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Llenb naHHoit paboTbl — oLeHKa 3QHEKTUBHOCTM CYLLECTBYHOLLMX MOAX0I0B K 06MEHY MH(BOpMa-
LIeil MeXy OCHOBHbIMM Y4aCTHUKAMK CUCTEMbI 3[DaBOOXPAHEHIA NP 0Ka3aHM MEONLIMHCKON
nomolu. [pou3BeeHo cpaBHeHNe UMEHLLMXCA METOANK coopa 60MbLIMX 06BEMOB MEANLIMHCKUX
[aHHbIX B TEPHUOIIONMN 1 PACCMOTPEHA BO3MOXHOCTb UX MCMONb30BAHUA B KOHLIENLIAM «0ByYa-
IOLMXCA CUCTEM 31paB00XpaHeHuA». CylIECTBYHOLIME B HACTOALLEE BPEMA HO30M0rUYECcKMe
PEerucTpbl He CnocobHbl YOBNETBOPUTL NOTPEBHOCTM 00YYaOLIMXCA CUCTEM 3[PaBOOXPAHEHUA.
0nHum w3 cnoco6oB hopMMpoBaHIA HO3010rMYECKMX PErMCTPOB HOBOMO TUNa ABNABTCA MOAN(Y-
Kauua MeaULIMHCKUX MHGDOPMALIMOHHBIX CUCTEM, NO3BONALLAA 3TUM CUCTEMAM CYMUTb UCTOY-
HUKOM MEMLIMHCKIX [IaHHbIX HafLNeXaLUEero KauecTBa, KOTOPbIE B anbHELIeM ByayT NonoHATL
03epa MeJIMLIMHCKMX faHHbIX. Takue npeobpa3oBaHna TPEOYHT HanpaBNEHHOro B3aMMoeAcTBIA
Bpayei-KNMHULMCTOB, Bpayeil-uccnenoBaTenen, MHKeHepoB-pa3paboTunkoB MEOULMHCKIX WH-
dopmaumonHbIx cuctem [MIUC), a Takxe cneumanucToB no pa6oTe ¢ AaHHbIMK. [lnA peanusauum
noao6HOro TUNA PerucTpoB W UCMOb30BaHMA MX NOTEHLUMANA ANA PA3BUTUA HAYKN U MeULMHbI
Heo6xoMMOo NPABOBOE PErynupoBaHMe NPOLLECCOB Nepefayy MeONULMHCKNX JaHHbIX HayuHOo-06pa-
30BaTeSbHbIM OPraHu3aLnaAMm.
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Bsepenune

[loTpebHOCT 31paBOOXPaHEHNA Kak CNOMHOA 06LLECTBEHHON (YHKLMOHANBHOA CUCTEMbI
CBA3aHb! C HENPEPbIBHbIM MOBbILIEHNEM MEeULMHCKON, COLMANBHON 1 3KOHOMUYECKON 3D HEKTHB-
HOCTM 11 6e30MaCHOCTM MEMNLIMHCKOW EATENbHOCTI, CTaHAAPTM3aLMel NpeaocTaBaAEMbIX YCAYT,
NpOLLECCOB M pe3ynbraToB oTpaciu B Lenom [1]. Mpo6nema ucnonb3oBaHna Gonblunx 06bEMOB
MEONLMHCKIX IaHHbIX B Pa3BUTUN CUCTEMbI 3[APABOOXPAHEHUA BOCXOAUT K NEPBOMY YNOMUHAHMIO
MPUHLLANOB [0Ka3aTeNbHON MedNLMHBI, npeanoxenHbix ewe B 1992 r. [2]. CornacHo 3aABneHmio
aBTOPOB [1AHHOr0 TEPMIHA, BBEEHWE KOTOPOr0 OHW pacCMaTpUBANy KaK CABMT NapaaurMbl Tpaau-
LIMOHHOI MEIMLIMHCKON HayKM, BCE PELLIEHMA BPaya 0 NPUMEHEHUN NH6BbIX IeYebHbIX 1 AMarHocTy-
YECKMX BMELLATEeNbCTB I0HKHbI MPUHAMATbCA TONbKO HA OCHOBAHUM UMEHOLLMXCA [10KA3aTeNbCTB
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ux 3hheKTUBHOCTI U BE30MACHOCTY, @ TaKue 0KA3aTeNbCTBA [0/KHbI NOABEPraThCA OLEHKE,
CPaBHEHWI, 0006LLIEHIHO 1 LUIMPOKOMY PacnpOCTPaHEHNID ANA UCMONb30BAHUA B MHTEPECaX NaLy-
eHToB [2; 3].

KntoueBbIM 1 Hanbonee LIEHHbIM UCTOYHUKOM aHHbIX, CRYXaLWMX 0CHOBOM ONA paspaboTku
HalLMOHANbHbIX KNUHUYECKUX PEKOMEHOAUMIA B [0KA3aTENbHOA MEMMLMHE, ANUTENbHOE BPEMA
ABMAKTCA KPYMHbIE PaHOOMU3NPOBaHHbIE KnnHnyeckmne uccnenosaqna (PKN). Pesynbrathl Takmx
uccneao0BaHuMi 06bIYHO NOBEPratoTCA CUCTEMATUYECKIM 0030paM C NOCNeayHLMMIN MeTaaHanu-
3aMU, 1 TONIbKO NOCNE 3TOF0 TE UAW MHbIE METONKM MOTYT ObITb BHEAPEHbI B KNUHUYECKME PEKO-
MEH ALK cUcTeM 3apaBooxpaHennd [4; 5).

OnucaHHbIi NOAX0[ UMEET NPOYHBIE HAYUHbIE OCHOBAHMA, 0IHAKO HE ABNAETCA COBEPLUEHHbIM
11 He B NOMHOI Mepe COOTBETCTBYET NOTPEOHOCTAM AMHAMUYHO Pa3BUBAOLLAXCA CUCTEM 31paBo-
oxpaHeHua. Tak, HanpaBneHwe, au3aiH, 06bem Bbibopki PKI npencTaBnAwT co6oil XecTKie Xa-
PaKTEPUCTMKM, KOTOPbIE 3aKNaMbIBAOTCA HayYHbIMM PYNNaMK, MHULMUPYHOLAMIA JaHHbIE UCCTe-
[I0BaHWA, a NOTOMY Pe3yNbTaTbl NOCNEAHNUX HE NO3BONAKT OLEHUTb 3DGEKTUBHOCTb TOA MW UHOI
METOIUKN NPU BHEPEHUN €6 B KNMHUYECKYHD NPaKTUKY NOCNE 3aBEPLUEHUA 3TUX UCCNEN0BaHUI
[5]. [lpyras npo6nema Takoro Noaxoaa K noayYeHnto AaHHbIX B [0KA3aTENbHOM MeauLMHe — Ha-
NNYME 3HAYUTENBHOTO BPEMEHHOTO Pa3pbiBa MeX My pa3paboTKoi MEAMLIMHCKORA TEXHONOMK, ee
anpobamei 1 fanbHeAWuM BHEAPEHUEM B KNIMHUYECKYHD NPaKTUKY. 3TOT pa3pbiB 06yCNoBMEH He
TONbKO BPEMEHHbIMY 3aTpaTamu, HeobxoaumbIMu 1A ny6ankaLmm nonyveHHbIx peynsratos PKI
B BU[IE Hay4HbIX paboT, HO M HEOOX0AMUMOCTbH) 0XUAAHUA 0TBETA MUPOBOTO Hay4HOMO CO0GLLECTRA
Ha pe3ynbTaThl UCCNEN0BaHIUA. HaKoHELL, NpK MHTEPNpETaLMK Pe3yNbTaToB METaaHaNM30B BCErla
He06X0MMO yUUTbIBATb HANMYME PANA OrPAHUYEHNIA, KOTOPBIE BbICTYNAOT HEOTHEMIIEMON YaCThbio
3T0r0 MHCTPYMEHTA HayuHoi MeToaonorui [6; 7]. Bo-nepebix, npu NpoBeeHNM METaaHanM3a oLle-
HVBAETCA KOHEYHbIA 0606LLIEHHbIA Pe3yNbTaT NPUMEHEHUA TOIM UK MHOA METOMNKK, TO ECTb pe-
3ynbTaT MeTaaHanu3a He ABNAGTCA CyMMOIA pesynbTaToB Bcex Bowweawnx B Hero PKU [7]. Bo-gTo-
PbIX, METaaHanu3y NoJBEPrakTCA PasninyHbIe N0 AU3aitHy UCCNEN0BAHNEA, C Pa3NIMYHBIMM LENAMM,
NMPOMEMXYTOUHBIMU U KOHEYHBIMI TOUKAMK, a MOTOMY CYXJieHue 06 3hhEKTUBHOCTY METOANKM B
LIEIOM HE MOXET He noJBepraTbcA KpUTYecKoi oLeHke [7; 8]. HakoHew, KntoueBoit He0CTaToK,
KoTopbIM 06napatoT pesynbrathl PK n MeTaaHanu3os, — npenB3atocTb nybankaumii. [ly6nukaumn,
KaK NpaBuno, NoANeXaT pe3ynbraThl, KOTOPbIE NMG0 COOTBETCTBYHIT HYNEBOW rUNOTE3E, NPE/o-
KEHHOM MHULLMATOPaMK UCCNEN0BAHNA, NMBD NONHOCTBI ONPOBEPratoT ee. IPOMEeXYTOUHbIE pe-
3yNbTaTbl, KOTOPbIE HE NO3BONAT CAENATh KOHKPETHbIE BbIBObI, KaK NPaBUNO0 He Ny6nuUKyTCA,
a NMOTOMY 3HAYMTENbHbIA 06BEM KIMHUYECKKMX JaHHbIX, NonyyeHHbIX B xome PKH, He MoxeT BbiTh
MoABEPrHYT CTaTUCTUYECKOMY aHanu3y [9].

Nlna pewwenma ykasaHHbIx Bbile npodnem B 2006 r. B xone cobpanua pabouei rpynnbl MHCTH-
TyTa MeauumHbl CILA 6bina 03By4eHa HEOBX0AMMOCTb CO3MAaHUA 1 Pa3BUTUA KOHLIENLMK 00yya-
towteiica cuctembl 3apaBooxpaHenua (0C3) [10]. Onpenenexue noHATUA «0ByvatoLianca cucTema
31PaBOOXPAHEHMUA», @ TaKXKE OCHOBHbIE MONOXEHWA, XapPaKTEPU3YHLUIME NaHHBIA TUM CUCTEM,
6binm chopmynupoBanbl Tonbko K 2013 1. [11]. 0C3 — 370 cucTema, B KOTOPOW Hayka, uHdopma-
TU3aLMA, CUCTEMA NOOLLPEHUA HACENEHNA U KYNbTYpHAA cpefja AedCTBYHT COTNAacoBaHHO ANA
MOCTOAHHOMO COBEPLIEHCTBOBAHNA U MHHOBALWIA, NPU 3TOM MyYLLME NPAKTUKN OPraHUYHO BHE-
APATCA B NPOLIECC 0KA3aHNA MEANLMHCKOI NOMOLLM, NALMEHTbI U CEMbM ABNAKTCA aKTUBHBIMMN
YYaCTHUKAMU BCEX 3MEMEHTOB, a HOBbIE 3HAHWA YNAaBNMBAKITCA KAK HEOTbEMEMbIA NOGOYHbII
NMPOAYKT ONbITa 0Ka3aHUA MeauLUMHCKONA nomoluy [11]. B cOOTBETCTBMM C TaKMM ONMpeaeneHnem
anAa GopMuUpoBaHMA 06yuarLLEACA CUCTEMbI 3[paBOOXpaHeHUA TpebyeTcA 06ecneunTb Henpe-
PbIBHbIA NOTOK MEMULMHCKMX AaHHBIX, UX XpaHEHWE U 06paboTKy, UCNONb30BAHME B HAYUHbIX U
NpaKTUYECKMX Lienax. Takoi NoAXo/ NO3BOAUT OCYLIECTBAATL BbIBOP ONTUMANbHBIX TEXHONOM U
31paBOOXPAHEHNA B 3aBUCUMOCTIA OT PE3YNLTaTOB MOHUTOPUHIA UX 3QdEKTUBHOCTY 1 Be30nacHo-
CTU B peasibHoM BPEMEHY.
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MenuumMHcKue MHGOPMALMOHHBIE CHCTEMbI KaK MCTOYHUK AaHHbIX ana 0C3

CoBpemeHHble MeguLMHCK1e HpopMaLoHHble cucTembl (MIUC), undpoBas kapTa nawmeHTa,
a TaKXe LMGpoBbIe UCTOpUKA 6ONE3HN B TOM BUIE, B KAKOM OHM NPeCTaBeHbI HA PbIHKE Medu-
LIMHCKNX M3AENWIA, HE CNOCO6HbI B MOHOM Mepe 06ecneynBaTh NOTPEOHOCTM 06YUAHDLLNXCA CUCTEM
3npaBooxpaHenua [12; 13]. bonbiumHcTeo MIUC ucnonb3aytoTca B CUCTEMaX 31paBOOXPaHEHNA AnA
LIEHTPanuU30BaHHOr0 c60pa ¥ XpaHeHUA MeULIMHCKO NOKYMEHTALLMN, TO eCTb B KaYeCTBE «Ludpo-
BOr0 apxuBa» UCTOPKiA 60NE3HM M TabopaTopHbIX AaHHbIX, a TAKXE A71A 0TCNEXNUBAHUA NOTOKOB Na-
uvenToB [13; 14]. Cpeau npobnem coBpemeHHbix MIUC, BbIABNEHHDIX B X0A€ MeTaaHanun3a Tummers
¢ c0aBT. B 2019 1., 0TOEMbHO CTOUT BbI[AEAUTb HU3KOE KAUYECTBO BXOAHbIX AaHHbIX, HEOOHOPOAHOCTb
NaHHbIX BCNEACTBUE OTCYTCTBUA CTaHAAPTOB, HEBO3MOMHOCTb MHTErpaLum pa3nuyHbix MAC [14].
Yka3aHHble 0CO6EHHOCTY OrpaHNuMBAIOT BO3MOXHOCTY UCM0b30BaHNA MEANLIMHCKMX JaHHbIX ANA
Pa3BUTUA HALMOHAbHBIX CUCTEM 3[paBOOXPAHEHMA, TaK KaK NO3BOMAKT NPOBOANUTb X aHANMUTUKY
B Y3KOM [11ana3oHe: KaK NpaBuno, OH OrpaHUYeH YnCNOM 0BpalLeHIid, LTENBHOCTb0 rocnuTa-
N3aLmK, CTOMMOCTbH NeyveHuA. [lonyyaemble B TAKOM BUIE MACCHBbI AAHHbIX HE MOTYT BbITh HC-
N0Nb30BaHbI ANA GOPMUPOBAHNA 00YYaOLNXCA CUCTEM 3[PaBOOXPAHEHMA.

PerucTpbl NaUMeHTOB — KNHOYEBOI MCTOYHMK MEAULMHCKUX AaHHbIX Ana 0C3

B kauectBe anbTepHaTuBbl PKI v MUC nna nonyyeHnA LEHHbIX MEAMLIMHCKUX [aHHBIX ELiLe
B KOHLLE MPOLLUIOr0 BEKa PaccMaTpUBancA Takoi MHCTPYMEHT, Kak PErucTpbl NaLMEHTOB, CPean
KOTOPbIX MOXHO BbIAENNTb CAEAYHOLLAE TUNbI; PETUCTPbI NNEKAPCTBEHHbIX CPEACTB Y MeaNLNH-
CKOIA TEXHUKM; perucTpbl 3abonesauii (MoHo- u nonuHo3onornyeckue pernctpbl) [15]. CornacHo
Hanbonee pacnpocTpaHeHHOMY ONpefeneHni0 MeULUHCKUE PETUCTPbI NPEACTaBNAT coboi
OpraHM30BaHHYH CMCTEMY CHOPa, XpaHEHWUA, MOMCKA, aHanu3a W pacnpocTPaHeHuA nHopma-
im0 GU3NYECKUX NNLLAX, UMEHOLLMX ONpeaeneHHoe 3aboneBaHune nnbo cocToAHue (Hanpumep,
(GaKTop puUCKa), KOTOPOe ABNAETCA MPUYNHON 06pALLEHNA 33 MEAULIMHCKOW MOMOLLbI, 1160
MoABepraBLUMXCA BO3MENCTBUK BELLECTB (MM 06CTOATENbCTB), KOTOpPbIe 06namaoT U3BECT-
HbIM WUNK NPEAN0NaraemMbiM 0TPULLATENbHBIM BNMAHMEM Ha 3a0poBbe [16]. laHHoe onpenene-
HWe NpeACcTaBAAETCA BCEOOLEMHOLLMM, 0[HAKO HE 0TPAXKAeT BOSMOMXHOCTY UCMONb30BaHMA
NnoNy4eHHbIX faHHbIX B pamkax 0C3. [Ipyrum onpeaenexuem peructpa, 6onee npubauMeHHbIM
K noTpe6HOCTAM 06y4arLLMXCA CUCTEM, BbICTYNAET «CUCTEMATUUYECKMIA cOOp CTPOro onpene-
NEeHHOro Habopa MeNLIMHCKMX W 1eMOrpaduyeckux AaHHbIX 0 NalUEHTaX C ONPeaeNeHHbIMN
XapaKTepucTMKaMM 3[10p0BbA, XPaHALLNXCA B LIEHTPaNbHOM 6a3e AaHHbIX ANA 3apaHee 0603Ha-
YEHHbIX Lienei»,

B KoHuenuuu obyyarowmxca cUCTEM 3[PABOOXPAHEHUA PErUCTPbI MALMEHTOB OMKHbBI Bbl-
MONHATL HECKONbKO DYHKLMIA. Bo-nepBbIX, OHW NPeACTaBNAT COOOM MHCTPYMEHT MOHUTOPUHTA W
YNYYLLIEHNA KaYeCTBA MEANULIMHCKOI NoMoLLy. Bo-BTOPbIX, PEMUCTPbI MOTYT CAYXMTb PECYPCOM ANA
NpoBeaeHnA KNuHnyeckix nccnenosatuii (PKI n obcepaLiMoHHbIe MCCeA0BaHNA, 0CHOBAHHbIE Ha
perucTpax, 06ecneunn 3BOMOLNI MEULMHCKUX 0Ka3aTENbCTB B XUPYPrW rpbik). B-TpeTbuX,
PerucTpbl Cnoco6HbI CHU3NTb CTENEHb BNAHUA BHELLHEN, 3aHTEPECOBAHHOI CTOPOHbI Ha Pe3ynb-
TaTbl NOCTMAPKETUHIOBbIX UCCNEA0BAHINA.

B 2013 r. rpynnoii uccnenosateneil nof pykoBoacTBoM Hickey 6binm chopmynmpoBaHbl KNto-
YeBbIE 3a[1a4¥, KOTOPbIE TPEOYHT PELLIEHNA NPY CO3AAHUN KNUHUYECKUX PETUCTPOB, COOTBETCTBY-
towmx Tpe6oBaHuAM obyuarolmxca cuctem 3npasooxpaHenud [17]. Mlepean 3anava: paspaboTka
[aTa-CeToB, 0TBEYAHLLMX LIENeBOMY Ha3HaueHuto perucTpoB. C6op 6onbLLOro Yncna nokasarte-
neli CONPAXEH C BbICOKMMW UCKAaMI BbINafeHUA [aHHbIX, YBENMYEHNEM HArpy3Ku Ha cnewua-
NUCTOB 31paBO0XPAHEHNA, B TO BPEMA KaK UCMONb30BaHWE OrPaHUYEHHOT0 AMana3oHa aHHbIX
He 0TBEYaeT NoTpebHOCTAM AMHAMMYECKM pa3BuBatolLeiicA MeguumHbl [18]. Bropaa 3apava —
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opraHu3auua coopa maHHbIX. B HacToALLee BpemA Hanbonee pacnpocTpaHEeHHON NPAKTUKOIA AB-
NABTCA NPOEKTUPOBaHME 633 AaHHbIX, COOTBETCTBYHLLMX LIENAM ONpefeNeHHOro UcCNenoBaHuA,
HayyHOro NPoeKTa Uau npakTuyeckoit 3anayn [19; 20]. Kntouesoit HeaoCTATOK TaKoro Noaxoaa K
c6opy KNMHMYECKON MHGOpMALLMK — 3TO TPYNOEMKOCTb NpoLecca, HeobxoaumocTb paboThl o
CTOPOHHUM NPOrpaMMHbIM 0BECNEYEHNEM W IyBNMPOBaHNA pANA MEAULMHCKIX AAHHbIX, 3aBU-
CUMOCTb 06bEMA [AHHbIX 0T MOTMBALIMK PabOTHMKA 3[paBO0XPaHEHNA. ABTOMATN3MPOBAHHbIN
3axBaT UNDPOBbIX AaHHbIX 13 MUC B HacToALLEE BPEMA HEe NPeNCcTaBNAETCA BOSMOMHbBIM U3-
32 WX HU3KOr0 KaYecTBa U HEBO3MOMXHOCTH BbIENEHNA KNHYEBbIX, HEOOX0ANUMbIX AA aHANU3a
NaHHbIX U3 BCEr0 MaccuBa TEKCTOBOW MHDOpMaLMK. PAl aBTOPOB npeanaraeT B KaYecTBe WH-
CTPYMEHTOB, CNOCOOCTBYHLLMX COOPY KNMHUYECKMX AaHHbIX B CTaHapTU3NPOBaHHOM dopmarTe,
CMeLyUanu3npoBaHHble NPOrpaMMbl, NpeaHasHAYeHHbIE ANA NPUHATUA KNUHUYECKUX PELLeHUit
[20; 21]. laHHbI noaxof He cnocobeH petnTb npobnembl, 0603Ha4eHHbIE BblLle. Bo-nepBbix, uc-
NnoNb30BaHWE CMELMan3upOBaHHbIX NPOrPpaMm 1A NPUHATUA KNUHUYECKIX PELLEHMA TpebyeT
npumenenna nomumo MIC nononnutenbHoro 0, koTopoe COOTBETCTBYET KPUTEPUAM MENLIMH-
CKOro u3aenud, Tpebytoiero 06A3aTenbHoi rocyaapcTBEHHOR perucTpaumum [22; 23]. Bo-BTopbIX,
BHE/PEHIe N0J06HbIX NPOrpamMm Mano 0TANYAeTCA 0T PaCNPOCTPAHEHHO B HACTOALLMIA MOMEHT
NPaKTUKIA CO3[AHMA PErUCTPOB HAa OCHOBE BHELUHMX NNaThopM, HEOCTAaTKN KOTOPbIX Bbinu ne-
peuncieHbl Bbiwe [20; 21].

Hanbonee cnoxHoi anA peLienna 3aaaden npu GopmMupoBaHIv PErNCTPa ABNABTCA HpUanYe-
CKOE perynvpoBaHie npaBa cOGCTBEHHOCTY Ha MOJy4eHHbIe B Xoe c6opa v aHanu3a AaHHble [19].
PyCKI yTEUKM DAHHBIX UM X NEPefaun KOMMEPYECKUM OpraHu3aLmam TpebyHT XEecTKoro rocy-
NAPCTBEHHOT0 PEryNMPOBaHIA, 0IHAKO UCMOb30BaHNE NONYYEHHON MHAOPMALIMK UCKMHOUMTENbHO
B PaMKaX HaLLMOHANbHO CUCTEMbI 3[PAaBOOXPAHEHUA C LIENIb) MOHUTOPUHTA AGdEKTUBHOCTY 3TUX
[aHHbIX OrpaHNYMBAET BO3MOXHOCTYM NPUMEHEHWUA PErMCTPOB B HAYYHbIX LIENAX 06pa3oBaTeNbHbI-
MW 1 Hay4HbIMYM opraHu3aumamu. HecMoTpA Ha To 4To ¢ MoMeHTa ny6nukauun pabotbl Hickey ¢
C0aBT. npoLLno yxe 10 neT, Hu 0aHa U3 03BY4YEHHbIM UMM 334 B NOJIHOA Mepe He Obina peLleHa K
HacToAwemy MomeHTy [17].

[naBHbIMM NPENATCTBUAAMW HA MYyTW K (HOPMUPOBAHUKD EAMHOMO (YHKLIMOHANBHO-LIENEBOTO
PerucTpa unu cUcTeMbI NPOdUIbHBIX PErUCTPOB ABMAKITCA OTCYTCTBUE CTaHAAPTOB PErucTpaLmum
MEAMULIMHCKIX AaHHbIX, y0BNETBOPAOLLAX NOTPeBHOCTAM 06yyaOLLLEACA CUCTEMBI 3PaBO0XPaHe-
HMA, MHOr006pa3ue MeULMHCKMX MHAOPMALLMOHHO-aHAMMTUYECKIX CUCTEM, OTCYTCTBIUE EANHbIX
MH(OPMALIMOHHO-aHANIMTUYECKMX LIEHTPOB, 06N1aAAOLLNX A0CTATOYHBIMI NONHOMOYNAMMN ANA 0p-
raHu3aLm paboTbl No PEryn1MpoBaHmi0 NPOLIECCOB HAKOMMEHMA, Nepefaum i CTaTUCTUYECKOR 06pa-
BO0TKM MEANLMHCKIX JaHHBIX.

Llenb maHHoi paboTbl — OLEHKA AQEKTMBHOCTY CYLLIECTBYHOLLMX NOAX0A0B K 06MEHY MHGOp-
MaLeil MeX [y 0CHOBHbIMI y4aCTHUKAMK CUCTEMbI 3[PABO0XPAHEHNA NPY 0Ka3aHUN MEULIMHCKON
nomoLLy. bynet npou3BeneHo cpaBHeHUe IQPEKTUBHOCTI MMEIOLLIMXCA METOANK chopa BonbLunx
00bEMOB MEAULIMHCKMX JaHHbIX B TEPHUONOMM U BO3MOMHOCTb MX MCMONb30BAHMA B KOHLIENLLMM
«QByyaroLLLMXCA CUCTEM 3PABOOXPAHEHNAY,

CoBpemeHHbIe repHUON0rMYECKIE PErncTpbl: Npo6aembl U NYTH UX pelLeHuA

[InA OLEHKM CTENeHN COOTBETCTBUA CaMbIX U3BECTHbIX FEPHUONIONMYECKUX PErMCTPOB COBPE-
MEHHbIM TPEBOBAHUAMM U MPUHLIMMAM «0BYYaOLUMXCA CUCTEM 30PaBOOXPAHEHNA» HaMV BbInn U3Yy-
YeHbl JaHHbIE HanBoee NO3AHUX NYGMKALMIA U UHTEPHET-NNATHOPM, NOCBALLEHHbIX EBponelickomy
repHuonorieckomy peructpy [18; 24; 25], Ilisenckomy peructpy rpbix [18; 26; 27; 28], latckoii rep-
Huonoruyeckoi 6ase naHHbix [18; 29; 301, a Takxe PoccuiickoMy HaLLMOHANBHOMY TepHUONOrMYECKD-
my peectpy [31].
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WHnunauma pernctpos, puxaHcHpoOBaHHe
B rabnuuie 10xapakTepu30BaHbl YKasaHHbIe PETUCTPbI.

Tabnnua 1. 06wWwan xapakTepucTiKa repHNUoOrMYECKNX PEerncTpoB
Table 1. General characteristics of herniological registries

Havyano | 06a3aTenbHoCTb
HaumenoBatne | CtpaHa Mnmnumatop cbopa BHECEHNA (uHaHcMpoBaHKe
JaHHbIX JaHHbIX
Lsenckuii pervctp | LBeuwa | Hekommepueckan 1992 [Nlo6poBonbHoe | HaumoHanbHbIiA co-
rpbiX (SHR) rpynna xmpypros BET 3[paBo0XpaHe-
HUA 11 COLMANBHOTO
obecneyenua
Natckaa repHuonory-| [lanna |Hekommepueckas 1998 06a3aTenbHoe |locynapcTBeHHOE
yeckan 6a3a JaHHbIX rpynna xvpypros (MHaHCKpoBaHWe
(DVHD v DIHD) 13 [lanun
EBponeiickuit repuno-|  EC | EBponeiickoe 2012 No6poBonbHoe  |Kommepueckie kom-
NIOTVYECKWIA perucTp 061L1eCTBO repHuo- naxuv: Medtronic,
(EuraHS) noroB (EHS) FEG, BARD,
Ethicon
Poccuitckuit Haum- | Pocena | Hekommepueckan 2018 NlobpoBonbHoe | JlnuHble cpeacTaa
OHaNbHbI FepHIn0- rpynna us uMcna UHULMATUBHOIA
NOrUYECKui peecTp POCCUACKOro 06- Tpynnbl
(AWRORA) LLeCTBA XMPYpProB

Cpenu npencTaBneHHbIX repHUONOrUYECKUX PErucTpoB TOMbKO [laTckaA repHMONorveckasn
6a3a laHHbIX MOXET pacCMaTpUBaThCA B KAYECTBE HALMOHANBHOr0 PErucTpa, Tak Kak uMeeT 00a-
3aTeJIbHblil XapaKTep 3an0/HeHNA, a TaKXe NOJHOE rocynapcTBeHHoe GuHaHcupoBaHue. HecmoTpa
Ha YKa3aHHble 0COOEHHOCTH, aBTOPbI PaboT, 0CHOBAHHbIX Ha MHDOPMALMM, NONYYEHHOR U3 JaHHOMO
PerucTpa, NPU3HatoT, YTO B HACTOALLMA MOMEHT B 6a3e faHHbIX GukeupyeTca okono 80 % onepauuii,
BbINOJHEHHbIX N0 NOBOAY BEHTPanbHbIX rpbbx [29].

LlIBecKmit perucTp rpbix, N0 3aABNEHNAM aBTOPOB 0TAE/bHbIX PaboT, 06ecneuMBaeT 0XBaT He
meHee 95 % nauueHToB, KOTOpbIM Gbinv BbINOMHEHbI ONEpaLyui N0 NOBOAY NaxX0BbIX W BEHTPanb-
HbIX TpbbX [28], Npu 3TOM B pErMCTPALIMN KNMHUYECKUX COOBITUI y4acTBYHOT 88 MEULMHCKNX Op-
raHu3auuii. lpu Hanuuum NeKknapaTUBHOI0 3aABNEHUA 0 «06POBONBHOM» Y4aCTUN CMIELMANUCTOB
B PErucTpaLmMi KNUHUYECKNX COObITUIA UHAHCMPOBAHWE KNUHUYECKOrO PerucTpa NpoBoauTCA 3a
cyeT HauvmoHanbHoro coBeTa 3apaBo0XpaHeHuA 1 coumanbHoro obecnevenns LLBeuwn, a notomy oH
MOXET ObITb PACCMOTPEH B KA4ECTBE HALIMOHANBHOMO PErucTpa.

EBponeickiii repHUoNOrMYEcKUn PerucTp ABNAETCA MPOEKTOM, MHULMMPOBaHHbIM EBponeil-
CKMM 06LLIECTBOM TEpHMONOroB, NpW 3TOM (MHAHCMPOBAHWE OCYLLECTBNAETCA 32 CYET CPE.cTB
KOMMNaHWi — NPOM3BOAMTENEN MEANLIMHCKIX UIMNAAHTUPYEMbIX YCTPONCTB. [l06poBOMbHbIN XapaK-
TEp y4acTuA B cHope aHHbIX, @ TAKXKE 0TCYTCTBUE YETKOA NPUBA3AHHOCTI UCTOYHUKOB [JaHHbIX M0
TeppUTOpUanbHOMY NPU3HAKY He NO3BONAKIT OLEHUT 0XBAT NALMEHTOB faHHbIM perucTpom [29].
Poccuitckiit HaumMoHaNbHbIIA FEPHUONOMMYECKII PEECTD — O[MH U3 CAMbIX MOJIO/bIX 1, COrNACHO 3a-
ABJIEHNO aBTOPOB, NPeCTABNACT 060/ AopaboTaHHYH BEPCUHD POCCHIACKOrO repHUONOrMYECKOro
peecTpa Hernia-Lah, HayaBLwuero caoto paboty B 2014 . [31].

Mlpn paccMOTPEHMN YKA3aHHOTO MHCTPYMEHTA AnA cOopa AaHHbIX CNEMYET BHECTU HEKOTO-
pble pa3bACHeHUA. TepMUHBI «perucTp» v «peecTp» HEMAEHTUYHbI. PeecTp — 3To cucTema 3anucu
1 yyeTa. lpu co3naHUM PEeCTpa He BbICTPAUBAETCA NNaH MEONKO-CTAaTUCTUMECKOT0 aHanusa, a
Mo3TOMY MONYYMTb KAUECTBEHHYH) aHANUTUKY, OTBEYAHOLLYH) HA aKTyaslbHblE BOMPOCh! PEanbHON
KNUHWUYECKOI NPaKTUKK, 1 coOpaTh [0Ka3aTenbHy 6asy ANA NPUHATUA KNUHUYECKUX PELLEHWi
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He Npe/icTaBNAETCA BO3MOXHbIM. Ha NPaKTUKe 3TW [1Ba NOHATMA 3a4acTyto NyTakoT, Bpauu, anMu-
HMCTPATOPbI, APYTAE Y4aCTHUKM CUCTEMbI 30PABOOXPAHEHIA, UMEHOLLME B PACTIOPAMEHNM CIIUCKN
NaLMEHTOB, MYCTb AAXE C A0CTaTOYHO LUMPOKIM NEPEYHEM [aHHbIX, MOPOI UCKPEHHE CYNTAHOT, UTO
00n1afaT MeaULMHCKUM perucTpom [23].

[Tpn yka3aHHoil cTpyKTYpe coopa 1 aHanu3a daHHbIx nnatdopma AWRORA npencTasnseT coboil
HO30/10rNYECKNIA PErucTp, CHOPMUPOBAHHDIIA B COOTBETCTBIM C MEX/YHAPOAHBIMI CTaHAAPTaMy
11 B MOJHOI MEPE OTBEYAOLLAN 3aa4am, NOCTABNEHHbIMI KONNEKTMBOM aBTOpOB. B oTnnume ot
CYLLLECTBYHOLLLMX B MMPE PErMCTPOB, KOTOPbIE GUHAHCMPYHITCA NGO 3a CYET rocyaapcTBa, Nnbo 3a
CYeT CpeacTB KOMNaHWi-npon3soauTeneit, PoccUicKuin repHMoperncTp GUHaHCHPYETCA UCKNHYY-
TeNbHO U3 INYHbIX CPEACTB Y4aCTHUKOB MHULMATUBHOA rpynnbl [31].

03ByyerHad npobema: oTcyTCTBUE 0BLLENPUHATON MOLENN GUHAHCUPOBAHUA W KOHTPONA fe-
ATENbHOCTY HO30/10TMYECKMX PETMCTROB.

[lyTn peiuennd: NPOEKTUPOBAHME HO30MOTMYECKMX PErUCTPOB MPU y4acTUM Hay4Ho-06pa3o-
BaTE/IbHbIX YUPEMOEHUA C NOCNENYHOLAM CONPOBOXAEHUEM MEULMHCKUMI UHAOPMALIMOHHO-
aHANUTUYECKIMM LIEHTPAMW, NOAYMHAILLIMMICA OpraHaM UCNONHUTENbHOIA BnacTy (MuHucTepcTBo
3/paB00XpaHeHuA).

Oprann3sauyna npoyecca c6opa AaHHbIX

Bbilwe 6b110 yaeneHo BHUMaHNe BaXXHOCTM NPoLLecca Co3aaHIA aTa-CeToB 1 CI0XHOCTY op-
raHu3aLumM coopa KauecTBEHHbIX [aHHbIX, 03BY4€HbI NPOGAEMbI, NOAHATLIE UCCIIBN0BATENAMM BO
rnage ¢ Hickey ewe B 2013 1. [17]. [lpoBenem cpaBHeHWe cnoco6oB, G NOMOLLIbH) KOTOPbIX CO3AaTeNM
paccMaTpuBaeMbIX Hamit PErCTPOB NOMbITANMCh NPEO0NETh NPOGAEMY opraH13aLmMy coopa Kaue-
CTBEHHbIX [aHHbIX (Tabn. 2].

Ta6nuua 2. XapakTepucTika cnoco6oB opraHu3aluu npotecca coopa LaHHbIX
Tahle 2. Characteristics of the modes of data collection

CobinKa lpouenypa WhTerpauna | BoamoxHocTb
HaumeHoBaHve A InaTHOnMY MpoBEPKM | B MEMULMHCKYD | aBTOMaTH- Inybuta
perucTpa TIAYHOCTH | MHDOPMALLMOHHYIO | 3MPOBAHHOTD | MOHUTOPUHIA
c6opa naHHbIX
Bpaya cucTemy chopa JaHHbIX
SHR https://www.sven- Mpu Het Het 30 nHei, B nanb-
sktbrackregister.se | peructpaummu Hedwwem — npu
peuuamee
DVHD v DIHD https://www.hernie- [Tpn BoamoxHocTb Het MoHuTopuHr
databasen.dk PerucTpaLyi | 0TCNEXUBAHMA pu1cKa netasb-
NaLVEHTOB Yepes HOro UCX01a Ha
eVHbIIA perucTp NPOTAXEHNN
nauneHToB KU3HM
EuraHS https://ehs-her- Het Het Het Ctporo He perna-
nia-registry.com MEHTUPOBaHA
AWRORA https://awrora.site/ Het Het Her 1,5,10 net

Llenbto naHHoit paboTbl He ABNANOCH CPABHEHWE CMEKTPOB KAYECTBBHHbIX U KOMMYECTBEH-
HbIX NOKa3aTeneil, KOTOPbIE MCM0b30BaNN aBTOPbI MPY NPOEKTUPOBAHUN PerucTpoB. Mbl xoTenu
npoaHanu3upoBaTh crocobbl 3axBaTa MHOPMALMK. Bce ueTbipe perucTpa HanpaBneHbl Ha K-
CaLMio MHhOPMALMM Ha 3Tane o6palleHna AnA BbINOMHEHWA XVUPYPrUYecKoro BMeELLATeNbCTBa.
B KaXmom u3 perucTpoB npeaycMoTpeHa GUKCAUMA aHTPOMOMETPUYECKUX [aHHbIX, JaHHbIX 0
KOMOPOUOHOCTY, MHTPAONEPALIMOHHBIX JaHHbIX U NOCNEONEPaLMOHHbIX UCXON0B ¥ NETanbHOCTY B
Teyenue 30 aHeit noce onepaumi. 0TAenbHOE BHUMaHME YOENeHo GUKCALMM NOCNe0NepaLoHHbIX
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0cnoXHeHui B TeveHme 30 aHeit nocne onepaumu. bonbLuyto paboTy No CpaBHEHMID NOKA3aTeNel,
ucnonb3oBaHHbIX B EBponerckom, LiBenckom v Jlatckom peructpax, nposena paboyaa rpynna nof
pykosogcTaoM Kyle-Leinhase B 2018 1. [24].

CnemyeT 0TMETUTb, YTO, HECMOTPA Ha NapamurMy LIEHHOCTHO OPUEHTMPOBAHHOMO 3ApaB00Xpa-
HEHA, NONYYMBLLETO PACcMPOCTPaHEHNE B NOCNENHWE Tofibl, B KOTOPOA KaYeCTBO XM3HM NaLMeHTa
PaccMaTpUBABTCA KaK BaXHEILLNI NoKa3aTeNb aGdEKTUBHOCTY NEYEHNA, NANEKO HE BO BCEX peru-
CTpax 3aN0XeHa BO3MOXHOCTb 0TCNIEXMBAHUA 3TOM0 NOKA3aTeNA 10 ¥ NOCAE NPOBEAEHUA OnepaLuy.
Tak, B ILIBeICKOM repHUONOrMYECKOM PErUCTPE KAYECTBO XW3HW UCCNBAYETCA TObKO Y NALVEHTOB
¢ naxoBbIMu rpbhxami [24]. B [laTckoil repHronornyeckoil 6ase naHHbIx v perctpe AWRORA oueHka
KauecTBa u3Hu He npooauTcA [24; 29; 31]. B eBponeiickom perucTpe npeycMOTPeHa OLIEHKa Kaue-
CTBA MW3HW NPV BHECEHUN JaHHbIX 4yepe3 1v 2 rofa nocsie nepuyHoro obpaLuenma [24; 25].

Mpu aHanu3e nybnnKawmi, 0CHOBaHHbIX Ha IaHHbIX BbILLENEPEYUCNEHHbIX PErMCTPOB, @ TAKXKE
B X0/16 HENOCPECTBEHHOMD M3y4YeHUA CTPYKTYpb! oHNaitH-pecypcos (ana AWRORA v EuraHS) 6bino
BbIABMNEHO, YTO BO BCEX YEThIPEX PErUCTPaX BHECEHUE aHHbIX OCYLLECTBNAETCA NOCPEACTBOM UH-
OVMBUAYaNbHO Pa3paboTaHHbIX OHNANH-NNATOPM, KOTOpbIe TPEBYHIT CO3AaHNA MMYHOIO KabuHeTa
nonb3oBatena. Tonbko LBenckuit perucTp rpbix 1 [aTCKA repHUONOTMYECKNIA perucTp TpebytoT
UIEHTUGUKALMN NUYHOCTY Bpaya, KOTOPaA OCYLLECTBAAETCA NyTeM NOATBEPXOEHUA Yepes nuy-
HYH Nepenucky ¢ afMUHUCTPauUMed perucTpa. PerucTpauna NUYHOTo KabuHeTa Ha nopTanax pe-
ructpoB AWRORA v EuraHS He Tpe6yeT noaTBepXAeHNA HE TONbKO KBANMMUKALMMA, HO U IMYHOCTY
cneunanucta. Hu ofimH 3 ykasaHHbIX PErMCTPOB HE UHTETPUPOBAH B HALMOHANbHBIE MEULIMHCKMNE
UHAOPMALIMOHHbIE CUCTEMbI, 0IHAKO [laTCKWiA repHUONOMNYECKUIA PETUCTD XapaKTepU3yeTca eau-
HbIM LIMdPOBaHMEM NauyeHTa ¢ HaLMoHanbHbIM PETUCTPOM NALMEHTOB, YTO NO3BONAET BbINONHATL
MOHUTOPUHT BCEX KNMUHUYECKMX COBBITUI B XXM3HM NALUEHTA.

[TpUMeHeHME BHELIHMX NNATGOPM PeLaeT npobaemy nonyveHns <YnUCTbIX» KIMHUYECKIX [aH-
HbIX, KOTOPbIE 334aCTY0 HEBO3MOMHO NOMYYNUTh U3 MEULIMHCKUX MHAOPMALIMOHHBIX cUcTEM. [laH-
HbIl noaxo K c6opy MHAOPMALWIA UCNONb3YETCA ANA CO30aHMA 623 JaHHbIX UMM KOPNOPaTUBHbIX
XpaHUnULL faHHbIX. OH MOXET ObiTb yNoBEH ANA PELIeHUA NoKanbHbIX 3anay, Korna Tpebyetca
[MHAMUYECKII KOHTPOb YETKO 0YEPUEHHOr0 CUCKA NOKa3aTeneil, HanpuMep, eCu PeYb UaET 0
KOHEYHbIX TOYKAX UMW Pe3ynbTaTax NeYeHA NaLMeHTOB ¢ rpbhxami. Pa3paboTaHHble Takim 06pa-
30M CUCTEMbI HE ABNAOTCA TMOKUMM, HE MOTYT ObITb MCNONb30BaHbI ANA NOCTPOEHUA KNUHUYECKUX
WUCCNeN0BaHWiA, In3aliH KOTOPbIX NOAPa3yMEBAET HaNMUME aHHBIX, OTNMYAMLLMXCA 0T 3aN0KEH-
HbIX B CTPYKTYPE OHAaitH-NnaTdhopMmbl.

Bo3moxHbIM cnocobom peleHna JaHHoM npo6nembl BLICTYNAET U3MEHEHWE CTPYKTYpbI pabo-
YMX KaBMHETOB B MEANLMHCKIX MH(OPMALIMOHHBIX CUCTEMAX B COOTBETCTBIM C 3aiauamit HO30/10-
TUYEcKMX perucTpoB. Tak, B HacToALLee BpemA Bo MHorux MUC uHdopmauma, ucnonb3yeman ana
ONWCaHMA COCTOAHWUA NaLWEHTa, NPEACTaBNEHa B BUME TEKCTa, 60NblLAnA YacTb KOTOPOro nepeTe-
KaeT M3 0[IHOI ANEKTPOHHON KapTbl B APYryto B Buae WwabnoHos. Moaudukauma cnocobos BBOAA
KNUHWNYECKUX JaHHbIX MOMXET BbITb OCYLLLECTBNEHA NYTEM CO3AaHNA AUHAMUYHBIX GOPM, KOTOpbIE
COOTBETCTBYHOT NOTPEBHOCTAM Ho30M0rMueckoro peructpa (puc. 1). laHHaa meToamka cbopa uH-
dopmaLmmM AnA perucTpoB COOTBETCTBYET NPUHLIMNAM PaboTbl ¢ 60MbLLMMM JaHHbIMM.

[Tono6HbIit NOAX0M K BHECEHMH AaHHbIX PELIAET HECKOMbKO npobnem. Bo-nepsbix, nepexon K
TaKo! CTPYKTYpe GUKCALLMM [aHHbIX ANA UCTOPUN GONE3HM NO3BONAET 0TKA3aThCA OT BHELUHUX
nnathopm, TpebyHLLmMX JONONHUTENBHOTO aAMUHUCTPUPOBAHMA U GUHAHCMPOBaHNA. Bo-BTopbIX,
MPUMEHEHNe 3T0ro Noaxo/a cnocobcTBYeT GOPMMPOBAHNID 03epP AaHHbIX, ConepXaLLnx 6onee Ka-
YECTBEHHbIE [laHHbIE B CPABHEHUN C 038paMK, NONYYEHHBIMM U3 akTyanbHbIx Bepcuii MIAC. B-Tpe-
ThbUX, MCMONb30BaHWE NOJOOHOMO NOAX0AA NO3BOMMUT CHU3WUTL PUCKW NyOGNMPOBAHMA NaHHbIX 3a
CYET CKBO3HOTO LIM(POBAHMA YHUKANbHbIMU MaeHTUdUKaTOpamu (B cnyvae PO Takum noeHTudu-
KaTopoM MOXET ObITb CTPaXoBOI HOMEp MHAMBUAYaNbHOr0 nuLeBoro cueta CHUMC). B-ueTepTbIX,
HaNMYNe OTHOCUTENBHO «YUCThIX» JAHHbIX U YHUKANBHOTO UAEHTUGUKATOPa NO3BONAET B AaNbHEN-
LM MccenoBaTenam paboTathb ¢ NHBbIMIM BapuaLMAMM aHANMUTUYECKIX NOCTPOEHMUIA.
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CnoXHOCTb AaHHOr0 N0AX0/1a COCTOMT B HEOOX0AUMOCTI KOOPAMHALIUM B3aUMOLIEACTBUA Bpa-
yel-KIMHULIMCTOB, Bpayeli-1ccnenoBaTesnei, HxeHepos-paspaboTunkos MUC, a Takxe cneumran-
CTOB N0 paboTe C AaHHbIMA.

03Byy4eHHaA npo6ema: 0TCYTCTBUE BO3MOMXHOCTY NONYYEHUA CTPYKTYPUPOBAHHDBIX IaHHbIX U3
MEINLMHCKIX MHDOPMALIUOHHBIX CUCTEM.

llytn pewwenna: mogudukauma MeauUMHCKIX MHDOPMALMOHHBIX CUCTEM AnA 0becneyeHu
LIEHTPanN30BaHHOr0 NMOYYEHUA CTPYKTYPUPOBAHHBIX AaHHbIX; ucnonb3oBanue CHIIC B kauecTse
YHWKANbHOT0 MAEHTU(UKATOPA [N1A CHYKEHUA PUCKOB 1y6NMPOBAHNA JaHHbIX.

Henonb30BaHne AaHHbIX, NPaBO06AAJaHNE, BaNNAAUNA SAHHBIX

Kak 6bl10 CKa3aHO BblLLE, 0[HOI U3 HAMGONEE CROMHBIX [N1A PELLEHUA 33124 NP1 NPOEKTUPOBa-
HUW HO307I0TMYECKOT0 PErucTpa ABNABTCA PErYNMPOBaHHE NpaBa COBCTBEHHOCTY HA NOYYEHHbIE B
Xxo/ie c6opa 1 aHanu3a naxHbie [19]. Ewe ogHa npobnema — Heo6X0AUMOCTb NOCTOAHHON BanuaaLyK
[aHHbIX PErucTpoB, TO eCTh NPOBEPKYN [aHHbIX Pa3ANYHbIX TUMOB N0 KPUTEPUAM KOPPEKTHOCTY U
MoNe3HOCTM AA KOHKPETHOro NpuMeHeHnA. B Tabnuuie 3 npeacTaBneHbl 0CHOBHbIE XapaKTepucTy-
Kit, 0TPaXKaroLLL1e BONpOChI NpaBoobianaHna, UCNob30BaHUA NEPCOHaNbHbIX aHHbIX, @ TaKXe
BO3MOXXHOCTM UCMONb30BAHNA [aHHbIX CTOPOHHUMM OPraHN3aLMAMM.

Tabnuua 3. OcHoBHbIE XapaKTePUCTHKM, 0TPaXatoLLue BONPochI NpaBoobiafanma,
UCN0Ib30BaHNA M BaNMAaLMN faHHbIX, NONY4EHHbIX U3 perucTpa
Table 3. Key characteristics reflecting the ownership, use and validation of data from the registry

XpaHeHue
BoamoxHoCTb
nepcoHanbHbix | My6nukauma
HaumeHoBaHue nepefauu Banupauus
lpaBoobnanatens LaHHbIX B OTKPbITbIX
perucTpa TPETbUM NaHHbIX
NaUMEHTOB | WCTOYHMKAX
nnuamm
B PErucTpe
SHR [lpaBuTeNbLCTBO lla llepnomnye-  |Mlo 3anpocy [lepnognyeckaa
CKWe 0TYETbI  |Hay4HbIX FPYNN | NPOBEPKa AaHHbIX
YHUBENCUTETOB | 06Y4EHHBIMM KO-
MaHgamu
DVHDnDIHD  |MpaBuTenncTBO lla lepuoanye-  |Mo 3anpocy Het oTyeToB
CKWe OTYETbI | Hay4HbIX rpynn
YHUBEPCUTETOB
EuraHS Pa6oyan rpynna Het llepuoonue- | He pernamexTu- | He npoonutea
EuraHS CKME OTYETbl | pOBaHO
AWRORA YeTko He perna- lla Ha Be6-cTpa- |He pernameHTty- | ABTOMATU3MpPO-
MEHTNPOBAHO HULLE B peanib- | POBaHO BaHHbIA KOHTPONb
HOM BpEMEHN 3aM0/HEHHbIX
nonei

HeobxoaMmMocTb UKCALMK KIMHUYECKNX COBLITWUA, NPUMEHEHWNE CKBO3HOIO LIM(POBAHMA,
OCYLLIECTBNEHWE JINTENbHOT0 MOHUTOPMHIA NALMEHTOB HEPA3PbIBHO CBA3AHbI G MCMONb30BaHNEM
NepcoHabHbIX JaHHbIX NauneHToB. 0TKas 0T UCnoab30BaHNA NEPCOHANbHbIX AAHHbIX U NOAHAA
AHOHUMM3aLMA NALWEHTOB NPUBEAYT K YBEAUYEHUH YacTOTbl Ay6AMPOBAHWUA, NOTEPU [aHHbIX,
own6oyHbIX AaHHbIX. OnbiT JlaHum 1 LBeuun nokasbiBaeT 3dheKTUBHOCTb NPAMOM0 y4acTuA
NPaBUTENbCTBEHHbIX CTPYKTYP B CO3AAHUN 1 QYHKLIMOHUPOBAHNM PETUCTPOB C UCNONb30BAHNEM
NepcoHanbHbIX faHHbIX. HecmoTpa Ha yTeepxaeHue aBTopos peructpa AWRORA o nonHoit aHoHu-
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Mu3aumn [31], BHECEHWE NaLMEHTOB B 3TOT PerucTp TpebyeT 0T Bpaya 06A3aTeNbHOMD yKa3aHUA
damunuu n 0aThl POXAEHUA NALMEHTa, NPU 3TOM He NPeayCMOTPEHO CreumManbHo paspaboTan-
HO/ (OpMbI COFNacuA NaLyMeHTa Ha NoNy4YeHne u nepeaady NepcoHanbHbIX daHHbIX. B peructpe
EuraHS He npenycMoTpeH BBOM NEPCOHANbHbIX [AHHbIX MALMEHTA, YTO CHUKAET BOMOXHOCTY
MOHWUTOPMHIA KNIMHUYECKM 3HAYMMbIX COOBITUIA, 0IHAKO NO3BONAET OCYLLECTBNATL HEMPEPbIBHBIN
06MeH naHHbIMKM 683 prcKa yTeYKN KoHDMaeHUMaNbHORA MHdopmaumu. llonobHaa Moaenb obmeHa
NaHHbIMKA 06M1a0A6T HAMMEHbLIUM MOTEHLUANOM [N1A MOBbILLEHMA KAYeCTBa 06CEPBALMOHHbIX
1ccnenoBaHnm.

3alLmTa nepcoHanbHbIX AaHHbIX B Poccuitckoi Menepauum ocyLLECTBAAETCA B COOTBETCTBUM
¢ henepanbHbIM 3aKoHoM <0 nepcoHanbHbIX AaHHbIx» o 27.07.2006 N2 152-®3 [32]. puanyeckue
N3, 0CYLLIECTBAAKLLNE CO3aHNE 1 GYHKLIMOHMPOBAHNE PErUCTPOB, NOMKHbI 6bITh CEPTUDULMPO-
BaHHbIMI 0MepPaTopamMu NEPCOHANbHBIX AAHHbIX, UX NEATENbHOCTb NOANENUT KOHTPONH Pockom-
Hap3opom PO. Duanueckue nnua, fonyLIeHHbIE K 06paboTKe NePCOHaNbHbIX AaHHbIX B PErUCTpaX,
NO0MKHbI BECTY PErynApHoe 06y4eHmne paboTe ¢ NepcoHaNbHbIMM JaHHBIMI 1 06ECNEUMBAHIT KOHDH-
OEeHUMANbHOCTb CBEMEHNI, COMEMKALLMXCA B perucTpax. Bee maua n meauUmMHCKIe opraHu3aLmi,
NPUHAMAOLLME yYacTe B cO0pe M aHanU3e JaHHbIX PErkcTpoB, B TOM uucne MuHucTepcTBo 3aopa-
BOOXPaHeHNA PO 1 ynonHOMOYEHHbIE 0praHbl UCNONHUTENbHOI BNacTi PM, nomxHbI 06ecneunBath
KOH(UOEHUMANbHOCTb CBEAEHIA, COMEPMALLIMXCA B PErMCTPE, XPAHEHNE 1 3aLLUTY TaKMX CBEEHMN
B COOTBETCTBUM C ()eiepanbHbIM 3aKoHOM <0 NepCoHanbHbIX AaHHbIX». [lepCOHanbHbIE NaHHbIE Na-
LIMeHTa MOryT 6bITb UCMOMb30BaHbI TOMLKO B TOM CITy4ae, ECNM OH NoanMcan UHHOPMUPOBAHHOE
cornacve Ha 06paboTky 1 nepemavy onepaTopy NepcoHanbHbIX AaHHbIX U CBEAEHUIA, COCTABNAK-
Lyx BpavebHyto TaiHy. [lepenaya cBefEHMIA B PEUCTP 0T MEAMLIMHCKIUX OPraHu3aLii, Bpayen u
CMELManACTOB OCYLLECTBAAETCA N0 3aLUMILIEHHOMY KaHany CBA3M, B COOTBETCTBUM C Tpe6oBaHu-
Amn MepepanbHoi CyxObl N0 TEXHUYECKOMY M 3KCMOPTHOMY KOHTpOMH0 v MenepanbHoi cryxobl
6esonacHocTy PO,

Bonpoc nepenayn naHHbIX 13 N0A06HbIX PErMCTPOB HayuHbIM OpraHu3auuam B Poccun Tpebyet
NpaBoBOro perynupoBanuA. Bo-nepebix, Npy BHEAPEHUN NPEANOKEHHOI BbILLE METOAMKM NOMyYe-
HUA <YUCTbIX» AaHHbIX HanpAMYto U3 MIC anA npuMeHeHNA UX B HayuHbIX LIENAX HEobXoaMM YeT-
KMil KOHTPOJTb COTMaciA NALLMEHTA HA TaKOW TUM MCMONb30BAaHUA KOHGUAEHLMANBHON MH OPMALIMK.
Bo-BTOpBIX, HEOOX0AMMA pa3paboTka MexaHU3MOB Nepefayn aHHbIX HayuH0-06pa30BaTeNbHbIM
0praHM3auUuMAM, KOTOPbIE HE OrpaHNYMBaNN [OCTYN HAay4HbIX FPYNN K AaHHbIM, HO W HE MOBbILLIAMN
PUCK Nepeayi aTUX AaHHbIX TPETbUM NULLAM.

Kpome onucaHHbIx npobnem TpebyeT BHMMaHNe npobnema BanuaaLmn AaHHbIX, HaKanuBae-
MbIX B X0[1€ (DYHKLMOHMPOBAHMA perncTpa. B naHHoM cnyyae MoXeT BbITb NPEANOKEH MEXaHN3M
«3TarnHoro KoHTponA». llepBbIit 3Tan — 3T0 UCMONb30BaHWE MONEA ANA BBOAA aHHbIX, KOTOPbIE
UCKNHYAOT CNy4aliHOe BHECEHME OLLINMBOYHBIX aHHbIX, peanu3oBaqHoe B peectpe AWRORA (otpu-
LiaTeNbHbIE NOKA3aTENH, 3HAYEHWA, BbIXOAALLME 32 NPEAebl HOPMaNbHbIX Auana3oHos). Bropoi
3Tan — 370 NepUOAMYECKAA BHELIHAA IKCMEPTN3a JaHHBIX C UCMONb30BaHUEM 00yUYEHHbIX KOMaH[
(npennoxeHHan paspaboTtumkamu LiBeackoro peructpa rpbik). TpeTuit v Hanbonee LAUTENbHbINA U
TpebyroLLmil HanbonbLUKX TPYAOBbIX 3aTPAT 3Tan — HanpaeneHHoe 06y4eHue cneumanucTos paboTe
B YCNOBUAX LM(POBOr0 30paBO0XPaHEHNA, KOra paboTa ¢ MEMULMHCKAMM JaHHBIMIA A0MKHA BbITb
HEOTHEMIEMOI YacTbto MPOMECCHOHANbHBIX KOMMETEHLIMA.

03ByYeHHble Mpo6aembI; Heo6X0aUMOCTb ONPENENEHUA KPYra HPUANYECKUX NKLL, 06nanatoLLy-
M IPaBami HA XPaHEHUe W PacnpocTPaHEHNe aHHbIX, NOMYYEHHbIX B X0 (YHKLNOHUPOBAHMA
HO30/10rMYECKOr0 perucTpa.

[TyTn peleHnA; pa3melLieHe IaHHbIX B XPaHUANLLAX MENLIMHCKUX MHAOPMALLMOHHO-aHANUTH-
YECKMX LIEHTPOB, NOAYNHAILLNXCA OpraHaM UCTONHUTENBHOA BNacTyt (MUHUCTEPCTBO 3ApaBOOXPa-
HeHua). PazpaboTka HopMaTUBHO-NPaBOBOI 6a3bl 1A CONPOBOXAEHNA NPOLIECCOB CMOb30BaHMA
MONYYEHHbIX AAHHbIX B HAYUHbIX LENAX.
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3akntouenne

06yuatoLuimeca cUCTEMbI 31PaBOOXPAHEHIA — NOHATYE, BO3HUKLLEE B NOCNEHEE NECATUNETUA
11 06yCNOBNEHHOE NOABNEHMEM TEXHONOTMiA 00paboTKM BONbLUNX AaHHbIX. Takaa CMCTEMa COYETAET
B ce6e BCce [JOCTOMHCTBA [10Ka3aTesbHOi MeuLMHbI, 0HaK0 60J1ee AMHaMUYHa, CNocoBCTBYET CBO-
£BPEMEHHO OLLEHKE Pe3yNbTaToB BHEAPEHUA TOM UM MHOA TEXHOMOrM 30paBO0XPaHEHNA.

[lna hopmupoBaHna obyvatoLieica cucTeMbl 34paBooXpaHeruA TpebyeTca obecneunTb Henpe-
PbIBHbIA MOTOK MEMLIMHCKNX AAHHBIX, UX XPaHEHWe 1 06paboTKy, MCMOJb30BaHNE B HAY4HbIX 1 NpakK-
T4eckux Lensax. OnybankoBaHHbIX pe3yNnbTaToB paHa0MU3NPOBAHHBIX KNMHUYECKUX UCCNEN0BaHMIA
HeJl0CTaTOYHO N NOMYYeHNA HeoOX0aUMOro 06bema KSIMHUYECKMX [aHHbIX B peanbHOM BPEMEHN.

Ho3onornueckue perucTpbl — YHUKANbHbIA UCTOYHUK KNMHUYECKMX [aHHbIX. CYLLECTBYHOLLME B
HacToALLLee BpEMA HO30J10TMYECKNE PETUCTPbI HE CNOCOOHbI Y0BNETBOPUTL NOTPEBHOCTY 06yyato-
LMXcA cucTeM 3paBooxpaHenua. OoHuM 3 cnoco6oB GopMuUpoBaHA HO300MMYECKIX PErcTpoB
HOBOr0 TMNa ABNABTCA TakaA MOAMDUKALMA MEMULMHCKNX MHPOPMALIMOHHBIX CUCTEM, KOTOpaA
MO3BOMUT MOCNEAHUM CIYXUTb WUCTOYHUKOM MEMULMHCKUX [aHHbIX HAANEXALero Kauectsa,
KOTOpbIE B IaNbHeiiLeM BynyT NOMoNHATL 03epa MeAULMHCKUX aHHbIX. Takue npeobpasoBaHus
Tpe6ytoT HanpaBNEHHOro B3aUMOBACTBIA BpaUei-KIMHULMCTOB, BpaUei-1ccne0BaTeNeH, NHxe-
HepoB-pa3paboTunkos MUC, a TakXe cneumanucToB no paboTe ¢ faHHbIMM.

Co3pnaHwe HO30/10TMYECKIX PErUCTPOB, 0TBEYaLLMX noTpebHocTAM 03C, HeBo3MOXHO 6e3 npa-
MOT0 Y4aCTUA MEANULIMHCKIX MHGOPMALIMOHHO-aHANUTUYECKMX LIEHTPOB, NONYMHAOLLMXCA OpraHam
UCMONMHUTENbHOIA BNacTv (MuHMCTEPCTBO 3npaBooxpaHeHis). [InA nonHOLeHHOro GYHKLMOHNpOBa-
HUA N006HOT0 TUNA PETUCTPOB Y UCMONB30BAHNA UX NOTEHLMANA [LNA Pa3BUTUA HaYKN HEOOX0aUMO
NpaBoBOE PeryNupoBaHue NPOLECCOB Nepenayin MeONLUMHCKUX [aHHbIX Hay4HO-06pa30BaTeNbHbIX
0OpraHu3aLmam.
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This paper aims to assess the effectiveness of current approaches to information exchange among
key actors in the healthcare system and their impact on healthcare delivery. Specifically, it compares
existing approaches to collecting medical data in herniology and explores their potential use in
‘learning healthcare systems’. However, current nosological registries do not fully meet the needs
of these systems. One solution is to modify medical information systems to serve as a source of
medical data of sufficient quality to supplement existing medical data lakes. Achieving this requires
collaboration among clinicians, researchers, medical information system engineers, and data
scientists. Establishing legal regulations for the transfer of medical data to scientific and educational
organizations is necessary to fully realize the potential of this new type of nosological registry for
advancing science and medicine.
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