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Pesrome. C KaxIapIM IoJJOM MBI BCE Yallle CIBIILIKUM O OJaroTBOPUTENBHBIX cOOpax Juisl OMOIIU
ManueHTaM, KOTOpble CTpajaloT CHUHAIBHOW MblmedHoil arpodueit (CMA). M3-3a HemocraTka
I/IH(i)OpMaIII/II/I OTHOCHUTCIIBHO JaHHOI'O 3a00/1eBaHUs 06HICCTBO CTAJIKUBACTCA C HCECAOIIOHMMAaHHUEM
MCXaHU3MOB BO3HUKHOBCHHSA U JICUCHUS ,Z[aHHOfI I1aTOJIOTHNH. H606XO,Z[I/IMEI AKTHBHOC pacCIpOCTPaHCHUC
MIPOBEPEHHON M TOKa3aHHOH nH(popmanmu, kacarmeiics CMA.

KiaroueBble c1oBa: ClIMHAJIbHAS MBIIIIETHAS anO(i)I/I}I, JUAarHoCTHuKa, J€4YCHUC.

Resume. Every year we hear more and more about fundraising to help patients who suffer from
spinal muscular atrophy (CMA). Due to lack of information about the disease, society is faced with a lack
of understanding of the mechanisms for the emergence and treatment of this pathology. Active campaigning
of verified and proven information concerning the CMA is required.

Keywords: spinal muscular atrophy, diagnosis, treatment.

AKTyajabHOCcThb. CriMHANBHAS MbIIIEYHAsE aTpodus - 3TO TsxKENas HACIEICTBEHHAs
MaToJIoTusl, KOTOpasi 0OyCJIOBJI€HA T€HHOW MyTalue u 6€3 CBOEBPEMEHHOM JUAarHOCTUKH
Y JICUCHUS IPUBOAUT K MHBATUAU3AIIMN U MyYUTEILHON CMEpTH narueHToB. Habmonaercs
YBEJIMYCHUE CTAaTUCTHYECKUX TOoKaszarened 3aboneBanust cpenu Hacenenus Pb (B
Pecniybnmuke benapych exeronno poxaaercs 9-15 nereit ¢ Takum THarHo30Mm).

Heab: npoaHanu3upoBaTh OCBEIOMIIEHHOCTb HACEJIIEHUS OTHOCHUTEIBHO NPUYUH
BO3HUKHOBEHUsI U pacnpoctpaH€éHHocTH CMA. Onupasch Ha HW3yYEHHYIO JIMTEPATYpYy,
IPOAEMOHCTPUPOBATh PEAIBHBIE MEXAHW3Mbl BO3HUKHOBEHHS, JUArHOCTUKH, JICUECHUS
CMA. PazBesTh MHU(]BI, BO3HUKIIHNE Y OOIIECTBEHHOCTH OTHOCHUTEIIBHO CIHUHAIBLHOMN
MBIIIEYHOHN aTpoduu, UCTIONIb3Ys OMMCAHHBIE B JIMTEpaType JaHHBIC PaHEe MPOBEAEHHBIX
UCCIICIOBAaHUM. BBIABUTH KIIMHUYECKUE MPOSABJICHUS KAKAOrO THIMAa JAHHOW MaTOJIOTHH,
MOKa3aTh HEOOXOUMOCTD MOBBIIIIEHUS JOCTYTHOCTH TUArHOCTUKH U JICUEHUS CITMHATBHOM
MBIIIIEYHOU aTpodum.

3agaum:

1. C nomolpl0 OHJIAWH-aHKETUPOBAHUS OLICHUTh pPEalbHbIH YpPOBEHb 3HAHUI
HaceJieHust OTHOCUTENIbHO CMA.

2. Onupasch Ha JOKa3aHHYI0 WHGOPMAIHMIO, OMUCATh TUIUYHBIA MEXaHU3M
BO3HUKHOBEHUS CIIMHAIBHON MBIIIICYHOM aTpOdHH.

3. IIpommmtocTpupoBaTh JOCTYITHBIC HA CETOIHSA METOAbI quarnoctuku CMA.

4. OcBeTuTh BHIBI U IPHUHIMUI JEUCTBUS MPENApATOB, HAIIPABIECHHBIX HA TEPAIUIO
CMA.
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5. [IpogemMoHCTpUpPOBaTh yPOBEHb PACHPOCTPAaHEHHOCTH AAHHOTO 3a0o0JieBaHUs
cpenu xuteneit Pecriyonuku benapyce.

6. [TokazaTh akTyalnbHOCTH TaHHOW MPOOJIEMBI B COBPEMEHHOW MEIUIIMHE.

Matepunansl u Metoabl. llepeq HauaroMm paboThl OBUTO MPOBEACHO OHJIANH-
aHkeTHpoBaHue (Ha ocHoBe forms.google.com), kKoTopoe WILTIOCTPUPYET OCBEIOMIEHHOCTD
HaceneHnusi o CMA, oTpaxkaeT OCHOBHbIE MHEHUS, Kacaroluecss TMPUYUHBI U
pacupoCcTpaHEHHOCTH TaHHOTO 3a00aeBanus. [IpoaHann3upoBana HayyHasl JUTEpATYpa Mo
JTAaHHOU TeMe.

Pe3yabTarhl M uX 00cyxaenne. CriHaIbHASI MBIIIEYHAsE aTPOPUS — FTEHETUYECKOE
HEPBHO-MBIIIIEYHOE 3a00JIeBaHUE, MPUBOAIICE K HApACTAIOMIEH MbIIIEYHON Ccr1aboCTH.
CMA otHOcuTCs K ophaHHBIM (peAKUM) TeHeTHYecKuM 3aboneBaHusiM. OJIHaKO B CBSA3U C
TE€M, YTO YaCTOTa BCTPEYAEMOCTH JAHHOTO HEAYTa — OJUH Ciiy4daid Ha 6-10 ThIC. YENIOBEK,
3Ty MATOJOTHMIO HMHOIZA HA3BIBAIOT «CaMOMl 4YacTod u3 peakux». C MeNbro aHaiMu3a
OCBEJIOMJIEHHOCTH HaceJeHHs oTHocutenabHO CMA MHOIO OBLIO MPOBEASCHO OHJIAWH-
aHKeTHpOoBaHUE (Yucio onpomieHHbIX: 200 4eIoBeK), B X0/Ie KOTOPOro OBLIHM IOTyYEHBI
CJIeIyIOIME CTAaTUCTHUYECKUE Mokazarenu: 76% ONpoOIIEeHHBIX KOIAA-TMOO CIBILAIN O
CIMHAJIBHOW MBIIIEYHON aTpoduu, 98 pecrnoHAEHTOB CUHMTAET, YTO YHUCIO OONBHBIX, Y
KOTOPBIX JTUAarHOCTUPOBAHO JAaHHOE 3a00J€BaHUE, BBIPOCIO B MociieqHee Bpems. JlanHas
TEHJEHIMsl OblIa TakKe OTMeYeHa MHOU. HecoMHEHHO, 3TO CBSA3aHO C MOBBIIIEHUEM
kauectBa guarHoctukn CMA. Ot 103 omnpomieHHbIX ObUI TOJY4YEH BEpPHBIM OTBET
OTHOCUTEJIbHO TMPUYMHBl BO3HUKHOBEHHUS JAHHOW TMAaToJIOTMH  (HACJIEICTBEHHOE
3abosieBanue). Cpeau OMMOOYHBIX MHEHUN CTOUT OTMETUTH CIIEIYIOIINE: IEPEHECEHHAs B
netcTBe uH(pekus (3 yemoBeka), 3apakeHue JeTel Mpu MpoBeeHUU NMPOPUIAKTUIECKON
BakuuHauuu (5 wuyenosek). Kacaemo mnocimeaHero MHEHMs: Yy HacelIeHHMs] HMeEeTcs
3a0myxaenue, 4To CMA BO3HMKaeT u3-3a MPUBUBOK, BEJlb POJUTENN 3aMEUYalOT MEpBbIC
CUMIITOMBI KaK pa3 B MepuoJ npoduaakTuueckon BakuuHauuu. ToT (akT, 4T0 OCHOBHBIM
HWCTOYHUKOM, OTKyJa YYAaCTHHKM Moero omnpoca y3Hamu npo CMA, daBisroTCA
MHOT'OYHUCJIEHHBbIE 0J1arOTBOPUTENbHBIE COOPBI, YKA3bIBAET HA O€3yCIOBHYIO AKTYaJIbHOCTh
UCCIIeTyEeMON MHOM MpOOJIEMBI.

CnuHanbHasg MblIIedHast aTpodus nepeaaércs mo ayToCOMHO-PELIECCUBHOMY THUITY.
Hocurenem myTtanTHOro reHa siBisercs kKaxabid 40-50-i1 xutens 3emmm. BeposTHOCTB
BO3HUKHOBEHUs1 3aboneBanus de novo — 2%. [lpu cnuHambHOM MBILIEYHOW aTpoduu
MOpPaXKalTCsI  0-MOTOPHBIE HEWPOHBI, KOTOPbIE HWHHEPBUPYIOT 3KCTpady3aibHbIE
MBILIEYHBIE BOJIOKHA, OTBETCTBEHHBIE 33 COKPAILEHUE CKEJIETHOM MYCKYJIaTypsl. B cBsA3u ¢
OTUM BBIJENSAIOTCS CIEAYIOLINAE IPOSIBICHNS JAHHOM MATOJIOIMU: MBILILBI TEPSIOT CBA3B C
HEPBHBIMHU KJIETKAMH, MPOUCXOAUT TunoTtpodus Mmpiil. WuTemnexkt moneir co CMA
OCTaeTCsl MOJHOCTBIO COXpaHHBIM. 3ab0JIeBaHHE TAK)KE XapaKTePU3YeTCsl CKEJIETHBIMU
HapyUIeHUsIMH  (CKOJIMO30M, JAeQopMalMsiMH TPYJHOW KIETKH), YTO BIIOCIEACTBHUU
OPUBOJUT K TpobiieMaM C JAbIXaHHEM, H3-32 OrPAaHUYEHUS TIOJBUKHOCTU CYCTaBOB
pa3BUBaAIOTCS KOHTpakTyphl. CHnuHanbHas MbIlIeyHas aTpoduss — 3TO MOHOIEHHOE
3a0oJsieBanne. IMEHHO 3Ta 0COOEHHOCTD JaHHOM MAaTOJIOTHUH TaéT BO3MOKHOCTD Ha ITOJIHOE
W3JICUEHUE HeJlyra C MOMOIIbI0 TeHHOU Tepanuu. Yaie Bcero nmpu CMA nopaxkaercsi reH
SMNI1 (survival of motor neuron 1), KOTOpBI OTBe4aeT 3a MpoU3BOACTBO Oesika SMN.
JlaHHBI T'eH JIOKaJIW30BaH B JJIMHHOM Iuiede 5-i1 xpomocombl (5q). B 95% ciyuaes
POUCXOJIUT OJIHA U Ta ke MyTanus B rene SMN1 — 310 aeneuus s3k30Ha /.
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3popoBbin YyenoBsex CMA-NaumenT
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Puc. 1 — TunuuHbli BapuaHT MyTalluy IPU CIIMHAILHOW MBILIEYHON aTpodun

Bo3HukaeT Bompoc: mo4eMy MMEHHO MOTOPHBIE HEMPOHBI TaK YYyBCTBUTEIBHBI K
HexBaTke SMN? Beab 3ToT 6enok HeoOXoaum aiisi paboThl BCEX KIETOK OpraHu3ma.
UccnenoBarenu w3 YHuBepcuTrera OMOPH JAIOT Ccliefyroniee OOBSICHEHHWE JaHHOMY
siBIeHMIO. Jleso B ToM, uTo B Kaxka0u kinetke MPHK cunteiBaeTcs ¢ JIHK u, B nanpHeiem,
CIY)KHT OCHOBOM I cHHTe3a OenkoB. OJHAKO MJIA TOTO, YTOOBI CHHTE3 OCIKOBOM
MoJsiekybel Hadasicsi, MPHK fomkHa ObITh J0CTaBiIeHA B ONMPEACICHHYIO TOYKY KIIETKH.
Kaxnas marpuunas PHK nuMeeT yuacTok, KOTOpbIN KOOUPYET MECTO N0CTaBKU. bemok SMN
KaK pa3 OTBEYAET 32 KOPPEKTHOE CUMTHIBAHUE JaHHON MH(OpMaLUM, a TIPU €r0 HEXBATKE
JAHHBIM MeXaHW3M Hapymaercs. Tak Kak COMHAJIbHbIE MOTOPHBIE HEHMpPOHBI OOJaJaroT
OYEHb JIMHHBIMM aKCOHaMH, TO HapyuleHue TpaHcrnopta MPHK cranoButcs st HUX
KpuTu4HbIM. M3-3a Toro, uro MPHK He mocTuraer KOHIIOB akCOHOB, HACTyIaeT TUOeb
JIBUTATEJIbHBIX HEMPOHOB U, KaK CIEACTBUE, MOCIEAYIONIAsl MbIIIICYHAs aTpOus.

B ciyqae co CMA 0oTuéTnuBo BUJHA BapuaOeIbHOCTh T€UEHUs 3a00JIeBaHUS. JTO
CBSA3aHO C TEM, 4YTO JUJISl KaXJIOro MaleHTa CyIIECTBYIOT (DaKTOphI, OMpEeeisIonue
paznuye B BO3pacTe MaHU(ECTAlMU U TSHKECTH TEUEHUS CHUHAIBHOW MBIIICYHOU
atpoun. IOt (pakTopsl Ha3pIBalOT MonuduraTopamu 3abonieBaHus. (OCHOBHOM
Moaudukatop, BAUSIOMMN Ha ypoBeHb Oenka SMN — 310 ren SMN2 (mceBaokomnusi
SMNI1). Otnuure NaHHBIX T'€HOB JIMIIb B OAHOM a30THCTOM OcHoBaHuM (y SMNI1 —
uTo3uH, a y SMN2 — tumun). B cBsi3u ¢ 3tuM orinmuuem ¢ rena SMN2 mumbs B 10%
MPOIEHTAaX CIy4aeB BbIPAOATHIBACTCS TMOJHOIEHHBIH U  (YHKIIMOHAIBHBIN OEJOK.
OueBHIHO, TAKOT'0 KOJIMYECTBA O€JIKa HEIOCTATOYHO, YTOOBI reH SMN2 MOT SBJISITBCS «ETO
OCHOBHBIM MocTaBIMKOM» HapaBHe ¢ SMNI. IToatomy SMN2 BpICTynaer Jvilb B POJIH
«JIONOJHEHUs». IMEHHO MO KOJIMYECTBY JTAHHOTO T'€Ha MPEAINOJaraloT MO «CUEHAPUIO»
Kakoro Tuma OyJeT pa3BUBATHCS MATOJIOTHS B TOM WJIM UHOM ciiydae. Uem Oomblie y
nanpeHTa kormuid reHa SMN2, Tem Oosiee OJaronmpusTHBIA MPOTHO3 OyAeT HMETh
3a00JIeBaHuUE.

SMN1 SMN2

o & o T o B e & e B
pre-mRNA TN c T

Puc. 2 — Orimnune B rerax SMN1 u SMN2

MHorue ruccieoBaTeld BBIICIIIOT 5 TUIIOB JanHoro 3adoneBanus (0 — V). OxHako
10 MEXAYHApOAHBIM cTaHaapTaMm Takux tunoB 4 (I — IV). Oto cBs3ano ¢ tem, yto CMA,
TaK Ha3bIBAEMOT'O HYJIEBOTO THIIA, MposiBIisieTcs Ha 30-i Henene 6EpeMEeHHOCTH, B CBSI3U C
ATUM TaKHUE JI€TU Yalle BCEro yMUPAIOT JO WA BO BPEMS POKICHHUSI.

PaccmoTpum  knuHuueckue nposBieHus TUNOB CMA, KOTOpbl€ BBIIEISIOTCA
COTJIACHO MEKIYHApOJHBIM CTaHAAPTAM.

(DYHI[aMeHTaJ'IBHaH MEAUIIHA
VK 61:001(06)(476) BBK 51.1 ® 94



Ta6.. 1. Tunel cnMHaIBHOMN MBIILICYHON aTPOhUH

Tun CuHoHUM Bo3spacr OCHOBHBIE IPOSIBJICHUS [Ipornos Homns
CMA MaHH(ecTaIH THUI cpenu
BCEX
CMA
CMA Boiesus Or 0 no O6UNmerotcs TtpyaHoctn cHaumbonee Tsoxénpiii Trim,60%
| ruma  Bepnuura- MECSILIEB JIbIXaHUEM, COCAaHHEM HYacCTO HE JOKHMBAIOT 0 2
l'odpdmana riotanueM. He nepskarier.
TOJIOBY, HE CHJISAT.
CMA Boiesus 7-18 mecsmeB MoryTt cuaerb, xonbbaHeOmaronmpusTHBIN, 27%
Il Tuma  JIy6oBuina HEBO3MOYKHA. MPOJOJKUTEIBHOCTD
JKU3HHM BBIIIE, YeM IpHU
CMA I
CMA lllbone3nn ITocne 18CamocrosarenbHo cuaat ullpoaomKuTenbHOCTh 12%
THIIA KrorennOepra-  Mecsiien XOMT, HAaO0JII0 TaI0 TCSHKM3HU Onu3ka K
Benannep npoOjeMbl ¢ OeromM HCpPEIHECTAaTUCTUUCCKUH,

NOAHEMOM 1O JIECTHUIIE. OJHAKO eé Ka4yCCTBO
CHUJIBHO YXYAIIACTCA.

CMA [|VB3pocnas CMA Ilocne 35 ner  CaMOCTOSATENBHO He BITUSICT Hal%
THIIA MIEPEIBUTAIOTCSI, MHOTHUEIIPOIOJIKUTESIIEHOCTh
UCTIOJB3YIOT KHU3HH.

HWHBAJIMIHBIC KOJISICKH.

JlokazaHo, 4TO, 4eM paHbllle OyJAET MOCTaBICH AWArHO3 CIHMHAIbHAS MbIIICUHAS
aTpodus 1 yem paHsliie OyIeT Ha4aTo JieueHue, TeM 0oJiee OJIaronpusATHbIN MPOTHO3 Oy IeT
UMETh TeueHue 3abosieBanusi. OJJHAKO B CBSI3U C T€M, YTO TOJIbKO B 1995 rony yaanoch
noHsATe npuunHy CMA (myrtaumss B reHe SMNI1), odyeHb 4YacTO [AMAarHOCTHKA W,
COOTBETCTBEHHO, JICUCHHE JAJICKU OT CBOEBpEeMEHHBIX. Ha ceroausiHuii AeHb CyEeCTBYET
3 OCHOBHBIX CITOCO0A MOCTAHOBKHM 3TOr0 AMATrHO3a: F'€HETHUECKOE TECTUPOBAHUE Y peOeHKa
WIM 4YEJIOBEKa, y KOTOPOro MPOSBIAIOTCS CHMITOMBI, CKPUHHUHI HOBOPOXKIECHHBIX,
IIPEHATAJIbHBIN CKPUHMHT. TaKKe PEKOMEHIYETCS MPOUTU TECTUPOBAHWE HA HOCUTEIIbCTBO
MYTaHTHOTO T€Ha 000MM MapTHepaM, €CIii TUIaHupyeTcs 3adatue pedoénka. [1o maHHbIM Ha
ceHtss0ps 2021 roga B Mupe 0GUITHAIBHO CYIIECTBYET TPHU JIEKapCTBA, KOTOPHIC HATIPABIICHBI
Ha 00pp0y co CMA. PaccMOTpUM MIPUHIIUIT ICWCTBUS JAHHBIX TIPENapaToB MoapoOHee.

Cnmapasza» (HyHUHEpPCEH) — MepBOE JICKapCTBO, OJIOOPEHHOE FDA s
MpUMEHEHUsT NeThbMU U B3pocibiMu B 2016 roay.;AKTHUBHBIM KOMIOHEHT «CHUHPA3bD»
NnpeACTaBisieT CcoOOH aHTUCMBICIOBOM  OJIMTOHYKJICOTH, JCHCTBYIOIIMM Ha IeHbI
BBIXKMBACMOCTH JIBUTATEIbHBIX HEUPOHOB, KOTOPBIN BBOSAT B CIIMHHOMO3TOBYIO KUJIKOCTh
WHBEKIIMOHHO. 3a MEPBBIM BBEJACHUEM JIOJKHBI MIOCJIEIOBATH €IIIe TPU UHBEKIIUU — Yepe3
2,4 n 9 Henenb, a 3aTeM 110 J03€ pa3 B 4 Mecsna. Tepanuto MpogobKaT A0 TeX Mop, MoKa
NalUeHT MoJiydaeT oT Hee mousib3y. llena «Crnuapasb» coctaBiser 133 ThIC. J0JIapOB
3a 0JIHy MHBEKIMI0. CleyeT yuyuThiBaTh, YTO BBEJEHUE Ipernapara B CIUHHOMO3TOBYIO
KUIKOCTh JJOCTATOYHO TPABMATUYHBIN CIIOCOO.

«IBpucan» (pucauIuiaMm) — TEPBbI  MEepOpaNIbHBIM TpenapaT sl JICYEHUS
CMA, ono6pennsiii FDA asrycre 2020 ronma juisi JiedeHHs TAIUEHTOB CTapIe JBYX
MECSIEB. «IDBPUCAN» — 3TO Maliasi TeTePOIUKINYECKas MOJEKYJa, KOTopash BBICTYyHaeT
moauduxatopom crutaiicuara PHK, nanpasnennoro na BebxuBanue SMN2. IIpemapat
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UCIIONB3YIOT €XEJHEBHO W MOKU3HEHHO. ['070Basg CTOMMOCTh HAUMHAETCSA C MEHEE
100 TeIC. HOMTApOB, a IpeaenbHas nocturaet 340 ThIC. TOJIIAPOB, B 3aBUCUMOCTH OT MaCChl
Tena mnanueHTta. [IpeuMyIiecTBOM SBISETCS MEPOPAIbHBIM CIIOCOO BBEACHUS JTAHHOTO
npenapara.

«3oareHcMay (OHaCEMHOTEeH abenapBOBEK) — 3TO mpemapar, ogo0penHslii FDA
24 mass 2019 roma. DOto Hambonee »sddextuBHBI mnpemapar s JedeHuss CMA,
OCHOBAaHHBI HAa TCHHO-TEPANIEBTUYECKOM TOAXO0ME. «30JTreHCMa» HECeT paboumii TeH
SMNI1, Haxoasuuiica BHYyTpU aJI€HOACCOLMUPOBAHHOTO BUPYCa, KOTOPBIN BBICTYIIAET KAK
BEKTOpP. AKTHBHBI HMHIPEAUEHT MPOHUKAET B HEPBBI U BOCCTAHABIMBAET I'€H, KOTOPBI
3aTeM MPOU3BOAUT OENKH, HEoOXOIUMbIe ISl (PYHKIIMOHMPOBAHUS HEPBOB U KOHTPOJIS
NBWKEHUS Mbll. Jlo3a ompenenseTcss B 3aBUCMMOCTM OT Beca MalueHTa. 1o ecTh
«3o0sreHcMay» 3aMeHseT OTCYTCTBYIOMUN Wi Hepadounii reH SMN1 Ha QyHKIIMOHATBEHYIO
KOIHUIO0, HOPMAJIU3Ysl BBIPAOOTKY Oejka BBIKUBAEMOCTH MOTOHEUPOHOB. Takum o0Opazom,
JUISS TOTO YTOOBI ITOJIHOCTHIO M3JaeuuThca oT CMA, HOCTaTOYHO OJHOM JI03BI JaHHOTO
npenapara. Llena ogHoi nHbeKIUHU 2,125 MIIH 10/1apoB. /{0 HeTaBHErO0 BpEMEHU JaHHOE
JIEKapCTBO CUUTAJIOCh CaMbIM JOpPOTMM B Mupe. OJHAKO B MPUMEHEHUU «30JTCHCMa
CYIIECTBYET OTpaHWYEHHUE: BO3PACT MAIlMEHTA HE JIOJDKEH MPEBBINIATH JIBYX JieT. Takxke
BOXHO OTMETUTh, YTO Yy IMAIMEHTA JOJDKHBI OTCYTCTBOBaTh aHTUTEna K AAV9. Oto
BUPYCHBIN BEKTOP, KOTOPBIH JIE)KUT B OCHOBE JAEHUCTBHS IIpenapara.

[To nanubiM Munsapasa 2023 rona, B crpane 92 pedenka umeror auarnos CMA, npu
yéM CMA [ Tuna nuarHoctupoBaHo y 38 u3 Hux Exeronno poxnaercs 9-15 nereit co CMA.
UYro Kacaercs B3pOCIHbIX MAMEHTOB, TO 110 AaHHbIM PHIIL] HEBponoruu u HEHpOXupypruu
Ha 2022 roa HaCUUTHIBAJIOCH 54 TaKKX MalMEHTA.

BriBoibI:

1. CMA - penkoe renernyeckoe 3aboseBanue (0JMH ciiydait Ha 6-10 ThIC. YeTOBEK,
HOCHUTEJIEM MYTAHTHOTO reHa siBisgercs Kaxawbid 40-50-i1 sxurens 3emin), 11 KOTOPOTo
XapaKkTepHa MOCTENEHHAsl TUIOTPO( S MBIIIIIL, YTO O€3 Tepanuu MPUBOJUT K HEMUHYEMOU
CMEpTH MAIMEHTOB U3-3a MPOOJIEM C JIbIXaHUEM U TJIOTAHUEM.

2. Ham HeoOXoaumMo TPeNoCTaBIsATh HACEICHHI0 HWHPOPMAIMIO O JOKa3aHHBIX
MexaHu3Max BO3HHUKHOBEHUs1 CMA, 4yToObl n30€KaTh HEBEPHBIX TPAKTOBOK; HEOOXO0IUMA
aruTalusi T€HETUYECKOT0 TECTUPOBaHMS Ha Hainune myTtauuii B reHe SMNI1 nepen
MJIAHUPOBAHHUEM 3a4aTHusl.

3. Hepeménnoit octaércsi mpobiiema, CTosIIas Ha TMOBECTKE AHS COBPEMEHHOM
MEJIUIINHBI, - CBOEBPEMEHHBIX JUArHOCTUKHU U jJeueHust CMA y aetelt u3 MajloHaCeNEHHbBIX
PETHOHOB.

Jlurepartypa

1. l'enetuka CMA. OTBeTBHl Ha BOMPOCHI [DJIEKTPOHHBIN pecypc|: - pexum goctyna: https://f-
sma.ru/all-sma/genetika-fag/ - (nata oopamenus: 25.11.2023)

2. lmarnoctuka CMA  [DnekTpoHHBIH pecypc]: - pexum goctyma: ttps://f-sma.ru/all-
sma/diagnostika-sma/ - (nara ooparmienus: 30.11.2023)

3. Kak ruranupoBath 0epeMEeHHOCTh B CEMBSIX, TJIe €CTh peOeHOKk co CMA [DneKTpOoHHBIH pecypc]:
- pexxum pocryna: https://f-sma.ru/all-sma/kak-planirovat-beremennost-pri-sma/ - (mata oOpatieHwus:
10.11.2023)

4. Momudunmpytoume ¢akropsl npu CMA [OnekTpoHHBIN pecypc]: - pexxum gocryna: https://f-
sma.ru/all-sma/modification-sma/ - (mara ob6pamienns: 11.11.2023)
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https://www.fiercepharma.com/marketing/roche-s-low-price-evrysdi-will-take-meaningful-sma-share-from-biogen-s-spinraza-analyst

