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T @MY «HaumoHanbHbIi MEAULMHCKUI UCCIIe[0BATENbCKUI LUEHTP BETCKOM remMaTosiorum,
OHKOJI0rMu U MMyHosiorun uM. [imutpus Porayesa» MuHsgpasa Poccun, Mocksa
2@I60Y BO «MUP3A — Poccuiickuii TexHomorn4eckuii yusepcutet», Mocksa

S®Irb0Y BO «Poccuiickuii HauMoHasbHbIN UCCIe[0BaTebCKUI MEAULMHCKUI YHUBEPCUTET
uM. H.U. lMuporoBa» MuHsgpasa Poccun, Mocksa

B cTaTbe npencTaBneHbl pesynbTaTthl pa3paboTkv M BHELPEHWS MHCTPYMEHTOB KOMMEKCHOr0 MOAXoaa
K hOpMMPOBaHKIO EAMHOI0 MHEDOPMALIMOHHOMO NPOCTPAHCTBA B 06/1aCTM OpPraHn3aLmm perncTpaLmoH-
HOro nccnepoBaHus «flepBMyHas AMarHoCTMKa OCTPOro MUeoMaHOro neikosa y aetei» 8 HMUL pet-
CKOV reMaTornorum, OHKoSIorMm 1 MMyHosorum uM. IMutpusi Porayesa Munanpasa Poccuu. Ha npumepe
OaHHOr0 UCCRefoBaHMsA MoKasaHbl NpenMyLLLEeCcTBa NPYMEHEHNS METOAOB ONTUMM3aLMK MHApopMaLm-
OHHbIX NMOTOKOB A@HHbIX, MOSTyYaeMbIX B MEAULIMHCKOM TEXHONOMMYECKOM MnpoLecce, npu paspaboTke
CrneLmanmsnpoBaHHbIX MHGOPMaLMOHHBIX cucTeM. [NprBeAeHbl KoHLenTyanbHas Mofesb AaHHbIX nccne-
poBaHuA «[lepBUYHas AMarHOCTMKa OCTPOro MUESIONAHOMO NeKo3a y feTen» U Mofenb HTepnpeTaumm
CTPYKTYP AaHHbIX, NOSyYaeMbIX B pe3ynbTaTe OKa3aHUs BbICOKOTEXHOMOrMYHOW MEANLIMHCKON NOMO-
LLIK, B CTPYKTYPbl MOLAENM laHHbIX UCCMEAoBaHnsa. Ha 0CHOBE NPeasosKeHHOM KOHLeNTyanbHo Moaen
OaHHbIX U ee AeTanu3auuu paspaboTaHa MHDOPMALIMOHHAA CUCTEMA YNpaBfieHWst MOTOKaMW AaHHbIX
nccnenoBaHus «fepBryHas AMarHOCTUKa OCTPOro MUENOWAHOMO TIEMKO3a Y AeTe», MoKa3aHa nepcnek-
TVBa ee PasBNTMA B COOTBETCTBMM C MOTPEBHOCTBIO TPaHCOPMaLIMK 3afaq PerncTpaLmMoHHOro ncecne-
AOBaHVA B 3afayy CO3AaHNSA eAVHOro TepaneBTUYEeCKOro NMOAXOAa B PaMKax BHEAPEHUS B LIeHTpax —
yyYaCTHMKax eAMHOro MPOTOKOSa Tepanuu.

KnioueBble cnoBa: opraHn3aumnsa HayYHO-KITMHUYECKNX U PErncTPaLUmnOHHbIX MCCIIef0BaHA,
MeaNUMHCKNE MHGOPMAaLMOHHBIE CUCTEMBbI, MOEHTUHUKALMOHHbIE

M MEANUMNHCKNE AaHHbIe NauneHToB
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The effectiveness of the information system for managing data
from a registration study of acute myeloid leukemia in children
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The article presents the results of the development and implementation of tools for an integrated approach to the formation of
a single information space in the field of organizing the registration study "Primary diagnosis of acute myeloblastic leukemia in
children”, organized in the National Research Center of Pediatric Hematology, Oncology and Immunology named after Dmitry
Rogachev Ministry of Health of the Russian Federation. On the example of this study the advantages of using the methods
of optimization of information flows of data obtained in the medical technological process in the development of specialized
information systems are shown. The conceptual model of the study data "Primary diagnosis of acute myeloid leukemia in
children" and the model of interpretation of the data structures obtained as a result of high-tech medical care in the structure of
the study data model are presented. On the basis of the proposed conceptual data model and its details, an information system
for data flow management of the study "Primary diagnosis of acute myeloid leukemia in children” was developed and the prospect
of its development in accordance with the need to transform the tasks of the registration study into the task of creating a unified
therapeutic approach within the framework of the introduction of a single Protocol of therapy in hospitals.

Key words: organization of clinical research and registration studies, medical information systems,

identification and medical data of patients

Starichkova Y.V., et al. Pediatric hematology/oncology and immunopathology, 2019; 18 (1): 144-151.
DOI: 10.24287/1726-1708-2019-18-1-144-151

Pediatric Hematology/Oncology and Immunopathology
2019 | Vol. 18 | Ne 1| 144-151



CTpbIi MUenionaHbii neikos (OMJ1) — anokave-

CTBeHHOe 3aboneBaHve CUCTEeMbl KPOBETBOPE-

HUA, KOTOPOE XapaKTepu3yeTCs HEKOHTPOSIU-
PYEMbIM POCTOM KIIETOK FeMOMO3TUYECKON Npupombl.
B MexayHapoaHOM NpakTUKe OCHOBHbIE MPOTOKOSbI Te-
panum OMJ1 — AML-BFM-90 n AML-BFM-98 Hemeukon
rpynnbl Berlin—Frankfurt-Munster (BFM) un amepu-
KaHcKue npoTokosibl rpynn CCG v POG [1, 2]. B Poccuu
TpPagMUMOHHO Ans nevyenus petei ¢ OMJT npumensioT
afanTUpPOBaHHble MPOTOKOMblI HEMELKOW rpynnbl BFM.
B pasHbix KNMHMKaX Tepanuio NPOBOAAT MO Pa3HbiM BEP-
cusm AML-BFM-90 n AML-BFM-98 npotokona BFM
[3]; pam knuHMK npupepskuBaeTcA npoTokona OMJ1-
MM-2006, KOTOpbIN NPOBOAMTCA B PaMKax KOOMepupo-
BaHHOro uccnenosaHns Mocksa—MUHCK.

Mo paHHbIM MccnepoBaHuii, B Poccun Kaskabi rof,
peructpupytot 150-200 cnyyaes nepsuuHbix OMJTy ne-
TeN U NOAPOCTKOB C 00LLer S5-NIeTHEN BbIKMBAEMOCTHIO
10 60%. BbICOKOTEXHOMOMMYHYIO MEAULIMHCKYIO NMOMOLLb
nauMeHTaM 0eTCKOro 1 NogpoCTKOBOro Bo3pacta ¢ OMJ1
OKa3sblBaloT B 50 MeanLMHCKUX yupexaeHuax Poccuu.

[na pelueHus 3apay perncTpauMoOHHOro WUCCrepno-
BaHuA «[lepBUYHas AMarHOCTMKa OCTPOro MUENONAHOrO
nevikosa y peTein», opraHu3aummn cbopa v HakomneHus
MOEHTUMOUKALMOHHBIX M MEOULMHCKMX OaHHbIX nauu-
EHTOB C COOTBETCTBYIOLLMMU NapaMeTpamu TpebyeTcs
OpraHv3aLMoHHOe COMPOBOXKAEHME MPOLECCOB peru-
CTpauuu NaumeHTOB 1 NocenyloLein akTyanusaumm mx
LaHHbIX [4—6]. YunTbiBasi 06beMbl aHHbIX UCCIefoBaHUs
¥ Pa3HOPOAHOCTb UX CTPYKTYPbI, BKIIOYAs KIMHUYECKNe,
nabopaTopHO-AMarHOCTUYECKNE AaHHble, KITMHUYECKMe
OLIEHKM pesyfibTaToB JIeUeHWs NaLmMeHToB, YacTblo obe-
CMeyeHuns OpraHM3aLmMoHHO0 CONPOBOKAEHNS ABMSETCS
MHdOpPMaLMOHHas NOLAEPIKKA, @ UMEHHO — pa3paboTka
W BHempeHue MHdopMaumroHHoi cuctemsl (MC) xpaHe-
HUS 1 06paboTKM OAHHBIX KOHKPETHOrO pPerncTpaLmoH-
Horo uccnenoaxus [7-9].

TakuM obpa3oM, MHGOPMaLMOHHAsA MOAAEPIKKa UC-
cnepoBaHus «[lepBMyYHasa gMarHoCTVKa 0CTPOro MUEeno-
WOHOMO Neko3a y AeTen» QOSKHa MOKpbIBaTb MPOLEecC
B3aumopeicteua OreY «HMULL OMOU wm. Omutpus
Porauesa» MuHspgpaBa Poccumn ¢ doepepanbHbiMu 1 pe-
FMOHAMbHBIMU MEAVLMHCKUMU YUPEXAEHUAMM, KOTOPbIE
MPMHUMAIOT y4yacTue B UCCMEeAoBaHuW, — OT MoCTynsne-
HWSA 3ampoca Ha MEePBUYHYI0 AMArHOCTWKY 3aboneBaHus
¥ NONy4YeHWsi ee pesynbTaTta [0 aKTyanusauuu pesyrb-
TaToB nmocnemywowero nevenus [10]. Peanusauma Ta-
KOro mMexaHusma TpebyeTt pa3paboTku KOHLEeNTyasbHOM
MOAeNN CTPYKTYPbl AaHHbIX HAayYHOrO MCCMEefoBaHus,
KoTopasi 06ecneunT MHTepNpeTaLmMio JaHHbIX, Nonyyae-
MbIX B MPOLECCE OKa3aHWsi BbICOKOTEXHOMOMMYHON Me-
OVLMHCKOM MOMOLLM, B COOTBETCTBUM C TpeboBaHMAMM K
nocnenyiollemMy ux aHanuay [11, 12].

Llenb naHHoro uccrenoBaHusi — pa3paboTka KOH-
LenTyanbHOW MOAeNn CTPYKTYpPbl [aHHbIX HAy4HOro
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MCCMEenoBaHNsa 1 BHEAPEHWE B MPAKTVKY MHADOPMaLMOH-
HOM CUCTEMbI «YMpaBfieHNe faHHbIMW PernCTPaLMOHHO-
ro uccneposanua OMJ1y neten».

MATEPWAIbI U METObl CCIELOBAHUA

MaTepuanoM AN MOCMemyloLero aHammsa cTanu
OaHHble 416 naumeHToB M3 67 ropopnoB Poccuitckom
@epepaunn 3a nepuop ¢ Maa 2013 no Hosbpb 2017
roaa; y 392 u3 Hux Bbin NOATBEPKAEH AMArHO3 Nepsuy-
Horo OMJ1.

Mpn paspaboTke KOHLeNTyanbHOW MOAENV AaHHbIX
Hay4YHOr0 MCCMEeRoBaHUsA 1 ee AeTanusaumn yunTbiBamm
pasfiMyHble KNMHUYECKMe 1 nabopaTopHble napameTpsbl
n TpeboBaHUA K MPEACTaBMEHMIO OaHHbIX LNs npume-
HEHWA MEeTOAOB OMMcaTeslbHoW cTaTUCTUkU. OpHO U3
OCHOBHbIX TpeboBaHWi K cBopy MemMLMHCKUX LaHHbIX
— yHUbUKauma mx CTPyKTypbl. CTPyKTYpMpOBaHHbIMU
OaHHbIMW CcYMTanu MHdopMaLmio, 0THOPMaTUPOBaHHYIO
B YHMBEpCasnbHOM, MOHATHOW dhopMe ¢ cobniofeHnem 3a-
AaHHoro Habopa npasusl, onpenensioLmMx TUMbl AaHHbIX
M OTHOLUEHWS MEKOY HWMM; HEeCTPYKTYPUPOBaHHbIMU
AaHHbIMW — MHPOPMALIMIO B TEKCTOBOM BUAE.

PE3YJbTATbI MCCINEAOBAHUSA

MaTtepvanoM Onsi aHanW3a Npu MOCTPOEHUU KOH-
LenTyasibHOW MOAeSM AaHHbIX HAay4YHOro UCCNenoBaHus
CTanu [aHHble MNauMeHTOB PermcTpauLMoHHOr0 uccne-
OOBaHUA, KOTOpble WMET PasHOPOAHYI0 CTPYKTYpY
M BKIIOYalOT NabopaTopHO-AMarHOCTUYECKNE W K-
HUYEeCKMe OLEHKW pe3ynbTaToB JIeYeHUs MaLMeHTOB.
BbibpaHHbIi Habop AaHHbIX UCCnefoBaHWS BKIlOYaeT
WHALUMASbHYIO [MArHOCTWKY MauueHTa  (KIMHUYEeCKMit
cTaTyc, NabopaTopHO-ANArHOCTUYECKME NCCIEf0BaHNS,
LMTOreHeTMYECKOe MCCIEeNoBaHWe), KIIMHUYECKWIA aua-
FHO3, CTPaTUdMKALMIO Ha FPyMmnbl PUCKA U OCHOBaHUA
ee Bblbopa, faHHble umTopenykuuu, LHC-cTaTyca, na-
paMeTpbl NPOBOLMMON TEpanuu U KIMHUYECKMe cobbITUA
(pucyHok 1).

NanbHerwan paboTa ¢ KOHUeNTyanbHOW MOLEMbIO
OaHHbIX HAayYHOro MCCRefoBaHNs 3aksioyanach B hop-
MUpOBaHWK TpeboBaHWI K ee feTanmsauum, B TOM yucne
MOCTPOEHUM CMPaBOYHUKOB W 3aBUCKHMOCTEN €€ KOMMO-
HeHTOB. [pMMep AeTanu3aumnn KOHLENTyarnbHOW MoOAenu
CTPYKTYPbl LaHHbIX HAyYHOr0 MUCCIIef0BaHUS — KIaccu-
hMKaTOP KIIMHNYECKMX AMArHO30B, ero CBA3b C MOJIEKyY-
NAPHO-reHETUYECKUMU XapakTepucTukn OMI1un ogpyrumm
napameTpaMy, BKITOYas rpynmny puUcKa v OCHOBaHWA ee
Bbibopa (pucyHok 2).

B pesynbTtaTe KoHUenTyanbHast Mofenb AaHHbIX Ha-
YYHOro uccnenoBaHus «lepBuyHasi GMarHocTMKa ocTpo-
ro MWENouOHOro fenkosa y AeTer» COCTOUT U3 CTPYK-
TypupoBaHHbIX (85%) M HecTpykTypupoBaHHbix (15%)
OaHHbIX.



PucyHok 1
KoHuenTyanbHas Mofenb CTPYKTYPbl [AHHbIX HAyYHOrO UCCEA0BaHUA

( ) (
MOHUTOPUHI COCTOAAHUA [aHHbIe
nauueHTa AvarHosa
KnuHu4yeckune cobbitmsa [ ] ﬂa'ra MOCTaHOBKW AnarHosa
® Tun cobbiTusi/aata HacTynneHus ® Bo3pacT Ha MOMeHT
NOCTaHOBKU AMarHosa
n860paTOpHO'ﬂ.VIarHOCTVI‘-IeCKVIe ® KrnunHunyeckun OMarHos
AaHHble ® Cunapom layHa (na/Hert)
® ||luToreHeTnka ® [pynna p1cka
® NGS © OCHOBaHMs rpynnbl pyUcka
Tepanua (uuToreHeTnyeckas noprpynna)
® [leueBHoe yupeskaeHue
® [IpoTOKON NeyeHns
® TrcK
. _J
~ .
UHTepnpeTauusa
AaHHbIX
MocTpoeHne oT4eTOB
® 3aksioyeHne pe3ynbTaToB
nabopaTopHO-ANarHOCTUYECKUX
nccrnenoBaHui
AHanutunyeckas
06paboTKa gaHHbIX
® [locTpoeHue rpachrkos NpenTucpmkaumonHsie
M0 3HaueHUAM OUbTPOB AaHHbIe
MMNopT/3KCnopT AaHHbIX DaHHble nauveHTa
® PasfnyHble WabroHbl BbIFPY3KM ® [epcoHanbHele
® 3KCropT B pasnuuHble hopMaThbl ® VneHtucpukatope UC
A9 NocrenyoLLero aHanusa
LaHHbIX B CTAaTUCTUUYECKUX
nakeTtax
\_ _J
( )
Co6biTus
® OCHOBHble COBbITHA
® Peunpgus
® [lepBuuHas pecpakTepHOCTb -
® Pemuccus
Tepanusa
® icxop 3abonesaHus P
°
MpuumHel cmepTy JleyebHoe yypexpaeHue
\_ ) ® Jleyalumii Bpay
-
~ _ LinTopenykuwms
OMJ1-MRD-2018 ® Llutopenykums (na/Her)
° M
Tepanus Kogmqecmo LHEelN uMTopenyKumumn
e MpoTokon -epanua ® [leitkodpepes/3MNK
° PR
® BnoK (naTbl Hauasa 1 OKOHUaHWs) ° 2022292';;0[11222/11z:g)qoepesa
® Mpenapart (nosa, Mr/cyT, . LlﬂC'CEI)'aT CJI il
naTbl Hayasa U OKoHYaHus) y
® [IpoTtnBorpnbkosas NnpodunakTnka > l_l
(nosa, para) L T Tepanus
® (OLeHKa TOKCUYHOCTM ® [lpoTokon
(nokasaTenb, 3HaueHue, CTeneHsb) ® Brok (naThl Hauana 1 OKoHYaHMs)
® VHDEKLMOHHbIE OCMOMKHEHNS ® [puunHa HenposepeHus HAM
(nokasatenb, ouaru, gata) ® QOueHka oTseTa (nata)
® BoccTaHOBMEHWE KPOBETBOPEHMS
nocne kypca NXT TrCcK
(nokazatens, narta, ® Homep TICK
pacueTHbI ieHb) ® [lata TICK
® [IpumeHeHue M-KCP ® [IpuunHa noeTopHoi TICK
(naTbl Havana n OKoHuYaHs) ® Tun goHopa
® [paHynoumTbl (KONMYecTBo ® KnuHuka, roe nposoguin TTCK
TpaHcdy3uid, faTtbl NepBom
1 nocnenHe TpaHcdyaun)
® HeBO3MOXHOCTb MPOAOIIKEHNS!
Tepanuu no npoTtokony (na/HeT)
® [lononHuTenbHas Tepanvs
(nyuesas Tepanus/TICK)
. _J -

OPrAHU3ALUWA 30PABOOXPAHEHMUA

KnuHuuyeckum
crartyc

PasMepbl BHYTPEHHUX OPraHoB
o [leyeHb, cM

® CeneseHka, CM

JKCcTpaMeaynsipHble oyaru
® Hannune aKkcTpaMemynnapHbIX
ouaros
® JKcTpaMepynnsipHble ovaru

BHyTpeHHMe KpoBOTEYEHMUS
® Hanunune BHYTPEHHMX KPOBOTEYEHMI
® BHyTpeHHMe KpoBoTeueHUst

NHdeKUMOoHHbIE oYaru
@ Hanunune MHAEKLUMOHHbIX 04aros
® VIHdbeKuMoHHbIe ouarn

LUuToreHeTuka

LinToreHeTuka
[lata 3abopa maTepuana
[lata uccnepoBaHus
NInC ID
LiuToreHeTnueckas nogrpynna

KapuoTtun
® KapwuoTun

© KapunoTun nosiHocTbio

UccneposaHue
meTopoM FISH

® [Ipoba

® Pesynbrar

® PesynbTtaT FISH-uccneposanms

UccnepoBaHne
meTopoM MMLP
Cuctema
OnucaHue
Pesynbtat
Yineno Konuit KOHTPONbHOro
TpaHcKpunTa
® Yucno Konuii uccnepyemMoro
TpaHcKpunTa
® HopManun3oBaHHOEe YMCII0 KOoMWuii
LDI-PCR
(anuHHas uHeepTUposaHHas MLIP)

&

NGS

NGS

[laTa 3abopa MaTepuana
[laTa uccnepnosaHus
e Ib

MeTopbl uccneposaHus
®parMeHTHbI aHanus
® (CekBeHupoBaHue no CaHrepy
® BbicokonpounsBoanTenbHoe
CEeKBEHMPOBaH1e
® 3aknioueHve

J
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PucyHok 2
[pvMep peTanu3aumy KOMNOHEHTa KOHLIENTYyaslbHOW MOAENN AaHHbIX HAY4YHOr0 MCCIEA0BaHMSA — KNacCUMKaToOp KIMHUYeCKux anartosos OMJ1

OCHOBHOM AMarHo3

( )
OcTpbii MUENo6s1acTHbIN OcTpbIi
— JIeuKo3 nuMmdo6nacTHbIN Apyroe
(FAB-knaccudpmkaums) JIelKo3
. J
0 N\ I 1
MJ1 ¢ MUHUManbHow 1 1
[, achchepeHLyaLen , OcHoBaHus Bbl6Opa rpynnbl pucka X
(MO) Ve N !
- o ! BbICOKMI1 pUCK !
- \ : ©11q23 aHoManuy, :
OMTJ1 6e3 cospeBaHmst 1| Kpome t(1:11)(q21,q23) n t(9;11) 1
(M1) 1| ¢ Mopdhonoruen M5 |
L J 1| @Inv(3), t(3;3) U o ___
1 | ®CrosHble aHoManuu kapuoTuna 1 | 1
e Y 1| (>3 aHomanuit) ! 1 Mpynna pucka 1
OMI1 ¢ cospeBaH1eM !'| ®t(8;21) c Tpucomueit 4 XxpOMOCOMbI ! 1 1
(M2) | et(16:21) ! I !
\ J : ® MOHOCOMUSA 7 XPOMOCOMbI : : :
p N , | ®™MoHocomusa 5 xpoMocoMbl | X BbICOKMit pUcCK X
, | #M7 6e3 t(1;22) X
OCTpbIit NPOMUENnoUNTapHbIN Neitkos /| oM6 . : \ J :
(M3) 1| t(7;12) ! 1 N !
\ J I'| ®OMJ1 c MynbTUMHEHOM ancnnasmnen | ! 1 |
p N !'| ®Tpancnokaumm ¢ yuactuem NUP98 ! 1 CTaHmapTHbI puck 1
y L "'| ®MyTaumm rena p53 ! 1 1
OCTpbIi MUENOMOHOLMTAPHBIN NIENKO3 1 1 ' \ J,
(M4) ! ! Ve N !
\ y, ! ! 1 1
1 1 y
- \ 1 MpPOMEXYTOUHBI PUCK 1 : MpoMesyToUHbIA pUcK :
OcCTpblit MOHOBNACTHBIN Neiiko3 ! ! 1\ 1
(M5) !'| ®t(8;21) 6es Tpcommun 4 xpoMocomsl, | ! 1 1
L ) : [OCTUrLUME reMaToNornyeckoi : i ) R
. n MRD-peMmccym nocne Kypca . 1 OCprIM npoMuenounTapHbiv NenKos | 1
( ) V| MHmyKuMK . 1 (M3) 1
OcTpbIit 3pUTPOULHDIV NENKO3 1 | ®t(9; 11) Tonbko ¢ Mopcponorueit M5; | '\ J!
(Mé) 1] t(1:11)(g21:923) KMT2A/MLLT11 I b .-
\ Y, 1| ®NPM(+) Be3 nononHUTENbHbIX 1 : :
P N ''| MonekynsipHbIX aHOManui unm ! . OMIT npu curppome fayHa .
. L "|' cflt-31TD ¢ annenbHbIM ! . .
OcTpblit Merakap1obnacTHbIit neikos : COOTHOLEHNEM < 0.5 : W\ /),
(M7) | ® buannesnbHblie MyTauum CEPBA T TTTTEEEsEEEE S S ST
\ < 1 | ®HopmarnbHbIit kapyoTun bes flt-3 ITD |,
s N\ 1| ®M7 ¢ t(1,22] 1
OCTpbiif MAENOBACTHBI NEHiKo3 : © OTCYTCTBME APYTUX KAPUOTUMNYECKNX | |
(Mx) 1 MOIEKYSISIPHO-BMONOrMUYeCKUX 1
"'| KkpwTepues BbICOKOro pucka !
|\ J 1 1
1 1
4 \ 1 \ J |
OMJ1 ¢ cospesaHuem / 1 -
—»| OCTpbIii MMENOMOHOLIMTAPHBIN NerKo3 1 . 1
(M2 / M) . CTaHpapTHbIN PUCK .
1 1
- g 1| @iy (16) .
p N 1| ®t(16;16) I
OMIJ1 6e3 cospesaHus / '\ J1
—»| OCTpbIii MMENOMOHOLIMTAPHbIN Nerko3 : - \ :
(M1/M4) 1| OcTpbiii npoMMenoumTapHbIi Neikos | |
\ J | (M3) .
[N |
4 \ 1 1
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OPrAHU3ALUWA 30PABOOXPAHEHMUA

PucyHok 3

Mpumep nHTepdbenca NC ynpaBneHnst faHHbIMK 1 TUMOBOMO aHanM3a AaHHbIX PerncTpaumoHHoro uccneposanus OMIy neten

PenaKkTupoBaHWE 3anuUCH: XXXXXXX XXXXX
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P FEFEFEEEEE
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67

[laTa oueHKm oTBETa -

MpennoseHHast KoHUeNTyanbHas Mopenb — 3T0
OCHOBa [Ansi pa3paboTkuM MHCTPYMEHTOB OMTWMM3aLIMM
MHCDOPMAaLMOHHBIX MOTOKOB aHHbIX U peanu3aumm KoMm-
MMEKCHOro Noaxoaa kK hOpMMPOBaHUIO efMHOro MHADOP-
MaLMOHHOr0 NPOCTPaHCTBA ANt AaHHOIO UCCIIeA0BaHWS.
Ha ocHoBe koHUenTyanbHOW Momenu pa3pabortaHa WC
«YMnpaBfieHne [aHHbIMU PerucTpaLMoHHOro WCCreno-
BaHua OMIJ1 y peteir», BKMoYas peanusaumio Mopenu
paboTbl ¢ AaHHBIMM MALMEHTOB U OPraHu3aLmio LocTyna
K HUM Ha YPOBHE HECKOSbKUX MEOMLMHCKUX yupeskae-
HUI, obecrneyeHne KOHTPOMS KayecTBa W LIeNIOCTHOCTM
LaHHbIX, WX NPefoCTaBneHWe Af1s NpPoBeAeHUs TUMOBO-
ro n yrnybneHHoro aHammsoB, MEXaHW3Mbl MHTerpaLmum
¢ nabopaTopHoit WHdpopMaLmoHHoi cuctemoit (MC)
LUMTOreHEeTUYECKNX WUCCNEROBaHUA U NPOrpaMMHO-
ro KOMMMekca «YnpaBfieHne KIMHUYECKUMU OaHHbIMM
TFCK> [7]. NMpu MHTerpaumm NepBoMCTOUHUKOM AaHHbIX
o nauueHTte ¢ OMJ1 asngaetca JINC uMTOreHeTUYEeCKUx
WCCMepoBaHUi, roe CopepaTtcs pe3ynbTaTbl nabopa-
TOPHbIX UCCMNENOBaHUN LIMTOrEHETUYECKNX NEPECTPOEK,
Ha OCHOBE KOTOPbIX MOATBEPXKAAETCA AMarHo3 v rpynna
pucka. MpuHUMN peanv3aumm MexaHU3MOoB MHTerpaumm,
OCHOBAHHbI Ha onpefesieHun naumeHTa Mo yHWKanb-
HOMY WOEeHTUMKATOPY B MEAWMLMHCKON WHopMa-

umoHHon cucteme ®IBY «HMUL, OFON um. OMutpus
Porauesa» MuHsgpaBa Poccun, nossonser peanuso-
BaTb ANns naumeHtoB ¢ OMJI, BKIIOYEHHbIX B Hay4yHOe
uccrnenosanne, obmeH paHHbiMM o TICK, nposepeH-
Hon B ®IBY «HMULL OO wum. Omutpus Porauesa»
MwuHsgpasa Poccuu.

Ha pucyHke 3 npuBeneHbl npuMepbl nHTepdienca
NC «YnpaBneHue AaHHbIMU PerucTpaLmMoOHHOrO uccne-
poBaHusa OMJ1 y peTeit» M TMNOBOrO aHanM3a AaHHbIX.
Mpumep nHTepdperica NC noka3biBaeT, Kak npencras-
neHa wHdopMauma o Tepanuu no npoTokony OMI1-
MM-2006, Brniovast faHHble umTopenykumn, LIHC, patbl
Hayasia U OKOHYaHMA MPOTOKOSA SleYEeHNs MauMeHTa M
OLieHKy OTBeTa Ha Tepanuio. B kauecTse npumepa Tvno-
BOI0 aHanu3a faHHbIX rpadonyecky NpencTaBneHbl faH-
Hble 365 naumeHToB ¢ pasbuekon no BapuaHTam OMI1
B FAB-knaccudmkaumm.

Ha AaHHbI MOMEHT Ha OCHOBE MONyYeHHbIX OaH-
HbIX M3 PErncTpaLMoHHOro uccnepoBaHus «llepBunyHas
OMarHoCTVKa OCTPOro MWENOMAHOrO NenKo3a y neTen»
senywmne cneunanuctel HMUL [FOWN um. Omutpus Po-
raueBa MwuH3gpaBa Poccuu paspabotanm u npepno-
UM MEOWLIMHCKMM yupeaeHnsiM Poccun npoTtokon
OMJT1-MRD-2018. B pamMkax OLEHKM pe3ynbTaToB fe-
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PucyHok 4
Mpumep nHTepdpeiica C «YnpaeneHve faHHbiMU uccneposaHus OMITy fetei» ¢ gaHHbIMM NnpoTokona neyexnns OMJT-MRD-2018
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OPrAHU3ALUNA 3LPABOOXPAHEHUA

UEHMs MO HOBOMY MPOTOKOMY Mbl pa3paboTanu HOBbIN
hyHkumoHan B UC «YnpaBneHue paHHbIMU perucrpa-
UMOHHOro uccnepgosaHua OMJ1 y petei» ¢ nompob-
HbIMW AaHHbIMKM MpoTokona Tepanun OMJ1-MRD-2018
(pucyHok 4), BKMioYas [aHHble MepPBUYHON AMArHOCTU-
K1 3aboneBaHus, NPUMEHEHUsT MPOTOKOMA M AeTanbHOM
OLieHKM pe3ynbTaToB JIeUeHus.

OBCYXXIEHUE PE3YJIbTATOB UCCITELOBAHUA

K TekyLlMM TeHOEHUMSAM COBPEMEHHOr0 PasBUTUSA
¥ NpUMEHEHUs MHGOPMALIMOHHbBIX TEXHOOrniA B 0bna-
CTW 3[0PaBOOXPAHEHNS OTHOCATCHA MHCTPYMEHTbI B3au-
MOJENCTBUSA MEXAYHApPOOHbIX accouMaLuii, OCHOBHas
Lieflb KOTOpPbIX — OpraH13aumns U NpoBefeHne HayuyHbIX
nccnenoBaHUi, BHEAPEHVWE W MOBbILIEHME KayecTBa
KIMHWYecKnx pekoMeHpaumii [13]. Mpumepbl nopobHbIX
cneunannsnpoBaHHbix MC, KoTopble ABAAIOTCA MHCTPY-
MeHTOM cbopa v HaKoMMeHUs AaHHbIX OnpefeneHHon
rPynnbl NAUMEHTOB C Lefblo NOCMEeAYIOLWEero ux aHamm-
3a, ABMSOTCA dopaHLy3CKWin HaumoHamnbHbI perucTp
NaLMeHTOB LETCKOr0 BO3pacTa CO 3/10KaYeCTBEHHbIMU
HOBOOBpa3oBaHUAMM 1 BONE3HAMK CUCTEMbI KDOBETBO-
peHus [14], peructp naUMeHTOB CO 3/10KaYECTBEHHbIMY
HOBOOBpa3oBaHMsAMN AMEPUKAHCKOIO OHKOOrMYeCKo-
ro obwectsa 1 HaunoHanbHOrO MHCTUTYTa paka [15],
HeMeLkuii peecTp LETCKMX OHKOMOrMyeckux 3abone-
BaHUM VIHCTUTYTa MeOuUMHCKOM BUOCTaTUCTMKKM, 3nu-
[eMmosniorum u nHdpopMatukm FepManumn [16], Kybu-
CKUIN PeecTp KIMHWYECKUX UCTbiTaHui [17], peecTpbl
KIMHUYECKUX MCMbITaHWin ABcTpanuu un Hosow 3ena-
ouu [18], MHbopMaLMOHHbIA pecypc peecTpa KIWHW-
UECKMX MCMbITaHUA HauMoHanbHOro MHCTUTYTa Mepu-
UMHCKOM cTaTucTUKM MHamm [19], peecTp KNMHUUECKUX
uccnenosanuit Eeponeiickoro cotsa [20], cetb nep-
BMYHON PerncTpaunm KIMHUYECKMX UCCIER0BaHWN Ha
Bese MeanumMHCKON accoumaumMn U MHCPOPMALIMOHHOMO
ueHTpa dpapMakonorun AnoHum [21] u gp. OcHosHas
0COBEHHOCTb 3TUX NMPOEKTOB — OpraHn3aumus CTPYKTY-
pbl AaHHbIX MHAPOPMALIMOHHON CUCTeMbI, pa3paboTaH-
Has C YYeTOM Lienei 1 3agay 0bnacTv HayyHoro uccne-
L0BaHWSA, U MEXaHW3Mbl peanu3auymn 0OCTyNa K AaHHbLIM
M MIHCTPYMEHTaM WX aHanusa.

PaspaboTaHHble HaMW KoHLUenTyafbHas Mofenb
CTPYKTYpPbI AaHHbIX U NC «YnpaBneHue KiAMHWYeCKu-
MW [LlaHHbIMWU PerucTpaumnoHHoro uccnenosanuns OMJ1
y feTei» COOTBETCTBYIOT 3afayaM WCCMeAoBaHWA W
TeHLeHUMAM pa3paboTkun MHCTPYMeHTOB cbopa 1 Hako-
MAEHNA JaHHbIX HAYYHbIX U MPUKNAAHbIX UCCMER0BaHNUN
B 30paBooxpaHeHun. VIC «YnpaBneHve KIMHUYECKUMU
OaHHbIMW perncTpaumoHHoro nccneposanna OMIy ne-
Tel» co3faHa C NpUMeHeHNEeM COBPEMEHHbIX TEXHOS0-
rmMin Ha nnatdpopme paspaboTku Ruby on Rails, uTo cy-
LLIECTBEHHO BNUAET Ha TMBKOCTb BHEAPEHNSA N3MEHEHUN
B OCHOBHOM yHKUMOHan. [lpeanosxeHHas MoAenb

opraHu3auum JocTyna K MeOULMHCKUM [aHHbIM na-
LIMEHTOB HECKONbKMUX YUPENKOAEHUN 3[0paBOOXpaHeHus
COOTBETCTBYET 3aKOHOAATeflbHbIM TpeboBaHMAM K
obecneuveHuntio MHOpMaLIMOHHOW BesonacHocTu nep-
COHasIbHbIX U MEOULMHCKMX [aHHbIX Ha TeppuTopum
Poccuiickoin ®epepaunu [7].

3AKITIOYEHME

lMpuBeneHHble B CTaTbe pesynbTaTbl pa3paboTku u
BHeaopeHnusa WC «YnpaBneHue KAMHUYECKUMU [aHHbI-
MW peructpaumoHHoro uccriepoBaHus OMIT y peten»
No3BONAIOT peLlaTh 3afayn uccnenoBaHus «lepeuyHas
OMarHoCTWKa OCTPOro MMENOMAHOrO MerKo3a y peTen»
n npotokona OMJ1-MRD-2018 no cbopy 1 HakonmneHuio
LaHHbIX C MOCMEeNyIOLLMM NPUMEHEHUEM UHCTPYMEHTOB
ux anamusa. CchopmynupoBaHbl TpeboBaHuA K peanu-
3aLMmM 0CHOBHOrO pyHKumoHana MIC «YnpaBneHue paH-
HbIMW PErUCTPaLMOHHOMO nccnenosanus OMJTy netei»,
BKJII0Yas MEeXaHW3Mbl MHTEerpaumu c Opyrvmu nHAop-
MaLMOHHbIMWU  CUCTEMaMW, MNPEACTaBfieHbl OCHOBHbIE
Mopenu paboTbl C AaHHbIMW MALMEHTOB U OpraHM3aLmm
OOCTYNa K HWM Ha YPOBHE HECKONbKUX MEAMLIMHCKUX
yupexkaeHuin. Cpeon OCHOBHbIX MEPCMEKTUB Pa3BUTUS
MHCOOPMaLIMOHHOM CUCTEMBbI — MPUMEHEHUE ee B Kaye-
CTBE MWHCTPYMEHTa OMTUMM3aLMN MHCPOPMAaLIMOHHbBIX
MOTOKOB [laHHbIX OpPraH13auun UCCNeaoBaHnsa 1 nonyye-
HUSA OLLEHKW pe3ynbTaToB BHEAPEHUS HOBOrO NMPOTOKONA
OMJ1-MRD-2018.

MCTOYHUK ®UHAHCUPOBAHUSA
He ykasaH.

KOH®JIUKT UHTEPECOB
ABTOpbl CTaTbW MOATBEPOMAM OTCYTCTBME KOHCDIIMKTA WHTEpecos,
0 KOTOPOM HeobxoanMo COOBLLUUTD.
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