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EOVHAA NHOOPMALIMIOHHAA BA3A OAHHBLIX
B 3OPABOOXPAHEHNIN POCCIIN

B sgpaBooxpaHeHun Poccuinckonm ®egepauyiv yCKOPEHHbIMM
TeMnamm OCYLLIECTBNSETCS Nepexof K LmMdpoBON MeanuyHE.
Ctpaterus umpoBoin TpaHchopMaumy 30paBOOXpPaHeHNs
BK/OYaeT co3gaHve eaMHoro  UMgpoBOro  KOHTYPa,
MedVUMHCKME MnaTopMeHHble peLleHns denepasnbHOro
YPOBHS, MepcoHallbHble  MeOULUMHCKME  MOMOLLHWNKMY,
VNCKYCCTBEHHbIN UHTENNeKT. Peanv3auns HOBbIX MPOEKTOB
HanpasneHa Ha obecrneveHne egMHOro Noaxoaa K okasaHuio
MEeOVLUMHCKON MOMOLUM, BHEOPEHWE CUCTEMbI KOHTPONS,
CTaTUCTMYECKOrO YyyeTa W aHaiusa, UWCMNofib3oBaHne
SNEKTPOHHBIX [OKYMEHTOB AN yNpaBneHWss CUCTEMOM
30paBoOXpaHeHns. lnaHMpyemoe LUMPOKOe MNpUMeHeHWe
NH(POPMAaLMOHHBIX  TEXHONMOTMIA B MedVUMHE  [OSHKHO
COOTBETCTBOBaTb STUYECKMM HOPMaM M OCHOBbIBATbCS Ha
3aKkoHozaTenbHol 6ase.

B uenax coBeplleHCTBOBaHMSA  MHPOPMaUMOHHbBIX
TEXHOMOMMN  BbILWO MocTaHoBneHve [lpaBuTenbcTBa
Poccuiickon ®epepaupm ot 09.02.2022 Ne 140 «O eguHoMn
rocygapcTBEHHOM WHMOPMaLMOHHON cucteme B cdepe
3npaBooxpaHerust (EFMC3)» [1]. EMMIC3 pomkHa cBazaTtb
Mexzy coboW BCe pervoHanbHble MEAULIMHCKIE OpraHn3aLim.
OyHkumn EMMC3  BkoyatoT 06paboTky U XpaHeHue
MEOVLIMHCKON [OKYMEHTaLUMXW 1 CBEeAeHWn O 3[00pOBbe
rpakgaH, opMMpoBaHNeE aHaNUTUHECKON MHdopMaLUmn Ha
OCHOBE 0063/IMHEHHbBIX MEPCOHaNBHBIX AaHHBIX C AaNbHENLLINM
1ICMONb30BaHMEM B CTATUCTUKE W WUCCNEfoBaHUSX, a Takxke
0Ns pas3paboToK 1 MPUMEHEHUS PELIEHU Ha OCHOBe
NCKYCCTBEHHOIro WHTennekTa. EMMC3 pomkHa obbednHUTb
CBEOEHMSI O NeKkapCTBEHHOM obecrneveHnn rpaxnaH, B
TOM YMCNe WMEKOWMX MpaBO Ha NbroTHoe obecneveHve
nekapcTBaMu U MEAVUMHCKUMU  U3AENNSMY, BKIIKOUUTH
denepanbHble 6a3bl MEAULIMHCKMX [OKYMEHTOB O CMEPTU U O
POXOEHWN, CTPYKTYPUPOBAHHBIE 31EKTPOHHbIE MEeOVLMHCKNE
KapTbl, UeHTpanM30BaHHble cuUCTEMbl «JlabopaTopHble
ncenenoBanvs» 1o «LleHTpanbHbIi  apxmMB  MeaVLMHCKIX
n3obpaxxeHuin». CosgaHve eduHoM  UHMOPMaLMOHHOWN
6a3bl fgaHHbIX B 34paBOOXPAHEHWM MO3BOMAUT  YIy4YLUUTb
B3aVMOAENCTBME MEOULMHCKUX YYPEXAeHWn, NOBbICUT
[OCTYMHOCTb U 3PEKTUBHOCTb OKa3aHWUs MedULMHCKOW
MOMOLLM, B TOM YICME C NUCMOMb30BaHNEM VCKYCCTBEHHOMO
VHTENNEKTa 1 TeNnemMeanuUMHCKNX KOHCYsTaumiA.

BOJIbLLVE BA3bl JAHHBIX B MEOVLIMHE

Cbop W apxvMBMpOBaHWE MEOVUMHCKMX [OaHHbIX B
MeaVUMHE UMEKOT MHOMOBEKOBYIO UCTOPUID. HakonneHne B
30paBooxpaHeHn BonblUVX OaHHbIX (0T aHrn. Big Data) ¢
NPUMEHEHVEM NH(OPMALUMOHHBIX TEXHOMOMMIN 3HAYUTENBHO
pacLMPsAET BO3MOXHOCTU UMX WCMOMNb30BaHUS U MOXET
ctatb 3PDEKTVBHbIM WHCTPYMEHTOM A1 Pas3BUTUS Kak
NPaKTUYEeCKOM MeAMLMHbBI, Tak U B HayYHbIX LUensx Ans
N3yYeHWst pacnpOCTPaHEHHOCTU 1 NaTtoreHe3a 3abonesaHui,
BblSBNEHNA (akTOpOB pucka © paspadboTKM HOBbIX
9(PEKTUBHBIX METOAOB NedeHus. Vicnonb3oBaHue B Big
Data meguumHckux kapT (BMK), B TOM 4umcne aNeKTPOHHbIX,
a Takke APYrnx MEeAULMHCKMX OOKYMEHTOB COMPSPKEHO C
PAOOM TPYyOHOCTEN: HekadecTBeHHOoe 3anosHeHve OMK,
MHOrokpaTHoe OybnmpoBaHve AaHHbIX, OTCYTCTBUE MOSHOThI
[aHHbIX 1 eduHOM cucTembl BefdeHuss OMK, oTtcyTcTBue
CTPYKTypupOBaHHOCTK  3anucen.  OpraHmsaumoHHble
npobfiemMbl  CBsA3aHbl C  YCTapeBLUMMU TEXHOMOMMsSMU B
OTAENbHbIX  MEeOMUMHCKNX OpraHusaunsx, OTCYTCTBUEM

MEDICAL ETHICS | 3, 2022 | MEDET.RSMU.PRESS

ORIGINAL RESEARCH

€QNHOM HOPMAaTUBHO-CNPaBOYHOW MHopMaLmn. Peanusaumns
npoekTa LUMdppoBON TpaHchopmMaLn 30paBOOXPaHEHNs
¢ dopmupoBannem EMMC3 HanpaBneHa Ha ycTpaHeHue
BblLLIENEPEYNCNIEHHbIX NPO6IEM, YTO MO3BONUT Bosee LUIMPOKO
1Ccrnofb3oBath 0a3y AaHHbIX B Hay4HbIX WCCNeOoBaHUsIX.
BO3MOXHOCTM  MHOPMAUMOHHBIX  TEXHOMOMUIA  yXKe
cenvac no3eonsoT mcnonb3oate OMK. [Onsa nssneveHns
nHbopMaumm 13 SMK 1 malumHHoOn obpaboTkn TpebyeTcs
cneupanbHasi NOAroTOBKa, BKOYas 13BnedeHme nHpopmMaLiim
C MOMOLLBIO VICKYCCTBEHHOMO MHTESEKTA U APYTAX TEXHOMOI I,
MO3BONSHOLLNX M3BNEKATb AaHHbIE U3 HECTPYKTYPUPOBaHHbBIX
3anucern, O4YUCTKY, npeobpasoBaHve, uUabLTPaLMio,
pasgeneHve, nepeBog, 0obeanHeHVe, COPTUPOBKY 1 MPOBEPKY
OaHHbIX [2].

B coBpemeHHoM MeovumHe Big Data Haubonee
BOCTpeboBaHb! B G1onHdopmaTtike 1 GromeauLmHe. MpoekTol
MO rEHOMHOMY CEKBEHWPOBaHWIO BKJTHOHAIOT ThICAYM tOAeN,
>KMBOTHbIX, HACEKOMbIX 1 MUKPOOPraH13MoB. /crnons3oBaHue
bonblUMx a3 pacluMpsieT OMarHOCTUYECKME BO3MOXHOCTM
VNHTepnpeTaumm pesynsTtaToB MacCUMBHOMO MapasiefisHoro
CEKBEHVPOBaHWS. Pe3dynstaTtel nccneqoBaHni MpYMeHsoTCS
0Ns onpefeneHus pucka 3aboneBaHui, [AMarHOCTUKM,
BKJIKOHas MnpeHaTasibHOe TecTMpoBaHWe, MPOrHO3MPOBaHNS
TeyeHus 3aboneBaHW, CO3[aHMe Ka4eCTBEHHO HOBbIX
npenapartoB. TexHonormm ¢ 1crnosnb3osaHnemM 6onbLUnx 6a3
[aHHbIX MPUMEHSIOTCS ANst CCneaoBaHnst Myukpobroma. basbl
[aHHbIX copepxxaTt MHdopmMaumio B MacluTabe MUnnapaos
KOPOTKUX CHYUTbIBAHWUIA, KOTOPbIE MOXHO Pa3BEpPHYTb As
CO3[aHNsA KOMMO3MLUMOHHBIX U yHKUMOHabHBIX Mpodunei
COTEH U TbICSHY BMOOB MUKPODOOB, CyLLECTBYHOLLMX B AAHHOM
MUKpobuome [3].

Vicnonb3oBaHne 60MbLUMX OaHHbIX U GNOKYeliHOB
B (hapmMakonormm no3BONSEeT 3HAYMTENIbHO pacLUMpUTb
4YACNO  UCCnefoBaTeNbCKUX  LEHTPOB U COKpaTUTb
NPOAOIIKNTENBHOCTb KIIMHNYECKNX nccnenoBaHumn
NeKapCTBeHHbIX CcpeacTB. Vcnonb3oBaHne Big Data B
CUCTEMHOWM 6ronorm n MeguumHe MO3BONSET BbISBAATH
MapKepbl NporHo3a pasnuyHbix 3aboneBaHunii. [Ons novcka
O1OMapKepPOB  MPUMEHSIIOTCA  MOZENN  MHOXECTBEHHOIO
BO3AENCTBUSA A5 BbISBIEHVS X B3AUMOCBSA3M C UIMMYHOMOM,
SMUFEHETUKOM — MULLIEHAMI AN METUAMPOBaHMA MUKPOPHK
v OHK v gnuHon Tenomep. [NpoBoanTCcst oueHKa BANAHMS
OKpY>KatoLLle cpefpl Ha opraHM3M B 3aBUCKMMOCTU OT
reHeTuyeckoro crtatyca [4]. C nomoulbo 60MbLUNX AaHHbIX
1 UCKYCCTBEHHOIO WHTENNEKTa PacLUMPSAOTCH BO3MOXXHOCTM
MPOrHO3MPOBaHKSA KaTacTPO(UHECKMX CODbITUIA, B TOM YACHe
anuaemni [5].

Bonblune paHHble aHanM3MpPYTCA U MCMOMb3YTCS
BO Bcex cdepax »xu3Hu. OxumpaeTtcs, 4To B OyayLlem
ofHa TPeTb WMHMOPMAaLMOHHBIX AaHHbIX BO BCEM MUpe
npuaeTcs Ha 3gpaBooxpaHeHne. Kpome OMK B kavecTse
bonbwnx 6a3 WCNoNb3yT MeAULNHCKUE PEerncTpbl
pasnuyHbix 3abonesaHnin (BY-nHbekums, Tybepkynes,
OHKONIOrMyeckme 1 ap.), 6asbl KOFOPTHbIX U KIMHUHYECKIX
ncenenoBaHui, 6uobaHkn U MaHOMUKY. Ye celyac
cyllecTBytollme 6a3sbl faHHbIX BKAKYaOT OT ThicAY [0
MUNNMOHOB YenoBek. Hanpumep, datckas koropta DOC * X
COLEPXUT CoLManbHO-9KOHOMUYECKWE faHHbIE 1 CBEOAEHNS
O COCTOSIHUWN 340POBbst 6onee 6 MUNIMOHOB B3POCHbIX U
1,2 MUnIMoHa f[eTen, reHoMHble AaHHble BputaHckoro
brobaHka COCTaBNAT OKOMO MONYMUNINOHA BPUTAHCKIMX
rpaxpgaH, 6asza paHHbix «MHOronapameTpu4ecKunii
WNHTENNEKTYaNbHbIN MOHUTOPWHI B MHTEHCUBHOW Tepanun |1»
(MIMIC-II) BkntodaeT okono 30000 naumeHToB oTaeneHns
VNHTEHCUBHOW Tepanuu.



OPUTMHAJIbHOE UCCJIEQJOBAHNE

STVHECKIME MPOBJIEMbI MCIMONb30OBAHINA BOJIBLLVIX
BA3 OAHHbLIX

B w™MeguumHckne Big Data Bxogat gemorpaduyeckiue
[aHHble, pesynbraTbl 1abopaToOPHbIX U MHCTPYMEHTasbHBIX
1nccnefoBaHui, MHopMaumss O NPOBEOEHHOM  NeYeHUU.
Vicnonb3oBaHve WHMopMaum O naumeHTax CTaBUT Mnepeq
1ccnepgoBatensMn 3TUYecKne BOMpockl. BromeauumHckmne
[aHHble NMPeacTaBnsAloT coboV CBeAeHWs, COCTaBstoLLMe
Bpa4vebHyio TalHy, KoTopas 3allyileHa 3aKOHOAATENbCTBOM.
MpaBo Ha KOHMUAEHLMAIBHOCTb NOAPAa3yMEBAET, YTO IMYHas
MHOopMauus, NpefocTaBfeHHas nauveHTamu, He OyaeT
packpbiTa nodxe 6e3 ero paspelleHnsi, 3a VCKIIKoHYEHEM
Cfly4aeB, YCTaHOBMEHHbIX 3TUYECKM U OPUONYHECKM.
VIHcbopmaumoHHble TexHoNorMM B cdhepe 3apaBoOXpaHeHNs
BKJIIOHAIOT  3aLUMTY LENOCTHOCTU N KOHMUAEHLMAIBbHOCTY
OanHbIx. CornacHo pernamMeHTVPYoLLIMM OOKYMEHTaM OfHWM
13 OCHOBHbIX TpeboBaHuin EMIC3 aBnsetcsa obeannynBaHie
naHHbIX [B6]. OTo B 3HaA4MTENbHOW Mepe orpaHuyMBaeT
BO3MOXHOCTW WHTEpNpeTaumMu MOoJSyYeHHbIX pe3y/sTaTos,
BKJIOYas OLIEHKY PO OKPY>KaroLLen cpeapl, MMrMeHNHecKmxX
XapakTepPUCTUK  YCNOBUIA  XKW3HW, MPOU3BOACTBEHHbIX
hakTOpOB prcka, OCOBEHHOCTU CUCTEMBI 30PaBOOXPaAHEHNS
B PErvioHe NpoXunBaHvs. B HacTosilee BpeMs Ans nsyyeHns
BMUSHNS pa3nnyHbiX (DakTOPOB Ha M3MeEHeHVe B1oMapKepoB
MNCMNOMb3YIOT  SNUAEMUONONMYECKMe,  3KOSOMMYECKME,
reorpaduyeckme, KnmMmatTnyieckue, AeMorpaduHeckie JaHHbIe,
aHanM3 couuanbHbIX CeTel, CTaTUCTUYecKMe CBedeHVs
NeHEOHbIX YHPEXOEHN, SKOHOMUYECKINE 1 COLMONOrMHecKmne
nokasatenu. Ha aTM cBedeHWss He pacnpoCTpaHAeTCs
3aKoH O BpadvebHor TarHe. OgHako aHann3 GonbLunx 6a3
[aHHbIX MO3BONSET MO KOCBEHHbIM MapameTpaM onpefeniTb
VNHOVIBUOYYMOB C OCOBEHHBIMI XapakTepucTkamMmn. Hanpumep,
no obBecrnevYeHnto NIeKapCTBEHHbIMI npenapataMmyi MOXHO
onpenennTb NaumeHToB ¢ BY-uHdekumen, Ty6epkyneaom,
ophaHHbIMK 3a60neBaHVISIMA 11 AP. [TpUMEHEHE TEXHONOM I MO
N3y4eHNO LMPOBbIX CNeaoB HapyLLaeT TaHy JIMHHON XKUSHU.
AHanM3 3anpoCcoB B COLMANBHBIX CETSIX MOXET MPOrHO3MpoBaTb
pUCK cynumpa ¥ npaBonpaBHbIX AeNCTBUA. PerncTpsl
NauyeHToB C MHBa/IMOHOCTBIO, MEHETUYECKMMI HapYLLEHNSIMU,
NMCUXNHECKMI 3a00NEBaHNAMM, aNKOroM3MOM, HapKoMaHel
B C/ly4ae packpbITUs MPUBATHOCTU AaHHBbIX MOMYT MPUBECTU
K OVCKPpUMUHaAUMK NMpu nprveMe Ha paboTy, CTpaxoBaHuio,
KpPeauToBaHWIO 1 OPYrMM  HeratuBHbIM  CoumanbHbIM
nocnefncTsuaM. badbl faHHbIX MPeAcTaBAAOT MHTEPEC Kak
KOMMEPHECKIX CTRYKTYP, Tak W'y rOCYAapCTBEHHbIX OpraHoB.

AHanM3 3TnHeCKKX NPo6IEM MpY NCNOAB30BaHNM BOMBLLINX
6as, npoBeaeHHbI lenca M, et al., nokazan, 4To AOMUHMPYHOLLIEN
Npo6IeEMON ABNSIETCS HEMPUKOCHOBEHHOCTL YaCTHOW »KN3HU 1
KOHUaeHUmManbHOCTb (N = 146), Ha BTOPOM MECTE HaxOAATCs

Puck guckpumuHaummn

ABTOHOMUSA

PaclunpeHne npas 1 BO3MOXHOCTEl NauneHToB
BesonacHocTb. OTcyTCTBME NOGOUHBIX 3DPEKTOB
[NpospavyHocTb

MpaBo cobcTBEHHOCTU

Losepune

YecTHOCTb 1 crpaBefMBOCTb

Mpo6nema nHpopMNPOBaHHOIO cornacus

HenprkoCHOBEHHOCTb YaCTHOW »KN3HW/KOHMUAEHLMANbHOCTb

npobGnemsl NHPOPMUPOBaAHHOIO cornacus (N = 49), YeCTHOCTb
1 CNpaBeqBOCTL (N = 34) — Ha TPeTbeM MeCTe, AoBepue (N =
23) — Ha 4-M, nanee — npaBo cOBCTBEHHOCTU U Ap. (puc.) [7].

licnonb3oBaHve 60MbLIMX 6a3 AaHHbIX BbISBIO P HOBbIX
3Th4eckux npobnem. AHanM3 B3aMMOCBS3M MapameTpoB
fonblUnx 6a3 [aHHbIX C STHUYECKUMU OCODEHHOCTSMMU,
reorpadn4ecKM  MECTOMOJSIOKEHNEM,  3arpsA3HEHVEM
OKpY>XatoLLiel cpefibl CO3Aat0T NpeueaeHTbl HEOBXOAUMMOCTHN
3alnTbl MO «MPYNNOBON  WNAEHTUYHOCTU». WHdopmauns
O NpefpacnonoXXeHHOCTX  BonblIo  rpynnbl  ntogen,
06bEeAVHEHHbIX MO ONPeaeneHHOMY NPU3HaKY, K MCUXNHECKIM,
reHeT4eckum 3aboneBaHNsIM, CEeKCyaNlbHOW OpueHTaLmn,
HapKOMaHWK, MPECTYMHOCTN Cpeay HEeCOBEPLUEHHOMNETHMX,
MOXKET MOTEHLIMaNbHO NPUBECTU K NMpobiemMam MHAMBUAYYMOB
B pas3nnyHbix cdepax xusHn. CoBeT EBponbl Npepioxmnn
npusHaTb NpaBo «He MoaBeprartbCs NpouIMpoBaHWio» B
Ka4eCTBe HOBOIO Npaea A4J19 NpeaoTBPAaLLEHNS ANCKPYMUHAL
OTAENbHbIX NULL AKX rpynn atogen [8].

Vicnonb3oBaHne 60MbLUNX AaHHbIX MO3BOMSET BbISBUTH
3aKOHOMEPHOCTN  MeXZy YCNOBUSMU  OKpy>KatoLewn
cpefpl, 06pa3omM 13HWU 1 3ab0neBaeMoCTbiO. BogHukatoT
3STUYECKMNE PUCKM MCMOMb30BaHWS AaHHOW MHopMaumn He
TOMBbKO AN pas3paboTky pekoMeHOauun, a MpuHYyXOeHWs
K M3MEeHeHNI0 obpasa >XM3HW Ha roCyAapCTBEHHOM YPOBHE,
YTO MPVBOAUT K OrpaHn4eHnto UHAMBUIOyanbHOro npasa Ha
HEMPUKOCHOBEHHOCTb YaCTHOM »KN3HM.

Ewe opgHo aTudeckon npobnemon  saBNsSieTcs
VHTEpnpeTauus noflydeHHbIX JaHHbIX B pe3ysbrate aHanmsa
bonblmx 6a3. 3a cHeT BKJIKOYEHMSA BOSbLLIOrO KonmyecTsa
naumMeHToB 1CCNeaoBaHns Ha OCHOBE GOMbLUMX 6a3 AaHHbIX
obnafatoT BbICOKMM YPOBHEM AokasaTenibHocTu. OpHako
pesynbTaThl MOMyT 3aBUCETb OT OrMbiTa U JOOPOCOBECTHOCTM
YUPEeXOEHNA 1 NUL,  OCYLLEeCTBASIOLMX aHanus 6a3
OaHHbIX U1 WHTepnpeTaumio. Peaynstatbl, MosyyYeHHble
npw aHanuse 6onblunx 6a3, He obnagatoT 6e3yCnoBHOMN
[0Ka3aTenbHOCTbIO U HYXKAAKTCSA B AOMOSMHUTENBHOWN
NPOBEPKE, a Takke HeobXxOoOVMOCTU OOMOMHEHNUST AaHHbIMU
apyrx ncenegosanun [9).

MNMPABOBOE PEMNYIIMPOBAHVE MCIO/Ib3OBAHA
BOJIbLLVIX BA3 OAHHbBIX

Bonpocbl 6roMeguLMHCKOM 3TUMKM MPW  UCMOAb30BaHWN
bonblunx 6a3 [aHHbIX paccMaTpuBaloTCA B [OOKyMeHTax
pasHbIX CTpaH.
— bBonbluve pgaHHble: MCMONB30BaHVE BO3MOXHOCTEN,
CoxpaHeHue LeHHocTen (AgMUHUCTpaumvs [NpesnaeHTta
CLLA, 2014) [10].
— Cbop, cBgA3bIBaHME W UCMOMNb30BaHWE [HdaHHbIX B
OUOMEONLIMHCKIX NCCNEA0BaHWSX U 3APaBOOXPaHEHNN:

0 20 40 60 80 100 120 140 160

Puc. YHacToTta aTudeckumx npobnem, CBsi3aHHbIX C MccnefoBaHnsMy 60bLINMX daHHbIX B MeanumHe (lenca M, et al. 2018)
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aTndeckme npobnembl, Hadbdunockuin CoseT no
oroatuke (Benmkobputanus, 2015) [11].

— bBonbluve naHHble 1 CyBEPEHUTET MEOVILMHCKIMX AaHHbBIX
Kak (opMMpoBaHne WHMOopPMaLMOHHOM cBOBOAb!
(Hemeukwnin coBeT no atuke, 2017) [12].

- OmHeckuii kopekce IMIA anist crieLpyanicToB rno MeAMLIMIHCKOM
VHopmaTtke ©n  Kogekc npoeccmoHansHoOro 1
3TmnHeckoro noseaeHna AMIA [13, 14].

STV4eckmne BOMPOCHI MCMONb30BaHNS MepCOHabHbIX
MEAULIMHCKUX OaHHBIX HaLLM OTPaXKEHNE B MEXAyHapOOHbIX
[oKyMeHTax. BcemmpHas MeamumHekasa accoupauma B 2016 1.
onybnvkoBana aeknapauuio 06 STUHECKMX COOBPaXKeHNsIX B
OTHOLLIEHW 6a3 AaHHbIX 3apaBooXpaHeHus 1 6robaHkos [15].
B 2016 r. B EBpone 6bin npuHsaT PernameHT (EC) 2016/679
EBponelickoro napnameHta 1 CoBeTa 0 3almte hUsNHecKmx
1L, B OTHOLEHUN 06pabOoTKM MepCOHaIbHbIX AaHHbIX U O
cBOOOOHOM NepemeLleHn Takix AaHHbiX [16]. B 2017 .
Ob11 NpUHAT OTYeT MexxayHapoaHOro KoMuteTa no 61oaThke
KOHECKO o0 6onbluvx aaHHbIX 1 3aopoBbe (2017) [8].

BAPNAHTbBI PELLIEHVIA STUHECKIX MPOBJTEM
NCMOJIb30BAHVIA BOJBLUNX BA3 JAHHbBIX

PelweHne  aTudecknx  npobnem, CBSAA3aHHbIX  C
KOHUAEHLNANBHOCTBIO, npepnaraet HEeCKOJIbKO
anropuTMoB 6e30MacHOCTU MEAVUMHCKUX AaHHbIX, LeNbio
KOTOPbIX  SABMSETCS  CNOCOOHOCTb  MH(OPMALMOHHOM
cucTembl 6e30MacHOro XpPaHeHWsi, Co3aaHne Nporpamm,
VCKIIoYaloWmX  BbiiBNeHWe  NoOON  CBA3N  Mexay
peanbHbIMU 1 NCEBAONAEHTUDMKALMOHHBIMI AaHHbIMKX. [Ons
noBbILLEeHKS1 6e30MacHOCTV NpeanofaraeTcsi UCNob30BaHVe
WndpoBaHna  (KNtod, anroputM) nHopmMaumm, kKotopast
Morna Obl MaeHTUULMPOBaTL MauveHTa, a Takke KOf
[ocTyna B Buae naponsi. BapnaHtom mepbl 6e30macHoCTU
paccMaTprBaeTCs BOSMOXHOCTb MCMOMb30BaHUSA  «MyCTbIX
ncesBOonaeHTU(MKaLMIA», KOTOPblEe MOBbILLAOT 6e30MacHOCTb
3a CYeT YMEHbLUEHNS BO3MOXHOCTW COMOCTaBeHUs
VH(OPMAaLMOHHBIX AaHHbIX C peanibHOM ANYHOCTBLIO [17].

Ons  3awuTbl  gaHHbIX  Npegnaraetcs  MeTon,
NCeBAOHMU3aLN, MPY KOTOPOM UAEHTU(UKALIMOHHbIE AaHHbIE
npeobpasytoTcs, a 3aTemM 3aMeHsTCA crneumduKkaTopoM,
KOTOPbIN HEe MOXET ObITb CBSA3aH C WOEHTU(UKALMOHHBIMI
[aHHbIMK  6e3  3HaHusA onpegeneHHoro napons. Ans
KOH(OUAEHUMANBHOCT  PEKOMEHAYETCS  UCKIIIOYeHue
XPaHeHNs1 NNYHOM MHMOPMaLIM C NCEBOOHUMN3VPOBAHHBIMI
[aHHbIMW, 4YTO MPUBOAUT K HEOBXOOMMOCTU CO3[aHvs
nByx 6a3s: ogHa — C NN4YHOM MHdopMaLMelt, a BTopasi — C
NCeBOOHVMU3NPOBaHHBIMY AaHHBIMU.

Bonee wmpokas Modenb OCHOBaHa Ha 3alluTe AocTyna
K 6ase JaHHbIX NyTeM LUMMPOBaHNS CaMOro XpaHunuLia ¢
KnoYamy gocTyna ans obcnyxmsatoLlero nepcoHana. OgHako
[aXe Takne MOOeNM «yrnpa.fieHVsi JOCTYNoM» MOryT ObiTb
oboifeHbl ¢ MOMOLLBIO MHPOPMALIMOHHBIX TEXHOMOMMIA U
noapMK, padoTatoLLyMm BHYTPK cucTembl [18].

B kaxgon cTpaHe eCTb HaA30pHbIM opraH, KOTOPbIN
cneguT 3a COBMoAEHNEM MHTEPECOB NMaLMEHTOB 1 perynmpyeT
PbIHOK MeanUVHCKKX yenyr. B Poccun ato PocaapaBHaasop,
B CLLUA — VYnpaBneHme no KOHTPOMO 3a Ka4eCcTBOM
NALLEBLIX MPOOYKTOB, MEOMKAMEHTOB U KOCMETUYECKMX
cpeacts (Food and Drug Administration). B Poccum 3awmta
KOH(MUOEHUMANBbHOCTU  CYLEeCTBEHHO  OrpaHu4vBaeT
[OCTYyNn K MEeOVUMHCKUM CBefeHusiM. Bnapgensliem cBomx
OVMOMELVUMHCKMX [aHHbIX sABAseTca nauneHT.  [Joctyn
K unHdopmaumm n ee obpaboTka BO3MOXHbI TOMBKO C
paspeLUeHnst YenoBeka, MOAnMcaBLIero NHMOPMMPOBaHHOE
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cornacve Ha atn gencteus. B MHMOpMMPOBaHHOM cornacum
yKa3blBaeTCA OpraHv3aLs, KOTOPOW [aeTcst paspeLleHre, 1
Lenn cobopa 1 06paboTkM AaHHbIX.

B HacTosillee Bpemsi UCrnonb3oBaHve Oonblumx 6as3s
[aHHbIX COMPSHKEHO C OMNEMMOM, OBYCNOBMNEHHOW, C OAHOW
CTOPOHbI, 3aKOHOAATENbHOW 3alMTOM MpaB MauWeHToB, a
C [OpYrod — CHWKEHNEM aHaNIUMTUHECKMX BO3MOXKHOCTEN
1cnonb3oBaHna  MHgopmaumn  [19]. Pewenvem  pgaHHOR
OnnemMMbl Morv Bbl CTaTb AenepCOHNMULIMPOBAHHOCTb AaHHbBIX
1 BOSMOXHOCTb MX MCMOMb30BaHMA 6e3 cormacust nauveHTa.
3akoHopaTensHast 6asa Poccun B HACTosILLee BpemMst 10MNyCKaeT
1CMOMb30BaHe [Oaxe [AenepCOHUMUUMPOBAHHBIX  OaHHbIX
TONMBKO BHYTPU N1EHEOHOrO YHPEXXOEHVsi, KOTOPOMY MaLeHT
[enernpoBasn pagpeLleHrie, B COOTBETCTBUM C yKa3aHHbIMU
LenaMmn B MHAOpMMPOBaHHOM cornacun. B nepcrnextse aT1o
TpebyeT WM3MEeHeHVs 3aKkoHoAaTenbCTBa A1 BO3SMOXKHOCTYU
CMOSb30BaHNSA AENePCOHNMULIMPOBAHHBIX AaHHbIX 6e3 cornacus
nauvieHTa, 4TO MpednonaraeT Nepexof Ha npasBoobnanaHne
[EenepCOHNMULINPOBaHHBIMM AaHHBIMM FoCcyaapcTBy. Heobxoaumo
CO3[aHvie rocyJapCTBEHHOW CTPYKTypbl, OTBETCTBEHHOW 3a
XpaHeHve AaHHbIX, 1 PeryniMpytoLLEN ee UCToNb30BaHIe.

ViccnepoBaHvie BTOPUYHBIX MEOVLMHCKMX AaHHbIX OObIMHO
NPOBOOUTCA TONBKO B TOM Clly4dae, €Cv MoSly4eHo corflacue
nauvieHTa 1M JaHHble MOMHOCTHIO aHOHUMHBIL B HacTosiLLee Bpemst
MHPOPMIMPOBAHHOE COracKe, Kak NMpaBuio, JAeTCs €ANHOX DI,
NPV FOCANTaIN3aLMN, BKIFOYEHM B KITMHYECKOE UCCIEA0BaHVE
1N Op. 9TO OrpaHv4MBaeT MCMob30BaHe 6a3 daHHbIX 415
PETPOCMEKTUBHOM OLEHKN WM B APYrUX UCCNeaoBaTebCKX
uensix. CyLLecTBytOLLas B psfe CTPaH MpakTyka «JuHamM14eckoro
cornacusi» nogpasymMeBaeT BpeMeHHoe ODHOBMEHME Corflacust
Ha MCNONb30BaHVEe [aHHbIX, KOorga nauWeHTbl MOryT [aTb
MOBTOPHOE COMacue Ha 1UCMOMb30BaHNe AaHHbIX, B TOM Y1Cne
OTIMYHOE OT MepPBOHaYasbHOr0. ITO MO0 Bbl COAENCTBOBATL
COTPYOHWYECTBY C MauyeHTOM, a Takxe paclumpuio Obl
BO3MOXHOCTb MaLMEHTOB KOHTPOMMPOBaTL UCMONb30BaHWe
cBoWX AaHHbIX. [MNpaktuka «LLnpokoro cornacus» nogpasymesaeT
1ICNOMb30BaHMe [AaHHbIX 601ee Y4eM B OAHOM KIMHMYECKOM
1ICCneaoBaHvn, MpW YCNOBUW, YTO TMPOEKTbl CBA3aHbl C
onpeneneHHon 0bacTbio UK HarnpaeneHem UccnenoBaHui [8].

SAKITKOHEHNE

AHanm3 60mbLLMX AaHHbIX MO3BONSET BbISBNATH 3aKOHOMEPHOCTA
BMUSHNST PasYHbIX (hakTOPOB Ha BMOCUCTEMBI, PaCLUMPSAET
BO3MOXXHOCTU KIMHUYECKMX WUCCNeaoBaHWiA, MEANULIMHCKOro
obpazoBaHns,  KIMHUYECKOW  MpakTUKK,  yaydwaeT
noeHTMrKaumio 1 NponnakTuky 3aboneBaHnii, OLEHKY
3 EKTUBHOCTY NEHEHVISt, MPOrHO3MPOBaHWS. AHaNM3 6ONBLLIMX
[aHHbIX B 06nacT 34paBOOXpPaHeHNsi, ¢ OOHOW CTOPOHbI,
OTKPbIBAET OrPOMHbIV MOTEHLMAN ANst HAY4YHbIX UCCNEe0BaHUIMA,
a C Apyrovi — MoBbILLAET PUCKN AOCTYMHOCTU INHHbIX AaHHbIX
naupeHTos [20].

OTuKa M1Cnofb3oBaHUsA  OonbliMx  6as  JoskHa
OCHOBbIBATLCS HA PELLEHUM CRedytoLLmnX 3aaaq:
— yCUNEHWe Mep KOHTPOMA 3a XpaHeHnem u

1CMOMb30BaHMeM nHopMaumy;

— yBaXKeHWe YacCTHOW >XWU3HW OTAENbHBbIX 1L, 1 rpynn
TFOAEN CO CXOXUMU NPODUNAMY;

—  MHPOPMMPOBaHHOE corflacle nuL, Ha nepepady
[aHHbIX, @ TakKe Haanexxallas npakTka B OTHOLLEHMN
CnocoboB VX NoydeHNs;

— OTBETCTBEHHOCTb MeONUMHCKNX pa6OTHI/IKOB,
vcecnegoBaTenen, MeHeoKepoB U KOMMbIOTEPHbIX
creunanncToB 3a nx npodeccnoHanbHyto

NesaTenbHOCTb Mpu paboTe ¢ BoNbLIMMN Hasamu.
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