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MHPOopMaLUOHHDBIM INCT O peannsaummu baarotBoputenbHoOM nporpammbl
«Pa3suTmne cucrembl nomouwn 6onbHbIM CMA»
®despanb 2019

Mporpamma HanpaBAeHa Ha BCECTOPOHHEe pa3BUTME CUCTEMbI MNOMOLWLM BGO/bHBIM CMMHANBbHOWN
MbILLEYHOIN aTpoduen U APYTMMU HEPBHO-MbILLIEYHbIMU 3aD60EBAHUAMM, U UX CEMBAM Ha TEPPUTOPUM
PO, nosbiweHWe ee KayecTBa, BHeAPEHWE COBPEMEHHbIX NOAXOA0B U METOAMK, CTaHAAPTOB OKa3aHwmA
nomolun, passuTe UHOOPMUPOBAHHOCTM O 3aboneBaHMM, KBaNUOUKaAUMKM, 3HAHUA WU HABLIKOB
CNeLnanmcToB, 3aHATbIX B OKazaHMm nomowm 6oabHbIM CMA 1 nomoLlb M NOAAEPKKY CEMEN C AETbMMU
M B3POC/IbIMM CO CMMUHANBbHOM MbILEYHOM aTpodUuein n Apyrummn HepBHO-MblLLIEYHbIMM 3a601eBaHUAMM.

Mognporpamma «CTpaTermyeckme MHULMATUBDLI»
AOCTYN K NEYEHUIO

doHA npogosiKaeT paboTaTb Mo Bonpocam obecnedyeHus poctyna nauymeHToB co CMA B Poccum K
nepBoOMy W NOKa eAMHCTBEHHOMY B MMpPe NieKapCcTBEHHOMY npenapaty ans nedyeHns CMA — CnunHpasa
(HysnHepceH). B KoHLe Hos6pa 2018 roaa OOKYMEHTbl HA perncrtpauuto npenaparta 6biaM noaaHbl B
MWHUCTEPCTBO 3a4paBooxpaHeHus PP, a B ¢deBpane 2019 roga npenapaty 6bi1 NPUCBOEH CTaTyC
opdaHHoro. B otBete M3 P®d Ha 3anpoc ¢oHpa rosoputca: «B cBAsM ¢ 3TUmM MuHUCTEpPCTBO
31paBOOXPaHEHUNA NPUHANO PeLLeHMEe O Bblgaye 3a4aHMA Ha NPoBeAEeHME IKCNEPTU3bl NEKAPCTBEHHOIO
CpeacTBa B 4YaCTWM 3KCMEepPTM3bl Ka4yecTBa JIEKAPCTBEHHOrNO CPeACTBa M 3KCNEepTM3bl OTHOLUEHMSA
OXMAAaEeMON NONb3bl K BO3MOXHOMY PWUCKY MPUMEHEHUA JIeKapCTBEHHOro npenapaTta Anas
MeANLMHCKOro NPpMMEHEeHUs B NopsAKe YCKOPEHHOM npoueaypbl 3KCNEepPTU3bl IEKaPCTBEHHbIX CPeacTB
B LLeNAX NocieayoLei rocyapCcTBeHHON perncTpaLmmn».

Mbl pagpl, YTO PEryNATOPHbIE OpraHbl MOHMMAIOT U PA3ZENAT Ty HEOT/IOXKHYID HeobXoAMMOCTb B
Tepanun 3aboneBaHuA, U NPUHAAW pelleHMe O NPUCBOEHUU NeKapCTBEHHOMY npenapaTty craTyca
opdaHHOro, YTo 03HAYaeT YCKOPEHHYIo NpoLeaypy PacCMOTPEHUS A0Cbe Ha Hero 6e3 HeobxoaAMmocTH
npoBeaeHUA KANHUYECKUX UCCNeA0BaHNIA Ha TEPPUTOPUN CTPAHDI.

Mbl C HeTepneHMem M HaAeXAon byAem KAaTb Pe3ynbTaTOB 3TOTO PACCMOTPEHMA, HO  TaKMKe Mbl
NMOHMMAEM U CYMTAEM BaXKHbIM Y¥Ke ceiyac NogHMMaTb BOMPOChI Aa/bHENLEN BOSMOXKHOCTU BKIOYUTD
npenapar B nporpammy obecneveHns oppaHHbIX NaLMeHToB. B cBA3u ¢ 3Tum, GoHA, cTapaeTca npusieyb
BHMMaHWE K pelleHMI0 BOMpoca O CKOpeMwel perMcTpauuum M AocTynHOCTM npenapata B Poccum
YMO/IHOMOYEHHbIX /UL, Ha BCEX YPOBHAX BAACTU U MPUCTaNbHO CAEAWUT 33 BCEMM dTanamu npoueaypbl
NPOXOXKAEHWA fOCbe.

MomuMmo 3Tux pgenctBuii, ¢oHA nNpPoAo/IKAeT OocCTaBaTbCA BO B3aUMOAENCTBUM C KOMMAHUEN-
npounsBoAnTENEM NEKAPCTBEHHOrO CPeacTBa — Kopnopaunen Biogen n npeactaButesiem KOMNaHUKU No
JaHHOMY npenapaty Ha Tepputopum Poccum komnaHuelt Jannsen. Cpeau obcyKaaembix BOMPOCOB
TaKXe — BO3MOXHOCTb 3anycka AOMNOJHUTENbHON 'YMaHUTAPHOM NporpaMmmbl AOCTyna K Tepanuu ans
nauneHtoB co CMA B Poccuun. A TaKkKe ¢oOHA NPOAO/IIKAET KOHCynbTMpoBaTb cembn co CMA no
obpalLeHMamM No BONPOCam, CBA3AHHbIM C AOCTYNOM K Tepanuu.

* % %



Ha nepsom B 3TOM roay 3acefaHum IKcnepTHOro coBeta No pegkum 3abonesaHnam KomwuTteTa
locypapctBeHHOM [lymbl MO OXpaHe 340pOBbf, Y/IEHOM KOTOPOro ABAAETCS MNpeacTaBMTeNlb Hallero
nauueHTckoro ¢oHaa, coctoasliemcs 25 peBpansa onsa yTBep:aeHua nnaHa pabotbl Ha 2019 rog Bonpoc
CMA - oauMH M3 naHOBbIX. Bonpocbl obecnevyeHns ieKapCTBEHHOM Tepanuen 60JbHbIX CMUHabHOM
MbllleyHol atpoduent (CMA) BKAtoYeHbI B pabouyto NoBeCcTKy IKCnepTHOro coseta Ha 2019 roa.

MyKayHapoAaHbIii AeHb peaKux 3abonesaHnii

MeayHapoaHblit AeHb peAkux 3abosneBaHWn NMPOBOAUTCA EKerofgHo C Lenblo Npusaedb BHUMaHMUeE
obllectBeHHOCTM K npobnemam Jilogeld Cc  peakmmu  3abosieBaHMAMKM, a TaKKe MOBbICUTb
0CBEAOM/NEHHOCTb O PeaKux 6one3HAX U UX BAUAHUWN Ha XKU3Hb loaei.

B atom roay ¢oHA npucoeanHunca K pnewmoby «[se npasabl, 0A4Ha J0Xb», NPOBOAMMOMY PALOM
opraHu3aumii, 3aHUMaloWMXCA NOMOLbIO 60AbHbIM pPeaKkumKu 3aboneBaHUAMM, K UYMCAY KOTOPbIX
oTHocutca n CMA. ®newmob nNo3Boana BoBAEYb B aKTMBHOCTb U MPUB/EYb BHUMAHWE K npobiemam
HalMX NOAO0MNEYHbIX BHUMaHME LUMPOKOM 0BLLeCTBEHHOCT!.

Takxke [eHb peaxkmnx 3aboneBaHui AnAa Hac Ctan AONONHUTENIbHbIM NMOBOAOM HA PA3HbIX naoWagKax
NOAHATb aKTya/ibHble BONPOCHI A0CTyNa K AevyeHunto naumeHtTos co CMA.

Mpeacrasutenn GoHAa MNPUHAAM yyacTUE M NMOAHUMANAM BOMNPOChI nedeHns 6onbHbix CMA B pamKax
npowegwero B MockBe B KoHuUe ¢eBpana OpdaHHoro ¢opyma, MOCBALWLEHHOIO 06CyKAEeHUIO
OOCTUXKEHMI W cyullecTBylowmx npobenos B peanuMsaumm CUCTEMbl MEAUUMHCKOW W CcouManbHOM
nomoLulM nauueHTam ¢ peakumu 3abonesaHmamn. Ha dopyme y Hac 6bi1a BO3SMOXKHOCTb BbICTYMUTbL B
MneHapHOM 3acefaHun, a TaKKe aKTMBHO Yy4acTBOBATb B OOCYKAEHMM BCEX BOMPOCOB, CBA3AHHbIX C
HEOTNOXHbIMU HYXXAamu naumeHToB co CMA nepeg, ayautopuein, BKAoYaBLLE He TOIbKO NaLNEHTOB U
Bpayei, HO M npeacTaBuTenen Bnactu. [omumo 3Toro, npeactaButenn ¢GboHAa MPUHAAU yyacTue B
6u3Hec-3aBTpake, oOpraHM3oBaHHOM Accoumaumueli [eHeTMKa, rae BMecTe C  K/H4YeBbiMU
cTelikxonaepamun B obnactn pegkunx 3abonieBaHuii obcyKaann nepcneKkTMBbl PasBUTMA NONHOLLEHHOM U
CBOEBPEMEHHOMN NOMOLLM BONbHBIM peaKumM bosie3HAMMU.

Llenbto TakMx MeponpuaTuii SIBAAETCS aHanmM3 U obcyaeHue npobsem M NepcnekTuB edveHun
opdaHHbIX 3abosieBaHUIA, BblpaboTKa pelweHuin W NoAXOAOB A/s MOJIHOUEHHOro obecnevyeHus
NaLMeHTOB /IeKAapCTBEHHbIMKW cpeacTBamu. Mbl yberKaeHbl, YTO BONPOCbI MOMOLWM MaUMEHTaM CO
CNUHaNbHOM MblleYHoW aTpoduen (CMA) AonKHbI 3ByYaTb Ha KaxKaoW naollagke, rae obcyxaatorcs
pefkue 3abonesaHus - seab CMA - 04HO M3 caMblX YacTbIX Cpean peaKmx 3aboseBaHni.

KMTMHUYECKUE NCCNIEAOBAHUA:

B 2019 roay Poccun nnaHupyeTcAa 3anyck NepBOro wuccnegoBaHWe Ha NpPecuMnTOMaTUYeCKuX
mnageHuax co CMA no npoTokoay PeliHboydu nccneayembim npenapatom Pucannnam. K yyactuio B
nuccneaoBaHun byayT AonyuweHbl MAaLeHLbl BO3PacTom A0 6 HeAeslb A0 MOMEHTA NOABNEHUA NepBbIX
CMMNTOMOB 3abosieBaHus. @PoHA HaxoguTCA BO  B3aMMOAEWCTBUM € KOMMNAHMEMN-CMOHCOPOM
NCCNefoBaHUA U KAMHUMYECKMM LLEeHTPOM, Ha 6a3e KoToporo 6yaeT 3anyuwieHa nporpamma u bypet
MHPOPMMPOBATb 06 3TON BO3MOXKHOCTM NOC/IE 3aMyCKa uccaefoBaHma B Poccuu.

* % %
I'Iapanneano d)OH,D, OCTaeTCA Ha CBA3U C nccneaoBaTte/ibCKUMU UEHTPaMK, NPOBO4ALLMMU KINHUYECKUE

nccnenoBaHMA APYroro aKCNepMMeEHTaIbHOro npenaparta ana nedeHna CMA — bpaHannam. B gaHHbIX
nccneaoBaHMAX MOTYT NPUHATbL yvyactne mnageHubl co CMA 1 tmna Bo3pactom Ao 6 mecaues npwu



YCNOBUM  COOTBETCTBUA  AOMOJIHUTE/IbHBIM  KPUTEPUAM, YCTaHOBJIEHHbIM  MPOTOKosoM. DoHA,
MHPOPMMPYET CEMbU O HaIMUYNKN TaKOW BO3MOXKHOCTM U OKa3biBaeT coAeicTBne no Bonpocy 6biCcTporo
KOHTaKTa C WMCCNeAO0BaTENbCKUMM LEHTPaMM U KOHCY/IbTUPYET MO BO3HMKAaWOWMM B CBA3M C 3TUM
BOMpOCaM.

* % %

doHA npuHAN yyacTve B MexkayHapogHom Advisory Board (coseT naumeHTOB) Ans obcyKaeHus
NnpeasioKeHU U NAaHOB KoMMaHuM ABEKCUC, Beaylwel paboTy no pas3paboTke npenaparta reHHou
Tepanum gna nedeHns CMA. CoseT Obll MNOCBAWEH PaCWMPEHUIO MNPOrpamMm  KJANHUYECKUX
nccnenoBaHuii B obnactm CMA. Tommmo npoyero, og4HOM M3 HaWMKX Leneit 6biao npusaedb ocoboe
BHMMaHME B OCTPbIM NOTPEOHOCTAX AaHHbIX UCCAeA0BaHUI HOBbIX NPenapaTtax Ha rpynnax BO3pacTHbIX
naumMeHToB C pasHbiMM Tunamm CMA 1 naumeHToB € 3 TUMOM, a TaKXe BOMPOCbI PaBHOrO A0CTyna
NauMeHTOB M3 Pa3HbIX CTPaH K y4acTUIO B UCCeA0BaHUSAX.

MEXAYHAPOOHOE COTPYAHUYECTBO B OBJIACTU CMA:

doHAa ABNAETCA UYNIEHOM MeXAYyHapoAHOM 30HTMYHOW Accoumaumm CMA EBpona, obbeauHatowen
nauueHTCKMe OopraHM3auun eBpOonencKkuMx CTpaH, BKatoyasa Poccuio. Bo B3ammoaenctsnmum ¢ Apyrumu
CTpaHamu-ydyacTHMUamMmM Accoumaumm ¢GoHZ aKTMBHO Yy4yacTBYeT B AeATe/IbHOCTM, HanpaB/fieHHOW Ha
yNydlleHMe KayecTBa MOMOLLM M A0CTyna K JieyeHMo naumeHtoB co CMA, a TaKxe neperosopax c
K/1tOYEBbIMM CTEMKXO/IAEPAMMU.

B pamkax mexayHapogHoro cotpygHudectsa ¢oOHA NPUHAN y4vacTve B paboTe Hag NoOAroTOBKOWM
nucbma-nosvummn  Esponelickoro  coobuwecteBa CMA  OTHOCUTENbHO  LEeHHOOOpasoBaHMA  Ha
NleKapcTBeHHble npenapaTbl a4na nedyeHmna CMA, KoTopoe mbl Noa4epKuBaem.

NekapcTBa A0/XKHbI ObITb AOCTYMNHbLI ANA MNALMEHTOB, 415 KOTOPbIX pa3pabaTbiBatoTca. He cekpert, uTo
ueHbl Ha opdaHHble NpenapaTbl - O4eHb BbICOKM M YAacTO MMEHHO LieHa CTaHOBUTCA OrpaHUYMBaIOLLMM
baKTOpOM, NPenATCTBYOLWMM J0CTYNY 60/NbHbIX K 3aBETHOMY JIEYEHUIO.

EBponeiickana accouymauma CMA u ee uneHbl, BKAtoYaa ¢oHa Cembn CMA, cumTaem, 4TO cyliecTsyeT
ocTpasa HeobxoAMMOCTb B CO34aHMM 6onee nNpo3payvyHON cucTeMbl LeHoobpasoBaHMA WM NopaaKa
3aK/IIOYEHMA COMNALIEHMIA O BO3MELLEHUM W OonaaT fedvyeHus aAna naumeHtos co CMA. MMpouecc
LeHoobpa3oBaHUA M NOPALOK BO3MELLEHWNA PAacXOA0B HA HOBblE JIEKAPCTBEHHbIE NpenapaTbl AO/KHbI
ObITb KOPPEKTHBLIMW W NOAYYaTb BCTPEYHOE cornacue notpebutens. EBponeiickaa accounauma CMA n ee
Y/ieHbl CYMTALOT, YTO MOTYT BHECTU MONOMKUTENbHBIN BKAAA, B PELUEHWNE CAOXKHbIX NPobaem, CBA3AHHBIX C
ueHoobpasoBaHMEM W BO3MELLEHMEM PACXOAO0B MNOCPEACTBOM y4yacTua B neperoBopax. Ecam
odvuManbHble NpeacTaBuTeny nauneHTos byayt 6osee TeCHO COTPYAHWYATb C APYFMMU CTOPOHAMM,
3aMHTEPECOBaHHbIMM B MNOABAEHUM HOBbIX npenapatoB oT CMA Ha pbiHKe, TO rnaBHaa uUenb —
npeaocTaBiaeHMe NauneHTam HeobXoAMMbIX 1IEKAPCTBEHHbIX NPenapaToB — byaeT AOCTUMHYTA.

C TEeKCTOM 3anB/IEHMA Ha PYCCKOM A3bIKE Bbl MOMETE O03HaKOMWUTbCA Ha Hallem cainTe: http://f-
sma.ru/432.html

* %k %k

B pamKax MeMKAyHapogHOM WHMUMaTUBbI GOHZ NPUHMMAN yyacTMe B OpraHuM3auum U nNposBeseHUn
nccnenoBaTenbcko GoKyc-rpynnbl ¢ NauMeHTaMyM U PoACTBEHHMKamMK nauueHToB co CMA. B pabote
dOoKyc—rpynnbl, cocTonBLUENCA B KOHLEe deBpana B 6enbruiickom bproccene HapaBHe € y4acTHUKaMU U3


https://vk.com/away.php?to=http%3A%2F%2Ff-sma.ru%2F432.html&post=-99613801_3097&cc_key=
https://vk.com/away.php?to=http%3A%2F%2Ff-sma.ru%2F432.html&post=-99613801_3097&cc_key=

cTpaH EBponbl MPWMHAAM y4vacTMe TakKe cembu M3 Poccuun. Llenbto ¢doKyc-rpynn 6b110 BblACHUTL: C
KaKMMM CIOXKHOCTAMM CTa/IKMBAKOTCA CEMbM B NPOLLECCE AMATHOCTUKM TAXKenoro 3abonesaHma? Yto u Ha
KaKoMm 3Tane roBopAT AoKTopa? Kakyto nomolub npegnaratot? Kak BOCNPMHMMAETCA AMarHo3 M Kak
MOTOM C 3TUM KUTb? U 4yTO NpouncxoamT ganble?? Kak cembn BOCMPUHUMAIOT BO3MOMXKHOCTM /IEYEHUA U
Yyero OXMAAT OT JIEKAPCTBEHHOW Tepanum? KaK MOHWMAOT OrpaHUYEeHUA [EeNCTBMA NEeKapcTB U
MexaHu3m nx pabotbl?

OKasanocb, YTO CAOXKHOCTU, C KOTOpPbIMM CTasKkmBatoTca cembn co CMA B Poccmm He CAULLKOM-TO
OT/IMYALOTCA OT TOrO, C YEM CTA/NIKMBAKOTCA POAUTENN B APYIUX CTpaHax. Ha BcTpeye cembu M3 pasHbIX
CTpaH He TONbKO AeINANCL CBOMMM UCTOPUAMMU, HO U NbITAaNNUCh BbIABUTb OCOBEHHOCTM MapLUpyTU3aLnm
MauneHToB C pasHbIMM TUNAMK 3a00/IEBaHUA U KPOCC-CTPAHOBbIE Pas3/inyuMAa, U ecTb I OHU BOOOLLE,
BbISIBUTb OCHOBHble Bapbepbl, NPENATCTBYOLWME NOJYYEHUIO KayecTBEHHOMN, HeobXo4MMOM NoMoLLM, a
TaKXe MnobpeiWToOPpMUTb Ha TEMY BO3MOMKHbIX BAaPWAHTOB peleHUs 3TUX npobaem M nporpamm,
KOTOpble MOF/IM 6bl NOMOYb Ha r106asIbHOM YPOBHE NPEOA0NETL CyllecTBytowme bapbepbl.

LleHHOCTb pOoAMTENBCKOTO WM MALMEHTCKOTO OMbiTa peasibHoOM XM3HM co CMA - pgaeTr orpomHble
BO3MOXKHOCTM K TOMY, YTOObl MEHATb M3Hb CNeayloWwmMX NOKOeHUIA ceMel, KOTOPbIM, YBbl, TOJIbKO
NPeacToOuT C 3TUM CTOJIKHYTbCA.

A UTOrM UCCNeaoBaHUA NOMOTYT NMOHATbL OCHOBHbIE NaKyHbl B 061acTM nomowm naumeHtam co CMA Bo
BCEM MUpe N obecneynTb MHULMATUBbI U YCUANSA, HE0BXoaMMble, YTOObI X YCTPaAHUTD.

PECNUPATOPHAA NOAAEPXKKA:

B sHBape ¢oHA NpoBen cneunanmsanpoBaHHbIn onpoc nauneHTos co CMA B Poccuu ¢ Lienbto BbIABAEHMUA
NOTPEBHOCTU M HYXKLAEMOCTU B pecnupaTopHoM obopynoBaHMU. Mbl HaZeemcs, YTO 3TO NOMOMKeT
OONONHUTENbHO NPUBJEYb BHUMaHME K npobieme obecneveHna pecnnpaTopHbiM obopynoBaHMeMm, a
KOHKpeTHble ¢$aKTbl M KOHKPETHble AaHHble Hy)KAalowuxca B obopynoBaHMM cemel MOMOryT He B
TEOPMM, a Ha NPAKTUKE CABUHYTb U NOMOYb B 0becneyeHnn Heobxoanmbim obopyaoBaHNEM CEMEN OT
rocyaapcrsa.

Mo pe3ynbTatam onpoca BbisiBNeHbl 136 60/1bHbIX CNUHANbHOM MbllLEeYHOM aTpoduelt, HyXKaarwmeca Ha
HacToAWMN MOMEHT B obopyaoBaHUM U pacxodHbix maTepuanax. CobpaHHble AaHHble HanpaB/ieHbl B
MuHucTepcTBO 34paBooxpaHeHns PO 1 B pespane mbl Noayunam otset oT MUMHUCTEPCTBA C 3aBEPEHMNEM
pewuTb 3TOT BONpoC M obecneynTb MaUMEHTOB Heobxoaumbim obopyaoBaHuem. CooTBeTCTBYHOLLME
pekomeHaaLmm 6binn pasocnaHbl B pernoHbl Poccuu.

* % %

Cneumanuctel ¢doHAA NPUHAAM ydacTMe B gopaboTke MeToguyecknx pekomeHpaumnii «OCHOBBI
OpraHM3aUuMn PEeCNUPATOPHOM NOALEPKKM B AOMALUHUX YCNOBMAX MNPW OKasaHWU NanNMaTUBHOM
nomoLiu», NoAroTOBAEHHOM KOA/MIEKTMBOM COABTOPOB, cobpaHHbIX B pabodyto rpynny Accoumaumei
npodeccMoHanbHbIX YY4aCTHUKOB XocnncHon nomolm (AMYXM). MeToanyeckme peKoMeHOaunmn CTaHyT
pabounmm OOKYMEHTOM ONS YUYPEeKOEHWI 34paBOOXpaHeHUli Poccuu, yyacTBYIOWMX B OpraHusaumu
pecnMpaTopHOn noaaepXKM U obecneyeHWs pecrnmupaTopHOlM TeXHUMKOM Ha gomy. [lomumo
nHbopmaumm ob opraHusaumm npouecca, NOKasaHU K NPOBEAEHUIO PECMUMPATOPHON MOAAEPHKKU U
COCTOAHWI, MPW KOTOPbIX OHa MOXEeT MNOoHaJobuTcA — MeToAMYECKME PEeKOMeHAAuuu coaeprkat
WwabnoHbl OOKYMEHTOB MO nepegaye o0b0OpyAoBaHMA M YEK-UCTbl AN 0by4yeHMA POACTBEHHMKOB U
YXarKNBAOLWMX NNLL.

YTBEPKAEHMEM U PACNPOCTPAHEHUMEM METOANYECKMX PEKOMEHAALMI 3aHMMaeTca ATTYXT
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28 d¢eBpans 2019 ropma B CaHKT-lNeTepbypre coctoAnca Kpyrabld CTOA, MOCBALWEHHbIA CaMbim
aKTyasibHbIM npobsiemam NauMeHTOB C peaKMMW pguarHosamu. B pabote Kpyrnoro crtona npuHanu
yyactne Buue-rybepHatop CaHKT-lNeTtepbypra AHHAa MuWTAHMHA, nNpeAcTaBUTENM  MALMEHTCKUX
opraHusaumi, BKAYaa npegacrasutena ¢oHga Cembu CMA, rocypapCTBEHHbIX — OpPraHoB
3aKOHOZATeNbHOW U WCMONIHUTENIbHOM BNacTu, npeactaButeny O6LLecTBEHHOW ManaTthl U Beaylime
cneunanucTbl B 061acT MeauUnHbI.

ObcyaeHue Kacasiocb obecneveHmnsa obopyaoBaHMEM M PACXOAHbIMWU MaTepuasnbl ans obecnevyeHus
MB/1 Ha OOMy 3a cyeT cpeacTB ropoAckoro 6roa)erta. HecmoTps Ha OTMeYalolMecs CAOXKHOCTU B
opraHu3aumMM 3TOro MNpoLecca B ropode B XOAe KPYyrnioro crona 6bian nosydeHbl 3aBepeHus suue-
rybepHaTopa ropoZa 0 ToM, YTO OHU ByayT 06s3aTesIbHO pelweHbl. ObecneyeHbl byayT Bce CEMbM, AarKe
Te, y Koro ecTb obopyaoBaHue, npuobpeTeHHOe 3a cyeT 6/1aroTBOPUTENbHbIX CPeacTB. TaKxke,
nAaHWpyeTcA  opraHMsauma  cayxbbl  couManbHOM  MOAAEPXKUM  (Mepeaplluku)  Ana  cemeit.

KNANHUYECKUE PEKOMEHAALIUU NO CMA

®oHA NPUHMMAET aKTUBHOE y4acTue B CO3LaHUM U NOATOTOBKE NpoekTa defepanbHbIX KAMHUYECKMX
peKomMeHAaUUM Mo CNUHANbHOM MblWeYHOM aTpodun. [LOKYMeHTa, KOTOpbIM CTAHET OCHOBOM ANA
MeZNUMHCKUX CNEeLMANNCTOB NPU OKA3aHUN MeSULMHCKOM Nomolum naumeHTam co CMA. Ham KpaliHe
BaYKHO, YTODObI 3TOT AOKYMEHT OTBEYA/I COBPEMEHHbIM, MEXAYHAPOAHbIM noaxofam K Tepanum CMA,
HOCU/T MEXAMCLMNINHAPHbBIA XapaKTep U NOKPbIBaA BCe Hy»KAbl naumMeHToB co CMA. EaMHbIN fOKYMEHT
NO3BOJIUT BbICTPEE MOHATL, YTO AeNaTb B TOW UAWU MHOWM CUTYaLMMU U eCTb I 0CODEHHOCTU, CBA3AHHbIE C
[AMarHo30oMm, KOTopble cieayeT y4ecTb Npu HasHayeHun toboi Tepanmu.

PaboTta Hag TEKCTOM KAMHUYECKUX PEKOMEHAAUUN, OAUTENbHbIA, CNOXHbIA M OYEHb TPYAOEMKUM
npouecc. B deBpane coctosnocb TpeTbe 3acegaHune pabouen rpynnbl. B coctae paboueli rpynnbl No
NoAroToBKe KAMHUUYECKNUX PEKOMEHAaLMIA BOLLM BPaYM-3KCNepTbl BbICOKOTO YPOBHA 13 PasHbIX YrOAKOB
Poccun ¢ onbitom BeaeHus naumeHtoB co CMA. npodeccMoHasoB W 3KCNEepTOB, YYaCTBYHOLMUX B
noAroToBKe 3TOro BaKHeWwero ans Poccum OoKymeHTa. BnepBble B poccuickoit uctopum CMA -
nauneHTckoe cooblecTBO npuBaekaeTcs K paboTe Haf AOKYMEHTOM, KOTOpbld byaeT onpeaenatb
TAKTUKY M NOAXOAbl K NEYEHUIO NALLUEHTOB.

PaboTa Hag, KAMHUYECKMMU PEKOMEHOALMAMMU MPOSOIKUTCA B Te4eHMe roga. MNpoekT pekomeHaaumi
6yaneT npeacTassieH Ha banTuinickom KoHrpecce no AeTcKon HeBpoornu B KoHue anpensa 2019 roaa.

KoHcynabmayuu cmopoHHUX op2aHu3ayuii

ABNAACL CNeuMannsnpoBaHHbiM Ha nNpobiemax CMA, ¢oHA nonydyaeT 3anpochl OT APYrUX OpraHU3auuii
(yupexkaeHuii 34paBooXpaHeHna, MeamumMHCKMX cneunannctos 1 HKO) Ha oKasaHMe KOHCY/bTaTUBHOM
MOMOLLM NO BONPOCAM, CBA3aHHbIM € 3aboneBaHuAM. B pespane GpoHZA oKasan 5 KOHCyNbTauui.

MNoanporpamma «O6yuyeHue u passutue»

Mognporpamma HanpaB/ieHa Ha pa3BUTUE CUCTEMbI NOMOLLM 601bHbIM CMA 1 X ceMbAM, MOBbILLIEHUE
€e KayecTBa, BHeApeHUe COBPEMEHHbIX CTaHAapTOB, Pa3BUTNE MHPOPMMUPOBAHHOCTU O 3a60NEBAHMM,
MOBbILIEHME 3HAHWUI M HAaBbIKOB CMELMaNNCTOB, 3aHATLIX B OKa3aHMM Nomolum 60abHbiMm CMA.



MHPOpPMaLMOHHO-U3AaTENbCKAA [EATE/IbHOCTD:

M3pgaHa Gpowtopa «[bixaHue. PecnupatopHas noagepskka ans geten Cco CNMHaJAbHOW MbILUEYHOWN
atpodueri». Bpowtopa NPOAOAKAET Cepuio NepeBoAHbIX MHOOPMAUMOHHBLIX W34AHUIA O pPasHbIX
acnektax nomouwmn 6o0sbHbIM CMA un3 cepumn «SMA Care Series», NOAroTOB/IEHHbIX aMepPUKaHCKOM
accoumaumen «Cure SMA» 1 nepeBeAeHHbIX M aganTUpPoBaHHbIX ans Poccum doHgom «Cembn CMA» 1
MeaUUMHCKMMM 3KcnepTammn poHAa.

B M34aHMM onucaHbl rnaBHble Npobaembl ¢ AbixaHnem y geteit co CMA v npeacraBneHa MHGopmaLums
06 0CHOBHbIX criocobax pecnuMpaTopHoW noaaepKku, 06 obopyaoBaHMN, HEOBXOANMMOM A1A TOTO YTOObI
CNPaBAATLCA C TakKMmKM nNpobnemamy Ha pasHbix 3Tanax 3aboneBaHua. B Hel coaeprKaTbCA COBETHI
poauTeENAM O TOM, KaK MOXHO M36eXKaTb OCNOMKHEHWI Npu NPaBUIbHOM YXOAE, M Ha YTO BaKHO
obpaLaTb BHMMaHUe, 4Tobbl NOMOLLb Hbla OKa3aHa BOBpems.

Bpowtopa 6yaet nosesHa 6osbHbiM CMA M ux 6AU3KMM, MEAMUMHCKMM Creumasnctam, a TaKkKe
LUMPOKOMY KPYry YntaTesiei, MHTEPECYIOLWNXCA TEMOW CNMHANbHON MbilleYHOMN aTpoduu.

Monyuntb 6GpoLtopy MOXMKHO Ha meponpuaTuaXx ¢GoHaa uanm B camom ¢oHAae, NpeaBapuUTesbHO
CBA3aBLIMCL C Hamu no agpecy: info@f-sma.ru

Cair:

Mbl NOCTOAHHO oTcnexmBaem HOBOCTM 0 CMA 1 nNybAnMKyem Ha canTe CTaTbM O TEKYLLMX KAMHUYECKUX
nccneaoBaHMAX M HOBOCTAX HayKMW. [1nA Hac BaXKHO, YTOObl PYCCKOA3bIYHbIE YMTaTeNU, NpexKae BCero
CEMBU WU MEOULUMHCKME CMeuMannuctbl MOFM NOAYYUTb [OCTyn K nocnegHe uHPopmauum o
npoucxogaumx cobbiTnax B obnactn CMA.

B obweit cnoxkHocT B dpeBpase onybanMKkoBaHo 3 maTtepuana:

1) doHp «Cembn CMA» 0bpaTmACA K BNacTAM 3a NOAAEPKKON B Bomnpoce perncTpauumn CnuHpasbl
http://www.f-sma.ru/431.html
2) 3assneHue EBponelickon accoumaumm CMA o nosuummM no Bonpocy LeHoobpasoBaHWs Ha

nekapcrea ot CMA http://www.f-sma.ru/432.html

3) CnuHpasa nonyymna opdaHHbIn ctatyc 8 Poccun 13.2.2019 http://www.f-sma.ru/433.html

Moanporpamma «lMomouwb cembam»
Poautenbckuii Kny6

B ¢eBpane coctoanacb odyepegHas BcTpeda «PoauTenbCKOro Knyba» - Mbl NpUrAacuan poautenei
aeteit, 6onbHbIX CMA Ha BCTpedy, NPoOCTO YTOObI OTAOXHYTb M HEMHOMO NOOB6LLATLCA, OTBAEYLCS OT
6YAHNYHOWM PYTUHBI YXOA4a 33 TAXKEeN060/bHbIM pebeHKOM M oYeHb 61arofapHbl BCEM, KTO Noggepikan
Haly 3aTel0 W NpuWwen NOoAeNUTbCA CBOMMM MbICAAMM, SMOUMAMU, OBMEHATLCA ONbITOM M NPOCTO
nocmenTbes. TeM 41 Pa3sroBOPOB OKa3a/loCb MHOMKECTBO, O4HA CMEHsANa APYryto, U, KaK HaM KakeTcs,
BCE YyBCTBOBa/M CE6A HEMPUHYKAEHHO M NETKO. BO3MOXKHOCTb OLLYTUTb NOAAEPHKKY PABHOTO, TOTO, KTO
NOHMMaEeT NoyTh 6e3 CNOoB - 3TO OYEHb U OYEHb BaXKHO.

Bo BcTpeye Knyba npuHANKM yyacTue ABoe COTpyAHMKOB ®oHAa M NATEPO poguTenei.

Peectp CMA

PeecTp 60/bHbIX CNWUHANBLHOW MblleYHOW aTpoduel comepKUT MHbopmaunio o 6onbHbix CMA Ha
TeppuTopun Poccuinickon depepaumnn. Peectp BeaeTca B LeNsAx COAENCTBUA B MPOBEAEHUMN HAYYHbIX U
KAMHUYECKUX UCCNeL0BaHUI, COAENCTBUA MHMLMATMBAM B 061acT iedyeHns 60abHbIX CMA, yaydlweHns
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CUCTEMbl KauyecTBa MNPeAoCTaBAAEMbIX YCAYr M cuctembl nomouwm 6onbHbim CMA B Poccum,
COBEPLIEHCTBOBAHMA ANArHOCTUKM U MOBbILLIEHUA KayecTBa OKa3aHuUA MeANLMHCKON NOMOLLM.

3a peBpanb Mbl NOAYYNAM 17 aHKET OT cemeit, HeAaBHO Noay4mnBLLMX AnarHo3 CMA, a TaKKe OT Tex, KTo
HeZaBHO y3Han o geatenbHoct PoHaa. Ha koHeu, deBpans B peectpe — 705 60/bHbIX CMWMHAIbHOWM
MblWeYHoM aTpoduei co Bcelt Poccum.

MHpopmaLMoHHan paccbisika ANA cemeit

Mbl  npogosxKaem BECTU PEryaapHyrd  MHPOPMALMOHHYK paccbiiky no cembam co  CMA,
3aperncTpupoBaHHbiM B peectpe ¢poHaa. Paccbinka nHPopmupyeT cembu O MocAeAHUX HOBOCTAX B
o6nactu CMA, cofepuUT CCblIKM Ha nocnefsHue nybamkauum mu ByKkneTbl U U3AaHUA, KOTOPbIe MOryT
6bITb NONE3HbI CEMbAMM, COOBLLLAET O NAAHAX U MeponpUATUAX GoHAA, OPUEHTUPYET cembn B 0bnactu
NPaKTUYeCKnX 3HaHuM o CMA.

B deBpane dpoHA nogrotoBuna 2 MHGOPMaLMOHHbIE PACCHIIKM ANA HALUUX NOAOMNEUYHbIX.
KntoueBble TeMbl PaCCbINOK:

e WHdbopmauusa o meponpuatuax doHaa ana cemeir (LLkone CMA B KpacHogape B mapTe u
BCTpeyax Poautenbckoro Knyba) M aHoOHCaxX MeponpuATUIA 4PYTMX OpraHM3aunin, KoTopble MOT/K
6bl 6bITb MHTEPECHDBI CEMbBAM

e PesynbTaTbl oOnpoca MO pecnMpaTopHOMy O0OOpPYAO0BaHWIO W [ANbHENWMX AEeUCTBUAX,
HeobxoaMMbIX A5 NONyYeHUA 060pyL0BaHUSA

e UHdopmauma gna cemein o nepefaHHbIx Bnarotsoputenamm obopyAoOBaHMIO U PACXOAHbIX
maTepuanos, KoTopblie PoHA roToB Nepesatb CEMbAM

e [locneaHne HOBOCTU O KIMHUYECKUX UCCeA0BaHUAX U JOCTYMe K Ne4eHUIo

e UHdopmaumio 0 HOBbIX MHGOPMALMOHHBIX MaTepuanax o CMA n 6powtopax, KOTopble MOryT
NMOMOYb CEMbAM JIydLLE NMOHATb KaK CNPaBAATbCA C 60Ne3HbIO

e  AKTMBHOCTM, NPUYypOYEHHbIe K MexayHapoLHOMY AHI0 peaKux 3aboneBaHui

MpoeKT «Apgantauua»

BONbLUMHCTBO CeMel XKMBYT J0BO/IbHO AaneKko oT MOCKBbI M 4acTO HE MMEHT BO3MOMKHOCTb MOAYUYUTb
He TO/MIbKO rPaMOoTHYI0 MEeAMLMHCKYI0 NOMOLLb, HO M MHpOpMaumio o 3aboneBaHun. Mbl cTpeMMmMcA K
TOMy, 4TO6bl NOMOLLb 6blaa AOCTYNHA BCEM, MO3TOMY C YAOBO/ILCTBMEM KOHCY/bTUPYEM CEMbM MO
TenedoHy, oTBeyas, Kak Ha obwue Bonpocbl No CMA, Tak M Ha A0BOJILHO peakue, cneumpuyeckme
TOJIbKO A/1A f@aHHOM KOHKPETHOM CeEMbW BOMPOCHI.

B ¢espane doHA nposen 145 KOHCyNAbTAUMN ceMEN NO pa3ANYHbIM TemaThKam. Momollb 6blna oKasaHa
KaK /INYHO, Tak M ypaneHHo (TenedoH, e-mail). HMKe npuBeaeHbl camble aKTyalbHble BOMPOCHI 3a
deBpansb:

31 BONPOC O KANHUYECKMX NCCNe0BaHUAX U NeKapCTBax

30 sonpocos o peectpe CMA

22 3anpoca Ha oTnpaBKy 61aroTBOPUTENBHOM NOMOLLM CO CKNaAa

14 KomnneKCcHbIX Pa3roBopoB C HOBOAMArHOCTUPOBAHHOM CeEMbeN

13 Bonpocos o Heobxogumom npu CMA meguumMHCKOM 060pyA0BaHMM, PAacXOAHbIX MaTepuanax wu
0CODBEHHOCTAX UCMONb30BaAHUA

7 3anpocoB Ha MeAULMHCKYIO KOHCYAbTaLMIo

4 061me meanLMHCKME BONPOCHI

2 3anpoca Ha npoBefeHne HOYHOM NY/IbCOKCUMETPUN



3 Bonpockbl 0 nepeBoge pebeHKa U3 peaHnmMaunmn 4OMOM 1 AOCTYNOM B peaHMMaLMmio
2 BOMpOCbl 0 NpoeKTax poHAa

1 BOnpoc opMaANYECKOro XxapaKkrepa

1 Bonpoc o cbopax Ha TB

MpoeKT «AapecHas NOMOLLLb»

®oHpa oKasbiBaeT nomoub 60/bHbIM CO CMWHANABHOM MbllWEeYHOM aTpodMen U APYrMmMKU HepBHO-
MbILLIEYHbIMWU 33a060/1€BaHNAMM B NPUOBPETEHUN HEOOXOAMMOrO KM3HEHHO Ba*KHOro obopyaoBaHUSA,
pacxofHbIX MaTepuanax, FIMrmeHNYecKxX CPeacTs U CNeunasm3mMpoBaHHOIo NUTaHMA B TOM Cay4ae, ecau
MX Henb3Aa MOAYy4YMTb OT roCyAapcTBa, o0b6opyAoOBaHWE BXOAMT B CNUCOK 0BOpyAOBaHWE MepBOW
HeobXo4MMOCTWN, PEKOMEHAOBAHO BPayYOM WM €CTb MOKA3aHMA K ero npumeHeHuto. lMomolb
OKa3blBAETCA, KaK 3a CcYeT NpMOBOPEeTeHHOro Ha MOXKePTBOBaHMA, TaK M 33 CYeT nepefaHHOro B GOHA,
PRO-bono nmyuiectsa.

B deBpane nomoulp 6bina OKasaHa 27 cembaM Ha cymmy 114 038 pybneir (M3 Hux 106 523 3a cuer
nepegaHHoro PRO Bono nmyuiectsa, CTOMMOCTb PacX040B Ha AOCTaBKY B perMoHbl NpoXKueaHma — 7 515
py6.)

Momouwb 6blna Hanpas/ieHa B cembM, npoxusatowue B [lepmckoi, PoctoBckol, OpeHbyprckoi,
MockoBcKkon, Hukeropoackon, Kypckoi, TiomeHcKoW, Jiuneuxol, HoBocmbupckoi, Kanyckold,
BopoHeKcKon, YnbAHOBCKOM, Brnagmmupckoit obnactax, Pecnybnamkax Kpbim ¥ bawKopToCTaH,
Xabaposckom n KpacHogapckom Kpasx, Amano-HeHeukom aBToHOMHOM okpyre, CaHKT-leTepbypre.

MpepocTtaBneHne pesepBHOro o6opyaoBaHUA

Cyuwectsytowwan 8 GoHAEe Nporpamma BpeMeHHOro NpesocTaBieHUsA pe3epBHOro 060py0BaHNA
nossosisieT obecrneuynBaTb CemMbW HeobOXOoAMMbIM 060pPYyAOBaHMEM Ha HEMNPOAOJIKUTENbHbBIN CPOK,
KOTOpbIA Heobxogmum pns cbopa geHer M MOKYMKU MAM nonyvyeHua becnnaTHo Heobxoaumoro ans
60/1bHOrO0 MeAMUMHCKOro obopyaoBaHua (acnupatop, oTkawameatenb, HUBJ). Mporpamma nomoraet
NoALepPKaTb CEMbIO B KPU3UCHOM CUTYaLMM M OKa3aTb NOALEPNKKY Ha TO BPEMS, NMOKa CeEMbA He HanaeT
BbIXOZ, U3 CNOXKMBLLENCA CUTYaLUMK.

B ¢eBpane 6narogaps 3ToM nporpamme oauH pebeHoK w3 Poctosckoit obnactu cmor
Bocnonb3oBaTbcss HUBJI, a oanH pebeHoK 13 HuxkeropoacKko o61actu — oTKawanBaTenem.

Takke B pamkax 3TOM nporpammbl GOHA NpPeaocTaBAAeT BO3MOMXKHOCTb MNPOBeAEHMSA
ONArHOCTUKM AbIXaTe/IbHON CUCTEMbl MOCPEACTBOM MPOBEAEHUA HOYHOM My/bYOKCMMETPUM. Annapat
ONA HOYHOM MYNbCOKCUMETPUM OTHOCUTCA K paspsasy obopyaoBaHWA, KOTOpoe HeT HeobxoaAMmocTu
MMETb B IMYHOM NOJIb30BAHMUM KaXKA0M cembe, T.K. OH HE UCNO/b3yeTcA HEMOCTOAHHO U NpeaHa3HayveH
A9 ANarHOCTUYECKOM Npoueaypbl, MPOXOAUTb KOTOPYo BbiBaeT gocTaTovHo 1-2 pasa B rog,

B TeyeHune ¢eBpans annapaT ANA HOYHOWM MY/IbCOKCUMETPUM Obl1 UCMONB30BAH A1A AUATHOCTUKKU 12
nauMeHTOB.

* %k %k

CMMW O ®OHAE:

B AHBape ony6aukoBaHo 2 matepuana B CMU Ha Temy CMA, ¢ KOMMEHTapuAMM COTPYAHUKOB UM
BONIOHTepOB ¢poHAa, UM ynomuHaHuem poHpa:

«Cpean nocnegHux MHUUMaTUB FOCAYMbI 3aKOH O Majs/IMaTUBHOW MOMOLIM — CaMbli «>KMUBOWMY, XOTA
rnaBHasa ero uenb — 06nerynTb OOCTOMHbIA yXo4, B MUP UHON Heusneuymmo 60/bHbIX. PopmanbHO B



OENCTBYIOLLEM 33aKOHOAATENbCTBE YXKE MPOMMCAHO, YTO TaKoe MNanaMatmMe, OLHAKO, KaK 3TO 4acTo
6bIBaeT, BO MHOIMX permoHax cuctema He paboTaerT, HYXKeH «NpULEbHbIi BbicTpen». MNnaHnpyeTcs, 4to
HOBbIA 3aKOH OnpeAenuT NOPSAOK OKa3aHWA NafNMATUBHOM MOMOLLM U COUMANbHOTO OBCayKMBaHMUA
Heusneynmo 6onbHbIX. Ha 11 peBpansa B flocayme HasHa4YeHbl Nap/iaMeHTCKME CAyLllaHuA, Ha KOTOPbIX
6yayT nogpobHo obcyKAaTh NaNIMATUBHYIO MOMOLLb. »

Oupektop ¢oHma Onbra [epmaHeHKo ana JleHTbl.py o paboTe naniMaTMBHOM nomowM -
https://lenta.ru/articles/2019/02/11/pallio/

Mpenapat CnuHpasa (HycuHepceH), npeaHa3HauYeHHbI 414 NeYeHUs CNUHANbHOM MbllleYyHon aTpodum
(CMA), nonyumn B Poccum opdaHHbIN cTaTyc U Byaer 3aperMcTpMpoBaH No YCKOPEHHOW npoueaype.
https://www.miloserdie.ru/news/lekarstvo-dlya-bolnyh-sma-v-rossii-zaregistriruyut-po-uskorennoj-

protsedure/
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