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Temoummms saTparusaet npu6mmsuTensHo 400 000 yenmoBek Bo BceM Mupe. [lonb3sysach nede6-
HBIMI IIperapaTaMi J HaJIeXKalllIM MeIUITHCKUM 00CTyXIBaHUEM, JTIIOAY € reMOUIel MOTy T
SKUTD KU3HBIO 3T0POBBIX JIIofieil. be3 mpoBefieHNs nedeHnsA reMoGuns BbI3bIBaeT CYIbHbIE OO,
IPUBOJUT K CEPbE3HBIM paspyLIeHNAM CYCTAaBOB, HefleeCIOCOOHOCTI 11 cMepTH. CerofHs IpUMepHO
TPU YeTBEPTU JIIOZel, JKUBYIUX € reMOIIINEI, HONTYYaloT 1100 HeTOCTATOUHYIO MeUIIVHCKYIO
IIOMOIIb, 1160 BOOOIIe eé He ITOTy4aloT.

Bcemmpnas penepanya remopumu (BOT) — 3T0 MeXXiyHapoHass HeKOMMepUecKas OpraHu3alIs,
paborarouas s Toro, YTo0BI IPEfOCTABIATD, YIYYLIATh Y HOfIeP>)KMBATh MEAULIMHCKOE 00CITy-
JKUBaHMe JIIofieli ¢ reModumieit Bo BceM Mupe. BOT paboraer i JOCTIOKeHNS STUX LieNlell yepes
CBOIO CeTb ITPeJaHHBIX JOOPOBOIIBIIEB U 3aMHTEPECOBAaHHbBIX opraHmsanuit. O6mmerocygapcTBeHHbIE
opraHusanuy reMoGIINN Y LIEHTPbI JIe9eHNUA TeMODVIINN - K/TI0oYeBble TApTHePHI B 9101 ceTu. OHM
UTPAIOT BOXKHYIO PO/Ib B YIYYIICHNN MEAUIVIHCKOTO 0OCTY)KVBAHUA B CBOYX CTPAaHAX.

HauHzeM ¢ Toro, 4To 3agaua 3aHMMATbCS YIYYIIeHNEeM MEeAULIMHCKOTO 00CTY>KMBaHMs He BBIILAUT
CIVIIIIKOM IIpYBJIeKaTeNbHO. [IepBbIM BaXKHBIM IIATOM SIB/IAETCA CO3JaHue OOIeroCyapCTBeH-
HOTO peecTpa OObHBIX. PeecTp OO/NBHBIX - 6eCLIeHHBI MTHCTPYMEHT JIA YIY4IIeHUA XKU3HU TIofel
¢ remo¢unueit. OH He0OXOUM, YTOOBI OTC/IKUBATD BBIABICHNUE Y AMATHOCTYKY JIIOfIell C reMo-
(bmnmeit 1 KOHTPOMMPOBATH UX 3TOPOBbE, & TAKXKE /IS [JOITOCPOYHOTO ITAHUPOBAHUS PabOTHI
opraHu3aluii, 3aHNMAIONIXCSI TledeHieM reMOoMUINN, U OTIpefe/ieH s IPUOPUTETOB B 3[[PaBOOX-
panenvn. Hamdme o61ierocygapcTBeHHOIO peecTpa OOIbHBIX laeT BO3MOXKHOCTh OTBedYaThb Ha
(dyHIaMeHTaTbHBIe BOIIPOCH O TOM, CKO/IBKO Ye/IOBeK ¢ reModuineli IpoxuBaioT B Baieii crpane.
Takast nuOpMAIA UCKTIOINTENHHO BaXKHA IS TOTO, YTOOBI 0OpaIaThCsl B IPABUTEIBCTBO U
JOOMBAThCA YIYYIICHUA MEINIMHCKOTO 0OCTY>KIBaHMA.

Ha coBmecTHOM 3acemanuu BeemupHoit opranusanym sgpaBooxpanenus (BO3) u BOT Ha temy
Meduyunckoe 06cnyxusanue 6 pa3susarouuxcs cmpanax, cocrosasiuemcs B XKenese, I1IBeitnapus, B
1997 ropy, HeOOXOAMMOCTD CO3TaHMA OOIIETOCYAPCTBEHHBIX peecTPOB JIIofel ¢ reModuimelt 6bl1a
IIpM3HaHa KIo4YeBbIM IpuopureroM. Ordet, ony6mmkoanHbi BO3 n BOT copepxur cnepyommee
3agByeHye: “UToObI 06ecrednTh HaIexalllee INIAHUPOBaHMe U pa3BUTIE MEIUIIMHCKOTO O0CTTY-
JKUBaHUSA, CO3[TaHNE 061uer0cynapCTBeHme peecTpoB e ¢ reMoq)mmeﬂ SABJIAETCS BayKHENIIENn
3agadell. [I09TOMY MBI peKOMeHIyeM, YTOObI IPUOPUTET ObII OTHAH BBLABICHNIO U1 JYIATHOCTYUKE
OOIBHBIX JIIONEN U UX CEMEN U eMHOI perucTpanum aropen ¢ reMoq)Mm/Ieﬁ u 3a60/1€BaHUAMIU,
KOTOpBIe C Helo CBsA3aHbL. YTOOBI JOOUTHCA yCIlexa, TaKas IporpaMMa JJO/DKHA FapaHTUPOBATbh
KOH(WIEHIIVaTbHOCTD ¥ YBa)KEHMeE TIPaB YeloBeKa .

Hamrdie o61merocyiapcTBeHHBIX peeCTPOB OOJIbHBIX VIMeeT TaKKe BceMUpHoe 3HadeHre. Hamrdne
BO3MOYKHOCTY CPaBHMBATh JJAHHBIE Pa3HBIX CTPAaH MOXKET OKa3aTh CYIIeCTBEHHYIO TOMOIIb IIpU
oOpalleHnN K IIpaBUTEIbCTBY 00 yIydIleHUy MeAMIMHCKOro obcny>xnBannsa. Haunnas ¢ 1998
roga, BOT cobupara u exxerogHo n3gaBaja Takye JaHHble. DT 0030Pbl WIIIOCTPUPYIOT 0OLIYIO
CUTYaIMIo ¢ reMOUINeNl B MIpe B LIeJIOM U COfep>KaT IPUMepPbI JOCTVDKEHNUI, TIOJTyYeHHBIX IIPU
OTPaHMYEHHBIX CPECTBAaX, KOTOPbIe BIOXHOBIIAIOT JPYTHe CTPaHbl IOMBITAThCA CAIENATh TO XKe
camoe. Hammune o61ierocyapcTBeHHBIX peecTpOB OOIbHBIX IOMOTraeT yOeoUTbCA B TOM, 4TO
maHHble, cobpanHbie BOT' B Mupe, SIBISIOTCS TOYHBIMU U BECOMBIMIUL.

BripaskeHHBIe KOHKpeTHBIMM IM(paMyl pe3y/IbTaThl, KOTOPbIEe COIeP>KaTCs B 0OLIeroCyapCTBeH-
HBIX peecTpax 00/bHBIX U BO BcemupHbix 0630pax BOT, nomoraioT onpefensits 9 PpeKTHBHOCTD
IIpOrpaMM 3/ipaBoOOXpaHeHN:A. VIcXoHble JaHHbIE, TaK/e KaK yBe/IMdeHye KOMM4ecTBa JuarHoc-
TUPOBAHHBIX OONBHBIX MV IPOJODKUTENBHOCTD XU3HU JTIOfIeN ¢ reModuine, MoIe3Hbl s
onpefieeHNsA EHHOCTU U YCIIEIIHOCTY Pa3INdHbIX IPOTPAMM Pa3BUTHSA, LIE/IbI0 KOTOPBIX AB/IA-
eTcs yIydllleHVe MEIUIVTHCKOTO 0OC/Ty)KBaHUA B CTPaHe.

JlaHHOe PyKkoBOJCTBO 0OBACHAET, YTO COOOI IPEACTABIIAET PeecTp, IOKa3bIBaeT Pas3IM4HbIEC TUIIbI
peecTpoB, KOTOPhIE YCIIEITHO NCIIOTb30BAIICh B MIPE, HOAPOOHO OMICHIBALT IIaru, KOTOpble Heoh-
XOJIMMO CIIeTIaTh JI/IA CO3TaHMA U MOAfIepKKH 3¢ PeKTUBHOTO 061IIeTOCYIapCTBEHHOTO PeecTpa, I
laeT peKOMEeH/Jallli, KaK MCIIO/Ib30BATh LIeHHbIE JaHHbIE, COfleP Kalecs B peecTpe.
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Bcé 06 obuerocynapcTBeHHbIX
peecTpax 60JIbHbIX

Y10 Takoe peectp?

Peectp - 3T0 6a3a HaHHBIX MM COOPHUK MHPOPMALIMY O JIOFSX, OOTBHBIX TeMOQUIIEN MU NMEIO-
LIVX HaC/efICTBEHHbIE 3a00/1eBaHMs, KOTOPbIE COMPOBOXK/AIOTCS KpoBoM3nusiHusAMu. Peectp
cofiep)XnT MHPOPMALNIO O TAKUX IMIHBIX JAHHBIX, KaK BO3PACT, IIOJI, TUII 3a00/1€BaHMsI, COTIPO-
BOX/JAIOLIETOCS KPOBOV3/IMAHVIAMY, CTEIIeHD TSXKeCTH, BUJ U KOMMYECTBO IOTYYeHHOTO JIeYeH s, a
TaKKe Ha/ln4yie TaKVX OCJIO>KHEHNI, KaK MHTMONTOPBI, 3a00/IeBaHNA IIeYeH Y, 3a00/IeBaHIA CYCTaBOB
u T. i. Kax npaBnio, Ty JaHHbIE XPaHATCA B KOMIILIOTePHOIT 6a3e faHHBIX. OOIIerocysapCcTBeHHBIIN
peecTp CBOIUT 9TY JaHHBIE CO BCEVl CTPAHBI B €MHBII JOKYMEHT, YTO II03BOJIACT M30eXaTh A0/ -
pOBaHMsI UMEH OObHBIX.

YTo paéTt obwerocyaapCcTBeHHbIN peecTp

O611erocygapcTBeHHBI peecTp laeT MHOTO BBITOf 601bpHOMY remModueii. OCHOBHas Iieib
CO3JlaHMA TAKOTO peecTpa COCTOUT B TOM, YTOOBI IIOMOYb Ye/IOBEKY JIy4llle IOHMMATh PacIpocTpa-
HEHHOCTD 9TOT0 3a00JIeBaHMsA, M3y4ast HOTPeOHOCTI OOIbHBIX B 00IeCTBE, BBIAB/LAA HEJOCTATKI
B CUCTeMe IIPeOCTaBIeHIA MEIMUITHCKOTO 00CTy>KUBaHNA, OLpefenss Oynyiye IOTpeOHOCTI U
cdepsl, Tpebyrolye BHUMaHNA, a TAKXKe YIIOTHOMaduBas 0011erocyiapCTBEHHYI0 OpraHM3alNIo
remouiy u Bpadeit apdeKTUBHO 1060MpOBaTh Iepey IPaBUTE/IbCTBAMHU B II0/Ib3Y OOTBHBIX
reModuyeit.

Moppepxka meaMLIMHCKOro o6cnyXXnBaHus. OfHyM 13 epBbIX MIAroB B co3fanmy s ¢ex-
TYBHOJI IPOrpaMMBbI reMOMIINY ABJIAETCA CO3JaHVe 0OIeTOCyapCTBEHHOIO peecTpa 60/NIbHBIX.
B HeKOTOpPBIX CIIyYasAx 9TON BaXKHO paboTe He Y[e/IAI0T BHUMAaHNA, TaK Kak 0oJiee BaXXHBIMU
MOTYT II0Ka3aThCs TaKue Ipo6/IeMbl, Kak OpraHU3alsA MeIVLIMHCKOTO YX0fa 3a 60/IbHBIMM, (pUHAH-
CUpOBaHNe MEJVIIVTHCKOTO 00CTY>KMBaHMA U TOTPeOHOCTD B JIedeOHBIX Npenaparax. OgHaKo,
IUIaHMPOBaHUe, HAaIIpaB/IeHHOE Ha pellleHue 3TUX U IPYTUX Ipo6ieM, JO/DKHO OCHOBBIBAThCA Ha
3HAHWM KONYECTBA OOIBHBIX, KOTOPBIM IIPEJOCTaB/IACTC A MEAULIMHCKOE 0OCTy)X/BaHNe, HA 3HAHUY
YPOBHS YCIYT, KOTOPbIE OHM IOJTY4YaloT, Ha 3HAHUYU MeCTOHAXOXK/ICHNU: OO/IbHBIX, a TAKKe Ha 3HAHUU
U TeX MeJVIVHCKUX YCIIYT, KOTOpble M He NPefoCTaB/ANUCh. V MMeHHO BcA aTa MHpOopManus
COZIEP>KUTCA B OOLIErOCyapCTBEHHOM peecTpe OONIbHBIX.

Ecnu ynpasieHne peecTpoM IOfiepKUBAeTCsA OpraHu3alyell 60IbHbIX, TO peeCTp CTAaHOBUTCA
MOIIIHBIM MHCTPYMEHTOM JJIs CTPAaTeTM4ecKoro 1000MpoBaHNs 1 faeT BO3MOXKHOCTb YOeIUTDh
OpraHbI BIACTH, YTO Takye O0/IbHbIe CyllecTBYIOT. Hanpumep, xorga Beepoccutickoe 06usecmao
2eMOounUY BCTPEYaeTCs € MPEACTaBUTE/IAMY IIPABUTENIBCTBA, OHO MOXET IIPeJOCTaBUTD JAHHBIE
U3 CBOETO 00IeroCyapCTBEHHOTO peecTpa OONIbHBIX 60Jee YeM Ha 7875 npoxxkmBarommux B Poccyun
ofelt, 60IbHBIX TeMOodIINell M PYTUMU 3a00/IeBaHUAMMY, COIIPOBOXXIAIONIVIMIUCH KPOBOU3TINA-
HyAMM. TeM caMbIM IOATBEP)KAAETCS, YTO TaKue OONbHBIE JeMICTBUTEIBHO CYILIeCTBYIOT, TaK KaK B
9TOJI CTpaHe HeT HUKAKUX IPYTUX peecTpOB, KpOMe peecTpa OpraHmU3aluy OOIbHBIX.

Bo Bcex cTpaHax KOMMYECTBO CPECTB, KOTOPbIe MOYKHO 3aTPaTUTh Ha 3[[paBOOXpaHEeHMe, Orpa-
HUYEHO, JI CTPaHbl BBIIEIAIOT CPEACTBA, ICXOMA UX TOTO0, KaKUM HY>KJaM OTHaéTCs Hanb O/
npuopuret. YacTo Takye Tpebyomye 6OIBIINX PAaCcXOfi0B XPOHMYecke 00/Ie3HY, KaK reMouns,
OTHOCAT K 3aTparaM ¢ 60/Iee HUSKUM IPUOPUTETOM. [pyIIiaM, BBICTYIIAIOIIMM B 3alIATY OOIbHBIX
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reModuneit, HO6XOAUMO IPOLLEMOHCTPUPOBATD IOTPEOHOCTH JIIOfiETE C TAKUMI 3a00/IeBAaHUSIMU 11
[I0Ka3aTh, KaK IPABUTE/IbCTBEHHbIE MHBECTULINY ITPY MA/IOM KO/IMYECTBE JEHEKHDIX CPEICTB MOTYT
YBEIMYNUTD BBDKMBAEMOCTD M YMEHBIIUTD KOIMYECTBO OCTIOKHEHWIT, TedeHIe KOTOPBIX TpebyeT
3HAYMTEIBHO OOJBIINX 3aTPAT, €M Te 3aTPAThI, KOTOPbIE BBIAE/ISIIOTCS 3PABOOXPAHEHUEM.

Y o61erocyapcTBEHHbIX OpPraHU3aIuiT TeMOGIINY Ha BCTPEYaxX C IPaBUTETbCTBEHHBIMU OpTa-
HaMU 3[paBOOXPAaHEHNS TOYTH BCerfa crupanBaioT: «CKOIbKO B CTpaHe NMeeTCs GOIbHBIX 1
CKOJIBKO CTOUT X jTedeHne?». Ta opraHmsaiyist, KOTOpasi CMOXKET OTBETUTD Ha 3TU BOIIPOCHL, OyzeT
VIMeTb UCK/TIOYNTEIBHO CUIbHYIO TIO3UIIIIO, HO3BOJIAIOLYIO UCIOIb30BATh €CTECTBEHHDII MHTEPeC
OpPraHOB 3[JpaBOOXPAHEHISI K HEKOTOPBIM OOIIIETOCY/[apCTBEHHBIM OPTaHM3aIUsIM, SIB/ISIOIIIMIUCS
wyeHamyt BOT, 11 momydeHns JOMONMHUTEIBHBIX CPEACTB Ha 0OecIedeHne He YOB/IeTBOPEHHbBIX
orpebHOCTEl GOMBHBIX B CBOMX CTPAHAX. BaM cilefyeT y4nThIBaTh TOT (AKT, YTO IPABUTENIBC-
TBa OYAYT BBIAE/ATD CPEACTBA, TONBKO eC/N y Bac ecThb 3acy>KuBarolasi 1oBepust JOKyMeHTaIIus
0 IOTPeGHOCTSX.

YT06bI FOOUTHCS yCIIexa, BBICTYIUICHNSI 3a IIPeIOCTAB/IeHe MEUIITHCKOTO 00C/TY KMBAHSI TIIOISAM
¢ reMouIVeI JO/DKHBI HAXOANTD 001I[eCTBEHHOE IOHMMaHNe U HOAAeP>KKy. OO benHeHN TIofieit
WIN OT/e/bHBIE TNIA, JOOUBAIOLINECs YIYYIIEHHOTO MEAUIIMHCKOTO 0OCTy>KMBAHSL, JOTDKHBI
UCIIOIb30BATD JII0OYI0 BO3MOXXHOCTD, YTOOBI PacCKasaTh O MOTPEOHOCTAX M COCTOSIHUM 3OPO-
Bbs1 6O/IBbHBIX reModuneit. [lJaHHbIe, NMEIOL[Mecs B 001er0CyfapCTBEHHOM PeecTpe, sSIB/II0TCS
L[eHHbIM MHCTPYMEHTOM JIJIs1 BBIIIO/THEHNS 9TOI 3aadlL.

Hampumep, ob1iierocygapcTBeHHBII peecTp 60n1bHbIX reModuneit B Pecry6rmke Ipysust feMonc-
TpupyeT 3P PeKTUBHOCTD MIPOCTOI MEPECTPONKN YIPEXKAEHNI 3APABOOXPAHEHUS U TO, YTO
IIPeOCTaB/IeHNe KaKOT0-HIOYAb BUPYC-MHAKTUBUPOBAHHOTO (paKTOpa CBEPTHIBAEMOCTHU KPOBI
OKas3bIBaeT CYI[eCTBEHHOE BMsIHIIE Ha YIydlleHe 3H0POBbst G0IbHBIX reMOo(Inel! B 9TOit CTpaHe.
DTy faHHbBIe IOATANKMBAIOT IPABUTEICTBA [PYTUX CTPAH 3TOTO PETMOHA IOMBITATbCS CO3AATh
o06HbIe TPOTPaMMBIL.

JlaHHBIe U3 06IErOCYAAPCTBEHHOTO peecTpa MOTYT TaKKe MCIIOIb30BAThCS /st T0O6MPOBaHIIS
KOMIIEHCALUIL TeM JIIOfIAM C reModuneii, kotopsie nprobpenn BYY wiu rematut C B pesynbrare
VICIIO/Ib30BAHM JIe4eOHBIX [IPEIapaToB.

Pacnpe.qenel-me CbI/IHaHCOBbIX cpeancTBe 3aBUCUT OT onpeaeneHns npuopureTa.
[TorpebHOCTH IOfETE € TeMOUIVElT B MEFUIIMHCKOM 0OC/TY)XMBAaHNY BO BCEX CTPAHAX IIOCTOSIHHO
menstorcst. CHavama (GMHAHCOBBIE CPEICTBA MOTYT BBIAE/ISTHCS TOMBKO B HEOOIBIINX KOMTUIECT-
Bax. DTY CPeJICTBA HY>KHO VICIIONb30BATh /IS JOCTVKEHMA BUIUMBIX Pe3y/IbTaToB. ITO BaXKHO 110
IBYM IpudmHaM. [lepBas coCTOUT B TOM, YTO YCIELIHbIE Pe3y/IbTATHI 3[paBOOXpaHeHN (TaKue,
KaK COKpallleHVe JHell TOCIMTaIM3alUI WIN IIPOITyCKa 3aHATHIA B IIIKOJIAX) YBe/IMYAT MOANEPIKKY
VL 9HTY3Ma3M TOM YaCTU HaceJleHNs, KOTOpas B 9TOM 3alHT€PECOBaHa, a BTOpasg COCTOUT B TOM,
YTO 3TU YCIEIIHbIE Pe3y/IbTAThI IPOEMOHCTPUPYIOT OPraHaM 37[paBOOXpaHeH st 9)(HeKTUBHOCTD
3TOJ IPOrPaMMBI.

JlaHHbIe, HOTy4aeMble U3 LIEHTPA/IN30BAHHOTO PeeCTpa, HEOL[EHNMBI Ji/Is1 OIIpefie/IeHIIsT HeOOXOaM -
MBIX (DMHAHCOBBIX CPEICTB ¥ BBIOOPA CAMBIX BHICOKUX IIPMOPUTETOB ISl IIOTTYUEHNS YCIIELIHBIX
pesynbraToB. Hanpumep, Korga MUHICTEPCTBO 3/ipaBOOXpaHeHnsA Ynmm 3aHAI0Ch OpraHMU3anyei
IIPejOCTAaBICHNS MEAUIIMHCKOTO 06CTy>KuBaHMsI O0IbHBIM TeMOMINell, TO ObIIO pelIeHo TaK
PasMeCTUTD LEHTPBI JTedeH Vst TeMOIINY, ONUPAsiCh Ha TaHHBIE, IOTyYeHHbIE 13 061Ierocypapc-
TBEHHOTO peecTpa 6ONbHBIX, 4TOOBI MEAULIMHCKOE 00CTY>KIBAHIE IIPEJOCTAB/LIIOCH C YYETOM €T0
HOTPeOHOCTH, U YTOODI (PaKTOPbI CBEPTHIBAEMOCTU KPOBY LOCTAB/IS/INCD B T€ MECTA, T€ IPOXKI-
BaioT 6osbHbIe. Ec/tu 651 He 6BIIO HUKAKOTO peecTpa WK HaHHBIX OBIIO Obl HELOCTATOYHO, TO
¢buHAHCOBDIE CPECTBA IOTPATUINCD ObI, CKOpee BCETo, BIIYCTYIO.

PeecTp copepXuT BakHyI0 MHPOPMAINIO, KOTOPas MOXKET MCIIO/Ib30BAThCA /I 3aIIUTHI, TIOAe-
PKKIM 1 OTCTanBaHus 6107keToB. Hampumep, B HEKOTOPBIX CTPaHaX, IIOC/IE TOTO, KaK yPOBEHb
OKa3aHMsI MEAMIVHCKOI TOMOIIY TAaKVM OOIbHBIM MOBBICUIICS, Y HUX CTA/IO CHIDKATBCS KOIMIECTBO
OCTIOXKHEHMI1, HA OCHOBAHUY YeT0 HEKOTOPbIe MTOTUTUKM MOCYUTAIN, YTO CPEAICTBA, BhIfie/iAeMbIe
L[EHTpPaM JIedeH Vs TeMO(IINY, MOXXHO HAIIPaBUTh Ha JPYyTue Ienu, a 60/IbHbIe MOTYT IIOy4aTh
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HeoOXOVMBIe [/IsI HUX MeIMUI[MHCKIE YCIyTu Y 1r60oro mectHoro tepanesra. B CIIA ucrons-
30BaHIe JAHHBIX PeecTpa, cofiepraliero 6oee gem 3 000 60MTbHBIX, IIOKA3a/I0, YTO CMEPTHOCTD
OO/IbHBIX, TOTYYaBIINX MEUIIMHCKIE YCIYTH B LeHTpax tedenust remoduinn (IJJIT'), oxasanach Ha
70%, a KOMMYECTBO Cy4aeB TOCIUTAIN3ALMN OKa3anoch Ha 40% MeHbIIIe, IT0 CPABHEHMIO C TEMM JKe
HOKAa3aTe/sAMM Y 6O/IbHBIX, HOTYYABIINX MEAMLVHCKIE YCTYTU B OPraHUS3AIVSIX 3APABOOXPAHEHNS,
KOTOpBIe He BXofAT B cuctemy LIJIT. U aTo jaxke HECMOTPA Ha TO, YTO y OO/IBHBIX, 00CTy>KUBae-
MBIX B LIEHTpaX, KOTOpble BXoAsAT B cructemy LIJIT, hopmsl aTOro 3a6oneBanms 6omee Tsxensie. VI
9TO IIPU TOM, YTO 06e TPYIIIbI UMEIOT OAMHAKOBDII JOCTYII K /Ie4eOHbIM IpenaparaM. B pesyib-
TaTe BBIIEJICHNE CPECTB LIEHTPAM JIeIeHNs TeMO(IIINY IPOJO/DKIIIOCH.

TeHAEHUUN MOHMTOPUHra B 34pPaBOOXPAHEHUMN. HekoTopbie 0611erocyiapcTBeHHbIe
peecTpsl OOBITHO COOMPAIOT JAHHBIE O COCTOSIHUU 3[0POBBSI, YTOObI KOHTPOIMPOBATH U3MEHE-
HIIsI COCTOSIHUS 3[I0POBBsI OOIBHBIX, KOTOPBIM TPeOyeTcst cpouHast HoMoIb. POPMBI 3TUX JAHHBIX
BKJIIOYAIOT KOJIMYECTBO 3apayKeHMII BUpycaMu, llepeHeceHHbIMu ¢ Kposbio (BMY, HCV n T. 1.),
KOJIM4eCTBO OONBHBIX C 3a00/IeBaHMEM CYCTABOB MM CTEIIEHBIO 3a00/IeBaHNUs CYCTABOB y TeX
6OJIbHBIX, Y KOTOPBIX NMEIOTCSI MHIMOUTOPBI, 3a00/IeBaHIIs TIEUEH, @ TAKXKe TeX, KTO OBUI TOCIIN-
TATU3MPOBAH MWK yMep. Ta MHPOPMALII SBJIETCS UCK/IIOUUTETBHO BXKHOI /IS OTIPE/eTIeHNsI TeX
MEHSIOIXCS HOTPEOHOCTEl OONPHBIX, UACHTU(NUKALNN TeX CIeli(IecKux mpobieM, Ha KOTOpble
HY>KHO 00paTuTb BHIMAHIE, VI /IS OLIEHKY 11 JOKYMEHTHPOBAHUS TOr0 9 deKTa, KOTOPBIiT CTasl
BO3MOXKHBIM B Pe3y/IbTaTe N3MeHEHNII B 06eCIiedeHny MeAUIVHCKOTO 00CTy X MBAHNsI HACE/ICHISL.

ITprmep BBIIOMHEHNS TAKOTO MOHUTOPIHTA NMeeTCst B BeHecyarte, rie nanHble 06 naekimsx BIY
U TeTIATUTA, IPUOOpeTeHHbIe 60IBbHBIMY, ITOTYYAOIINMY KPUOIPELIUIINTAT U CBEXE3aMOPOXKEH-
HYIO II/Ta3MY, BCET/ja BBOAATCSA B peecTp. Ha 0CHOBaHMM 3TUX JaHHBIX OBIIO IIOfJAHO YBEHYaBIIIeeCs
ycriexoM obpatienne B MUHNCTEPCTBO 34paBOOXPAHEHNS C IPOCHOOI PE3KO YBEMTNYUTD 3aKYIIKI
BUPYC-MHAKTUBMPOBAHHBIX KOHIIEHTPATOB [/Is1 JledeHnst 60/IbHBIX remoduneil. VicronpsoBanue
9TOTO HPOAYKTA (PAKTIIECKI IPUBETIO K MPEKPALIEHNIO Tepefadn IEPEHOCUMBIX C KPOBBIO BUPY-
COB TeM OOIBHBIM, KOTOPbIE IIOTYYal0T 9TU HPOAYKTHL JJOKyMEHTAI[/sI TAKOTO THUIIA — 9TO MOLJHBII
MHCTPYMEHT JAJIS1 TOTO, YTOOBI TOKa3aTh pabOTHIKAMI TOCYAaPCTBEHHOTO 3[PaBOOXPAHEHIIS,
IIOYEMY M HY>KHO IIPOJIO/KATh MOAJEPKMBATD 3T IIPOTPaMMBbI.

Kpome Toro, ncronpayst JaHHbIe 0011eroCyIapCTBEHHBIX PeeCTPOB OONBHBIX, MOXHO 60JIee TOYHO
IUIAHUPOBATD U BECTU UCC/IE0BATEIbCKIIE PAOOTHI.

YnydlieHue npouecca nogayun TeHAEPHbIX 3asiBOK. O6beKTUBHbBIE HaHHBIE 0OLIETOCy-
HapCTBEHHOTO peecTpa MOTYT TaKXKe UCIIONb30BaThCA IIPY ITOfaYe TeHACPHBIX 3aABOK Ha 3aKYIKY
7ie4eOHBIX pernaparoB. PeecTp momMoraet onpenennTsb, KAKOe KOMMYECTBO /IeIeOHBIX TPernapaToB
HY>KHO KYIIITb; OH MOXXeT VICIIOIb30BAThCsI /L1 IUTAHMPOBAHNS PACIIpefie/IeH s IedeOHbIX [Ipera-
parToB, KOTOpbIe 3aKyIUIEHBI TOCYapCTBEHHBIMYU OPraHU3ALAMIY; ¥ OH MOXKET UCIIOTIb30BAThCA
KaK CBOETO POJa ayUT TeHJePHOTO IIPOLiecca B LIeJIOM.

Ucnonb3oBaHue peecTpa B Ka4dyeCcTBe MHCTPYMEeHTa pacnpeneneHuns. PCECTp - 9TO
TaxKe 3 PeKTUBHBII MHCTPYMEHT /11 OPTaHU3ALUM VI KOHTPOJLS HaJl pacIipefie/ieHyieM I MCIIONb-
30BaHIeM KOHI[eHTPAaTOB (paKTOpoB cBEpPThIBaeMocTy Kposu. VM Ypyrsait, u Kanaga o6begunsior
CBOU peecTpbl /i1 pacIpefieNieH st KOHI[EHTPATOB pakTopa cBEpThIBaeMocTy Kposu. Kematme ObITh
BK/IIOYEHHBIM B PEECTp YBEIUUMBACTCS B CBSA3M C SKeaHIeM IIOTydaTh HY>KHbI (akTop. PeecTp
TAaK>Ke TAPAaHTUPYET, YTO KKAOMY, KTO BBeleH B HETO, YCTAHOBJIEH IIPABIJIbHBIIL JUATHO3. ITOT
METO/I TI03BOJISIET OLIEHNBATh PE3Y/IbTAThI IPUMeHeHsT pAaKTOPOB, I MOXKET BBLIB/IATD, OLEHIBATD
U YKa3bIBaTh Ha CIy4Yay YPe3MEPHOTO MCIIO/Mb30BAHMS KOHIIEHTPaToB. Takas crucTeMa TaK)Xe MOBbI-
IIaeT OTBETCTBEHHOCTD TeX, KTO PacIpefie/isieT KOHIIeHTPAThl paKkTopa. SHAHIE TeX /U], KOTOPbIM
OyzeT BBOAUTHCS (GAKTOP, 1 TOTO, T/€ 9T JIUI[A HAXOMATCS U B YeM OHU HY>KHAIOTCS, OBBIIIAIOT
rUOKOCTD CHCTEMBI pacIpefie/ieH s, H03Bosist 6oree 9(h(HeKTUBHO UCIOIB30BATh OTPAHNYECHHbIE
pecypcbl, HeoOXOoAMMbIe /IS CIaceHust KusHeit. Ecin kakoit-nmnbo crenudnaeckuii mpemapar
OyneT 0TO3BaH WM NEHTUPUINPOBAH, KaK MMEIOLIIIT HEKOTOPbIe IPO6IeMbl, Kacaomuecs 6e30-
IIACHOCTY W/IM KQ4eCTBa, TO MOXKHO BOCIIO/Ib30BAThCsI JAHHBIMI PeeCTpa, YTOOBI OTC/IEANTD, KaKue
60/IbHBIE MM IIO/Ib30BA/INCD, U YBEOMUTD UX 00 9TOM.
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CopeictBrne co3aaHNIo KOMMYHUKaLMOHHON ceTu remocbmnnun. ObierocynapcrBenHas
acconmanysi remo¢uany GopMMUpyeT BaXXKHYI0 KOMMYHUKALMOHHYIO CETh A/l PACIPOCTPAaHEHN
I/IH(‘l)OpMaLU/II/I, y‘{e6HbIX n J:LPYI‘I/IX MaTepI/IaHOB, MEIINX CYI.LICCTBEHHOC 3HAa4YECHME V1A SﬂOPOBbH
u 6rmaromnony4ns tex, Kto 6omeH remodueit. CyliecTBOBaHUE peecTpa, CYyTbI0 KOTOPOTo SIBJISIeTCS
BDbBIAAB/ICHNE 60HbeIX I‘eMO(bI/[]'H/Ieﬁ, HpeJl[OCTaBHHeT 3TUM 60)'IbeIM BO3MOXHOCTb ]106p0B0)'IbHO
l'IpI/[COGJ:U/IHHTbCH K 06LL(CI‘OCY]1apCTBeHHOI7[ opraﬂmsaunn I‘eMOCbI/UII/II/[ U METb J:LOCTYH K BaJKHbIM
Y‘{66HbIM MaTepManaM n YBeJIOMHeHI/IHM, I'IPEJIOCTaBTIHeMbIM 3TOM accoumauneﬁ{.

PeecTp 60bHBIX faeT MOTHOMOYMSA OOIErOCYaPCTBEHHOI OpraHN3aINY, 3aHMMAIOIIelics TeMO-
¢bunmeit B crpane. PeecTp oueHb IoJe3eH I OpraHusanuy 00IbHBIX 6/1arofaps TOMY, YTO B HeM
cofiep)KaTcs MOMHble eMorpadudecKue JaHHble 0 60IbHBIX TeMOIINelt, KOTOpbIe B HErO ObUIN
BBefleHbl. O6IerocyapcTBeHHas acCOLMANN TeMOMIINU MOKET IIONTY4UTh TOYHOE MECTO TIPOXKI -
BaHMA JIOfeVl ¢ TeMOpUINell B CTyYasX BOSHUKHOBEHNS YPe3BbIYAITHBIX CUTYALINIL.

Bonee nonHoe co6paHune rno6anbHbIX AaHHbIX. [laHHble, cOOpaHHble BceMmpHOIT Cry>k60it
BOT, oxasanch upesBbruaiino nonesusiMu it BOT u pst gpyrux opraHmusanmit, KOTopble fo6u-
BAIOTCSA YAYYIIEHNA IPEfOCTaBIeHI METUILIMHCKIUX YCIIYT JIIOfSAM, KOTOpPBIe 60/IbHBI reMOduIIel
BO BCéM Mupe. JlokyMeHTanmsA 06 9pPeKTMBHOCTU peopraHN3aIy MEIUIITHCKOTO 00CTy>KIBa-
HMSA U O IPEJOCTaBICHNN TaKe HeOOIIBIINX KOMNYeCTB 6e30I1acHOro pakTopa CBEPTHIBAEMOCTHU
KPOBI C Y4€TOM COCTOSIHS 3[[OPOBbsI OONbHBIX reModuest 6p1a BecbMa 3 dexTrBHA A7 YOeXK-
IeHus MMHUCTEPCTB 3[[paBOOXPAaHEH s BKIIOUNTD JledeHye TeMODVINI B YUC/IO TIPMOPUTETHBIX
HaIpaBJIeHNUII IeATeTbHOCTU STUX MMHUCTEPCTB 1 3aIlyCTUTD TOCYAPCTBEHHBIE TPOTPAMMBI,
CTaBsAIIYe LIe/bI0 YIYYLINTb MEeIUIMHCKOe 06CTyKIBaHMe 60MbHBIX reModunyeit. BOT Havama co6op
TaHHBIX O JIIOAAX ¢ TeModuIneit B CTpaHax - wieHax ¢enepanuy B 1998 roxy. Bcemmpras cnyxba
BOI' (WFH Global Survey) 6oree uem B 80 cTpaHax cobupaeT Takyko 6a30ByI0 geMOrpapuiecKyio
MHGOPMAINIO, KaK TUIIBI TeMOGUINY ¥ PacIIPOCTPaHeHNe OOJIe3HI C YIeTOM BO3PACTa, JaHHBIE O
PacIpoCcTpaHEHHOCTN Y Hace/leHNs TaKuX NH(QEeKIMOHHbIX 3aboneBanuit, kak BVY u Bupyc rema-
tuta C, 0 JOCTYIIe K MEVILIMHCKOMY 0O CTY>KMBAHUIO 1 00 MCIOIb30BAHNM Te4eOHBIX IIPeIapaToB.

[TonyueHye TOYHBIX JAHHBIX SABJIAETCS CaMBIM Ba’KHBIM M1 0OeCIIeYeHUs L[TOCTHOCTH U
TOYHOCTM TaKOJl MH(GOPMAILNM, IOTOMY YTO €€ TOYHOCTb aOCOTIOTHO HeoOXOAMa /IS TOTO,
94TOOBI 9TV JAHHBIE MOI/IY OBITh JOCTATOYHO YOENUTETbHBIMU ISl TOCYAAPCTBEHHBIX YMHOBHU-
KoB. OO6IIIerocyiapCTBEeHHbIE PeeCTPhl 3HAUNTENBHO YIY4IIaloT Ka4eCTBO JAHHBIX 671arofiaps TOMY,
YTO OHM COOMPAIOTCS CUCTEMHO, M3YJAIOTCA 3aMHTEPECOBAHHBIMY CTOPOHAMM IO UX OTIIPABKU B
denepanuio BOT' 1 nmepechUIaloTcst OObIMHBIM U JOCTYIIHBIM CIIOCOOOM.

Bupbl o6LierocyaapcTBeHHbIX PpeecTpoB

O61erocyapCTBEHHBI PeecTp MOXET CO3[JaBaTbCsA M YIPABIATHCA OOIIEroCcynapCcTBeHHOI
opraHmsalyer 60/IbHbIX, KaK, HarrpuMep, B VInpuu, Benecyane, Poccun n Mekcrnke; Bpauamu Kaxk,
HanpuMep, B Benuko6purannn, Kanane, Ha @umunnmHax u 8 Tannauge; MUHNCTePCTBOM 31paBo-
oxpaHeHus, kak B CoenyHeHHbIX [IITaTax Amepyku, Yumy, Ypyrsae unu Ernnre; wmm 6bITh 0611eit
CUCTeMOl1, KaK, HanpuMmep, B Vpane u Ipysun. PeecTpsl m060ro Bufia MMEIOT CBOM IIpEeUMYIIec-
TBa U HEJIOCTATKN.

PeeCprl, KOTOpble BeayTcsa opraHn3aunamMmmn GONbHbIX

PeecTp, KOTOPBIIT BeiETCs OpraHusanyeil 60NbHbIX, CO3TAETCA U 0OCTY>KUBAETCSA OpraHM3aIyel
601bHBIX. OH MOXKET OBITh HACTONIBKO MPOCTBIM, UTO OyZIeT Cofiep>KaTh BCETo MMIIb 6a3y JaHHBIX
¢ paMuMAMIY, afipecaMi, BO3PACTOM 1 JYaTHO3aMU GOJIbHBIX. PeecTpbl, KOTOpbIe BEeLyTCs IPyII-
mamMy 6OJIbHBIX, ITPEOCTAB/IAIOT ITTABHBIM 00pasoM AeMorpadiieckie JaHHbIE M VICIIONb3YIOTCS B
KavyecTBe aKTUBHOI 1 3¢ (HeKTUBHOI KOMMYHUKALIMOHHOI ceTi. PeecTp, KOTOPBII BeR€TCs 60/b-
HBIMM, MOXKET OKa3aThCs TeM MHCTPYMEHTOM, KOTOPBIN BbI3OBET MHTEPEC U CO3[ACT MOTUBALIMIO
y Bpadeil 1 crenyuanucTos MuHNCTEpCTBa 3paBooXpaHeH . boblias YacTb JaHHBIX, COOpaH-
HBIX B peecTpe, KOTOPbIil BeIETCS OpraHusaneil 60NIbHBIX, MOXKeT COIEP)KaTb JOIIOTHUTEIbHbIE
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[laHHBIE, B3SIThIE U3 MEANIIHCKOTO peecTpa. PeecTp, KOTOPBLIiT BeETCs OpraHusanyeil 60MbHbIX,
MOXET CTaTh MHCTPYMEHTOM, [I03BOJISIOLINM MMETh KOHTAKT C HaCe/eHNeM, — CO3[JaHNe peecTpa
Cr1oco6CTBYeT co3naHmIo 06beuHeH st 601bHBIX. OH MOXeT ITOMOYb OIIPENe/ISATh IIOTPeOHOCTH
€ro WIEHOB, Y MOXKET II0Ka3aTh MX reorpaduieckoe MeCTOIOMOKEHE.

PeecTp 60/IbHBIX IIPELOCTAB/ISIET OPTaHN3ALUY OOTIBHBIX CEThb /IS OBICTPOTO PACIPOCTPAHEHNS
y4e6HBIX MaTep1aIoB U yBeLOM/ICHMIT, HO, KaK IPABUJIO, He 00ecIedrBaeT JOCTYIA K TaHHbIM
OpraHoOB 3[PaBOOXPAHEHNs WK K cIocobaMm tedernsi. Kpome Toro, peecTp MOKeT OBITb HEIIOTTHBIM
U3-3a He)KeJTaHMsI HEKOTOPBIX OO/BHBIX Cle/IaTh NH(POPMALINIO O COCTOSHUM UX 3OPOBbsI 001Ien3-
BecTHOIL [TONCK CIIeanncToB, KOTOpble TPeOYIOTCS /ISl YIPAB/IEHNUS TAKUMU PeecTPaMI, MOXKeT
cTaTh Ipo61eMoit, HapuMep, U3-3a OTCYTCTBUS KOHTAKTOB CO CIIEI[VA/TUCTAMM 110 KOMIIBIOTEPAM.

MepuunHcKne peecTpbl

O61erocynapcTBeHHbI MEAMIMHCKIUIL PeecTp — 9TO 6asa JaHHBIX, CO3[JAHHAsI CETHIO JIeUeOHBIX
LIEHTPOB, Ky/ja YaCTO BBOAUTCS MH(POPMALINS, KOTOPasi UMM yxKe Oblla cCOOpaHa MHANBUAYAIBHO.
IMomumo memorpaduduecknx JaHHBIX OH OyfeT, CKopee BCero, Cofiepyxarp 6oee MogpoOHYI0
K/IMHUYEeCKYI0 MH(OPMAINIO, BK/IIOYast OIMCaHye 60IbHOTO, YPOBHY (PAaKTOPOB, MCIIOIb3yeMble
7lede6OHble Iperaparsl 1 OCIOKHEHN, BbI3bIBaeMble TeMOduineit. MefUIMHCKIe CIIelNaTuCThI
HO/TYyYal0T MHOTO MH(OpMALNY, KOTA 00C/IeayoT cBoux 60nbHbX. CTaHAAPTUSUPYS TOPTOK
BBITIO/IHEHIsI 3AI1CeNl U XPAHEeHNUs TaKol MH(OPMALIL, OHI MOTYT CO3/jaBaTh OYEHb IIO/IE3HbIE
peecTpbl B CBOMX K/IMHMKAX. YCTAHAB/NMBAS CBA3b MEXAY KIMHUKAMIY, JOKTOPA U APYTUe Meay-
IHCKIE CIIeLMaINCTBI MOTYT CO3/JaBaTh PeecTpPbl GONBHBIX € OOIBLUINM 00BEMOM KIMHIIECKNX
[AQHHBIX, KACAIOIINXCS COCTOSHNSA 3[J0POBBSI 0l ¢ TeModuineil B Ipenenax cBoeit cTpabl. Tak
KaK Bpadl-TepalleBThl BIA/ICIOT ellle GOMbIINM KOMMIeCTBOM NHPOPMALINH, TO PeecTp, K KOTO-
POMY MMeeT ZOCTYII Bpad-TepPaIleBT, YaCTO COAEePXUT 6osblite HogpobHOIT nHpopMaru, KoTopast
HeoOXO/1Ma [i/Is1 IPUHATYS PELIeHNs O JTedeHNI O0IbHOTO WIK [Isl IIPOBEAEHNs ICCTIeNOBAHNS
ACIIeKTOB 60/Ie3HN MIH [JIst /iedeH st 60/1bHOTO. C PYTOlt CTOPOHBL, YAaCTO JOCTYII K 9TUM peecTpam
Ha [IPaKTUKe [IPeJOCTAB/IETCS TONbKO OTPAHITYEHHOMY YIC/TY Bpadeit, 1 [0 9TON IPUYMHEe 3HAUN -
Te/IbHAs YaCTh GOJIBHBIX B 9TH PeeCTpsl He BK/I04aeTcss. KpoMe TOro, MoCKoIbKy 60/IbHbIE MOTYT
HA6/II0IATbCsI He TOBKO OffHIIM BPAv4OM VTN OFHOI K/IMHUKOI, OHM MOTYT BK/IIOYAaThCS B PeecTp
MHOTOKpaTHO. KoppekTrpoBka peecTpa 60/IbHBIX, KOTOPbIe HAOMIO[A/INCD, yMepiu win 60Ibliie He
HaOJTIOAI0TCS KIIMHUKOI, MOXKET ¥ He BK/TIOYAThCS B UIMC/IO IIPUOPUTETHBIX 3afiad. Bostee Toro, eciu
Heo6XO/[IMOCTb JOCTYIIA K PeeCTpaM BbI3bIBAETCS HEOOXOAMMOCTHIO IIPOBEEHNS UCCTIeTOBAHMII, a
He He0OXOAMMOCTBIO MCIIO/IB30BATD JAHHbIE /IS IPUHSATIS PELIeHNIT B 00/IaCTH 3[PaBOOXPAHEHNS,
TO JOCTYII K JAHHBIM 9TUX PEECTPOB MOXKET ObITh paspelieH HeOOMbIIOMY YMCITy UCCIe[OBATEIEIL.

JleiicTByIOMIEMY OOIIETOCYAAPCTBEHHOMY MEeQUIIMHCKOMY PeecTpy HeoOXOofmuMa CTaHjapTI3a-
st coopa gauHbix u3 cetu LIJIT, eqyHbI KOOPAMHAIMOHHBIN LIEHTP U AKTUBHOE COTPYAHIIECTBO
Bpayeil.

Peectpbl MuHuctepcTBa 3gpaBooxpaHeHuns

PeecTp MuHMCTEpCTBA 3paBOOXPAHEHN S — 9TO PEECTP, KOTOPDII CO3[A€TCA 110 PELIEHNIO TTPaBU-
tenbcTBa. CKOpee BCero, B HeM OyfeT cofep)XaThCst BCs MH(OpPMAIus, KOTOpasi HAXOAUTCS B
peecTpax GOIbHBIX U B MEUIIMHCKIUX peecTpax. OOIerocyfapcTBeHHbIe peecTpbl, KOTOPbIE BEYTCS
MuHncTepcTBOM 3IpaBOOXPAHEHNS, JO/DKHBI CO3[{aBAThCs [0 COITIACOBAHUIO C BpadaMIt, HO, 6e3y-
CTIOBHO, B II€HTPe MX BHUMAHU OyIeT 3paBOOXpaHeHe HaCe/IeHsI CTPAHBL B CAMOM ILIIPOKOM
CMBICJIE 9TOTO C7I0Ba. B 60/bIIMHCTBE CTy4aeB pabOTHMUKAM TOCYAAPCTBEHHBIX YUPEKICHNUIT 3pa-
BOOXPAHEHNS HY>KHbI PECYPCBI /1A OTyYeHNsI JaHHBIX 13 GOIbHMI], KAOMHETOB Bpadeil I K/INHUK.
MuHpcTepcTBa 3/[paBOOXPAaHEeHIsI OOBIYHO HY)XIAIOTCA B JAHHBIX TOCYIAPCTBEHHOTO 3HAYCHIS I
CTPEMSITCSI K TOMY, 4TOOBI PeecTp OTBedas 3Tol 3afade. [IoMoub OOUTBCS TOTO, YTOOBI KKIbIIT
nentp LIJII' mpegocTaBAl CBOM JaHHbIE, MOXKET ITOCTAaHOB/IEHe MMHMCTEPCTBA 3[]paBOOXPAHEHMN .
Hapexxaruit KOHTPO/Ib Haj reMOuINell Ha TOCYFAPCTBEHHOM yPOBHE 3aBIUCUT OT HOTY4eHMs
IAHHBIX, KOTOPBIM MOXKHO JIOBEPATDb M KOTOPbIe OTPaKaloT TOYHYIO KAPTUHY TOTO, YTO MMEHHO
TpebyeTcst OT TOCYAAPCTBA, U KAK UCIIOIb3YIOTCS CPECTBA, BbIe/IsIeMble TOCYAAPCTBOM M/Ist 60IIb-
HBIX reMo¢uneit. PeecTpel, KOTOpble BELYTCs IPYIIIAMIY, He OTHOCSIIMMUCS K MUHUCTEPCTBY
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3ApaBOOXPAHEHIIsI, MOTYT OOXOANTHCS JAHHBIMY, TIOTTy4aeMbIMI U3 CBOJIKM, OXBAThIBAIOLIEN BCE
HaceJIeHNe CTPaHbl B LI€JIOM, ¥ He MHTE€PECOBATbCA CUTYalel, CTIOKUBILENCA B OTHENbHBIX PErn-
oHax cTpaHbl. O61erocyapcTBeHHbIe PeecTpbl, PMHAHCUPYEMble IPABUTENbCTBOM, BEAYTCs, KaK
[IPAaBIIO, OfHUM JIUIIOM. DTO YIy4IlIaeT Ka4eCTBO PeeCTpa, TaK KaK obecriednBaeT Ha/ludye enHOro
LIeHTpa 11 AaéT BO3MOXXHOCTD BECTH PEeCTp C yIeTOM M3MeHsomMXCs motTpebHocTeit. [lopmepixka
BeJleHMsI peecTpa IPaBUTENTbCTBOM XM3HEHHO BayKHA IIOTOMY, YTO IIOMOTaeT MOTUBMPOBATD yyac-
THUE B COCTaBJIEHUY peecTpa.

[TpensTCTBMAMM Ha ITYTI CO3/JaHNs peecTpa MUHMCTePCTBA 3APABOOXPAHEHIS SIB/ISIIOTCS GI0POK-
paTtudecKass MHEPLVs, COIPOTUB/ICHNE BIOYKEHNIO HEOOXOAMMBIX MIHBECTHUIINI U TIOTINTUIECKIE
NIPUYVHBIL.

CmellaHHble CUCTEeMbI

HexoTtopsie 06111erocyaapcTBeHHBIE PeeCTPhI OONBHBIX IIPECTABLIIOT COO0I CMeIaHHbIe CHCTEMBI,
VICIIOIB3YIOLIVE ACTIEKTHI ATUX TPEX TUIIOB U YAOBIETBOPSIOLIME MECTHBIM ITOTPEOHOCTSIM 1 YCII0-
BusiM. YacTo rpyIna 60MbHBIX MM OFHA U3 KIMHIK MOTYT Ha4aTh IIPOLECC CO3AHNS IIPOCTOTO
peecTpa; ecu pesynbrar

a¢pdexTuBHOrO cbopa faHHBIX OyIeT 3aMedeH 00IIEeCTBOM, 9TO MOXKET CTATh 3HAUYNTETbHBIM
CTUMYJIOM U MOTHUBAIMel K CO3/JaHNI0 60JIee CIOXKHBIX U Ta)Ke MOAAEPKIBAEMBIX IIPAaBUTE/IbC-
TBOM T'OCYaPCTBEHHBIX PeeCTPOB. Y CMELIAHHBIX CHCTEM €CTh HECKOIbKO IIPEUMYIIECTB - OHI
IIPUB/IEKAIOT MHOTO 3aHTEPECOBAHHBIX JIIOfElL, TOTOBBIX pabOTaTh paay OOIIero Ae/a; OHM MOTYT
Cr1oco6CTBOBATDH IIOHNMAHNIO HEOOXOMMOCTH BefleHNsI peecTpa OONMbHBIMM, BpadaMu I IIPaBu-
TE/IbCTBOM; OHY CO3[JAI0T OOPATHYIO CBsI3b; OHYM MOTYT OOpAIaThCsi CO CBOMMIL BOIIPOCAMU U
mpob/ieMaMit KO BCeM TPYIIIaM JIIOfieit, YIaCTBYIOMUM B 3TOM OOIeM fiefie, I OHU MOTYT U3BJIeYb
I1st ce6s1 MHOTO TI0/IE3HOTO, 03HAKOMMBIIVICH C TEMM 3HAHUSMU U HaBBIKAMII, KOTOPBIMI 00/1a-
[AIOT ee YYaCTHUKIL.

dopma peecTpa, BBIOpaHHAsI CTPAHON, JO/DKHA OBITH TAKOIL, KOTOPAst JIy4Iile BCero O6ymeT COOTBETC-
TBOBATb € MOTpeOHOCTAM. Ha ceropHsIIIHmii IeHb Y>Ke CO3[aBaNCh CHCTEMbI BCEX TUIIOB (BK/II0Yast
CMeIIaHHbIe CYCTEMBI), U KQXKIBII TIUII XOPOLIO CTY>KIJI JIIOMIAM C TeMOuIneit.
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OcCHOBHbIe nNpuHUMnbl coopa
AAaHHbIX

KonunyecTtBo n TN cobupaembix AaHHbIX. Co6upaHue BcexX TaHHbIX - 9TO KOMIPOMMCC, TaK
KaK HeBO3MOXKHO cOOpaTh BCe JaHHbIe, KOTOpble HY>KHBI Ka>ktoMy. COOp TaHHBIX - 9TO HeJlerkas
paboTa fiist Iofiet, KOTOpbIe X COOMPAIOT, TaK KaK JJaHHbIE [JO/DKHBI COOMPATHCS MaKCHMAaTbHO
apdexruBHO. Kaxkpasa yacTuiia coOpaHHbIX, HO HEVCIIO/Ib30BaHHbIX JaHHBIX, OTHUMAET y cO0p-
IIMKa BpeMsI ellje M Ha BHECEHNe B PeecTp JaHHbIX Ha KaX/joro 6opHoro. Kpome toro, yem 6ombiie
JaHHBIX COOMpaeT COOPIIMK, TeM OONbIIe OH YCTAaeT M TeM BbILIe BEPOATHOCTD omy6xu. I1pu 3anon-
HEHJV OYEeHb JUIVIHHBIX VIIU CTIOXKHBIX OIIPOCHBIX GOPM COOPIIVIKY TPYAHO IOAAEP>KIBATD XOPOLIYIO
MoruBanuio. [ToaToMy npexye, 4eM HadyaTb COOP HaHHBIX, HY)KHO OIIPENeIUTD, I KaKVX Iiefel
cobuparorcs faHHble. Hy offHa 0JIs1 JaHHBIX He JOJDKHA cobmparbcst 6e3 Toro, 4ToObl He 3HATD
3apaHee, KaK 3T JaHHbIe OYAYT aHAIM3MPOBATLCS U Ha KaKOJ BOIIPOC OTBETAT.

HPYI‘I/IMI/I CIIOBaMMI, CaMbl€ Ba>KHBIE BOIIPOCHI [I/IA JII060T0 peecTpa Takue: «YTO MBI XOTUM Y3HaTb?”
u, «3a4yeM MBI XOTUM 3TO YSHaTI)?” Ecnu Bl He MOKeTe OTBETUTD Ha 3TU Ba BOIIpOCa NpNMEHN-
TE€/IbHO K Ka)KHOI;[ qacTtuue CO6paHHbIX OAaHHDbIX, HE CO6I/IpaI7[Te nx.

HETI}IMI/I CO3JaHNA peeCTpa NOIKHBL ObITH TOYHOCTD, IPOCTOTA U IIOJTHOTA.

* TOYHOCTB: KaK CKa3aHO BbIIIE, TOYHOCTD JAHHBIX Ba)KH4, IOTOMY YTO Ha OCHOBaHUM
JaHHbIX 6YHYT IIPMHNMATDHCA ITOMUTNYECKNE PEIIEHA. HeraBI/ITIthIe [aHHbIE IIPVUBENYT
K IVTOXVIM ITOTUTUYECKUM PEIIEHMAM U K CHVDKEHIIO TOBEPNA.

e IIpocroTa BakHa JI1 yMEHBIIEHV KONMMYECTBA OMIVOOK U /ISl CHYDKEHUSA YCTAIOCTI TeX
JIofell, KOTOpble OyAyT cOOMpaTh TaHHbIE.

e IlomHoTa: peecTpy HEOOXOAMMBI BCe JaHHbIE - OTCYTCTBYIOLIVE JaHHbIE CHYDKAIOT
TOYHOCTD U YXYAILIAIOT Ka4eCTBO JaHHBIX. [I09TOMY BO3HMKaeT HeOOXOAMMOCTD BBOSUTD
[IOJTHbIE OTBETHI MM T€ OTBETHI, KOTOPbIE [JAI0T OO/MbHBIE.

KoHdmaeHumanbHOCTb 1 3TU4ecKue Npo6nemMbl. Ot 3Tux npobeM 3a4acTy0 MOKET 3aBI-
CceTb ycrex co3fanms peectpa. OTBETHI Ha [iBa IIEPBBIX BOIIPOCA YACTO SB/ISIOTCS /IS YIACTHIKOB
BayKHee BCeX APYINX, a MMeHHO: “Kro 6ymeT BrnagenbieM faHHbix?” 1, «Kax Bol obecneunBaere
KOHQU/IEHI[MAaIBPHOCTD CBeleHNIT 0 O0IbHBIX?” 3aKOHBI TOCYAAPCTBA, 00bIUam, a TaKXKe AU3aiiH
peecTpa u [o/1b30BaHMe VM YacTO OYAYT AMKTOBATh OTBETHI HA 3T BOIIPOCHI, @ TAK)KE Ha BOIIPOC
0 TOM, HY’)KHO /I [TO/Ty4ath cornacue 60mpHoro. OXHAKO, PeIIeHNst 0 3TUM IIPOO/IeMaM JOIKHBL
OBbITb BBIOpAHBI 3apaHee, TOHATHI U IPUHSITHI BCEMI CTOPOHAMMU. B [Ie/ICTBUTETbHOCTI, TAHHBIE
IPMHA/IEXAT CO0b1ecTBaM OOMBHBIX JTIofelL. VIX cIonp3oBanme B 061eroCyapCTBEHHOM peec-
TpP€ OIPAB/BIBAETCS TEM, YTO OHM IIPUHOCSAT IIO/Ib3Y BCEMY COOOIECTBY OOIBHBIX, B TOM YNCTIE
K)XJIOMY OT/Ie/IbHOMY 4eoBeKy. Ec/ti 60/IbHbIe IOHMMAIOT 3TOT IIPUHINIL, OHU Oy T aKTUBHO
HOJIeP)KMBATH MCIIONIb30BAHNE TAHHBIX O Ce0e, 0COOEHHO eC/INt OHU 3HAIOT, YTO TV AAHHBIE MOTYT
OBITh BBEJEHBI KAK aHOHMMHBbIE,

HpOBaﬁnepr, O6C)'IY>KI/IBaIOIlU/Ie CUCTEMBI 3IPAaBOOXPAaHEHNE, MHOTAA CINTAIOT cebs BagenblaMmn
9TUX TAaHHBIX, IIOTOMY YTO MMEHHO OHJ BBIIIOTHAIN pa60Ty II0 X C60pY. Kp0Me TOrO, Y HUX 9aCTO
BO3HMKAIOT HpO6J’IeMbI, CBA3aHHBIE C TEM, YTO OHJ MOT'YT HAPYIINTD ITPAaBO Ha HEIPNKOCHOBEH -
HOCTb YaCTHOM >XU3HU 60)'II)HI)IX, Tepenasada NaHHbIE O HUX B peecTp, KOTOprI?l[ KOHTPOINPYETCA
TpETHbVUM JINIIOM. y HpOBaIU/I,E[epOB alIrapaTypbl B YHUBEPCUTETCKUX MEANIIVTHCKYX IITKO/IAX MTHOTAA
BO3HMKAET OOJIbILIOE JKeTaHMe OHY6J’[I/IKOB3TI) 9TU JaHHBIE€ CAMOCTOATE/IbHO, TaXKE

HECMOTPSI Ha TO, 4TO OONMBIIMHCTBO JaHHbIX, Pa3MellleHHbIX B PeecTpe, CKOpee IPe/CTaB/I0T NHTe-
pec 1 3TpaBOOXPaHEHNA B LIE/IOM, YeM JULA UCCIIefoBaHmIL. Bce 5Ti Ipo61eMbl MOTYT BOSHUKHYTh
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Ha 9TaIe paspaboTkn peectpa. JInynas nHPOPMALsI B ITUX JAHHBIX MOXET He OTOOPaKAThCs,
94TOOBI COXPAHUTD ITU JAHHDBIE AHOHVMHBIMU U YTOOBI TNYHbIE JAHHBIE OOTBHBIX OCTABAINCH OB
IOCTYIIHBIMI TOJIBKO /IS T€X, KOMY OHI JOBEPSIIOT, HAIIPUMep, IIPOBaiiiepy UX CUCTEMBI 3IPABO-
OXpaHeHNs1. DTOr0 MOXKHO JOCTUYD ITyTeM CO3[aHNUs IMIHOTO UeHTU(DUKALIIOHHOTO HOMEPA,
3aMeHsoIIero GpaMuInio 60IbHOTO, ec/tu OyAeT IPOMCXORUTD OOMEH JAHHBIMI MEXAY Pasynd-
HbMu peectpamu. B CIIIA, Hanpumep, Ipu BBOJE B PeeCTpP JAHHBIX O HOBOM 0O/IBHOM C TOMOIIIBIO
IIPOrPaMMHOr0 0becIede st CO3AAETCsT YHUKAIbHBIN MACHTU(DUKALMOHHBII HOMep INIHOCTI 13
12 4ycern, rapaHTUPYIOLINIA, YTO TONBKO edamyii neHTp LIJII' Mo>KeT OTKPBITh €r0 TMYHbIE JaHHbIE.
Vcnonb3oBaune nieHTNUKALMOHHOTO HOMEpA II03BOJLIsIeT 0OMEHNBAThCSI TAaHHBIMI MEXJIY peec-
Tpamu, co6moast KOHGUIEHINATbHOCTD.

YnpasneHue peecTpom. Camblit IPOCTOlt Clocob cobmonaTh KOHPNUAEHIMATbHOCTD 1 1306erarh
3TUYECKUX IPO6IEM COCTOUT B TOM, YTOOBI BOBJIEYb BCE CTOPOHBI B paspaboTKy obijerocysapc-
TBEHHOTO peecTpa U B yrpasjeHne uM. OpraHusatopel peecTpa, KOTOpbIe CBSI3aHBI C IIpoOIeMamu
remoumny, (TO eCTb, IPEACTABUTENN OOIBHBIX, IPOBAAEPHI CUCTEM 3[[PABOOXPAHEHISI U IIPef-
CTaBUTE/N [IPABUTEIbCTBA), MEIOT PasHble IPECTAB/IEHNS O PeeCTpe U pasHble, CBSI3aHHbIE C HUM,
3afiaunt. KoMuTeT [0 CO3aHNI0 peecTpa, COCTOSIINMIT U3 IIPeACTaBUTeNell BCEX TPYIII, KaK IPaBUIo,
MOXeT paspaboTaTb COINIACOBAHHBII IIPOEKT peecTpa, B KOTOPOM ObIIM OBl yUTEHBI BCe IPOOIEMBI,
B pe3y/ibTaTe 4ero OH MOXKeT HOTYYNUTh HOAAEP)KKY BCEX YIaCTHUKOB TaKoro peectpa. OT/enbHble
JINIIA, OCHOBATE/IN PeecTpa I JINLIQ, SB/IAIOINECs IPeACTaBUTE/SIMU OTAEIbHBIX IPYIIIL, CTAHOBSITCS
BeCbMa II0JIE3HBIMI WIEHAMU 3TOrO KOMUTETA. BOSMOXXHBIMY WIeHAMV KOMUTETA 110 CO3aHNIO
peecTpa MOTYT OBITD [TO/IB3YIOLIECs YBKEHIEM ITPEJCTABUTEN ACCOLMAIINY TeMOBIINY, Bpadnl
LIEHTPOB JIEIeHVsI TeMOBIINY, MeACeCTPbL, PU3NOTEPANIeBTHI 1 COLMAIbHBIE PAOOTHIKI, KOTOPbIE
paboTaioT ¢ 60/IbHBIMY TeMOIIINEIT, @ TAK)Ke IIPECTABUTENN IPABUTENbCTBA.

OmnbIT OKas3aJI, 4YTo MOMTYYMUTh JOCTYII K JAHHBIM PeecTpa 3aX0TAT MHOTHE - TPABUTEIbCTBO, OPTaHM -
3a1my 60JIbHBIX, MICCTIEA0BATEN, TIPOVM3BONUTENN MEUIIHCKIUX [TPENIapaToB, APYTie OPraHN3aLN,
3aHUMaIecs remodueit, a Takxke BOT. M 910 X0poIIo, Tak KaK 3T JaHHbIE CTAHOBATCS 6oree
Ba)KHBIMI, KOTZIa MM TIO/Ib3YIOTCSI, I B PE3Y/IbTaTe 9TOTO PeecTp MOaydaeT OoIblie HOALePIKKI,
4TOOBI €T0 BefieHne MIPORo/DKanoch. Kak Mbl yBIANM B CIefyIoIuX naparpadax, 3a KOMUTETOM 10
CO3[JAaHMIO PeecTpa OCTAETCS MOC/IEIHEE C/IOBO IIPY OINIPENeNIeHNI TOTO, KaK M B KAKOM BUJE 9TU
[aHHBIE OYAYT COCTAB/IATHCS U PACIIPOCTPAHITHCSL.

Cuctema c6opa paHHbIX. Metop c60opa JaHHBIX OyfieT 3aBICETh B 3HAYUTE/IBHOI CTEIIEHN OT
MeCTOHAXOX/IeHNs TaHHbIX. Kak mpaBuio, naHHble Hanbonee 3¢ GeKTUBHO COOMPAIOTCS HA MECTAX
MEJUI[THCKOTO 0OCTyXMBaHMS KaK YaCTh 0OBIYHOI KIMHIYECKON IIPAKTHUKI, IOTOMY YTO JAHHBIE,
cobupaeMble 3[€Ch SB/IAIOTCS OOBITHO CAMBIMU TOYHBIMU U CBeXUMU. OFHAKO, B 3aBUCUMOCTHI
OT BUJIa PeeCTpa, MOTYT IIPUMEHSTHCS U APYTUM MeTOAbI cbopa naHHbIX. Hanpumep, B HEKOTO-
PBIX CTPaHAX IIPOBOASTCS KAMIIAHUM 10 BBISB/IEHUIO OO/IbHBIX, B XO/e KOTOPBIX [Ie/IAI0TCSI BbIE3/[bI
IUIsI TOUCKA OO/IPHBIX B Pa3/IMIHbIE PAIIOHBI CTPAHbI, B KOTOPBIX KJIMHIYECKUM IIePCOHAIOM ObUIN
3aMedYeHbl 60/IbHBIE C KPOBOMB/IMAHISMY, 6epyTCcst 06pasibl KPOBIL, KOTOPbIE TPECTUPYIOTCS IS
YCTaHOBJIEHNSI AMATHO34, U JAHHbIE TAKMX OO/IbHBIX BBOMATCSA B PeeCTp OOIbHBIX.

OGcnyxunBaHue peecTpa. O6111erocyrapCTBEHHBIIT PeeCTp — 3TO AEIICTBYIOLINIT MHCTPYMEHT /LS
nedeHus1 60nbHbIX TeModunert. OH JO/DKEH MOCTOSIHHO 0OHOBIISITHCSL, YTOOBI OCTABATHCS TOUHBIM
u monesHbIM. ITocste Toro, Kak pabora crcTeMsl 6yaeT 3aKOHYEHa, TOSABUTCS JKeTaHMe TOJIOKUTD
pe3y/IbTaThl Ha MOJIKY. DTOTO HY>KHO M30erarhb /060it IeHOII, ¥ HIDKe IPUBEIEHDI BaXKHbIE MEPHI,
[IPEIATCTBYIOLIIE TOMY, YTOOBI TAKOE CITy4MIOCh.

1. JIns o6cmy>KuBaHMs peecTpa HasHAYbTe OTBETCTBEHHOTO YeloBeKa. YemoBek, KOTopomy
OyzeT IIOpY4eHO BBIIOIHATD 9Ty PabOTY, JO/DKEH IIOHNMATh CYTh PEECTPa, ero 37IeMEHTOB, I
TO, JI/Is1 4Y€TO OH MCIIONb3YEeTCs, I IIOHUMATD, UTO PEeCTp AB/IAETCSA BaKHBIM UHCTPYMEHTOM
IUTsI OKa3aHUs MEIUI[MHCKOI IIOMOIIY GOTbHBIM.

2. KoMUTeT 110 CO3aHNUIO peecTpa — 9TO BaYKHBII 37IEMEHT [ MTOAiep)XXaHs peecTpa B
paboueM COCTOSHUM ¥ Ji/Is1 BBIIOJTHEHSI HEOOXOMMOTO TEXHIIECKOTO 00CTY>KIMBAHUSL.
ITepnopyyecknii mepecMOTP JAHHBIX I PACCMOTPEHIE IPEII0XKEHNMI 10 yIa/IeHNI0
i [06aBIEHNUIO OT/e/IbHBIX JAHHBIX B CBSI3Y C M3MEHEHVSIMIL B O0IIeCTBE - BaXKHbIE
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ob6s3anHOCTH KOMuTeTa. KpoMme TOro, mpenoskeHsi, Kacaoluecs: BUAOB aHAIN3a 1
UCIIO/Ib30BAHMs TAaHHBIX, TIOBBICAT POJIb KOMUTETA U 06ecIedar IOCTOSIHHYI0 MOTUBALINIO
U HOAEPXKKY, KOTOpast HeOOXOAMMA Ji/Isl COXPAaHeHMsI peecTpa B paboueM COCTOSIHUIL.

3. JJo/mKHBI 6BITH IPEIyCMOTPEHBI HEKOTOPbIe CTAHAAPTHbIE MPOLERYPBI /I OOBITHOII
perucTpanuu HOBbIX OOIbHBIX, 3AIICH CMEPTE/NIbHBIX CIy4aeB M 0OHOBIEHUS IPYTUX
9/IEMEHTOB PeecTpa, KOTOPbIe OCYIeCTB/IIICh OBl aBTOMATIYeCK. PaciipocTpaHeHHOI
OIINOKOIT SIB/ISIOTCS C/Tydan, KOT/a OfJH U TOT 5Ke 6O/IbHOI ABaXX/IbI BBOJUTCS B PeecTp.
CraHpapTHbIE IPOLEAYPHI /s BBEAEeHU U OOHOB/ICHNsI JAHHBIX IIOMOTYT 136eXaTb
Ly6MMpOBaHMs ¥ TIOBBICSIT TOYHOCTD peecTpa.

4. Tenurech cOOpaHHBIMM JAHHBIMU VI XPAaHUTE UX TaK, YTOOBI OHM OBUIN BUUMBL.
ITocTOSIHHO JO/DKEH IIPOMCXOAUTH 0OMEH JAHHBIMII C IPOBaliiepaMu, 06CIy>KIBAOLVIMY
CHCTEeMBI 3[[paBOOXPAHEHsI, C OOIBHBIMIU 1 C YMHOBHIKAMI OPTaHOB 3 PaBOOXPAHEHNS,
4TO6BI BCe IIOHMMAH, KaKoit 9 deKT faeT peecTp, U BUAENN, HACKOIBKO BBITOIHO
COXPAHUTD TAKON OOMEH JaHHBIMIL.

5. Jlep>xute peecTp B COCTOSHNUM, YOOHOM IS IIOTb30BaTeNell, YTOOBI TAPAHTUPOBATD, YTO
[AaHHBIE PeeCcTpa MOTYT IO PXKUBATHCST, 0OHOBILATHCS 1 MCIIO/IB30BATHCS [I/1s OKA3aHMs
HOMOLIY JTIOASIM C TeMOUINeIt.
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LLlarn K co3paHuio obwerocypapc-
TBEHHOIro peecTtpa 00JIbHbIX

BOT /1eBsITh OCHOBHBIX IIATOB K CO3[AHMIO OOIErOCyAapCTBEHHOTO peecTpa 60MbHBIX reMo(u-
nueii. B 3aBUCHMOCTH OT Ha3HAYeHWsI peecTpa STY LIATY MOTYT OT/IMYATHCS [0 CTENIEHN BXKHOCTI
" TpeOyeMoro BHIMAHNS, OfHAKO, KO BCEM IIAraM HY)XHO OTHOCUTBCS OJIHAKOBO BHIIMATEIBHO,
la>Ke eC/I pedb UAET O CAMOM IPOCTOM PeecTpe, MOCKOIbKY BPeMsI, 3aTpadeHHOe Ha 9TOT IIYHKT,
COKOHOMUT MHOTO YacOB, KOTOPBIE TIOHATIOOSTCS IS pellleHyst mambHeimux mpobnem. K atum
raraM OTHOCATCA - (1) opraHmusarnyist KOMUTETA 110 CO3[[AHNUI0 peecTpa; (2) ompeneneHne 1ene
ero cosmanms; (3) coctaBieHme IaHa jieiicTBus; (4) BpIOOp cucTeMsl cOopa maHHBIX; (5) ompepe-
neHne o6’pemMa cobMpaeMbIX JaHHBIX; (6) paspaboTrka popmer cobopa JaHHbIX; (7) cOOp HaHHBIX; (8)
aHa/IM3 JaHHBIX; 1 (9) mepecMoTp peecTpa.

Lar 1:

Kro Bbiurpaer 67arogaps HOABICHNIO peecTpa O0NIbHBIX? DTO TIOAM VIV TPYIIIBL, KOTOpbIe OYRyT
60/IbIIIe BCETO 3a/IHTEPECOBAHbI B CO3/JaHNN U NOJfiep>KKe (PYHKIMOHVpYIolero peectpa. Ilpexpe
BCETO0, K HUM OTHOCSATCS TPYIIIBI 60/IbHBIX, IPOBaliephbl CUCTEMBI 3ApaBOOXPaHeHNA M TOCYHapc-
TBEHHBIE CITY>KOBI 3[jpaBoOXpaHeH M. Upe3BbIYaliHO Ba>KHO, YTOODI IIPEACTaBUTE/IN STUX IPYILII
ObIIV IpUITIALIeHbl PabOTaTh B KOMUTET I10 CO3[JAHUIO PeecTpa, O/1arogaps 4eMy OHY IOMIMYT €ro
BaXHOCTDb ¥ OK@XXYT HOJIEPXKKY peecTpy TaKMX OOMbHBIX. DTO caMblil Ba)KHBII IIIAT, HIOCKOIbKY
SICHOE MOHMMaHNe HY)KHOCTY STUX JJaHHBIX I UX JICIIO/Ib30BaHMe OKKYT HEIIOCPEeICTBEHHOE
B/IMSHIE Ha YCIIEIIHOe Co3flaHNe peecTpa. KpoMe TOro, ypoBeHb MOTUBALVIM OYIeT IIPAMO IIPOIIOP-
I[VIOHaJIeH BO3MOXKHOCTH JOCTIVDKEHMS OOLIelt LieyI.

KomureT 1o cospanuio peectpa JOMKEH PEryasapHO BCTPEYATHCA MM Ha CEIEKTOPHBIX COBEMla-
HUAX, WM HanpsaMmylo. Ha repBeix atanax GopMupoBaHMs peecTpa COBelljaHuA KOMUTeTa Oy T
IIPOBOAMUTBCA Yallle U OYAYT KacaThCs, IIPEeXK/ie BCETO, JOCTVDKEHUA COITIACYS U IPUHATHS pellle-
HVIT, KacalolIXcs IPOeKTa Co3fjanus peectpa. Kpome Toro, sToT KOMIUTET HO/DKEH OyeT IPUHATD
U IpyTue BaXKHbIe pelleHNs, Kacalollyecs peecTpa, HallpyuMep, KTo OyeT Baje/bleM JaHHBIX U
KoMy OyfieT IpeJoCTaBIeH JOCTYII K PeecTpy.

LLar 2:

Komurer nmo CO3aHNIO peecTpa OpI‘aHI/ISOBaHHbIIZ B cooTBeTcTBUU C [Ilarom 1, [OJDDKEH oIpene-
JIVTH eI CO3JaHNs peecTpa. MOTI/IBaHI/IH OCTaHeTCs BBICOKOI, eC/Ti 3Ta Tpymniia No4YyBCTBYET,
YTO €€ L€/ HAaXO0OAT IIOHMMaHUE.

Ilo Hava/ma CO3aHMsI CUCTEMBI BaXKHO OIIPE/Ie/INTh, KaKye JaHHble OyAyT ucrnonb3oBarbest. Coop
[AaHHBIX TpebyeT BpeMeHN, II03TOMY KaXK/asl JacTHUIla JAHHBIX JO/DKHA COOMPATHCS C KAKO-TO
LIe/IbI0, YTOOBI M30eXaTh MYCTOI TPaThl CUL. [109TOMY, OT I1e/Ielt peecTpa 3aBUCKT, KaKyie MIMEHHO
[aHHbIe HY>KHO cobuparb. Eciu Bam Hy>XHBI 511111, TO Bbl TO/DKHBI pa3paboTath CuUCTEMY [Ist
[IPOM3BOJICTBA SINIY, & He [/ TOTO, YTOOBI IeTaTh CoCMcKU. HauHmTe 3TOT mpoljecc TAKMMM CTIOBaMI:
“MBbI cobMpaeMcst NCIOIb30BAaTh JaHHbIe peecTpa st 1) ... 2) ... u 3) ..., Ecnn Bol He cMo>keTe Tak
CHenmaTh, TO Hanbosee BepOsITHO, YTO CO3[JaHNE TAKOTO peecTpa 3aKOHUYNTCS HeyadelL.
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Hanpumep, ecnin faHHbIE TOTKHBI MCIIONIb30BAThCA JI7IA OIPENleIeHNs pacpocTpaneHHocTy BUY
MHQEKIUN C TeM, YTOOBI pacIpeNe/sITh CPeCTBA I OKa3aHUs MEIULIMHCKOI ITOMOIIY TUIIAM C
BV u my1s1 ipefoTBpaleHus 9Toit MHQEKIHM, TO 3a4eM cOOMPATh JaHHBIE O KOMNIECTBE JIIOfEll, B
KPOBY KOTOPBIX NMEI0TCsI MHI1OuTops1? Cobuparite faHHbIE /L1 OIpeIe/IeHHBIX IOTPeOHOCTEN 1t
HY’KJI, KOTOPBIE OIIPEMIe/ITIOTCS IOCTaB/IEHHBIMM LIeISIMIL. BbIsICHNTE 1jenu, e 9TU JaHHbIe OYAyT
UCIIO/Ib30BAThCS, M Y€TKO VX OryacuTe. TaKMMM L{e/ISIMU MOTYT ObITh:

* OmpepeneHne pacIpOCTPAHEHHOCTY ¥ MHIMAEHTHOCTY reMO(UINY, a TakXe ee
OC/IOXKHeHWIT (HarmpuMep, IIPOsiBIeHNs 60Ie3H, AeMorpadust, IpYpoaa/ TUI OCTIOKHEHNIL,
OpraHM3aLVs], BBIIOMHSIIONAsS MEIULIMHCKOE 00CTyXXIBaHNe).

* JI3sydeHue BO3HUMKHOBEHMS OC/IOKHEHMII U VICIIO/Ib3OBAHMS CPECTB, BBILEIAeMBIX
CHCTEMOII 3[paBOOXPAHEH B TeUeHNe OIPee/IeHHOTO IIPOMEXXYTKa BpeMeH.

* QOmpepeneHre Ha OCHOBAHNY TaHHBIX O HacCeJeHNM BO3ENCTBUsI reMOUINN 1 ee
OCTIO)KHEHMII Ha COLIMAIbHOE 1 9KOHOMMYECKOe TI0/I0>KeHVe HaceneHus (Harmpumep, Ha
MeINIMHCKOe 00CTy>KMBaHNe, TOCIUTANIN3ALNIO0, KOTMIECTBO MOTEPSHHBIX PabodImnx
IHen).

* BeIsABIIeHME CUTYALNIL, CIOCOOCTBYIOIIVX BOSHIKHOBEHIIO NH(DEKI[MOHHbIX 3a00/IeBaHUIT,
TPeOYIOLINX XMPYPIUIECKOrO BMELIATeTbCTBA.

* Brisacuenne gemorpadun BVIY/CIIN]Ta n Bupyca remaruta C.

LWar 3:

Kak Tonmpko Bl oprannsoBaim KOMUTET M OIIPEe/ININ LieNn peecTpa, HY>KHO 3aHATHCA I/IAHNPOBa-
HIEM TOT0, 4TO JO/KHO OBITh C/IeNaHO, KeM 1 Korja. [IogroroBka COBMECTHO C 4/IeHaMM KOMUTETA
JleTaJIbHOTO TIJTaHa AeMCTBUI TO/>KHA BKIIOYATD:

* Ilepeuens 3a5ay - yTOYHUTE 3a/1a4M, KOTOPBIE JO/DKHBI OBITH BBIITOTHEHbI

* CHmcok ImpuBIedYeHHbIX TI0fell — COCTaBbTe CIIMCOK TeX, KTO OyneT paboTarh, HaJ
peleHeM KaKoIl 3a/iadit, 1 KakoBa OyeT UX posib

* Ipaduku pabor - yTouHNTE, K KAKOMY CPOKY 9T 3aJa4U JO/DKHBI ObIT PEIIeHbI
¢ Cmerty - omnpefiennTe MCTOYHMKY ITOCTYTITIEHNUs CPENCTB M PACXOIbI

Paspa6oTka feTaseit peecTpa TpebyeT pelleHs OIpefe/IeHHbIX 3aiad. Heo6X01MOo IpUHATD pelite-
HIIE O TOM, Oy/IeT /1 mepcoHasI paboTaTh Ha JOOPOBOIBHOI OCHOBE WM C OIIATOIL. [JO/KHBI OBITH
OIIpefie/ieHbl IO, OTBETCTBEHHBIE 3a TO, YTO Y BCeX Oy/ieT IO/THAs YBEPEHHOCTD B TOM, YTO JAaHHbBIE
cobOpaHbl B MONTHOM 06'beMe, YTO B HUX HeT OILIMOOK 1 HeT IPOTUBOPEUNIT; JO/DKHBI OBITh Ha3Ha-
JeHBDI /INI[A, OTBETCTBEHHbIE 3a AaHA/IN3 JAHHBIX I 33 KaHAJIbI CBSI3NL.

JIOTIOTHNTeIbHBIMY 3aa4aMU SIB/ISIIOTCS OTIpefie/ieHre MEeTONOB BBOJA JAHHBIX, pacliedaTKa
($OpM IaHHBIX, yTOUYHEHEe CPECTB Ha OYTOBbIE PACXOJBL, I CIIOCOObI PaCIIPOCTPAHEHISI Pe3y/Ib-
TAaTOB, HAIIPUMeED, OYTOI, MH(GOPMAIMOHHBIM OI0JUIeTeHeM, ITyOIMKaIueit uin yepes Beb-caiit
VurepHeTa. B 3aBUCHMOCTH OT CTIOXKHOCTH PEECTPA, MOXKET ITOHATOOMUTHCS TEXHITIECKas! IOMOLIb
st obecredeH st TPAaBIIbHOTO 3aIIO/THEHNUST GOPM, KpPOMe TOTO0, MOXKET IOTpeboBaThCs 00yIeHme
[IepPCOHA/Ia, KOTOPBIit Oy/ieT 3aHMMAThCs1 COOPOM [JAHHBIX, 11 MEHE[PKMEHTa. BOT HeCKO/IbKO mpyMe-
POB, KOIfla IpeiBapUTeIbHOE IVTAHNPOBAHNE IIPY PasdpaboTKe GOopMbI cOOpa FAHHBIX MOXKET PE3KO
COKPATUTh KOIMIECTBO BOIIPOCOB, Ha KOTOPbIE C/IEAYeT ATh OTBETHI IIepefl TeM, KaK IepeiiTu K
[lary 6.
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YT1006bI NOAroTOBUTL NJ1aH AeNCTBUN:

Lotz Bl e CoctaBbTe CocTaBbTe
nepeyeHb —> | OTBETCTBEHHO® |3 | pachk pa6oT — e
3agad o Ty
Mpumep:
3 . Ipadumk pabot: PaspaboTtatb 1
apava:
OTBeTCTBEHHOE yTBEPAUTL hOpMYy, ONpPenennTb,
Hanevatatb V
STy oM —> | nuuyo: [DKOH |— | CKOJIbKO BCEro HY>KHO KOMWIA, NOyYnTb
Ty opMy oTneyaTaHHble hopMbl

3artpatbl No cmeTe Ha nevataHne opm MOryT BbiTb
Kak HebonbLUMMM ((DOTOKOMUK), TaK U 3HAYUTENBHBIMA
(nevaTtaHmne 6onbLUOro KonudecTaa hopm)

LLar 4:

9TOT BBIOOP AMKTYETCS Lie/sIMI, KOTOpbIe Obtu onpenernensl B [llare 2, a Takxe HEOOXOAMMOCTHIO
uMeTb 9P PeKTUBHYIO cricTeMy cO6opa faHHbIX. OOVt IPUHIUIT COCTOUT B TOM, ITO YeM IIPOLIe
cucrema cbopa ZaHHBIX, TeM jydite. [Ipy BEI6GOpe cuCTeMbl C/IefyeT MPUHIUMATh BO BHIMAHIE
TaKue BOIIPOCHI, KaK MECTO Pa3MelleH s JAHHbIX, TPl TCTBI, BOSHUKAIIIE IIPY cOOpe JAHHBIX,
CTOMMOCTb VX ITO/Ty9€eHs], [TOMTHOTA IAHHBIX, & TAKXKE [JOCTOBEPHOCTD ¥ IIPUTOZHOCTD COOPAHHBIX
[aHHBIX. Bce cucTeMbl OyyT OT/IMYATHCS OFHA OT PYTOIL.

Bo-nepBhix, Bam HY>KHO OITpeziennTh, MO>KHO /I IIOTy4aTh He06X011MMy10 uHGOpMaLMIO y Bpadell, B
LOEHTpaX I€IYECHUA I‘eMO(I)I/UH/II/I, I OHa AO/DKHA IIOCTYIIATh TO/IbKO OT CaMMX 6OIBHBIX. HPI/I paspa-
60TKe PopMBI 11 C110C06a, KOTOPBIIT OY/IET MCIOIB30BATHCS A/Ist COOPA JAHHBIX, C/IEAYET PACCMOTPETh
mpo6embl KoHpuaeHuManpHOCTH. Kpome Toro, Bam HY>XHO BBISICHUTD, Tpe6yeTc;1 TV pasperie-
HILe, YTOOBI COOMpaTh Hy)KHbIe BaM aHHBIe, 1 €C/M 2, TO KTO MOXKET AATh TAKOE paspelleHne, (To
€CTb, caM 0O/IbHOI MM [IPeACTaBUTE/Ib BIIACTI).

BO—BTOPI)IX, BaM HY)KHO OHpeHeTH/ITb SanaTbI Ha HOHY‘IeHI/Ie JAHHDBIX N YPOBHI/I 3HaHI/H71, KOTOPI)IMI/I
JIO/DKHBI 0071aJaTh CIIEI[VA/TUCThI M TEXHNYEeCKIe pabOTHUKM. DT Ipo6IeMBI MOTYT 3aCTaBUTh Bac
M3MEHNTD Balll MpoeKT peecTpa, YTOOBI IPUBECTY €r0 B COOTBETCTBUY € Banmmy ¢pyHaHCOBBIMU
pecypcamu. Ecu Bel 3ax0THTe aHamM3npoBaTh JAHHbIE Yepe3 KaKue-TO JINTeIbHbIE IPOMEXYTKI
BpEMeH, TO JO/DKHA OBITH OIpefeieHa YacToTa cbopa gaHHbIX. Heob6xoanmo 6ymer mogo6pars
[POrpaMMHOE 06ecIeUeHNe C YYETOM CTIOKHOCTH peecTpa. (MOXXHO BBIOpaTh TaKOe IIPOrpaM-
MHOe obecriedenue, kak Microsoft Excel, Microsoft Access, Filemaker Pro mm MySQL. Bo mHOrux
KOMIIBIOTEPAX MIMEETCS 3apaHee YCTaHOB/IEHHOE IIPOrpaMMHoOe obeciiedenne 6a3 JaHHbIX, KOTO-
PbIM MO>KHO BOCIO/Ib30BATHCA [/ CO3IaHVs 6asbl JAHHBIX IIPOCTOTO PEECTPA).
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A B Cc D E F G H
7.EcTb nn 8. Tun
1. ®amunua 2. flata 3. 5. Mecto poacT € Takumu THOrO

1 Wma OtyecTBO poxaenus | Mon 4. Anpec, ropof, permoH poxaeHus 6. Bua nevenus 3a6oneBaHuaMU? bakTopa

2 Cwmut, Oxo 09.09.89 M. 123 First Avenue, Smallville Capital City BonbHoit HanpasneH B LT | Het Vi
BonbHolt HanpaeneH B

3 Mopanec, XyaH 05.02.78 M. 89b Second Street, Capital Mekcuka ueHtp CCHC Ha - nans CMJ Vil
HoBebiit GonbHoOI B LEHTpe

4 BpayH, Mapu 08.06.90 K. 99567 Long Street, Capital Capital City CCHC HewuasectHo vWD
YcTaHoBnEHHbI GonbHOM B

5 Hr, Mutep 30.12.76 M. 874-6D River Street, Capital City Capital City ueHtpe CCHC HeussectHo XI

Ha - 6par, He

6 XacaH, Ann 23.05.92 M. 54 Canal Avenue, Capital City Capital City YcTaHoBneHHsIi GonbHon 3aperucTpuposaH IX
YcTaHoBneHHbI GonbHOM B

7 Foncanec, Meapo 03.11.70 M. 2234 Queen Street, Capital City Capital City ueHtpe CCHC Ha - 6pat RG Vil

8 loHcanec, Pobepto | 03.11.70 M. 1555 Third Avenue, Smallville Smallville YcTaHoBNEHHbIN GonbHol [la - 6par PG Vil

University Residence, Capital City BonbHolt HanpaeneH B

9 Knuko, ko 19.08.85 M. University Smallville ueHtp CCHC HewuasectHo Vi
HoBbiit GonbHol B LeHTpe:

10 | Cwwt, Oxo 28.02.95 M. 458 Main Street, Capital City ABsctpanus CCHC [Ma - kyseH B ABCTpanuu IX

11 | Cmur, Oxein 16.06.93 K 65 Park Street, Smallville tOxHas Adpuka | Hosbiit GonbHoi B LT HeussecTHo XI

Buibopounvte dannbvle, 66edeHHbIe 8 INEKMPOHHYIO MAONULY KOMNbIOMEPA

KoMmuret 10 cosganuio peectpa, Ckopee BCero, BBIOepeT IIPOEeKT peecTpa, KOTOPBIi OyfeT KOMII-
POMICCHBIM BapMaHTOM, YIUTHIBAIOIINM Pas/INIHbIe IIPOOIeMBI, OIIpefiesieMble IOTPEOHOCTAMM
KOHKPETHOJI CTPAHbL. /s pelleH st 9TOI 3afau PeKOMEH/YeTCsI, YT0ObI KOMUTET 110 CO3/JAHUI0
peecTpa COCTaBIII CIUCOK IPYOPUTETHBIX MPO0O/IeM, KOTOPbIE HY>KHO PACCMOTPETD IPY MIPUHATUN
OKOHYATe/IbHOrO pelteHnst. Hampumep, crpaHa, KOTOpasi XO4eT MMeTh OTHOCUTEIBHO OOIINPHYIO
CUCTEMY peecTpa, MOXKET PYKOBOLCTBOBATHCA CIEAYIOIIVIMY B3BEIIEHHbIMY KPUTEPUAMU IS
BbIOOpA IIPOEKTA peecTpa:

1.

2
3
4
5.
6
7
8

CroumocTs/mpocTora c60pa FaHHBIX

. 3HAYMMOCTb I YIPEXKIEHNUI 30paBOOXpaHEHN

. Tpe6oBauns KOHMUAEHINATTBHOCTI

HpI/II‘O,E[HOCTb B T€UEHME NINTEIPHOT'O BpEMEHN

B03MOXXHOCTh BHECEHUS M3MEHEHU

. YBepeHHOCTb B TOYHOCTU TAaHHBIX, CO6paHHbIX JAHHBIM METOJOM

ITpuMepsI yCIIENUIHOTO MCIIONb30BAHMS /IS IPYTUX HOTPeOHOCTE

CoorBercTBue norpebHocTsaM neHTpoB LIJIT, rocygapcTBEeHHBIX OpPraHM3aALNIL /s
6071bHBIX 1 MUHKCTEPCTBA 34paBOOXPAHEHNS.

LWar 5:

ToT mar noTpebyeT MHOTO BpeMeHM U 06CY>KIeHNSL.

a)

b)

CocTaBbTe COITIACOBAHHDII CIIMCOK Lie/Ielf peecTpa ¢ y4eTOM pPeKOMeH AL, IPUBefleHHBIX
B [Ilare 2. OTu ue/M ZO/DKHBI IPUBECTH Bac K pelrennio, Kakue JaHHbIE HY>KHO COOMPATB.

Omnpepennre IPynnsI crenuduIecKnx JAHHBIX, KOTOPbIe JO/DKHBI YAOBIETBOPSTDH
IIOCTaBJIeHHBIM Le/AM. OTpaHNYbTe IPYINBI JAHHBIX BO MUHMMYMA, KOTOPBIi
HeoOXOAMM M5 OTBeTa Ha BOIpochl. CucTeMa JaHHBIX — 9TO He MEIMIMHCKAs KapTa; eé
ycrex 6ymeT 3aBUCETb OT €€ IPOCTOTHL. [PYIIIIbI JAaHHBIX MOTYT OTpaXkaTh Haau4ue: (1)
pacrpoctpanenHocTy remodumuu A u remoduiun B, (2) BUY nndexunmy, (3) curngpoma
CIIN], (4) xpoHndecKoro remaruta, (5) sabomeBaHuit CycTaBos miu (6) MHIMOUTOPOB.
JpyruMy BOSMO>KHBIMI TPYIIIAMI ZAHHBIX MOTYT OBITh MHINAEHTHOCTD HEKOTOPBIX
crienypuUecKrx 3a60IeBAHIIT MU €KETOLHOE VCIIO/Ib30BAHNUE CPECTB, BBI/E/ISIEMBIX
Ha MefMIMHCKOe obcmykuBanue. Kaxkas rpymnmna JaHHBIX LO/DKHA OBITH [JeTa/lIbHO
06cyK/ieHa, YTOOBI IPUILTIL K IIOTTHOMY ITOHMMAHUIO KXKIOU IPYIIIIBL I €€ BaXKHOCTH /IS
TOCTIDKEHNA LeJIell CO3TaHNA peecTpa.
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Hanpumep, ecnn 1jenp CO3GaHMUS peecTpa COCTOUT B TOM, YTOOBI OIpPeEfeNnuTh
PacpoCTpaHEHHOCTD PA3NTNYHbIX 3a00/IeBaHMIT, COIPOBOXXIAOIINXCS KPOBOM3MMHISIMIA,
TO KOMUTET IO CO3[JaHNIO peecTpa JO/DKEH OIpefe/NTh COCTAaB JaHHBIX, KOTOpPbIE
OTBEYAIOT 3TOJA Ile/IN. YPOBEHD NOCTYIIHbIX JI€Ta/Iell, OTHOCAIIMXCSA K 3TOV TPYIIIIE JAHHbIX,
IO/DKEH OBITH LOCTATOYHBIM, YTOOBI [le/IaTh LOCTOBEPHBIE BoIBOABL. Hampumep, ecn B
[AaHHBIX MIMEETCsI CIIVICOK JIIOfielt 6ObHBIX reMOoIINelt Wi APYrUMY 3a00/IeBaHNSMI,
COIPOBOXKAAOIIVMIICA KPOBOUSMVAHNAMM, TO HA OCHOBAHUY TaKNX JAHHBIX IOCTOBEPHbIE
BBIBOJIBI O KO/IMYECTBE JIofiell ¢ 6ore3Hbio (poH Butebpansa He OynyT HOMyYeHBI.

¢) HariTe ompepenenye KaXIoii IpyIIie JaHHbIX. DTHU OIpee/IeHN IOKaXyT, KaKye JaHHbIe
OynyT cobuparbcs, M Kakoe MMHMMAa/IbHOE KOTIMYeCTBO TaKMX JaHHBIX TpeOyeTcs, a TakKe
OHU JIa/{yT FAPAHTHUIO, YTO ITY JAHHBIE SIB/IAIOTCA YHUULNPOBAHHBIMIU 11 TIOHUMAIOTCS
BCEMU OAMHAKOBO. BoT mpumep fuarnosa remoduinu. BonbHOI AMarHocTupoBaH Kak
60/1bHOIT FeMO(UINElT, HO AUaTHO3 MOXKET OBITh Gojtee TOUHbIM: D10 reModums A mmu B?
9To JIerkast, yMepeHHast Wi TspKenast popma remopumu? Kakum 06pasom aTOT AnarHos
ObU1 TOATBePKIeH? BaXkHO, YTOOBI KaXK/[bIIT 3AIIO/THIONINIL AHKETY JaBajl COIIOCTABUMBIE
OTBETBI, KOTOPbIe OCHOBBIBA/IVCH OBl HA OJTHOM U TOM K€ IIOHMMAHNM OOI[IX TEPMITHOB
U IVMaTHO30B.

KommureT fo/mKeH JaTh MOsICHEHNS 9TUM onpefenerysiM. Onpefenenst TO/DKHBI ObITh
TOYHBIMU U U3 HUX [JO/DKHO OBITDH SICHO, OY[eT 1 AMAarHOCTUKA CIeHUpUIeCKOro
3ab0eBaHMsI WM OCTIOKHEHMSI IIPOBOAUTHCS YHUDUIMPOBAHHBIM METOJZOM BO BCEX
pernoHax, wiu 6yfyT BBIIOTHATHCS CIEI[UA/IM3YPOBAHHBIE TECTBI TOTBKO B HEKOTOPBIX
9acTAX CTPaHbl. ECIM HaHHbIE SBAIOTCS PEIPEe3eHTATUBHBIMYU TOIBKO IS 4acTU
HACeJIeHNsI, TO, BO3MOXKHO, OHU He PEIPe3eHTaTUBHbI AJIs1 BCEro HaceleHyst. ITO ObII0
cepbésHoit mpobremoit Bo Bpemst anupemunt B/Y y 601bHBIX reModuneii, IOTOMY ITO
pacpocrpaneHHOCTb BVIY nHexiyn, BbIIBIeHHAS LIeHTPaMu JiedeH s reModumi, 6bi1a
HAMHOTO BBbIIIIE, YeM y 60/IbHBIX reMOuIIIelt 1o Beeit cTpaHe. IIpudnua cocrosina B TOM,
4TO 60/IbHBIE, HAOMIOABIINECS B LIEHTPAX JledeHns reMouny, 66U pakTIIecKn TeMn
CaMbIMH, Y KOTOPBIX OblIa Hanbortee TspKemas popma reMogpuInit, 1 KOTOpbIe MOMydaIn
6o7bline 7035l KOHIIEHTPATOB (paKTOPa CBEPTHIBAEMOCT KPOBIL

YT106bl OnpeaenuTb coaep XaHne AaHHbIX:

[Mepeuncnute uenu CocTaBbTe rpynnbl Hante
Peectpa > OaHHbIX > onpegeneHvs
Mpumep:

Lenb: Onpenenntb, CKOMbKO
nmeeTcs 60NbHbIX C TSXXKENon E—
dhopmon remocpmnmm A

Mpynna pgaHHbIx: VicxoaHbin
YPOBEHb aKTUBHOCTY hakTopa

Onpepenenus: Jlerkas remocunus A: ot 5 go 40%;
YMepeHHas remocunmvsa A: ot 1 0o 5%;
Tsxénasa remocpunnsa A: meHee 1%
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LLiar 6:

ITOT 1IAr AB/IAETCS BAKHEIIINM IIAaTOM CO3aHNsA peecTpa. Bcé, 4To CItaHMpoBaHo /10 9TOrO 11ara
MO>KET OKa3aThCsl HEHY)KHBIM, ec/yt popMa cOopa HaHHBIX pa3paboTaHa TaKUM 00pa3oM, YTO HUKTO
He CMOXKET €0 II0/Ib30BaThCs, VIV €C/IM B Hell COOpaHbI JaHHbIe, HA OCHOBAHNY KOTOPBIX HEBO3-
MO>KHO CJIe/IaTh I/TyOOKMIT MV HaJie)KHBII aHa/MN3. Y YUThIBas, YTO STOT IPOLIECC MOXKET OKa3aTbCs
TPYHOEMKVM, PeKOMEHAYeTCs C/IeYIOINIT IIOAXO.

Korpa Brr 6ymere paspabarbiBath popmy fnsA c6opa JaHHBIX, He 3a0bIBaliTe O COI/TACOBaHHBIX BaMu
nenax B [llare 2, 1 o rpynmax faHHbIX 1 onpepmenennax [lara 5

a)

b)

<)

CocraBbTe BONPOCHI 17151 POPMBI cOOpa JaHHBIX. JI36erariTe «OTKPBITHIX» BOIIPOCOB,
KoTopble TpebyloT HTepnperannu. Hanpumep, He 3afjaBaitte Bonpocsl tuma: “Uto Ber
OIIYIIA/IM B CyCTaBe B MPOIITOM Mecse?” Bl OyeTe MomydaTh OTBETHI TAKOTO THIIA:
“XOpOIII0; HEIIOXO; II0X0; Y>KAaCHO; MOYTH XOPOIIO; HOpMalTbHO; MHOTA XOPOIIO,
MHOTJA II0XO0; U T. i, [IpoaHamM3upoBaTh STH JaHHBIE WM JjaXKe IOMECTUTD UX B 6a3y
IaHHBIX peecTpa OKaXKeTCsl HeBO3MOXKHOIT 3afaueit. JIyuie cripamusath: “CKOMIBKO HET
Bl He X0IMIM B MIKOTY U OCTaBaINCh JOMa 1M3-32 KpPOBOU3NUAHNA B Bamem cycrase?”
OrBeToM 6yfieT 4NCIIO0, KOTOPOE OTPasUT PYHKIMOHANTbHbIE BO3SMOXXHOCTH Ye/OBeKa, 1 He
noTpebyeTcs, 4ToObI B 6asze JaHHBIX peecTpa pasMelaToch MM aHAIM3MPOBaach Kakoe-
760 TONKOBaHME.

Tur cobpaHHBIX JaHHBIX JO/DKEH ONPEENATbCS C YIeTOM BO3MOXKHOCTH [e/IaTh IIPOCTO
BBIOOD, HAIIpUMep, YeTOBEKY, KOTOPBIIl BBOIUT laHHBIE, OUYeHb He CI0KHO CTAaBUTh
IIOMETKM B KJIETKaX, PANIOM C KOTOPBIMM CTOUT c10BO «[la», «Her» mnn «HenssecTHo»,
¥ 3TO MO3BOJIMT MOMYYaTh 60JIee COIIOCTaBYMbIE OTBETHI, HE3aBJMICYMO OT TOTO, B KAKOM
pernone onu cobupanuck. C [pyroit CTOPOHBI, IPOCMOTP CIIUCKA C OOIBIINM YMCIOM
57IeMEHTOB, HAIIpUMep, CIVCKa Te4eOHbIX PErapaToB, TAKKe He IIPeCTaBIIAeT CIOKHOCTH
U JIETKO CTaHJapTu3upyeTcs. Uncnosble JaHHbIE, TaKVe KaK BO3PACT, 1aTa POXKAECHNUA UK
4JCII0 BBefeHHbIX emuunLl ¢pakropa VIII, Takoke HeClI0)XHO BHOCUTD. Bee aTu mpumepst
BecbMa yIOOHBI /11 KOMIBIOTEPHOTO aHA/IN3a JI UMY JIETKO MOXKeT OllepupoBaTh 6e3
pacmudpoBKM KaK 4elOBEK, KOTOPbII BBOAUT NaHHBIE, TaK 1 YelTOBeK, KOTOPBIN UX
aHaNIU3MpYeT.

lsrorosbre / mpurotoBbTe popmy cb6opa maHHbBIX. [IpocThie, yno6HbIe B paboTe,
xopouo paspaboTaHHble GOPMBI 3HAYMTENTbHO IOBBIIIAIOT XXelaHye paboTHUKOB
IIpenoCTaBIATh faHHble. PopMa JaHHBIX MOXKeT ObITb Ha O6ymare (OymakHble pOpPMBI
JIETKO PACIpOCTPaHATb ¥ 3aIONHATD, U ITOCKOAbKY OHM He Joporue 6raromaps
6OTIBIIIOMY THPAXY, TO MOXKHO JIe/IaTh U OCTABIATD, Ile HEOOXOAVMO, VX KOIIUN), VTN
Ha JIICI/Iee KOMITBIOTEPa, B KOTOPOM eCThb IIPOrpaMMHOe obecIedeHne TUIa Access Um
Filemaker. (Oxpannas ¢popma ganHbIX uckmovaet Illar BBOJa JaHHBIX, €C/IY OHM CHavasIa
3ammchIBaloTcA Ha 6ymare). Ilom6op yemoBeka, OTBETCTBEHHOTO TOMBKO 32 BBOJL JAHHBIX,
U MeHeKMEHTa AB/IACTCSA MICKITIOUNTENbHO B)KHBIM MOMEHTOM LA IOTyYeHMA XOPOIINX
maHHBIX. KpoMe Toro, JaHHbIE TTOCIIE UX TTOTyYeHNU JOIKHBI IPOBEPATHCA Ha OTCYTCTBIE
HECOI/IaCOBAaHHOCTEN!, ¥ TaKas MPOBepPKa JO/DKHA OCYILEeCTBIATCA KaK MOXKHO CKOpee.
Hanpuwmep, ecnu momydeHa ¢popma TaHHBIX, B KOTOPOIT BO3PAcT OONBHOTO yKasaH I poit
89, aron poxkennus - uudpoit 1989, To ¢ 3TMM HY>KHO pasoOpaThcs O TOTO, KaK JaHHbIe
OyayT BBOIUTBLCA B PeecTp.

ITpoBephTe B peambHBIX YCTOBMAX POpMY cOOpa JaHHBIX. ITO O3HAYAET, YTO OHA JO/DKHA
OBITD 3aITOTHEHA KEM-TO U3 TeX JIIOfIeil, KOTOpbIe PeanbHo OYIyT UCIIONb30BaTh 3Ty GOpMY,
4TOOBI y3HATD, HE BO3HMKAET JI  HUX C Hell KaKUX-HIOY/b Ipo61eM. DTOT IIar ABIACTCS
B)XHBIM JIJI TOTO, YTOOBI ONIPefieNINTh BLIMOTHMMOCTD 3afaun c6opa HeoOXOAMMbIX
maHHBIX. [IpoBepKa B peaJbHBIX YCIOBUAX, KOTOpas JOMKHA OBITh IIpOBefeHa
YYaCTBYIOIIMMY JIe4eOHBIMY IIEHTPAMM, YacTO BBIABIAET IIPOOIEMBI, CBA3aHHbIE C YTPATOI
TAHHDIX, C ONIPeMle/IEHNAMY 1 TOIKOBaHMeM pe3ynbTaToB. OnpeneeHnsa M MHCTPYMEHT
c60pa JaHHBIX JO/DKHBI OBITS ellle pa3 YTOYHEHBI OC/Ie IPOBEPKI B PeaTbHBIX YCTIOBIAX,
9TOOBI YCTPAHUTD MPOOIEMBI, C KOTOPBIMI MPUIIIOCH CTOTKHY ThCA.
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JIns yCTaHOBKM IOP:AJIKA BBIIIOJIHEHNSA 9TUX NPOLERYP MMEITCA CEPbe3Hble OCHOBAHMA.
Ecnu 9TOT IIpoLecc He B3ATb HOJ, KOHTPOJIb, TO OyeT MOTPadeHO MHOTO BPEeMEeHN Ha
BOCCTAHOBJICHNE TOJI CaMOJl OCHOBBI, KOTOPasi HeOOXOAMMA /st ZOCTIKEHVST 06111eTo
cornmacuA. He cnenyeT mopmaBaTbca MCKYIIEHUIO TOCKOPeE NEPENTY HEITOCPENCTBEHHO K
BOIIPOCaM, KOTOpBIe OYAYT BK/IIOYATHCS B AHKETY OIIPOCa WM B 6a3y JaHHBIX KOMIIbIOTEPA.

Y106bI pa3paboTatb hopmy Ana cé6opa AaHHbIX:

MpoBepbTe
—> | 3anosiHeHne popmbl B
peabHbIX YCNOBUSAX

Cdopmynupyinte N3rotoBbTe chopmy
BOMNPOCbHI nns cbopa gaHHbIX

LWar 7:

Kaxk TopK0 Bol mpoBenu tectupoBaye popMbl cO0pa JAHHBIX B PeaIbHBIX YCIOBUSX, CTIEAYIOMINM
IIaTOM JJO/DKEH CTaTb c60p HY>KHBIX BaM faHHBIX. DTO JOCTUTAETCS TIePBOII Mepenadeii popMbl
YYaCTBYIOILIMM LIEHTPAaM WM HEIIOCPEICTBEHHO OO/IbHBIM B C/Ty4ae COCTABIICHISI peeCTpa OPraHN-
3anueit 60/1bHbIX. [lo/DKeH ObITh 3a/IaH TOYHBII IIOC/IEFHIUI CPOK BO3BPATa 3aII0O/IHEHHbBIX (POPM LS
TOT0, 4TOOBI BBI MOT/IN OBITH YBEpeHBI, 4TO rpaduKy BpeMeHn cobmonanucs. Ha crenyromem arame
HY>XHO COOpaTh 3aII0/THeHHbIe (POPMBI U JOBECTI O KOHIIA 3aII0JTHEHME TeX, KOTOpbIe He OblIN
BO3BpaieHsl. Takke BXXHO MPOBEPUTb MH(GOPMAILIIO, KOTOPAsi COREPIKUTCS B KaXK0I hopMe,
MIOCKO/IbKY MHOT/ZIA KaKasi-TO MH(OPMALMs OTCYTCTBYET M/IM MOXKET IMETh MECTO HECOOTBETCTBIE
OJIHUX OTBETOB IPYIMM. B Takmx c1y4asx, BXXHO pasbupaTbcsi ¢ 9TMMU BOIIPOCAMIU 1O KOHIIA 1
CBSI3BIBATBLCS C LIEHTPOM I GOIBHBIM, YTOOBI IIeperIpOBEPUTh NHGOPMALINIO V/WIN OTYIUTD
HEJOCTAOIYI0. ITO MO3BOMNUT BaM IOTHOCTDIO 3aIIOTHUTD AHKETDHI JAHHBIMIUL.

Kaxk TorbKo Best uHpoOpMarys O6yaeT cobpana, CIefyoLuM BaKHbIM LIIATOM sIB/LIETCS BBOJ, JAHHBIX
B 6a3y faHHBIX. ITO TPyHOEMKast 3a/1a4a, [A/IsI BHITOTHEHMS KOTOPOII IIPY HATIMYMY CJIO>KHOTO Peec-
Tpa MOXET MOTPeOOBATHCS TEXHIYIECKAs! TOMOIIb. Beera IpenoYTuTeIbHO BBOAUTD MH(OPMAIIHIO
0es 3a7eprKeK, 4TOObI €€ MOXKHO OBLIO IIPOAHATUSMPOBATS 11 [IEPEATh PE3y/IbTAThI KAK MOXKHO 6O/Ib-
IIEMY YUCTY TeX, KTO IOAeP>Kasl CO3/jaHNe peecTpa.

OueHb BaXHO CIeNaTh KOMUIO JAHHBIX peecTpa. []eHHbIe JaHHBIE MOTYT OBITb HABCET/[A Y TPAIeHbI
B C/Iy4ae IOJIOMOK KOMIIBIOTEPOB, OTKa30B IIPOTrPaMMHOT0 obecmedenns i BoposcTa. Cucrema
CHUCTEMATNYECKVX [IPOBEPOK U [yO/INPOBAHNS IIOMOXKET 3AIUTUTD BAXXHYIO NH(POPMALNIO, COfiep-
JKaII[yI0CsS B PeecTpe.

YT10o6bl NPUCTYNUTb K CGOPY AaHHbIX:

CobGepute OdoBepute
Pacnpoctpanute hOPMbI 11 CBOP NAHHBIX Beepute
hopmy [aHHble
npoBepbTe NX [0 KoHua
Co3pante
pe3epBHyt0 <

Konuro OaHHbIX
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LLiar 8:

AHanusupyiiTe [JaHHbIE 1 IIepeiaBaiiTe Pe3y/IbTaThl. BEICTpas Iepeada pesynbTaToB OyIeT BHICOKO
OlleHeHa y4aCTHMKAMI, 00ecrieynBas UX JIUTEeNbHYIO HOIIePXKKY M0 COBEPIIEHCTBOBAHMIO peecTpa.

MHorye Lienu, HoCTaBIeHHbIe KOMUTETOM IO CO3TaHMIO PeecTPa, OTPeOYI0T IPOBEeHNUA HEKOTO-
poro aHanmusa. OfHY BB AHA/IM3a MOTYT BBIIOTHATELCSA JIETKO IPOCTHIM CYyMMMPOBAHUEM JJAHHBIX,
HO BMeCTe C TeM 9KCIIePT MOXKeT JICII0/Ib30BaTh JAHHbIE PeecTpa JyiA PAa3IMYHbIX UCCIeJOBaHMIL,
9TOOBI IOMTYYNTh 3HAUUTEBHO 60/IbIIe MHPOPMALUM, paboTas ¢ JaHHbIMU. AHa/IN3 JaHHBIX Bamero
peecTpa MOXKeT OTPaykaTb:

* Jrorosble femorpadudeckue mokasarenu B uudpax. CKONbKO ObIIO BbIABIEHO JIONE
remodueit A n B?

* Teorpaduyecknit aHaNN3 MeCT HIPO>KMBAHNUA OONBHBIX, PACIONOXKEHNA YIPEXKIEHUII,
IIPeoCTaB/IAININX MEIUIMHCKYIO IIOMOIIb (HalpuMep, KINHMK).

* Ilomy4yeHue yCIyT U pecypcos.

* OmeHKY OTpeOHOCTH B KOHIIEHTPaTaX (PaKTOPOB CBEPTHIBAEMOCTY KPOBY, OCHOBAHHYIO
Ha JJaHHBIX TOM, KaKyie KOHI[@HTPATbhl MCIIO/b3YIOTCS B HACTOAIIee BpeMsl.

* AHanm3 Komm4ecTBa 60)'IbeIX, KOTOpbIC HE ObLII ANAaTrHOCTUPOBAHbBI.
o CpaBHeHI/IC AHA/IN30B, IIPOBOAVIBIINIXCS Y€PE3 ONIPENEIE€HHDIE IHTEPBAJIbl BDEMEHN.

[Tpumep 1: Onpenennrte, CKOMBKO TIOAET ¢ TeModuMeil He ObIIO BKIIOYEHO B peecTp. OmpenenmuTe
ob1ee KOMMYECTBO HOBHBIX, Y KOTOPBIX HAeHTH(UIMpoBaHa reMounusa A u / umu B; Berancinte
IpefcKa3aHHOe KOMMYECTBO OOMbHBIX, MCIIONb3Ys IIPMHATOE 3HAYEHMEe PACIpPOCTPAHEHHOCTHU 1
KO/MYECTBO HaceleHnA B cTpaHe. CpaBHNUTE 3T [iBa UMCIIA, YTOOBI ONPENIENINTD, CKOTBKO 60ITb-
HBIX He BBIABJIEHO I10 CTpaHe.

[Tpumep 2: OneHnTe, CKONBKO €IIé JOfeil JODKHBI MPOTU TabopaTOpHOE TeCTUPOBAHUE.
JIabopaTOpHBIiT aHA/IN3 - TYYIINIT CTOCO6 AMAaTHOCTMPOBAHNA OONbHBIX. BBl MOXKeTe BOCIIONb-
30BaThCA JAHHBIMY PeecTpa, 4TOObI OIPEeNTb, CKOIBKO OONBHBIX MONTYYM/IN OATBEPXK/eHIE
cBoeit 60/1e3HM Ta6OPATOPHBIM TECTUPOBAHMEM, A 3aT€M MOXKHO BBIYMCIIUTD, KaKOe KONMNIeCTBO
BBIABJICHHBIX OOBHBIX CPEMIY BCETO HACENeHN He0OX0AMMO elllé IPOTeCTUPOBATh B TAOOPATOPIIL.
[Tocre aTOr0 MOXXHO OYHET OIpeNeNnThb, KaKoe YMCIIO IOfiell, BK/IIOUEHHBIX B PeecTp, JOIKHO OyneT
IpOiITV TabOpaTOpPHOE TeCTHPOBAHNE, M OLIEHUTD CTOMMOCTD 3TOTO TECTHPOBAHMUA.

Lar 9:

IToBcenHeBHOI 3aja4ell KOMMUTETA IO CO3AHUIO peecTpa ABJIAETCA NepUOfMIecKIii IepecMoTp
CUCTEMBI, PACCMOTpPEHNE e€ pe3yIbTaToB 1 MpobmeM. CrcTeMy MOXKHO MEHSATD, YTOOBI YUNTHIBATH
MEHSIOIeCs MHTePeChl y9aCTHUKOB. Pemath mpo6eMbl, BO3HUKAIOINE B CBA3Y C 3aITyTAHHOC-
TBIO M/IN HEOIIPEfIeNIeHHOCTDIO JAHHBIX, MOXXHO ITyTeM IIOCTAaHOBKM 6o0JIee SICHBIX BOIIPOCOB MU
HOTTyYeHN OfHO3HAYHBIX OTBETOB. MOXHO 106aB/IATh HOBBIE BOIPOCHL, €C/H TToTpebyeTcs nHdop-
MalusA HOBOTO BUJA.

Ecnu mocTaBeHHbIe I[eT peanCTUYHBL U CUCTeMa cOopa JaHHBIX OTBEYaeT STUM LIeAM, TO
cucrema OyaeT npusHana sddekTuBHOIL. B neane faHHbBIe 0 reMO(INY JO/DKHBI MICIIOTb30BATbCA
I COKpAIlleHVs MIONCKNX ¥ (PMHAHCOBBIX PECYPCOB, TPEOYIOIIMXCA /s TedeHNs 3a00IeBaHuii,
COIIPOBOXK/JAIOMINXCS KPOBOUSMUAHUAMMI, C TeM, YTOOBI O3BOIUTD TOCYAAPCTBY COCPENOTOUNTHCS
He Ha IIporpaMMax JedeHs, a Ha IPefOTBPaIeH!M TaKiX 3a00/IeBaHNil ¥ Ha BMeIIaTe/lTbCTBe Ha
PAHHUX CTAIMAX UX IIPOSABIEHM.
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NMNoanepi)xka obLerocynapc-
TBEHHOIO peecTpa u ero
“CcnoJsib3oBaHue

KomureT 1m0 cospanmio peecTpa JOMKeH MPeTycMOTpeTh TeXHIMYecKoe 06cmyXrBaHne peectpa. Ero
IIPMOPUTETHBIMIY 3aJja4aMyl JO/DKHBI ObITh 3ajlaull COBEPLIEHCTBOBAHMA peecTpa, 3a60Ta 0 TOM,
YTOO6BI 00IIECTBO 3HAIO O BYKHOCTHU peecTpa 1 0 BYKHOCTHU MpeJoCTaBIeHNs eMy HOBol nHbOp-
MaIVI 10 Mepe e€ MOsABIEeHNA.

Ouenb BaKHO MHPOPMUPOBATh HaceNeHe O pe3ynbTaTax cbopa JaHHBIX. TeM caMbIM OyzieT pofie-
MOHCTPMPOBAHO, YTO paboTa 10 cO6OPY JAHHBIX IPUBOAUT K IIOIOXKUTE/IBHBIM pe3y/IbTaTaM, i OyneT
JlaHa BO3MO>XKHOCTD WIEHaM COO001IleCTBa II0YYBCTBOBATD, YTO OHY BHOCAT CBOJ BKJIAJ, B YTy4llIeHNe
MEJUIIMHCKOTO 00CTy>KMBaHsA 00/IbHBIX reModuvelt. Eciu faHHBIe MCIIONb3YIOTCA /LA OKa3aHUA
B/IMAHNA Ha NOMUTHKY WIN B HAYYHBIX UCCIIEOBAHUAXK, IIOJENIUTECh 9TON MHpOopMarmel ¢ obue-
ctBoM. [ToMoIb cO3/jaéT OmyIieHne IPMYACTHOCTI M TEM CaMbIM IOBBIIIAET IeHHOCTD JJAHHBIX.

Kak Tonpko 6Y,E[YT CO6paHbI L[I/I(i)pOBbIe [aHHBbIE, MV MOJXHO II0/Ib30BAaThCA /I Pa3HbIX ueneﬁ[.

e [Ina passutusa nporpamMmbl: Kak TOMbKO peecTpOM HauHYT MOJIb30BATHCA, OH MOXKET
0Ka3aTb IIOMOIIb B OLEHKe COCTOSHMA IIPEfOCTaB/ICHI MEIUIIMHCKIX YCIYT 60IbHBIM
reModuIMeNt ¥ MOXeT VICIIOTIb30BAThCs KaK MHCTPYMEHT, II03BOJIAIOIII OIIpefie/INTh,
KaKMM paliOHaM CTPaHblI CIeAyeT YAEeNUTh BHUMaHNeE, a B KaKMX paliOHaX IONIO0XKeHe
MOXKHO ynydmnTh 6e3 6onpmux ycuwmmit. C nudpaMu peecTpa, Ha KOTOpble MOXHO
onmpaTbcs, Bpl cMOXKeTe fienaTh SCHbIE M KOHKPETHBIE NTPeIoKeHNsA MUHUCTEPCTBY
3mpaBooxpaHeHus Bameii crpansl. Hanpumep: “Oto yrydImnT 350poBbe TPEXCOT YeI0BeK,
n 6yzmet crouts 24,000 fonnapos CIIA”

° H)Iﬂ HO]IC‘IéTa HeOﬁXOJII/IMI)IX CpencrB: Mo>xHO OIpefenATb, B KaKMX NIMEHHO pecypcax
JVICIIBITPIBAIOT HEAOCTATOK OpraHM3anyy, OKa3bIBaOIIVe€ MEAVOIHCKYIO IIOMOIIb 60IbHBIM
I‘eMO(i)I/IJ'II/IeI‘/‘[, " O KaKnX HOTp€6HOCTeI7[ OHM OOJI>)KHbI OBITD BbIJIC/ICHBI. KpOMe TOro,
MMeEINECA peCypCbl MOXKHO MaKCUMI3VPOBATD, VICK/II0Yasl HEHY KHbBIE PacXo/bl. Hamuoro
JIeT9€ 3aHMMATDbCA IVIAHNPOBAaHIEM, KOTAA Y Bac ectp OAaHHbIC /1A paGOTbI.

e [Ing ynpasieHus pecypcamm: “CpelcTBa HY>XKHO HaIlpaBUTh TY#a-TO U TYAa-TO ...”
Vcnonb3ays reorpadmdeckyio MHPOPMAIIIO, UMEOIYIOCA B peecTpe, MOXKHO ONpefeNATh
PalfoHBI MU LIEHTPbI, KOTOPBIM CPEACTB BBIfie/AeTCA MeHbllle, 4eM Heobxopumo. Kpome
TOTO, MOXKHO BBIABIATH caMble 3(pPeKTUBHDIE CIIOCOOBI UCIIOIb30BaHUA CPECTB.
CpencTBa, KOTOPbIe BBIAEMIAIOTCA /LA JIeYeHM s TeMOUINY, JO/DKHBI UCII0/Ib30BaTbhCA
HaCTONMbKO 9 PeKTUBHO U pallMOHaTbHO, HACKOTBKO 3TO BO3MOXKHO. PeecTp momoraer
u3MepATh 9 PeKTUBHOCTD, a TAKXKe HaXOAUTD ITyTU MOBBILIEHN 3P PEeKTUBHOCTH.

e [Ina onpenenenus norpebHocreit: Ilogpo6Has nHpopMaIya 0 COCTOAHUN 3LOPOBbA
mozelt ¢ reModuIneli MOXKeT HOMOYb OIIPEeIe/INTh TaKue MOTPeOHOCTH, KaK IIPUBUBKIU OT
pacIpoCTpaHeHHBIX MECTHBIX 00/Ie3Hell (HanpyuMep, IpUBMUBKa OT [emaruta A).

¢ lnsa npoBepku 6e3omacHOCTH KpoBy: COBpPEMEHHBIIT PEeCTP MOXKET MCIIO/Ib30BAThCS JiIs
MCCTIE[OBAaHMsI BO3SMOYKHBIX BCIIBIIIEK 3a00/IeBaHMIl, IEPEHOCHMBIX C KPOBbIO, BBISIBIISAITH
HOBBIE BCIIBIIIKI, @ TAKXKe OOCY>KIATh C IPyIIIaMy OOIbHBIX BO3HUKAIOIYE IIPOOTIeMBbI.

PykoBozcTBo no co3ganmio OO1IerocysapcTBeHHOro peecTpa 6OIbHbIX 21



e Jlnsa nedeHus: Vmeercss BOSMOXKHOCTD JJIMTENIbHOE BpeMsI U3ydaTh O0Jee CIOXKHBIE
po6IeMpl: MHIMOUTOPBI C Pa3IUIHBIMY IIpernaparaMmu; 3ab0neBaHme CYyCTaBoOB Y
feTell; Ny TY YIydlIeH!A OKa3aHMA MeIMIMHCKOro 00CmyX1BaHus; 3peKTUBHOCTD
¢dusnoTepanum.

I[oppepsxuBarite 06IerOCyfapCTBEHHBII peecTp 60/MbHBIX Barreil CTpaHbI Ha COBPEMEHHOM YPOBHE,
KOTOPBIIT II03BO/IsIET BHOCUTD B HETO M3MEHEHNsI, KACAIOI[MeCs] TOTPEOHOCTEl, U TIOCTOSTHHO UM
IIO/Ib30BAThCA, ¥ IOMHUTE, CKO/Ib Ba)KHA B IIEPECMOTPE peecTpa pO/Ib KOMUTETA.

3aknuyeHue

Ob1ierocyfapcTBEHHBIN peecTp GOMPHBIX — 9TO BOXXHENIINIT NHCTPYMEHT, ITO3BOJIAIOIINIT KOHT-
pONMpPOBATh BbIABJICHNE U AMATHOCTUKY JIIOfeil ¢ FeMOdIIINell, a TAKKe OLJeHNBATh COCTOSHME MX
370poBbsA. Kpome Toro, OH AB/AETCA BaKHENIINM MHCTPYMEHTOM JO/ITOCPOYHOTO I/ITAHMPOBAHNUA
JUIs1 OpTraHM3aLNIL, 3aHMMAIOIIMXCST TeMOMIINeNt, ¥ OIIpefie/ieH sl IPYOPUTETHIX HAIIPAB/ICHNUIT P
pacIpefe/ieHnu CPeACTB, BBIE/AEMbIX Ha HYXX/IbI 34paBooxpaHenust. Ecnu opranmsanys 601bHbIX
OyneT MMeThb ZOCTYII K JaHHBIM PeecTpa, OHa MOMYYUT OLOPY IS CTPATETNIeCKOro 10661poBa-
HIUSL ML CMOXKET YOeUTh IPaBUTe/IbCTBEHHBIE OPTaHBI, YTO TaKie 60/IbHbIe CyIiecTBYIOT. Kpome
TOTO, PEeCTp MO3BOJIAET TAKON OPTaHM3ALMN IIPEIOCTAB/ATD YMC/ICHHbIE JAaHHbIE O KONMNYeCTBE
JIofielt ¢ TakuM 3abojieBaHueM, 0 Ipo6IeMax, BMAIOUX Ha MOfIePXKKY UX 3T0POBbS, O METOfAX
ux nedeHust. Hamudme 06111erocyaapcTBEHHOTO peecTpa 60MIbHbIX II03BOIUT OTBETUTH Ha (yH/a-
MeHTa/IbHbIe BOIIPOCHI O KOMMYECTBeE JII0fieit ¢ reModuinelt B Bameit cTpane - Takas nxdopmars
OecrieHHA [i/Is1 YTy qIIeHNsT XXV3HU JIIOfieil ¢ TeMOuIVeit.
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BeHecyana

PeecTp, co3aaHHbIN opraHu3aunen 60nbHbIX

IlepBo1it peecTp B Benecyane 651 co3fan B 1963 B Buie MeAMIMHCKOIO peecTpa. ITO OB
CINCOK, COCTAB/IEHHBIII HA OCHOBAHUM UCTOPUI 60e3Hell 60NMbHBIX, KOTOPBIE 00C/Ie0BANNCh
B O6merocypapcrennoM neHtpe remodunu (NHC) B Kapakace. OH cofepskan zaTy IepBoil
IIOCTAHOBKY AMarHo3a 00JIbHOTO, HOAPOOHYI0 MH(OPMALIMIO O €T0 JICYCHUN 1 O IIOBPEX/eHUAX,
1 0co60e BHUMaHIe B HEM YAE/LANOCh WICHAM CeMbJ OOIBHOTO U ero T'eHealorM4ecKOMY IepeBy.
OpHako, MHOTYE OO/IbHbIE IPUXOMIN TOIBKO OJVIH a3 Ji/isl Ha4ya/IbHOI JMAarHOCTVUKM 1 HUKOTZA He
IIPUXOAVIIV TIOBTOPHO, TIOCKOJIBKY OHJI JKVIJIU OYEHb Ia/IeKO B IPYTVIX PETMOHaX CTpaHbl. JJoBOIbHO
YaCcTOo IePBOHAYAIBHO COOpaHHast MHGOPMALVS TePsI/Ia CBOI0 TOYHOCTH M3-3a TOTO, YTO JIFO/{Y YaCTO
MEHS/IN MeCTO CBOETO IPOXKUBAHMA.

Tonbko B 1990 Benecyanbckas accounanysa remopymm (VAH) pemmna saath Borpoc: “CKONbKO
BCEro MMeeTCs TaKuX OObHBIX, U Te OHY MPpoXKuBaoT? Jlo6MBasich TOro, YTOOBI BCE TIOAM C
reMouUIMelt IOy Yany nedeHne, acconyanus VAH cHauasa o/pKHa GblTa ONpeenTh MeCTOHA-
XOKJieHe GOTIbHBIX, HAIITH Y HUX MOA/IEPXKKY 1 YOENUTh TOCYAAPCTBO, YTO TAKIE JIFOA CYI[eCTBYIOT.

Korza Hayan paspabaThiBaThCA MPOEKT PeecTpa, TO OffHA U3 CaMBIX BaYKHBIX 3afIad COCTOATA B TOM,
94TOOBI y3HATh TOYHOE KOMMIECTBO Jofielt ¢ reModumeit, mpoxxnpaomux B Berecyare. Torma 66110
BBIABJIEHO 495 TaKuX 60/1bHBIX. ITa HH(pOpMalys OblIa He06X0AMMa, IIOTOMY YTO HEpBLIil BOIIPOC,
KOTOPBIIT 3a7jaeT 1I060e IPaBUTENIbCTBO, KACAeTCA KOMMYeCTBA TaKVIX JIFOfieil M MeCTa UX IPOXK1Ba-
Hu. Hamane Takoit nHGOpManym I03BO/IAeT IPaBUTEIbCTBAM TOYHO BBIYNCIUTD, KaKOW 06beM
JledeHVIs1 He0OXOIMM U CKOJIBKO 9TO JiedeHye OyaeT CToUTh. Tak Kak 9To ObIT peecTp, yIpaB/LaieMblil
60JIbHBIMY, TO He ObIIO HUKAKOJ HYX/Ibl IMETDb BCe MOAPOOHDIe MEAMNIIVIHCKIE JAHHBIE, KOTOPBIE
MOABUINCD B peecTpe BOT.

BeHecyanbckuil peecTp BKIIOYALT:

ITonHoe MMA: Ham4Me MMeHY U paMUIUM IOMOTaeT He TOTbKO ¢ MAeHTU(MKALel, HO TaKkXe C
o0creoBaHMeM ceMby 60IBHOTO. Y HEro MOTYT OBITh POJICTBEHHUKN C FeMOpUIIelL.

,T_[aTa POXIOEHNA: BO3paACT 60/IbHOTO U flaTa pOXXAEHNA TaK)XXE MOTYT IaTbh IIPENCTAaBJIEHNIE O TOM,
Kakoe jieyeHne 60abHOM TI0Ty9as IO MOMEHTA €r0 PETMCTpalnin.

TocymapcTBeHHbI MEeHTH(DMKANMOHHDI HOMepP: BCTPEYAIOTCs IO C OFVHAKOBBIMIU UMEHAMI,
IIpUHAJIeXKAIe K TeM )K€ CAMbIM CEMbAM, HO, TI0 KpaliHell Mepe, y KaK/J0TO U3 HUX eCTb OT/INYa-
IOLIMiicA MAeHTU(UKALMOHHBI HoMep. VneHTnuKaMOHHbIT HOMep — 9T0 60Jee TouHasg popma
HOATBEPKAEHNA CYILeCTBOBAHUA TAaKOIO OOIBHOTO.

OOHOBIEHHBIN agpec: 3HaHUe TIOC/IEMHETO agpeca ITO3BOIAET OKa3bIBaTh MEAVIIITHCKOE O6CHY)KI/I-
BaHME 110 MECTY IPOKMBAHNA 60JIBHOTO C TEM, YTOOBI IIpENOCTAaBUTD EMY HeO6XOHl/IMO€ JICYCHUE.
KPOMC TOro, 60/bHBIE MOTYyT 06IHaTbCH ApYyT C APYTOM 11 OKa3aHMA NOANEPIKKI.

Hospie HOMepa TeneOHOB: 3TO IO3BO/IAET OBICTPO BBIXOAUTH HA CBA3b M OOMEHUBATbCA
nHpopManerl.

Tun u crenens TsoKecTH fedpunnra pakropa CBEPTHIBAEMOCTH KPOBU: 3TO HYXKHO, YTOOBI 3HATD,
meduuut kakoro pakTopa uMeeTcsA y 60/IbHOTO U CTeIeHb TSHKECTH 9TOro AeduIUTa, YTOOBI rapaH-
TUPOBATh Ha3Ha4YeHMe NIPAaBUIbLHOTO JIEYeHNA.

OpnuH 13 cCaMbIX MOJIO[IBIX WIEHOB OOI[ECTBA, KOTOPBII GBI XOPOIINM CIIEIMATNCTOM [0 KOMIIBIO-
TepaM, paspaboTas IpocTyio GpopMy cOopa TaHHBIX U co3aal peecTp. ta popMa IpocTa Orarogaps
TOMY, YTO B OT/e/IbHbIE K/IETKV CTAaBsITCSI METKY, O71arofiapst YeMy BBeJIeHNe JAHHBIX B KPYIHO(OP-
MAaTHYIO 37IeKTPOHHYIO Tab/MNIy yIpoiaeTcst. Bce popmer BBopsTCS B 623y JaHHBIX, HA OCHOBAHWI
Yero CO3JAeTCsI CIMCOK OOIBHBIX IT0 CTPAHE B IIJIOM/II0 KAXK/JOMY PETVIOHY B OT/IE/IBHOCTI, @ TAKXKE
0 TUIIAM TeMOQWINY U IT0 BO3PACTHBIM TPyIIaM. OTu (pOopMbI IepefaHbl B KIIMHUKY /I TAKUX
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6onbubix ipy ObuierocynapcrsenroM nentpe remopumu (NHC), a Taxoke B pasindHble peru-
OHasibHBIE OT/AeeHus Benecyanbckoit accoruannn remodumnu (VAH). Kaxjsre Tpu Mecsiia
COCTaBJIACTCA HOBBII CIVICOK, KOTOPBIN IIepeflaeTCA MeUIMHCKOMY IIePCOHAIY.

DopMbl /151 3aTIOTHEHMsI peecTpa IPefIaraloTcs Kak HerocpeacTBeHHO B OOI[erocyfapcTBEHHOM
L[eHTpe reMO(UINy, TaK 1 BO BpeMsI [I0e3[[0K, KOTOpble coBepiaoT paboTHuky rentpa NHC u
accounanuy VAH B pasnndHble TOpOfja CTPAHbI BMECTe C IIEPCOHAIOM, PabOTAIOMINM B JAHHOM
paitoHe Ha 06POBOIBHOI OCHOBe. IIpu 9TOM 6ONTPHOMY IIpeIaraeTCst 3alOIHNTD TAKYI0 GOpMY
Ia)ke B TeX CIIyvasix, eCy OOIbHOIL WV eT0 POJACTBEHHUK COOOMIAIOT, YTO OH y)Ke 3aIIOTHSII €
panee. ITouTu Bcera B XOfie TO€3/JOK B PETUOHBI C 1I€/IbI0 [UATHOCTUPOBAHNS BBIAB/IAIOTCS HOBBIE
607bHBIE, 2 HOPMBI, 3ALIOTTHEHHBIE HOBBIMII JTIOf{bMIL, ¥ KOTOPBIX 6Py TCs 00pasiibl KPOBHU, XPAHATCS
OTJE/IBHO IO TEX IIOP, ITOKa Opurafa Bpadeit He coobmuT o pedynprarax. Ha aTom cbop nnpopma-
LMV 3aKQaHIMBAETCsI, M OHA CPasy >Ke BBOAUTCS B peecTp. Bpad BBOANUT KIMHNIeCKNe JaHHbIE BCEX
60/bHBIX B a/1(paBUTHOM IIOPsIIKE B 0OIIETOCYAaPCTBEHHBIIT MEJUIIMHCKII PeecTp C yKasaHyeM
COOTBETCTBYIOLETO AMATHO3a, OCTIOXKHEHUIT, JAThI POXKAEHIS, CTPAHBI POXK/ICHIISI 1 HOMePa Mefl-
LIMHCKOII KapThl. [lepey; BHeCEHMEM JAHHBIX BPad IPOBEPII X C HOMOIIIbIO OPUTaibl MEAUIIMHCKIX
CIIEL[VIA/IICTOB U CPeJHEr0 MeANIIHCKOTO IePCOHAA.

[TapasienbHO C 9TUM, HOBbIE (POPMBI, KOTOPbIE OBUIN ITOTYIeHBI Ha IIPOTSHKEHUN MECSIIA, U HOBbIE
¢opmbl, cO6paHHBIe Y 6OIBHBIX, OXKIIAIONINX ANATHO34, IEPETPOBEPSIIOTCS, M COCTABILETCS CIVMCOK
6O/TBHBIX, KOTOPHIM HEMPABIIBHO ObII TOCTAB/IEH MATHO3; OLIMOKA MCIIPABIAETCS, 1 06 3TOM C006-
maeTcst 60/bHbIM. Ecu Takoit 60/IbHOI TPOXKMBAET B IITyOMHKe, TO €ro JIeYaluii Bpad 1 OT/e/eH e
accoryanyu VAH yBegoMisiorcst 06 9TOM B IICbMeHHOIT (hOpMe, YTOOBI B Aa/bHelIIeM n36exaTnb
ommooK mpu nevernn. Kaxpie Tpu Mecsiiia CIMCKY IIPOBEPSIIOTCS B OPSIAKE OOBIYHOI IIPOBEPKI
HaHHBIX U KOHTPOJIsL. ExxeropHbiit 6romxet accoruannu VAH He mpefycMaTpuBaeT CpefcTB Ha
3TO yIpasjeHne. ITa paboTa BBIMONHAETCS KaK 4acTh [7106aIbHOI paboThl JOOPOBO/IBLIEB [IEHT-
pos LJIT n accoumanum VAH.

3aKOHBI TOCY/JapCTBA OXPAHSIOT KOHMAEHIIMA/TbHOCTD OTHOLICHNIT Bpada 11 60/IbHOTO, 11 IO3TOMY
He BCeM Pa3pelraeTcs ZOCTYII K UCTOPYSIM O0/Ie3HI. DTO IPUBEIO K HEOOXOAMMOCTI HAYaTh CO3/1a-
HUe TapajIenbHOro peectpa accoruanyy VAH, B KOTOPOM COTEP>KMUTCSI CIIMCOK OOMBHBIX U MX
KOHTaKTHas nHpopmanus. [Toatomy peectp acconnarn VAH Hadas co35aBaThcsi MIMEHHO [OTOMY,
410 acconyanusa VAH He Mora omydarh JOCTYI K JaHHBIM peecTpa NHC ns-3a eficTByomux
B CTpaHe 3aKOHOB 0 KOHuaeHIanbHOCTH. OfHAKO, 110 IPOLIECTBI GOMBIIOrO BpeMeHN! Bpadun
BCE >Ke 03BO/MNIN KOOPAMHATOPY acconmanyy VAH monyunTs JOCTYI K MEUIIMHCKOMY PeecTpy,
4TOOBI HAYaTh CO3/jaBaTh peectp accoryanyy VAH 1 4To6b1 B3aMHO TepenpoBepsTh nHPOpMa-
1LIM10, KOTOPasl CONEPKUTCA B 9TUX IBYX peecTpax.

Vmenno peectp accounanuy VAH 6b11 npenocrasien MUHNCTepCTBY 3paBooxpanenust (M3)
Benecyansl ¢ nuadopmanert 06 obiieM KOMUIecTBe JTI0feil ¢ reModuineit, KOTOpble HOMTYYaI0T
KOHI[eHTPATBI (PaKTOPOB CBEPTHIBAEMOCTH, IIOKyIIaeMble IPABUTEIbCTBOM U PacIpefe/sieMble acco-
uuanuert VAH. [lanHble, IpefcTaBieHHble B M3, comepyKay TOMbKO UMs 11 GaMITHIIO, BO3PACT, THUII
3a60/1eBaHMs, CBA3aHHOTO C HETOCTATKOM (paKTOPOB CBEPTHIBAEMOCTH KPOBH, U CTPAHY POXK/ECHMA.
daxTHYecKyt, YNHOBHIKI, 3aHIMAIOIIIECs] OXPAHOIT 3T0POBbS, NHTEPECYIOTCS [IABHBIM 06pa3oM
KO/IMYeCTBOM OO/IbHBIX B CTPAHE B L[EIOM U B K&XX/JOM PerioHe B OTAenbHOCTH. Acconuarmo VAH
MHTEPEeCYIOT TONbKO AeMorpadudeckue faHHbIe, TOTAa Kak acconnaro LIJII' nHTepecyroT I/TaBHBIM
06pasoM MefUIMHCKIE JaHHbIe 1 MHPOPMAIINs, KaCAKOIasicsl 0CIoKHeHuIt. Kaxkaplit pas, korga
accoumanus VAH nonydaer 4pesBbIUaiiHbIll 3aIPOC, OHa HEMEJJIEHHO Pa3bICKIBaeT 6OIBbHOTO B
CIINICKAaX PeecTpa, I 3aTeM COOOIaeT 9TH JAHHbIe COOTBETCTBYIOLIEN Opuraje Bpader.
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lon ®akTtop VI ®akTop IX ®akTop vWd Opyrve Bcero

626 160 258 63 1107
680 185 258 68 1191
719 196 295 73 1283
759 215 328 83 1385
786 219 350 93 1448
814 237 367 103 1521
905 262 393 119 1679
940 279 415 141 1775
1035 312 457 273 2077

Imu yudpor us Berecyanvt MOXHO UCHOb306aMb, 41M00bl 0MOOPA3UMb nononHexue 0anHolx 6 peecmpe OOY 6 sude epagduxa.
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[Clremodunua A [l remocpunvs B Bunne6panaa 601e3HM

Peecrmp 6onvHoix Benecyanvt ¢ 1994 200a nOCHMOAHHO NONONHAEMCA.

B 2003 ropy B Benecyane, HaceneHme KOTOPOII COCTAB/IANIO 24 MUIINOHA, OBUIO BBIABJIEHO, 3ape-
TUCTPUPOBAHO U JUATHOCTUPOBaHO 2077 4eloBeK ¢ 3a00IeBaHMAMY, COIPOBOXKIAOIIMMMUCS
kposousmuaHuAMHU. CormacHo opuimaabHOMy cornamennuto (focymapcTBeHHas IporpaMma Io
reMouInM) MeXAY opraHaMy 3apaBooxpaHenys, OOlieHalOHaTbHBIM LIEeHTPOM IreMopuUInm
(OLT) n Benecyanbckoii acconuanyeit remoduauu (BAI') Bce sxurenyu Benecyansl ¢ remodu-
Jvielt NoMyYnan B cpefiHeM 110 27 000 efyHNII KOHIIEHTPAaTOB (PaKTOPOB CBEPTHIBAEMOCTYU KPOBU
Ha OffHOro 60/IbHOTO B rof. BAT cMora yoemuTh BlIacTy IPUHATD e€ IpefIoKeHye 61arogaps
TOMY, YTO Y Hee ObUI IOAPOOHBIII CIIMCOK BCEX 3apEerUCTPUPOBAHHBIX OOJIbHBIX € YKa3aHUeM UX
MeCTOHAXOXK/IEHNA.

B Benecyare, acconmanys reMoGyINY ABJIAETC eVHCTBEHHON HellPaBUTe/IbCTBEHHOI OpraHu-
3aljueit 34paBoOOXpaHeHNs, 06Iafaomas 00IerocyapCTBeHHBIMY JAHHBIMY, KOTOPbIE SBJLAIOTCA
IIOJIHBIMY VI TOYHBIMI, U 9TO 00eCIeYnBaeT eif JoBepye I0O0UPYIOLX IPYIII IIPK PelieHUH CIIOPOB
MEXJy HUMI.
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KaHapa

MeanunHckun peecTp

Peectp 6onbHbIx B KaHasie BeeTcss BpayaMyt; OH OBUI CO3[aH, YTOOBI yIUTHIBATh MHTEPECHl 60/Ib-
HBIX, I0OVMBAsICh pelleHNsl TAKMX BOMPOCOB, KaK Iepefada JaHHbIX Ha OOJIbIlNe pacCTOSHUS U
3amura KoHbupeHMaabHOCT nHOpMaum o 60mbHbIX. OH UCIIONTb30BAJICS /151 BBISABIECHNUS
6O0JIbHBIX JIIOfell, IVIAHMPOBAHM HayYHO-MCCIIefOBAaTe/IbCKUX paboT, BBIACHEHNA MaclITaboB
pacnpocTpaHeHN A BUPYCHBIX MH(EKIMIT Y IPUYVH CMEPTHBIX MICXOHO0B, 1000MPOBaHVA IpaBU-
Te/IbCTBEHHBIX CPEJCTB, ¥ IIOMOT TOONUTbCA KOMIIEHCALMIT TeM 6OIbHBIM, KOTOPBIM BUPYCHBIE
nHdekuyy 66U BHECEHBI K NepennBanny Kposu. Kanaackum peectpom remodumnu (CHR)
ynpasjsaeT Accouyanns gupekTopos kimHuk reMmommmu Kanapsr (AHCDC) npy akTHBHOM
nogpep>xke Kanamckolt acconmanyy MeficecTep, OCYIIeCTBIIAINX MeIUIITHCKOe 00CTyKIBa-
Hue 6onpubIx remoduneit (CANHC), u Kanapckoro obmiectsa remodunnu (CHS). Peectp 6611
cosfiaH B 1988 ropy ¢ 1je/Ibl0 BBIACHEHUA KOMMYeCTBa 0OIbHBIX reModumeii A u B; mosxe 6puim
Ho0OaB/IeHb! JaHHbBIe, Kacalolyecsa cTaTyca antuten remarura C u BIIY, peectp nun ¢ 601e3HbI0
¢dbon Bunmnebpanpa (von Willebrand) n B mocnenumit pas qo6asieHs! JaHHbIe 0 OOIBHBIX C PEIKO
BCTPEYAIMMUCS 3a00/IeBaHVSIMM, COITPOBOXKAAIOIMMILICS KPOBOVU3IUSHUSMIU.

JlaHHbBIe TpeRoCTaBATCs aHOHUMHO 24 Kanazckumu nentpamu nedenms remodumuu (IJIT) n
©XKeTOHO 0OHOBIAIOTCA. [IJIs1 KaX0ro 60/IbHOr0o IPUBOAUTCS MHGOPMALIUA C yKa3aHUeM AeUINT-
HOro (hakTopa CBEPTHIBAEMOCTHM KPOBH, HaThl pOXK/ieH s U “JJormomHnTeIbHOTO naeHTuduKaropa”
(deTbIpe OYKBBI, B3sThIe M3 IIOJIHOTO MMeHM, HanpuMep: [>xony Cmury (John Smith), y xoro-
poro reModumua A 1 KoTopblit poguica 9 asrycra 1990, 6ynet npucsoen HoMep A090890SMIT).
ItoT HOMep, mpucBanBaeMblii Kanagckum peectpom remodwmuu (CHR), coxpansercs 3a geno-
BEKOM B CIIy4ae Nepefady JaHHbIX 0 HeM fipyroii knnHuKe. Homep B peectpe CHR ucnonbsyerca
KIVHUKAMI 171 UIeHTUGUIKanuy 06pa3lioB KpOBM M JaHHBIX, UCIIONIb3YeMbIX B HAYYHO-MCCTIe-
IOBaTeNbCKYUX paboTax. Eciy MHAMBYYa bHbIE JaHHBIE ITOCBUIAIOTCS BHEIIHVM OpraHU3aLAM, TO
HoMep B peectpe CHR He ykaspiBaeTcs. B 9T0M ci1y4ae ncronb3yeTcs BTOpOit KOJi, @ UMEHHO KO
YHukanpHoro upertudukaropa (Homep UI) (Unique Identifier (UI number)), koTopblit npucsa-
MBaeTCsA KOMIIbIOTepaMu KIMHUKY. KoMIbloTepHas cucreMa, MCIONb3yeMast IS OTC/IeKUBAHNA
IpuMeHeHu: (pakTopa CBEPTHIBAEMOCTI KPOBM Y JU/II COCTAB/ICHUA OTYETOB O HeOIarONpUATHBIX
cny4asnx, u KaHayickas cucreMa KOHTPOJIA M YIIPaBJIeHMs PeCypCaMy, BbIIe/IAeMBIMY JIA JIe4eHN s
remodummu (CHARMS), 3anporpaMMmupoBaHbl Ha apajUIebHYI0 paboTy ¥ TapMOHIUYHO B3aJIMO-
merictByioT ¢ peectpom CHR.

B Kanazie B KaX/10it IIPOBUHIN JIEIICTBYIOT CBOU COOCTBEHHbIE 3aKOHBI, KACAIOLVecs] KOHQIEHIIN-
QJIBHOCTY MEUIIMHCKOI JOKYMEHTALUN, [T09TOMY YYaCTBYIOLVIe K/IMHUKIL O/KHBI OBITH YBEPEHBI
B TOM, YTO OHU JEICTBYIOT, COOIONAsl COOTBETCTBYIOLIVE IOPUANIECKIe TPeOOBAHNS, KAaCATOII-
eCst TaKolt paboThL. ITO O3HAYAET, YTO KIMHVKAMU OBUIN IIPUHSATHI TAKI€ IIPOLIEYPbI, KACAIOLIECST
cornacust 0OMeHNBATbCsI AHOHMMHBIMI JAHHBIMI, KOTOPbIe HEMHOTO OT/IYIAI0TCS MEX/Y co60it. B
peectpe CHR conepyxutcst nadopmanys o KaHazauax ¢ remoduneit u 6one3nsio o Bunnebpanga
(vWD), a Taxoke ¢ gpyrumy 3a60/IeBaHUSIMI, COITPOBOXKAAMOIIVMICS KPOBOUSIMSHISIMIL.
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Ervner

NMpaBuTenbCTBEHHbIN peecTp

B Ernnre nepBeiit peectp 60npHBIX reModuanert Hadan co3faBarbes B 1971 B LleHTpanbHbIX
nmabopatopusax oxpansl 3goposbs (CHL) npu MunncrepctBe 3ppaBooxpanenus (M3) B Kanpe.
Jlaboparopuy CHL Bbimonsamm GyHKIMM CIIPaBOYHOTO LIEHTPa [0 AUarHOCTYUKE HaC/IeICTBEHHBIX
3a00JIeBaHNIL, CONPOBOXKAAIOIINXCSA KPOBOUSMUAHNMAMIL. B TO BpeMs peecTp COCTABIA/ICA BPYYHYIO
IIyTeM H00aBJICHNA B peecTp KaX/JOr0 HOBOTO JVIaTHOCTMPOBAHHOTrO 60/IbHOTO. PeecTp comepxan
TaKle OCHOBHBIE JaHHbIe, Kak paMymis ¥ UMA 60/IBHOTO, a TAKOKe eTo aipec, HaTy pOX/eH, IO,
[MATHO3, CEMEITHYIO ICTOPUIO U UeHTU(DUKAIVOHHBI HoMep. ]I cOopa HaHHBIX, KacaloXCs
60JIBHOTO Y €T0 UCTOpYM GOTIe3HM, ObIT IPOBefeH KpaTKIil aHKeTHBII orpoc. [JaHHbIe peecTpa ObUIN
npepocrasiensl Ernnerckomy obmectsy remodummu (ESH), pacionoxenHomy B LlenTpe neve-
HuA remodummn npu Erunerckom obmmectse Kpacnoro nonymecsna. Ilepegannas nngopmanua
0 Ka)XJJ0M 60JIBHOM cofiepsKasa geMorpagydeckye JaHHbIe M YCTAaHOBJICHHBIN TUII 3a00JIeBaHNA,
COIIPOBOXKIAOLIETOCA KPOBOUSIUAHIEM.

Yepes HECKOJIBKO JIET CTAJIO SICHO, YTO HeOOXO[UMO OOHOBUTD MMeBIINECA NaHHbIE O OOTBHBIX
(He TOJBKO JyIA TOTO, YTOOBI IPOJO/DKATh JOOAB/IATL HOBBIE CIIy4Yal B peecTp), U BBOAUTD OOJIbIIe
JaHHBIX O AMATHOCTUPOBaHHBIX 00/bHBIX. K 2000 ropy moTpe6HOCTD B Ha/mmauy ob1ierocynape-
TBEHHOTO KOMIIBIOTEPU3UPOBAHHOIO peecTpa OOIbHBIX CTala KPUTUIECKO B OCHOBHOM U3-3a
HeOoOXOVIMOCTH VIMETb TOYHOE KOIMYEeCTBO OOJIbHBIX i KOHTPOIMPOBATb PE3y/IbTAThl T€YeHI.
ITpo6nemamy 0co60it BaXXHOCTY CTa/IM TaKye BUPYCHbIE MH(EKINY, BbI3BAHHbIE HEOJHOKPATHBIM
HepenuBaHueM KpoBH, Kak MHpekiysa Bupyca rematura C (HCV). YauTsiBas 910, OTHEN reMaTono-
ruy maboparopuit CHL HavaI COTpYSHMYATD C OTAETIOM BUPYCOTIOIMY IO Ipo6/IeMaM JMarHOCTIKY
BUPYCHBIX MH(}EKIUI y BceX O0IbHBIX, KOTOPBIM IIpeX/ie BIMBajIach CBeXKas KPOBb WM IIpera-
parsbl kpoBu. Bce 60rmbHbIe, JaHHBIe Ha KOTOPBIX ObUIY HoydeHbl U3 LIJIT, Taxoke poBepsIuch Ha
Ha/IM4ye BUPYCHBIX MHQEKIMIT. 3aTeM 9TV HOBBbIe TaHHbIe BBOAW/INCH B MEIUIIVIHCKIIL peecTp.
3aHOBO OBUT IPOBEJIEH aHKETHBII OPOC OOJIBHBIX, YTOOBI BBECTY SOIIOTHUTEIbHYIO KIMHAYeC-
Ky10 MH(OPMALVIO, HAIIPYMep, UCTOPUI IIepeTMBaHA KPOBY U TUII IPUMEHABIIVXCS IPEIapaToB
(cBe>Ke3aMOpO>KeHHasA IIa3Ma, KpMOIIPEIMIIUTAT VU KOHIIEHTPAThl pakTopa CBEPTHIBAEMOCTH
KpoBI). DTO HO3BOJIWIO JIYYIlle OIPefe/ATh IOTPeOHOCTI OOIBbHBIX U KOHTPOIMPOBATD IOSABIIE-
HYIe Y HMX OC/IOXKHeHMI. BBefieHVIe JaHHBIX O reorpaueckoM MeCTOHAXOXKIeHN OOIbHBIX TakoKe
MOJ/IEPKMBANIOCh PYKOBOAICTBOM pernoHanbHbix 1TJIT.

K 2001 rogy IIpoepammoii bausueyw: (Twinning program) Ilentrpa BOI, koTopas BLINOIHANACH
coBMecTHO LleHTpoM yredeHus reModumny, paconokeHHoM B roposie Hokcsumn, mrat TenHeccn,
CIHIA (Knoxville, Tennessee, USA), u maboparopueit LIJ/II' B Kanpe, o6HOBIeHME peecTpa 6OIBHBIX
nadoparopuy CHL 65110 00BbsABI€HO OFHOI U3 IVIaBHBIX 3aad. B 2003 roxy opus u13 biusHenos
- Ientp mrara Tenneccn — 6ecruraTHoO npefoctasut naboparopun CHL mporpaMMHoe obecmede-
HIe J/I1 JajbHelinell ero nmepegauu Bcem LIJII' cTpaHBl ¢ TeM, 4TO6bI BCs MHGOPMAIVIA 1 JaHHBIE
MOIIV HAaXOIUTBCA B OHOM LieHTpe. ITOo obecrednsio Obl IpeKpalleHye JyOIMpoBaHys perucT-
pauyy OOJIbHBIX B PasHBIX YacTAX CTPAHBL Dblla HafieXK/1a, 4TO 3TO IIPUBEfieT TaKXXe K TOYHOMY
OIlpefie/IeHNIO TOTO, YTO MIMEHHO II0TpeOyeTcs I iedeHN s OONbHBIX, U OIpele/IeHNIO 3aTPaT.
YTo6BI yCIeNHO peImnTh 3Ty 3afady, nabopatopusa CHL casamach co Bcemn IIJIT, uTo6bI cTaH-
[apTU3UPOBATh UIeHTU(DUKAIVIOHHBI HOMep OOIbHBIX U YIOCTOBEPUTHCA B TOM, YTO BCE CIyYan
AMaTHOCTMPOBAHNA Ha MeCTaxX Pery/IApHO NepefaBanuch B maboparopuy CHL mis okoHYaTe b-
HOTO MOATBEP)KIECHNA.

CeropHs 0011eroCyIapCTBEHHBI peecTp 00MbHBIX reModuvell B Erunte no-npexHemy ymnpas-
NAeTCA IEeHTPanM30BaHHO MMHUCTEPCTBOM 3[IpaBOOXPaHEHMA Yepe3 PYKOBOAWUTENA OT/ena
remarojoruu npu naboparopuu CHL. CobpanHas nHpopManys BKIIOYaeT jeMorpapudeckue
maHHble (MMA ¥ GaMUINIO, JATy POXKAEHNA, IOJ, afpec M HoMep TenedoHa, IPYIIY KPOBM), UCTO-
puio 3a60meBaHMIT B ceMbe, KPOBHOE POJICTBO, TUII BUPYCa, 00/1acTb, Ky/ja MPOM3OIIIO MepBoe
KPOBOM3/IVSIHNE, BBOAUBIIIECS IIPeNapaThl KPOBY U KOJIMYECTBO IepeINBaHNil KPOBY, UCTOPUIO
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MHIUOUTOPOB 1 OATBEPXK/ICHHBII JMarH03. 3a BBOJ JAHHBIX OTBETCTBEHHBIM SIB/IAETCS IOfTOTOB-
nenHsiit urrat maboparopun CHL. JocTym k aToit 6ase

[AHHBIX CTPOTO OTPaHNYeH, TpeOoBaHMs KOH(UAEHIINATBHOCTI COOMIofanTcst. TobKo AypeKTopa
Kaxzoro npusyedernoro LIJIT, a Takxe agmuHucTparopst maboparopuit CHL MoryT umeTs gocTy
K X COOCTBEHHBIM y4acTKaM rporpammbl. Komanpga peectpa B maboparopun CHL feiicTByeT Kak
KOMMTET IO CO3/IaHNUIO PeecTpa, TIOCKO/IbKY OHa PETY/IAPHO BCTpedaeTcs ¢ pykosopuTensamu LIJIT
u ESH. 9to peraer mpobjemy CBsI3¥ CO BCeMU IleHTpaMi JiedeHus u ¢ riasoit ESH, uro rapanTtu-
PYyeT perncTparuio Bcex OONbHbIX.

B Hacrosiee Bpems rocyaapcTBeHHas nneHTn¢uKanonHas kapra (ID) 601bHOTo BbIjaeTcst BceM
OO/IbHBIM B CTPaHe IIPU YCTIOBUY, YTO OHJ CHAYa/Ia O/TyYaT MOATBEPIK/eHIe UarHo3a B Tabopa-
topun CHL; mocre atoro 6ompHblie HanmpassoTcs B Ernnerckoe obmectso remodunnu (ESH)
IUIsI IOy YeH s MAEeHTN(UKAIVOHHON KapThl 60/IBHOTO, KOTOPast aeT UM MHOTO IPUBUJIEI NI,
HarpuMep, 6ecrratHoe edenue (C y4€ToM ero Ha/udst) ¥ CyOCUANN Ha TPAHCIIOPTHbIE PACXOJBL.
MotTuBanust y 60/IbHBIX HOBBIIIAETCSI, TOCKOIBKY BCE XOTST HOJIYIUTD BHITOAbI OT 00/IaaHIs TAKOI
nneHTN(UKAIMOHHOI KapToil. B pe3ybrare 60/IbIINHCTBO AMATHOCTUPOBAHHBIX OOIBHBIX 13
Pa3/IUYHBIX LIEHTPOB CTPAHBI HAIPaB/IsAI0TCs B maboparopun CHL, a 3aTem B Erunerckoe 061ecTBo
remounun (ESH). 910 nHTepecHbI IpuMep COBMECTHOI PabOThI BCeX OCHOBHBIX yYaCTHUKOB:
MuHuncrepcrBa 3fpaBooxpanenus, Erumnerckoro obmecrsa remopwmu (ESH) u terrpos LIJIL

Korpa ob1iierocyapcTBEHHBIT peecTp YIpaB/seTCs LeHTPaIbHBIM IIPABUTEIbCTBOM, TO 9TO MOXKET
00671eT4NTD IPOLeCC TOTYIeHNs JaHHbIX U3 1eHTPoB LIJIT, mOCKONIbKY OHI 06sI3aHBI BBIIIOTHATD
MHCTPYKIUM CBoero MuHmcTepcTBa 3apaBooxpaHeruss. OOBIYHO 9TO rapaHTUPYET HOTyIeHIe
6or1ee TIOHBIX JAHHBIX 13 BCEX PETMOHOB CTpaHbl. Hamidme rocyapcTBEHHOTO [UATHOCTIIECKOTO
CIIPaBOYHOTO LIEHTPA, KOTOPBIIT TAKXKe YIIPAB/IseT OOIIeroCyfapCTBEHHBIM PEECTPOM, MOXKET OBITh
3P PEeKTUBHBIM CIIOCOOOM CO3[AHNUS U HOAAEPXKKI HAfIEKHOTO peecTpa.
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UpaH

MeanunHcKun peecTp, COBMELLEHHbIN
C peecTpomM opraHm3auuu

Peectp 60mbHBIX B VpaHe nMeet mmHHYyI0 ucTopuio. [Toutn 40 et Hasaj HOC/Ie CO3aHNA IIEPBOTO
LeHTpa yedeHys remodumu B focurane nmama XoMellHY Ka)XX/JOMYy HaIIpaB/ICHHOMY B 9TOT
rociyTanb 60JILHOMY BbIilaBasiach Ha PYKU MeUIMHCKasA KapTa, CofepKallas JeMorpapuiecKyo
MH(OPMAIMIO U TUH BBIABICHHOTO 3a00/IeBaHMsA, COIPOBOXAIONIEr0Cs KPOBOUSIUAHNAMM. JTa
CHCTeMa IpOofioDKaeT paborarh U ceityac. OfHAKO, ITaBHBIM HEJOCTATKOM 9TOJ CYCTEeMBbI SABJLACTCA
VIMEHHO TO, YTO Y BCeX OO/IbHBIX, Y KOTOPBIX IIpeIIoIaraeTCs Halmudue 3a00/ieBaHsA, COIPOBOXKA-
IOIIETOCs KPOBOUS/IMAHVAMM, 9Ta KapTa HaxoguTcs npu cebe. [IoaToMy, HEBO3MOXHO YCTAHOBUTD
(akTIYecKoe KOMM4ecTBO OONBHBIX. BBITO ¢fie/laHO MHOTO HOIIBITOK BBECTH JJAHHBIE 3TUX KapT B
KOMITBIOTEPHI, HO BCE OHM TePIIENM Heyhady. TO HPOUCXOAUT YACTUYHO B CBA3M C OTCYTCTBMEM
IIPaBIJIBHOTO YIIPaBJIeHNUA peeCcTPOM, B TOM 41ciie 0a30il JaHHBIX, Y B CBA3M C Te€M, YTO HUKTO He
ObI/1 Ha3HAYeH OTBETCTBEHHBIM 3a 9Ty pabory.

Y Upanckoro obuecta reModumuu (IHS) Taxxke nMeercs peectp. ITOT peecTp OOIbHBIX, KOHT-
POMpyeMBlil JAHHON OpraHM3aliMeil, NCIIONb30BAJICS Il HAIIPAB/IEHsI OO/IBHBIX B OTHE/ICHNS
Mpanckoro obuectsa remopunuu (IHS). [TosTomy, uMeeTcss HeMasio 60/IbHBIX, KOTOpbIe BKIIIOYA-
JIUCB B PeECTP HECKOIBKO Pas3 IOC/Ie MOCEIeH s Pa3HBIX OT/Ie/ICHIT, 1 eCTh 60/IbHbIE, KOTOPBIE He
BBOJIM/IICH B PEECTP, €C/IV OHM HY pasy He 0OpAllfa/ych HU B OJHO M3 TAKVUX OTHEIEHNI IO MECTY
xutenbcTBa. Peectpa Munncrepcrsa sgpaBooxpaHenys B Vpane Het.

ITocne orkpoitna B Terepane nepsoro Kommexcuoro nenrpa nedenys remodumm (CHCC) Heo6xo-
JMMOCTD MMeTb KOMIIBIOTEePM3MPOBAHHBIN peecTp GONbHBIX yBeNYIIach ITABHBIM 06pa3oM 13-3a
HeOOXOAMMOCTY 3HATh peasbHOe KOIMIeCTBO GOIBHBIX I KOHTPOIMPOBATD PE3Y/IbTATHI JIEUEHISL.

JIBa roga Hasay B Llentpe CHCC 6bla ycTaHOB/IeHa 0a3a JaHHBIX, KOTOpasA CONEPXKUT Kak
memorpadudeckue, Tak 1 MEAUIMHCKYE JaHHbIe. [JaHHbIe O OO/IBHBIX B 3Ty 6a3y BBOJATCA NIPU
COTPYIZHUYECTBE C PYKOBOLVTEIAMYU MECTHBIX OT/Ie/IeHNIT /L1 TOTO, YTOOBI 9TOT peecTp CTajl peect-
PpOM OOIBHBIX BCell CTpaHbl. Bei3Bas ynuBieHye TOT $akT, 4TO HeMaloe KOIN4eCcTBO OO/IbHbIX ObIIO
BBEJIEHO B HErO HeCKONbKO pas. [Tocme MpoBepKi JaHHBIX OBITO BBIABICHO U YjaZIeHO U3 peecTpa
900 607TbHBIX, KOTOPBIE OBIIN 3apeTVICTPUPOBAHbI OOMbIINe, YeM ofyH pas. [loce 3Toro Kaxkgomy
PYKOBOJMTE/IIO MECTHBIX OT/Ie/ICHNMII OBV C/ie/IaHbl paclledaTKyl CIVICKOB [IA UX JOPAaOOTKY 1
IIOBTOPHOJ IIPOBEPKY JaHHBIX. IIpoBepka faHHBIX Oy/eT IPOBOAUTHCS YeThIpe pas3a B IO, YTOODI
B MITOTE IIO/TyYNTb TOYHBIE JAHHBIE.

B HacTosmiee BpeMs OTBETCTBEHHBIM 3a ynpaseHne peectpoMm Asndercsa llentp CHCC. JJannbre,
coOpaHHBIe BO BCeX OTHE/ICHNAX, BBOLUT B 0a3y HaHHBIX Ha3HAYEHHBIV COTPYIHUK, aIMUHNICTpa-
TOp 6a3b!I JaHHBIX. CHelMaMiCThl COOTBETCTBYIOMIMX OT/E/NOB BBOAAT MH(GOPMALIMIO O TeYeHNN,
UCTOPHIO 3a607IeBaHNIT, COMPOBOXKIAIOIIVXCA KPOBOUSMVIAHUAMI, TaHHBIE UCCTeTOBaHMII Tabopa-
TOPUY KOAry/IALVIN, pajyorpadudeckue u3o6pakxeHys, JaHHble 00 NH(EKIMOHHbIX 3a00/IeBaHUAX,
reHeasIoTM4ecKye CBeJieHNA 1 TaHHble TeHeTUYEeCKOTO aHa/IN3a.

B VIpaHe HeT HMKAKOTO CIIEI[aTbHOTO KOMUTETA [0 CO3JAHNIO peecTpa, 11 9Ta 6asa JaHHbIX ObUIa
cospano Vpanckum obiectBom remodumn (IHS) Ha 1o6poBosbHBIX Havanax. [Ipy 3TOM KCIIonb30-
BaJICS OTIBIT U 3HAHMS CIIenUanucToB LIeHTpa, O3BOMMBINIIT CAIENATh PeecTp GOoIee TOYHBIM, IIPOCTHIM
¥ OZHBIM. JIOCTYI K ero 6ase JaHHBIX CTPOrO OrPAHMYeH, M KOHQUAEHIMATBHOCTD COOMI0faeTCsI.
TO/BKO CIIEIVAIICTBL U AAMUHUCTPATOP 6a3bl JAHHBIX MOTYT BHOCUTD M3MEHEHVIsI B II07I€ JAHHBIX.

Jlo HacTosIero BpeMeHM Ha 9Ty 6a3y JaHHBIX, KOTOpas pMHAHCUPOBAIACh 3a CUeT O/1ar0TBOPU-
Te/IbHBIX II0XKePTBOBAHMIL, ObI0 McTpadeHo 40,000 nomtapos CIIA. I'aBHas 1eIb COCTOUT B TOM,
YTOOBI IIepeBeCcTI 3Ty 6a3y HaHHBIX HAa OCHOBY JIHTepHeT-TeXHONIOI T, YTOOBI YIPOCTUTD L[HT-
pam LIJIT Bcelt cTpaHbl BBefeHNe/IOTyYeHNe JaHHBIX. Ka)KIOMy KOMUTETY IO CO3/IaHMIO peecTpa
BecbMa Ba)KHO CTaBUTh ce0Oe 3a/ja4li Ha IIePCIIeKTHBY, YTOObI IMETh BO3MOXXHOCTD Pa3BUBATh CBOI
peecTp B JaJbHENIIEM.
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TunoBas cbopma peecTtpa

O Tunosow hopme peecTpa

3a OCHOBY NpuBEAEHHON Ha CleaytoLLen cTpaHule TunosBon opmbl
peecTpa NpuHATLI (POPMbI, KOTOPble padpaboTaHbl LieHTpamu KoHTpons
3abonesaHuin. B TunoBoli hopme nMetoTcs pasfesbl, OXBaTbiBaloLLMe
pasHble rpynnbl AaHHbIX: AeMorpaduyeckne OaHHble, KIMHUYECKMEe
OaHHble, NokasaTenn NHMEKUMOHHbIX 3aboneBaHnin 1 3abonesaHnin
cycTtaBoB. MIHhopmaLms, oTMedyaemas B s4enkax, BakHa o1 BCeX
peecTpoB, BkItovasi PeecTpbl opraHnsauuii 6onbHbIX. Hukecnegyowme
pasgfesnbl cofep>xaT NpUMepHble AaHHble, KOTOPbIE HacTO COBUPaloTCst
ons MeouunHCKMX peecTpoB UanM Ans peectpoB MuHuctepcTBa
34paBOOXPaHEHNS.

BHUMAHWE: 3Ta TunoBas ¢opma peectpa NpUBOSUTCS TONbKO B
KavecTBe npumepa. B Heé Hy>XHO BHOCUTb M3MEHEHMS, YTOObI OHa
cooTBeTCcTBOBana TpebosaHusam Baluen cTpaHbl.

1. damunua, Ums, OTyecTBO

2. [aTta poxxpgeHus: OTu AaHHble cnepyeT
cTaHOapTU3npoBaTb, YTOObI BCe UMeHa 1 hamnnmu, a
Tak>XXe [gaThl POXXAEHUS BBOAWINCH B OOHOM hopmaTe

3. Mon: OTMeTbTE MY>KCKOW WIN XXEHCKUIA.

4, Appec: Beegute TekyLumi agpec.

5. TenecboH: Beeante Homep TenegoHa 1 MeXxayropoaHbin
Koa.

6. MecTo poxpaeHus: Beegute MecTto poXKaeHus.

7. EcTb nu ewé KTo-HMGYyab, UMeloLun 3aboneBaHune,

conpoBoXaalLeecsi KPOBOUINIUAHUAMMU, U
NPOXXMUBAOLLUIA B CEMbE 3TOro 6onbHOro? MocrasbTe
METKY TOJIbKO B OOHOW siyelnke. BBeguTe nmsa gpyroro
YenoBeKa, eC/i OHO U3BECTHO.

8. AedunuuTt Kakoro hakTopa CBEPTbIBA€MOCTU KPOBU
nmeetcs: OTMeTbTe AeduunT hakTopa, O KOTOPOM
N3BECTHO.

9. MeTopabl auarHocTuku: OTMeTbTe BCe, KOTOpble
1CNONb30BaNNCh

10. WcxopHbIi ypoBeHb aKTUBHOCTU (haKkTopa
CBEpPTbIBAEMOCTU KpoBu: Ecnn ns3eecTteH, BBeanTe
MNCXOOHbIN YPOBEHb aKTMBHOCTU (hakTopa CBEPTLIBAEMOCTU
KPOBW B MPOLEHTaXx.

11. Bone3Hb ¢hoH BunnebpaHaa (VWD): OtmeTbTe TUN
6one3Hn coH Bunnebpanpa (VWD), ecnu oH n3BECTEH.

12. MpuynHa puarHocTuyeckoro TectupoBaHus: OTMeTbTe
BCe€, KOTOpPbl€ OTHOCATCA.

13. B kakom Bo3pacTe BrnepBbie Obls1 NOCTaBJIeH
AuarHos 3aboneBaHusi, CONPOBOXAalOLLErocs
KpoBOU3NusHuSIMU: Beegute BO3pacT, eCnv OH N3BECTEH.

14a. Bbuo nn Korga-nu6éo y 6051IbHOro KPOBOU3NNAHNE?
BeenuTe, ecnv N3BeCTHO.

14b. Ecnu [a, To B Kakom Bo3pacTe 6blj1o nepBoe
KpoBousnusiHue: BBeguTe BO3pacT, €CNN OH U3BECTEH.

14c. Ecnu [a, To B KaKyto 06nacTb Tesnia Npou30Lusio nepsoe
KpoBouanusiHue: Ykaxxute o61acTb Tena, Kyaa nponsoLusio
rnepBoe KPOBOUSNUSAHME.

15. Bwupg nedeHusn

Mepuoauyeckoe neuveHmne: OTMeTbTE, €CNn 6OSIBLHON
noslyyan fevyeHne ToNbKO Mocsie NOSIBIEHNS KPOBOTEYEHUS

UmmyHHasa TonepaHTHOCTb: OTMETLTE, eCiin K 60/IbHOMY
NPYIMeHsieTCs Tepannst UMMYHHOW TOSIePaHTHOCTM.

MpepynpexpeHue: OTMeTbTE, TONIbKO eCii 60/IbHON
nosy4aeT JIe4eHne Ha NPOTsKeHUK 6onee 28 oHen noapsa.

16. Tekywuin TUTP MHrMGUTOpaA: BBeguTe camoe BbICOKOE
4YMCNO UHrMBUTOpPAa NPU NOCNeOHEM MOCELLEHN NN Nocne
Hero.

17. Cny4au KpoBOM3NUSIHUI 3a nocnegHue 12 mecsaues:
BBenuTe 4ncno, COOTBETCTBYIOLLEE KONMYECTBY
KPOBOV3NUSIHAN B KaXXayto obnacTb Tena.

18. WUcnonb3yemble nevebHble npenapatbl: OTMeTLTE BCe
ncnosb3yemble fevebHble npenapaTthl. BBegnTe HasBaHve
npenapara KoHLeHTpaTa CBEPTLIBAEMOCTY KPOBU.

WHO®EKUNOHHbIE SABOJIEBAHUSA

19a. enatut C: OTMeTbTe, BbINONHANCSA TECT UL HET, U
OTMETbTE CTaTyC, eCNN N3BECTEH. BBeguTe aaHHble, ecnv
MMetoTCS.

19b. BWY: OTmeTbTe, BBINOMHANCA TECT UK HET, U CTaTyc, eCnn
n3BecTeH. BBegnTte gaHHble, ecnn metoTcs.

19c. BakuumHauums: MNocTtaBbTe MeTKy, ecnun 60nbHON
BaKLVH/POBaH.

3ABOJIEBAHUE CYCTABOB

20a. Kak 4yacTo 3a npoluepwuii rog 60sbHON Nosib30Bancs
KocTblaMU? BBeante KONMYECTBO OHEN 3a NPOLUEALLNiA
rop, Korga 60s1bHON NONb30BasICA KOCThINSMU.

20b. Kak yacTto 3a nocnegHuii rog 60nbHONM NoNb3oBasncs
NHBaNUAHOW KoNsickon? Beeanute KonnyecTBo AHeN 3a
npoLlepwni rod, korga 60/1bHOM Nonb3oBascs HBaNMAHON
KONSICKON?

20c. Kak 6onbHOI xapaKTepu3yeT cTeneHb cBoen
noABMXHOCTU? OTMETLTE COCTOSIHME, KOTOPOE Hanbonee
TOYHO OTpaXKaeT MHeHMe 60SIbHOrO O CTEMNeHN CBOeN
NOABUXHOCTMW.

HeorpaHu4yeHHas: ¥ 60/1bHOro He3HaYNTENbHbIE U
COBCEM OTCYTCTBYIOT CMMNTOMbI 3a601eBaHNs CyCTaBoB.

Heckonbko orpaHn4yeHHas: BonbHom camocTosTeneH
B CBOE MOOMUNBHOCTU, HO UCTbITbIBAET HEeKOTOopble
orpaHnyeHnsa B NogBM>XXHOCTU B CBA3N C 3aboneBaHvem
CyCTaBOB.

OuyeHb orpaHn4veHHas: BobHOM MOXXET NepenBuraTbCs
CaMOCTOSITENIBHO, HO C TPYAOM

Hyxpaetcsi B nomowum: Y1obbl nepensuratbcsi, 6051bHON
HY>XOAeTCsl B MHBaIMOHOW KOMSICKE UM B MOMOLLM pYrnX
nopen.

JHAaHHble BBEN: BBegute hamunuio 4yenoBeka, KOTOPbIN co3nan
hann nnm BHEC B HErO N3MEHEHNSI.

[Aarta co3paHusa: Beeaute gaty nepBoro cosganus danna.
J[aHHble 0GHOBMEeHbI: BBoouTe Kaxkabi pas, korga B dainn
BHOCUTE M3MEHEHMSI.

UpeHTudmkaumoHHbii Homep (ID) 6onbHoro: Beegute

NAEHTUMKaLMOHHBIN HoMep (ID) 6onbHOro Npu co3gaHum danna
B NepBbI pas.
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TunoBas cbopma peecTtpa

OEMOIrPA®UNYECKUE OAHHbIE

1.

damunusa

Nma

Oata poxapeHus

Mon [ Myxckon [ >KeHckui

Appec
lopopg

PanoH

MouToBbIN KOA,

Homep TenecoHa

MecTo poxaeHus

Mpo>xxuBatloT N1 BMecTe ¢ 60NbHbIM Apyrue nuua,
nvewwme 3aboneBaHns, CONnpoBoXKaaloLmecs
KPOBOU3NUAHUAMU?

O Oda Wwms::
O Hert

[J HensBecTHO

Tun pednumuTtHoro chakTopa cBEPTbIBAEMOCTU KPOBU
v

O Ix

O Opyrue OnuwwTe:
[J vWD (BonesHb BunnebpaHpaa)

KJTMHNYECKAA NHOOPMALIUA

9.

10.

11.

12.

13.

MeTop anarHocTMpoBaHus

] TonbKo KIIMHNYECKUE CUMMTOMbI

] Tonbko CKPUHMHIOBbIE TECTbI HA CBEPTLIBAEMOCTb KPOBM
(Hanpumep, PT nnn APTT)

[J Heckonbko cneundumnyecknx hakTopos, Kak, Hanpumep,
dakTopa VIl nnn paxkTopa IX

[l YkaxuTe gpyroe:

[0 He nssectHo

CXOAHbI ypOBeHb aKTUBHOCTU hakTopa
CBEPTbIBAEMOCTU KPOBU %
[ Nérkas remocunus: ot 5 go 40%

[0 YmepeHHas remocunms: ot 1 0o 5%

O Tsokenas cdopma remocmnun: mexee 1%
[ He nssectHO

BonesHb hoH Bunne6paHpa (von Willebrand)
O Tun 1 O Twn 2a 0 Tun 2b
OTwn 3 [0 HemnssecTtHOo [ MHoE

OcHoBaHue Ana AMarHoCTNY4eCKOro TeCTMpoBaHus
[0 N3BecTHO, 4TO MaTb Bblna HOCUTENEM reHa

O Opyras cemeriHas ncropust

00 CumnTom KpoBOU3NUSHWS

[J HensBecTHO

O Opyroe

B kakom Bo3pacTe Gbin B NEpPBbI pa3 NocTaBleH
AuvarHo3 3a6osieBaHusl, CONMpPoOBOXAatoLwerocs
KPOBOU3NUSIHUEM

14a. Bbuno nu Korga-HNGYAb y 60NbHOro KPOBOTEYEHME,
notpeGoBaBLlee BHUMaAHUSA Me[UKoOB?
O da O Het

Ecnu [a, To B Kakom Bo3pacTe 3TO Gbljio B NepBbiil pa3
(] Bo3pacT Hen3BecTeH

14b.

14c. Ecnum [a, TO B KaKylo o6nacTb Tena npon3oLusio
KpoBOU3NusHne

15. Bwup ne4veHuns
[0 Bnnsoanyeckoe neyeHne
[ Mpodumnaktuka

0 IMMyHHast TonepaHTHOCTb

16. Tekywmit TUTP MHIMGUTOpA

17. Cnydaun KpoBOMU3NUsSiHUIA 3a nocnegHue 12 mecsues
__ KpoBouanusHus B cycTtasbl
__ KpoBounsnusiHis B MblLLLbI
__ Opyrue KpoBon3nusH1s
__ BHyTpuuepenHoe kpoBousnusHue

18. TlMpumeHsiBLUMecSH ne4veOHble NpenapaThbl
[J CBexxe3amopoykeHHas nnasma
L] Kpuonpeuunutat
[0 KoHueHTpaT hakTopa CBEPTLIBAEMOCTI KPOBU

NMHOEKUMNOHHbIE SABOJIEBAHUA

19a. Bupyc renatuta C
[J TectnpoBaH (mnaTta TeCTMpoBaHNs
] He TecTtnpoBaH
[ MonoxkutenbHo (gara AnarHoCcTMpoBaHus
[0 OTtpuuatensHo

19b. BWUM, Bupyc nmmyHopecuumTa YenoBseka
(] TecTupoBaH (onaTa TeCTUPOBaHUS
[ He TectuposaH

[0 MonoxxntenbHo (oata AnarHocTMpOBaHMS

[J OTpuuatensHo

19c. Vaccination BakunHauusa
O renatut A O lrenatnt B

3ABOJIEBAHUA CYCTABOB

20a. Kak yacTto 3a nocnegHuii rog 6osbHOV Nonb3oBascs

KOCTbINnsiMu?

20b. Kak yacTo 3a nocnepHui rog 6o5nbHOM Nonb3oBarncs
VHBaNUQHON KONSAACKON?

20c. KakoB ypoBeHb NoABMXXHOCTU GOJIbHOro?

[J HeorpaHuyeHHas
[0 OyeHb orpaHu4eHHas

[J Heckonbko orpaHnyeHHas
[ Hy>kpaeTtcs B nomoLLm

NCTOPUSA COCTABJIEHUS GANNA

Kem BBefeHbl AaHHbIe

[ata co3paHus cdanna

[ata o6HoBneHns canna

NpeHTudurkaymnorHbin Homep (ID) 6onbHOro
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Bone3Hb hoH Bunnebpanpga: Hacnenyemoe 3aboneBaHne, CONpPOBOXKAAOLLIEECS KPOBOUIMS-
HUSIMU, MPUYMHON KOTOPOro siBnseTcs nedekt unu geduumnt daktopa dhoH Bunnebpanga (von
Willebrand)

BWUY: Bupyc nmmyHogedumumTa Yenoseka.
BO3: BcemunpHas opraHnsaums 3gpaBooXpaHeHns

Femodmnusa A: 3abonesaHune, BbidbiBaemoe feduumtom dakropa VIl ceBépTbiBaEMOCTN KPOBY,
N3BECTHOE TaK>Xe Nnof Ha3BaHneM Kraccmnyeckasi remounms.

Femodunusa B: 3abonesaHune, BbiabiBaemMoe aeduumnToM daktopa IX CBEPTLIBAEMOCTN KPOBU,
N3BECTHOE TakXXe nop Ha3BaHnem 6one3Hb Kpuctmaca (Christmas disease).

Aemorpadunueckme pgaHHble: OCHOBHas MHpopMaLums, Hanpumep, BO3pacT, NoJa U MECTO
XKuUtenbcTBa.

AecmonpeccuH (DDAVP): CMHTETUYECKNI FOPMOH, NCMONb3YEMbI AN1S1 TIeYeHnst 60bLUMHCTBA
BraoB 6onesHun oH Bunnebparnga (von Willebrand) n nérkon dopmbl remocpunum A. OH HasHava-
€TCSl BHYTPVBEHHO, NOAKOXXHBIM BAVBAHWEM UM B BUAE MHTPaHA3aIbHOroO cripest.

LOomalHee neyeHune: BonbHo/6oNbHaa goMa cam/cama HasHadvaeT cebe npenapar ang fNedYeHus.

3auHTepecoBaHHasi cTopoHa: Jlloboe NULO 1AM opraHm3aunsi, KOTOPY NHTEPECYeT AaHHas
npobnema.

UpeHTndnumpoBaHHbI YenoBeK: PeanbHbIl YENOBEK, O KOTOPOM U3BECTHO, YTO Y HEro remodu-
nns, 6onesHb hoH BunnebpaHga (von Willebrand) unn gpyroe 3abonesaHne, ConpoBoXXaaroLLieecs
KPOBOU3NNSAHUSMUA.

NHUmMpeHTHOCTb: KONMYecTBO HOBbLIX cny4yaes 3abosieBaHus cpenu HaceneHns 3a Kakom-To nepuos,
BpeMeHN.

WUHrnéuTopbl: VIHrmbuTopbl — 370 aHTUTena K daktopy VI nnn daktopy IX, KoTopble aTtakytoT 1
paspylwaroT (akTopbl CBEPTLIBAEMOCTN KPOBW NPY BBEAEHNM KOHLIEHTPATOB (hakTopoB, Aenas
neyeHne HeaPEKTUBHBIM.

KoHueHTpaTbl hakTopa CBEPTLIBAEMOCTU KPOBU: ITO hpaKkLMOHMPOBaHHbIE NpoLueaLune cybnm-
MaLVOHHYO CYLLKY npenapartbl OTOEbHbIX (hakToOpoB unu rpynn hakTopoB CBEPTLIBAEMOCTU
KPOBW, U3BJIEYEHHbIE N3 JOHOPCKOWN KPOBM.

KpunonpeuunurtaTt: Opakymns YenoBe4YeCKOW KPOBU, MPUrOTOBIEHHAsS U3 CBEXEWN MiasMbl.
Kpuronpeuunutat 6orat caktopom VI, dhakTopom choH Bunnebparnga (von Willebrand) n conbpu-
HoreHoMm (cbakTop I). B HEM HeT dakTopa IX.

JNérkas chopma remocdunum: 3abonesBaHune, xapakTepU3YHOLLEECS TEM, YTO aKTUBHOCTb AENCTBY-
towlero ypoBHs haktopa VIl nnn chaktopa IX cBEpTbIBAEMOCTM KPOBU B CUCTEME KPOBOOBpaLLEHNS
cocTaBnseT oT 6 0o 24% HopManbHOWM aKTMBHOCTM.

MexpyHapogHaa eguHuua (ME): CtaHpapTnampoBaHHas Mepa konvyectsa daktopa VI nnn
takTopa IX, cogep>kallerocs B MeguunHCKoM driakoHe. O6blYHO Ha (hyilakoHe HaHeceHa Takas
MapkupoBska, kak 250 ME, 500 ME nnn 1000 ME.

M3: MuHncTepcTBO 34paBooxpaHeHuns. NpaBUTENbLCTBEHHbIN OpraH, OTBETCTBEHHbIN 3a
34paBoOXpaHeHMe.

OO0UY: ObuerocypapcTBeHHas opraHn3aums — vneH BOI. ObwerocyaapcTBeHHas opraHm3aums
60/bHbIX reMounnen.

Mpenapatbl, nony4yaembie n3 nnasmbl: KoHUeHTpaTbl hakTopos, KoTopble cogepxxat daktop Vi
nnu IX, KOTopbIN (hPaKLMOHNPOBaH 13 YENOBEYECKOWN KPOBU.

Pa3sBépHyTas Tabnuua: KoMmnbloTepHas 1y pacyétHas nporpaMmma, Kotopasi oTob6paxaeT AaHHble
B BMOE CTPOK W CTONGLOB.
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PacnpocTpaHéHHOCTb: CymmapHoe KOJIN4eCTBO Cny4aeB 3aboneBaHns onpe,qeneHHoM rpynnbl
HacerneHnsa B onpenenieHHoe BpeMA.

PeecTp: basa faHHbIX N CNUCOK JIIOAEN, Y KOTOPbIX BbisiBfieHa reMounnsa N HacneacTBeH-
Hble 3a00M1eBaHNs, COMPOBOXKAAKLLMECS KPOBOUINUAHUSAMU. PeecTp cooep XmT nHgopmaumo o
JINYHOCTW, AMarHo3bl, METOAb! JIEYEHNS N BO3HVKABLUNE OCITIOXKHEHWS.

Pekom6uHaHTHble npenapatbl: KoHUeHTpaTbl hakTopoB CBEPTLIBAEMOCT KPOBW, KOTOPbIE Coaep-
xat dakTop VIl nnn IX, KoTopble N3roTOBAEHbI UICKYCCTBEHHbLIM NYyTEM W, ClefoBaTeNbHO, He
M3BNEKasIMCb N3 YeNI0BEYECKO KPOBU.

Tskenasi opma remodunum: 3abonesaHune, CBA3aHHOE C TEM, YTO YPOBEHb aKTVBHOCTY AeNc-
TBYtowero caktopa VIl nnn cdaktopa IX cBEpThiIBAEMOCTY KPOBU B CUCTEME KPOBOOGpaLLEHNS
cocTaBnsieT MeHee 1% HOPManbHOM aKTUBHOCTMW.

CpepHsasa chopma remocunusa: 3abosieBaHre, XapakTepuayHoLLLeecs TeM, YTO aKTUBHOCTb OeNCTBY-
towero yposHs haktopa VIl unn dhaktopa IX cBEpTbIBAEMOCTIN KPOBY B CUCTEME KPOBOOBGpaLLEHS
cocTtasnsgeT oT 1 0o 5% HopManbHOM aKTUBHOCTMU.

LieHTp neuveHuns remodunum: CrieunanianpoBaHHbIi MEAULNHCKIN LEHTP, KOTOPbIN yCTaHaBM-
BaeT AMarHo3, NpenoCTaBsisieT fiedeHre N MeAMLIMHCKOe 06CyXNBaHVE NOAsSM C reMounven v
C APYrMUN HACNeaCcTBEHHbIMU 3a60NIEBaHNSIMI, COMPOBOXXAAIOLLVIMNCS KPOBOUISINSHNSIMUA.

LT LieHTp neveHus remoumnmm

CFC: KoHueHTpaT hakTopa CBEPTHIBAEMOCTA KPOBM
HCV: Bupyc renatuta C.

ID: VipeHTurKaLoHHbIN HoMep

vWD: BonesHb hoH Bunnebparpa (von Willebrand)
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