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225203 bpectckas obnacts, r.bepesa,
yi. C. Jlwobapckoro, 1.30B kB.12
Ten.+375336989348

OObpaumenue

Mei, ITyxano JI.H. u Ilyxano O.U., poaurenn Iyxano Borgana 19.03.2022
r.p., mpocuM Bac noHecTH 10 COTPYIHMKOB BaLIero NPeANpUsTHS HHPOPMALIMIO O
npobiieme, ¢ KOTOPOH CTONKHYJIUCH MBI, O0bIYHas ceMbsi U3 .bepesa.

31 oxtsa0ps 2022 r. HameMy chiny, [Tykano Boraany, nocraBuim auarsos —
crniuHanbHas MbimeyHas atpopus 1 tuna (CMA1). CMA1 — penkoe, HO KpaiiHe
OnacHOe reHeTHYecKoe 3abosieBaHHE, KOTOPOE BBI3BIBAET MBILIEYHYIO C1aboCTh.
3aboneBaHye HOCHT MPOIPECCHPYIOIIHIA XapaKTep, ¢1abocTh HAYUHAETCS ¢ MBILII]
HOT ¥ BCETO TeJla U C pa3BUTHEM 3a00NeBaHUs JOXOMMUT A0 MBIIIL, OTBEYAIOIIUX 3a
rinoranue U apixanue. CMA 1 tuna HaubGonee arpeccuBHa. bes neyenus netH, kak
NPaBUJIO, HE JOXHBAIOT 0 JABYX JIET.

Ha Texymmii MOMEHT MBI, PpONHMTENH, OTMEYaeM HAPACTAIOLIYIO
MBIIIEYHYI0 cnabocTs. bornany 8 MecsieB, OH He y[epKMBaeT TroNOBY, He
NIEpEeBOPavYMBaETCsl, HE CHIUT, HE MOJI3aeT.

[Ipu CMA paspaborana maToreHeTH4eckas Tepamnus, NMPUMEHAETCS OIHH
U3 JIeKapCTBEHHBIX Mpenaparos:

-Ykon 3onreHcma, konetcs 1 pas ¥ Ha BCHO KU3Hb.

-CnmHpasa, konetcs 3 pasa B rojl Ha POTSHKEHUH BCEH )KU3HH.

-Kaniu OBpuciu noTpebnsioTes BHYTPh €XeJHEBHO Ha MPOTSHKEHHH BCei
Ku3HH. Bce 3TH npenapatsl CTOAT COTHH THICSY JOJLIAPOB.

OcranoBuTh 60/1€3HE MOJKHO, HO Ii€Ha Mpernapara 04eHb H O4YeHb BBICOKA.
Croumocts mpenapara 3onreHcma npumepHo 2 000 000$. Dror ykon aenaior
OWH pa3, HO TOJBKO 10 JABYX JIeT. Mbl O4YeHb XOTHM YCIIETh CIIACTH CBOEro
pebenka. JlaTb IaHC eMy IKHTh [OJHOLEHHOM, CYACTIMBON IKH3HBIO.
MotoHelipoHbl B OpraHu3Me Hamlero china Ge3 edeHns THOHYT KaXIylo MHHYTY.
Me1 He MoXeM KaaTh!

Msl yxe Hayaiu akTHBHYI0 paboTy 10 cGOpY CpeICTB: OTKDBITHI
GnaroTBopuTeBHBIE cYeTa W OGOPMIEHBI KapThl B OaHKax, cO3/aH aKKayHT B
COLHAIbHBIX CETAX, K HaM NpPHCOEAWHMIACh KOMaHJa BOJIOHTEPOB, OOPATHIHCH
bepesosckuii paitncrnonkom u paiiorHyI0 rasery «Masik.

MbI ymonsiem Bac nomoub Ham cniacti xu3Hb Hamiero peberka boranal

IIpocum Bac okazats 106y10 NOCHIBHYIO TOMOILb.

1 4396
v JL A4
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[Ipocum Bac o3nakoMHTh ¢ Hauel G0l NpeaNpUITHS Bawiel 061acTH, a TaK JKe
JaTh OTBET HA Halle oOpalleHue.

Konuu 10KyMeHTOB NpuiararoTcst K IMCbMy (CBHAETENBCTBO O POXKICHHH,
koHcumuym PHIIL] «Matb u muts», Tlucemo CBOO «I'eHom» o Bepudukaumu
OnarorBoputensHoro c6opa). Ilpy HeEOOXOAMMOCTH TOTOBBI Npel0CTaBUTh
OpPUI'MHAJIBI JOKYMEHTOB.

Ouenb Haneemcs Ha Bamy nomomp u coneiicTue B npoBeeHuH cOopa.

C yBaxcenuewm, ponurenu bornana, [imurpuit u Onsra IMykaro.

Ten.: +375336989348 (MTC) Onsra mama
+375336805011 (MTC) Imutpuit nana

PexBU3UTHI U1 MOMOIIH:
B MTC +37533 99 55 305 - HyXHO MPOCTO TIONONHUTH HaaHC.

[Inarexusie kapTel OAO «ACB Benapyc6ani»

4255 1901 3207 6822 no 11/25 — 6enopycckue py6au
4255 1901 7163 2162 no 01/25 — nonnap CILIA

bnarorBoputenbHbie cyeTa OTKpbITH Ha uMs [lykxano Onsru ViBaHOB HBI B
OAO «ACB Benapyc6ank» B nienTpe 6ankoBckux yciyr 106 - r.5epesa, yi1.Cepres
Kuposa, 4;

YHII 100325912; M®O AKBBBY2X,

Tpau3uTHBIH cuét BY42AKBB38193821000290000000

Genopycckue py6au - BY26 AKBB 3134 0000 0153 6007 0000
noinnap CIIIA - BY98 AKBB 3134 1000 0081 0007 0000

epo - BY47 AKBB 3134 2000 0071 3007 0000

poccuiickue pydonu - BY94 AKBB 3134 3000 0070 0007 0000



['ocynapcTBeHHOE yupexaeHue «PecmybankancKui [ Otnenenue HaceACTBEHHBIX HEPBHO-MBIIEUHBIX |

. HaY4HO-NpaKTU4ecKui uextp “Mate u auTa”™» | 3a6oneBaHuil 115 IALKEHTOB B Bo3pacte 10 18 mer
220053, Pecrry6nuka Benapycs " E-mail: center.neuromuscular.2020@medcenter.by
T. Mumcx, yn. Opnoscxan, 66 " ten. 8(017) 335-07-53
Ten./paxc: 8(017) 379-25-84 | +375(44) 714-95-70
E-mail: sevenhos@mail.belpak.by '
Koncuauym

B cocTaBe pyxosoanTeas PL] HHM3, ri1aBHoro BHEIITATHOIO CHENHATHCTA 110 HACASACTBEHHBIM HepBHO-
MbleHbIM 3a6oneBannam y aeveii Kesneponox H.B. (noaxnouenne ¢ HCHOIb30BARAEM TeleMEIHIHECKAX
KOMMYHHKAUHi), 38MECTHTE.1% JHPEKTOPA N0 MeaHNHECKOH renerake I'Y PHIILL «Mats m AuTS», K.M.H.
Haymuuk H.B., n.0. 3aBeqyomero xadenpoit aerckoit Hesposorun BeaMAIIO Jlemem O.10., Bpava-
HEeBPOJIOra OTAe/ICHHA HACIEACTBEHHbIX HEPBHO-MbIIIeYHbIX 3a6o/1eBannit Bunnvenxo M.JL
31.10.22 13.00-14.00

®HO___Ilykano Boraan J[iIMurpuesuy Jara pOXACHUA 19.03.2022r_(7 mec)
Aznpec: Bpectckas 06iL.. I. 0 30B-1

Mawma jai1a BRopMEpOBaHHOE cOrIacHe Ha BK/I04enne pebenxa B Haunonaasueiil perucrp HHMS3.
Anamues: Ot 2 6epeMeHHOCTH, 2X pooB B cpoke 37-38 Henens. BepemensocTs Ha done OPH & 12 uen ¢ norepeit
obonanus, seposaTHo Covid-19) Bec 3510r. ATITAP 8/8. Habmonanca HEeBpOIOTroM ¢ IMArHO30M 3azepiKKa TEMIOB
MotopHoro passuths, CIK. Co cior MaMsl, nocrie 4X Mec 0TMEYaeTCH NOCTENEHHOE CHIDKEHME OBIIeH IBHraTeNbHOM
AKTMBHOCTH M aMILTHTYAB! ABKIKCHHHA B KOHEYHOCTAX.

lenernueckoe 3akmouenwe or 21.10.2022: Moseky SpHO-TeReTHYECKAN IHATHOCTHKA CHHHAILHOM
Mblle4HO# aTPOGHE- BLIABICHO rOMO3MIOTHOE HOCHTENIBCTBO AeeLMH 3K30Ha 7 reHa SMN 1.
AHa/lH3 Ha KOMMK — HA MOMEHT NPOBE/ICHHA KOHCY/TbTallMK MCClIeoBaHue B paboTe.

Hesposormuecknit craryc Bec 8 xr. Ha ocMotp pearmpyer oxuenenneM. Kpuk rpomkuit. Barnsn ¢ukcupyer,
MPOC/ICKHUBACT BIrJIAIOM C NOTHBIM MOBOPOTOM rosioBsl B 06e croponsl. YH-Ge3 suaumoit ouaroBo#t CUMNITOMATHKH.
Cocanue, rnotanMe Ha MOMEHT KOHCYNbTALMM He HapyweHo. Dacumkynsuuu s3sika. CITP He BBI3BIBAIOTCH.
Meuueynsii ToHyC: BoipaxeHHas andibysHas rUNOTOHMA, NMPOKCHMATbHbIN TeTpanapes. [103a «IATYLIKMY. AKTHBHBIE
ABIKCHWA B BEPXHHX KOHEUHOCTAX: MpY NPOBOKALMM OTPHIBAET KMCTh W NpEAIUIeYse C ABYX CTODOH, CNpaBa
OTpBIBAET ILIEYO HA HECKOJIBKO CM n'x‘phrxospemenno YAEPHKHBACT. AKTHBHBIE [IBIDKCHUA B HIKHMX KOHEYHOCTAX:
ABWKEHHS MHHMMA/TbHbI B TOJCHOCTONHBIX CYCTaBaX M B CTONaXx, cripasa ecTh . [Ipu Tpakuuu He rpynnupyercs.
['onoBy B BepTHKANBHOM TNONOXEHWH ylepkuBaeT 10 2-3cek. Ha juBOTE ronoBy He npunogHumaer. B
rOPHIOHTALHOM MOJBEINMBAHHH (CBUCAET).

Jakmouenne: G12 Counanbnas MpimevHas aTpodus I THNA (rOMO3HIOTHOE HOCHTENLCTBO JC/IENHE FK30HA 7
rena SMN1). Onenxa apurareasanix pynxunii no mxane CHOP-INTEND 20 6annos.
Anajin3 Ha KonuH rena SMN 2 g pabore.

Pexomennosano:

. Habmonenwe y4acTKOBOrO IleaMaTpa, HEBpOJIOra, O(TANEMONOra Mo Mecty xurenscrea. [lenuarpy
PeKOMEHI0BaHO M30erarh Ha3HaueHUE MyKONMTHKOB, CBOEBPEMEHHO HA3HAYATE AHTUOAKTEPUANTEHYIO M
NpOTHBOBUPYCHYIO TEPANMIO NPH 3a60/1€BAHUAX AbIXATENBHBIX MyTeH,

2. Cumnromaruueckoe neuenue B I'Y «PecnyBnukaunckuit xnunwueckuit UEHTD NANNMATHBHOM MEAMUMHCKOR
[OMOWIM A€TAMY C KypcoM abunuTaumy B yCIOBHAX AHEBHOTo oTaenenns PKL] IIMITJ (sanmch nio Tex. (017)
5035726).

3. TlpoBecTH OLIEHKY pecnUpaTopHOi GYHKUMH (HOYHAS ITyIbCOKCHMETPHA) M MOCIeAYIOLIHIA KOHTPOB 1 pa3 B



Onpeznenenne KMCIOTHO-0CHOBHOTO COCTOANMS KpPOBH HEe MEHEE IBYX pas3 B roi.

Kourpons SKI" u 3x0-KT 1 pa3 B roz.

Y3HU opraHos 6piotmHoi monocTy He pexe 1 pasa B rog.

HbixatebHas ruMHacCTHKa MeIIKOM AMbBy, MaHyanuuas SpouxORpRMMpyIOMaN TepanHs exennes o,

JI®K exennesHo.

Axsazetpum (Butamun [1) no 2 xamm (1000 ME) 1 pa3s B zens Bo BPEMA /bl IOCTOSHHO MNM KOppeKIMs
A03LI C YYETOM NOKazaTeneii.

10. Beaenue poaurensmu numesoro AHEBHHKA, IHHAMHUYECKHH KOHTPOb 3a Maccol Tena.

Al e B = T

[Ipu cnwnanbholt Mblmeunoi atpoguu paspaoTaHa naToreHeTHyeckas Tepanus, NPUMEHACTCE OAMH M3
ICKaPCTBEHHBIX npenapatoe: Hycuuepcen (Cnunpasa), Pucaunnam (3Bpucau), onancemmoren abenapeosek
(3oarencma). [Maumenty IMykano boraany IMurpueruuy 19.03.2022r., cornacho oQHUMHANBEHOMN HHCTPYKUMH MOKET

FIEKAPCTBEHHBIX CPEICTR, TEPEURHE OCHOBMBIX NEKAPCTBEHHBIX CPEACTE H KIMHUYECKHE NPOTOKONB AMArHOCTHKY K
/ICHEHHA NIETEH C MaToNOrMell HEPBHOM CHCTEMEI, B CBA3M ¢ 4em, obecneyenne umu Moxer Gurrs OCYLIECTBIIEHO 3a
CUET THYHBIX CPE/ICTB WM MHBIX HE 3aNpeIieHHBIX 3aKOHOZATENILCTBOM HCTOYHHMKOR.

Hentpom HHM3 3annaHupoeaHa paboTa MO BHIACHEHHIO uHGOpMaunu o BO3MOXHOCTM OpraHu3auuu
JIOTHCTHKH Ha HCcTeloBaHHe GHONOrHYecKoro Matepnana (kposs) Ha THTp AT k AVVO p LeHTpansHo! naboparopun
NPOM3BOIMTENA MpenapaTa OHAHCEMHOIeH abenaprorex (3onrencma) n BOSMOKHOCTH BK/IIOYEHHA B rnobansHyio
[IpOrpamMMy 10 paHAOMH3HPOBAHHOMY ZocTymy k 3oi1reHcMa B pamkax Tiporpammer AVXS-101 (MAP).

3amecTuTens AMPEKTOpa 10 MeAMLIMHCKOM

rexetuke I'Y PHITL] «Martb u autsn, / f
K.M.H. //{/{/ / 24 H.B Haymuux
- B

H.o0. sarenyiomero xa(benpo'ﬁ ‘
AeTcKoi HeBponoruu bentMATIO [ A 0.10.JIemew
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Bpau-neBponor ornenenus HHM3 PHITII «Marb u auta» kg M.J1.Bunnyenxo
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vt nowta alcharkoca gmail com, caitr vt iomta alcharkoc a gmasl com. cainn
www.my genome.by wwn.mygenome. by
VHIL 194903361 VHIT 194903561
pcBYSD AKBB 3013 0000 0618 7510 0000 pc BYoD AKBE 3015 0000 618 7310 (e
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21 nosdps 2022 1 Muscx

Ho mecty 1pedosaninm
O sepupusanuu 61a,0msopume wnoco coopa bocoana Thxaro

Counaisnoe  GIaroTBOpICIbHOC  oDmecTsennoe  ofnenmomte ol enows
(CBILICTEIRCTBO O TOCYVIAPCTBEHHON perncTpatin Ne DS 1030 3 pet oo rpupo vano petchney
[IABROTO. yupasicuns octnumn Munropnenoakoma 18 oxtwips 2000+ Ne 37 B emon
TOCYASPCTECHHOM PCTRCTPC IOPILIMCORIN THIL 3 MG AVTHI LN IIPCINPIENMATeIci 3a
Ne194903561) wacTosmmM  NHCHMOM TIOATBCPAIICT o oTkpeiteit Oawroit Hvkaso
CAMOCTORTCIBHMI BARMOTBOPHTE LI COOP Ha NPHODPETENY . IOPOTOCTORILICTD NpenapaTa
Zolgensmak v ec cama boriama Hlykano ma cwera, orkpuitiie cemseit 8 OAO «ACh
benapycOanx», % MHBC POKBEIHTHL 1 ARISCTCY  MOWCHMMMCCKMM, 3@  SRISCTCN
HEICCODDPATHBIM 3T CPOUHBIM

¥ borana Thnai pe e renerivieckve Tuctporosoe mdotesanme (CMA 1 runa), mymopoe uph oTeyvIcissm
Wwenvna & npenapany Zolgensoo ¥ (HAODICR B poITce pericTpatie Ha teppittopi Pecindumse betapyes o
BOOUCH B ciicox npeiaparos [Tpekats Minocreporsa Tapasooxpancnis Peonyvinma bowapyes N 1153 06
OPGanibIn (PCIKIN ) EONICE iy ICKQ[C RO IPCIAPATAN ) DPMBOINT K DOCTCNCHIKE VIPATC UMM bMWY
Syt 1 wace - cueprn

Tesymwi Gaaorsopureasnuii chop ma wsmenno weobvoiwmuii  pebenky
Aoporocroumui mpouapar Zolgemsma¥ nposepeH W NOTIBEPAICH HAUMCHICKNM
CODBIICCTBON.  CLCMNLINCTAME W BPAMAMI-KONCLILTANTAMN  BANNCNTCKDN
opravizammy «lenous, a caw boranm  SBISETCH  HOIOHCINLIM  RAUNCHTCROI
oprank s ol enoss.

C veamenuem,

lpeacenarens Nparienns Iepmia A C




