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OIEHKA KAYECTBA JAHHBIX B JIIMAEMHNOJOI'MYECKUX PET'MCTPAX

Paccmampuseaiomcsi 60npocel KOMUUECMEEHHOU OYEHKU Kauecmed OaHHbIX Pe2UCmpPO8, 8 OCHOBE NOCMpPOe-
HUsl KOMopwIx aedcum b6aza oannvix. Oyenku 6a3upylomcs Ha NPeONONHCEHHBIX ABMOPAMU UHOEKCAX CIAHOAPMU-
3UPOBAHHOCU, BATUOHOCTIU, CBOEEPEMEHHOCMU OOHOBNEHUS, UHPOPMAYUOHHOU NOTHOMbL, BOCMPEOOSAHHOCTNU
Ol NPAKMUYECKO20 UCNONb3068aHUA NPU PA3PAOOMKe U CONPOBONHCOEHUU PeSUCPO8 HA OCHOGe 03 OGHHBIX.
Tpeonazaromes oyenHku cmoumMocmu UHGOPMayuu npu co30anull U CONPOBOHCOCHUU PeUCMPOS.

BBenenune

ONUIeMHUOJIOTUYECKHE PETUCTPHI PENICTABISIIOT COO0N KOJUIEKIIUIO 3alMCei O MAalMEeHTaX C OIl-
peneneHHoi HO30mOoruel. OCHOBHBIE LETM CO3JaHUs TaKHX PETHCTPOB — OpraHHU3aIsd MOMOIIN OO0JIb-
HBIM IIyTeM Hay4HO 0OOCHOBAHHOTO pacdeTa M IUIAHWPOBAaHUS NPO(UIAKTHYECKUX, JUArHOCTHYECKUX,
Je4eOHbIX, peadMIMTAllMOHHbBIX, NAJUIMATUBHBIX U JPYTHMX MEPONPHUATHI Ha OCHOBE aHaiu3a 3abole-
Ba€MOCTH, BBDKUBACMOCTU U CMEPTHOCTH. KpOMe TOT'0, PE3YJIbTaThbl aHaJIM3a JAHHBIX 3MNHUIACMUOJIO-
TMYECKUX PETHCTPOB CIY)KaT IOKa3aTeJbHOW apryMEeHTaUued Uil BHECEHHS HW3MEHEHHH B CHUCTEMY
3PAaBOOXPAHEHHS U 3aKOHOJATENILCTBO, a TAKXKE SIBJISIFOTCS. OCHOBOM AJISI NAJIbHEHIINX Hay4HBIX UCCIIE-
I[OBaHI/Iﬁ B 00JIACTH BBLISBIICHUS MIPUYUHHO-CJICICTBCHHBIX CBs3el pa3BUTHUA 00JIE3HM.

Kak npaBuio, co3nanue noJoOHBIX PETHCTPOB — 3TO MEPBBIN MIar K MOCTPOSHUIO 3P PEKTUBHBIX
COLMANIBHBIX NPOrpPaMM B 3IpaBOOXpPaHEHUM U oOmecTBe B meioM. CraTucTHuecKas WHpopMmanus,
IocCTaBJIICMas perucTpoM IAJjii KOHCUYHBIX MOJIb30BaTelIel (MGI[I/IIH/IHCKI/IX pa6OTHI/IKOB, MI/IHI/ICTepCTBa
3/IpaBOOXPaHEHUs, TOCYJAPCTBEHHBIX M COLMANBHBIX OPTraHoOB), JOJDKHA OTPaKaTh COCTOSIHHUE MOMY-
JTsIuKu (HapoJOHACENICHHSI) MO IMOKa3aTelsaM 3a00JIeBaeMOCTH, PAaCHpPOCTPAHEHHOCTH M CMEPTHOCTH
OIIPEENICHHOTO 3a00JI€BaHus, [0 00ECIIEYEHUIO MEAULIMHCKOM MTOMOILBIO, a TAK)KE JaHHbIE MOHUTO-
puHTa 3a00J€BaEMOCTH 3TOH K€ MOMYJISIUN U JP.

BymaxkHasi TeXHOJIOTHS BEACHHUS PETUCTPOB (pHc. 1) mpuBOAMIa K OMIMOKaM YeloBeKa, AyOJu-
POBaHMIO MH(OpMAMH, IPOMYCKaM B JaHHBIX M3-32 PA3JIMYHBIX UCXOTHBIX (POPMATOB U, KaK CIEACT-
BHEC, K HCKAXXCHHUIO SIMMUACMUOJIOTHYCCKUX JaHHBIX. Ha puc. 1 BUIHO, YTO 3alpoC Ha ONPCACIICHHBIC
JTaHHBIE HAIPABISAJICS OTBETCTBEHHOMY JIUILY, KOTOPOE UMENIO JOCTYN K KOJIJIEKIUH 3amuceil o maiu-
eHTax (pallOHHOTrO, OOJIACTHOrO M APYTHX YPOBHEH). 3ampoc Mor ¢opMyInpoBaThcsi HEOAHO3ZHAYHO.
CooTBeTCTBEHHO MH(pOpMAIMs, IepefaBaeMas Uil pe3yJbTUPYIOLIEro TOKYMEHTa, MOria ObITh He-
TOYHOHM, HEOAHO3HAYHOM, HEUETKOH, coaepkaTh AyOiaM M MPOMYCKH B JaHHBIX, ee pydHas oOpadoTka
MorJIa eie 0oblIe HCKaKaTh HHPOPMALIHUIO.
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Puc. 1. Cxema peructpann 10 MOsIBICHUS NHOOPMALUOHHBIX TEXHOJIOTHIA
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B cBs3u ¢ pa3BUTHEM KOMMYHHKAIIMOHHBIX M KOMIIBIOTEPHBIX TEXHOJOTHH MPOUCXOIAT H3ME-
HEHUSI B TIOPSIIKE BEJCHUS perucTpoB (puc. 2). B HacTosmiee BpemMs: HHGDOPMAIIMOHHBIC TSXHOJIOTHU B
MeaunrHe (PaBHO KaK U B IPYTUX OOJIACTSIX, T/I€ BEIETCS CTATHCTUYECKH YUeT) IMO3BOJIIOT TIepexo-
IUTHh OT OyMaXXHBIX KOJUIEKIIMH 3amucell K 3JIeKTPOHHBIM (hopMaM BBOJA U XPaHEHWS MH(OPMAIIHU.
Envnbiii nHGOPMAIIMOHHBIN MOAXO0/ MO3BOJIAET CO3/IaBaTh HE TOIBKO JICKTPOHHBIC PErHCTpPHI (CyOpe-
TUCTPBI) OTJCIBHBIX MEAUIIMHCKUAX YUPEKACHUH, B TOM YUCIIC MEXKIICHTPOBEIE, HO U TaK HA3bIBACMBIC
MOMYJISAIINOHHBIC (00JaCTHBIE, peCITyOIMKaHCKUE, HAITMOHATLHBIC, EBPOIICHCKHE U TIP.), TICIIBI0 KOTO-
PBIX SIBISETCS pErHCTpalus BCeX CIy4yaeB ONperesieHHBIX 3a00JieBaHUIl B KOHKPETHON BO3pacTHON
KOTOpTEe, BCTPEYAIONIUXCS HA OMNpPEICIICHHOW Tepputopuu. llpumepamMu MoryT sBisSThes [leTckwuii
KaHIep-cyopeructp Pecyonuku bemapych, peructp EBponeiickoro coo0miecTBa UMMYHOAES(PHUIIUTOB
(European Society for Immunodeficiency, http://www.esid.org/esid registry.php), MupoBoii peructp
TUTTUPOBAHHBIX JOHOPOB JIJIS TPAHCIIAHTAIMU KOCTHOTO MO3Ta U T. II.
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Puc. 2. Cxema perucTpanvu ¢ UCIOJIb30BAHUEM €JUHOTO I/IH(i)OpMaHI/IOHHOI‘O noaxoaa

B nacrositelt cratbe pedb MOHIET 0 KauecTBe MHPOPMAIH PErHCTPOB, B OCHOBE MOCTPOCHUS
KOTOPBIX JISKUT 0a3a maHHbIX. MH(DopMalysi, KoTopas 3aHOCUTCS B 3JICKTPOHHBIN PETHCTP U XPAHUTCS
B HEM, JIOJKHA UMEThH OIPEJIeIICHHBIE CBOWCTBA, YTOOBI CIYXKHUTh ONPENCICHHBIM IENSIM MpEAMETHOM
obyacT (B TaHHOM CITydae 3IpaBOOXPAHCHHsI) U oOmmIecTBa B IeioM. YacTh TpeOOBaHMH K TPOEKTH-
POBaHHMIO MH(MOPMAIMOHHOTO HATIOJHEHHS PETUCTpa OyIET ONpeneisIThbCs COBPEMEHHBIMU TCHICH-
[IUSIMH K IIPOSKTHPOBAHUIO 0a3 TaHHBIX, 4 YaCTh — OHTOJIOTHEH TPEMETHON 00IacTH.

s Toro 94To0BI NCTIOIB30BATh €ANHYIO TEPMUHOJIOTHIO B paMKaX TeMAaTHKHA METUITMHCKHIX pe-
TUCTPOB, PUBEIEM B COOTBETCTBHE MH(OPMAIMOHHBIE TEPMHUHEI (MCIOIb3yeMbIEe B WH(MOPMAIOH-
HBIX CUCTEMaX) M TCPMUHBI PETUCTPOB, XaPAKTEPHBIX JUISI MEIUIIMHBIL: 3anuUCh — CITydail 3a00JIeBaHUs,
CBSI3aHHBIN C MAIMEHTOM H €T0 XapaKTePUCTUKAMU; ampubym — XapaKTepUCTHKA MMalueHTa, KOTopas
HEoO0XoAMMa Ui YCHEIHOro (YHKIMOHMPOBAHUSA perucTpa (BO3pacT, MOJ, KIWHHYECKHUE TaHHEIE,
nabopaTopHbIe UccieaoBanus u mp.) [1, 2].

1. OcHoBHBbIe cBOlicTBa HH(OPMAIIUK B perucTpax

Enunbiii mHGOpMAIIMOHHBIA MOAXO/A MO3BOJSET YBSI3aTh B OOIIYH) CHCTEMY KakK Pa3lUYHBIC
CyOperucTpsl, Tak U Pa3INIHBIX MTOTpeOuTeNe nHpOopMaIuy, OJHAKO HAI0O UMETh B BUAY, 4TO (Gop-
MaJIM3alusd yKE UMCIOIIUXCA JaHHBIX B KaXJIOM CJIydac — HETpHUBHUAJIbHAA 3aJiadya, AJid pCIICHUA KO-
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TOPOU TIPU MOBTOPHOM CO3JIAaHUK aOCTPAKTHOM JIOTMYECKOIM CXEMbI JaHHBIX, IPH IOBTOPHOM KOIIH-
POBaHUM CIPaBOYHHMKOB, a TAKXKE PEUH)KUHUPUHIE OU3HEC-TOTUKHA HEOOXOIMMO PYKOBOJCTBOBATHCS
OOIIMMH CBOMCTBaMHU JaHHBIX PETHCTPOB (CyOpEernucTpoB).

UtoOBI MOHATH, KaK OIIEHUBATh KAYECTBO JAHHBIX B PETUCTPax, HEOOXOAUMO 0OpaTUThCS K CBOH-
CTBaM JIaHHBIX, XapaKTEePHBIX I TaKuX cucteM [3—9]. HecMOTpst Ha pazmudre METOA0IOTHUECKUX TTO/I-
XO/IOB K BHIOOpY MH(GOPMATHBHBIX XapaKTEPUCTUK Uil PETUCTPALlM CIydaeB, CYLIECTBYIOT oOIIne
TIPUHIINTIBI, Ha KOTOPBIX JTOJDKHBI 0a3upoBaThCs MH(OPMAITHOHHBIC XapaKTEPUCTHKA PETUCTPOB [2].

Cmanoapmu3uposanHocms KaK CBOWCTBO NAHHBIX OOBICHSETCS TEM, YTO CTeHEPHPOBAHHEIC
CTaTUCTUYECKUE JaHHBIE HA OCHOBE PETHCTPA OJDKHBI OBITH NPEACTaBICHBl B COOTBETCTBUH CO CTaH-
JapTaMu, TPUHATHIMU B MHUpe (MU CTpaHe, €CITM HEeT MEeKIYHAPOIHBIX CTAaHAAPTOB, & UMEIOTCS TOIb-
KO pPecITyOIMKaHCKHE).

Banuonocmy (akkypaTHOCTB, TOYHOCTB) CBsI3aHa, C OTHON CTOPOHBI, C TOYHOCTBIO yUeTa Ciryda-
eB 3a00JIeBaéMOCTH M CMEPTHOCTH B WHTepecax 3ApaBOOXpaHeHHS W oOmiecTBa (ToTpeOuTeneii uH-
dhopmarm), a ¢ Ipyro — ¢ 0€30MMOOTHOCTHIO 3AIOJIHEHUS U 0COOCHHOCTIMHU (DYHKITMOHUPOBAHWS
CIIPOEKTHUPOBAHHOM JJIs1 perucTpa nHGHOPMAIIMOHHOW CUCTEMBI.

Csoespemennocmy SBISETCS. KOMIIPOMUCCOM MEKIY BATMAHOCTBIO M IOJTHOTOH MH(POPMAIIKH.

Ilonnoma ompenensieTcss OHTOJIOTHEH TIPEMETHOM 007acTH, a TaKkke MOTPEOHOCThIO 00IIecTBa
B Pa3IMYHBIX CTATUCTUYCCKUX JaHHBIX.

Pasepanuuennocms dannvix Taxke CBsA3aHa C OHTOJNIOTHEH mpeaMeTHOH obnactu. [Ipu Brimroue-
HUU B PETHCTp MALMEHT MMOANMKUCHIBaeT HH(HOPMUPOBAHHOE COTIIACHE IJIS XPAHEHHSI U TTPEIOCTaBICHHS
IaHHBIX B peructpe. llepcornunupoBanHas nHbOpMAIHs JOCTYITHA TOIBKO OIPENEICHHBIM JIHIIaM,
HerepcOHNn(UIMPOBaHHAsT BKIIIOYAETCS B OTYETHOCTh M MOXKET SIBIATHCS MPEIMETOM JaibHeHIneit
CTaTHCTUYECKON 00pabOTKH.

Bocmpebosannocmov dannvix COOTHOCUTCS ¢ KOHEUHBIME IMTOTPEOUTEIIMU HHPOPMAITHH.

Cmoumocmuv ungopmayuu onpenessieTcss OHTOJIOTHEH PeJMETHON 00IacTH, Pe3yIbTaThl HCclle-
JOBaHUH, 3aHOCUMBIE B PETUCTpP, MOTYT TpeOOBATh 3aTPaT, HECOMOCTABUMBIX C ITOJIB30H OT €ro BEICHUSI.

Hwxe paccMoTpeHo Oosiee moapoOHO Kaxa0e U3 STUX CBOMCTB.

1.1. Cmanoapmu3supogannocms

B Hacrosimiee BpeMsi COOTBETCTBUE PETHCTPa MEXKYHAPOIHBIM CTaHJapTaM, BOBJICUCHHE [aH-
HBIX B MEXKIICHTPOBBIC ¥ MEXIyHAPOHBIC UCCICTIOBAHUS 03HAYAET UCIOIB30BAHUE STUHOTO TIOAX01a
K OIpeIesicHUIo 3a00IeBaHus, COIMYTCTRYIOMICH MHpOpManuu o 3a00JIeBaHUH W 00 MCXoaax 3aboire-
BaHHS. DTO CBOMCTBO JaHHBIX HY)KHO 00€CIeunBaTh B MOMEHT HX 3aHEeceHHs B peructp. OHO pacmpo-
CTpaHseTCsl Ha ompejelieHHue 3a00JIeBaHUsA, T. €. CTaHIAPTHI BBISBJICHUS HAIUYHUS OIPEISICHHOTO
3a00J1eBaHus, KacCu(BUKATOPHI 3a00JIeBaHNM, IaTy TOCTAHOBKH JIMArHO3a, PETHOH, CTaHIApTH3IUPO-
BAaHHBIC UCXObI 3a00JIeBaHUs U Ip.

Heo0xoauMo uMeTh B BUJTy, YTO 4acTh TPEOOBAHMI K CTAHIAPTH3AIUH HE UMEET HETIOCPE/ICTBCH-
HOTO OTHOIICHHS K JaHHBIM, KOTOPBIC COJCPIKATCS B BICKTPOHHOM PErUCTpE, OJHAKO OMPEACNSACT MX
HajexHOCTh. CaMu 3HAUEHUS TTOKa3aTesell MOI'yT 3aHOCHTBCSl B PETHCTP, HO CIIOCO0 MX M3MEPEHUSI OCTa-
eTCs 3a KaJpOM U BIIMSTH HA HETO MOXET TOJNBKO KBATM(HUKAINS Bpaya, YCTAHABIMBAIOIIETO TUATHO3.
[TosTOMy Hapsy ¢ JAHHBIMH B PETUCTPaX YacTO XPaHAT MH(POPMAIIUIO U O COco0ax M3MepeHus (TOoy-
YCHMS) TaHHBIX.

WHupaekc craHaapTU3UPOBAHHOCTH PETUCTPA ONPEACIsIeTCs Kak

k=

s 2

r
m
r7ie ¥ — KOIIMYeCTBO aTpUOyTOB, 3HAYSHHS KOTOPHIX 3aHOCSITCS B PETHCTP IO pe3yibTaTaM CTaHapTH-
3UPOBAHHBIX MPOIEAYP WIH Ha OCHOBE CTAaHIAPTU3MPOBAHHBIX CITPABOYHUKOB MIIH KJIACCH(UKATOPOB;
M — 9uCIlo aTpuOyTOB 3aITUCH.

UeM BBIlIIe UHAEKC CTaHIAPTU3UPOBAHHOCTH, TEM OOJBIIE PETUCTP COOTBETCTBYET HOPMaM H

CTaHJapTaM, a JaHHBIE U3 HEr0 MOTYT MCIIOJIB30BAThCS U CPAaBHEHHS C aHAJIOTUYHBIMHU JAaHHBIMH
PETUCTPOB APYTUX PETHOHOB (CTpaH) U ObITh NPUTOIHBIMH U1 MEKLCHTPOBBIX UCCICIOBAHUH.
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[Tpu MEXICHTPOBBIX HMCCJICIOBAHHUIX BO3MOXXKHO CpaBHEHHE MH()OpPMALUU U3 PErucTpoB (Cyo-
PETUCTPOB) Ha OCHOBE 3HAUYEHHH aTpUOYTOB, MPEICTABICHHBIX CTAHAAPTH3UPOBAHHBIMH CIPABOYHH-
KaMd. AHaJIH3Upys YacTOTY KCIIOJNB30BaHUSl 3HAYCHUH CTaHAapTH3MPOBAHHOTO CIIPABOYHHKA B
Pa3IMYHBIX CyOpPETUCTpax, MOKHO OMPENeTUTh TOMOT€HHOCTh BEIOOPOK /IJISi BO3MOXKHOCTH JATbHEH-
IIIETO CPaBHEHHUS AAHHBIX U uX arperaruu [10].

1.2. Banuonocmo

BammaHOCTh ompenenser akKypaTHOCTb, TOYHOCTh M HEMPOTHBOPEYHMBOCTH IAHHBIX, Kacaro-
IIUXCS OJTHOTO Ciy4ast 3aboneBanus. Vicropuuecku BEACHIE PETUCTPOB (CYOpETUCTpOB) Mpearmoiara-
JO0 COOCTBEHHOE KOTUPOBAHWE AaTpHOYTOB, MOITOMY IPH KOMIBIOTEPU3ALMH W LEHTPaIH3aLuU
PETUCTPOB BAYKHOE MECTO OTBOJMUTCS MOBTOPHOMY HMPOCKTHPOBAHHIO JIOTUYECKON OpTraHW3alluH JIaH-
HBIX ¥ TOBTOPHOMY KOJMPOBAHHIO AHHBIX, aHAIN3Y U BOCCTAHOBJICHHUIO YTEPSHHBIX NAaHHBIX, OTpe-
JICJIEHUIO MX BHYTPEHHEW HEMPOTUBOPEUNBOCTH [3].

BanumHOCTE JTaHHBIX MOMKET OMPEENATHCS Yepe3 HHIEKC CI0KHOCTH BaJIHIAIUH:

Y(c2).
p=1

2
rae qp — KOJIMYECCTBO anI/I6y'TOB, BOBJICYCHHBIX B OJTHO NPaBUJIO Bajlnaalvu, qp >1 ) qu — KOJINYEC-
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CTBO KOMOMHALWI 13 ¢, 110 2; P — KOJIMY€eCTBO NPaBHII BAIMIALKH; /11 — YUCIIO aTPUOYTOB 3aIUCH.

Hanpumep, maata poxineHHus He JOJDKHA OBITH MO3KE NAaThl ITOCTAHOBKU auarHosza. OIHOBpe-
MEHHO aTpuOyT <BO3paCT MPH yCTAHOBJIEHUH JUATHO3a> MOXKET SIBJISATHCS MEPEKPECTHBIM VIS BaJd-
Jaliy BCeX TPeX aTpuOyTOB.

Bo MHOruX ciy4asix UCHONb30BaHUE CIIPABOYHUKOB B KAUECTBE BO3MOXKHBIX 3HAYCHUH aTpHOYyTOB
IIOMOTI'aeT PEIIUTh NPOoOIeMy TOYHOCTH U aKKypaTHOCTH JaHHBIX, OJHAKO IIPU 3TOM YCJIOKHSAETCA pea-
THM3ays TPaBUi U OTPaHMYCHUI aBTOMATH3HPYEMBIX ONepalyii IPHI0KEHHs JJsi BBoJa U BepuUKa-
IIUM JaHHBIX B PETUCTP, TIOCKOJBKY MCIIOJB30BAHUE OTNPEENICHHBIX 3HAUYCHUI U3 OJJHOTO CIPAaBOYHHKA
BEET K OrPaHMUYCHUSIM HA HCIOJIb30BAHUE NAHHBIX IPYIMX CIIPaBOYHUKOB. Pa3paboTka MHOMKecTBa
MIPaBWJI BAJMJAIIMK ONMPAETCsl Ha OMNBIT Bpadel-crenuaaiucToB. [Ipy MpoeKTHpOBaHUU MPUIIOKEHHS
BO3MOJKHBI /IBa BapHaHTa pealn3allii BaluAalWd: IpU BBOAE JaHHBIX U NPU (GOPMUPOBAHUN OTUETOB.
[lepBBIii BapHaHT HAMHOTO MPEAINOYTHTENIBHEE, MMOCKOIBKY OONBIIMHCTBO OIIMOOK CBS3aHO C BBOJOM
JIAHHBIX M MOET OBITH CBOEBPEMEHHO HCIIPABJIEHO 0 CTaTuK JOPMHUPOBAHHS OTUETOB .

1.3. Ceéoespemennocmo

[Torpeburenu nHpOpMaIIUN HYX AAIOTCA B CBEXKHUX NAHHBIX 3a TEKYIIHH MEPHO, OJHAKO CIie-
nuQuKa BaTMAALMH KaXKA0T0 HOBOTO ciIy4asl 3a00JeBaHuUs WM JIETAILHOTO UCXO0Ja JOJKHA OBITH Be-
puduIpoBaHa MO ONPEAEICHHOMY HPOTOKOJIY IIOCIE NMPOBEIACHUS MEAWLMHCKOTO OOCIEIOBaHUS.
CBOEBPEMEHHOCTh AAHHBIX MOXKET OLICHUBATHCS Yepe3 MHAEKC CBOEBPEMEHHOCTH OOHOBIIECHUS AaH-

HBIX kt 5 KOTOpBIﬁ OonpeacsIeTCa NepuOoANIHOCTBIO OOHOBJICHUS 3aHHC6ﬁ, a TaK)Ke 4acTOTOM arperu-

pOBaHMA JaHHBIX Ul MOJYUYEHUs Pe3yJbTUPYIOIINX AOKYMEHTOB (CTaTUCTUYECKOW OTYETHOCTH) AJIA
norpebureneit napopmaunu. Kaxnoe oOHOBIEHHE — 3TO BpeMs, IOTPaYeHHOE Ha ONMpoC WM obcie-
JOBaHME ManueHTa. Yem Oosblie JaHHBIX OOHOBIISIETCS U Y€M Yallle 3TO AEIAeTCsl, TEM BBIIIE 3aTPaThl
Ha CONPOBOXKICHNUE PETUCTPA.

WHpekc cBOEBpEeMEHHOCTH OOHOBIICHHSI MOKHO PacCYUTATh CIEAYIOMINM 00pa3oM:

'Ha cerofHsmAmii MOMEHT ONTHMAIBGHBIM MOAXO0I0M B NPOEKTHPOBAHHH BaIMIALMK TAKOTO POJA SBIIs-
eTcs CIoJIb30BaHue si3p1ka XML st 3armicy npaBuil BaIMJaluy. JTO TO3BOJIIET OBICTPO U3MEHSTh, 100ABIISATH
U yIOansaTh (pparMeHTsl OU3HEC-JTOTHKH MIPY TPOSKTHPOBAHIH TIpriioxerus [11].
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rae 1 — Bpemsi 70 MOJTyYeHHUs] HOBBIX JIaHHBIX O CiIydae 3a0oiieBaHus (Kak MPaBUIIO, pedub UIET O Ha-
OMoACHUAX M MCXOoAax (pe3yibpTaTax JieueHHs) HEKOTOPOro ciiydasl 3a0oyieBaHHA); Z — 4acToTa 3a-
IPOCOB Ha CTaTUCTUYECKUE OTUYETHI (Pa3 B MecsLl, pa3 B TOJ U T. IN).

3naueHue k, > 1 CBUIETENBCTBYET O TOM, YTO HIIH YacTOTA 3aIPOCOB H30BITOYHA (IOTPEOUTEND HE

HOJIyYUT W3MEHEHUH B JAaHHBIX; BBIOJHEHNE ONCPALlNii, CBSI3aHHBIX C F€HEpalMil pe3yJIbTaToB 3aIpoca,
OylleT JMIITHUM, W30BITOYHBIM), WIIM M3MEHEHHUS B MOIMYJBIHMN (PHKCHPYIOTCS pexe, YeM 3TO Tpeldyercs
KOHEYHBIM TOTpeduTensaM nHdopmarmu. B moboM ciydae ClioHOCTb CONMPOBOXKACHHS pErHCTpa sl Me-
JMKA-PErUCTpaTopa ONPENeNseTcs] KOJIMIECTBOM PEryJSIPpHO OOHOBIsieMON HMH(OpPMAIMH, TO3TOMY, Kak
IPaBUIIO, PETUCTP HE JOJDKEH UMETh OOJIBILIOro KOJIMYECTBA aTpUOyTOB YaCTOro OOHOBIICHUS.

1.4. llonnoma ungopmayuu

[TonroTa nHpopMannu o caydae 3a00JeBaHUS — BAXKHOE CBOMCTBO, KOTOPOE OIpEAeNseTcs Mo-
TPeOHOCTBIO KOHEYHOTO ITOTPEOUTENS B AIUIEMUOIOTMYECKUX JTaHHBIX.

IIpoexTupoBaHue perucTpa ¢ pacyeToM Ha MOABIECHHE HHPOPMALUK O HEKOTOPHIX aTpulyTax B
OyayIueM peaKo ONpaBAaHO, MOCKOJIBKY 3aTpaThl HA CO3[aHUE PETHCTPa BO3PACTAIOT, TPEOOBAHHUS Ke
KOHEYHOTO I0JIb30BaTeNsl K HH(GOPMALUK MOTYT U3MEHSTHCS U aTpUOyThl OCTAIOTCA HEBOCTPEOOBaH-
HbIMU. MHIIeKC 3amoiHeHns (TTOHOTHI aTprOyTa) [ MOXKET ONPEAETSTHCS CIeLyIOIUM 00pa3oM:

1
i M

il ’
Ji n

riae n}m — KOJIMYECTBO 3aIlMCEH B pEerucTpe ¢ uMeronieiicss nadopmanueii o atpudyry i; n — ooree

KOJIMYECTBO 3alHCEH B pErucTpe.

Ilo uHAEKCY 3alOIHEHUS] MOXHO ONpPENeNINTh, HACKOJIBKO AEHCTBUTENBHO NOCTYIIHA M IIOJIHA
UHQOPMAIHS IO HEKOTOPOH XapaKTEePUCTUKE CITydast 3a00IeBaHusl.

WHdopmMaioHHas IOTHOTA PETHCTPa B LIEJIOM MOKET OBITh ONpeesieHa Kak CpeaHee:

L .
1
z kﬁll >
i=1

K 1
7/ A
M m
rae m — olmiee Yucio aTpuOyTOB 3aIUCH.

CpaBHEHHE Pa3IMYHBIX PETUCTPOB (CyOPETHCTPOR) MO JaHHOMY IOKA3aTEII0 MOXKET OKa3aThCs
MOJIC3HO TMPH MOCJISA0BATSIbHOM aHAJIN3€ JaHHBIX, HAPUMEP XapaKTePUCTHUK MOMYJISIIHM, MPOXKHU-
BaIOIUX B Pa3IMYHBIX peruoHax. Huszkoe 3HaueHrWEe WHGOPMAIIMOHHOW MOJHOTHI MOXET CBHUJICTEIb-
CTBOBATh KaK O TUIOXOH OpTaHW3allii PETUCTPAINH B ONPEAETICHHON CyOnomysiuu (pernoHe), Tak u
0 CJIOXKHOCTH WJIM BBICOKOI CTOMMOCTH TMOJy4YeHHUs] WH(OPMAIIUH 110 JaHHON XapaKTepUCTHKE B CyO-
TIOTIOTYJISIIHH.

1.5. PazzpanuyeHHocmb 0AHHbIX

[Ipu ycraHoBmeHNH HaNMWYHs 3a00JIeBaHUS TMAIMEHTYy IpellaraeTcsd MOIINCAaTh TaK Ha3bIBae-
MoO€ MH(OPMHUPOBAHHOE COTJIACHE 00 UCIOIH30BAHUU HEMIEPCOHU(PUIIMPOBAHHON YaCTH €r0 JaHHBIX B
WCCIIEZIOBaHUAK, OTYeTax W mp. Ilpu mMpoeKTHpOBaHWN MPUIOKEHUS HEOOXOIUMO YUYUTHIBAThH MpaBa
JIOCTyTIa K TIEpCOHUGUIINPOBAHHON 1 HETIepCOHNUUIPOBaHHON nHpopMarmn. MHIeke nocTymHOCTH
JIAHHBIX MOXKET OTIPEIIEIATHCS KaK

rae m, — KOJIMYECTBO aTpHOYTOB HENEPCOHN(PHUIMPOBAHHON MHPOPMALMHK; /71 — OOIIee YUCIIO aTpH-

OyTOB 3aIHCH.
Huskoe 3HaueHHe WHICKCA OOBIYHO MMEIOT CIEIUATU3UPOBAHHbBIC PETUCTPHI; MOMYJIAIHOHHBIC
PETHCTPBI UMEIOT HHAEKC, OJTM3KHIA K eIMHUIIE.
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1.6. Bocmpebosannocms 0annbIx

ITpu mPOEKTHPOBAHMM PETUCTPOB KOHEUHBIH MOTPEOWTENh JaleK OT MEPBUYHBIX ATPUOYTOB
(xapaktepuctuk). OmMHONH M3 OMMUOOK TPOSKTUPOBAHHS SIBJISCTCS HECOTVIACOBAHWE C KOHEYHBIM TIO-
TpeOuTeIeM HeOOXOIUMOr0 U IOCTATOUHOTO0 00heMa JaHHBIX HA PAHHUX CTaIUAX MPOCKTHUPOBAHUS U
IKCIUTYaTallUU PETUCTpa. 3amoHEHHE BCeX MH()OPMAIMOHHBIX XapaKTEPUCTUK MOPOU U3OBITOYHO H,
KakK pe3ysbTaT, He BOCTPEOOBAHO KOHEYHBIM MOTpedHTeNeM. DTO CO3/[aeT HEHYKHBIE CTOMMOCTHBIC,
BPEMCHHBIC U 4YEJIOBEUCCKHE 3aTPaThl.

WNHnexe BocTpeOOBAHHOCTH [ -T'O aTPpHOYyTa MOXKHO pacCUMTaTh KaK OTHOIIECHHE KOJMIECTBA 3a-
MPOCOB 32 TOJ C UCIOJIb30BAaHUEM I -T0 aTpuOyTa K OOIIeMy YHCIy 3alpoCOB 3a SIUHUILY BPEMEHU
(pa3 B MecHI1, pa3 BTOA U T. 11.):

<

need

R
kg =,
u

r1e U; — KOJINYECTBO 3alPOCOB C UCTIOIb30BAHUEM [ -TO aTpHOyTa 3a €AUHHILy BpeMeHHU; U — obIee

YHCJIO 3aIPOCOB K PETUCTPY 32 CAMHUIY BPEMEHH.

2. CTOMMOCTB MOJy4eHHSI W CONPOBOXKIeHUs HHpOpMauu

Heo0xonumocTs onpenienieHns: CTOMMOCTH JaHHBIX 00OCHOBBIBAETCS CIECIYOIIMMH IIPHUMHAMU:

1. YacTh JaHHBIX MUIEMHAOIOTUYECKOTO PETUCTPa MOKET OBITh MOJyYeHa OT MallUeHTa, HaIpH-
Mep UCTOPUYECKHE JaHHbIE O HAXOKACHUU MallMeHTa B HEONMaronpusaTHEIX YCJIOBUAX (paiualuy, XUMH-
YecKoro Bo3zeicTBua u Ap.). Kak mpaBwio, 3Tu AaHHbIE HYXXZAIOTCS B OOBEKTHMBHOM KOHTDOIIE,
KOTOPBI 3aHMMaeT MHOTO BPEMEHHU M CPEACTB (3allpOChl B COOTBETCTBYIOIINE OPTaHbl O MPOKUBAHUH,
paboTe B HEONATONPHUATHBIX YCIOBHAX U IIP.), HX KOJIUYECTBO B PETHCTPE JOIKHO OBITH 00YCIOBICHO
LEJSIMU CO3AaHMs PErucTpa, HeOOXOJUMOCThIO UMETh TaKUE JaHHBIE U MX Lesecoo0pasHocThio. Dop-
MaJIM3alys OTBETOB MalMeHTa B 3TOM cilydyae (HarpuMep, CpoK paboThl BO BPEIHBIX YCIOBUAX TPYHa)
HeoOXonuMa 171 OCIIeIYIOIIEro aHajnu3a.

2. Kaxxaplil KIMHUKO-1a00paTOpHBII aTpUOyT HOBOTO Ciy4asi B perucTpe TpeOyeT MpoBeaeHUs
OIIpPEICNICHHBIX TECTOB, KOTOPBIE MOATBEPKAAIOT HANUYIHNE 3a00JI€BaHNUS WIN ONPEACIISIIOT €ro CTaauIo.
HexoTtopsie 13 TeCTOB SABISIIOTCS ToporoctosimuMu. Heo6xoquMo moHUMaTh, 4TO HE Bce CyOperucTphl
B COCTOSTHMM OOecreurBaTh Hanu4yue Takod uHdopmannu. Kak mpaBuiio, JOpOrocTosiue TeCThl uc-
MOJIB3YIOTCSl TIPY MPOBEICHUN KIMHUYECKHUX HCCIENOBaHUM, HO HE MPU CONPOBOXKICHUH SIHIEMHO-
JIOTUYECKUX PETUCTPOB.

3. Kak npaBuio, B IpOEKTUPOBAaHUM PETUCTPA MPUHUMAIOT yUaCTHE BpauH-CIEIMATIUCTHI 10 3a-
0oNeBaHMUSM ONpEAEICHHONW HO30JOTMH, @ HE 3KOHOMHCTBI, IO3TOMY CYLIECTBYIOT ONpEleICHHbIE
CJIO’KHOCTH B OLIEHKE CTOMMOCTH IOJIy4YeHUs] UH(OpMAaLUH.

4. Co3anue 1 COTMPOBOXKACHUE PErUCTpa OTPaHUUEHO OIOKETHBIMH BO3MOKHOCTSIMH OPTraHH-
3alUi, MUHUCTEPCTBA MO0 BEJOMCTBA, OTOMY Ba)XKHO 3apaHee OLEHUTH MPUOIU3UTEIbHYIO CTOH-
MOCTB IIPOEKTOB IO PETUCTPALINH.

CToMMOCTH TOJTyYeHHsT €IMHHILIBI JAHHBIX (3aIICH B PETUCTPE) MOXKET OBITh paccuMTaHa Kak

1 w S
C, == >, |+>.c,
w=1 s=1

rae R — pacnpocTpaHeHHOCTh 3a00JIeBaHUs B MCCIIEyEeMOM MOMyISIUU (KOJTHYSCTBO UMEIOIIUX 3a-
OoseBaHMe, JENICHHOE Ha pa3Mep ucciexyeMoit nomysinun); C — CTOMMOCTD TeCTa MOJTBEPIKICHHS
3aboneBanust; W — KOJIMYECTBO TECTOB, HEOOXOANMBIX JUIS TTOATBEPKACHHS 3a00I€BaHMS IIPH 3aHe-
cennu B peructp; C — CTOMMOCTb 3a1pocoB (0OpaleHUi B COOTBETCTBYIONINE OPraHM3allH/OPraHbl)
0 MCTOPHYECKHM JIAaHHBIM HOBOTO manueHta, s =1,...,.8; § — xonuuecTBo arpubyTOB perucTpa,
TpeOYIOIIMX 3aIPOCHl B COOTBETCTBYIOLINE OPraHbl U1l 0ObEKTUBHOT'O KOHTPOJIS.
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CTOMMOCTh CONPOBOKACHNUA MHOpMAIMK (aKTyaIu3alys) CBA3aHa B OCHOBHOM C TOIMYJISIH-
OHHBIMH BMUACMHUOJIOTHYECKUMH perucTpamu. Ecin B KMMHUYECKUX perucTpax (MccieqoBaTeNbCKIX )
OCHOBHA$ J0JIA 3aTpaT MPUXOAUTCS HA MOMydeHHE MH(POPMAIMH, TO B MOMYJISIIHOHHBIX PETUCTPAx
OCHOBHAs JI0JIS 3aTpaT — 3TO COIPOBOXKICHUE M aKkTyanu3auus. [laHHas CTOMMOCTh MOKET BapbUpPO-
BaThCS B 3aBUCHMOCTH OT KOJMUYECTBA OOHOBIISIEMBIX aTpHOYTOB; €€ MOKHO PacCUUTATh 1Mo (popmysie

U
C,= nz C,,rne C, — croumocts 0OHOBIICHHUS i -ro aTpubyta, i =1,..., U ; U — xonuuectBo 00-
i=1
HOBJISIEMBIX aTPUOYTOB PETUCTPa; N — OOIIee KOJMYECTBO 3anKcell B peructpe. Eciu ydects nepuo-
JIMYHOCTH 3alpOCOB K PETHCTPY M MHAEKC CBOEBPEMEHHOCTH OOGHOBJIEHHS PETMCTPA, MOXHO
PaccUYnTaTh CTOMMOCTH COIPOBOKIEHHMS PETHCTPA 3a €IMHHILy BPEMEHH (MECHIL, TON).

3akiaoueHue

B HacTosmieil paboTe paccCMOTpEHbI KOJHUYECTBEHHBIE XapaKTEPUCTHKHU OLIEHKH KayecTBa JaH-
HBIX B peructpax. [Ipu pa3paboTke perucTpoB ONpeleseHHBIX HO30JOTMH CYLIECTBYIOT JOMOJIHHU-
TEeNbHBIE CBOWCTBA JTAHHBIX, CBSA3aHHBIE ¢ MaHU(ecTallel u MpoTeKaHneM 3a00JIeBaHus, JeUeHUEM U
COCTOSIHMEM TAIFeHTa B TeUeHHe UINTEIHHOTO CPOKA ITOCHE €r0 OKOHYAHHUS, OJHAKO WX HM3JIOKEHHE
BBIXOJIUT 3a paMKU JaHHOW cTaThu. [IpHBe/IcHHBIC K€ CBOWCTBA JIAHHBIX YHUBEPCAIBHBI, UX IIEICCO-
00pa3HO OILIEHWBATh KaK MPHU CO3[aHHH, TaK U B MPOIECCe IKCILTYyaTaI[Ml PETUCTPOB Pa3INIHOTO Ha-
3HAYCHWS.

KonuuecTBeHHBIE XapaKTEPUCTHKH Ka4eCcTBa JaHHBIX TOMOTAIOT OLEHUTH 1eJIeCO00Pa3HOCTh
CO3JIaHUsl PETUCTPA, BBISBUTh TEXHUUYSCKHUE ONIMOKHU MPU 3aHECCHUH JAHHBIX U NyOJIMPOBAaHUE WH-
(hopManmu, a TakKe MPUTOTHOCTh HHOOPMAIIMH JII CTATHCTHYIECKON 00pabOTKH B MHTEpEcax Ko-
HEYHBIX IMOJIL30BaTEJIEH. KOHTpOJ’II) Kadue€CTBa JAaHHBIX HCIIOJIIB3YCTCA KAaK Ha JIOKAJIbHOM YPOBHEC,
TaKk ¥ TpH MPOBEJICHUU MYJIbTHHAIIMOHAIBHBIX HCCICIOBAHUN, B KOTOPBIX MPUHUMAIOT y4acTHE
PETHUCTPHI pa3HBIX CTPaH.

[IpemnoxeHHbIE OIEHKH YCIEIIHO HMCIONB3YIOTCS B PecnyOnrkaHnckoM HaydHO-TIPaKTHIECKOM
LEHTPE ACTCKOM OHKOJIOTMM M reMaTojoruu. Tak, Ipu IPOEKTUPOBAaHUMU PETHCTPA NEPBUYHBIX UMMY-
HoneuuToB PecrryOnmku bemapych 3TOT MmOIX0J MO3BOJMII ONTHMH3HPOBATh €r0 CTPYKTYpPYy Ha
arane co3manus B 2007 r. [lmanoBas olleHka BHECEHHBIX MaHHBIX B pabore JleTckoro KaHiep-
cyopeructpa PecniyOnuku benapych, dynkunonupytromiero ¢ 1999 r., mo3BosisieT CBOEBPEMEHHO Be-
pudupoBaTh MHPOPMALUIO U MAaKCHUMaJIbHO WCKIIOYHUTH BIUSHHUE «YEIIOBEUECKOro (hakTopay Ha
pe3ynbTaThl 00padOTKH JaHHEIX.

ABTOpBI paccMaTpHBaJIM CBOMCTBA JaHHBIX HA NMPUMeEpE SIMUAEMUOIOTHYECKUX perucTpon. Of-
HAKO ONMHMCAaHHBIN MOAXOJ K OIICHKE KayeCTBa JIAHHBIX MOXKET OBITh PACIPOCTPAHEH U Ha JAPYTUE CHUC-
TEMBI PETUCTPAILlUU, HAPUMEDP, B SKOJIOTHH, CONMAIBHON CiTyk0e, pu AeMorpapuIeckux MCCIeao-
BaHUSX U JIp.

ObecnieueHre KauecTBa JaHHBIX 33 CUET ITPaMOTHOTO POCKTUPOBAHNUS U COIPOBOXKICHHUS PETH-
CTPOB — 3TO HE TOJNBKO 30T 3()(PEKTUBHBIX PEIICHU B MEAUIIMHE, HO M TapPaHTUs MOBBIIICHUS Kaue-
CTBa JKM3HU KaXXIOTO YEIOBEKa M 00IIEeCTBA B IIETIOM.
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0.V. Krasko, V.V. Roubo, N.N. Savva
DATA QUALITY EVALUATION IN EPIDEMIOLOGICAL REGISTRY

The paper addresses the problem of evaluation of data quality in epidemiological registry data-
bases. Proposed indices of «standardness», validity, timeliness, completeness, needfulness are useful
for practical aspects of registration based on modern information technology. Also, evaluation of cost-
efficacy of information registry is briefly discussed.



