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Pesonioumnsa CoBeta aKcnepToB, NOCBALLEHHOr0 BONPOCam
ANArHOCTUKU U NieyeHua muenonponucgepaTtuBHbIX
HOBOOOpa30BaHUiA, CYLLECTBYIOLMM CTAHAAPTaM

U BO3MOXXHOCTU UX peanusauuu B YCNOBUAX peanbHOU
KNMHUYECKOM NPaKTUKM B Poccum

16 oxTa6ps 2021 1.

Hecmomps na onpedeaennsie ycnexu 6 duaznocmuke u mepanuu mueionposugepamughstx nogooopasosanuil (MIIH),
6 Hacmosiujee epems 045 2emamoa0208 Poccuu ocmartomces ne pewennvimu Kpumusecku eadxchvle 04: opeanusauuu ggex-
mueHoli u éceoboematoujell MeOUUUHCKOU NOMOWU BONPOChL (Pecucmpayus u y4em nayueHnos 6 pecuonax, 00CmynHocms

ouazHocmu4ecKux mMemoooe u mepaneemu4eCcKux omguli).

s 06cyxncoenus axmyaasHuix 6onpocog snudemuonozuu, ouaznocrmuru u aeverus MITH ¢ Poccuu 16 oxkmsaopsa 2021 e.
obL1 npoeeden Cogem 3Kcnepmog 0431 AHAAU3A CUMYAUUN U POPMUPOGAHUSA PEKOMEHOAUUIL IO CAeOYVIOUWUM BONPOCAM:
® cocmosinue yuema nauuenmos ¢ MIIH, pecucmpot nayuenmos;

® cocmosnue ouaznocmurxu MITH ¢ Poccuu;

® DO.1b NAUUEHMCKUX 0P2AHU3AUUI 6 PeuleHUuU AOMUHUCMPAMUBHBIX 60nPocos boabHblx ¢ MIIH;
® nymu onmuMu3ayuu u nogvlulenue 00CMynHOCIU mepanuu pyKcoiumunuoom das 6oavnoix ¢ MITH.

3NMAEeMUONOrnA 1 yueT 60NbHbIX

¢ muenonponudepaTMBHbIMU

HoBoo6pa3oBaHuamu B Poccum. OueHka

3NUAEMUONOTMYECKUX NOKa3aTesen

KimmHanaeckue ucciienoBaHNs He TIO3BOJISTIOT B TTOJTHOM
Mepe oleHUTh anuaeMmuosioruio MITH no psany npuyuH,
BKJIIOYAsT HEPEIIPE3eHTAaTUBHOCTh BHIOOPOK BCIIEICTBHUE
MCIIOJIb30BaHUSI 3KECTKUX KPUTEPHEB OTOOPA 1 BEIOBIBAHUS
nauueHToB [1, 2]. HecMmoTps Ha psim HegoCcTaTKOB coopa
MAaHHBIX 13 peabHOM KIMHUYECKON MPaKTUKU (TeTepo-
TeHHOCTD ITOMYJISIIWI M JaHHBIX, TOTePSIHHBIC JaHHBIC
U OTCYTCTBHUE CTPOIUX METOAOJOTHMIECCKUX ITOIXOIOB),
IMOOO00HBIE MCCIICTOBAHMS TTO3BOJISIIOT MOJYYUTh HHMOP-
MAIIHIO O PeaTbHOM CTPYKTYPE M OCOOCHHOCTSIX IOITYJISI-
muu nauenToB ¢ MITH [3, 4]. Ha cerogHsimHmii 1eHb
B Poccum oTCyTCTBYIOT KaueCTBEHHBIE OTKPBITHIE MCTOT-
HUKU JaHHBIX 00 STHUIEMHOJIOTTICCKON CUTYyalluN B OT-
HomeHuu Ph-HeratuBHbix MITH.

BompmmHcTBO yuacTHIKOB COBeTa 3KCIIEPTOB OTME-
TUJIUA, YTO METOI0JIOTMYECKHU ITPOPA0OTaHHbBIN y4eT 00JIb-
Hbix ¢ MITH B Hacrosiiiee BpeMst orcyTcTByeT. [1pu aTom

HCIIOJIb3yeMBbIe Ha TOCYIapCTBEHHOM YPOBHE SIUIAEMHO-
JIOTUYIECKIE MHCTPYMEHTHI (CTaTUCTUIEeCKIE (hOPMBI M OH-
KOJIOTMYIECKMIT PETUCTP) HE ITO3BOJISIIOT BBITIOJHSTD afeK-
BaTHy1o peructpauuto ciayyaes MITH. Takum o6paszom,
MPOUCXOAUT UCKAXKEHNE CTaTUCTUYECKUX JaHHbIX 110 MITH.
Psan cmenmanucToB IIPOBOMSIT PETHCTPALIMIO CIydaeB
Ph-neratuBubsix MITH no koxy MexkayHapomHOM Kiiac-
cuukanuu 6ose3Heit 10-ro nepecmorpa (MKb-10) C92.7
(mpyroit MUEIOMIHBIN JIEUKO3) ¢ YKa3aHNEM HO30JIOTH-
YeCcKOro BapraHTa.

NepcnekTuBbI pa3paboTku perucrpa

muenonponndepaTMBHbIX HOBOOOpPa3oBaHMUM

B psine rematosiornuyeckux ueHTpoB Poccuu BeayTcs
JIoOKaibHbIe perucTphl nanueHToB ¢ MITH. B To Xe Bpems
OOJIBIITMHCTBO CIELINAICTOB OTMETIUIM, YTO TSI BEACHMS
Ka4eCTBEHHOT'O PErucTpa HeOOXOMMMO JOIOHUTEILHOE
KaJIpoBOe 00eCIIeUeHIe reMaTOJIOTMUECKIX CITy>K0. OmHIM
U3 Haubosee MpopabOTaHHBIX K HACTOSIIEMY MOMEHTY
saBisiercs: peructp MITH MockoBCcKOro ropojickoro re-
MaToJioruuyeckoro HeHTpa. Pabora perucrpa ocHoBaHa
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Ha COOCTBEHHOM IIPOrpaMMHOM 00eCIeYeHUU, TeXHUYEeC-
KY10 MOAAEPXKKY KOTOPOTO OCYILIECTBJSIOT CIIELIMATUCThI
10 MPOrPAMMUPOBAHUIO, & BBOJ TaHHBIX MPOU3BOAUT 00-
YYCHHbBIA CpeIHUIA MEAULIMHCKUM NEePCOHAN 104 KOHT-
poJieM Bpaua-remaroJjora. [Ipu aTom pyHKIIMOHAI peru-
CTpa IO3BOJISIET BBIMOJHSATH aBTOMATU3UPOBAHHYIO
cTpatuduKanuio prucka y 6onsHoro ¢ MITH.

B OynyliiieM MICTOUHMKOM JaHHBIX 00 3TTUAEMUOJIOTUMN
MIIH B Hauieit cTpaHe OOJKEH CTaTh TOCYdapCTBEHHBIM
pPerucTp, 3amyck KOTOpOoro TpedyeT pa3paboTKU 3aKOHO-
JaTeJibHOM 0a3bl U BblaeaeHus ¢uHaHcupoBaHusi. Hecmo-
Tpsl Ha TaKue HEJOCTaTKU KIMHUYECKUX PETUCTPOB,
Kak cJlydau HEIMOJHOM OTYETHOCTU, perucTpalus 3aboJe-
BaHUM 6€3 MOJIHOLEHHOIO MOATBEPXKAEHUST U OTHOCUTEb-
HO HEOOJIbIINE TEMITbI BKIIOUEHHUS B PETUCTPBI MOXUIBIX
MaluuEeHTOB, JUIIb SMUAEMUOJOTMYECKUE PETUCTPHI TO-
3BOJISIIOT B MOJIHOM MEPE OLIEHUTh 3a00JIEBAEMOCTb U pac-
npoctpaHeHHocTs MITH.

ITo MHEHMIO BKCIIepTOB, obecIieueHrue BeneHus (e-
JIEpAJIbHOTO PErMcTpa HEOOXOAMMO 3a CUET TOCyIapCTBa.
Peructp, mo MHEHHIO 3KCMEPTOB, JOJKEH UMETD €KETHEB-
HYIO ITPAKTUYECKYIO LIEHHOCTh IS KITMHULIMCTOB, HAIPpH-
Mep IMPEAOCTABIIATh JAHHbIE JIJIs1 ONpeAeIeHUs] MOTPEOHO-
CTY B AMAarHOCTUYECKUX MAHUITYJISILIMSIX U JIEKAPCTBEHHOM
obecrneyeHuu.

Takum 06pa3oM, onpeniesieHbl OCHOBHbIE TEKYIIUE Mpo-
0.1emMbI naemMuoJornyeckoro yusera MITH:

* OTCYTCTBHUE LIECHTPAJIM30BAaHHOIO HALIMOHAJIBHOTO pe-
TUCTPA;

* CYLUECTBYIOLLIME MHCTPYMEHTBI CTATUCTAYECKOTO Y4e-
Ta HE OTBEYAIOT MPAKTUYECKUM MOTPEOHOCTSIM;

* OTCYTCTBME B permoHax Poccuu nmporpaMmmHoro obec-
MeYeHus1, HEOOXOAUMOTO 151 BEIEHUST PETUCTPA;

* OTCYTCTBHE IOJDKHOTO (DPMHAHCUPOBAHUS IJIST BEICHUS
KPYIHOTO PEeTUCTpa;

* HEIOCTAaTOK KaJApOBOIrO 00ECIEUECHMSI.
bbln npemsioxxeH psii peleHuit, KOTOpble MOTYT TO-

3BOJIUTH YJIy4IIUTh OLIEHKY anuaemuonoruu MITH B Poc-
CUU:

* pa3paboTKa HOpMATUBHOU 0a3bl AJ1s1 SIIUAESMUOJIOTH -
yeckoro yyeta MITH;

*+ co3manue ¢eaepanpHoro perucrpa MITH ¢ rocymap-
CTBEHHBIM (PMHAHCHUPOBAHUEM;

* YYET MPaKTUYECKON 3HAUMMOCTU pEerucTpa s mia-
HUPOBaHUSI pabOTbI FeMAaTOJOTMYECKUX CIIYKO, B TOM
YUCJAE B OTHOLIEHWM OOECIeYeHMs TUArHOCTUKOM
U JIEKAPCTBEHHBIMU CPEACTBAMU;

* TaM, rjae Bo3MOXHO, Bectu peructp MIIH ¢ ucnob-
30BaHMEM CYILIECTBYIOIIEH 6a3bl 2JIEKTPOHHBIX UCTO-
puii 6osie3Hu. [1pu 3TOM OLIeHUBATH ITOJHOTY CBefe-
HUi B 6a3e JaHHBIX.

lvarHoctuka muenonpoaundepaTtuBHbix
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CyliecTBeHHYI0 TPOOJIEMY MPENCTABIISIET HEKOPPEKT-
Has nuardHoctuka MITH. ITo mHeHmIo skcrepToB, B 30—
40 % cnyyaeB MITH nmuarHo3 yctaHaBIMBaeTCsl HE B CO-

OTBETCTBUU C KpUTepUsIMHU BceMupHOil opraHuU3anum
snpaBooxpanenus (2016) [3—7].

B coorBercTBUM ¢ MKB-10 nst komuposanus MITH
B Poccum HeoOxomnmo ucrionb3oBanme KogoB MKB D45,
D47.3, D47.4 |6, 7]. IIpu stoM yuyer MITH HeoGxonnmo
MIPOBOAUTH C NMPUMEHEHHEM OHKOJOTMYECKUX KOIOB,
yTo Tpebyet nepexona Ha MKb-11.

JelicTByIOIIEe KPUTEPUU ITIOCTAHOBKY IMAarHO3a Iep-
BUYHOTO MHuesopuoposza (IIM®P), UCTMHHOI OIUIINTE-
vy (MI1) u sccenmmanbHoi TpoMoormreMun (37T) BKITto-
4aloT 00s13aTeIPHOE ITATOMOPGMOIOTMIECKOE UCCIICTOBAHE
KOCTHOT'O MO3Ta 1 OIpeeicHe HATMIUS MyTaLIK B TeHAX
JAK2, MPL v CFLR. Tax, orpenenieHyie MyTallu B 9K30He 14
unu 12 rena JAK2V16F siBnsieTcst omHUM U3 3 00s13aTe b~
HBIX KpuTepueB auarHo3a WUI1, omHuM n3 4 00s13aTeTbHBIX
KpuTepueB nuartHosza DT u ogHUM U3 3 00sI3aTebHBIX
KpurtepueB nuardo3a [IM® kak Ha rpedubpo3HOIi cTa-
I, TaK U IPY HaIm4uu ¢puodpo3a [8].

HeobxomuMo yauTeiBaTh, 9T0 ¢ 2022 I. KTMHIYECKUE
peKoMeHaaluu, yreepxkaeHHble MunsapaBoMm Poccuu,
MIPUOOPETAIOT CTAaTYyC OCHOBOIIOJIATAIOIIEI0 TOKyMEHTa
B BOIIPOCAaxX OPraHU3allu MEIUILIMHCKOU MTOMOIIN Hace-
JICHUIO IO KOHKPETHOM HO30JI0TUM Y CTAHOBSITCST 00513a-
TEJIbHBIMU [JISI UCTIOJTHCHMUSI.

llocTynHOCTb AUArHOCTUKM

DKCIEePThI paCCMOTPEIN pe3yIbTaThl OIIpoca, Ipo-
BeeHHOro B 23 reMaToJIOTMYeCKUX lLieHTpax Poccun.
B 30 % 11eHTpOB M0 psILy TEXHUYECKUX I SKOHOMUYEC-
KMUX TMIPUYMH HEAOCTYNHA TpenaHoouorcus. [ucroxumu-
YeCcKOoe MCCIeI0BaHNEe KOCTHOTO MO3Ta B IE/ISIX OIICHKHU
BBIPAXKEHHOCTH PETUKYJIMHOBOTO (DMOPO3a BBIIOJHSIIOT
JIVIITH B TIOJIOBMHE 1IeHTPOB. I1pr 3TOM 0KOJI0 TpeTH LIEHTPOB
COOOLIMJIN, YTO ISl TPOBEAEHMSI TPEMAaHOOUOIICUX HEOOD-
XOAMMO JOTOJIHUTEIbHOE 0O0yYeHKE CIIEMaIUCTOB. Takoke
MHOTHE 3KCITePThI YKa3aI1 Ha HEIOCTaTOYHYIO KBaTU (b1~
KaIIMIo ITaTOMOPdOJIOTOB JTOKAJIBHBIX JTA00PaTOPHIA.

MuHuMabHbII 00bEM MOJIEKYJISIPHO-TEHETUUECKOTO
TecTUpoBaHM (onpenesaeHre MyTaunii B reHax JAK2, CALR,
MPL) BoimonHstoT uiiib B 20 % 1IeHTPOB, a TOTIOTHUTE b~
HBIE MCCIeIOBaHUS (HaIIpuMep, OIpeleieHue MyTalluu
BreHax DNMT3A, IDH1/2, ASXL 1w EZH?2) — TOJIBKO B 011~
HOM LICHTpe, IIPUHSBIIEM yIacTue B oripoce [§—10]. Mo-
JISKYJIIPHYIO TMAarHOCTUKY B Poccum B HacTosIee BpeMs
BBIMOJIHSIOT Ha 0a3e YaCTHBIX JIaAbopaTOpuid, APYTUX Me-
IUIIMHCKUX OpraHM3aluii B peruoHe WIM Ha 0ase deme-
panbHBIX IIeHTPOB. [IpoBeaeHNe MUTOTeHETUYECKOTO UC-
CJIeIOBaHMSI KOCTHOTO MO3Ta BO3MOXHO TOJIBKO B TPETH
OINpPOLIEHHBIX LIEHTPOB. TakuMm 06pa3zom, OOJLIIMHCTBO
VUpEKIeHUH TaKKe UCTIOB3YIOT IJIS 3TOTO JUATHOCTUYIEC-
KOT'0 METOJIA PECYPChI APYTUX MEMTUIIMHCKIIX OPraHM3alIiiA.

Hecmotps Ha To uto ¢ 2020 . Ha peaepaaIbHOM YPOB-
HE B CUCTEME 00513aTEIBHOTO METULIMHCKOTO CTPAXOBAHUS
(OMC) npenycMOTpEeHBI OTIEIbHBIC TApU(BI B THEBHOM
cTallMOHape Ha MPOBEICHNIE MOJICKYISIPHO-TEHETUIECKIX
HCCIIeIOBAHUI IJI BepU(UKAIIMN OHKOJIOTMYECKOTO -
arHo3a, BO MHOTMX PErMOHaX MO-TIpeXXHEMY He HaJaXeHa
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IMATHOCTHKA II0 IIPUYMHE OTCYTCTBUSI COOCTBEHHBIX JIa-
0OpaTOPHBIX MOIITHOCTEH, OTBEYAIOIINX COBPEMEHHBIM
TpeOOBaHMUSIM K OCHAIIICHUIO, WJIM U3-3a OTCYTCTBUS BO3-
MOXXHOCTH 3aIIOJTHUTh MOIITHOCTH CYIIIECTBYIOIINX J1a00-
paTopuii, YTO CTABUT BOIIPOC 00 OKyImaeMocTu. OpraHu-
3alMsI J1Ta0OPaTOPHBIX MOIIHOCTEH OCIOXHSETCSI TaKXKe
HU3KON MOTUBALIMEN PETUOHAIBHBIX CIIELIUATIUCTOB B BO-
IIpOCe OpraHM3aIMK JJa0OPATOPHBIX MCCIeIOBaHUIM (Tpe-
OyeT GONBLIMX BPEMEHHBIX 3aTpaT Ha COIIacoBaHME Ha
BCEX YPOBHSIX), a TAKKe ACUILINTOM CIICLIMATN3UPOBAH-
HBIX KaApoB (HaIlpuMep, Bpauek-I1aToJI0T0aHaTOMOB).

CylecTBeHHYIO TTpo0IeMy U1l BKITIOYEHMS B TApUDBI
OMC MOJIeKyIIPHO-TEHETUYECKOTO U IINTOTEHETUYECKO-
T0 TECTUPOBAHUS TIPEACTABISACT COO0I OTCYTCTBUE 3ape-
TUCTPUPOBAHHBIX Ha TeppuTopuu Poccuu TecT-cucrem
IJIST psida UCCIIeIOBAaHUM (B YaCTHOCTHU, CUCTEMBI TECTH -
poBaHus Hamuus mytauun FLT3+ u np.). Psin skcniepros
yKa3aJIM Ha TO, YTO OLIEHKA TOTIOHUATETFHBIX MyTAIII TOJIK-
Ha OBITH BO3JIOXKEHA Ha peepeHCHBIC IIEHTPHI, ITOCKOJIBKY
Ha JIOKaJIbHOM YPOBHE MOTPEOHOCTD B TAKMX MCCIICAOBAHM-
SIX CYIIIECTBEHHO HIKE TIOpOra PeHTa0eIbHOCTH.

Bo MHOrmx 1meHTpax MOJEKYISIPHO-TeHETUUIECKYIO
IWATHOCTHKY ITOIIEePKMBAIOT CTIOHCOPCKIUE IIPOTPaMMBI,
OITHAKO 3KCIIePTHI OTMETIJIM, YTO OTIIpaBKa O1MioMaTepu-
aJIoB CBsI3aHa ¢ OOJILIIUM O00BEMOM JOKYMEHTOOOOpOTa
IIJIST Bpaya, a IMoJIepkKKa CIIOHCOPOB IIPOI0JIKACTCS B Te-
YeHME OIPaHNMYECHHOTO IIEPHOIa BpEMECHU.

OIIBIT 3KCITEPTOB MOKA3BIBACT, UTO IIJIS PSIIA PETHOHOB
npob6aembl guarHoctuku MITH otHocsITcs K Borpocam
opraHu3annu 3apaBooxpaHeHus. [1o 3Toi mpuInHE KC-
MePTHl OTMETWJIM, 9TO IJIS PACIIMPEHUS] BO3MOXHOCTEH
JNMarTHOCTUKM B peruoHax HeoOxoauma pa3paboTKa ajaro-
pUTMa OpraHM3alMy JUarHOCTUYECKOM CITy>KObI, KOTOPbIi1
MO3BOJIUT BHeApUTHh nuarHoctuky MIIH B peruose B cu-
cremy OMC.

Takum 00pa3oM, K OCHOBHBIM IPO0JIeMaM THATHOCTHKHI
MIIH B Poccun 3kcnepThl OTHECIH:

* OTCYTCTBME B psijie IIEHTPOB BO3MOXHOCTE IS BBI-
ITOJTHEHUSI TPETIaHOOMOIICHU Y,

* HEJIOCTATOYHBIN YPOBEHDb KBaIU(PUKAIIMN TAaTOMOP-

¢0oJ1010B;

tapudbsr OMC He MOKPBIBAIOT CTOUMOCTh HEOOXOIM -
MBIX MOJICKYJISIPHO-TEHETUYECKMX U IIUTOTCHETUIEC-
KHX UCCJIEIOBAaHUI;

* Majiple 00beMbl OMC Ha JOCTYIHbBIE JMATHOCTUYEC-
KH€ UCCIICAOBAHMS,

* OTCYTCTBHE IIPOrpaMMBbI BKIIIOUEHMST MCCIICIOBAHMI
B (demepaibHyI0 M TePPUTOPUAJIBHBIC ITPOrPAMMBI
TrOCyIapCTBEHHBIX TAPAHTHI paCIIMPEHUS TOKPHITUS
nuardHoctuky B paMkax OMC, a UMEeHHO BKITIOYEHUST
B Tapudsl OMC uccienoBaHus Ha HaJU4Ue CITCIU-
¢duyeckre MyTaluii, BAUSIOMMNX Ha IIPOrHO3 pa3BU-
Tus 3a001€BaHUS;

* OTCYTCTBME Y/WJIN CJIOXHOCTHU C PETUCTpAIIHCii CITe-
IMOUIECKNX TECT-CUCTEM Ha OIIpeieIeHe MyTallyii.
DKCHepTHI MPEITOXIUINA CISAYIONINE IIary ISl pelie-

HU Tpo6sieM nuarHoctuku MITH:

* OopraHM3amus «KPYIJbIX CTOJIOB» U MacTep-KIacCOB
C IIPUBJICYCHUEM OPraHU3aTOPOB TeMAaTOJIOTHYECKIX
CIIy>K0 PeTMOHOB JIjIs1 00yueHus padote B cucteMe OMC
1, B YACTHOCTH, OCOOCHHOCTSIM MPUMEHEHHST TUATHO-
CTUYECKUX KIMHUKO-cTaTucTidecKux rpymd (KCT);
OpraHM3aLMS IIKOJI IS TAaTOMOPCGOJIOrOB C BOBJICYCHH-
€M BeIyLIMX CIIeUaanucToB 1o quarHoctruke MITH.

JleyeHne muenonponugepaTtMBHbIx
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B pamkax HallMOHAIBHOTO MccaenoBaHus «KadyecTBo
xun3HU naumeHToB ¢ MIIH m oTHolleHuMe manmeHTOB
U Bpauel K mpobjieMaM 3a00jieBaHus U Ae4eHUs» B 1-i1 11~
HUU Tepanuy ruapoKcuKapoamu moaydanu 55,2 % 60ib-
Hbix [IM®, 55,7 % nauumenToB ¢ DT u 68,4 % naimeHTOB
¢ UI1, repamuto pykcomutuanoom — 31 % GonbHbx [TMO.
I1pu 3TOM 3KCHEPTHI OTMETUIIN, UTO peajibHasi 10151 00JIb-
HBIX, 00CCIICYCHHBIX PYKCOJUTUHUOOM, CYIICCTBEHHO
Heke. [1pu 3ToM B 6oibIIMHCTBE ciiy4aeB (81 %) remaro-
JIOTY OBLIN TTOTHOCTBIO MUTH B 1I€JIOM YIOBJICTBOPEHBI 3(P-
dexToM ot ucronn3yemoit repanuu MITH [11]. Tem He Me-
Hee HeIOoCTaTOYHOoe obecrnedyeHue PYKCOIUTUHUOOM
OCTaeTCsl HACYLLHOM IpobJieMoii 1151 OOJbIIMHCTBA LIEH-
TpoB Poccun.

B xome CoBera 3KCIIEpTOB CIIEIIMAIMCTHI YKa3aIn
Ha CYILIECTBEHHOE PACXOXICHUE PEAIbHOU KIIMHUYECKOM
MMPAaKTUKH C aJITOPUTMAMU TePaIiM, IIPEACTaBICHHBIMU
B KIIMHNYECKNX peKoMeHmanusx. Cpeny HyKIaroIIuXCs
B PYKCOJIMTUHMOE OOJIbHBIX Teparueil ooecredeHnl He 00-
nee 23 % mauuentos ¢ [IM® u 13 % nmauuenros ¢ UII.
C MoMeHTa Ha3HaYeHUs Tepanuu 10 (GaKTUIEeCKOro Ha-
yaja JICYeHUsI OOBITYHO ITPOXOIMUT OKOJIO 3 MeC, OTHAKO
CPOK TIOJTyYeHMS TIperapaTa MOXeT JoCcTurath 9—11 mec.
Jpyroii ipobJiemMoii Tepanuy pyKCOJIUTUHUOOM SIBIISIETCS
IMO3IHEE ero Ha3HauYeHME UIS TAlIMEHTOB C IIPOABUHYTHI-
MU cTagusiMu 3a00JieBaHMsL. [1pu 3 TOM paHHEee Ha3HAYEHUE
3 HEKTUBHOM TEpaIIMU CIIOCOOCTBYET JOCTVKEHUIO JTyY-
IIMX Pe3yJbTaToB JiedeHud [12—14].

JlexapcTtBeHHOe obecrnieyeHre 6onbHbBIX ¢ MITH ocy-
ILIECTBJISIETCS] TPEUMYLLIECTBEHHO 32 CUET OI0IKETOB CyOb-
extoB Poccuiickoit Denepariyii, HeCMOTpPsT Ha MX OpaHHBII
CTaTyC M HEOOXOMMMOCTb IIeJIEBOTO (LIEHTPAIU30BAHHOIO)
obecrnieyeHus1 TaKMX NalueHToB. BenencrBue geduinnra
OIO/I’KETOB PErMOHOB, a TakxkKe HU3Koro npuopurera MITH
cpeay PeruoHANIbHONM agMUHUCTPALMU (10 CPaBHEHUIO
¢ 6os1ee pacrpocTpaHEHHBIMU 3a00/IeBaHUSIMU, BKJTIOYast
CepAeYHO-COCYIUCThIe 3a00eBaHUsI, cCaxapHbIid nuabdeT
u ap.) ¢uHaHncupoBanue Tepanun MITH ocraercs Hemo-
CTaTOYHBIM, UTO BEIET K CIOXHOCTIM B JICKaPCTBEHHOM
00eCIIeYeHNH: HeMOCTYITHOCTH MHHOBAIIMOHHOM TapreT-
HOW Teparuu [T JaHHOM TPYIIIIbI MALMEHTOB, 3aJICPXKKE
U nepepbiBaM B 3aKynike v np. B pesyasrate MITH xapak-
TepPU3yeTCs BEICOKOM JIETAIbHOCTBIO, YTO BHOCUT OTPUIIA-
TeJIBHBIN BKJIA/ B ITOKa3aTeI CMEPTHOCTH PETHUOHOB. Tak,
CpeIHSIS MPOJOKUTEIbHOCTD KU3HU nanuenTa ¢ [IM®
cocrasiseT 5,7 roga. Ot 10 1o 30 % naiyeHToB MOrnodarT
B pe3yibrare TpaHcdopmaryiv [IM@ B ocTphlit MAETONITHBIN
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Jeiiko3, 50 % — oT OCJI0KHEHMIA, CBSI3aHHBIX € 3a00J1eBa-
HUeM (TTIOPTaJIbHOM TMITEPTEH3MU, KPOBOTEUEHMI, MH(pEK-
LKA, TPOMOO030B, ITporpeccupoBanus), u 20 % — OT Apyrux
MIPUYMH (HaIIpUMeEpP, OCIOXHEHHUH, CBSI3aHHBIX C TPaHC-
IJIaHTalMei KOCTHOro Mo3ra) [3, 9, 15].

Kak oTMeTHIM HEeKOTOphIe CICIUANCTBI, pEeIIeHUE
po0baeMBbl HegocTaTKa (prHaHCcupoBaHud JeyeHus MITH
BO3MOXKHO ITyTeM [EHTPaIN3all1 JICKapCTBEHHOTO 00ecIie-
YEHUSI 3TOU TPYIIIBI AIIMEHTOB M, COOTBETCTBEHHO, BKITIO-
YEHMSI JAaHHOM TpyIbl 3a001€BaHUI B IEpeYeHb BbICOKO-
3arpatHbeIX Hozosnoruii (B3H) mporpammer «14 B3H».

Kpowme aToro, ¢ 2021 1. mpu omiate MEAUIIMHCKON
nomomu B cerMmeHTe OMC 110 mpopuiiio «OHKOIOTUSI»
K «3J10KaueCTBEHHBIM 3a00J1eBaHUSIM TUMQOMTHOMN 1 KPO-
BETBOPHOI TKaHE» KPOME reMaTOJIOTMYECKIX TUArHO30B
¢ kogamu MKB-10 «C» Takke ObLTM OTHECEHBI TUArHO3HI
¢ xogamu MKB D45—-D47, B Tom uncie [IM® u UII.
Takum obpa3om, gaHHbIe 3a007eBaHUs IIPU3HAHBI 3]10-
KAQ4ECTBEHHBIMU, T. €. TIATOJIOTUEN C BBICOKOM JIETAIbHO-
CTbIO, TPeOyIOlleil Ha3HAaUYeHUSI AOPOTrOCTOSIILEe IPOTU-
BOOIIYXOJIEBOM TapreTHOM T€pamnuu, 3aTpaThl HA KOTOPYIO
MOTYT Bo3MemaTthed dyepe3 kKaHaa OMC no npoduiio
«OHKOJIOTHSI».

C 2021 ©. ans Tepanuy MalveHTOB JEKAPCTBEHHBIMU
ImperapaTaMyd aHaTOMO-TepPaleBTUYECKO-XUMNIECKOM
(ATX) xraccuduxkanuy rpynisl «L» (pyKCOMUTUHUO OT-
Hocurest K ATX LO1XE) Beinenens! cnieranbHble KCI ¢ co-
OTBETCTBYIOIINM KJIACCU(DUKALIMOHHBIM KPUTEPHIEM, a YaCTh
JIOPOTOCTOSIILIMX MPENapaToB ¢ KOIOM «L» BblI€IEHbI B TaK
Ha3bIBaeMbIii iepedeHb «22 MHH». OmHako mpemnapat pyk-
COJIMTMHMO B YKa3aHHBIN IepeueHb HE BOIIICI.

HexkoTtopbie crieimaanucTbl OTMETHIIM, 9YTO B CUCTEME
KCTI' oHM MCHONB3YIOT IJIsI TTOKPBITUS Tepaltuu KOIbI
ds19.067, ds19.068, ds19.069, ds19.070 mis mHeBHOTO CcTa-
nuoHapa i st19.094, st19.095, st19.096 mist KpyriiocyTou-
HOTO CTalMoHapa (3JI0Ka4eCTBEHHbIE HOBOOOPa30BaHUS
JIMM(MOUTHON M KPOBETBOPHOI TKaHEH, JiIeKapCTBEHHAs
Teparus, B3pocibie, ypoBeHb 3). [Ipn aTOM cTOMMOCTD
OIHOTO ciyyasi B paMKax ykKa3aHHbIX KogoB KCI Bapbu-
pyeT MeX1y perOHaMU U COCTaBIsIeT oT 6 10 80 ThIC. pyo.,
YTO HE 00ECIeYMBACT TOCTATOYHOTO (DMHAHCUPOBAHMS
IIJIST TIOKPBITUS TAPTETHOM TepaIiiu.

ITo MHEHUIO 3KCIIEPTOB, BaXKHBIM aCTICKTOM SIBJISICTCS
pelieHue Borpoca 00 yBemmdeHnr ¢rHancupoBanust MITH
B KaHajie OMC, B YaCTHOCTM pacHIUpEeHUE CXeM Teparuu
3JI0Ka4eCTBEHHBIX HOBOOOPa30BaHM1 TUMGMOUIHOM 1 KPO-
BETBOPHOI TKaHEH 3a CYeT MHHOBAIIMOHHBIX TapTeTHHIX
IPenaparoB C COOTBETCTBYIOLLIMM YPOBHEM BO3MELLIEHNUS.

[IpencraBuTe M MaIMEHTCKOM OpraHU3aIl OTMETH -
JIM, 9YTO TOTOBHI OKAa3bIBaTh CYIICCTBEHHYIO ITOIICPXKKY
BpayaM M OpraHM3aTopaM 3IpaBOOXpaHECHUS B pabore
10 COBEPIIICHCTBOBAHMIO JIEKAPCTBEHHOI'O O0ECIIEUeHNS,
B TOM YHCJIE TIPY IIPSIMBIX KOMMYHMKAIIUSIX Ha (pemepaitb-
HOM M pETMOHAJIbHOM YPOBHSIX.

Takum oOpa3oM, B HacTosiiee BpeMs JeKapCTBEHHOe
ooecneyenne nanuentos ¢ MITH B Poccuu crankusaercs
€O CJIeIYIOIIAMH CJIOKHOCTSMH:

* HEIOCTAaTOYHOE IIeJIeBOe (PMHAHCUPOBAHUE METUIIMHC-
KO TTOMOIIIY, B YACTHOCTH JICKAPCTBEHHOTO 00ecTIe-
yeHwus, 111 naiueHToB ¢ MITH;

« orcyrctBue MITH B crimcke denepaibHOM ITporpam-
MBI ITOIEPXKKY TePaIi BEICOKO3aTPaTHBIX HO30J10-
ruii (mepeyeHs 14 B3H);

* HEJOCTAaTOYHOE KOJIMYECTBO CXEM JIEKapCTBECHHOM
Tepanuy ¢ MPUMEHEHNEM MHHOBAIIMOHHBIX TapreT-
HBIX MperapaToB, BO3MEIIEHNE KOTOPHIX BO3MOXHO
1 9KOHOMUWYECKHU 11eJiecoobpa3Ho B cerMeHTe OMC;

* PYKCOJUTUHUO HA3HAYAIOT Ha IIPOABUHYTHIX CTAIUSIX
3a00J1eBaHUSI, YTO TOTCHIMAIHLHO MOXET CHIXATh
3 (HEKTUBHOCTD JAHHON Teparnu.

DKcIepTaMu IPeIIOXEeHBI CASAYIOIINe OCHOBHBIC
ATy IJIST PEIIeHMST YKa3aHHBIX IIPOOIeM:

* paboTa ¢ pernoHaJIbHBIMU MUHUCTEPCTBAMU (Iemap-
TaMEHTaMM) 3IpaBOOXPAaHCHUS B LIEJISIX TTOBBIIICHNS
OCBEIOMJICHHOCTH O HEYIOBJIETBOPEHHBIX IIOTPEOHO-
crax nauueHtoB ¢ MITH, B ToMm uucie pelieHue BO-
IIPOCOB IeJIEBOro (DMHAHCUPOBAHMUS JIEKAPCTBEHHOTO
obecIieyeHNsI, peaan3ausl CIeUaIN3UPOBaAHHBIX
LIeJIEBBIX IIPOTPAMM I10 PA3BUTHIO TeMAaTOJIOIMIECKOM
cJryk0b1 1 BKJItoueHre MITH B pernoHanbHbIe epey-
HH JIBTOTHOTO O0ECITeUCHUS;

* BOBJICUEHME OpPTaHM3aLIMK MAMEHTOB B KOMMYHMKa-
LIUY C PETMOHATILHBIMU U (henepaJbHBIMI YMHOBHM -
KaMHM 30paBOOXPaHEHUsI, BKIIIOYAs TePPUTOPHAIbHBIC
¢douae OMC;

* paboTa ¢ BpauaMM B peTMOHAX B OTHOIIICHUH TePaITu
nauureHToB ¢ MITH B cootBeTcTBUM ¢ HalimoHanbHbI-
MM KIMHUYECKUMH PEKOMEHIALINSIMU 110 TUATHOCTH -
ke u tedeHnio Ph-neratusueix MITH.

3aknioueHue

B xone CoBera 3KcnepToB OOCYKIEH psi IpoodieM,
C KOTOPBIMM Ha CETOMHSIIHUN IeHb CTAIKUBACTCS 3pa-
BOOXpaHEHNE, IIPEIJI0KEHBI IIard 110 YIYJIIIeHUIO COCTO-
STHUST IUACMUOJIOTUYECKOIO yIeTa, TUarHOCTUKM U Te-
panuu MITH. K cTpaTernueckuM MHULIMATUBAM CJIEAyeT
OTHECTH CJICAYIOIIE MEPOIIPUSITHUS:

* pa3paboTKa HOPMATUBHOM 0a3bl U co3gaHue deme-
panbHoOro peructpa MITH, ¢uHaHcupyemoro rocy-
JIApCTBOM;

* OpraHu3alrsl MOJIEKYJISIPHO-TEHETUYECKOM TUarHo-
CTUKH C BO3MOXHOCTBIO NCCICIOBAaHMS CTIeII(bIUIeC-
KHX MyTalliii, C COpa3MEePHBIM BO3MEIIICHUEM 3a CUCT
cpencts OMC;

 obecIieueHNe Tepaleil BceX HyKIaIOIIXCs ITallieH-
ToB ¢ MITH, ni1st uero Heo6XxoAMMO BhIAEIEHUE LIETe-
BbIX CPEACTB B Oroakerax cyobekToB Poccuiickoit
Denepanym (pernoHAIBHOE JIBIOTHOE 00ECIICUCHNIE),
a TaKkKe yBeJIMueHue Taprda Ha IpUMEHEHNE TapreT-
HoW Tepanuu nauueHToB ¢ MIIH B craumoHapHBIX
ycaoBUsSX. B mepcriekTuBe 3KCIepThl MOTYePKHYIN
3HAYMMOCTH (heepan3aun JeKapCTBEHHOIO 00ec-
neyeHust MITH nyreMm BKiIIoOUeHUSI HO30J0TMHU B I1e-
peyeHb B3H.
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B pamkax peanuzaiiuy cTpaTermIecKX MHUIIAATHUB,

B YaCTHOCTH, MPEUIOXEHBI CIICAYIONIE MEPOIIPUSI TS

pa3paboTKa HOPpMaTUBHOI 0a3bl IJIs SMUAESMUOJIOTH -
yeckoro yyeta MITH;

coznmanue (enepanpHoro perucrtpa MITH c rocymap-
CTBEHHBIM (PMHAHCHUPOBAHUEM;

V4T MPAaKTUIECKOM 3HAYMMOCTH perucTpa IS Iia-
HUPOBaHUSI pabOTbI FTeMAaTOJIOTMYECKUX CIIYKO0, B TOM
YHCJIe B OTHOIICHUM OOECIICUYCHUs] ITHArHOCTHKOM
U JICKapCTBEHHBIMU CPEICTBAMU,

TaM, TIe BO3MOXHO, B OJvKaiiiiee BpeMst IPUCTYIIUTh
K BeneHuto peructpa MITH ¢ ucrionb3oBaHueM cyliiecT-
Bytollield 0a3bl 2JIEKTPOHHBIX UCTOpuii Gone3Hu. Ilpu
5TOM OLICHMBATH MOJTHOTY CBEICHUIA B 0a3¢ JaHHBIX;
CO3IaHue aJITOPUTMA OPTaHU3AINKM PAOOTHI JUATHO-
CTUYECKOM CIIy>KObI B TeMaToJIOTUU B cyobekTax Poc-
cuiickoit Menepanumu;

OpraHM3alMsl «KpYIJIbIX CTOJOB» U MacTep-KIacCoOB
C TIPUBJICUCHUEM OPTaHM3aTOPOB reMaTOJIOTHUYECKIX
CITy>K0 PeTMOHOB JIJIs1 00yueHus padote B cucteMe OMC
1, B YaCTHOCTH, OCOOCHHOCTSIM IIPUMEHEHMS TUAarHO-
ctnueckux KCT;

* paboTa ¢ permoHaJIbHBIMU MUHUCTEPCTBAMU (Iemap-

TaMEeHTaMM) 3IPaBOOXPAHCHUS B LIEJISIX TTOBBIIICHUS
OCBEIIOMJICHHOCTU O HEYIOBJETBOPEHHbIX MOTPEOHO-
crax nauueHToB ¢ MITH, B ToMm uucie peiieHue BO-
IIPOCOB eJIEBOro (DMHAHCHUPOBAHMUS JIEKAPCTBEHHOTO
obecrieueHMsI, peanu3alus CIIeIMaJIUu3MpPOBaHHBIX
LIEJIEBBIX IIPOTPAMM I10 PA3BUTHIO TeMAaTOJIOTMIECKOM
cl1y>k0b1 1 BKIItoueHre MITH B pernoHanbHbIe epey-
HH JIBTOTHOTO O0ECITeUeHUS;

BOBJICUCHME OPTaHU3AIMHU MTAIIMEHTOB B KOMMYHKA-
LINY ¢ PETMOHAILHBIMU U (henepaJTbHBIMI YMHOBHM -
KaMHM 30paBOOXPaHEHUsI, BKIIIOYAsI TePPUTOPHAIBHBIC
¢donae OMC;

paboTa ¢ BpayaMu B peTHOHAX B OTHOIICHUM TePaIIuy
nauuenToB ¢ MITH B coorBeTcTBNY ¢ HartmoHanbHEBI-
MM KIMHUYECKUMH PEKOMEHIALIMSIMU 10 TUAaTHOCTH -
Ke 1 neyeHuto Ph-neraruBHbix MITH.

Pe3omonms nmpuHATa e IMHOTIACHO.

Mamepuan nodeomoesuau
0.m.H. Anaum Jleeonoena Meauxsn,
(DPI'BY «HauuornanwvHblii meduyuHckull uccaedosamens-

ckuil yeump eemamonoeuw» Munzdpaea Poccuu);

x.m.H. Hpuna Huroaaeena Cybopuesa

(@I'BY «HauuoHanvHbill MeOUUUHCKUL UCCAe008aMeNbCK U
uenmp eemamonozuu» Munzdpasa Poccuu)

MOBBILLIEHWE YPOBHS KBaTU(UKAILIUU ITaTOMOPdOII0-
TOB U JIPYTUX CTICIIMATUCTOB B BOIPOCAX MPOBEICHUS
JIabOpaTOPHBIX UCCIICAOBAHNIA, B YACTHOCTH TPEIIAaHO-
ouoricuu;
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