PanuannoHHast S1HAEMUOIOTHST Radiation epidemiology

DOI: 10.12737/1024-6177-2022-67-1-46-53
H.B. Crapues!, E.A. lllumknua'?, E.A. Baunosa'?, A.B. AkieeB'?

CIIPABOYHO-UH®OPMAIIMOHHBIA KOMILIEKC REGISTR
YPAJIbCKOT'O HAYYHO-ITIPAKTUYECKOI'O HEHTPA
PAINALIMOHHOU MEJIUIIUHBI ®MBA POCCHUU

'Vpanbckuii HayqHO-TIPAaKTUYCCKUIA LeHTp paananunoHaoi Meaunuasl ®MBA Poccun, YensOunck
YenaOUHCKHIA TOCYAapCTBEHHBIN YHUBEPCHUTET, UeIaOnHCK

KonraktHoe nuro: CrapueB Huxonait BanepseBud: startsev(@urcrm.ru

PED®EPAT

B Hacrosiiee BpeMst B YpaiibCKOM Hay4YHO-ITPAKTHYECKOM IieHTpe paanannonHoi meauunasl DMBA Poccun (YHIILL PM) HakoruieHo 60ib-
II0€ KOJTUIECTBO COIMAIBHO-IEMOTpahIIeCcKoi, T03MMETPUIECKON 1 METHKO-OH0IOTHIecKoi nHpopmary. B cTatse nmpeacTasien crpa-
BouHO-UH(pOpMaImoHHbii kommiekc REGISTR, paspaboranusiii B YHIIL PM B mocneasue rojpl, Ui ONTUMH3AINN HCIIOIb30BAHUS
MHOTOUHCIIEHHBIX PETHUCTPOB M 0a3 MaHHBIX. Pa3paboTka crpaBoYHO-MH(MOPMAMOHHOTO KOMILIEKCA MO3BOJMIIA CYIIECTBEHHO MOBBICHTD
HCIIOJIb30BaHHE BCEBO3MOXKHBIX MH()OPMALIMOHHBIX PECYpPCOB M 00ECIIeYrBAeT CTPATErnUECKOe IIAHNPOBAHHE HOBBIX MHTETPAJIBHBIX HC-
cieioBaHUi. B cTaThe MpHUBeIeHO ONMCaHne apXUBHBIX M AKTyalbHBIX PETUCTPOB M 0a3 JTaHHBIX HayqHBIX moapasaenenuit Y HITL[ PM. Pac-
CMOTpPEHBI BOITPOCHI BO3MOXKHOM MHTErpaluy HHPOPMAIMH, COXPAaHEHHOH B pa3inyHbIX Gopmarax. [TokazaHo, 4To cmiocobOM HHTETpalnuH
UH(DOPMAIMH MOXET CITyXKNTb eIHAsI CHCTEMAa KOIHMPOBKH MarleHToB. [IpuBeneHo onmcanne BO3MOKHOCTEH CIIPaBOYHO-HH(POPMAIINOHHOTO
komiuiekca REGISTR niist obnerdenust miaHrpOBaHUs HCCIISI0BAHNI M BO3MOXKHOCTH HHTETPALIY HH(POPMAIINH, OJTy4aeMOM B PA3IMIHBIX
Hay4yHbIX nonpasaencHusax Y HIIL PM. Onucana TexHUYecKas peaan3anus co3Ianns KoMIuiekca. [IpuBeier mpuMep UCTIONb30BaHHS KOM-
wiekca REGISTR s mutaHupoBaHuS HCCIIEIOBAHUS, BHITIOIHAEMOTO B 1a00PAaTOPUH MOJIEKYIIPHO-KICTOYHOH paanoduonoruu. Paccmot-
peHo Hampasnenue pa3Butus komruiekca REGISTR.
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ABSTRACT

Currently, the Urals Research Center for Radiation Medicine has collected arrays of socio-demographic, dosimetric and medical and biological
information. The manuscript presents reference and information complex REGISTR recently developed in the URCRM to optimize the use
of multiple registers and data bases. The development of reference and information complex enabled to significantly increase the use of var-
ious information resources, and provides strategic planning of new integral studies. A description of archive and actual registers and data
bases of the URCRM scientific departments is presented in the manuscript. The issues of possible integration of information saved in various
formats were addressed. The manuscript shows that a unified system of coding patients can be treated as a way of integration of information.
The manuscript contains a capability description of reference and information complex REGISTR for facilitating research planning and pos-
sibility of integration of information obtained in different URCRM scientific departments. A technical implementation of the complex de-
velopment was described. The article shows an illustration of how the REGISTR complex was used for planning of the research performed
in the Laboratory of Molecular and Cellular Radiobiology. The development direction of REGISTR complex was considered.
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BBenenue

C pazButreM HH(POPMAIIMOHHBIX TEXHOJIOTHH MOSIBIAETCS
BO3MO)KHOCTB CYIIIECTBEHHO OIITUMU3UPOBATh Chepy HayIHO-
HCCIIe/I0BATENbCKOM AesTeNbHOCTH. B HacTosimee Bpemst co3-
JIaHBl U TPOJIOJDKAIOT CO3/IaBaThCsl PECYpPCHl, MIAT(HOPMBI U
porpaMMHOe oOecTiedeHe I MTOMCcKa WH(POPMAIH, Ha-
KOIIJICHHOM Pa3sHbIMH UCCIIEA0BATEIAMMU, C LICIIBIO HHTCTpAllun
3HaHUH. B yacTHOCTH, aKTUBHO Pa3BUBAIOTCSI HHPOPMAIHOH-
HBIE CHCTEMBI ITPOJIBIKEHNS PE3YIIBTATOB NCCIIeIOBAHMH (ITy0-
JIMKAIWi ) 1 HaykoMmeTpud [ 1, 2]. J{pyruM npruMepoM SBISFOTCS
TEeMaTUYeCKHe Hay4YHbIE KOJUICKIMU U DJIEKTPOHHBIE ONOIIHO-
TEKH, OOBEANHSIONINE JJaHHbIE PA3IMYHBIX HCCieoBaTesen

T10 ONpE/IeTICHHBIM HAPABICHUAM (HalpUMeEp, IJIsl PEIICHNS
3aj71a4 MOJICKyJsipHOU Onosoruu [3]). OmHaKo, TOMHMO TJIO-
OaJbHOM MHTETpalny, CyLIECTBYET HOTPEOHOCTh B CO3/IaHUH
MH()OPMAMOHHBIX CHCTEM BHYTPH HAyUHBIX OpTaHNU3alNH.
B OI'BYH «VYpanbckuii Hay4YHO-NPAKTUYECKUM LEHTP
panuanronHoi Mmeaunuabl DMBA Poccuny» (YHIIL PM), ¢
1955 1. ocymiecTBIsCTCS MEIUIIMHCKOE HAOFOICHUE U JICUC-
HHE JTIOZIeH, TIOZIBEPIIINXCS HU3KOMHTCHCHBHOMY PaMallioH-
HOMY BO3JCHCTBHIO B pe3yiapTaTe HHIHACHTOB Ha [10
«Masik» (cOpoc paIMOaKTHBHBIX OTXO/IOB B peKy Tedy, B3pbIB
XpaHWINIIA PAJJMOaKTUBHBIX OTXOI0B ¢ 00pa3zoBaHueM Boc-
TOYHO- YPalIbCKOTO paJinoakTuBHOTO ciiena — BYPCa).
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B pe3ynbraTe MHOTOJIETHUX UCCIIEI0BaHUM KUTENEH pa-
JINOAKTUBHO-3arPSI3HEHHBIX TEPPUTOPHUH YpalbcKoro pe-
ruona B YHIIL] PM nHakoruieHbI 00IIMpHBIC METUKO-0HOIIO0-
TUYECKHUE U T03UMETpUUECKUE NaHHble [4, 5]. HakoruieHHble
JTAaHHBIE JIETITH B OCHOBY MHOKECTBA BEChMa ITIOIOTBOPHBIX
HCCIIeIOBAaHUN B PA3IMYHBIX 00IACTAX 3HAHUH: TeHeTuke [6];
MOJICKYJIIPHO# Onororuw [7]; paauanyioHHON THIHEHEI [§];
smunemuonoruu [9]; paguoduonornu [10]; mMMyHOTOTHA
[11]; remaronoruu [12]; opTansmonoruu [13]; pagmanmon-
HoM nozumerpud [14] u 1p. Hakornnennast un$opmarys mm-
POKO MCHOJIB3YETCs U B IpakThdecKkoi nesrenbHoct Y HITL
PM nmns opranmzanuy METUIITHCKONW TTIOMOIITH OOTyYeHHBIM
JONIIM M UX MTOTOMKAaM, SKCHEPTH3BI 3A0POBBS M PEIICHHS
COIUAJIBHBIX MPOOJIEM 00TYyUICHHOTO HACEICHUS.

Jannsie B noapazaenenusx Y HITL PM xpansitcst B Buae
PETUCTPOB N MPOOIEMHO-OPHCHTHPOBAHHBIX 0a3 MaHHBIX
(B). ITox perucTpoM NOHAMAETCS TIEPEICHb TAHHBIX OT/ICITh-
HBIX 00CIICIOBaHUN WM WHOM uH(popManuu (peructp 3ado-
JICBAHUI{, PETHCTP COAEPKUMOTo OaHKa OMOJIOTHUECKHUX 00-
pasmoB, W Jp.), OPTAaHU3O0BAHHBIH B BHJIEC DICKTPOHHON
TabiuIel. B oTamume ot peructpa, mpoOIeMHO-OPHEHTHPO-
BaHHble B/l mpencTaBisior co0oit COBOKYIHOCTD CBSI3aHHBIX
Mexy coOoit Tabmui. Hanprumep, B B/ «3yOb1» conepsxurcst
nH(pOpMAaIHs 00 HHIUBUTYATFHBIX OHOI03MMETPHYECKIX, pa-
JTIOMETPHYECKUAX W OJJOHTOMETPUIECKIX M3MEPEHUSIX PA3HBIX
3yOHBIX TKaHEH J1sl 3yOOB pa3HBIX MO3UIMI Y Pa3HBIX JIIOIEH.

JIy1s nHTErpabHbIX UCCIEJOBAaHUH C IPUBJICUCHUEM J1aH-
HBIX, HAKOTUICHHBIX B Pa3HBIX MOApa3leICHUAXK, TpeOyeTcs
JTIOCTYTTHOCTB BCEil MH(POPMAIINH O HATWYIHH TeX OO0 WHBIX
00cJIe/10BaHN T KOHKPETHBIX MalreHToB. [Ipu 5ToM aBTopckue
IpaBa UCCIeoBaTeNell, KOTOpble HE MPETOCTABISIOT B OT-
KPBITBII TOCTYII CBOM HE3aBEePIICHHBIC (TIOMOTHIEMEIC) pe-
ructpsl ¥ bJ], momkHEI OBITE 3anmiieHsl. Kpome Toro, monck
numeronieicst “HGOpPMaIMK Ha TO MM MHOE JHIO (TPpyHIy
JIVIT) BO3MOXKEH, €CJIM B OPTraHM3aI1 HCIIOJIB3YETCS eIMHAs
cucTeMa HACHTH()UKAIINH JTFOICH U IPUCBOCHHUS YHUKAITBHBIX
MEPCOHATBHBIX UICHTH(PUKAITNOHHBIX HOMEPOB.

Jlng onTUMM3anny MOMCKA M UCTIONIB30BaHMS HAKOTIICH-
HON MH(OpPMALMK B KIMHUYECKUX M HAYYHBIX IIEJIIX OBbLI
pa3paboTaH crpaBoYHO-HH(DOpMAITHOHHEIH KomIuieke REG-
ISTR, mMO3BONSIOMMIA OCYIIECTBIATH SIUHYIO KOTUPOBKY
MEePCOHANBHBIX JaHHBIX M, HE Hapyllas MpaBa aBTOPOB, MO-
Jy4aTh CBEJICHUS O HAJIMYMH: MEINKO-OMOIIOTHYECKHX 00-
CIICZIOBaHUH, PEKOHCTPYHUPOBAHHOMN J103€ OOTyICHIS, CeMEeii-
HOM aHaMHe3€ M T.JA. IS KOHKPETHBIX OONYYEeHHBIX JIHII.
Hacrostimast ctaTes MOCBSAIICHA OMUCAHUIO KOMILIEKCA U
MPUHIUINAM €r0 UCIONb30BaHUEM.

Crnenyet noguepkuyTh, uto Y HIIL[ PM BeImosnnser Bce
TpeOOBaHUS K aBTOMATH3UPOBAHHON M HEABTOMATH3UPOBAH-
HOHI 00paboTKe NePCOHATIBHBIX JaHHBIX, IIPEYCMOTPEHHBIE
®enepanbHbM 3akoHOM OT 27 utonst 2006 1. Nel152-D3 «O
TIEPCOHATBHBIX TaHHBIX» M IPUHITHIMH B COOTBETCTBHHU C
HUM HOPMAaTHBHBIMH NIPABOBBIMH aKTaMH.

ba3a nannbix «YeaoBek» Kak 0CHOBA

uHpopmaunonHoro komiiekca REGISTR

Peructp o06myuéHHOro HaceneHus Hayaia GOPMUPOBATHCS
B YHIILL PM B 1967 1. M3HayanpHO OH MPEACTABISUT COOOM
OyMakHYIO KapToTeKy. B kaprouke ykassiBanacs @O, nara
POK/ICHUS 1 MECTA KOHTAKTA C HOHU3UPYIOIIMM U3ITyICHHUEM.
B 1980-¢ romsr cTano SICHO, YTO MPOCIEKUBAHUE HCTOPHA
[IPOKUBAHUS JIIOJECH, UX POACTBEHHBIX CBSI3€H U BO3MOXK-
HOCTB OOJTyYEeHHS B HECKOJIBKHUX PAMAIIIOHHBIX CUTYaIHIX
TpeOyeT Oornee CIIOXKHON OpraHW3allMy JaHHBIX W CIEIH-
aJBHOM KOIMPOBKH MIEPCOHATBHON HH(OpMAIINH.

K stomy Bpemenu B YHIILL PM yxe cymectBoBana BJ
MOHUTOPHUHIA COIEPKAHUS PAUOHYKIIUIOB B OPraHu3Me Ha-
cenenus Ypanbckoro pervosa [15]. Ona umena pensiquoHHYy 0

cTpykTypy. [lapaMeTpom, CBSI3BIBAIONTIM TAOJHIIBI C U3Mepe-
HUSIMU U JAHHBIMU O YEJIOBEKE, BBICTYIAJ YHUKAJIBHBIN U/ICH-
TU(QUKAIMOHHBIA HOMEP — ITIOMEXO03aIIUIIIEHHOE YUCIIO0, 1103~
BOJIAIOIIEE OJHO3HAYHO WIACHTH(PHUIIMPOBATE UEIOBCKA.
[Ipumenennsie pemenns B 3Toit B/l ObIIH HCIIOTBE30BAHBI TS
nipeoOpasoBanust peructpa odmyueHHbIx B b «Yenosek» [16].

BJ1 «YenoBek» siBnsiercst ”HGOPMAITMOHHON OCHOBOM ISt
JO3MMETPUICCKUX W SMTUACMHUOIOTHYCCKUX HCCICIOBAHINA
MOCJEICTBUN paJualMOHHOIO BO3JCHCTBUS HA HACEJICHHE
VYpansckoro peruona. Aapom bBJl «HenoBek» cran peructp
«nerTuuKaIys», B KOTOPOM KaXKIOMY JIUILY MTPHCBAUBa-
€TCsI YHUKANBHBIA HACHTU()UKAIMOHHBIH HOMEp. DTOT pe-
THCTP copepkuT Habop mapamerpor: @MO, momn, Bo3pacT,
HAI[MOHAJIBHOCTB, 1aTa POXK/ICHHs, MECTa KOHTAKTa C HOHH-
3UPYIOLINM U3ITyYeHHEM, )KH3HEHHBIN CTaTyC YenoBeKa ()KUB
WA yMep) U rof ero yctanoBieHus. Kpome Toro, B/] «Ye-
JIOBEK» BKJIIOYAECT HAOOP MOCTOSHHO MOIOMHSIEMBIX M 00-
HOBJIISICMBIX PETHCTPOB:

MecTa 1 CpOKH IIPOKUBAHMUSL.

[pwumaEl cMepTH.

Jlmarao3sl.

Tekymuii anpec u TenedoH.

CewmeiiHbIil aHaMHE3.

Bce peructpst b/ «HemoBek» HIMEIOT YHUKATBHEIH (op-
Mmar - RDB, cnemmmansrao paspaboranusiii B YHIIL PM ms
paboThI ¢ 00BIINM 00BeMOM AaHHbIX. [Ipy naeHTHGUKAIN
TIPEeTyCMOTPEHA BOZMOXXHOCTH COXPAHEHHS JI0 TpeX (haMHIInil
OJTHOTO YenoBeKa. J{Jst OBHIIIeHNS HaIS)KHOCTH TIPETyCMOT-
peHa o0s13aTenbHas OTMETKA Ha OCHOBAaHUH KaKUX JOKyMEH-
TOB BHECEHA Ta WM MHas MH(opmaius (1acropTt, CBHIe-
TEIbCTBO O POXKACHHUM, MOXO34AMCTBEHHAs] KHUra, Ipyrue
JIOKYMEHTHI WITH CO CJIOB POJICTBEHHUKA) [17].

Peructp «MecTa poXXuBaHUD COACPKUT HHPOPMAIIHIO
0 CpOKax M MecTax MPOXKUBAaHUS JHL, BKIOUEHHBIX B B/|
«YeroBek», Ha HAOTIONAEMON TEPPUTOPHH: AIMUHUCTPATHB-
Has Teppuropus Yemnsomackoit u Kyprauckoit oomacreit. Hc-
TOPUH IPOKUBAHMSA 3aperucTpupoBans ¢ 1950 1. (mnu ¢ mo-
MEHTa POXKICHHS, €CIH Jara poxiacHus oonbiie 1950 ).
DTOT perucTp B HACTOSIIEE BpPEMsl HACUMTHIBAeT Oojiee
361 TbIC. 3anHCe.

Peructp «IIpuamHBI cMepTH» COMEPKUT WH(HOPMAIIHIO
0 JaTe ¥ MPUYMHE CMEPTH, KTO YCTAaHOBIJI IPUUHHY CMEPTH,
ko o MKB-9, mun, Bxirouennsix B bJ] «Hemosek». OcHo-
BaHUEM TS TIOMIOJTHEHUS PETUCTPaA CITYKUT O(PHUIINATBHBINA
JOKYMEHT: «MeInuIIMHCKOe CBUICTEILCTBO 0 cMepTm» [18].
Peructp BkirouaeT AaHHbIe O caydasx cMepT ¢ 1950 T u B
HACTOSIIICE BPEMsI B HEM COJICPKUTCS OoJiee 53 Thic. 3ammceid,
BKITIOYAsl IPHYUHBI CMEPTH KaK OONyYCHHBIX, TaK M UX II0-
TOMKOB [18].

Peructp «J/lnaruoss» copMuUpoBaH Ha OCHOBaHUM pe-
3yJIBTATOB MHOTOJIETHUX MEIUIMHCKHX 0OCIIe/I0BaHUI Hace-
JieHusi, HaunHas ¢ 1951 r., BeimonHeHHbIxX B kimHuke YHIIL]
PM wu BBIe3AHBIME OpHTaZaMul CIICIMANINCTOB. B Hero Taxxke
BKJTIOUEHBI IMarHO3bl, yCTaHOBIEHHBIE B 1950-X rofax cotpya-
HUKaMHU 6-0f KIMHUKA MOCKOBCKOTO HHCTUTYT OHO(MH3UKH
M3 CCCP. Peructp comepxut HH(pOpPMAIHIO O JaTe ImocTa-
HOBKH /INarHo3a, B KaKUX YCJIOBHUAX YCTAHOBJICH (CTallMOHAD,
TIONMKIIMHUKA WITH 3KcTieunus ) v ero koxx mo MKB-9. Peructp
HacunThIBaeT Ooiee 452 Thic. 3amucei Ay 30,4 ThIC. YeI0BEK.

Peructp «Tekymuii anpec u TeraedoH» 3armomHICTCS C
coryacys MAaIFeHTa M CIYXKHT I BO3SMOXKHOW CBS3U C HAM
(HanpuMep, npuriacuTh Ha obcnenosanue). Conepxut 136
TBIC. 3aIHCEN.

Peructp «CemeliHbIit aHAMHE3» COMEPKAT HHPOPMAIIHIO
0 POZCTBE MEXy JIMLIaMH, BKJItOUeHHbIMU B BJ[ «Henosex»
(cynpyru u netn). B HacTosimiee BpeMs B Heit HACUUTHIBAaeTCS
HHpOpMAIHS O YETHIPEX MOKOJCHUSIX: OOJTydeHHBIC JIUIIA,
WX JICTH, BHYKHU ¥ MIPaBHYKH (Ooiee 355 TrhIC. 3amuceii).
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B 2008 r. Bl «YemnoBek» moNy4mia CBHACTEIHCTBO
0 rocynapcTtBeHHOW peructpanuu (CBUAETEIHCTBO
Ne2008620181). B/] B HacTosiIiee BpeMst COIEPKUT HHPOP-
Maruio ooree 9eM Ha 145 TrIC. rpakIaH, KOTOpBIE pa3aeiIeHbI
Ha TPH TPYTIIBL: OKOJIO 65 THIC. OOMYYECHHBIX YETIOBEK; OKOJIO
50 ThIC. MX TOTOMKOB U TPpUMEPHO 30 THIC. YETOBEK, SBISIO-
IIUXCS POJICTBEHHUKAMH OOJYYCHHBIX JIUII M UX TOTOMKOB.
C memnpio exxerofHoi akryanusanuu b/, a Taxke mist obec-
TICYCHUS 3AIIUTHI i PU3UIECKOI COXPAaHHOCTH MEPCOHATBHON
nndopmanuu B YHIIL PM coznan otnen b/l «Yemnosek».

[ToMuMO Ha3BaHHBIX PETHCTPOB, B PA3JIMYHBIX ITOPA3-
nenenusix YHIIL PM umerorcst apXuBbl MEIULMHCKUX J10-
KyMEHTOB, JaHHBIC PA3JINYHBIX TPOBOANMBIX PaHEe U COBpE-
MEHHBIX MEIUKO-OHOJIOTHYECKUX M JO3UMETPUUYCCKHUX
00CIIeI0BaHMIA, a TAKXKE PE3yJIBTaThl pacyeTa MOTIOIICHHBIX
JT03 Ha pa3NUYHBIC OPTaHBI U TKaHU. TakuM oOpa3om, B pas-
HBIX HAyYHBIX ITOIPA3/ICICHUAX WMEIOTCS pasHOOOpa3HbIe
MIePBUYHBIC HAYYHBIC JAHHBIE U PE3YJIBTAThl T03UMETPHUE-
CKHX PacueTOB, OTHOCSIIUECS K OMHUM M TEM KE OOydYCH-
HBIM JTUIAM U UX TOTOMKaM, KOTOpPBIC TIPEICTABISIOT OTCH-
IIUATIGHBIA HHTEPEC [T HOBBIX KOMITJIEKCHBIX HCCIICIOBAHHUI.

IIpob6sieMHO-OpHEHTHPOBAHHBIE PETHCTPHI

u 6a3bl nannbix YHIIL PM

Kak yxe oTMedanoch, B HAyYHBIX MOJPA3JEICHUAX
HUMEIOTCS apXUBHBIC MaTepHaibl, a TaKXKe CO3MaHbl U IMPO-
JIOJDKAIOT COo3/aBaThesl peructpsl u BJl, conepxkamue nep-
BUYHYIO HAYYHYIO MEIUKO-OMOJIOTHYECKYI0 MH(OPMAIIUIO
00 0OTy9YeHHBIX JIMIIAX M UX MOTOMKax. Peructpsr u b/ He
COZIepIKar MEePCOHANBHBIX JaHHBIX. VIMEHHO MIOeHTH(HKA-
LIUOHHBII HOMEP BHOCHUTCS B PETUCTP BMECTO NEPCOHAIBHON
nHpopmanuu. B Tabn. 1 mpencrasieHo omucaHHWe IMpo-
0IIEMHO-OPUEHTUPOBAHHBIX PETHCTPOB HAYYHBIX MOIPa3zIe-
nenuii YHIIL] PM, BkitoueHHBIX B HacTOsIIIee BpeMs B CIIpa-
BouHO-UH(popMaronHbid koMmruiekc REGISTR.

Kak Bugno u3 ta6n. 1, B YHIIL] PM nmerorcs yHUKaTb-
HBIC APXHUBHBIC JJAHHBIC, OXBATBIBAIOIINE OT COTEH JI0 JIECST-
KOB ThICAY 4YelOBeK. MIMeroTcsl MOMOTHsIeMbIE PETUCTPHI, B
TOM YHCJIE ¥ HOBBIE, TOJILKO HAuMHAIOIUe (GopMHPOBAThCS,
Kak, Hanpumep, peructp «Teaomeps», coznannbiii B 2019 1.
Peructp MHAMBUAYATBHBIX 103 OOMYUIEHUSI M UX HEOTIPEe-
JICHHOCTEH He SIBIISICTCS HU apXWUBHBIM, HH MOTMOIHSIEMBIM,
MOCKOJIbKY OH, B OTJIMYME OT OCTaJbHBIX PErHCTPOB, MPEa-
CTaBIsIET COOO0M pacueTHbIe AaHHbIe. [Ipy yToUHEeHNH 1030-
BBIX OIICHOK MJIM CITUCKA OOJIydEHHBIX, 3TOT PETHCTP aKTya-
JU3UPYETCS.

Cpenu periucTpoB HEKOTOPBIE coziepKar JuarHo3sl. [lep-
BhIif — Kannep-Peructp, koTopslit chopMupoBaH U IPOIOIT-
’KAeT TOMOJHATHCS HAa OCHOBAaHMM JaHHBIX YenmsiOmHCKOro
00JIACTHOTO KIMHUYECKOTO OHKOJIOIMYECKOTO JUCIaHcepa
JUIS CITy4aeB OHKOJIOTHYECKHUX 3a00JIeBaHHM, 3apETHCTPUPO-
BaHHBIX Ha TeppuTOpuH YenssOnHCKOM 00IacTH, HaYnHAs CO
BTOpOIT TonoBUHBI 1950-x rT. BTopoit — apxuBHBIH, cdop-
MHUPOBAHHBI HA OCHOBAHUH OOCIICI0BAHUIA, BBITOJHEHHBIX
LEHTPAJIbHBIMU PaOHHBIMH U TOPOACKHMH OOJILHULIAMH B
2002-2015 rr., B paMKax IOpOEKTa, CBA3aHHOrO ¢ EnuHbIM
KOMIIBIOTEpHBIM perucTpoM «Mask» (EKP «Mask»). Tpe-
TUH — PETUCTP MATONCUXOJIOTHYECKUX JUarH030B. OH OTHO-
CUTENIBHO HOBBII U sBIIsieTCs NonoiHseMbelM. Kpome Toro,
HUMEETCSI apXHUB OTCKAaHWPOBAHHBIX MEJUIIMHCKHAX JTOKYMEH-
TOB (McTOpUH O0JNEe3HN, aMOymaTopHbIe KapThl) [19].

Peructpbl opraHu30BaHbl B OTJCTIBHBIC HIICKTPOHHBIC Ta0-
JIHIIBI (B OCHOBHOM B popmare xIsx). [IpodnemMHO-0opreHTHpO-
BaHHbIC b/l NMEIOT PEeNsIMOHHYIO CTPYKTYpY M BBITIOJHEHBI
0o Ha ocHOBEe Microsoft Access 00 B YHHKAITEHOM (op-
mare RDB. He cymectByer equHOrO crannapra KOAUPOBKU
pe3yJIbTaTOB HAyYHBIX HCCICJOBAaHMH, MOCKOJBKY BBIOOD
(opMBI XpaHEeHUs HAYIHOH HH(OpMAIN ONPENENsETCS ee KO-

JIMYECTBOM U CTPYKTYPHOMH CII0KHOCTBIO. Tak, Harpumep, 1is
perucrpa ayTolcUiHOro Marepuana, ObLIO JOCTAaTOYHO MPO-
CTOM AJIEKTPOHHOH TaOIHIIBI, CONEpIKaIIEi HECKOIBKO KOJIOHOK:
UOCHTU(UKAIMOHHBI HOMEp, THN TPOOBI, Tox oTOOopa
TIPOOBI/M3MEPEHHS, CBIPOI BEC, BEC 30JIbI, KAJIBIIHH (T/KT CBIPOTO
Beca), *Sr paguomerpust (Ku/kr chiporo Beca), “Sr panoxumust
(Ku/xr ceiporo Beca). [IpocTast cTpykTypa opraHu3aiyy JaH-
HBIX B 9TOM CiIydae OmpaBiaHa. A eCi JUIs aHaIn3a JaHHbBIX
9TOTO PETUCTpa MTOHATOOUTCS MH(POPMAIHA O TIOJIE, 1aTe POXK-
JCHU, 1aTC U MECTEC CMEPTHU, UICTOPUH ITPOKUBAHWA HA paara-
IIMOHHO-3arPSI3HEHHBIX TEPPUTOPUSIX, TPUYUHE CMEPTH U T.1I.,
TO 3TH JIJAaHHBIE MOXKHO TTOYYHTH IO WICHTH(HKAITNOHHOMY
HoMepy B B/l «YenoBek». B nccienoBaHusX pasHbIX TUIIOB
61000PAa3IIOB, MOJYUYCHHBIX OT OJHOIO JIOHOPA, HEOOXOAUMA
OoJee cI0XHast CTPYKTypa XpaHeHUs JaHHBIX. Tak, Harnpumep,
B banke 6monorndeckux oopasuos YHIIL PM xpansites pas-
HBIE THITHI IPOO (KpoBb, ceiBopoTKa, JIHK) oT ogHOro marm-
€HTa, OIIMCAHUE KOTOPBIX cozepkarcs B pa3HbIx b/I.

W3-3a CyIIECTBEHHBIX pa3IM4Mil B CTPYKType JaHHBIX
oObenmHeHNe Beex pernctpoB U b/l B eanHyto 0a3y 1aHHBIX
TIPEACTABIIACTCS CIIOKHOM TTPOOIEMOii, KOTopast, KpOMe TOTO,
COMpsKEHA ¢ TPYAHOCTAMH OXpaHbl IIpaB aBTOPOB ITOIOJI-
HSIeMBIX peructpos. [loaTomy pobIeMHO-OpHEHTHPOBAHHBIC
peructpbl ¥ b/l XpaHATCS Ha MEPCOHAIBHBIX KOMIIBIOTEpaxX
B ITOZIPA3/IETICHUSX, T/IE OHM CO3/IaBATUCH U TIOJIEP’KIBAIOTCS.
IIOCTyH K HAM UMCECIOT TOJIBKO HEMMOCPEACTBCHHBIC NCITOJIHU-
TEJIV CBSI3AHHBIX C HUMH MCCIICIOBAaHHUI U T€, KTO MX MOMOJ-
Hsetr. s oOecrieueHns COXpaHHOCTH JAaHHBIX Ha cepBepe
OpTaHMU3aLUH KaXXJOMY TIOJIPa3AeICHHIO BbIIC/IeHa 00IacTh
C OTPaHUYEHHBIM JOCTYIIOM (TOJIBKO I aBTOPOB PETHUCT-
POB), IpeTHa3HAUCHHAS [UIsl pE3€PBHOIO KOMMPOBAHUS YHH-
KaJIbHON MH(pOpMAIHH.

s Toro, 9TOOBI OOHAPYKUTH BCIO JOCTYIHYIO HA WH-
IuBUAa MH(OpMAIUIO, UMEINIyocs B perucrtpax u bJ]
VYHIIL[ PM, Obl1 co3nan B crpaBOYHO-MH(OPMAIIMOHHBII
xommiekc REGISTR.

CrnpaBo4HOo-UHGOPMALMOHHBINH KOMILJIEKC

REGISTR

CrpaBouno-uH(popmannoHHb komruieke REGISTR
MIpEACTaBIsIeT cO00H CHCTEMY, OCYIIECTRISIONIYIO Oa30BbIC
Jutst “H(GOPMAITOHHOM MOIICPKKU UCCICIOBAHMN (DYyHKIINH:

(a) obecrieueHE UACHTH(DHUKALINY JIHII, HAOIIOIACMBIX B
VYHIIL PM; (6) npenocTaBnenue nHGopManmu (Kak Ha OT-
JIENTPHOTO MHIWBHIA, TaK U HA TPYMILY JIUI) O )KU3HCHHOM
craryce, (akre 00JTyueHHsl, BOCCTAHOBJICHA JIM J103a 00ITy-
YeHMs1, Kakasi ”HQopMaIus JOCTYIHA B CYIIECTBYIOIINX MPO-
O6neMHO-oprueHTHpOBaHHbIX bl u perucrpax u T.I.

[lepBast GpyHKINSA KOMIUIEKCA — WACHTU(DHUKAIAA — OCY-
HmiecTBisieTcss Ha ocHoBe Tabmuubl «Mpentnukanusy b
«Yenosex». KonrpoBka nepcoHanbHOM nHpOpManuu (pu-
CBOEHHE NACHTH(UKAMOHHOTO HOMEpPa) WICHAM HOTOJHsIE-
MBIX PETHUCTPOB NMPOBOAUTCA Ha ocHOBE AaHHBIX 0 ®UO n
roje poxzaeHus. Benennas uHpopMaIys COMOCTABISETCS
¢ B/l «YenoBex» 1 BBIBOAUTCS COOTBETCTBYIOLIUN €My HO-
Mep. DTOT HOMEp HCCIIEI0BATENb BBOAUT B POOJIEMHO-OPH-
€HTUPOBaHHBIN peructp win bl BMecTo nepcoHalbHOM HH-
¢dopmanuu. B mporecce MHOTOJNIETHUX HCCIEI0BAHUI
00OHapYKUIJIOCh, YTO TP UJICHTU(HUKAIMH YaCTO BO3HUKAIOT
ClTyyaiHbIe OIIMOKH, MPUBOASAIINE K HENPABUILHOMY TIPH-
CBOGHHIO NACHTH(HUKALMOHHBIX HOMEPOB UEIIOBEKY, UTO 3a-
TpyaHseT nouck AaHHbIX. [Toatomy B xommiuekc REGISTR
Obuta 100aBIICHA ONIMS aBTOMAaTHYECKOW HMACHTH(UKAINT
00CIIeI0BaHHBIX, TAHHBIE KOTOPBIX BHOCSATCS B IPOOJIEMHO-
OpPHEHTHPOBAHHBIE PETUCTPBI.

Bropast GpyHKIMs — oy4yeHHe CBeleHHH O JOCTYIHON
B YHIIL] PM undpopmanuu Ha auio (Tpymiry JIUI) — OCy-
IIeCTBIICTCS Omaromaps mpaBmiTy, neiictyromemy B Y HITL]
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PM, koTopoe npeaycMaTpuBaeT, YTo NOAPA3AEIICHUs IPEao-
CTaBIAIOT afMUHUCTpaTopy koMiuiekca REGISTR onucanue
KOHTEHTa CBOMX MH()OPMAIIOHHBIX PECYPCOB: Ha3BaHHE pe-
ructpa/b/l, cimcok MAEHTH(GUKAITMOHHBIX HOMEPOB, THIIBI
oOcnemoBanmii, THGOPMAIIHS O KOTOPBIX COmep KUTCs B BJ]
u peructpax. Eciu peructp/B/] sBisieTcst He3aBepIICHHBIM
U MOTIOJIHSETCS, TO ONMCAaHUE KOHTEHTA aKTyalTu3upyeTCs o
Mepe He0OXOANMOCTH, HO HE pEeKe, 4eM | pa3 B Tof.

Ha puc. 1 mpencraBnena cxema oOBEAMHEHHS IMPO-
OJIEMHO-OpPHUEHTUPOBAaHHbBIX peructpoB u bJl, BKiouas 00-
mue i Beeit opranusarun pecypesl (b1 «Henosex» n mud-
pPOBBIC ApPXMBBI) M PECypPCHI, pa3pabaTbiBacMble BHYTPH
OTAEIBbHBIX MOAPA3ACICHUN B €AMHYIO MH()OPMAMOHHYIO
CHCTEMY MTOCPECTBOM CIIPABOYHO-UH(POPMAIIMOHHOTO KOM-
miekca REGISTR.

Ha puc. 1 cTpenkamu noka3aHa cBS3b Mex 1y HH(popma-
IIMOHHBIMU PECYpPCaMH, OCYIIECTBIsIEMast 10 UACHTU(HKA-
IUOHHOMY HOMEpY. [TpsiMOit CBSA3M MKy TPOOIEMHO-OPH-
eHTupoBaHHbIMU  peructpamu/b/l  mer. Jloctym K
COZIEPKMMOMY MOMOHAEMBIX perucTpoB/b/] MMeroT TombKo
COTPYAHUKH, SIBIISIOMINECS aBTOPAMH 3THX PECYPCOB, UTO
obecmeunBaeT X aBTOpcKue mpasa. OIHAKO, UCIIONB3Ys
REGISTR, rae omucaH KOHTEHT, IPOBEPUTh HAIUUYUE DPe-
3yJBTaTOB MCCIEIOBAaHUN JUISi KOHKPETHOTO YENIOBEKA WIIH
TPYIIIBI JIUIT MOXKET JIF000H HayuHBIH COTPYIHNUK OpTaHU3a-
UK. DTO MO3BOJISIET OCYIIECTBIATh B3aUMOICHCTBHE MEXTY
HoJpa3AeIeHUIMHU U IJIAHUPOBAaTh COBMECTHBIE UCCIIE0BA-
Hust. ApxuBHble B/l M perHcTpbl, HCKITIOUNTEIHLHOE TIPaBO
Ha KOTOpble comtacHo I'paxnanckoMy konekcy P® npunan-
nexut YHIIL] PM [20], nocTynHBI A1 Hay4HBIX UCCIIENO-
BaHUI MO 3aBIEHUIO HAyYHBIX COTPYIHHUKOB.

Perucrpui/B]]
no;rpax_:le.lenni

(s}

(5N}

Copanoano-madopManimoHELIE KoMILTeKT
-REGISTR

S 1

HaenTrdExanHoman

HHGOPMALHR Heropus Goaesnmn
FnsHEnHB cTaTYE :!;gi;mmpnm KapTa
> MATHIOBAMNAR

Bpicaivaatiiie auiyIaTopsaT KapTa

Onaraos

Apxue
OTCRAHMPOBAHABIX
METHOTHCKAT
AOKVMEHTOR

Eauasit
ROMOBITEPHBIH
peracTp «Magg:

«HeToBeRn

Puc. 1. Cxema 00beAMHEHUS IPOOIEMHO-OPHEHTUPOBAHHBIX
peructpos/BJ], BKitodas oOmye 11s Beeif opraHu3amyu pecypebl
(B/1 «YenoBex» n nuQGpoBbIe apXUBBI) U PECYPChI, pa3padaTbiBacMbIe
BHYTPH OTAEJIBHBIX ITOAPA3ICICHHN B SANHYI0 HHPOPMALOHHYIO CH-
CTeMy HOCPEJICTBOM CHPABOYHO-HH(POPMALMOHHOTO KOMILIEKCa
REGISTR. SN — uneHTH()HKAINOHHBII HOMEP
Fig. 1. A scheme for combining problem-oriented registers/databases, in-
cluding resources common to the entire organization (database "Man" and
digital archives) and resources developed within individual departments
into a single information system through the reference and information
complex REGISTR. SN - identification number

Iporpammusnii komruiekc REGISTR mpencrasnser co-
0Ol COBOKYIHOCTH IPOrPaMMHO-TEXHUYECKHX CPEICTB B
BUJIE BBIJICNICHHOTO BUPTYyajbHOTO cepBepa Ha 6a3 OC Linux
Debian, rne Bemonastores SQL-cepsep 6a3pl maHHbIX (Po-
stgreSQL), Be6-cepep (lighttpd) n Be6-mpunoxenune REG-
ISTR. BeO-npuiokeHre MOCTPOCHO O apXUTEKType KIIH-
€HT — CepBep U COCTOMT M3 JIByX OCHOBHBIX YacTeH.

CepBepHast 9acTb, HaITMCAHHAS HA A3bIKE TPOTPAMMHPO-
BaHus GO ¥, COOTBETCTBEHHO, BBINOIHACMAsI HA CEPBEPE IPO-
rpamMma. OHa ToTy4aeT 3arpochl OT KIIMEHTCKON YacTH, Po-
BepsieT U 00pabarhIBacT X, a 3aTeM IEepellacT Pe3ysbTaThl
obpatHo. [Ipn 3TOM U1 XpaHEHUS M TIOMCKA JTAaHHBIX HC-
monb3yeTcst SQL-cepaep.

KnueHTckas 4acTh — NPHUIIOKEHUE, PEaTM30BAaHHOE Ha
si3pike JavaScript ¢ mcmons3oBaHHeM (peiiMBopka Vue.js,
BBITIOJTHSIEMOE Ha KOMITBIOTEPE MTOJTB30BaTeNst B BEO-Opaysepe.
JlarHOe mpmItoKeHne peanu3yeT rpadudeckuii naTepdeiic
T0JIL30BATEJIsI, TO3BOJISIET 3aIPallNBaTh JAHHBIC Y CEPBEPHOM
YacTH ¥ 0TOOpaKaTh MX B yIOOHOM BHUJIE.

3amyck web-IpHIIOKEeHUST IPOUCXOANT TPU OTKPBITHU
cnennansHOH cTpanuilsl (http:/reg.urcrm.ru) B Be6-Opayzepe
nosb3oBatess. [Ipu aToMm BeO-cepBep nepeaet KITMEHTCKYI0
YacTh HA KOMITBIOTEP MOJIb30BATENIS, T/I€ OHA 3aITyCKaeTcsl 1
HaYMHAEeT OOMEH JaHHBIMH CO CBOCH CEpBEPHON YaCTHIO.

baza mamnpix BeO-mpuioxenuss REGISTR Bximrogaer B
ce0st TaHHBIE O JIFOASX HaXosIuxcs B 0a3e qaHHbIX «Yerno-
BEK», a TAK)KE JIaHHbIE, ITOJTYYCHHbIE OT UCCIIEA0BATEILCKUX
TPYIII, HAPIMEpP O MPOBEACHHBIX M3MEpeHusX. st KoH-
Bepranuu AaHHbIX U3 B/l «YenoBek» HamMcaHbl CHELHU-
ajbHbIe MporpaMMbI-cKkpunThl Ha si3pike AWK n SQL. Onu
MO3BOJISIIOT KOHBEPTUPOBATh AaHHBbIE 3 Gopmara RDB B
¢dopmar SQL ¢ y4eToM uX CTPYKTYpHI.

B pesynsrare REGISTR mo3BomsieT momyynTh CTaTHCTH-
YeCKy0 HH(POPMAIIMIO O TEKYIIIEM COCTOSIHUH JIF0O0T0 U3 pe-
THCTPOB, a TaK e NPOaHATN3NPOBATh UMEIOIINECS TaHHBIC
o BeIOOpKkax. Ha puc. 2 mpezcTaBieH npuMep UCHoIb30BaHUs
xomriekca REGISTR nmnst momydenus cBeneHUi, nMero-
umxcst B bl «UenoBek» Ha BEIOOPKY U3 310 4ieHOB peructpa
«Oxcnpeccust reHoB» (Ne21 B Tad. 1). CucremMHble HOMEpa
opumn BBeneHBI B REGISTR m monmy4mimi XapakTepHCTHKY
TPYHIIBI C TOUKHU 3PEHHS CTaTyca OOIydeHUs! 1 HAJIUYUs J10-
3UMETPUYECKON MH(POPMAIINH, a TAKKE KOJINYECTBO JFOACH
C HaJMYUEM JHMarHo30B, YCTAHOBICHHBIX KaK B KIIMHUKE
VYHIIL PM, Tak u B IIEHTpaIbHBIX PAOHHBIX OOMBHAIIAX. Y
12 4enoBex yCTaHOBICH XPOHUYECKUH JTy4eBOH CHHAPOM
(XJIC). [y1s1 GOMBIIMHCTRA JIFOICH U3 3TOTO CIHCKA XPAHSITCS
nucropun Ooe3Hn n/umm amOynatopHsie kKapTel. M 93 % u3
HUX Ha MOMEHT HCCJICIOBAHMUS OBUIN >KUBHI.

Jost monmydeHuss HHPOPMALIUH O )KU3HEHHOM CTaTyce UH-
JIMBHJIA MJIM TPYIIBI JHI, YTO BRKHO MPH IUIAHUPOBAHUU
BO3MOYKHOCTH TIPUIVIALICHUS JIIOAEH Ha 00CIIeI0BaHusl, Mc-
nosb3yeTcst 3aknanka «CraTyc» Ha BepXHEH maHean nHTep-
¢eiica (puc. 3).

Kax BunHO U3 puc. 3, 0 SN 421979 usBectHo, uto B 2020 It
OH OBUI XHB, YTO JUIsl HETO OblIa PEKOHCTPYHPOBAaHA MHIH-
BUIyaJIbHAS /1032 OOIyUCHNUS, UMEIOTCS] TMarHO3bl B APXHB-
HOM €IMHOM KOMITBIOTEPHOM peructpe «Mask» U Momon-
HsieMOM peructpe 3aboneBaHuii. Kpome Toro, y sTtoro
YeJoBeKa ObUTM TECThI HA MHKPOS/IPA, TPOBOAMINCH U3MeE-
PEHUS CONep KaHMs PATMOHYKIIUIOB B OPraHU3ME C ITOMO-
IIpI0 CTIEKTpoMeTpa m3nmydenns genoseka (CUY) [21], uc-
CJIEZIOBAINCH UMMYHOJIOIMYECKUE TOKA3aTe U UMEETCs
o0paser] KpoBHU B OaHKe TKaHEH.

Komnnexke REGISTR nocrosiHHO coBepleHCTBYETCS.
B tekyuieit ero Bepcuu npeaycMoTpeHa BO3MOKHOCTb BHO-
CUTh IPEIJIOKEHUS U 3aMEYaHUs C LEJbI0 YIYUYlICHUS
npencrasiaeHust nHPopManuu (kHonka «[Ipemioxkenus u
3aMeYaHusN ).
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Ha BBIOOPKY 13 310 wieHOB perucTpa « IKCHPECcCHs FTEHOBY
Fig. 2. An example of using the «cREGISTR» complex to obtain information available in the «Humany database
for a sample of 310 members of the «Gene Expression» register
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Puc. 3. Ilpumep ucnonb3oBanust komruiekca «REGISTR»
UL IOITYYeHUSI CBEJICHHI O )KU3HCHHOM CTaTyce
U HaIU4uK MHGOpMaLUK 11 yeaoBeka ¢ SN
Fig. 3. An example of using the REGISTR complex
to obtain information about the vital status and availability
of information for a person with SN

IIpumep npumenenust REGISTR

MPHU NJIAHHPOBAHUN KOHKPETHBIX HCCJIe10BAHMI

BepostHoCTh mposiBIeHHA 3PPEKTOB paguarimiOHHOTO
BO3JICHCTBHS 3aBUCUT OT THIIA, KAYECTBA U CTEIICHN NIEPBUY-
HBIX U3MEHEHHUN HAa MOJIEKYJSIPHOM YPOBHE U COXPaHEHUS
JUINTEIBHOE BPEMs B T€HOME PaMallMOHHO-UHYIUPOBaH-
HBIX MOBpEKACHUH. KiroueBEIMH MeXxaHU3MaMH, 00yCIIOB-
JIMBAIOIINMH PEAKLIUIO KJIETOK, TKAHEH N OpraHu3Ma Ha pa-
JIMAIIMOHHOE OOJIy4YeHHe, SIBIISIOTCS CHCTEMa perylisiluu
KIeToYHOro Iukia (auddepeHnupoBka, AeneHUe, THOCIH
KJIETKH ), CHCTEMA MTOJICPKaHMS CTPYKTYPHOH IEIIOCTHOCTH
reroma (penapanus JIHK), anHTnokcuaanTHas 3amuTa (CH-
cTeMa JIETOKHCKAIlMU KCEHOOMOTHKOB U MHAKTHUBALIUU CBO-
OOIHBIX PAJMKAIOB) U CHCTEMa UMMYHHUTETA (IIPEe3eHTaLUs
AQHTUTEHOB, UMMYHOJIOTHYECKHI KOHTPOJIb OIyX0I1e00pa3o-
BaHUS, PETIOMYISALMSA UMMYHHBIX KJIETOK). OZJHAaKO HECMOTPS
Ha pa60Ty 3alUTHBIX CUCTEM, OTBET OpraHu3Ma Ha paaua-
IIMOHHOE 00JTy4YeHHe B Pa3HbIX JIMaNa30oHax J03 U MOLIHOCTEH
J103 HOCUT WH/ANBUyaIbHBIN XapakTep U ONpeenseTcs Ha-
CIIEICTBEHHBIMH FeHETHYECKUMH (pakTopamu. B cBsizu ¢ a1uM
IOUCK MOJICKYJIAPHO-TECHETHUYCCKUX MAapKCPOB MHAWBUAY-
AJIbHON PaJIOYyBCTBUTEIILHOCTH YEJIOBEKA, a TAK)KEe MapKe-
POB OTHAJCHHBIX YPPEKTOB OOIYyICHUS SBISICTCS OTHOU W3
aKTyaJIbHBIX 3a/1a4 MOJICKYJIIPHOI paOOHOJIOTHH, @ TAKKe
MPOGUIAKTHUCCKON ¥ KIMHHYCSCKON MEIUIIUHBIL.

[Nounck perieHus 3TOH 3aa4n BO3MOXKEH IPH M3y4EHHU
MOCJI/ICTBUH XPOHUYECKOTO HU3KOMHTEHCHBHOTO paaHa-
LIMOHHOT'O BO3JIEUCTBUS, UMEBILIETO MECTO B YPajIbCKOM pe-
ruone. CnpaBouHo-uH(popMaronnsiil kommieke REGISTR
o0ecriedns1 BO3MOXXHOCTh HCIIOJIB30BAaHHS JIAHHBIX MHOTIO-
setHuX uccaenosanuil B YHIIL PM st MmexxaucuuiHap-
HOT'O MICCIICIOBAHUS POJH T€HETHYECKHX (DaKTOpoB B (op-
MHUPOBAaHHUHU OTJAJICHHBIX AP (EKTOB 00ITyUeHHSI.

Jlnst ocyIiecTBICHNS MCCIIEAO0BAHUS 110 OLICHKE TeHETH-
YECKOTO PHUCKA BO3HUKHOBEHHS OHKOJIOTHYECKUX 3a00eBa-
HUH y 00JTy4eHHBIX JIUI] UCTIONB3YIOTCs faHHbIe Kanmep-Pe-
ructpa (3nmaemMuosoruyeckas nadoparopus), bJ1 «Henosex»
(otmen BJI «YenoBek»), Peructp nHANBUAYaIbHBIX 103 H X
Heomnpenenennocrelt (brnogpusndeckas madoparopust) n bank
Ouonornyeckux oopasuos (J1aboparopusi MOJICKYJIIPHO-KJIIe-
TOYHOU PaOOUOIIOTHH). AJITOPUTM 0TOOpPA MALIMEHTOB ISt
IIPOBEJICHUS MCCIICAOBAHUS 10 OLEHKE MHIMBHIYaIBHOTO
TEHETHYECKOTO PHCKA BO3HUKHOBEHHS OHKOJOTHYECKUX 3a-
OosieBaHuUil y 00JIy4EeHHBIX JIMIL IPE/ICTABIICH Ha pucC. 4.

Ha nepBom sTane uccrnenoBanus u3 Kanuep-Peructpa
IIPOBOJIUTCSI OTOOP MALMEHTOB, NUMEIOIIMX OHKOJIOTHYECKHE
3aboneBanus. 113 HUX BBIOMPAIOTCS T€, KTO NMEET MHIUBH-
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Mpi HAAKSKE NOAGHUTEIDHOND CTATYCE LR Ha
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npMraawess B knnEmiy YHMLU PM gnn sabopa
GHOMaTEDHANS H NPOXDHEEHHMA KOO S 08aHMA

Puc. 4. Asroput™ 0T60Opa MALMEHTOB U TS IPOBE/ICHUS HCCIIEJOBAHHSI
0 OLICHKE HHIMBHIYaJIbHOTO TEHETHYECKOTO PHCKA BOSHUKHOBCHHMSI OHKOJIOTHYECKUX 3a00ICBaHHI Y OOy YEHHBIX JIHIL
Fig. 4. Algorithm for selecting patients and for conducting a study to assess the individual genetic risk of oncological diseases in exposed individuals

JlyaJIbHbIE OLIEHKH /103 00JIyYeHUs, 3aTeM BBIOMPAIOTCS T€, Y
KOT'0 €CTh B HAJIMYMN OMOJIOTHYECKHE 00pa3Iibl, KOTOPbIE MO-
TYT OBITH HCIIOJIB30BAHBI AJISI MOJIEKYJISIPHO-TEHETHUECKUX
uccienoBanuii. B cirydae oTCyTCTBUsI OMOJOTHUYECKOTO Ma-
Tepuasa IMpoBOMIIACH IIPOBEPKA CTaTyca MalueHTa B 0ase
JTAaHHBIX «YeoBeKk» ¢ LENbl0 MPUDIAMIEHHUS €ro I Mpo-
XoxkaeHuss o0cnenoanus B knuHuke YHIIL[ PM. JlanHoe
HCCIIeIoBaHKeE ele npopokaercsa. OHaKo NpeaBapUTeb-
HBIE Pe3yNbTaThl CBUIETEIBCTBYIOT O BBICOKOM BEPOSITHOCTU
BKJIaJla OJTHOYKJICOTHIHBIX MOIUMOP(U3MOB, pacIoIoKeH-
HbIX B reHax penapauuu JHK, anonTosa u perymnsunu xie-
TOYHOTO LIMKJIA B PUCK Pa3BUTHSI OHKOJOTHYECKUX 3a00J1e-
BaHMH y 0OnmyueHHbIX JuI [22, 23].

Vaxe nepBbli oNbIT 3KcILTyaTtanuy komiiuekca REGISTR
ToKa3aJ Itockl ero npuMeHennu. Otaen Lentpa «basa nan-
HbIX «YesoBek»» 00ecreyrBaeT pery/sipHy o aKTyaIn3ainio
cirykeOHO# nHpopMaly (KM3HEHHBIH cTaryc, ajapec mpo-
JKUBaHUS 1 Tele(OH MalueHTa, 1030Bble HArPY3KH, HAJH-
YHE/OTCYTCTBUS ONPE/IEIICHHBIX BHJOB 3a00JIEBAaHUH y Ta-
IIUCHTOB U T.l'[.), YTO MO3BOJIACT HUCCIICA0OBATCIIAM HAyYHBIX
Hojpa3eeHui COCPEJOTOUNUTh CBOE BHUMAaHKE Ha MOJTyde-
HUE crenu(ruIeckoil MeINIMHCKOW NH(OPMAIHH.

JanbHeiimee pa3putue komimiekca REGISTR

OcHoBHas unes pazsutust komiuiekca REGISTR coctout
B MIOJTHOM CaMOCTOSTEIIEHOM 00CCIIEYCHIUH HCCIIe0BaTeIeH
HEoOXomuMOH ciry:keOHOM mH(popMmanmeit 6e3 oOpameHus K
cucTeMHOMY aaMUHUCTpatopy b/l «HenoBex». ITo Mo3BOIHUT
HCCIIEZIOBATEIISIM CaMOCTOSITEIILHO (POPMHUPOBATH HEOOXOH-
MBI€ TPYIIIBI IS UX 00CIIeIOBaHUS.

Jist pelieHus 3ToM 3ajauu MIpeyCcMaTpruBaeTCsl aBTOMa-
TU3AIUS MIPOIecca BEpU(DUKAIIUK U CO3TaHUS BOZMOKHOCTH
€€ OCYIIECTBJIEHHUS B Ka)XOM HAay4YHOM IOJpa3JeleHHH.
Taxoke mpexycMaTpuBaeTCsi BOSMOKHOCTB MOITyIeHUs 10 SN
HeoO0XonuMon HH(GOPMALINH [T YCTAHOBIICHHUS KOHTaKTOB C

MAIMEHTOM U CO3/laHhe (HIBTPOB, MMO3BOJSIOMINX BKJIIO-
YaTb/UCKJIF0YATh U3 BEIOOPKHU MALEHTOB C ONPE/CICHHBIMH
3a200JICBAHUSIMU.

Ot/esbHOM 3a/1a4eil BBICTYIaeT OpraHu3anus JoCTymna K
apXUBHBIM MarepuajiaM, OTCKaHUPOBAHHBIM M ITPOMH/IEKCH-
poBaHHBIM B HamreM LleHTpe. IT10 001eryuT mpouecce BeIOOpa
WHPOPMAITIH U3 UCTOPUii 00JIE3HN U aMOYITaTOPHBIX KapT.

3aki0ueHue

brarogapsi BHEAPEHUIO HOBBIX TEXHOJIOTMI aHanIM3a
OONBIINX MAaCCHBOB JIAaHHBIX MOSBIISETCSI BO3MOKHOCTD aHa-
JU3UPOBATh PE3yJIbTAThl, MOJTYYEHHBIC HAa PA3HBIX YPOBHAX
opranuzauuu >xuBoil marepuu. B YHIIL PM nakorieHs
O0IIMpPHBIE MEINKO-ONOJIOTHYEeCKe JaHHbIe HAOIIOICHUI
OOJTy"IEHHBIX M UX TIOTOMKOB, UTO SIBIISICTCS [IEHHEHIINM Ha-
YUHBIM MaTrepualioM Ui PaJuoOHOIOrHH, PAHallHOHHON
MEJIMIMHBI, MOJICKYJIIPHOH OMOJIOTHH, SIUIEMHOJIOTUH U
no3uMerpun. apiMu cnoBamu, B peructpax u bJI moxpas-
nenenwit YHIIL] PM xpansTcs pe3yiasTaTsl HaOMIOIEHUS CO-
CTOSIHUSI OpraHu3Ma OOJYUSHHBIX JIMI Ha Pa3HbIX YPOBHSIX
opraHu3zanuu (0T cyOKJIETOYHOTO 10 OPraHU3MEHHOT0) ¥ HH-
(opmarys 0 X CeMEWHBIX, CONUAIBHBIX U MCUXOJIOTHIECKHX
XapaKTePUCTHKAX.

Wnrerpauust nadopmanuu, moJly4eHHOH B Pa3HBIX OT-
nenax v nadoparopusix YHIIL] PM, oTkpbiBaeT HOBbIE BO3-
MOYKHOCTH JJISl UCCIIEA0BATENEN, MO3BOIISIET ONPEAETSTh KPYT
aKTyaJIbHBIX 3a/1a4, KOTOPbIE MOKHO PEIIUTH HA OCHOBE J10-
CTYIHBIX JTAHHBIX; (POPMYIHPOBaTh 33/1a4M 10 YTOUYHEHHIO
TOM WJIM MHOM MH(OPMALIMK U IPOBEACHUIO JOMOITHUTEIBHBIX
HCCIIEIOBaHNIT; OOBEIMHATD CIEIHAINCTOB Pa3HBIX 00IacTei
3HAHUH W MPOBOIUTH aHAIN3 OOJBIINX MACCHBOB JAHHBIX.
CnpaBouno-uHpopmanuonubiii komiiekc REGISTR siB-
JISIETCSl MHCTPYMEHTaJIbHO-PECYpPCHON 0a30ii, nmoMoraromien
B CTPATErn4eCcKOM IIAHUPOBAHUU HOBBIX HHTEIPAIbHBIX UC-
cienoBaHuid, npooauMselx B YHIILL PM.
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