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HepBHo-mblweykbie OJIE3HH

Hosocmu

Pe3onwoumna no utoram UHTEPaKTUBHOIO

Kpyrnoro crona «Bonpocbl oKasaHMA MegULUHCKOU
NOMOLUU NPU XPOHUYECKOU BOCNANUTENIbHOU
AeMUeNIUHUZUPVIOLLEN NOSIMHENPONATUNY

Resolution on the results of the interactive round table “Issues of medical care in chronic

inflammatory demyelinating polyneuropathy”

17 mons 2020 . B oHaiiH-opMaTe COCTOSITIOCH 3ace-
JaHKe SKCIICPTHOM TPYIIIBI IO IPMOOPETEHHBIM OO0JIC3HIM
reprdepruIecKoro HePOMOTOPHOTO aIlrapara ¢ y4acTH-
€M CITeLIMAJIMCTOB BeAyIINX (heIepaTbHbIX M PeTHOHAIBHBIX
HEBPOJIOTMIECKUX 1 TIeANATPUICCKIX YIPEKICHUIA.

3acemaHue OBUIO TTOCBAIICHO ITPOOIeMaM TUaTHOCTH -
KU 1 JICICHUS] XPOHNIECKOM BOCITAIMTEIIBHON IeMUEITH-
Hu3upylomeit nmonuHelipormatnu (XBAIT). PaccmarpuBa-
JINCh TIPUIMHBI HEAOCTATOYHON MHMOPMHUPOBAHHOCTU
Bpaueil 00 ophaHHBIX O0JIE3HSIX, TTOMICKAIINX JICICHUIO,
Ha 3Tare ImojydeHust oopa3oBaHus B Poccuiickoit Peme-
pammy, OpraHM3aIs TOMOIIM OOJIBLHBIM, BKJTIOUYas 00eC-
TIeYeHUEe JOPOTOCTOSIINM TperapataMu. Bee akcmepTsl
MIPUIILIA K eIMHOAYITHOMY MHEHUIO 00 aKTyaJIbHOCTHU
1 HeOOXOIMMOCTH CKOPEHIIIeTo YTBepKIeHMS HAITMOHATb-
HBIX KIMHUYECKUX pekomeHaauui mo XBJIII, nmpoexkT
KOTOPBIX IIPOXOIMUT 3Tall OOIIECTBEHHOIO OOCYXICHMUS
Ha caiiTe www.neuromuscular.ru, co3maHust poCCUICKOTO
perrcTpa nanreHToB. Takke OBLTO ITPEUTOXKEHO YBEJTNINTh
00BbEeM ITPOBOIUMBIX PETY/ISIPHBIX 00pa30BaTeIbHBIX M Ha-
VUHBIX MEPOTIPUSITUN IS TIOAACPKAHUS 1 TTOBBIIICHMS
WH(MOPMUPOBAHHOCTHA BPadyeOHOTO COOOIIECTBA Ha BCEX
YpOBHSX. Bce MpuHSTEHIE peleHnsI KPYTIoTo CTOJIa OBLIN
o(opMIIeHBI B BUIE TIPEACTaBICHHOMN HIKE PE30TIOLINH.

Ilesbi0 KPYIJIOro €TOMA SIBUIMCH BBISIBJIEHUE aKTyallb-
HBIX TTpo6ieM nuarHoctuku u aedenus XB/IT B PD, mo-
HCK ONTHUMAIbHBIX PEIICHWI IS YIyJIIeHUs KadecTBa
MEIMITMHCKOM ITOMOIIN MAIlUEHTaM C JaHHOM HO30JIOTHCH.

ToBopst 0 MenuKo-couuanbHOl 3HauMMocT XB/IIT,
HEOOXOIMMO OTMETHUTh, UTO 3a00IeBaHe OTHOCUTCS K Ka-
TETOPUM XPOHUUYECKUX COCTOSTHUI, CYIIIECTBEHHO BIIUSIO-
IIMX Ha KAYeCTBO XKW3HM 1 IPUBOISIINX K MHBATNIN3AIIAN
B CJIydyae CBOEBPEMEHHOTO HEOKa3aHMS MEIMIIMHCKOMN
rmoMoI. B mccaemoBaHny routaHackoro MeauiimHCKOTO
LIEHTpa YHUBepcHUTeTa Dpa3Ma IIpH OLIEHKE 10 YMUCIIOBOMI
peiitmHTOBOM 1Kane mis 6oau (NPRS) n mkame BeIpa-
xkeHHoctH ycrajoctu (FSS) mokaszaHo, uro 11 % GobHbBIX
MMeJIU BhIpaXKeHHbIe CEHCOPHbIE pacCTpoicTBa, a 10 74 %
OTMEYaJIN BRIPAKEHHYIO MBIIICYHYIO cJ1abocThb. I1o maH-
HBIM HcciienoBaHys B [epMaHum, cpegHee 3HAYCHHUE TT0 Me-
XmyHapomHoi mkane naBanuausauu INCAT okazanoch
Ha ypoBHeE 3,3, 4TO 03HAYaET, YTO OOJIBIMMHCTBO MTAallueH-

TO0B ¢ XBJ/III He cipaBasOTCS CO CTaHAAPTHBIMU TTOBCE-
IHEBHBIMM Harpy3kamMu (HaIlpuMep, pacCTeTHBaHUE
MOJTHUY, UCTIOJIb30BaHNE HOXa U BUIKU). [Tokazarenu
KadecTBa XU3HU 10 onpocHUKyY EQ-5D B anrauiickoit
Koropre 00oJIbHBIX ObITM Ha ypoBHE 0,62—0,68 B HeMeLKO
KOTOpTE, YTO 3HAYMTEIIPHO HIDKE TI0 CPABHEHUIO CO 310~
POBBIMU JTIOAbMU.

B paMKax KOMITIEKCHOI IeSITeIPHOCTH 10 COBEPIIICH-
CTBOBaHMIO OKA3aHUS MEIUIIMHCKOM ITOMOIIM MallieHTaM
¢ XBJII poccuiickoe HaydHO-MIPaKTUYECKOE COOOILECTBO
TUTAHOMEPHO pabOoTaio M MPOI0JLKAeT paboTaTh HAll BO-
MpocaMy TOCTYITHOCTH MEIWIIMHCKOIN TTOMOIIY TaHHBIM
nanueHTaM. Tak, B 2019 r. XB/II1 Opl1a BKIIFOYeHA B pac-
IIUPEHHBIN opdaHHBIN TTepedeHh MUHHUCTEPCTBA 3IPaBO-
oxpanenusi Poccutiickoii @enepanum (M3 PO®). B teuenue
2020 . paboueii rpymIToii ObUT CO3IaH MTPOEKT (PeiepabHBIX
KIMHUYECKUX PEKOMEHIAIIN, KOTOPHIN IIpeICcTaBIcH
Ha yTBepxxneHue B 2021 1. DTo cTaHET OCHOBOM IJISI 1aJTb-
HEHIINX I1ar0B 10 COBEPIICHCTBOBAHMIO aJITOPUTMA T10-
MOIIY TMallMeHTaM Ha demepaibHOM M PETrMOHATBHOM
ypoBHsX. B 2020—2021 . 0CHOBHBIE YCUJTHS HATIPaBJICHbI
Ha MEPOIIPUSITHUS IO COBEPIIICHCTBOBAHMUIO TUATHOCTUKU
Y MapuipyTu3anyu naueHToB ¢ XB/IT, obcyxaeHue mpo-
61eM (hmHAHCHPOBAHMSI JICKAPCTBEHHOM Teparmmud M CO-
3maHue (perepaaIbHOTO PETUCTpa IMalleHTOB.

Bornpocs! anarnoctuku nauueHToB ¢ XBIT cerogns
SIBJISTIOTCSI KJTIOUEBBIMU M B TIEPBYIO OYepeIb CBSI3aHBI C He-
JMOCTATOYHOI MHMOPMUPOBAHHOCTHIO BPpaueOHOTO CO00-
IecTBa 00 OCOOCHHOCTSIX Pa3BUTHS, TSUCHUS U CYIIIECT-
Byrowmux ¢popmax XBII. Bei3siBatoT 060€CIOKOEHHOCTD
HU3KUN YPOBEHB ITOATOTOBKY Bpadeil (PyHKIIMOHAIBHOM
MWAaTHOCTUKY, HEAOCTATOYHOE 3HaHWE Bpadeil O BOZMOX-
HOCTSIX HEMpOPU3NOIOTHIECKOTO 00CIeIOBAaHMS 1 00sI-
3aTeJIbHOTO TIPOBEACHUS JTIOMOAIbHON MYyHKIIUW TIPU
TMOCTAaHOBKE ITHArHo3a, OCOOCHHO C YYETOM OTCYTCTBHUSI
JTabOPaTOPHBIX M MHCTPYMEHTAIBHBIX TECTOB 15T UCKITIO-
yeHust XB/1I1-nomo6HbIX nonuHeliponaruii. [loguepkHyTo,
YTO pellleHHe JaHHBIX MPo0IeM TpeOyeT KOMILIEKCHOTO
nonxoxna. Takke HEOOXOIMMO OTKPBITO TTOTHUMATh BOIIPO-
CHI yIydIIeHnsT (GPMHAHCUPOBAHUS Teparuu ophaHHBIX
OoJie3Hell, BHECEHHBIX B mepedeHb M3 PMD, kak Ha perno-
HaJIGHOM, TaK 1 Ha (pemepaabHOM ypoBHe. KOHKpeTr3ammst
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Mapiupytuzauuu nauueHToB ¢ XB/IT momkHa KacaTbest
BCEX 3TAIIOB C OIPeIeIEHNEM MEPhl OTBETCTBEHHOCTH B Ka-
XKIOM KOHKPETHOM ciiydae. MHOTUM OOJIBHBIM TOIaMu
HE MOTYT IMOCTaBUTh KOPPEKTHBIM AMArHO3, YTO CO3IaeT
YCIIOBHSI /IS THBATMIA3AIIMI M TaXKe YTPO3BI KU3HU U BIIC-
YyeT 3a OO0 MOIMOJHUTENbHBIE (PMHAHCOBBIC 3aTPATHI.
CosmaHue perucTpa IMo3BOJUT OTCICINUTD CYIb0Y KaXKIOro
0OJIBHOTO, OCOOCHHO C YIETOM JTOCTIDKCHUSI BO3MOXKHOM
peMuccun Ha (hOHe ITaTOreHETUISCKOM Teparmu.

JoCTyITHOCTB JIeKapCTBEHHOI TepaITiH IS TALIMCHTOB
¢ XBJ/II1 B pernoHax, K coxajaeHUIO, BeChMa OrpaHUYEHA,
XOTsI ¢ (hOPMAJIBHOM TOYKM 3PEHUSI MEXaHNU3MBI 00ecIie-
YeHMUSI JICKAPCTBEHHBIMU CPEICTBAMM JAaHHBIX TTAIIIEHTOB
3aKpeTuIeHBI B 3aKOHOIaTeIbcTBe. K mpumepy, B paMKax
JIBTOTHOTO JIEKApCTBEHHOTO 00€CIeUeHUST (IEeTH TaKXkKe
BXOIISIT B IPYITIY JbIOTHUKOB) MalMeHThbl ¢ X BT 1o/mkHbI
IMOJTy4aTh BHYTPUBEHHBIC MMMYHOTTIOOYIMHEL. [1ammmeHTy
BBIZAETCS IPEITapar I10 JIbroTe (MocjIe YeTo Mmperapar BBO-
IWUTCS B THEBHOM CTaIlOHAape), TMOO CTaIllMOHAp caM 3a-
KyIaeT UMMYHOTJIOOYJIMHEI W TIOJIy9acT BO3MEIICHUE
3a cueT cpeacTB cucteMbl OMC. MexXmy TeM B peTHoHax
9Ta cucTeMa padoTtaeT He Bcerma. st TbrOTHMKOB MOTYT
BO3HMKATh ITPOOJIEMBI C BBEICHNEM B CTAIIMOHAPE MpeTa-
parta, KOTOPHKIi ObLT TToay4YeH 110 brote. Tapudsr OMC,
K COXaJICHMIO, He TIOKPHIBAIOT 3aTpaT Ha BHYTPMUBEHHBIC
MMMYHOTJIOOYJIMHBI, TaK Kak s teueHust X B/II1 tpeOy-
IOTCSI BBICOKHE TO3BI. JIJIsT peleHnsT CIOXKUBIIIEIICS TIPO-
0JIeMBI TUTAHUPYETCS aKTyaTUu3UpOBaTh JAHHBIC BOIIPOCHI
Ha deIepaTbHOM M PeTHOHAIBHOM YPOBHSIX, M B TIEPBYIO
ouepenpb myreM yrBepxkaeHuss M3 P KIMHWYECKUX pe-
KOMeHaluii no BeneHuio manueHToB ¢ XBJIIT. Otcyrer-
BHE KIIMHNYECKNUX PEKOMEHIAINIA He TOJIPKO HE TT03BOJISI-
€T CBOCBPEMEHHO BEHISBJISITh 3a00J¢BaHNE M OKa3bIBATh
TTOMOIIb MaIleHTaM, HO TaKKe YBEeTMIMBaeT (PMHAHCOBOE
OpeMms, Jloxkaleecs Ha OI0KeT IalieHTa U TOCyIapcTBa.

B pesynbraTe o0cyXneHus epeyrcaeHHbBIX TPooaeM
OBUTM MIPEMIOXEHBI CIACAYIONINE IIaTy IS YIyJIIeHUS
nuardHoctuku u jedeHuss XBJIIT B PO:

1. IIpoBecTu 00LIECTBEHHOE O0CYXXASHUE TEKCTa KIIU-
HUYecKux pekomeHmauui mo XBJII1 Ha exerogHoit
KOH(MepeHIINN 1Mo MpobieMaM HePBHO-MBIIICUYHBIX
6one3Heit B 2020 1., a Takke Ha caiite O6IIecTBa CITe-
IIMAJIMCTOB IT0 HEPBHO-MBIIIICYHBIM OOJIC3HIM (WWW.
neuromuscular.ru) ¢ yaacTueM mpoGWILHBIX CIICIIH-
aJICTOB U BCEX 3aMHTEPECOBAHHBIX JIMII.

2. B I xBaptane 2021 r. HanpaBUTh (PUHATLHBINA TEKCT
KIMHUYEeCKUX peKoMmeHmalmii B M3 P® Ha yTBepK-
IIeHUE.

3. IIpomomxuTh 00pa3oBaTeIbHBIC MEPOIIPUSITHUSI (BeO-
Hapbl, KOH(GEPEeHIINN) ¢ YIacTUEM IpeICTaBUTEIeH
denepadTbHBIX M PETMOHABHBIX IIEHTPOB TSI TTOBHI-
1eHus1 "HGOPMUPOBAHHOCTU BpauyeOHOro cooOdIIe-
CTBa IT0 IIpoGIeMaM ITPUOOPETEHHBIX ayTOMMMYHHBIX
bose3Heit mepudepuIecKux HEPBOB.

4. IpuCTYyIINTh K CO3MAHUIO HAITMOHAJBHOTO PEeTHUCTpa
mareraToB ¢ XBJIIT B I kBaprane 2021 .

5. Jlns obecriedeHUsI TEXHUYECKOM MOAACPKKY TTPUBJIE-
KaTb K TTOMOIIM COIIMAJTbHO OTBETCTBCHHBIN OM3HEC,
OyraroTBOpUTEIbHBIC (DOHIIBI M ITAITMEHTCKIE OPTaHM -
3aLINH.

C pe3ommoLmeii, MpUHSITON YIaCTHUKAMU MHTEPAKTUB-
HOTO KPYTJIOTO cToJa «BOIpockl oKazaHMS MEIUIIMHCKOM
MOMOILIM TIPU XPOHUYECKOW BOCHMAIMTEIbHON AEMUETN-
HU3UPYIOLIEH MOTMHEWPOTATUN» , MOKHO O3HAKOMUTBCS
Ha caiite OOIIecTBa CIeIUAIMCTOB IO HEPBHO-MBIIICYHBIM
6osre3HsIM (Www.neuromuscular.ru), a Takke y Ipopib-
HBIX CIICIIAIICTOB.
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