PYKOBOACTBO O/1A POOAUTENEW
M nnu, OCYWECTBIAAKWNMX YXOL

YTO BAM HYXHO 3HATD
U OENATb NPU OUATHO3E CMA

SMA 0



YBa)kaemblii poguTenb Uan N1uo,
ocyLwjecTBnswowee yxoa!

Ckopee Bcero, BbI TOJTYYM/IN 3TO PYKOBOACTBO, IIOTOMY 4TO Y3Ha/IM, YTO Y BaIllero
pebeHKa criMHaIbHAA MblIIeYHasA aTpoduis, umu CMA. 9To peKoe reHeTu4ecKoe
3aboseBaHMe, 0 KOTOPOM YacTO HIYETO He 3HAIOT, IOKa peOeHKY YIeHa CeMbI VN
[ipyra He MMOCTABAT 9TOT JUATHO3.

ITO PYKOBOACTBO IPeJHaA3HAYEHO /I/ISI TOTO, YTOOBI IPEJOCTABUTH BaM OCHOBHYIO
nHpopmanuio mia nonnmannsa CMA. Camoe BaXHOe, YTO HY)KHO 3HATh:

o JleyeHue BO3MOXHO.
 BaM HY»HO HelicTBOBATb OBICTPO.

He >xpure nepebix npusnakoB CMA. Jly4iiee BpemsA 114 1e4eHNA — [0 NOABIEHUA
CUMIITOMOB. Eciut BB OmoOXKIeTe O OSIBJIEH ST MBILIIEYHO CTab0CTH, KOTOpast
SAB/IseTCA ITaBHBIM cuMIToMoM CMA, Bann pe6eHOK yyKe YTPaTUT HEKOTOPbIe
bYHKIMM, KOTOPBIE, BO3SMOYXXHO, HUKOT/Ia He BOCCTAHOBSITCS.

Baxxno HEMENJIEHHO CBA3aTbCs CO CBOMIM BPauOM VJIV OIPYTUIM JI€9aIllIM BpadOM, Y3HATb
O JOCTYIIHBIX BaM BapMaHTaX 11 pEIINTD, HY>KHO IV BalllIeMy pe6eHKy HEMEJICHHO HAa4YaTb
IIpMEM JIEKAPCTB NIV HY>XKHO /1M 3a HYUM Ha61110,ueH1/1e B T€YE€HVI€ HEKOTOPOIr'O BpEMEHI.

MBI IOHMMaeM, 4TO AeICTBOBATDH OBICTPO MOXKET OBITH HEIPOCTO, 0COOEHHO
JI0 TOTO, KaK BBI ITIOJTHOCTBIO IT0IMeTe 00/Me3Hb Ballero pebenka. Bsl MoxkeTe crienath
3T0. OT 3TOTrO 3aBMUCUT 3[JOPOBbE BAIIeTO peOeHKa.

1 MpI MOXXeM IOMOYb. Mbl — HEKOMMepYECKas IpyIia NOAAEP>KKI,
crieruanusupyomascs Ha CMA. CBsykKuTech ¢ HaMU IS IOy YeHu st MHGOpMaI L,
PYKOBOJCTBA U MOAIEPIKKIL.

SMA



1. Yro Takoe CMA? LITO BHyTPM

2. Yto BbI3biBaeT CMA?
3. Kak nepepaetca CMA

4. NnarHoctnka CMA

5. lMporHo3nposaHue taxectn CMA
6. Jleuenne CMA
7. Mun3Hb co CMA

8. Pecypchl

YTO BAM CJIEQYET CAENATb CENYAC

Ecnn BameMy pe6€HKY IIOCTaBM/IM NNATHO3 C IIOMOIIbI0 CKPMHUHT-TECTA HOBOPOXK/J€HHDIX,
06paTI/IT€Cb K CBOEMY IIEAVATPYy WIN APYTOMY jI€4allleMy Bpady 1 IOAEINTECD pe3y/IbTaTaMI
TE€CTa, €C/IM BbI €1I€ 3TOTO HE COC/IAIN. CKa)KI/ITe, 4TO BalleMy p€6€HKy CPpOYHO HY>XHO
3allcaTbCA Ha IIpUEM Bpaya.

BosmoskHo, Yy BacC y>Ke €CTb ITIOATBEP KACHNE TOTO, YTO Y Balll€TO pe6eHKa CMA, JIZIN BbI OKA€TE
pe3ynpTaT aHan3a KpoBu, YTOOBI NIOATBEPANTD NINATHO3. Ecnu BoI JKAETE pe3ynbTaT aHalM3a
KpOBI, €T0 ITIO/Ty4€HNE MOXXET 3aHATD OT OJIHOI“/I [0 IBYX HENE/Ib. IToka BbI JXpOeTe, nponomxaﬁ[Te
3a00TUTHCA O CBOEM pe6eHKe TaK JK€, KaK BbI 3TO Ji€/1aN 10 TOr'O, KaK y3Ha/lIl, 4TO CMA
BO3MOXXHa. B TeyeHme aToro BpeMEHN BaM HeE CJIEAYET MEHATD YXO[, 3a BalllIM pe6eHKOM,

€C/IM TO/IPKO Y HETO HET KaKMX-1160 HEOOBIYHBIX IIpM3HAKOB MM CUMIITOMOB.

ITormpocurte y nevaiero Bpada HallpaB/IeHMe K ClleIanncTy. Yacro, XOTA 1 He BCerya,
BacC HAIPaBAT K € TCKOMY HEBPOJIOTY, Bpady, CIeLaIn3UpPYIOLIeMycs Ha 3a00/IeBaHMAX
HEPBHOI CUCTEMBI Y ETEN.

m

a [Tomyunre fononMHUTENbHYIO MH(OPMALMIO A/IA ce6s U Tevalero Bpaya pebeHka. JlononHenne
: K 9TOi1 Opoliope, IpeHa3HAYeHHOE /I MEAVIMHCKIX PabOTHIKOB, MOKHO IOMy4uuTh B Cure
\ SMA. YTo6Bb!I ONy4nTh KOMMIO VN 3a/]aTh JII00OBIE IpyTIie BOIPOCHL, mo3BoHuTe B Cure SMA
— 1o Tenepony 800-886-1762 vmu HanmumTe 10 afpecy info@curesma.org.



CMA noparkaeT KNeTKu CMMHHOIo MO3ra,
I I O I A KO E KOTOpble NOChINAT CUMHAJbl MbILLLLAM
Ana pabotbl. Korga amv cneumanbHble

KNeTKn, Ha3biBaeémble ABUTraTe/IbHbIMU

HenpoHamu, He GYHKLNOHMNPYIOT AOMKHbIM
006pa3om, MblLLLibl CTAHOBATCA OYeHb C1abbiMu.
JTiogn co CMA moryT ncnbiTbiBaTb TPYAHOCTY NpU

xoabbe, efie 1 fake AbIXaHUN 13-3a MblLLEYHOWN ciabocTu.

Xota petn co CMA MeloT orpaHuYeHHble dprsnyeckmne GyHKLMK, Y HUX HET

NHTeNNeKTyanbHbIX HapyweHui. letn co CMA mMoryT iymatb, Y4UTbCA 1N CTPOUTb OTHOLLEHUA C APYTUMM.

TUIbl CMA

Bor mormm cnpimath o «tumax» CMA. Jlo ckpuHUMHIa HOBOPOXIEeHHbIX Ha CMA malnMeHTOB YacTo
AVaTHOCTMPOBA/IM TOJIBKO IOC/IE TIOAB/IEHNA CUMIITOMOB, @ 3aTe€M X Pa3fie/Isiiv Ha YeTbIpe OCHOBHBIX THUIIA
B 3aBUCUMOCTY OT BO3pacTa, KOI[a BIIEpBbIEe IOABVIIVCH CYMIITOMBI ¥ OBUIO HOCTUTHYTOIO HaMBBICIIEE
¢usnueckoe paspurre. Temepb, KOIfjla HOBOPOXKJAEHHBIX MOXXHO IVATHOCTUPOBATb [0 IIPOSIBIEHNA
CYMIITOMOB, TaHHBIE TUIIBI He BCETNa MCIONb3yloTca npu auarHoctuke CMA. Tem He MeHee, MOXKeT OBITh
M07IE3HO O3HAKOMMUTDBCS C HUML.

1-NTUn 3-N TN

Camas Taxemas 1 Hamboree pacHpocTpaHeHHas JlviarHO3 CTaBMUTCA ITOC/Ie BO3pacTa 18 MecsAIeB, HO 0ObIYHO
¢dopma CMA, cMMIOTOMBI KOTOpON (Hampumep, B panHeM fieTcTBe. [letr co CMA 3-T0 TuIa MOTyT XOBUTh
BAZOCTb MM  HM3KUI  MBIIIEYHBI  TOHYC) CaMOCTOATENbHO, HO MOTYT U OTEPATH 3Ty CIOCOOHOCTb.

NpOABIAIOTCA B TedeHMe WIeCTU MecsAleB I0CIe
poxjenusa. MiageHnpbl ¢ 1-M TUIIOM He MOTYT
CaMOCTOATENbHO BBINOMHATH TaKMe 3ajladM, KakK
IepeBOopadlBaHNe UAM CHUAEHMe, M, eCIM UX He
JIEYUTD, TO OHM 9aCTO YMUPAIOT K 2 FOflaM.

2-/1 TN 4-A TWM

[TosiBmenne CcMMNOTOMOB (TakmMX, KakK 3aflep>kKa Bspocnas ¢opma CMA u camas penkas. CUMITOMBI
PasBUTMA OBUTATE/IbHBIX HAaBLIKOB ¥ MblILIeYHAs (rakme, Kak MbIlIeYHass C1aboOCTh, TPeMOp WK
cab0oCTh) IPOUCXOUT B BO3pAcTe OT 6 710 18 MecsirieB. MOJleprUBaHusl) OTHOCUTENbHO jerkue. Jltogu co CMA
Hetn co CMA 2-ro Tuma oObIYHO MOTYT CUJeTh Oe3 4-r0 TUIa OOBIYHO J>KMBYT IIOJTHOLIEHHON >XVU3HBIO,
IIOCTOPOHHE TOMOIIJ, HO HUKOTA He MOTYT CTOSITD, HOTy4ast HEKOTOPYIO IOfAEPKKY.

n M Tp€6YIOTC}I VIHBAINIHBIEC KOTACKIL.



CMA — a10 HacnegcTBeHHoOe
3aboneBaHue, KOTOpoe NepefaeTcs
OT poanTenen K 4eTAM. 3TO BbI3BaHO
OTCYTCTBMEM WJIX HEMCNPABHOCTbLIO FreHa —
reHa Bbl»KMIBaeMOCTM MOTOHeNpoHa 1, nnu
SMN1.Y 3popoBbix ntogeit reH SMN1 BblpabaTtbiBaeT
6enokK, Ha3blBaeMblin 6enikom SMN, KOTOpPbIN BaXkeH
ANA MOTOHENPOHOB (0COObIX HEPBHbIX KNETOK, MOChINAOLLNX

CUrHanbl MbILIJLI,aM). bes 6enka MOTOHE‘I;IpOHbI He pa60Ta}0T OOJI?>KHbIM

4TO Bbl3bIBAET

CMA?

o6pa30M M B KOHEYHOM UTOre YMMNPAIOT, YTO NPUBOAUNT K ocnabnenuo u rmbenu MbILLL,.

. HopmanbHbiii reH SMN1

. OTCyTCTBYIOWAIA N
HenpaBunbHbI red SMN1

Mama — HocuTenb,
y Hee HeT CMA.

Mana — HocuTenb,
y Hero HeT CMA.

/AN AN /AN
%/ t? ¢?

25% 50% 25%
Y pebeHka Y pebeHka Y pebeHka
HeT CMA HeT CMA, HO OH CMA

ABNAETCA HOCUTENeM

KAK TEPEOAETCA
CMA

CMA n1nopaxaeT MNpPUMEPHO OLHOTO
n3 11 000 pereit. IlpumepHO ofuMH U3
50 aMepuKaHIEB ABIAETCA HOCUTENEM
00/e3HN, TO eCTb MOXKET Ilepefarb ee
CBOUM [eTsAM, JaXKe eCIy caM He OOJIeH.
CMA MOXeT mopakaTb HpefcTaBUTeNel
m06071 pacel MM MOJIA.

MitazieHIIbI OOBIYHO MOTYYAIOT BE KON
reia SMNI — 110 OFHOV OT Ka>KIOro
poputensa. Pebenok co CMA momyumn
OTCYTCTByIOLIMEe MM AedeKTHble KOMUU
reHa SMN1 ot o6oux poguTeneit.

Y  o6onpmmHCTBA mereir co CMA
[IBOe popuTeneil He OONCIOT ITUM
3aboneBaHMeM, HO  SBISIOTCA  €ro
HOCUTENIAMU. Y OTUX PORUTENENl ecTb
ofvH QyHKUMOHMpyomuit reH SMNI,
HO BTOpasi KOINA IeHa OTCYTCTBYET W/
paboTaeT HemPaBUIBHO.

Hannume opHoro pebenka co CMA He
CHJKAeT LIAHCOB POXKAEHMS ellje OFHOTO
pebeHka ¢ atuM 3abomeBaHmeM. Y JBYX
HOCHTeJIell eCTh LIAHC OAVH U3 YeThIPeX B
Ka>K[0J1 6epeMeHHOCTH POIUTD pebeHKa co
CMA. Ha pucyHKe moKasaHbl BO3MOXXHbIe
KOMOVHALIMM T€HOB, KOTOpbIe PORUTENIN-
HOCHTe/IV MOT'YT IIepeilaBaTh Ka>K/blil pas,
KOT'ZIa y HUX POXKAAeTCcs peOEeHOK.




OVNATHOCTUKA

HekoTopble WwTaTbl HA4anu NPOBOAUTL
TECTUPOBaHNE HOBOPOXKAEHHbIX Ha
CMA B 2018 roay, npoBepsasa HebonbLioe
KONNYeCTBO KPOBU NPU POXKAEHUN Ha
Hanuune reHoB SMN1. Poautenn peten,
Yy KOTOPbIX OTCYTCTBYIOT ABa reHa SMN1, nonyyaioT
yBeJOMJIEHME O TOM, UTO Y UX ileTEN MOXKET ObITb

CMA. Mocne BbisneHna CMA npu CKpUHUHT-TecTe

HOBOPOXAEHHbIX Bpayn MOryT Ha3Ha4uTb aHaln3 KpOBW ANnA

noareepKAeHnA anarHo3a. I'Ionyqul/le Pe3yNbTaTOB 3TOI0 TECTA MOXKET

3aHATb OT OOHOW A0 ABYX Hefenb.

BAXKHOCTb PAHHEIO JIEMEHWA

JInnnana I'peitc pogmmace co CMA. Ona Havama nedeHue SPINRAZA B pamkax |
MICCTIeOBaHMsI IpemapaTa, Korja eit 6puto 12 mHeit. Ceiidac eit 2 rofja, U ee pa3BUTHE '
COOTBETCTBYeET pebeHKY ee Bo3pacTta. «He oTkmabIBaiiTe 1edyeHne. 9TO OYE€Hb Ba>KHO.

— [Henns, matb JInnuansl ['peiic

Hlo6asnenne CMA K CKpMHUHI-TeCTaM HOBOPO>K/I€HHbIX
3HAYMTETBHO IOBBICYJIO MIAHCHI HA TO, YTO PEOEHOK C 9TUM
3aboneBaHueM OyeT AMarHOCTUPOBAH HAa PaHHEl CTaIuML.
CKpUHMHT-TeCTbl HO3BONAIOT POAVUTENAM IIOTOBOPUTD

¢ evamymy Bpadamu o nedeHny CMA fio Toro, Kak y feTei
HOSBATCS CUMIITOMBL. JTO JTY4IINIi CIOCO0 IPeOTBPATUTD
cepbe3Hble 1 laKe NPeCTaBIAILIVE YTPO3Y I/IA KVM3HN
IPOOTIEMBI.

Hexotopsie cummrombr CMA, Takue Kak 3afiepsKKa

u3MIecKOro pasBUTIS, CXOXKM C CUMITOMAMI JIPYTHX
3aboneBaHnmit. bes CKpMHMHT-TecTa HOBOPOKIEHHBIX BpadaM

U APYTUM MEIVUIMHCKIM PabOTHMKAM MOXKeT IIOTpeOoBaThCs
IIPOBECTY HECKO/IBKO TECTOB, YTOOBI MCKITIOUNTD IPYTIe
BO3MOYKHbIE IIPUYVHBI 3TVX CYIMIITOMOB, IIPeX[e YeM
YCTaHOBUTB, YTO cMITTOMBI BbI3BaHbI CMA. TTockonbky 6oree
PacIpocTpaHeHHbIe IPUUVHBI 33/IePXKKI PU3MUECKOTO PA3BUTIA
0OBIYHO pacCcMaTpYBAIOTCA B IIepBYI0 o4yepenb, CMA He Bcerza

6bICTpO AVIATHOCTUPYETCA TPV HOAB/IEHNN CIMIITOMOB.

B nmomonHenye K CKpMHMHT-TE€CTaM HOBOPOXKI€HHBIX

Y HOATBEP>KIAIOIIMM TeCTaM [/ ONpefeNieHN s Haluuns
y peberka CMA, MOTYT TPOBOJMTBCA JOIOTHUTETbHBIE
TeCTBI J/IS1 OLIeHKY cepbe3HocTy cydast CMA y pebenka
¥ OIIPEJIe/IEHNA HaMTYqIIero Kypca NeYeH .

&



Heckonbko ¢pakTopoB BAMAIOT Ha
cepbe3sHocTb CMA. OaunH 13 Hux,
KOTOPbI MOXXHO MPOBEPUTb, — 3TO
HanMyme BTOPOro reHa BbKNBAEMOCTH
ABUratenbHbIX HEMPOHOB, reHa SMIN2. OH
noxok Ha SMN1 1 CyXX1T YaCTUYHON pe3epPBHON
konuern SMN1. SMN2 He npou3BOgMUT Takoe e

KonunuecTtBo 6enka, kak SMN1. KonnuecTtso 6erkKa,

KOTOPOE OH NPOW3BOAUT, HEAOCTAaTOYHO A1A NOAAEPKAHMA

\IPOI'HO3MPOBAHWE

TAXKECTU CMA

3[40POBbA ABUraTeNbHbIX HEMPOHOB. Takm 06pa3om, faaxxe ecnm SMN2

BblpabaTblBaeT HEKOTOPOE KonmyecTBo 6enka SMN, aBuratenbHble HEMPOHbI BCE paBHO MOTYT NOTUOHY Tb,

a MblLLLbl MOTYT CTaTb C/1TAabbIMM.

KommyectBo xommit pesepsHoro rena SMN2 Bapbpupyerca
OT Ye/IoBeKa K uenoBeKy. ¥ maiueHToB co CMA KomnyecTso
korumit SMN2 CBsI3aHO C Cepbe3HOCTBIO MX 3a00IeBaHMA.
Kak npaBuo, uem 6omnbure komuit SMN2, TeMm nyuiie,
HOTOMY 4TO GosbIIee KonmnyecTBo Oenka SMN o3Hadaer,
YTO JIBUTaTeIbHbIE HEIfPOHDI OTYYaI0T JOCTATOUHO IS
OTIIPaBKI CUTHAJIOB MbIIIIaM. HekoTopbie MeTOfbI IedeHM

CMA, xoTopble JOCTYIHBI B HACTOs1I[ee BpeMs, HallpaB/IeHbl

Ha TO, YTOOBI 3acTaBUTb SMN2 nponsBopuTh O0/IbIIE OENKa.
KomnuectBo xormit SMN2 y pebeHKa IOMOXET OLIPefie/IUTh
Bpady HY)XHO /U HeMeJI/IeHHOe JIedeHye MM BpeMeHHOe
Habmonenne. Ecnu y pebenka 6onee derpipex xommit SMN2,
Bpad MOXXeT MOPEKOMEH/I0BATD TIATE/TbHO KOHTPOIMPOBATD
€ro COCTOsAHMe Ilepel HadyaoM aedeHns. OIHAaKoO Takue
cmydan odeHb pefku. OOBIYHO Bpad peKOMEH/yeT Ha4MHATh
JledeHye KaK MOXXHO PaHblIle II0C/e PO>KIEHVIA.



WccnepoBatenu n3yyaroT ABa noaxoda
K neuveHunto CMA. lNepBbin noaxopg

K neyeHuto neveHna CMA HanpasneH
Ha yCTpaHeHe OCHOBHOW NPUYUHbI
3ab0neBaHUA NyTeM BO3AENCTBMA Ha FeH U
yBenmuyeHna Konmnyectsa 6enka SMN B opraHusme.
OTOT NoAxo Ha3bIBAOT «<OCHOBAHHbIM Ha SMN»

U «yCUMBAIOLLMM BbIPaboTKy SMN».

HdononHutenbHble meToabl neyeHnAa CMA npoxoaaT KNNMHNYeCcKne NCnbiTaHuA.
NHdopmaumsa o 4OCTYNHbIX MeToAaX JIeYeHUA N OTKPbITbIX KNUHNYECKNX
NCNbITaHUAX YaCTO MEHAETCA, MO3TOMY Nlyylle noceTutb Be6-cant Cure SMA:

https://www.curesma.org/clinical-trials/

Unn norosopuTte cJjievdalinm Bpav4om O CylleCTBY OLNX BapuaHTaXx, npexae 4yem
MPUHNMaTb OKOHYaTeJIbHOEe pelueHne o f1e4yeHnun.

B Hacrosmiee BpeMs YiipaB/ieHueM 0 KOHTPOJTIO

Ka4ecTBa MNIIEBBIX IPOYKTOB I JIEKAPCTBEHHbIX

cpencts CIIA (FDA) opo6pnio Tpu ycuiBarommx

BbIpaboTKy SMN mnpenapara s nederuss CMA. OBpucan
(pucaniiam) — 3TO HU3KOMOJIEKY/IAPHBIII TIperapar

IULA eKeJHEBHOTO TIePOPA/IbHOTO IIpYeMa I/ BBEeH A

Yepes raCTPOCTOMIYECKYIO TPYOKY, KOTOPBIN yCU/IMBAeT
BBIPAOOTKY HOMHOpa3MepHoro 6emka SMN renom SMN2.
Cnnzpasa (HycCMHepCeH) — 9TO MHBEKIVOHHBII IIpernapar,
BO3JielicTBY oI Ha red SMN2, B pesynbTaTe 4ero OH Hau/HaeT
BbIpabaThIBaTh OOTIbIIIEE KOMUYECTBO TIOTHOPa3MePHOTO

6ernka. 3onreHcMa (OHaceMHOTeH aberapBoBeK-Kcaiioit) — 910
TIpenapar reHHO TepaIniL, KOTOpbIil obecrieurBaeT 3aMellleHe

(YHKIVI OTCYTCTBYIOIIETrO0 MI MyTHpoBasiero resa SMNI.

B 6yny1iemM MOTYT IOSABUTBCS TAK)Ke 1 IIPeNapaThl APYTUX
TUIIOB, KOTOPbIE Celf4ac HaXOAATCA Ha CTaIuy KIMHIYECKUX
VICCTIeJOBAHMII VTN laXKe Ha ellje 60Jiee paHHUX 9TaIax
paspaboTku. HekoTopble 113 9TUX IIOAXOJ0B Halle/lleHbI Ha
«He-SMN» mporeccsl, GOKycupysch Ha IPYIUX CUCTEMAX,
IyTAX ¥ IPOLieccax B OPraHM3Me, Ha KOTOpbIe BuAeT

6emox SMN. IIpumepoM Takoro MoAXofa SBISETCS
IpyMeHeHMe IPeNapaToB, YBeINIMBAKIINX MbIIIEYHYIO
CUUTY ¥ YIYYLIAIOMVX (YHKIINIO IBUTaTeTbHBIX HE[POHOB.

8

PaHblie — nyyiwie
Pannee neuenue AaeT Halny4liye aHchl Ha TO,

4TO pe6EeHOK OCTAHeTCs KaK MOXKHO 0071ee 3T0pOBBIM.

Be3 goctaTo4yHOro KomdecTsa 6eka 13 OTCYTCTBYIOLIETO
uau HeucnpasHoro reHa SMN1 mm pesepBHoro rena SMN2
JIBUTaTe/IbHbIE HEJIPOHBI OBICTPO mornbaoT. bes kakoro-
760 edeHNs IeTH ¢ Harbosiee TSOKebIMU CTydasMu

CMA repsror 90% mBUIraTe/IbHBIX HEIIPOHOB K BO3PACTY

6 MecsIIeB.

OI[Ha)K}IbI IIOTEpAHHDbIE IBUTAaTE€/IbHbIE Hef/ipOHbI HENb3A
3aMECHUTD. OpI‘aHI/ISM HE reHEpNpPYET HOBbIE ABUTI'aTE/IbHbIC
Hef[pOHbI, " HU OJHO U3 NJOCTYIHBIX VI NCCIIENYEMbIX

METOIOB JICYCHUA TAK)KE HE MOXKET IIOMOYb.

ITO 03HAYAET, 4TO JIeUeHNe CJIefiyeT Ha4MHATD [JO TOTO,

KaK y peOeHKa osABATCs npusHaky 6onesHn. Llenp cocront
B TOM, YTOOBI COXPaHUTb MaKCYMaIbHO BO3MOXXHOE
KO/INYeCTBO JIBUTATE/bHBIX HEJIPOHOB, YTOOBI MBIIIIIbI

peOeHKa pa3BUBa/ICh IIPABUIBHO.



Bnarogapsa CKpYHUHTY

HOBOPOXAEHHDIX, paHHEeW AnarHoCTuKe

N paHHeMy NTeYeHUNto, MHOTUe AeTH CO
CMA moryT BecTr 6onee 310poBbI 06pa3
XM3HW. TeM He MeHee, UHOTAA VM MOXEeT
noTpeboBaTbCA NOMOLLb C PU3NYECKUMU
NoTPe6bHOCTAMN 1 NOBCEAHEBHOW AeATENIbHOCTbLIO.

Eaa n nutaHune
[TonyyeHye MpaBUIbHOTO MATAHUSA MOXET OBITh IPOO/IEMONI /IS
HEKOTOpBIX fieTelt co CMA, TOTOMY YTO c/1abble MBIIIIIBI 3aTPYAHAIOT
JKeBaHIe, I7I0TaHMe 1 NiepeBapuBaHie NI,

Jleyammuit Bpau MO)KeT HaIlpaBUTb Bac K [JUETONOTY, KOTOPbI/ MOXKeT TOPEKOMEH/I0BATh MI3MeHeHMA B ieTe Balllero
pebeHKa B 3aBUCUMOCTI OT MH/VIBUAYAIbHBIX OTPeOHOCTEN. ITO MOTYT OBITH MATKME IPOAYKTHI, KOTOPBIE JIETKO I/IOTATb,
VIV TIPOFYKTBI C HUSKVIM COflepyKaHMeM XXIPa, KOTOpbIe He YCYTyO/IAI0T KMCTOTHBIN pedIIioKc, BbI3BaHHBIN ClTaObIMU

MBbIIIIaMM BOKPYT JKETyAKa MM MUIIEBOA.

ApanTuBHOe o60pyaoBaHMe

Cy1iecTByeT MHOXXECTBO MOJIIEP>KUBAIOIIUX ¥ BCIOMOTATeTbHBIX YCTPOICTB, HOMOTAIOLINX CIPAB/IATHCS C TIOBCEJHEBHBIMU
npo6eMaMy, BbI3BAaHHBIMI MBIIIEYHON cabocTbio. CripocuTe Bpada nim nocetute Beb-caitt Cure SMA, 4To6bI y3HATD

0 BapMaHTax.

ObIXAHWE N KALLEJIb

Y nmanyenToB co CMA MOryT BOSHUMKHYTb IPOO/IEMBI C IBIXaHUEM MM JOCTATOYHO CYJIBHBIM KalllJIeM, KOTOPBIi
OYMIIAET JbIXaTe/IbHble ITyTH. DTO CBA3aHO C TeM, YTO MBIIIIIBI MeX/ly peOpaMu, Ha3bIBaeMble MeXXpeOepHbIMU
MBIIIIIAMY, O4€Hb C/1aObL. DTO CTAHOBUTCSA MPOGIEMOIT, 0COOEHHO ec/n y pebeHKa BUPYC, OPAXKAOLINII JIeTKIe
W/IY BEPXHMeE [AbIXaTe/IbHbIe Ty TH, BK/II0Yas HOC ¥ TOPJIO.

O6wume peKomMmeHAaL N BKJIIOYAIOT B cebs:

« HampapreHne K myJIbMOHOJIOTY (Bpady, Cliel[MaIn3upyoIeMycs Ha IIpob/ieMax ¢ JIETKVMM), KOTOPBII MOXKeT
KOHTPO/IPOBATH AbIXaTeIbHYI0 CIIOCOOHOCTD Balllero pebeHKa.

 YCTpOICTBO /1 06IerYeHn s Kalllis, IOMOTalollee IeTAM OYMCTUTD AbIXaTe/IbHbIe ITyTH OT C/IN3M, MOKPOTBI
U IPYTUX BbIfIe/IEHNIA.

o IToppmep>kKa bIXaHM A, BO3SMOXKHO, HOUBIO MM KOTIa pebeHOK 60eH. [IByXypoBHEBOE IOIOKUTENIbHOE aB/IeHNe
B JBIXaTe/IbHBIX MyTAX, uin BiPAP, mo3BosnseT obecrnednTs HEMHBA3UBHYIO IOAIEP)KKY AbIXaHMS Yepe3 MacKy.




PETUCTP
CKPUHWHTA
HOBOPOM JEHHbIX

3TO OHMalH-peecTp, CO34aHHbIN ANA TOro,
4TO6bI NOMOYb Halemy coobuiectsy CMA
(BKNMOYasA NaLMeHTOB, CEMbMU, Bpayel-KINHULNCTOB
N nccnepoartesnelt) yaHatb 6onblue o CMA 1 uTo6bI

nyylue CnpaBnAaTbCA C CUMATOMaMU C TeYUEHUEM

BpemMeHn n pa3pa6aTb|BaTb HOBble MeTObl NeYyeHuA.

Mbl npurnawaem Bac MPUHATb

yuyacTtume: nocetute Beb-cant NBSR

no agpecy www.curesma.org/nbsr n cnegynte
NHCTPYKUMAM, 4Tobbl NnpegoctaButb Cure SMA
NHGOPMaLMIO O Ballem pebeHkKe.

NBSR — 370 nporpamma Cure SMA. Cure SMA aBnaeTca egMHCTBEHHbIM agMuHUcTpaTtopom NBSR 1 ero matepunanos.
NHpopmaumio NBSR MOXKHO ncnonb3oBaTh A yyUlUeHUA KIMHUYECKOrO NIeYeHUs U MOAAEPKKM Pa3paboTKM HOBbIX
METOZOB Tepanuu. PermcTpbl No Apyrium 3a60neBaHMAM TakXKe NMEIOT JONTYI0 UCTOPUIO yCriexa B NPOABMXKEHM
NCCNe[oBaHUN U KITMHUYECKOW MOMOLLM.
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3aecb MOXKHO
3anucbiBaTb BONPOCbHI,
KOTopble y Bac ecThb,

a TaKXKe 3aMeTKu

O Npveme Bpaua




SMA

y twitter.com/cureSMA

il_ .}
g @curesmaorg

f facebook.com/cureSMA

You
youtube.com/user/FamiliesofSMA1

°
In www.linkedin.com/company/families-of-sma

Iocneonee obnosnerue: urorv 2021 .

925 Busse Road, Elk Grove Village, IL 60007
800-886-1762 - ®akc 847-367-7623 - info@cureSMA.org - cureSMA.org



