MestcOyHapooHblli HayuHo-uccnedosamenbckuil dcypHan = Ne 1 (151) = SIneapb

IIYB/INYHO-ITPABOBBIE (T'OCYJAPCTBEHHO-TTPABOBBIE) HAYKH / PUBLIC LAW (STATE LAW)
SCIENCES

DOI: https://doi.org/10.60797/IRJ.2025.151.3

ITPOBJIEMA COB/IIOJEHUA KOHOUAEHIIMAJIBHOCTHN NTH®OPMAIINU N 3AIITUTA JAHHBIX ITP
HCITO/Ib30OBAHUY TEHETUYECKHUX TEXHOJIOTUY B TEPCOHA/TM3UPOBAHHOM ME/TUIIUHE

0630p

Py3anosa B./I.', Bessikoe B.1.> *, FOcynos P.3.°
'ORCID : 0000-0003-4381-5237;
2ORCID : 0000-0002-4317-4890;
123 Camapckuii HaL[MOHA/ILHBINA MCC/IeJ0BATeILCKUI YHUBEpCUTEeT MMeHH akagemuka C.I1. Koponesa, Camapa, Poccubickas
Depnepays

* Koppecrnouaupytoruii aBTop (vodoleys[at]mail.ru)

AHHOTanus

B crathbe Ha OCHOBe MEXJUCLMIIMHAPHOTO aHa/u3a 00CY)XJAlOTCS BOMPOCHI JIErajbHOTO MPUMEHEHHs] COBPEMEHHbBIX
TEXHOJIOTMHA W TeHeTHueCkoW MHGOpMaIuy B cHcTeMe 31paBooxpaHeHus. OOOCHOBBIBAETCS TPe/CTaBIeHHe O COOMoneHnn
MIPUHLIMNA KOMILJIEKCHOTO TofixoZAa (TPaBOBOrO, OMOITHUECKOr0 U OHMOMEIMIIMHCKOTO) TMPU DEIIeHWH aKTyajbHbIX 3ajady,
CBSI3aHHBIX C MPOGUIAKTUKOM U JIeueHHeM Pa3/IMUHbIX 3a00/1eBaHUM YeoBeka. JesiaeTcs 3aKk/IroueHre O TOM, UTO Jieraau3aliys
MPaKTUYECKOr0  WCIO/Ib30BAHUS ~ TEHeTMUeCKUX  TEeXHOJOTHH  sIBJsieTCss  HeoOXOJUMbIM — yYCJIOBHEM  Pa3BUTHS
MepCOHATM3UPOBAaHHON MequivHbl. OBOOCHOBBIBaeTCS HEeO0OXOMMOCTh COBEPIIIEHCTBOBAHMS 3aKOHO/ATENbCTBA B IJIaHe
MOZIepHU3aL[MM TPAaBOBOrO pe)XHWMa IepPCOHA/NbHBIX [aHHBIX O COCTOSIHUM 3[0pPOBbS, COJEp)KalllMX B T.U. F€HETUYeCKYo
HMH(OPMALHIO, U €r0 COIVIaCOBAHUSI C MPABOBLIM PEKUMOM BpaueOHOM TaiHbl B COOTBETCTBUH C MUPOBBIM OITBITOM B 00/1aCTH
WCTI0/Ib30BaHUsI TeHeTUUeCKUX TEXHOIOTHUIM U 3all{UThI IePCOHAILHBIX CBe/IeHUM O MarjieHTe.
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Abstract

The article discusses the issues of legal application of modern technologies and genetic information in the healthcare
system on the basis of interdisciplinary analysis. The paper substantiates the idea of observing the principle of integrated
approach (legal, bioethical and biomedical) in solving urgent problems related to the prevention and treatment of various
human diseases. It is concluded that the legalization of the practical use of genetic technologies is a necessary condition for the
development of personalised medicine. It substantiates the need to improve the legislation in terms of modernisation of the
legal regime of personal data on the state of health, including genetic information, and its coordination with the legal regime of
medical confidentiality in accordance with international experience in the field of genetic technologies and protection of
personal information about the patient.
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BBejeHue

CoBpeMeHHasi CHCTeMAa 3[paBOOXPAHEHUS Pa3BUTBIX CTPaH XapaKTepU3yeTCs aKTUBHLIM BHEADEHWEM T'€HOMHBIX U
MTOCTTEHOMHBIX ~ TEXHOJIOTHH, WCIIO/b30BaHUEM TeHeTHYeCKOW WHGOpMallMd Ha  Pa3/MUHBIX JTaraxX  OKa3aHus
crieliaM3upOBaHHON MeJULIMHCKOM TTOMOILY UeIoBeKY: IIPOrHO3MPOBaHUS PUCKOB Pa3BUTHSI COMATHUECKUX W TMCUXUUYECKUX
3a00/71eBaHUM, WX TIPOGWIAKTHUKU M JjeueHus, 3ddekTuBHOro mozbopa /eKapcTB M METOJ0B Tepariid Ha OCHOBAHUH
WHIUBUYya/IbHBIX OcobeHHOcTel uenoBeka [1], [2], [3]. Takue HampaBiaeHWs] OpraHU3alMM MEAWIMHCKOM TOMOIIU
MO/Ipa3yMeBalOT Bce 0Oojiee aKTHMBHOE U Ile/IeHAlpaBleHHOe WCI0/Ib30BaHUe TeHEeTHMUeCKMX TMacrlopToB U IU(POBBIX
TEeXHOJIOTUA WHTEpITpeTalii U XpaHeHWs TeHeTHUeCKod uHGopmaimn [4]. BMmecte ¢ TeM, reHeTHM3alus ¥ ILU(PPOBU3ALIUS
CUCTEMbI 3/IDABOOXPAHEHHsSI CTABUT MpobsieMy coOJHO[ieHUsT KOH(PUIEHI[MAIbHOCTH WH(OpPMALMK U 3alllUThl JAaHHBIX TPU
WCI0/Ib30BAaHUU TeHeTHUEeCKHUX U LIU(PPOBBIX TEXHOJIOTHI B MePCOHATM3UPOBAaHHOM MequliHe. Pa3paboTKy JaHHOM Mpo6/ieMbl
C/lelyeT TIPOBOAWTL HAa MEXJUCIMIUIMHADHOM YDOBHE C yYeTOM COBPEMEHHBIX MOAXOJ0B B 00/acTH IpaBa, OWOJIOTWH,
MeJULMHBL 1 O0uo3Tvku [5], [6]. TIpu 3TOM aKTya/JbHBIMU SIBJISIFOTCS BOTPOCHI, CBSI3aHHBIE C JIeTajv3ariueil MoydeHust
TeHeTUUeCKol WHGOPMalMK, XpaHeHWs, aHaiuM3a ¢ HeoOXoAuMOW MoguduKalyd B MeAWIMHCKUX W  HayuyHO-
HCCeJOBaTeIbCKUX 11e/ISX.

Takum o00pa3om, B HacTosiijee BpeMsi CJie[yeT KOHCTaTUPOBAaTh HajWuve B3aMMOJEHCTBUS 001acTH TmpaBa C
TeHETUUECKUMU TEeXHOJIOTHSMH, SKCIIePUMEHTa/bHOM OuoiorMeli W TMepCOHaIM3MPOBAHHON MeauiuHOW. [lepecMoTp
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UMEIOIUXCST B 000CHOBaHHOE TIPUMEHEHVEe HOBBIX JIEra/IbHBIX PEILeHUH B cepe MPaKTHUeCKOTO MPUMEHEHHUs] TeHeTHUEe CKHX,
udpoBbix TexHosormii ¥ JHK-uH(opmarnyuy, HeCOMHEHHO, SIB/SeTCS HeOOXOAHUMBIM YC/IOBHeM (yHKLMOHMPOBAHUS
NepCOHAM3UPOBAHHON Me/IULIHBI.

3HaueHHe W HEKOTOpbIe HanpaB/eHHs MCIO0/Ib30BAaHUsA TeHeTHYeCKHX TeXHOIOTHH B IepCOHA/IM3MPOBAHHOU
MeAMIIiIHe

OCHOBHBIM TPEHZIOM B COBPEMeHHO! CHCTeMe 37ipaBOOXPaHeHus! SIB/sSIeTCs ITepCOHaIM3UPOBAHHbIN MTOAX0, TT03BOJISFOLAN
Ha OCHOBe JaHHBIX 00 0CcOOeHHOCTSX (PYHKIMOHMPOBAHWs TeHETHUeCKOTO arrapara MpOrHO3UpOBaTh CLeHApHU DPa3BHUTHS
HaC/Ie/ICTBEHHbBIX TIATOJIOTHH, a TakXKe 00eCreurnBaTh UHAWBU/Ya/IbHBIN MOAXO0A NP MPO(UIaKTHKE U JIeYUeHUH 3a00JieBaHu# C
aeKBaTHbIM ~ TIOAOOPOM  JIEKapCTBEHHBIX ~ CPEACTB. MOXHO  BBIIETUTH  OCHOBHBIE — MHHULIMHMpPYHOLIME  (DaKTOPbI
NepCOHAIM3UPOBaHHOrO NI0AX0/A C UCI0/Ib30BaHUeM reHeTU4YeCKol NHhOopMallii B MeJJULIMHe:

— YyCreliHoe 3aBepllieHHMe MeX/YHapoJHOrO HayyHoro nipoekra «[eHOM uesioBeKa», TIpOBeJeHHe TreHeTHUeCcKOou
TacIIopTU3alliy OT/e/IbHBIX I'PYIII Hace/eHUs ¥ BHe/IpeHHe B HaljOHa/IbHbIe CUCTeMbI 3/[paBOOXpaHeHMs ee pe3y/bTaToB;

— COBepILIEeHCTBOBaHHE TEXHO/IOTHI cOopa, aHav3a, MHTepIIpeTaliy U XpaHeH!s reHeTHUeCKOi HH(OpMaLiiy;

— yZewleBleHWe W MacIITabMpOBaHWE TMpPOLEAYPbl TIONYYEHHS] YCIyr MO TIPeAOCTaB/IeHWI0 TEXHOJOTHA aHaiu3a
reHeTHYe CKOM MH(OpPMaLIH.

CrnenyeT 3aMeTWTh, UTO TPAAMLMOHHBIE TOAXOAbI MPU TPOGHUIAKTHKE W JIeUeHWH paclpOCTPAHEHHBIX U COL[HAJIbHO-
3HaUMMbIX 3a00/IeBaHMH 1oKa3amu c1abyto 3¢ ¢heKTHBHOCTh W HHU3KYI0 SKOHOMUYHOCTh B YCJIOBUSIX COBPEMEHHOTO Pa3BUTHS
obmecta. O6 5TOM, B YaCTHOCTH, CBH/ETE/JbCTBYeT YCTAHOBUBLIEHCS B pa3BUTHIX CTpaHax IIpefiesl CpeAHel
MIPOJOJDKUTENTBHOCTY JKU3HU, HECMOTPSI Ha BBICOKMH YPOBEHb >KU3HU U 3HAUUTe/IbHbIe PACXO/ibl HAa MeJULIMHY [7].

C MoMeHTa BO3HHMKHOBEHHSI TePMHHA «IIepCOHAIM3UPOBaHHast MeguiinHa» B 1998 rony [8] mpezxcraBieHus: v OAXOBI O
3HaYeHUU MHAWBHUYaJIBHOTO MOAX0ZA MPY OpraHU3aliuy IporpamMmm NpoduiakTHKY 1 jieueHus 3aboieBaHUi HeOZHOKPATHOTO
repecMaTpyBaiuch. B Hacrosimiee Bpems creruanductamMu [9] 0003HaueHBl CIeAYIOIIHE KI/FOYEBbIe HarpaB/ieHUs
MepCOHATM3UPOBAaHHON MeAWLIMHEL:

— pPa3BUTHE MOJIEKY/IPHOM JMAarHOCTHUKY 3a00/1eBaHU U UCIO/b30BaHKE JAHHBIX O MOTU(OPMU3ME I'eHOB;

— WHTerpauys JUarHoCTHKK U jieueHust 3a00/1eBaHUM Ha OCHOBE MOTyYeHHOM TeHeTHue KO MH(OPMAaLWY;

— pasButve (apMakoreHeTHKH, UTO I103BOJIsIeT Mofbuparh Haubosee afieKBaTHYIO CXeMy JIeKapCTBEHHOW Teparuu B
3aBUCMMOCTH OT MHJMBHU/ya/lbHbIX 0COOEHHOCTEH OpraHu3ma;

— MIpUMeHeHre TeXHOJIOrMH (papMaKoreHOMUKH [JIsl U3yUueHHs] MOJIeKY/ISIPHBIX MeXaHM3MOB [ielCTBUS JIEKapCTB C YUeTOM
JAHHBIX 00 M3MeHeHHsIX SKCIIPECCHH COOTBETCTBYIOIINX ['eHOB;

— WCIT0/b30BaHHe BO3MOXKHOCTEeM (hapMaKOTIPOTEOMHUKHM AJIsi YTOUHEHHS! CHelU(UKHA BAUSHUS JIeKapCTB Ha IPOLIeCCHI
OroCHHTe3a QYHKIMOHAIBHO CrielpryecKUX 6e/TKOBBIX MOJEKYI.

[TpakTyeckoe HCIO/IBL30BaHWE YKa3aHHBIX HarpaBjeHHH IMepCOHATM3UPOBAHHOM MeJWLMHBI 00ecriedeHO pa3BUTHEM
T€HEeTHKH, HKCIIePUMEHTAIbHON OHOMeIUIMHBI W TPEeToaraeT IMPOKOe B3aUMOJEHCTBHE CIELMaJMCTOR IIMPOKOTO
npo¢wis. IIpu 3ToM BOCTpe0OBaHO KOMILIEKCHOE U3yueHHe BOMpOCa O CBS3U OCOOeHHOCTeH  (yHKIMOHHUPOBAHUS
TeHeTUYeCKOro arrapara C YpOBHeM pe3HCTeHTHOCTH OpraHu3Ma, KOJMYeCTBOM U KaueCTBOM 37]0POBbSI, a TaKKe PHCKaMU
BO3HUKHOBEHHS Hac/IeAICTBeHHBIX 3aboeBaHui. CoBpeMeHHbIe reHeThdeCKHe TeXHOJIOTHH SIB/ISFOTCS HeobXoauMoit 6a3oi As
3¢ deKTUBHOM NPOMUIAKTUKY U JIeUeHUsT Pa3/IMUYHbIX 3a00/IeBaHUI UesloBeKa C yUeTOM ero WHAUBU/YalbHbIX 0COOEHHOCTeH
[10].

Ipu ncnosnb30BaHUY reHeTHUYeCcKod MHGOPMALMK B TIepCOHAIM3UPOBAHHON Me/UIiHe BHUMaHMe TIpeXK/ie BCero ciiefyeT
obpaijate Ha TPOGWIAKTUKY W JleueHWe Haubosiee IIHUPOKO paCIpPOCTPAHEHHBIX M COLMAa/TbHO-3HAUMMBIX 3ab0sieBaHUM.
V3BeCTHO, UTO Cep/EeYHO-COCYAUCThbIe 3ab0sieBaHUsl 3aHUMAKOT JIAWUPYIOIIUE TMO3WLIMM CPeJd TIPUYMH CMEPTHOCTH |
TIOBBILIIEHHOM COLIMa/bHO-3KOHOMUYeCKOH HanpsDKeHHOCTH Kak B Poccuiickoil @egfepanuy, Tak U B Jpyrux crpaHax [11].
BeisiB/ieHbl pasnydyuHble BapyUaHThl TEHOB, aCCOLMMPOBaHHblE C OCOOEHHOCTSAMH pery/siiuM apTepuasbHOro  JaB/ieHus],
MIpPOTeKaHWeM JIMITAAHOTO 0OMeHa, pa3sBUTHEM BOCIIajieHHe, COKPATUTeIbHON aKTMBHOCTBIO MUOKapza U Ap. [12]. Bapuarym
VI MyTalliy B 3TUX T'eHax MOTYT MOBBIIAaTh PUCKA BO3HUKHOBEHUsI CepZeuHO0-COCYAUCThIX narosnoruii [13]. CBoeBpeMeHHOe
MpUMeHeHre TeHeTHYeCKOTr0 TeCTUPOBaHUSI M03BOJIsieT MeHTU(HIMPOBATh JIUL] C TAKMMH PHUCKaMH.

E1je ofHUM IepCrieKTUBHBIM HallpaBeHreM Ipe/iCTaB/IseTCs] UCI0/Ib30BaHNe B ITepPCOHATM3UPOBAHHON MeULIHEe HOBBIX
JJAaHHBIX O TeHeTHUeCKOW 00yC/IOB/IIEHHOCTH TSDKECTH U (OPM [eCHHXPOHO3a, a TakK)Ke PUCKOB BO3HMKHOBEHHS Pa3/IMYHbIX
TIaToO/IOTHH (CEepAEUHO-COCYUCTBIX, OHKOJIOTMYECKUX U [P. 3a00JIeBaHuIT) TPH HApPYILEHUSIX [[UPKaZMaHHBIX PUTMOB.

YcraHoB/IeHO, 4TO cyrnpaxyvasmathueckoe siapo (CXf) rumoranamyca SIBAsSeTCS L|eHTPasjbHbIM 3/1eMEHTOM CHCTeMbI
HHTerpaluy HH(opMaluy o MpoJo/DKUTeNLHOCTH (oToneproza. Heliponsl CXS1 obnafjaioT mneiicMekepHOM aKTHBHOCTBIO U
obecreurBalOT CUHXPOHU3ALMIO (a30BOM aKTUBHOCTU IIMPKAIMAHHBIX T€HOB Pa3/IMUHBIX KIeTOK opranusma [14]. TIpu sTom
cama aBTOHOMHasI akTUBHOCTb CXSI 3aBUCUT OT /lesTe/IbHOCTH L{MPKaJIMaHHBIX TeHOB. B yacTHOCTH, akTUBHOCTL TeHOB hPerl
orpefiesisieT yTPeHHHUI XPOHOTHI YesioBeKa, a akTuBHOCTh reHoB hCLOCK — Beuepruit xpoHorwurt [15].

[Mony4eHs! faHHBIE O CBSI3U JUCOYHKLUY LUPKAaZWaHHBIX T€HOB C PaCCTPOMCTBAMM LIMK/Ia COH-00pCTBOBaHME (CHHAPOM
OTepe>KeHusl M 3a/|ep>KKU CHa, CMHZPOM HapyLIeHHs Pery/IsspHOCTH CHa U 6oapcTBoBanus U Ap.) [16]. B 3T0ii cBsA3M AaHHbIE O
LUPKaZIMaHHOM Tipo¢duie 4YeloBeKa MOTYT OBbITh OTPaKEHbI B CIEMANU3UPOBAaHHBIX TE€HETUYECKUX Macroprax M
VICTI0/Ib30BaHbI B 1]e/IsIX TIepCOHaIM3MPOBaHHOM MeiuliHbL. [IprMeHeHNe MH(OPMaLUK O AesiTe/IbHOCTH LIMPKalMaHHbIX [eHOB
aKTya/aU3UpyeTcs JaHHBIMUA O TOM, YTO HapylleHWe LMPKaJWaHHbIX PUTMOB NIPUBOAUT K PasBUTHUIO JU3PETy/sALUUA B CUCTEMe
nmmyHuTeta [17]. CrefyeT oXuziaTh, UTO 3HAUMMOCTh KOMITJIEKCHOTO MCI0/Ib30BaHUs reHeTHYeCcKoi MH(opMaly, AaHHbIX O
OUOPUTMOIOrMYEeCKOM U MMMYHHOM CTaTyce yesoBeKa OyzieT BO3pacTaTb B YCJIOBHSIX DasBUTHs SNUAeMUN U TaHeMHH
MH(EKIMOHHbIX 3aboseBanuii (1o iy COVID19). B 1ol CBsi3U, akTya/ibHOM MpobeMoii ABISeTCA pacCMOTPeHHe BOIpoca
0 TeHeTHUYeCKOH MacropTU3aliyi CaMUX PabOTHUKOB CHICTEMBI 3[paBOOXPaHEHUs], [/isl KOTOPBIX OTMeYaeTCs KpaiiHe BBICOKHI
PUCK Pa3BUTHS /IeCHHXPOHO3a ¥ MH(UIIMPOBaHKS MPY BBITIOHEHHH MTPodeCCHOHABHBIX 00si3aHHOCTel [18].
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ITlpoGsieMa J/erajM3aliiM MCIOJ/H30BAHUS COBPEMEHHBIX TEXHOJIOTMi, CO0/II0AeHHs KOH(QUAEHI[HATbHOCTH
uHGopManMH U 3alUTh] AAHHBIX B NIePCOHA/TU3UPOBAHHON MeULHHe

B [OKTpUHe COBepllIeHHO CIpaBefIMBO MOAUEPKUBAETCS, UYTO B HACTOsilllee BpeMsl IpaBOBOe peryiupoBaHHe B cepe
TePCOHAIM3UPOBAHHON MeIULIMHBI HOCUT (parMeHTapHBIN XapakTep, MO03TOMYy HYKAAeTcs B COBeplIeHCTBOBaHWUU [19].
OJHUM U3 HarpaBIeHUH 3aKOHOTBOPUECKOM PaboThI 3eCh SBMSIETCS1 JOPMUPOBAHUE YCIOBHUM /11 BHE/IPEHUSI COBDEMEHHBIX (B
TOM UHCJie UGPOBBIX) TEXHOMOTHMH B TIEPCOHAIM3UPOBAHHYIO MeJULMHY. [JIaBHEIM TaKUM YC/IOBHEM SIB/IsieTCsl obecrieueHue
obMeHa WH(OpMaryel, CBS3aHHOW C COCTOSIHUEM 3[0pOBbSi TPakKJaH, UTO IIOPOXJAeT MOTPeOHOCTh B TOBBIIIEHHH
3¢ peKTUBHOCTH TIPaBOBOr0 HOPMHUPOBaHWsI MHPOPMALMOHHOTO COTIPOBOXKIEHHS CHCTEMBI 3/[paBOOXPaHeHHs], aBTOHOMH3aL[UH
MPaBOBOTO peXKMMa TMePCOHAbHBIX JAHHBIX O 3/[0POBbE U YTOUHEHWM TMPAaBOBOTO DEXMMa BpaueOHOW TalHbBI C y4eToM
COBpPEMEHHBIX po00TOTEXHUYEeCKUX TexHosorud [20], [21]. B cBa3u c pa3ButveM HHGOPMAIMOHHBIX (TIpeX/e BCEro,
1J1(POBBIX) TEXHOJIOTHH B 06/1aCTH 3ApaBooXpaHeHus npobnema obecrieueHUst KOHGH/EHIIMAIBHOCTH, COXPAHHOCTH 1 3alIHThI
JAHHBIX O TIALMEHTe B MEPCOHA/M3UPOBAHHOM MeAWIMHE, COOJMIO/IeHNs] YCTAaHOB/IEHHBIX TpeOoBaHUi 06 oxpaHe BpaueOHOM
TaliHbl pe3Ko akTyanusupyeTcs. IIpu 5ToM ciieyeT yuuTbIBaTh IOBBILIIEHHE PUCKA YTpaThl CBeleHUM, TOCKOIBbKY KpyT JIWL,
HUMEIOLUX JOCTYI K HUM, 3HAUMTE/IbHO PAaCIIMPSIETCs, B TOM YMC/Ie 3a CUeT MepcoHasa, 06CTy)KUBaroLero HHpopMaroHHbIe
CHCTEeMBI.

Kak BepHO oOTMeuaeTcsi B JiUTepaType, HMEHHO OXpaHa TIIePCOHANBHBIX JIaHHBIX TMalveHTa CerofHs SB/sSeTCs
HEOTBEM/IEMBIM 37IEMEHTOM BCeM MeJULIMHCKOW fesitenbHOCTH [22], [23]. BmecTe c TeMm, BaKHeHIell KaTeropuew,
oTpakarolleil crieliurKy MeJULIMHCKON cdepsl, siBseTcs BpaueOHas TalHa, IpefcTapsitomast cob0ii cBefieHHs O MalyeHTe,
TIoZi/Ie)kalliie crieljiaJbHON oxpaHe. B CBf3M € 3TUM cuMTaeM, UTO Jleranr3aljisi COBpeMeHHbIX TeXHOJIOTUI NpU NIpUMeHeHUH
MepCOHA/TM3UPOBAaHHOTO MeToZla B MeJMLFHe TMOpOoXKJaeT HeoOXOAMMOCTb COBEPLIeHCTBOBAHHS M COIVIACOBAHMS TPABOBBIX
PEKHUMOB TepCOHAIBHBIX IaHHBIX O COCTOSIHMM 3710POBbsI MaLjieHTa U BpauebHOM TaliHBI.

s Gomee MOSTHOTO WCC/IEAOBaHUsl BpaueOHOW TalHBI MpefjiaraeM pacCMaTpUBAaTh ee B BYX OCHOBHBIX acIeKTaX: BO-
TepBbIX, Uepe3 MPHU3MYy OXpaHbl YaCTHOM »W3HHU rpaxzaHuHa (cr. 25 Koncruryuum Poccuiickot @epeparyu [24]) 1, Bo-
BTOPBIX, B TaK Ha3bIBAEMOM MHPOPMALIMOHHOM acIieKTe.

B Hayke TaliHy 4aCTHOM >KM3HM PaCCMaTPUBAIOT KaK CBeZieHus1 00 ompe/ieleHHOM uesioBeKe, Aaloliye OLIeHKY, B TOM UKncIie,
U ero 370poBbi0 [25]. MbI UCXOAUM W3 TOTO, YTO MMEHHO BpaueOHas TaiiHa npefcTaBisieT COOOW BakKHEMIIMI 371emMeHT
YaCTHOM JXKM3HM U OfIHOBPEMEHHO SB/SeTCS KpaeyrobHbIM KaMHeM BCell Me[WIMHCKOW [edTenbHOCTU. IIpaBo Ha
KOH(H/IeHI[MaTbHOCTb COCTABJISIIOIIMX ee CBeJleHUH C/ieflyeT OTHeCTH K OJHOMY U3 OCHOBHBIX IpaB IaLjpieHTa, HeobX0AUMOCThb
3alIUThl KOTOPOTO HUKEM He CTaBUTCS moj comHeHue [26], [27]. TlockonbKy BpauebGHas TaiiHa CBs3aHa C OXPAHOW YAaCTHOU
JKU3HU TPaKZlaH M C MX JIMYHBIMU HeMMYILeCTBeHHBIMU TpaBaMH, TO perjiaMeHTalys MOCAeQHUX OCYILeCTBIAeTCS, Pexe
BCEro, Ha KOHCTUTYLIAOHHOM M I'Pa)K/|aHCKO-TIPABOBOM YPOBHsIX. CerofjHsi, Kak HUKOT/a, Ha MepBbIi MIaH BLIXOAWUT mpobieMa
TIOMCKAa KOMITPOMHCCA MeXX/y NpPaBOM Ha HENpPUKOCHOBEHHOCTb UYaCTHOW JKM3HM TPaXKJAHWHA W ero MpaBOM Ha OXpaHy
310poBbs [20].

1. Ananu3 uHGOPMALMOHHOIO acrekTa BpaueOHOM TalfHbl KaK COBOKYITHOCTH OIpeZelleHHBbIX [AaHHBIX O MallyeHTe
npejriosiaraeT yCTaHOB/IEHUs] ee MecTa B cucTeMe HHbopmanuy. Kak u3BecTHO, uH(OpMaLus sB/IseTCs OOLEKTOM
001[eCTBeHHBIX OTHOLIEHHH, PerylnupyeMbIX TaKOW OTPac/bl0 Kak MH(GOPMALMOHHOE 3aKOHOZATe/IbCTBO, BO I7IaB€ KOTOPOTO
croutr denepanbHbiii 3akoH oT 27.07.2006 No 149-®3 «O6 wHpopmaiyu, UHPOPMALIMOHHBIX TEXHOMOTHSIX W O 3alliuTe
uHpopmarur» [28]. TIpexke BCero, BaXXHO BU/ETh, UTO MH(OPMAIIWs BeCbMa Pa3sHOPOJHA M BK/IOUAeT B Cebs pas3iuyHbIe
BU/IbI CBefieHUid. [IpUMEHUTENLHO Xe K BpaueOHOU TaliHe HeoOXOJUMO BBIZIE/IUTh TAKOW BHUJ CBEE€HWMIN KakK MepCOHa/bHbIE
JlaHHbIe, KOTOpbIe, B CBOIO OuUepe/b, Ae/ATCsl Ha OMOMeTpHUecKyro MHPOPMALUIO U CIeliMa/bHYI0 KaTeropHio MepCOHaNbHBIX
JAHHBIX, BK/IIOUAIOIIYIO B Ce0si, B TOM YHC/Ie, CBEJIEHUs O COCTOSIHUM 3710POBbs TpakaaHuHa (cT. 10 u ct. 11 deaepanbHOro
3akoHa 27.07.2006. Ne 152-®3 «O mepcoHanbHbIX AaHHBIX» [29]). CoOTHOIIEHUe MepCOHAMbHBIX AAHHBIX U CBeJeHWH,
OTHOCAIIMXCSA K BpayeOHOI TailiHe, siB/sieTcss BecbMa HenpocThbIM. K IepcoHanbHbIM JIJaHHBIM OTHOCSATCS TOJIBKO Te U3
CBeZleHHH, COCTaB/ISFOLMX BpadyeOHYIO TaliHy, KOTOpbIe OTBEYAOT JieraJbHBIM IIPH3HAKaM [1epCOHANBHBIX AaHHBIX. OfHAKO A/
oTipe/iesieHUs] CTPYKTYphl U NIPUPOZbI TIPABOBOTO PeryIupoBaHUs B 3ToM cdepe OrpaHUUUTHCS TOJIBKO 3THM YTBEpXKJeHUeM
HEe/IOCTAaTOYHO, TIOCKOJILKY OHO (TIpaBOBOE DETy/MpOBaHWe) He SIBJISETCS JIMHEWHBIM, a HOCUT COKHBIA CHHepreThueCKUi
xapakrep. [Ipex/e BCero, KaTeropusi «BpaueOHasi TaliHa» SIB/ISIETCS CIIEIMabHON KOHCTPYKIIMEHM 3aKOHO/ATeNnbCTBa B cdepe
3apaBooxpaHeHust (cT. 13 3akoHa 00 OCHOBax OXpaHbI 3[0POBbsS), U3 KOTOPOM CjeayeT, uTo WMH(OpMalys, OXBaTbiBaemasi
PEXXUMOM BpaueOHOMW TalHbI, MOXKET ¥ HE OTHOCHUTBCSA K 3[0POBbIO. A 3TO, B CBOIO OY€pe/lb, 03HAYAET, UTO KaKasi-TO ee yacTb,
He oTBeuvaroijasi TpeOoBaHUsAM CT. 10 3akoHa O INEpPCOHANBHBIX JIAHHBIX, OyJeT HaxOAWUTHCS 3a Ipefie/aMd CIeljUaabHON
KaTeropuy INepcoHaNbHbIX JaHHbIX. Ilof/ep)kiuBaeM CylleCTBYOLee B JUTepaType MHeHHe O HeoOXOJMMOCTH pacIIMpeHHs
COCTaBa CBeJ|eHUi, OTHOCSIMXCSL K BpaueOHOH TaliHe, IMyTeM CHSATHsI OTPaHHUYEHHs WX TOJIBKO MpU3HaKaMu 3abosieBaHUsl U
OTpe/ie/IeHHBIMY 3TarlaMyd MeJULUHCKOHN festenbHOCTH (00cienoBanveM u jedeHunem) [30]. Cka3aHHOe TakKe IMO3BOJISIET
BO3Pa3WTb aBTOpPaM, HAaCTAWBAIOLIMM Ha OTCYTCTBHH CBSI3H MeXK/Y IMOHSATHUSIMU «BpaueOHasi TailHa» U «TIepCOHAJIbHBIE JaHHBIE»
[31].

2. HampaB/ieHHOCTb MPaBOBOTO PeXXMMa BpaueOHOW TaliHbI 3aK/IFOYaeTCsl B 00eCreueHnH 3aluThl KOHPUAEHLIMATbHOCTH
COCTaBJSIIOIMX ee CBeJeHWH MyTeM BBe/leHHs1 0OIero 3arpera Ha WX pasrvialieHue (3a yCTaHOBJ/IEHHBIMHM HMCK/TFOUeHHUSIMH)
(PenepanbHbIii 3akoH 21.11.2011 Ne 323-P3 «O6 ocHOBax oXpaHbl 30pOBbs rpakaaH B Poccuiickoit ®enepaumm» [32] (ganee
— 3akoH 00 OCHOBax OXpaHbI 3[0pOBbsi)). B CBS3M C 3TUM CUMTaeM I0je3HBIM ONBIT JlaHWM, B 3aKOHOZATE/NILCTBE KOTOPOH
MMeeT MECTO MHCTUTYT «O3HAaKOMJIeHWsH (OTIOBEIl[eHMs)» TallMeHTa B CJyyae OTpPaHMUYeHHUs] ero TMpaBa Ha BpaueOHYIO TaiHy
[33].

3. OTHOCHUTEeBHO COCTaBa PacCMaTPHBAeMbIX CBEJEHHH B JITepaType CYLIeCTBYIOT Pa3/IMuHble MOAXOAbI: OfHU aBTOPHI
CUMTAIOT, YTO OHU MOT'YT BKJ/IFOUaTh MH(OPMALMIO KaK MeJULIMHCKOTO M TaK HeMeJUIIMHCKOro XapakTepa [34], gpyrue yueHble
T0/1araroT, uTo BpaueOHas TaliHa MMeeT OTHOLIeHHWe B OCHOBHOM K MH(OPMaluy MeJULIMHCKOrO XapakTepa — CBSI3aHHOW C
obcriefioBaHyeM U JieueHHeM KOHKPETHOTro uesioBeka [31]. Be3yc/ioBHO, ocHOBY BpaueOHOW TalHBI COCTAB/ISIOT CBEJEHUS
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MeJULIMHCKOTO XapakKTepa, offHaKo (opMynrpoBKa CT. 13 3akoHa 06 0CHOBaX OXpaHbI 3J0POBbS He MCK/II0YaeT BO3MOKHOCTh
TIO/TyYeHHs U UHBIX CBefleHUH.

4. ToguepkHeM, uTo TpobsemMa KOH(U/EHIMaNbHOCTH CBeZleHHI O MaljieHTe He OrpaHWYMBAeTCsl paMKaMM BpaueOHOM
TalHel. /lesio B TOM, UTO B OTHOILEHWY JIUL], KOTOPble yYacTBYIOT B OKa3aHMM MeJUIMHCKUX YC/IYT U KOTOPbIM 3TU YCAyTH
OKa3bIBalOTCs, BEJIETCA TaK Ha3biBaeMbll MEpCOHU(UIIMPOBAHHBINA yueT, MpeACTaB/sOUMA Co00l felicTBUe, CBsi3aHHOE C
00paboTKO# MepCOHAbHBIX JaHHBIX, TI0 3HAYMTE/IBLHO Oo/iee MIMPOKOMY KPYT'y KOHKDETHBIX CBe/IeHH, YeM YCTAaHOBJIEHO [Jist
BpaueOHOM TaiHeI (4.1 cT. 92, cT. 94 3akoHa 06 OCHOBAaxX OXpaHBI 310pOBbs). K Be/leHHI0 YKa3aHHOTO yJ4eTa UMEeHOT OTHOILeHHe
He TOJIbKO MEeAWLIMHCKYE, HO U HEMeIULIMHCKUE PabOTHUKH, OMepaTopbl MH(OPMALIMOHHBIX CUCTeM. B CBsi3U ¢ 3TUM TpebyeTcst
JierajibHOe 3aKperyieHWe PeXUMa CBeJeHWH, BBIXOISIIMX 32 PAMKH BpaueOHON TaliHbI, U KOHKPETH3aLUs OOsS3aHHOCTEeH Mo
obecrieueHHI0 UX KOHGUEHIIMATBHOCTH CO CTOPOHBI YUaCTBYIOLIMX B Be/leHUH N1epCOHU(ULIMPOBAHHOIO yueTa /uL. C TOUKH
3peHus] CHUCTeMHOCTH 3aKOHOJATe/lbCTBA 37leCh Ba)XKHO COIVIaCOBaTh IIPAaBOBOE PETyIMpOBaHUE C  TOJIOKEHUSIMU
3aKOHO/IaTe/bCTBA O TIePCOHAIbHBIX JlaHHbIX.

CuurtaeM, 4TO MOCTPOEHHE CHCTEMbI IIPABOBOTO PEry/IMPOBAHMS B 3TOH cepe AO/DKHO MOAUMHATHCS 00IIeMy T0X0Ay O
COOTHOLIEHHH OOIIIEro M Crieliia/IbHBIX MPABOBLIX PEXXMMOB MH(GopMaLuy. Kak BUAWM, TI0 COCTOSIHUIO Ha CErOAHSILIHUY J1eHb
uHbOpMaLUs, OXBaThIBaeMasi peKUMOM BpaueOHOW TaiiHbI, [Jo/DKHa 06safaTh OOLIVIMHU XapaKTePUCTHKAaMU, TMPUCYLIUMU
VH(OpPMAaLUH, TIepCOHANBHBIM JJAHHBIM, a KakKas-TO ee uacTb — OMOMeTpHUYeCKUM TepCOHaIbHBIM JIaHHBIM M CIIeLHabHON
KaTeropuM TMepCOHANbHBIX [JaHHBIX. Takas MHOTOOOpa3ue pEeXUMOB He TM03BOJISIET C [IOCTOBEPHOCTBIO OMpeAendTh
COBOKYIIHOCTb CBe[leHUH, B OTHOLIEHUU KOTOPBIX TpeOyeTcs cobirofeHue KOH(GHEHIMaJbHOCTH U obecrieueHHe 3alljUThl.
ITonaraem, 4To cefyeT yCTaHOBUTh e/JMHBIN [IPABOBOM PEXXUM CBeZIeHHH, COCTaB/ISIOIIMX BpaueOHYyIO TaliHy, C BHyTpeHHeH
ero guddepeHIMaLell B 3aBUCMMOCTH OT BHZA TaKWX CBeJeHUM, a TaK)Ke OMpe/e/IiTh TiepeueHb CBeJleHUH, TTOAUNHSFOILNXCS
PEeXXUMY KOH(QHAEHLIMaIbHOCTH ¥ He OTHOCSIIMeCs K BpauebHOI TaliHe. B MMPOKOM >ke MOHMMaHUK He0OX0AUMO FOBOPUTE 00
aBTOHOMM3ALMH [TPABOBOr0 PeKMMa IePCOHANTBHBIX IaHHBIX O COCTOSTHUM 3710POBBSI.

Ba)kHO TakXe UMeTh B BHJY, UTO LIeJIbIi PsiZ CBeAE€HUN O COCTOSHUM 3[0POBbsl, B TOM UHC/IE U OXPaHseMbIX BpaueOHOH
TafHOW, OTHOCHTCSI K TeHeTHUeCKUM [aHHBIM, KOTOpPble MMEIOT 0a3WpYOLMHACT Ha MeXIYHAapOAHBIX akTax (Harpumep,
Bceo0uuieii fekiapaluu 0 reHOMe uejioBeka U mpasax yenoeeka (FOHECKO, 1997) v 1p.) v 3THUYeCKUX MpaBH/IaX MPaBOBOU
PeXXUM, OCHOBY KOTOPOTO COCTaB/sieT obecrieyeHre X KOH(UAeHLMabHOCTA. COBepIIeHCTBOBAHUE 3TOTO PEKUMa CErofHs
sIB/ISIeTCSI HeOOXOAKMBIM YCJIOBUEM YCIIEIIHOTO Pa3BUTHS [I€PCOHAIN3UPOBAHHOTO M10/X0/la B MeJULIVHE.

OTHOCUTENBHO TIpefie/ioB  KOH(UJEHIMaAbHOCTH TeHeTHYecKol HHGOpMaLluM B JOKTPUHE BeZIeTCS O)KUBJIeHHast
JUcKyccusi. B gactHocTH, 00cyxaaeTcs pobsieMa 06 YC/IOBUSIX ee PacKpBITHS JleyallleMy Bpauy, APYyroMy CIIeldaIiCTy WK
pozacTBeHHUKaM TmarienTta [35], [36], MOCKO/BKY KpyT Tpak/iaH, 370POBBSi KOTOPBIX Takas WH(MOpMalLs KacaeTcs, 371ecCh
3HaUMTeNbHO BO3pacTaeT (POACTBEHHMKH, OyAyiiue peTd). B 3akoHOzaTesbCTBe O 3APABOOXPAHEHHH TOBOPHUTCS O
HeoOX0AMMOCTH JIMYHOTO Coo0meHuss WHbopMaru naryedTy. OfHAKO YeTKOM CHCTeMbl B3aUMOJEWCTBUsSI CIIEIUalrCTOB
JieraJlbHO HEe YCTaHOBJIEHO, TO SIB/ISIETCS CYLIeCTBEHHbIM MpobeoM. Takum 06pa3oM, OCTAalOTCS HepelleHHBIMA MHOTHe
5TUYeCKUe BOIPOCH], CBs3aHHble, B TOM UMC/e, C [OMYCTUMOCTbIO PacKpbITHs MH(OpPMAalMM pOACTBEHHMKaM TMaljieHTa O
pHCKax BO3HUKHOBEHUs! y HUX Hac/le[JCTBeHHbIX 3a00/1eBaHui, eC/y MaljieHT TaKoro CoIviacys He JjaeT, U Jp.

B 1ens1x coBepIIIeHCTBOBaHMS TIPABOBOI'O Pery/IMPOBaHus TMOAep>)KUBaeM BbICKa3aHHYIO B HayKe M/el0 NIPUHATHS 3aKOHa
«O reHetnyeckod wHGopmauuu» [37], a Takke MpejsiaraeM 3aKpernuTb 0COOEHHOCTH TIPABOBOTO PEXHMMa TeHeTHueCKOU
HH(OPMALIMK B aClieKTe 3allyThI JaHHBIX O TaLeHTe (MpeXze BCero, CBeJieHui, CoAep Kaliux BpauebHy0 TaliHy) ¥ B 6a30BOM
3aKoHe B cepe 31paBooXpaHeHusi, 00eCTIeUrB TPU 3TOM COIVIaCOBAaHHOCTD TIPABOBOTO PETy/THPOBaHUS.

3ak/roueHue

Ha ocHOBaHWM TIPOBE/IEHHOTO aHa/M3a MPOOJeMBbI JIeTaJbHOTO TIPUMEHEHHS COBPEMEHHBIX TEXHOJIOTHM Ha 3Tarax
TOyYeHUs, aHa/lu3a, XpaHEeHUs, TPUMEHeHHUsi, HeoOXoAUMON MoAMGUKALUKM TeHeTHUeCKOW WH(opMaLyu mpejjaraeM
BbI/Ie/IUTh TPY K/IIOUEBBbIX KOMILIEKCHBIX HallpaB/ieHHs], BAKHBIX JJIs Pa3BUTHUS [IepCOHA/TM3MPOBAaHHON MeIUL[UHBI:

1) paccMoTpeHue U peanu3alivsi TPUHLIUIIOB JIETaJbHOTO U 3TUYECKOTO TpPUMeHeHWs WHGOpPMAalMH O TeHeThdyeCKHX
MapKepax 3a0b0/1eBaHUl ueyioBeKa;

2) pa3paboTka MHAMBHU/ya/bHBIX MPOrpaMM IMPO(UIAKTHUECKMX OCMOTPOB HAa OCHOBE TeHETHYECKUX [AHHBIX, aHA/IU3
DUCKOB HapyIlIeHUs] 37I0pOBbsSi U BO3HUKHOBEHUS TMPO(eCcCHOHaNbHOW [e3a/janTaliud C COOJIO/IeHNeM TPUHIUIIOB
KOH(UIEHI[MA/TLHOCTH | 3all[UThI TMUHON HH(OpMAaInu;

3) CoBepIIIeHCTBOBaHKE 3aKOHO/ATeTHCTBA B HAIPAaB/I€HUY aBTOHOMMU3AI[MH TIPAaBOBOTO PeKMMa MEePCOHA/TBHBIX JaHHBIX O
COCTOSIHUM 3[0POBbsl TPaKAaHUHA (C BblJe/IeHMeM peXUMa reHeTHueckol MH(OpMAalMyd) U ero COIIaCOBAHUSI C MPaBOBLIM
pPeXXMMOM BpaueOHON TalHBI C YYeTOM MHUPOBOTO OIbITA B 00JIACTH WCIIO/b30BAHUSI COBPEMEHHBIX TEXHOJIOTWH U 3allUThI
CBe/IeHUI O TallieHTe B MePCOHATM3UPOBAHHON MeJULIIHE.
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