa Ha peanu3alnto npasa Ha
rosyyeHvie 6nar oT HayKu nyTemM noo-
LpEeHNst OTBETCTBEHHOIO 06MeHa faH-
HbIMV, C YYETOM MPaB YesIoBeKa Ha He-
NPUKOCHOBEHHOCTb YaCTHOWM KM3HW,
3anpeTa Ha AUCKPUMUHALMIO U NPUH-
uuna npoueccyanbHON cripaBegnBo-
ctn. B ceoto ouepegb, OICP, Kak Mbl
yXe FOBOPUIHN, «PEKOMEHAYET NPaBU-
TeNbCTBaM MOAMEPXKMBaTb TPaHCrpa-
HMYHOE COTPYAHMYECTBO B 06paboTKe
NepCcoHanbHbIX AaHHbIX O COCTOAHWM
310POBbA».

3aKnwuyeHune

Hawe nccnepoBaHme pasBUTUA MeX-
JOYHapOZHOW MONWUTUKA B 0651acTu re-
HETUKN YeNioBEKA W TeHeTUYeckom
AVCKPUMMHALMW C MOMEHTA NPUHATUA
B 1997 r. KoHBeHuun OBbeao BbISBMNO
pPAR BHYTPUIrOCYAAPCTBEHHbIX MOAXO-
[OB K 3anpeLyeHunio Ui Kak MUHUMYM
OrpaHMYeHnI0 NpegnosiaraeMon unm
baKTMYEeCKn BO3MOXHOW reHeTuve-
CKol AnckpumMuHauum B cdepe ycnyr
CTpaxoBaHMA. Mbl Takxe Bblpasunu
MHEHME O TOM, UTO OTHECEHWE FeHEeTU-
YeCKMX AAHHbIX K MeAULNHCKOW WH-
dopMaumn 1 BKMKOYEHNE UX B OOMb-
lIne AaHHble MOXET CrnocobCTBOBATb
KOJIEKTMBHOMY MCMOb30BaHNIO 3TUX
JaHHbIX 1 TeM CaMbIM CTaTb CPeCTBOM
6anaHCMpoBaHNA AN NpPeaoTBpalLe-
HUA TakoW AWCKpMMMHaumu. B 10 xe
BpeMsA pe3ynbTaTbl HEAABHEro CKPyny-
nesHoro o63opa nuTepaTypbl He TONb-
KO CTaBAT Noj COMHEHVe caMy BO3-
MOHOCTb 1 060CHOBAHHOCTb 3arnpeTa
MCNOMb30BaHMA AaHHbIX B chepe cTpa-
XOBaHWsA, HO TakXKe TPebytoT nepecmo-
Tpa NoAX0[0B, KOTOPble MPMMEHAITCA
K MOHOreHHbIM 33a060/1eBaHMAM: «3aKo-
HOZaTeNbCTBO, 3anpeLyaoLlee reHeTu-
YecKyl AMCKPUMMHaUUI, Kak npef-
CTaBnAeTCA, He (MONHOCTbIO) yCTpaHAEeT
onaceHusa No NoBoOAy 3TON CaMOW re-
HETUYECKON AUCKPUMUHAUUKN. Takue
CTpaxu, NO-BYAUMOMY, BO3HUKAIOT 13-
3a VIMEeIOLLIeroca OnbiTa KM3HU B CEMbe
C  couumanbHbIMX  MOCNeACTBUSMU
6onesHn»?, =

2 Cm.: Joly J,, Ngueng Feze ., Simard J. Op. cit.

22 Wauters A., Hoyweghen I. Global trends on
fears and concerns of genetic discrimination: a
systematic literature review // Journal of Human
Genetics. 2016.Vol. 61. N2 4. P. 275.



