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KoHuenuuss HanmmoHaabHOM MHMOPMALIMOHHON MJIaTPOPMBI
onoo6aHkoB Poccuiickoit @enepanuu

Memxkos A.H.!, dpuesa O.10.%, Bopucosa A.A., [Tokposckas M.C.!, Apankuna O.M.!

oT umenu akcneptaon rpynnst HACBMO

!OTBY "HannoHaAbHBII MEAVIMHCKMI MCCAEAOBATEABCKMI IEHTP Tepamuy 1 poduAaKTHIECKON MeannyHbl" Munaapasa Poceny.

Mocksa; 2000 "Tenom Dxcmepr”. Mocksa, Poccnst

Uenb. Co3paHve KOHLENUMN HaUMOHaNTbHOW MHAOPMALMOHHOW nnaT-
dopmbl 6robaHkoB Poccuiickoit Pepepaumn (HANB PD).

Marepuan u metogpl. [1ns cosnaHus koHuenuun HAMNB P® 8 HACBNO
(HaumoHanbHasa accoupaums 61MobaHKoB 1 cneuuanncToB no 6nobax-
KupoBaHwuio) B anpene 2022r 6bina chopmmMpoBaHa 3KCNepTHast rpyn-
na, coctosuwan u3 17 npeacraButeneit poccuiickmnx 6nobaHkoB. Bbin
NPOBefEH aHanM3 MeXAyHapoAHbIX MPakTUK B 3Toi obnactu. Ans
OLLEHKWN COCTOSIHWSI MHPPACTPYKTYPLI POCCUIACKMX 61MO0BAHKOB B YacTu
TEXHONIOrMN UHPOPMALMOHHOTO COMPOBOXAEHUS XpaHsiLierocs 6uo-
mMaTepuana YneHamy 3KCMePTHOW rpynnsl Obina chopMupoBaHa aH-
KeTa, COCTosLLas U3 HECKO/bKMX GOKOB BOMPOCOB. AHKETMPOBAaHUE
npoBOAMNOCH C anpens no uoHb 2022r cpean NpeacTaBUTeNe poc-
cuiickmnx 6uobaHkoB — yneHoB HACEMO. [ns aHann3a pe3ynstaTtoB
aHKETUPOBAHUS NMPUMEHSIINCb METOALI ONUCATENBHON CTaTUCTUKM.
PeaynbTatbl. Bcero B aHKETUPOBaHUM MPUHSN Y4acTe NPeacTaBu-
Tenn 16 6uobaHkoB (4 6uobaHka BXOAST B CTPYKTYPY 06pa30BaTENbHbIX
yupexzeHnin, 10 — B CTPYKTYPY Hay4HbIX MEOMNLMHCKUX YYPEXAEHNN,
1 — B HEMEAMLMHCKOE HayyHoe yypexaeHve n 1 6robaHk opraHuso-
BaH B paMkax YacTHO-roCy#apCTBeHHOro naptHepcTea). O6bem xpa-
Hunu, 6robaHkoB BapbupyeTcs oT 2 0 800 ThiC. eAUHNL, XPaHEHUS.
Moka3aHo, 4To 6OMLLIMHCTBO XpaHunuLL (81%) ncnonb3yloT uHpopma-
LIVOHHBIE CUCTEMbI [1/151 BHECEHUS M XPAHEHMUS! AAHHBIX, 2CCOLWMMPOBAH-
Hbix ¢ 6roobpasuammn. BruobaHku Mcnonb3yoT 3apybexHble 1 POCCHiA-
CKue nporpaMmHble NpPoaykThl (53 n 47%, COOTBETCTBEHHO), MPU 3TOM
TpeTb paspabaTbiBaeT COOCTBEHHbIE UHGOPMALMOHHLIE CUCTEMBI.
CoopmynuposaHa koHuenuys HAMB PO kak nHdpopmaLmoHHol cucte-
Mbl, MPEAHA3HAYEHHOW A1 KOHConMaaumm, 06paboTkv 1 UCNoNb30Ba-
HUS AaHHbIX 0 611006pa3LLAX U KOMNEKLIMAX 61M0OAHKOB CTPaHbI A5 pas-

BUTUS POCCUINCKOro 61M0BaHKMPOBaHNSA 1 MOBbILLEHUS 3DDEKTUBHOCTA
1 Ka4yeCcTBa Hay4HO-MeaMLMHCKUX UCCNea0BaHWIA.

3aknioueHue. MNpeanonaraetcs, 4to co3naHne HUMB PO nossonnt
YNYULWIUTL B3anMoaencTeme mexay 61obaHkamm 1 KOHEYHBIMU MOJb30-
BaTensMu 1x ycayr u 6yaeTt crnocobcTBOBaTh Pa3BUTUIO BLUOMEANLMH-
ckow Hayku B Poccum.

KnioueBble cnoBa: 61o6aHK, 61MobaHkMpoBaHme, HhOopPMaLIMOHHas
cuctema, 6a3a faHHbIX.

OTHOLLEHUS U AEATENbHOCTD: HET.

BnarogapHOCTU. ABTOPbLI BbIPAXAIOT NPU3HATENBHOCTb YE€HAM 3KC-
nepTHon rpynnsl HACBMO (npunoxexue 1) n npepcrasutensm 6mo-
6aHKOB — Y4aCTHVKOB aHKETUPOBAHMSI.
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The concept of the national information platform of biobanks of the Russian Federation

Meshkov A. N/, Yartseva O.Yu.?, Borisova A. L., Pokrovskaya M. S/, Drapkina O. M. on behalf of the expert group of the National Association

of Biobanks and Biobanking Specialists
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Aim. To create the concept of the national information platform of bio-
banks of the Russian Federation (NIPB RF).

Material and methods. In April 2022, an expert group consisting of 17
representatives of Russian biobanks was formed in National Association
of Biobanks and Biobanking Specialists to create the concept of the NIPB
RF. An analysis of international practices in this area was carried out. To
assess the infrastructure of Russian biobanks in terms of information
support for stored biomaterial, experts formed a questionnaire consisting
of several blocks of questions. The survey was conducted from April

*ABTOP, OTBETCTBEHHbIV 3a nepenucky (Corresponding author):
e-mail: meshkov@lipidclinic.ru

to June 2022 among representatives of Russian biobanks. Descriptive
statistics were used to analyze the results of the survey.

Results. In total, representatives of 16 biobanks took part in the survey.
The storage capacity of biobanks varies from 2000 to 800000 storage
units. It is shown that the majority of biobanks (81%) use information
systems for entering and storing related data. Biobanks use foreign
and Russian software products (53 and 47%, respectively), while
a third develop their own information systems. We formulated the
NIPB RF concept as an information system designed for consolidating,
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processing and using data on biosamples for the development of Rus-
sian biobanking and improving the efficiency and quality of research.
Conclusion. The creation of the NIPB RF will improve the interaction
between biobanks and end users and will develop biomedicine in Russia.
Keywords: biobank, biobanking, information system, database.
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HACBWNO — HauuoHansHas accoumaums 61obaHkos v cneumanicTos no Grnobaqkuposarmio, HAMB P® — HauvonanbHas nHdopmaumoHHas nnatdopma 6uobaxkos PO.

KimoueBbie MOMEHTBI
Yo M3BECTHO O MpeIMeTe HCCASTOBAHUS ?

* PaszButne 6mobaHnkupoBaHus B Poccuu, Kak U BO
BCEM MHpe, — HaaeXKHasT OCHOBA ITOBHITIICHUST (-
(GEeKTUBHOCTH M KadyecTBa HAYIHO-MEOUIIMHCKHX
HCCIIEIOBAaHMI, YCKOPEHUsI IIporpecca B OMOMeIr-
LIMHCKOW HayKe.

* OObBenMHEeHNEe OMOOAHKOB Ha HAIIMOHAJILHOM YPOB-
He SIBIISICTCS OOIIEMHUPOBOM TCHACHIINEH B TCUCHUE
TTOCTICITHIX ACCSITH JICT.

Yo 100aBIAIOT PE3YILTATHI HCCACTOBAHMS ?

+ [pemnoxeHa KOHIENIMS HAIMOHAILHOI MHMOpMAa-
IMOHHOM TuIaTdopMBl 61106aHKOB P® Kak mHdOp-
MAalMOHHOM CUCTEMBI, MpeaIHa3HAYeHHOM IJIs1 KOH-
COMMIAn, 00pabOTKA M WMCIIOJIb30BAHMUS TaHHBIX
0 Ormoo0Opa3nax M KOJUIEKIUSIX OMOOAHKOB CTPaHbI,
Pa3BUTHSI POCCHIICKOTO OMOOAHKMPOBAHUS U TTOBEI-
mreHusT 3((HEKTUBHOCTH M KayecTBa HAYIHO-MEIH-
LIMHCKUX UCCIIEAOBAaHUM.

Key messages
What is already known about the subject?

* The development of biobanking in Russia, as well as
throughout the world, is a reliable basis for impro-
ving the efficiency and quality of research, acce-
lerating progress in biomedicine.

+ Consolidation of biobanks at the national level has
been a global trend over the past ten years.

‘What might this study add?

* We propose the concept of the national platform
for biobanks of the Russian Federation as an infor-
mation system designed to consolidate, process and
use data on biosamples, which will develop Russian
biobanking and improve the efficiency and quality
of research.

Brenenue

IIporpecc B chepe OMOMETULIMHCKOI HAyKU B KOH-
e XX-Hayase XXIBB B 3HAYUTEJIbHON CTEIIEHU OC-
HOBaH Ha CO3JaHUU U TOCIEN0BATEAbHOM pa3BUTUU
ceTu OMOOAHKOB — BakKHeEMNIIEero MHGpPacTpyKTypHO-
ro 3BeHa HCCJed0BaTeIbCKOil paboThl HE TOJbBKO Ha
(yHImaMeHTaTbHOM, HO ¥ Ha TPAHCISIIIUOHHOM M KJIH-
HUYECKOM YpPOBHSIX OuoMenuuuHbl. Lenb paboThl uc-
clieloBaTeIbCKUX 0M00aHKOB — OecrnepebdoiitHoe obe-
crieyeHue ucciaenoBareseil cyocTpaTom sl aKTUBHOTO
BelIeHUS HaydyHOU paboThl: OMomMarepuasaMu pa3HbIX
TUNOB U (POpMATOB, COOpPAaHHBIMU 3aKOHHO, 3TUYHO,
C COOMIIOAEHNEM CTaHIAPTHBIX TPeOOBAHUM IO Mpo-
OOIMOArOTOBKE U XPAaHEHUIO, MOJHOLUEHHO OXapaKTe-
PU30BaHHBIX, M ACCOIMUPOBAHHEBIX C MaKCUMAaJIbHO
BO3MOXHBIM 00bEMOM KJIMHUYECKON U jabopaTop-

Hoii uH@opmanuu [1]. PazButue 6mobaHKHUpOBaHUS
B Poccum, Kak 1 Bo BceM Mupe, — HaJexHasi OCHOBa
MOBBIIEHUS 3(D(PEKTUBHOCTH M KadyecTBa HAyIHO-
MEAULMHCKUX HCCIeIOBaHUM, YCKOPEHUsI Mporpec-
ca B bmoMmenuuMHCKoi Hayke. C 1eiablo o0bequHEeHUS
CIIELIMAJIUCTOB U HCCIEeI0BATeIbCKUX LIEHTPOB JJIs
co3aHus 1 pa3BUTHs ceTu 6ruodaHkoB Poccuu B 20181
Obu1a cozmaHa HauuoHanbHas acconuannsi OMo6aHKOB
U crieuuaauctoB o 6uodankupoBanuio (HACBUO).
IIpenmerom nesrenbHocT HACBHMO sBsitorcst: mpo-
deccuoHanbHasl KOHCOJUIALMS CIIELMaJIUCTOB pa3-
JINIHBIX HaIlpaBJICHUM OMOMEIMIIMHCKUX HayK; BHe-
IpeHue peKoMeHIaluil, cTaHAapTOB, PErIaMEHTOB,
CTaHIAPTHBIX OMEPALUMOHHBIX MpoLeayp U GopM s
0100aHKOB; co3naHue ceTu buodbaHkoB Poccuu; rap-
MOHU3auus o011ero MHGOPMALIMOHHOTO TOJISI Cpeau
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['pynma "uHbIe TUTTBI 6MO06PA3IIOB"

I'pyrnma "tkanun"

I'pynna "kieTouHsblii MaTepuan”

Tumnsl 6M0006pa3LoB

I'pynna "reHeTnuyeckuit marepuan”

I'pynmna "6GrnolornyecKue XXUuaKocTu'"

KonuyectBo 6M06aHKOB

Puc. 1 Turbl 6M000Pa31OB YeTOBEeKa, HAXOAAIIMXCA Ha XpaHEHUM B OMO0aHKax-y4aCTHUKAX OMpoca.

CHELUATUCTOB, MPO(eCCUOHATbHO 3aHUMAIOIIUXCS
OMO0aHKUPOBAHUEM; 3KCIIEPTHAS NESITEIbHOCTh B 00-
Jlacti 6uobaHKupoBaHus [2].

B HacTogmmii MOMEHT poccuiickue OnMoOaHKU
HaxonmgaTcs B Ipoilecce GOpMUPOBAHUS COOCTBEHHBIX
KOJUIEKIIUIA U TPOBEAEHUS MX KJIMHUYECKOTO aHHO-
TupoBaHusd. KpaliHe BaxXXHbIM JUIs1 KaXknoro ouobaHka
SIBJISIETCS] CO3[JaHNE YIOOHBIX CEPBUCOB, MO3BOJISIOIINX
BCEM 3aMHTEPECOBAHHBIM CTOPOHAM ITOJIYYaTh OOCTYI
K MHpopMaluuu o pabore 6MoOaAHKA M UMEIOLIUXCS
B €r0 pacHoOpsKEHUM KOJUIEKIIUSIX, a TAKXKe 00 YCIOBU-
SIX HAyYHOTO COTPYIHMYECTBA U MOJydyeHUs1 Oroobpas-
1I0B IJII TIpoBeNeHus ucciaenoBanuii. [Ipencrapienue
KoHIlenuuu co3aanust HauronanbHOM HHMOPMALIMOH-
Holi maTdopmbl 6nodankos PO (HUTTB PD) asnser-
Csl LIEJIBIO JAHHOWM CTAaTbU.

MaTepnaJl U METOIbI

Mg cosmanust konuenuuu HUIIb P® B HACBHUO
B anpesne 2022r Obl1a chopMUpOBaHa IKCIEPTHAS TpyIlna,
cocrosmiasa u3 17 npencraButeseil poccuiickux 6M06aHKOB
(IMpunoxenwue 1). dng cos3manusa konuenuuun HUIIB P®
MPOBOIUJICS aHAJIM3 JINTEPATyPhl MEXKIYHAPOIHBIX IMPAKTUK
B 00JIaCTH HallMOHAJIBHBIX Y HaJTHAIIMOHAJIbHBIX MH(pOpMa-
IIMOHHBIX CHCTeM OMOOAHKOB M aHKETUPOBaHWE CPEIM TpeN-
ctaBUTeNeil poccuiickux 6uobdankos — ujeHoB HACBUO,
HaIlpaBJIcCHHOE Ha OILIEHKY COCTOSHUS WHOPaCTPYKTyphI
poccuiickux 61M006aHKOB B YaCTH TEXHOJOTUM MHbOpMaIU-
OHHOTO COIPOBOXIECHUS XpaHsierocs ouomartepuana. s
OIIEHKW COCTOSTHUST MH(MPACTPYKTYPHI POCCUMCKUX OMOGaH-
KOB YJIeHaMH 3KCIePTHOM TpymIoi 6buia copMupoBaHa
aHKeTa, COCTOsIIIasT U3 HECKOJIBKUX GJIOKOB BOTPOCOB. [lep-
BBII OJIOK BKJIIOYA 00lIMEe BOMPOCHl 0 OM0OaHKe, B T.U. TUI
KOJUIEKUMU U (POpMYy COOCTBEHHOCTH OMOOaHKa, TUIT U KO-
JINYECTBO OMO0OPA3II0B, HAXOASIIUXCS HA XPAaHEHUU, U KOH-
TaKTHBIC TAHHBIE OpraHM3anuu. Bropoii 6JI0K BKITIOYaJl BO-
MPOCHI, TIOCBSIIEHHBIE TEKYIIEMy YPOBHIO aBTOMAaTU3allUK
MHOOPMAILIMOHHOIO COINPOBOXACHUS OMoOaHKa, TPEeTUIl —
OXUIaHUS OYIyIIUX TMOTEHIMATBHBIX TOJIb30BaTeIeit OT UH-
dopManmoHHOM TIaTGOPMBI B YaCTH CTPYKTYDHI, ITepEeUHs

pa3nesaoB, YPOBHEM MOCTyna M BO3MOXHOCTEH MOMCKOBOI
cUCTeMbl. AHKETUPOBaHUE TTPOBOIUIOCH C ampesis Mo MIOHb
2022r cpeau TpencTaBUTeNIell POCCUMCKUMX OMOOAHKOB —
yneHoB HACBUO. [Ing aHanu3a pe3yJibTaTOB aHKETMPOBa-
HUS IPUMEHSIIMCh METObI ONMCATEIbHOM CTaTUCTUKU.

Pe3ynasTaThl

PesyasTaTsl onpoca

Bcero B ornpoce MpUHSUIM y9acTre MPencTaBUTEIN
16 6uo6ankoB. U3 HUX 4 6GroGaHKa BXOASIT B CTPYKTY-
py obOpasoBaTeNbHbIX yupexneHuii, 10 6uodbaHKoB —
B CTPYKTYPY HAyYHBIX MEIUIIMHCKMX YIPEXKICHUIA,
1 6M06aHK — B HEMEIUIIMHCKOE HAyYHOE YUpeXkXIeHUe
1 1 6uobGaHK opraHM30BaH B paMKaX YacTHO-ToCyaap-
CTBEHHOro nmaptHepcTtBa. O0beM XxpaHUIUI OMOOaH-
koB Bapbupyetcs oT 2 g0 800 Teic. en. xpaHeHus. Ilo
TUIIaM KOJUIEKIMI OMOOAHKU — yYaCTHUKU OMpoca —
pacnpeneananch ciaeayroinuM oopasoM: 14 6Mob6aHKOB
WMEIOT MCCIeNO0BaTeIbCKIE HO30JIOTUYECKIE BHIOOPKU
00pasLoB, B 6 6MobaHKax IMpeacTaBleHbl JUATHOCTH -
YyecKue BBIOOPKU, B 5 OMoOaHKax — MCCenoBaTesb-
CKue MOIyJISILMOHHBIE BEIOOPKU, 4 OM0OaHKa SIBJISIIOT-
cs TepaneBTUYecKMU. JIBa Orob6aHKa TOMOJTHUTETBHO
K O6uooOpasliaM 4YeloBeKa 3aHUMAIOTCSI XpPaHEHUEM
KoJuleKIuit o6pa3uoB 6ropazHooOpasus. Tumnsl 61o-
00pa3ioB YejoBeKa, MpelcTaBleHHbIe B OMOOaHKax,
MoKa3aHbl Ha pUCYHKe 1.

AHajin3 OTBETOB, TOCBSIIEHHBIX TEKYIIEMY CO-
CTOSTHUIO aBTOMAaTU3alMM OMOOAHKOB, ITOKa3aj, 4To
GOJIBIMMHCTBO XpaHuaull (81%) Mcronb3yoT UHGOD-
MaIlMOHHBIE CUCTEMBI Ui BHECEHUST U XpaHEHUs TaH-
HBIX, aCCOLIMMPOBAHHBIX ¢ OMoobpasuamu. [Ipu atom
O01M00aHKM MPUMEHSIOT KaK 3apyOexHbIe, TaK U pOC-
cuiicKkue mporpaMMHbie TIpoayKThl (53 u 47%, cooT-
BETCTBEHHO), a TPeTh 0MOOAHKOB MCIOJIb3yeT UH(POP-
MallMOHHBIE CUCTEMbI COOCTBEHHOI pa3paboTKu. Pe-
3yJIbTAThl OIMpoOca MO0 WHOOPMAIIMOHHBIM CUCTEMaM
061100aHKOB IpeacTaBiaeHbl B Tabauie 1.
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[MoTpeGHOCTM M OXUIAHUST TIOTEHIIUATBHBIX TIOJTh-
3oBateneit HUIIB P®, chopmynpoBaHHbBIE B OTBETAX
TpeThero 6JIOKa aHKEThl, U MUPOBOI OMBIT CO3MAHUS
ceTeil OM00aHKOB MPOAEMOHCTPUPOBAIN AKTYaTbHOCTh
CO31aHUS POCCUUCKON MHGMOPMAIMOHHONW CHUCTEMBI
Y TO3BOJIMJIA 3KCMEPTHOU rpymmne chopMUpoBaTh €€
KOHIIETILIMIO.

Konnemms HUIIb P®

IIpeamonaraercst, uto HUIIB P® Oymet mpen-
CTaBJISATh CO00M MHOOPMALMOHHYIO CUCTEMY, IMpE.-
Ha3HAYEeHHYIO JUIS KOHCOJUAALWU, 00pabOTKU U UC-
MOJIb30BaHUS MaHHBIX O OUOJIOTUYECKUX KOJJIEKIIH-
sIX U obpasiax 6M0OAHKOB CTpaHbl Pa3IUYHBIX HopM
COOCTBEHHOCTM W TUIIOB B MHTEpecax pa3BUTUS OUO-
OaHKMPOBAHUS U HayYHBIX UCCJIENOBAaHUI B 00JacTU
MEIVIIMHBI, OMOTEXHOJIOTUY, TIPOMBIIIUIEHHOCTH U JIp.

OcHoBubiMu 1iesiMu HUTIB P® mnanupyoTcs:

— MOAIepXKa U CTUMYJIMPOBAHUE PA3BUTUSI OMO-
0aHKMPOBAHUS B CTPAHE;

— mnoBbleHue 3¢ GHEKTUBHOCTU MPOIIECCOB B3a-
UMOAEHCTBUS MeX 1y OM0OaHKaMM, HAyYHbIMU M 00pa-
30BaTeIbHBIMM OPTaHM3AIUSIMUA, MEIUIIMHCKUMU yU-
PEXIEHUSIMU 1 TIPOMBIIIIJIEHHOCTHIO;

— TIOBBINIEHUE 3(PHEKTUBHOCTU HAyYHO-MEIH-
LIMHCKUX UCCIIENOBAHUIA;

— CHUXEHUE 3aBUCUMOCTU POCCUMCKUX CIELU-
aJIUCTOB OT MEXIYHAPOAHBIX 0a3 JaHHBIX, MIpOrpaM-
MHOT0 0o0ecrnedyeHus Mo yyeTy 6Moo0pas3loB U pecyp-
COB MEXIyHApOJHBIX OMOOAHKOB;

— cofeiicTBue pa3paboTKe HOBBIX JEKApCTBEH-
HBIX TIpENapaToB U METUIIMHCKUX U3NETUIA.

OcHoBHbIMU 3agadyamMu HUTIBb P® npenmosara-
10TCS:

— opraHu3anusi HAKOIUIEHUSI, CUCTEMaTU3alluu
1 00paboTKuU cBeaeHUit 0 OMoobdpasuax U KOJJIeKIU-
SIX, UMEIOIIUXCS B PACTIOPSIKEHUM OMOOAaHKOB CTPaHBI;

— obecrieyeHre AOCTyNa JJIs BCEX 3aUHTEPECOo-
BaHHBIX YYaCTHUKOB K CBeIEeHHUSIM O OMOooOpasuax;

— CO3JaHU€ €NUHBIX CTAaHIApTOB W MpaBUJ Ma-
CIOpTU3alluM KOJJIEeKIUA U 61Mo00pa3loB MO THUIIAM;

— cos3naHue 3(hEOEKTUBHBIX UHCTPYMEHTOB 00-
MeHa KOJUIEKUUSIMU, OM0o0Opa3llaMyi U CBEACHUSIMU
0 HUX;

— CO3JaHue BO3MOXHOCTHM B3aMMHOIO o0oraiie-
HUS KOJUIEKIIUI OpraHu3aliuii, 3aHUMAaloIIuXcs Ouo-
OaHKUPOBAHUEM;

— opraHuzauusg cbopa, KOHCOIUOAIUU U aHa-
JIU3a CBEJEHUI O TEKYIIEM IOJOXEHUU NIe] B OTPaciu
U TIPUOPUTETaX Pa3BUTHSI;

— OpraHu3anus U KOOpAUHALIMSI COBMECTHBIX Ha-
YYHO-UCCIEN0BATEIbCKUX MPOEKTOB C UCMOJb30BaAHU -
€M pecypcoB 0M0OaHKOB.

Oo6mas apxurekrypa HUIIb P® mnpuseneHa Ha
pucynke 2. HUITb P® Gyner npencraBisiTh OO0 MH-
TEPHET-TOPTAJ W BKITIOYATh (hYHKIIMOHAIbHBIE TTOJCH-
CTeMBbI C YeTKUM paszaeneHueM GyHkuuii. BoimosHe-
nue pyakumiit HUITB P® u noctyn K comepkaiimmcs

Ta6mmma 1

Pesynbrathl onpoca yyacTHUKoB 1o MC 61nob6aHKOB
Xapaxkrepuctuka MC 6uobaHka [Toka3zarenb
HWcnonb3oBanue MC B 6uobanke, n (%)
Na 13 (81)
Her 1(6)
B pa3pabotke 2 (13)
Wurerpatus UC c obopynoBanueM, n (%)
Na 1(7)
YactnuHo 1(7)
Her 14 (86)
B03MOXHOCTB BBITPY3KHM (haitnoB ¢ jaHHbIMYU U3 VIC,
n (%)
Ma 12 (80)
Her 3(20)
Hammuue B UC npotokona API, n (%)
Ha 3(20)
Her 8(53)
Her nannbIx 4(27)
HaumenoBanue (cTpana npousBoauteiib) MC, n (%)
FreezerPro (CLLIA) 7 (46)

1L(7)

1L(7)

1L(7)

5(33)
IMpumevanue: UC — undopmaumonnas cucrema, APl — Application
Programming Interface.

Samples (BeaukoOputaHus)
JINC "Anraii" (P®D)

MUC "MEJUATIOT" (P®)
CobcTBeHHas pazpadotka (PD)

B Hell JaHHBIM U YIIPABJSIOLIMM CTPYKTYpaM IOJKHBI
OCYILIECTBJISATBCS MOCPEACTBOM CITELMATU3UPOBAH-
HBIX KOMIIOHEHTOB, 00JIafaloluX B T.4. MEXaHU3MaMU,
pa3paboTaHHBIMU Ha 0a3e BeO-TeXHOJOrui, MJisl B3a-
UMOJENCTBUS C MOJIb30BaTeNsIMU. Bxonsinue B cocTaB
HUWIIb P® moncucrembl B mpoiiecce GyHKIIMOHUPO-
BaHUS JOJKHBI OOMEHUBAThCS MH(pOpMaleit Ha oc-
HOBE€ OTKPBITHIX (hOpMaTOB 0OOMeHAa JaHHBIMU, UCTIOJIb-
3ys1 BXOASIINUE B UX COCTAB MOAYJIU UH(MOPMAILIMOHHOTO
B3aUMOIENCTBUS.

HUWIIB P® norkHa cOCTOSATH M3 OTKPBITOM 9acTH,
B KOTOPOIi pa3MeliiaeTcs nHGopMalus, JOCTyImHas He-
ABTOPU30BAHHBIM MOJIb30BATENSIM, U 3aKPBITON Yac-
TU, GYHKUUU KOTOPOI JOCTYMHBI TOJbKO aBTOPU30-
BaHHBIM Ttostb3oBaTelissM HUIIB P®. 3akpritast yacth
HUIIB P® BximovaeT ¢hyHKIIMOHAIBHBIE U 00ECTIeUH -
BalOILKE MOACUCTEMBI.

C TOYKM 3peHMsI OpraHU3alMU OOCTyMa K IjiaT-
(opMe BBIACTAIOTCS ClEnyolIre TPYIIbl MOJb30BaTe-
JIeH:

— HEaBTOPU30BAHHbBIE IMOJb30BATEIU — HME-
IOT OrpaHMYEHHBIM AOCTYN K (PYHKUMSIM U JaHHBIM
HWIIB PO;

— aBTOPU3OBAHHBIE MOJb30BATENU — TOJB30-
Bateniu HUIIB P®, mpouenmue mpoueaypy UaeH-
TUGUKALUU U ayTeHTU(PUKALUU U UMEIOIINE TOCTYI
K (pyHKIMSIM U BO3MOXHOCTSIM TIJIaT(OPMBI B COOTBET-
CTBUM C Ha3HAYeHHBIMU UM IIpaBaMU JOCTYIIa B paM-
Kax poJIEBOI MOJENH;

— aBTOPU30BaHHbBIE TOJb30BaTENN — OUOOAHKMU,
pasmemniarorue nHdopmanuio B HUTTb P®, npomen-
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buobankuposanue

e mpoueaypy uaeHTUbUKauuu U ayTeHTuduKaumu
¥ UMEIOIINE MOJHBIIA J0CTyN K QYHKIMUSAM U BO3MOX-
HOCTSIM T1aT(OPMBI B COOTBETCTBUU C Ha3HAYEHHBIMU
WM TIpaBaMu IOCTYyIIa B paMKax pOJI€BOI MOIeIH;

— anmuHuctparopsl HUITb P® — monn3oBare-
JIV, UMEIOIINE TOCTYN K 00eCTIEeYNBAOIINAM TTOICHUCTE-
MaM M OCYUIECTBJSIOIINE OOCIyXUBaHUE, TEXHUYE-
CKYIO TOAJIEPKKY ¥ COMTPOBOXIEHUE MIIAT(HOPMBI.

Oo6cyxaeHne

O6benuHeHUe OUMOOAHKOB Ha HalMOHAJIbHOM
YPOBHE SIBJIsIETCS O0IIeii MUPOBOI TeHAEHLMER B Teue-
HUE MOCAeqHUX AecaTu JieT. Hanbonee spkumu nmpume-
paMu HalIMOHAJIbHBIX ceTeit siBisitoTcs: buodank Benu-
kooputanuu (UK Biobank), npencrasnstomuii coboit
KOJUIEKIIMIO TTOAPOOHO aHHOTUPOBAHHBIX 61000pa3IoB
ot 500 TeIc. 6GpuTaHIIeB B Bo3pacte 40-69 ner, Harmo-
HanbHbIll 0uob6aHk Kopeu (NBK), obGbemuHsonmii
B €IMHYIO ceTh 17 pernoHaabHbIX OMOOAHKOB B paMKax
npoekTta the Korea Biobank Project (KBP) u Hemenkuii
npoekT the German Biobank Alliance (GBA), Bkitoua-
ot 11 xpanunuiy [3-5]. TpeaioxkeHHass KOHLUETLMS
HMUIIB P® nocrpoeHa o cxoxeMy npuHuiry. Hanpu-
Mep, 6asa maHHBIX 6MooOpasuoB buodanka Benuko-
oputranuu (UK Biobank) moctynHa uccienoBarensiM 1o
BceMy mupy. Butpuna nanHbix UK Biobank mpencraB-
JigeT coboif CBONKY Bceil MHGMOpMaluu MO yYaCTHUKaM
1 6uooOpasiamM, pasieleHHYIO 1o KateropusMm. basa
HaXOIUTCSI B OTKPBITOM JOCTYII€ W TTO3BOJISIET U3YYUTh
KaTerOpuy JaHHBIX U KOJIMYECTBO YYACTHUKOB, OTBEYa-
[OIINX 3aJaHHBIM KPUTEPUSIM, 0 Tloaauu 3asiBKu. [1o-
JINTUKA PETIAMEHTUPOBAHHOTO JOCTYyIA K 6roo0pa3iam
M acCOIMUPOBAHHON ¢ HUMU MHGpOPMAIIMKA BKITIOYAeT
HECKOJIBKO 3TaroB: 1) mogavy 3asiBKU B OHJIAliH CUCTEME
yIpaBieHUsI JOCTYIIOM, BKJIIOUAIOIIE!l KpaTKyi aHHO-
TalMIO MCCAenoBaHMsI, TpeOyeMble Mol 0a3bl JAaHHBIX,
a Takke HOBbIE JaHHBIE WU TIepeMEHHbIE, KOTOphIE OY-
JIYT TIOJTy4eHBI B pe3yJIbTaTe UCCIEeNOBaHUs; 2) pacCMOT-
peHue 3asiBKU CIelIMaJIbHBIM KOMMTETOM; 3) OIuIaTy
JlocTyna rocjie onoopeHus; 4) nepenadyy I1aHHbBIX, ITOJTy-
YeHHBIX M0 o0pa3uam, OMoOaHKY ISl BO3MOXHOCTU MC-
MOJIb30BaHUST B APYTUX MCcleaoBaHusx [6]. O6si3aTesb-
CTBa HCCeNoBaTeNeil Mo nepeaaye BHOBb MOJYYEHHBIX
JAHHBIX B OMOOAHK TOCJe 3aBEPIIEHUS UCCIeIOBaHUS
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MO3BOJISIIOT CUCTEMAaTUYECKU PACHIUMPSITh aHHOTAIIUIO
00pas3lioB U MOCTENEHHO MPeoOpa3oBBIBATh UCTOIIAC-
MBIl pecypc (6MoobOpaselr) B HEUCTOIAeMBbIi (TaHHbIE
o 61006pasLLy).

Apxutektypa IT-cucTeMbl HEMEIKOTO MPOEKTa
GBA cocTouT M3 3-X KOMIIOHEHTOB: rpauuecKkoro
uHTepderiica cucteMsl 3anpoca 6M000pa3LOB, JIOKATb-
HOTO XpaHWINIIA JaHHBIX U MIPOrPaMMHOTO obecriede-
HUsI, TTO3BOJISIIONIETO CBSI3BIBATh TaHHBIE OMOOAHKOB-
YYaCTHUKOB ajibsiHCa C CUCTEMOI 3ampoca 61uoobpas-
oB. CrcreMa 3ampoca IpeaoCTaBIIsIeT IMOIb30BaTEISIM
JNaHHBIE B COOTBETCTBUMU C HECKOJBbKUMHU YPOBHSIMU
JIOCTYTa: He3aperucTpupoOBaHHbBIE MOJIb30BATEIN MO-
TYT MOJYYUTh MHGbOpMaIMIO 00 OOIEM KOJIUYECTBE
6uoo0Opa3loB Bo Bcex O6umodaHkax cetu GBA, oTBe-
YaIIMX 3alpaliuBaeMbiM KPUTEPUSIM, 3apeTUCTPU-
pOBaHHBIE TTOJIH30BATEN IOJYYaloT JaHHBIE O TOM,
CKOJIbKO OMO000pa3loB MO 3aJaHHBIM KPUTEPUSIM
XpaHUTCSI B TOM UM MHOM O6uobaHke ceTu. C 1ienbio
CTaHIApTU3alMA Y TAapMOHM3AIUM JAaHHBIX, aCCOLIM-
WPOBAHHBIX ¢ OMOOOpa3lamMu, WMCIOJb3YIOT TpPaBU-
Jla onucanus 6uoobpasnos MIABIS (The Minimum
Information About Blobank data Sharing) m SPREC
(Standard PREanalytical Code, ctaHmapTHbIif mpeaHa-
Jutudeckuit kon) [7, 8].

TakuM oOpa3oM, MNpemoxeHHass KOHLETLUs
HWIIb P®, B cirydae ee peaqn3aliuul, MO3BOJIHUT CO3-
JaTh COBPEMEHHYI0 MH(POPMAIIMOHHYIO CHCTEMY MU-
POBOTO YPOBHSI.

3akioueHne

IIpennonaraercst, yto cozmanue HUIIb P® mo-
3BOJIUT YJAYYIIUTh B3aMMOJIEUCTBUE MEXITy OMoOaH-
KaMy ¥ KOHEYHBIMM TOJIb30BaTEIIMU WX YCIIYT, 4TO
OyneT crocoOCTBOBAaTh pa3BUTHUIO OMOOAHKUPOBAHUS
U1 OMOMEeAUIIMHCKOI HaykKu B Poccuu.

baaromapHocTd. ABTOpPBI BBIPAXKAIOT MPU3HATENb-
HOCTb ujeHaM aKcnepTHoil rpynnel HACBUO (nmpu-
JioxeHue 1) U nmpeacraBUTeaIM OMOOAHKOB — y4yacT-
HUKOB aHKETUPOBAHUS.

OTHoIIEHUS ¥ AeATEIbHOCTb: BCE aBTOPHI 3asIBIISIIOT
00 OTCYTCTBUM MOTEHUMATbLHOTO KOH(MJIMKTa UHTEpE-
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ITpunoxenue 1

UYinens! skcrieptHOi rpymmsl HACBHMO no co3manuo HUITB PO

®UO skenepra

OCHOBHOE MeCTO pabOThI

AnucumoB Cepreii Bragumuposuy

00O "HanmoHanbHbIi 6uocepBuc”

Ananbko CBetiaHa BsyecnaBoBHa

CII6 I'BY3 "Toponckas 6oabHuLa No 40"

Bopucosa AnHa JIbBoBHa

OIr'bY "HMUL TIIM" Munsnpasa Poccun

[moroB AHapeii CepreeBud

OIBHY "HUU ATuP um. [1. 0. Orta"

TombipaHoBa Haranus BsiuecnaBoBHa

OIr'bY "HMMIK um. akanemuka E. W. Yazosa" Munsnpasa Poccun

I'pancrpem Oner KoHCTaHTHHOBUY

00O "HauuoHanbHblit 61ocepBuc”

I'puBuoBa Jlronmuia FOpbeBHa

MenuumHCKWIA pauoIOTMIecKii HayuHblii 1IeHTp UM. A. ©. Llpiba — dumman
OI'BY "HMMUII paguonorun" Munznpasa Poccun

EpioBa Anexkcannpa UropeBHa

®OIrbY "HMUL TIIM" Munsnpasa Poccun

Kocopykos BstuecnaB CraHuc1aBoBUY

OI'bY "HMUL] onkonornu uM. H. H. Broxuna" Mun3snpasa Poccuun

ManbcaroBa Kpuctiuna AxMenoBHa

OI'BHY "HayuHo-uccnenoBaTeIbCKUil MHCTUTYT OMOMemUIIMHCKOM xumun uM. B. H. OpexoBrya”

MeuikoB Anekceii Hukonaesuu

®OIr'bY "HMUL TIIM" Munsnpasa Poccun

MuxanomuHa Hatanbst BragumuposHa

®OI'bY "HMMUII akyiiepcTBa, TMHEKOJIOTMY U TIEPUHATOJIOTMY UM. akanemuka B. M. Kyinakosa"
Mun3znpasa Poccuu

MynnabaeBa CBetiaHa MUHUHXaeBHa

O®OI'bY "HMMII akyiiepcTBa, TMHEKOJIOTHY U MIEPUHATONIOTMY UM. akaaemuka B. M. Kynakosa"
Mun3zzapasa Poccun

IMokposckast Mapus CepreeBHa

OIr'bY "HMUL TIIM" Munsnpasa Poccun

[TycreneHuH AHTOH BraguMuposuy

®OI'bY "HMULUK um. akanemuka E. U. Yazopa" Munsapasa Poccun

TabakoB BstuecnaB KOpbeBuy

OI'BHY "Menuko-reHeTHYeCKMit HaydHbIi LIeHTP"

Spuesa Onbra FOpbeBHa

000 "Tenom Dkcnept”
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