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HepBHo-mblweykbie OJIE3HH

Kongpepenyuu, cumnosuymol, cosewjanus

Omuem o npoBefexuu IX MemayHapoaHoi WKOALI MUoRoruu

C 16 mo 19 mas 2018 . B . Mockse nporuta IX Mex-
MyHApOmHAs IIIKOJAa MUOJIOTMH, B KOTOPOI MPUHSIIN
yaactre 220 crenyaJncToB 110 HEPBHO-MBIIIEYHBIM 00-
ne3usM (HMB). MeporpusitTie IIpOXOamiIo IpH HeIo-
cpenctBeHHOM ydactuu OOIMecTBa CHEIUAIUCTOB
10 HepBHO-MBIIIeYHBIM 0071e3HsIM (OHMB), npencraBu-
teneit UactuTyTra Muonorunu (PpaHLms) v ITpU aKTHBHOM
Y4aCTUH HETIPAaBUTEILCTBEHHO HeKOMMepdecKoii [opon-
CKOIf accomanmu O0IIeCTBEHHBIX 00beTMHEHUI POIUTE-
neit nereit maBaunoB (TAOOPIN) (CankT-IleTepOypr).
B aTOT pa3 MeponpusaTHe cOCTOSIIOCH B . MOCKBE U CO-
OpaJlo MaKCUMaJIbHOE YMCJIO YYACTHUKOB 3a BCE BPEMSI
cymectBoBanus 1lIkosnbl. [lo mHUIIMATHMBE W3BECTHBIX
muosoroB M. Fardeau n J.A. Urtizberea B [Tapmke B UH-
crutyte muosnoruu 20 et Ha3zan 6buta TpoBeaeHa Illkoma
MMOJIOTHH, KOTOpasI IIepepocia B eXXeTOMHOE MEPOTIPHSI-
e — JleTHIOM0 mKOIXYy Muosiorun. OcHoBHas 1eb [Iko-
JIBI — IPOOYyKIeHWe MHTepeca 1 HAaCTOPOXKEHHOCTH, TI0-
BBIIIICHNE KBaMU(UKAIIUM W TIOATOTOBKA MOJIOIBIX
CIICIIMAJINCTOB B TaKOM, Ka3aloch OBbI, Y3KOH 00JacTh
MmenuuvHbl, Kak HMB. 3a npomeniiee BpeMst ooydeHune
B IlIxomae nmpourmu 900 yaactHUKOB 13 70 cTpaH MUpa.

B Poccuu 110 mHMLIMATHUBE POCCUICKUX HEBPOJIOTOB
n npu nogaepxke TAOOPIOU ¢ 2010 r. kaxaylo BeCHY
IIIxoma Muonorum npoBogutcs B I. Cankr-IletepOypre
COBMECTHO CO criertaarcTaMu [1apikcKoit IeTHe IIKo-
Jiel Muojiorun. B 2017 1. OBIJIO IPUHSATO pellIeHNEe O TIPO-
BeaeHuu IX MexxnyHapoaHOM LIKOJIbI MUOJIOTUY B T. Mo-
ckBe. [IporpamMmma MeponpusiTusa Obuta chOpMyTUpOBaHa
Ha ocHoBaHUHU TTpoBeaeHHOoro OHMBbB npenBapuresHOTO
OITpOca BCEX 3aMHTEePECOBAHHBIX CIICIIMAMCTOB M YTBEP-
XKIeHAa POCCUICKO-(PPaHIy3CKUM OpraHN3alliOHHBIM
KOMHUTETOM.

IIporpamma IX MexnyHapogHO# LIKOJIbI MUOJIOTUN
ObLTa paccuMTaHa Ha 4 THS M OXBAaTHJIA BOIIPOCHI IO CO-
BpPEMEHHBIM METOJIaM HEeHpOodDU3MOIOrnIecKoit, Helipo-
BU3yaTM3allMOHHON ¥ MOJICKYJIIPHO-TeHEeTHIECKO Trar-
HOCTHKHU 00JIe3HeH HEpPBHO-MBIIICYHON cucTeMbl. Ha
MIPOTSDKEHUH BCETO BPEMEHU 00CYKIATNCH OOJIC3HU C pa3-
HBIM YpOBHEM TOpaXeHUS MepudepruIecKoro HeHpo-
MOTOPHOTO aIlapaTa: MOTOHEHpOHA, aKCOHOB HEPBOB,
MBIIIIEYHBIX BOJIOKOH.

B noaroroBke u padote IX MexkayHapoIHOM IIKOJIbI
MMOJIOTUY HAPSITy C POCCUICKAMU CIICIIMATMCTAMHU TIPH-
HSIJTU y9acTHe PYKOBOIUTEb [1apikCKoii JIeTHE IIIKOJIBI
muoniorun Andoni Urtizberea (®panums), mopdoaor
mpodeccop Hans-Hilmar Goebel (Iepmanust), cenma-
JINCT TI0 HEHPOBU3yaTU3allMy MBI mpodeccop Pierre
Carlier (benprust), a Takke pyKOBOIUTEb OT/IEJIa MUOJIO-
ruu nmpodeccop Bjarn Udd (Punnsaous). Mo tpaguimm
IIxomy otkpeut A. Urtizberea coobmenuem «BpemeHnue

B HEMPOMMOJIOTHIO», B KOTOPOM OH HAIIOMHMJI MCTOPHIO
BO3HUKHOBeHUSI [1IKOJIBI, OTMETHIT YCKOPEHUE Pa3BUTHS
MUPOBBIX TIpeacTasieHnit o HMbB u BeImenn oCHOBHBIE
3a1a4X CTICIIHAIICTOB 3TOM 00JIaCTH.

IIpodeccop B. Udd ocranoBuicsg Ha mpobiieme K-
HUKO-TMATHOCTUYECKUX AJITOPUTMOB MPU OO0JIE3HSIX HEPB-
HO-MBIIIIEYHOTO aIlllapara, BEICKa3aB CBOIO TOUKY 3PCHMS
Ha MCITOJIb30BaHUE CYIIECTBYIOIINX JJA0OPATOPHBIX U MH-
CTPYMEHTATBHBIX METOIOB TMArHOCTHKM, a TAKXKE IT0 ITPO-
0JleMe TeHeTUYECKUX M (DeHOTUIIMIECKUX KOPPEISIIHi
B ITOCTOSTHHO PACIIUPSIIOIIEMCS CITEKTPe HACTEICTBEHHBIX
6onesneii. Ilpodeccop B. Udd mpomoiknin nucKyccuio
Ha CJIeAYIOIINIA IeHb, IIPEACTABUB aJITOPUTMBI THATHOCTH -
KM OVCTAIbHBIX Muoratuit. OcoObIii MHTEepeC BBI3BAIU
MpUMEPHI U3 TPAKTUKU PYKOBOIUMOTO UM IEHTPa MHO-
JIOTUX ¥ MHEHHUE O TOM, UTO IT0 MAaCKOM TTOJIMHEMPOTIaTHiA
BCE €II¢ CKPBIBACTCS OOJBIIIOE YKCIO HEPaCIO3HAHHBIX
clTy4aeB IMCTAIBHBIX MUOITATHIA.

ITo mpockbe poccUiicKoil aymuTOpuM IIpodeccop
H. Goebel, Benymmii eBporneiicKuii CielnaIncT B 001acTH
TUCTOJIOTUIECKOTO MCCICAOBAHMSI HEPBOB 1 MBIIIIII, Pac-
CKa3aj O CIyJasx, KOrja OMOIICHS SBIISIETCS 00S3aTeb-
HBIM CITOCOOOM 000CHOBaHUS IMarHo3a. JIEKTOp BHIISTIIT
3 ypoBHSI THOOPMATUBHOCTH THCTOJOTHYECKOTO MCCIIe-
IOBaHUS Ha IIPUMEpE COCTOSTHHIA, TIpU KOTOPHIX O0e3 O10-
TICUY TarHO3 HEBO3MOXEH: KOHTCHUTAIbHBIC MUOTIATHH,
OTIEJbHBIC BUABI MUOTUCTPpOPUIl (HAIIpUMeEp, TUCTPO-
¢uHOMAaTHH, capkormmKaHonatun). Ocoboe BHUMaHUE
npodeccop H. Goebel ymennn TakuM IpruoOpeTeHHBIM
MaTOJOTHUSIM, KaK [IepMaTo-/TMOJUMHO3UT, MHO3UT
C BKJIIOUCHUSIMU, HEKPOTHUECKAs] MUOTIATUS Y aHTUCHH-
TeTa3HBI CHHAPOM, a TAKXKe BO3MOKHOCTSIM UMMYHOTH -
CTOXMMHMYECKOTO aHAJIN3a 1 SJIEKTPOHHON MUKPOCKOITHHI
MBIIIIII.

Ponp MarHuTHO-pe3oHaHCHOM ToMorpadhuu (MPT)
MBI B KIIMHUIYECKO MPAaKTHUKE 00CYKIaIach B JOKJIAIE
npodeccopa P. Carlier, KOTOpBIi XOPOIIIO N3BECTEH YNTA-
TeJIsIM XKypHajia «HepBHO-MBIIIeYHBIE 00IE3HN», a TAKXKE
0 MHTEPBLIO B razete «HeBponorus cerogHs» 3a 2018 1.
HecMmotpst Ha TO, yTO BO BceM Mupe MPT Mbiii mpu3Ha-
Ha KakK MOJIC3HBI MHCTPYMEHT B IIPaKTUKE CITeIINAINCTa
no HMDbB, ee ucnonr3oBanue B Poccum He TOJIBLKO HE T0-
JIYYUJIO TOJDKHOTO PacIpOCTpaHEeHUsI, HO M cCaMO MCIIOJI-
HEHME TI0Ka OCTaBIISIET XXeJIaTh JIydinero. Bo3aMoxHocTH
3TOT0 METO/IA IIPEIITOAraloT He TOIBKO PEIICHUE THarHO-
CTUYECKHUX 3a/1a4, HO OTKPHIBAIOT YHUKAJIbHBIC BO3MOX-
HOCTH HAayYHBIX MUCCJICIOBAHUI 1, 9YTO OCOOCHHO BaXKHO,
B KIIMHUYECKUX UCITBITAaHUAX. MPT MBI McTIONB3yeTCS
MIpW BHIOOpPE MBIIIIB IJIT OMOIICMU, KOJWYECTBEHHOM
OIIEHKE TSKECTH U CTEIICHM PacIIpOCTpaHEHUSI IaTOJIOTH-
YeCcKOro IIpollecca, OICHKE IWHAMHMKU IIpollecca.
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HepBHo-Mblweynbie O JIE3HH

[locnenHue noctkeHus MeTona KoamdectBeHHo MPT
OBLTM paCCMOTPEHBI HA IPUMEPAX PE3YJIBTATOB KIIMHUYE-
CKUX UCITBITaHM# ipu Muoauctpodun Jdromernna. Cobct-
BEHHBII ONBIT aHaJM3a MbllL npu MPT-uccnegoBanuu
IUCTaNBHBIX Muonatuit mpencraBmwi C.H. bapmakos.
Oco0o0 cnemyeT OTMETUTh aKTUBHOE y4acTHUE CIielra-
JUCTOB U3 MennKo-TeHeTUYeCKOT0 HAayYHOTO IIEHTpa
(MTHLI) B tutie nupekTopa, mpodeccopa, wieHa-Koppe-
cnnoragenta PAH C.U. KymeBa, 3aBemytomiero 1adoparto-
prmm JTHK-mmarHoctuku mpodeccopa A.B. ITonsikoBa
u mipocdpeccopa E.JI. [lamanu, a TakKe OPyrux BEmyIIUX
CTIENMATMCTOB W HAYYHBIX COTPYIAHUKOB, KOTOpPHIE
HE TOJBKO cAeNanu psif, MHGOPMATUBHBIX COOOIIEHUIT
Ha aKTyaJIbHbIE TEMbI, HO ¥ TIPUHSIIN KMBOE YJacTe B 00-
CY>XIEHWUU CIIOPHBIX MOMEHTOB B reHeTuke HMbB. Bonb-
11011 MHTEpec ciryaTesneit BeizBajio coodmenne C. U. Ky-
1leBa O COBPEMEHHBIX U TIEPCIIEKTUBHBIX MOJEISIX
JMIMarTHOCTUKW, CKpUHUHTE U JiedeHUU opdaHHBIX 00Je3-
Heil. A.B. [TonsikoB ocTaHOBWIICS Ha MPOOJIeMe UHTEPIIPE-
TAallMM OTPUIATENIbHBIX U TOJOXUTETbHBIX PE3yJIBTaTOB
JAHK-uccnegoBanusi, HeOOXOAMMOCTU TECHOTO B3aMMO-
JIEHCTBUS M B3AMMOTIOHMMAaHUSI MEXTy TeHETUKAMU U Bpa-
YaM¥ pa3HbIX CMIEUATBHOCTE, BKIII0Yast HeBposioroB. OH
TIOHSIT BOTIPOCHI TrhepeHITMPOBKY MYyTallAii U IO -
MOpPGhU3MOB T€HOB, OTPAHWYEHUI CEKBEHUPOBAHUST HO-
BOTO MOKOJIEHUSI. ANITOPUTMBI TUATHOCTUKY CITMHATTbHBIX
MBIIeIHbIX aTpoduii (CMA), HacIeaACTBEHHBIX HeMpora-
TUM, TOSICHO-KOHEYHOCTHBIX MBIIIEUHBIX AUCTPOdUit
oblTM TipeacTasiensl cotpyqHukamu MTHIL npodecco-
pom E.JI. Jananu, 3aBenyrolieil 1abopatopueii MOJEKy-
JsipHO-TeHeTHIecKoi muarHocTuku Ne 1 O.A. IllarmHoit
u 3aBefayomieit [leHTpoM KOJUIEKTUBHOTO TIOJIb30BAHUS
«Ienom» O.I1. PeoxxoBoit. Takue cioxHble TPOOIEMBI,
Kak Momuduupyoiue ¢pakropsl CMA, TeHHas U Kie-
TOYHAsl Teparnusi TPy HACIEACTBEHHBIX MBIIIEYHBIX TU-
cTpodusix, B TOCTYITHOM (hopMe ObLITA OCBEIIEHBI CTap-
1M HaydHBIM coTpynHnkoM MI'HII B.B. 3a0HeHKOBOI

W HaydYHBIM COTpyoTHMKOM KaszaHckoro demepaabHOTO
yauepcurera M. A. SIkoBneBbiM. OCOOEHHOCTH U pE3yTb-
TaThl TEHETUYECKUX UCCIeI0BaHUI CEMEMHON aMUJION]I -
HOW HeliponaTuu B Poccun ocBeTua CTapiiivii HayuyHbIi
corpynauk MI'HII T A. AnsH.

Bonpochl exxenHeBHOM TaKTUKKU 00CI€I0BaHUS U TOJI-
KOBaHUS Pe3yJIFTaTOB HEHPODU3NOIOTMIECKIX UCCIIECI0-
BaHUi, MpoOJeMbl TTO3NHEN AUATHOCTUKU HACIEICTBEH-
HbIX 00JIE3HEN HEPBOB U MBIIIIL, a TAKXKE FT€HETUUECKUE
MAacKu NPUOOPETEHHON MATOJIOTMU OBUIM PACCMOTPEHBI
B moknagax A.®. Myprasunoii, O.C. JlpyXuHuHa,
E.C. Haymosnoii, A.JI. Kypenkosa, C.C. HukuTtuna
u JI.W. Pynenko. Heo6xonuMocTb KOMaHIHOTO MOAX01a
B BEICHUU MALlMEHTOB C HEPBHO-MbIIIIEYHOU MaToJoruei
ObLIa TIpomeMOHCTpUpoBaHa mmpodeccopom I.A. Kpaca-
BUHOM. «Peabunuranus siBisieTcs 00513aTeabHbIM YCIIOBU-
eM ajanTauuu OOJILHOIO C HACIEeICTBEHHON IaTOJIOTU-
eil», — MOMYEPKHYJ TOKJIAAYHUK.

B Poccunm citabpIM MeCTOM B KIIMHUYECKHUX MCCIIEN0-
BaHUSX SIBJISIIOTCS OOBbEKTMBM3AlMsl CTaTyca M OLIEHKa
JIUHAMWKU OOJIE3HM, IUISI YET0O B MUPE HCIOJIb3YIOTCS
CIIeIaJibHbIe KIIMHUYECKNe Kbl OTpaHMIeHUs UC-
MoJIb30BaHMs 1IKaJ B Poccuu B epByIo ouepeb CBSI3aHbI
C HEOOXOAMMOCTBIO X MEPEBOIa HA PYCCKUM SI3bIK U Ba-
JINIAMY B HAYIHO-MCCIIeIOBaTeIbCKMX HeHTpax. O mpo-
OiemMax U 00sI3aTeJIbHOM MCITOJIb30BAHUU KJIMHUYECKUX
IIKaJ KOJWYECTBEHHOM OLIEHKU TMOApOOHO pacckaszaia
pykoBoauTteinb LlenTpa 6otynuHotepanuu EBponerickoro
menuimHcKoro neHTpa A.C. Hocko.

OTtmebHO HEOOXOMMMO OTMETUTD YIaCcTHE B IIpOTpaM-
me [1IKonbl peacTaBuTeNEl MaMEHTCKUX OpTaHU3ALIMIA;
npesungeHTa “FSHD Europe” D. v. d. Meij-Kim u mpen-
cematens poccuiickoro ¢onna «Cemberr CMA» O.1O. Tep-
MaHeHKo. PykoBoauTenu mNMauMEHTCKUX OpraHu3auui
MOTYEPKHY/IM BaXKHYIO POJIb OOIIECTBEHHbBIX OpraHU3aLUi
B YCTAHOBJIEHMU KOHTAKTOB C BpayaMM, pOJCTBEHHUKaMU
0OJIbHBIX U OCOOEHHO C TOCYIapCTBEHHBIMU CTPYKTYpPaMHM.
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Kongpepenyuu, cumnosuymol, cosewjanus

OkasaBHIvch MaTepblo 00JbHOTO pedenka, D. v. d. Meij-
Kim noaenaunach JUYHBIM OINBITOM U OCO3HAHUEM HEOO-
XOIUMOCTHA MPHUBJIEYEHUST OOLIECTBEHHOrO BHUMAaHUS
K TpobyieMe peaKkux 0osie3HEN 1 TMOCTPOEHUsI KOHTAKTOB
HE TOJIbKO C BpauaMu, HO U C yYEHbIMU, 3aHUMAIOLIUMUCS
dyamamenTaasHBIME UccaenoBanusamu. O.10. [epmaneH-
KO MpUIJIacuja BCEX MPUCYTCTBYIOIIMX MPUHSTH yyacTUeE
B III KoHdepeHmm 1mo BormpocaMm ITOMOIIM MallMeHTaM
co CMA, xotopast coctontcst 14—15 ceHTs10pst B T. MocKkBe.

HenocpenctBeHHbIMU yyacTHUKaMM [IIKonbl ObLIM
MaLMEHTbI C TPYIHBIMU AUATHO3aMU, KOTOPbIE BHIPA3UIN
TOTOBHOCTb OOCYIUTb CBOIO KJIMHMYECKYIO TpOOJeMy
C aynuTopuei: 17 yenoBeK ¢ HESICHOM MaTOoJOTUeEN ObLIU
00CYyXJI€eHbl HA KOHCWJIMYME, B KOTOPOM TMPUHSIINA y4yac-
THE, KpOME MPUIIAIIEHHBIX 9KCIIEPTOB, BCE MPUCYTCTBY-
ouue. JJlodpoxenarenbHas atMocdepa U UCUEPIbIBAIO-
mas KIWHWYecKass WHdOpManus, IpeaocTaBIcHHAS
ayAUTOPUM, TTIO3BOJMIM BHECTU SICHOCTh B OOJBIIMHCTBO
ciydaeB. Bce maliMeHTHI U Jieyallye Bpauu MOJyYUIu OT-
BETbl Ha IOCTAaBJI€HHbIE BOMPOCHI W PEKOMEHAALIMU
7191 JaJibHelIIen 1esTeJIbHOCTH.

B IlIkone mist BoBeUE€HUSI KaxKAOTO MPUCYTCTBYIOLIE-
ro B paboTy MPOBOAMJICSI MHTEPAKTUBHBINA OIMPOC C UC-
M0JIb30BAHMEM MOOUJIbHBIX TeIE(POHOB, YTO B KOHEYHOM
WUTOTe TMPHUBEIO K PETYJSIPHBIM XapKWUM JIUCKYCCUSIM
Kak Mo TeMaM JOKJIaA0B, TaK W MPU PaCCMOTPEHUU KOH-
KPETHBIX KITMHUIEeCKHX caydaeB. Cpenn caMbIX aKTUBHBIX

YYaCTHUKOB, 3aJaBaBIINX MHTEPECHBIC BOIIPOCH M MOI-
HUMAaBIIMX BaXKHBIe TTpobieMbl, okazanuch C.b. ApTeMb-
esa, C.H. bapnakos, /I.A. Kongoun, M.O. MaBnukees,
I.U. Pymenko, O.I1. Cunoposa, U.B. Illapkosa, A. Ur-
tizberea, B. Udd, P. Carlier u mpu3HaHHBII peKOpACMeH
10 YMCJIY aKTyaJTbHBIX BOIIPOCOB HA BCEX IITKOJIAX MHUOJIO-
rum C.A. Kypb6aros.

IX MexnyHapoaHasi 1IKOJa MUOJOTMY 3aKOHYMJIACh
HEOXUIAHHO OBICTPO, IMOCJIEC 3aKIIOYUTEIBHBIX CJIOB
A. Urtizberea u C.C. HUKMTMHA HUKTO HE XOTEJ pacxo-
IATHCS, OECeIbI M CITOPHI IIPONOJIKMINCH B KyIyapax.

OT MMEHM OpraHM3allMOHHOTO KOMHUTETa M BCEX
Y4aCTHUKOB mporpaMmbl [X MexXnyHapogHO# IIKOJIbI
muojornu — 2018 1, KOHEYHO, HAIIMX MallMeHTOB BhIpa-
JKaeM 0J1arogapHOCTb BCEM ITOCETUBIIINM 3TO MEPOIIPHSI-
THE ¢ HaeXIoi Ha OyayIIre BCTpeur M HeocIa0eBaroIIniA
WHTEepeC K IMpobjieMaM OTHIONb He PEeIKNX «peaKnX» 00-
JIe3Hel HepBoB 1 MbIII. Ocobast 6J1arogapHOCTh PYKOBO-
IUTEITo ucroiHuTe bHOTO KoMuTeTa IlIkomsr FO.A. Imu-
JICBCKOM M €€ CaMOOTBEPXKEHHBIM COTPYIHUKAM
O.A. Pamronopt, H.B. CyxapeBoit n O.U. YepHeHKOBOIA,
6e3 koTopbix ycrex IX MexnyHapoqHOW KOkl MUOJIO-
MU ObLT ObI HEBO3MOXEH.

[Npurmamraem Bac TIpUHATH ydacTHE B IOOMIICTHOM
X MexayHapoaHoii mKoJjie Muoynioruu B . Cankt-IleTep-
oypre. Madopmalinst o cpokax IpoBeIeHUs OyIeT pa3Me-
meHa Ha caiite OHMbB www.neuromuscular.ru.

C.C. Huxumun, A.®. Mypmasuna



