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BBEOAEHUE

3a nocnegHue rofbl C OTKPbITYEM 6MOBAHKOB B HAyu-  AeHUA UCCNefoBaHUIA C yYacTMEM PasfNYHbIX HayUHbIX
HO-McCnepoBaTeNbckux Lensax B Poccuinckon Geflepaumn  KONNeKTMBOB BHYTPY rocyfapcTBa v 3a ero npeaenamu.
BO3HMKIa HEOOXOAMMOCTb B CO34aHUM NHTErPUPOBaH- basa gaHHbIX (B[1) — COBOKYNMHOCTb A@aHHbIX, OpraHu-
HblX 6a3 conpoBoguTeNbHOM NHGOPMALMK AN1A NPOBE-  30BaHHbIX MO ONpegeneHHbIM NpaBuiaM, BKovatoLwas
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o6Lme NPUHLMMBI X OMWUCaHWA, XPaHEHNA Y MaHUMNY K-
poBaHus [1]. B HacTosee BpeMs HET 06LWKX CTaHAAPTOB
ans co3ganusa bl u cuctem ynpaeneHusa gaHHbIMU 6106-
aHKOB, MO3TOMY MOJIHOTa U OMNMCaHMe CUAbHO BapbUpyoT
B pa3Hbix b [2].

ba3a JaHHbIX MOXET ObITb YaCTbl0 OTAENIbHOrO 6106-
aHKa, O[JHaKo B HacTosLLee Bpems NOABMAIOTCA BUPTYalb-
Hble BJl, B KOTOpbIX XpaHUTCA HPopMaLna ob obpasuax
U3 peectpa 6MOOAHKOB BCE CTPAHbI U JaXKe HECKOJb-
Kux rocypapcts [3]. B Takom cnyyae BaxHO, 4To6bl 6a3bl
co3pAaBanncb No ogHOMY MPUHLUMMY Y MO OblTb KOH-
BEpPTUPOBaHbI B 06Lyto BJl.

CornacHo knaccuébumkauum 6uonornvecknx b no
Lenn co3faHna BbIAENSIOT: HayYHO-UCCNIeloBaTENbCKIUE,
TepaneBTNYeCKne 1 KpummHanuctnyeckue bIl. Hayu-
HO-uccnegoBaTeNbcKme NoapasaenaTca Ha nonynaun-
OHHble, KnnHnyeckne u b peakmx 6onesHer [3].

B 2022 r. Ha 6a3e HayuHo-06pa30BaTeNbHOrO LieH-
Tpa (HOU) MegunumnHckoro uHctutyta (MW) CypryTtckoro
rocyaapcTBeHHoro yHuepcuteTa (CyplY) 6bin co3paH
Hay4YHO-MCCNefoBaTeNIbCKNA HO30/I0MMYECKU-OPUEHTU-
poBaHHbIN (disease-oriented) 6robaHK aAna xpaHeHUs o6-
pa3uoB brnomaTtepuana (LenbHOWM KPOBU 11 €e KOMMOHEH-
TOB, reHomHon [IHK). B natn konnekuyusax 6nobaHka MU
Cypl'Y cobpaHbl 06pa3Lbl 6romatepuana JOHOPOB, ne-
peHeclwnx KopoHasupycHyio nHdekyuio COVID-19, n go-
HOPOB C MOCTKOBUZHbIM CIHAPOMOM, C MATOJIOMen SHA0-
KPUHHOW CUCTEMbI, OHKONOTMYeCKNMI 3aboneBaHNAMM
(NpenmyLecTBEHHO paKa »enyaKa N KONopeKTasbHOro
paka), c natosiornen 6epemMeHHOCTV U APYrMMU Hapy-
LeHVAMN PenpoayKLMK, a TakKe o0b6pa3ubl buomatepu-
ana rpynnbl YCJIOBHO 340POBbIX AOHOPOB (KOHTPOJIbHasA
rpynna). BaxxHo 0co6eHHOCTbI0 BMONOrMUYecKnx Komnek-
unin asnaetca cbop n xpaHeHue obpasLoB GMomaTepua-
na npeacTaBUTenein KOPEHHbIX HAPOAOB XaHTbl U MaHCK,
NPOXUBAKOLWKMX Ha TeppuTopumn XaHTbl-MaHcMinckoro aB-
TOHOMHoOro okpyra — lOrpbi [4].

B cBA31 € 3TVIM BO3HMKI1a HEOOXOAUMOCTb B CUCTEMA-
TU3auny MHGOPMaLMK, aCCOLUNPOBAHHON ¢ Bronornve-
CKMMM obpasLamu, B BUAE CO3[aHUA cneunanm3npoBaH-
How B/.

Llenb — onucaHne pa3paboTkm MHPOPMALNOHHON
MoZynbHoM 6a3bl JaHHbIX Brionornyeckmx obpasLos Ans
6uobaHka MeanumHcKoro nHcTuTyTa Cyply.

MATEPUAJIbI U METOADI

K mapTy 2023 r. BKNIOUMTENBHO B KONNeKLUum buobaHka
HOL MU CyprY 6b1n10 cobpaHo 4237 06pa3sLioB KPOBU U ee
KoMnoHeHToB 534 noHopos. [lo mapTa 2023 r. conposogu-
TenbHaA UHPopPMauus XpaHunacb B Tabnuuax Microsoft
Excel, ogHako npwu «pyyHOM» 3anonHeHUn Tabnuy 1 oTcyT-
CTBUU CUCTEMBI YNPaBAeHWA AaHHbIMU YacTO BO3HUKaNM
oneyvaTtKkm 1 oLWNBKKM, a NpoLecC BHECEHNA U KOPPEKTUPOB-
KW JaHHbIX Obifl ANIVTENbHBIM U TPYAOEMKUM.

[na cospaHuA aBTomatn3npoBaHHom cuctemol (AC)
ynpaBneHvsa AaHHbIMUW Obl10 pa3paboTaHo NporpaMmHoe
obecneuerue (MO) B cpepe Microsoft Visual Studio-2019
Ha A3blKe nporpammupoBaHusa C# — aBTOMaTU3NPOBaAH-
Has 6a3a gaHHbIx (AB[]) «brobaHkb». Mpu npoekTNpo-
BaHUM AC GblIM NCMONb30BaHbl YNpaBnsAilowmne fqaHHble
FOCT P NCO 20387-2021 «brnoTtexHonorma. buoGaHKUHT.
O6wue TpeboBaHMA» 1 pAA NosioxeHu YctaBa Cypl,
pa3paboTtaHa nHdonoruyeckas, pyHKUMOHaNbHasA 1 ¢u-
3uyeckasa Mofenu ¢ NogpobHbIM onrcaHuem aTpubyTos.
B kauectBe CYB/[l ncnonb3osanacb PostgresSQL. Ab[]
«BbrobaHKb» COCTOUT U3 YNPaBAIOWEro AAaHHBIMY MOAY-

na Main.cs n wectn mopyneir, obecneumsaroLnx GyHKUN-
oHupoBaHue. NHTepderic O cooTBeTCTBYET NPUHLMMNY
apyxectBeHHocTu (user-friendly) gns nonb3oBaTens, Kak
npaBwno, cneumanncta c 6asoBbiM 06pas3oBaHeM B 06-
NacT MeanUMHbI 1 BUONOTMYECKMX HayK, KOTOPbIn 0be-
crneyeH NOLWAaroBOW NMHCTPYKUMEN-PYyKOBOACTBOM AN
paboTbl ¢ AB[l «bro6GaHKBb» B HECKONbKUX PeXXnMax: fo-
6aBneHnA 3anncen, yganeHna, pefakTMpoBaHus, NomcKa.
MNpenycmoTpeHa BO3MOXHOCTb pe3epBUPOBaHMA N BOC-
cTaHoBneHuA b. insa ncnonb3oBaHMA pa3paboTaHHOro
MO pocTtatouHo onepaumoHHom cuctembl Windows 8/10.

PE3YNbTATbI U X OBCYXXAEHUE

Mpwn aHanuse HayyHOW NUTepaTypbl NOAPO6HOE onu-
caHue bl BCTpeyaeTcss HAMHOTO pexe, YeM nybnmkauum
no opraHusaumm 6no6aHKoB, NOArOTOBKE U XPaHEHWIO
obpas3uos. [2, 5, 6]. Yawe Bcero 310 CBA3aHO C TEM, UYTO
bl 6uobaHKa co3gaeTcs nof onpefeneHHbI HayYHO-1C-
cnefioBaTeNbCKUIN NPOEKT, a ee apxXUTeKTypa ABNAETCA
0O6BbEKTOM NHTENNEKTYaNIbHOMO NpaBa M pasrialleHnto He
NOANEXUT.

Mpu pa3paboTke cTpyKTypbl B[] HEO6XOAMMO Yyun-
TbIBaTb He TONIbKO TPebOBaHMA YUYEHbIX KOHKPETHOro UC-
cnefoBaHMA, HO Y BO3MOXHOCTb UCMOMb30BaHNA Meaun-
Ko-6uonorumyeckon nHbopmaLmmn ana 6yayLmx HayuHbIX
N3bICKAHWIA, HaNnpUMep, B CBA3N C NOABIEHNEM HOBbIX
TEXHOJSOrVN aHann3a reHoB Y reHoMoB [7].

Mpwn npoektuposaHum b} 6uobaHka HOL, MU Cyp-
'Y, no pesynbTatam aHanusa nNy6nMKauun, NOCBALWEHHbIX
JaHHoW npobneme [2, 4, 8, 9], 6bIIN yUTEHbl OCHOBHbIE
NPUHLMNbI CO34aHUA Takoro pofa MHGOPMaLNOHHbIX pe-
CypcoB. AHanu13 NpuMepoB NPOrpaMMHoOro obecrneyeHms
C aHANOrMYHbIMM 33Jla4YamMy NoKasas, YTo B OT/inure ot
KOMMepUEeCKMX POCCMINCKUX pa3paboTok, Hanpumep, «le-
HOM-3KcnepT. BrobaHk» (OO0 «feHOM DKCNepT»), 1 3apy-
6exHbIx — GenelLink (National Human Genome Research
Institute — NHGRI, CLLUA), ISBER (International Society for
Biological and Environmental Research), 6] HOL, M
Cypl'Y HeTpeboBaTefibHa K CEpPBEPHOMY 060PYAOBaHUIO
n, B otinume ot b1 HUN megnumnHckon reHetukn CO
PAMH 1 b1 CRUD-System Cnbupckoro rocyfapcTBeHHo-
ro MEAULUHCKOIO YHUBEPCUTETA, OCTYMHA AN HayYHbIX
cotpyaHukos CyplY [2, 9].

MO AB[] «brobaHkb» NpeacTaBnsieT coboi Npuoxe-
HUe, NO3BONIAIOLLEE SKCMOPTMPOBATb AaHHble B popmaTe
*xls, ocylwecTBNATL UX pefakTupoBaHue/nobasneHme/
yAaneHne N COCTOUT U3 LWeCTU B3aMOCBA3aHHbIX 6n0-
KoB (puc. 1).

Kaxkabln 13 6510KOB BbINOSIHAET CBOK PYHKLUIO:
AuthorizationForm.cs — aBTopu3auuna nonb3osBaTtens;
Form1.cs — rnaBHan ¢opma; DBQueries.cs — obecneuve-
HMe HanpsaMmylo B3aumogencTsyowmx ¢ bl dyHkumin;
DGVFuncs.cs - paboTatowme ¢ Tabnuuamm byHKUUY;
DBDumpRestore — ¢pyHKUUM pe3epBUPOBAHMA 1 BOC-
CTaHOBNEHUA JaHHbIX; Etecetera.cs — pyHKUNMN BHe Ka-
TErOpUN.

BarkHbIMU 3Tanamu paboTsl ¢ B[l ABnaeTcA 3Tan onu-
caHua obpasyoB GuomaTtepmana 1 NpeaHanUTUYeCKnin
3Tan gna obecneyeHna yCNoOBUIN KayeCTBEHHOTO aHa-
nn3a pesynbTaTtoB MccnegosaHui [10]. Bce cBepeHnsA
1 6riomaTtepmanbl, BHeCeHHble B 606aHK Ha OCHOBaHWUM
[06POBOSIBHOIO NHGOPMUPOBAHHOIO COFNlAacUs JOHOPA,
noaexXuT aHoHumusauuu. bl moryT 6biTb 1 nepcoHndu-
unpoBaHHbIMK [9, 11], HO 6ONBLUMHCTBO aBTOPOB CYUTa-
0T, UTO MHPOPMaLMA B HayUYHO-UCCefoBaTenbckmx b
JOMKHA ObITb AHOHVMHOW, U CJTyYan YTEUKN AAaHHBIX He
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Puc. 1. MpoepammHoe obecnedeHue 0518 ABMOMAamu3supo8aHHol cucmemel

[JOJMKHbI HAapyLlWaTb NpaBa rpakaaH Ha TallHy 1 Henpu-
KOCHOBEHHOCTb NepcoHanbHbIX AaHHbIx [12]. Ana AB[
«BbrobaHKb» ObiN pa3paboTaH YHMKaNbHbIN Kof 06pasLa,
cocToAwmi 13 6ykB 1 Lrdp, 0603HAYaLWMX: MOPAAKO-
Bbli HOMEpP B KonyeKummn, 6yKBeHHOe Ha3BaHMe Konnek-
uunm, rog NPUHATUSA obpasLa Ha XpaHeHWe, Hanpumep:
89K23W - obpasel uenbHou Kposu (W, whole blood)
N2 89 konnekunn «KapanoleH» noctynuswen B 2023 .
J[lononHutenbHoM 3awmTon npu pabote ¢ ABJ] «<bro6-
aHKb» ABMAETCA CO3[aHne TPeXyPOBHEBOrO AOMYyCKa: af-
MUHUCTPATOP, OrnepaTop, NoNb3oBaTesb.
NHpopmupoBaHHOE corfacue Kakgoro AoHopa,
chaBwero obpasubl bromatepurana B 61MobaHK, 3anoJ-
HAeTcA B OyMaXXHOM BuAe U pa3mMellaeTca B BUAE ero
CKaH-KOMun B NporpaMmMe Kak BiOXKeHWe Ha BECb CPOK
XpaHeHusA obpasua KpoBK, ee KOMNoHeHToB unu rHK.
NHdopmauma B B[] cOCTOUT N3 HECKONbKMX Pa3HO-
NnaHoBbiX 6IOKOB:
1. NMoapobHoe onurcaHue bronornyeckoro obpasua
(kopg obpasua, Bpems 3abopa, PVO onepatopos, oTBeT-
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CTBEHHbIX 32 OTOOP, TPAHCMOPTUPOBKY, MPUHATAE U Pa3-
MelleHne obpasua B XpaHunuie, TeMnepaTypHbIi pe-
XKUM XPaHEHUA Y BCe ero nocnenyoLme nepemeLleHuns);

2. MHdopmaLus o foHope (NepcoHanbHbIN Ko, AaTa
poXaeHus, nos, paca — eBponeongHaa/mMmoHronongHas/
HerpougHas, CBeieHNA O AnarHose).

3. lHpopmaums 06 nccnepoBaHnm obpasua (gata,
MeTO[ MCCeloBaHUsA, Ha3BaHUA NPUMEHAEMbIX peaKTu-
BOB, 060pyOBaHUA ANA UCCIefOBaHUA U NX PE3YNbTaThl).
B naHHOM 6510Ke B OCHOBHOM COLEPXUTCA MHPOPMaLUs
o rHK, BbigeneHHom 13 obpasua: 06beM, KOHLEHTpaUmA
M OLeHKa KayecTBa.

4. Pe3ynbTaTbl MONEKYNAPHO-TeHETUYECKOrO aHanmns3a
06pasLioB (pe3ynbTaThl ceKBeHMpPOBaHMA B dopmarte abl,
vcf, painbl JaHHbIX pe3ynbTaToB aMnnGUKaLnnN B PeXu-
Me peasibHOro BpeMeHU, NNaBfieHNs, refb-AOKyMEHTUPO-
BaHuA).

HaHHaa nHdopmauma npm NOCTPOeHUN Gusnyeckon
MoZenu 3anmcaHa B 24 cBA3aHHble Mexay coboln Tabnu-
ubl (pnc. 2).
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Puc. 2. ®usuyeckas moOdesnb 6a3bl 0aHHbIX 6uobarHka MeduyuHckozo uHcmumyma
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Insa oueHkn 3dppekTnBHoCcTU paboTbl ABL «buo-
06aHKDb» yuyeT NpuHATUA 06pa3yoB GMomaTepuana Ha
XpaHeHne BefeTCa ANA KaKAOW KONNIeKUUn OTAeNbHO.
3a nontopa roga GyHKUMOHMPOBaHUA 6BLuopenosntTopus
HOL MW Cypl'Y npupocT konmyectsa o6pa3LoB B KOJ-
nekumm «lMatonorus 6epemMeHHOCTV» MPONCXOANI HEPaB-
HOMEPHO, YTO CBA3AHO C GU3NYECKNM NepemMeLleHneM
nepsrYHoN 6a3bl No cbopy obpasyos B BY XMAO-IOrpbl
«CypryTcKUn OKPYKHOW KNMHUYECKUIA LEHTP OXpaHbl
MaTepUHCTBa N AeTCTBa», MO3TOMY OpraHu3aunoHHble
npo6nemMbl CKa3anncb Ha CHUXKEHNW KONIMYECTBA NPUHK-
Maembix 06pa3yos (puc. 3). CpegHemMecAYHbIN NPUPOCT
ob6pasuos B 2022 r. coctaBun 47,5 ell., B NepBOM KBapTase
2023 r. cH13uncAa fo 16, ogHaKo yxe B MapTe yBennuunica
[10 36 06pa3LoB.
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Puc. 3. JuHamuka nocmynneHus 06pasyos
8 Kosunekyuto «[lamosnozusa 6epemeHHocmu» Ab/] «<buobaHks»

MoctynneHune obpasuos bromatepuana JOHOPOB
C naTtonoruen cepaevyHo-cocyancTom cuctemol B bJ kon-
nekumm «Kapgnolen» B 2023 r. 661710 paBHOMEPHBIM U CO-
cTaBuno 17 o6pasLoB exxeMecayHo (puc. 4).
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Puc. 4. JuHamuka nocmynneHus o6pa3yos
8 kosinekyuto «KapouoleH» ABL] «buobarKv»
CNMNCOK UICTOYHUKOB

S PeKTNBHBIN cOOp MaTepuranos n nonosHeHne bl
6uobaHka nHdopmaumeinnt o6 obpasuax bromatepurana
MauneHTOB C OHKOJNIOrMYecKnMmn 3aboneBaHuAMN (Kon-
nekuua «OHkollaTonornax») onpepensaeTca pAgom opra-
HU3aUMOHHBIX MOMEHTOB, CBA3aHHbIX C HECTaBUNIbHbBIM
COCTOAHMEM MOTEHUMaNbHbIX AJOHOPOB. YBennueHue
nocTynuelIMX obpa3uos 6nomatepmana B bl Konnek-
umn «OHkollaTonorna» B Havane 2023 . 1O CPaBHEHMIO
€ 2022 r. 06ycnoBneHo BOBReYEHMEM BPaYyeli-OHKONOroB
B Hay4HO-UCCNe[0BaTeNbCKyo paboTy U aKTUBHbIM pe-
KPYTVMHIOM NaumeHTOB AA NononHeHus 6nobaHka 6uo-
mMaTtepuanamu (pwuc. 5).
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Puc. 5. JuHamuka nocmynseHus 06pasyos
8 kostekyuro «OHkollamonozusa» Ab/] «<buobaHks»

Tak, ecniv cpefiHeMeCAYHbIN MPUPOCT 06Pa3LOB KO-
nekuymn «OHKollaTonorua» B 2022 r. coctaBun 11 ef., 7o
ye B nepBoMm KapTane 2023 r. ysenuuunca Jo 26 ep.
exemMecayHo, T.e. bonee yem B iBa pasa.

3AKJNTIOMEHUE

Takum obpaszom, paspaboTaHHaA aBTOMATU3MPOBAH-
HanA 6a3a JaHHbIX AJ1s opraHM3aumMn paboTbl 6MobaHKa
obecneurBaeT onepaTBHOE HaMoOJIHEHWE, HaeXHOoe
XpaHeHue N 3pPeKTBHOE UCNONIb30BaHME CONPOBOAN-
TenbHon nHpopmauumn. OgHaKo ncnonblyemas akTyasb-
Has Bepcua ABJl «<bnobaHKb» NoKa He noaaepxuBaet
CeTeBOW BapuaHT 1 He obecneunBaeT paboTy C Temno-
panbHbIMK (BPEMEHHBIMW) AaHHBIMK, UTO ABAAETCA Npea-
MeTOM pPaboTbl MO YNyUlleHWIO TeKYLLel BEpCUUN npo-
rpaMMHoOro obecrneuyeHums.

KoHnuKT nHTepecoB. ABTOPbI 3aABNAIOT 06 OTCYT-
CTBUW KOHONNKTA MHTEPECOB.
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