[Ipencenarento MuHCKOTrO
obsiacTHoro

HCIIOJIHUTEIBHOIO KOMUTETA
TypuunHy Anekcanapy [ eHpuxoBuuy
[lykano Oneru UBanosub

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

Ob6pamenue

Mg, Ilykano I.H. u Ilykano O.H., pogurenu Ilykano borpana 19.03.2022
r.p., npocuM Bac 1oHecTH 10 COTPYHHKOB Balllero NMpeanpusaTHs HHHOPMALHIO O
npobneme, ¢ KOTOPO# CTONKHY/IHCh Mbl, 00bIYHast ceMbs U3 I.bepesa.

31 okTa6ps 2022 r. HaweMy cbiHy, [lykano boraaHy, nocraBuiM quarHos —
cnuHanbHas MbllnevHas atpodus 1 tuna (CMAL). CMAI — penkoe, HO KpaiiHe
ONacHOe reHeTHYeckoe 3abolieBaHHe, KOTOPOE BBI3BIBAET MBIIIEYHYIO ClIaboCTh.
3aboneBaHue HOCHT MPOrpecCUPYIOIUA XapakTep, c1abocTh HAYMHAETCS C MBILII]
HOT M BCero TeJa ¥ C pa3BUTHeM 3a00/eBaHUsI JOXOIUT IO MBILIILI, OTBEYAIOIIUX 3a
rnoranue U apixanue. CMA 1 tuna Haubonee arpeccuBHa. be3 neueHus netu, kak
NPaBHIIO, HE JOXKHUBAIOT JI0 JABYX JIET.

Ha Texymmii MOMEHT MBI, PpOIMTENH, OTMe4YaeM HapacTAIIIYIO
MBIIIEYHYIO0 cnabocte. bormany 8 MecsleB, OH He yAepXKHBaeT TIOJIOBY, He
TepeBOpa4YMBacTCs, HE CHJIUT, HE NOJI3aeT.

IIpu CMA pa3paboraHa natoreHeTHYecKas Tepanus, PUMEHseTCs OIHH
M3 JIEKapCTBEHHBIX MpenapaToB:

-Yxon 3onreHcma, konercs | pa3 v Ha BCIO )KH3Hb.

-CniHpasa, koyercs 3 pa3a B roJl Ha MPOTSHKEHHUH BCEeH KH3HH.

-Kannu DOBpucau norpednsoTcs BHYTPh €XKEAHEBHO Ha MPOTSHKEHUH BCEH
Xu3HH. Bce 3TH npenapaTsl CTOAT COTHH THICSAY AOJIAPOB.

OcTaHOBHTH 00JIE3HB MOXKHO, HO IIeHa Mpernapara O4eHb U OY€Hb BBICOKA.
Croumocts npenapara 3ojirencma mnpumepro 2 000 000$. DtoT ykon aenarot
OWH pa3, HO TOJBKO O IBYX JIeT. MBI OY€Hb XOTHM YCIETh CIAacTH CBOEro
pebenka. /[laTh 1mIAaHC €My JKMTh TIOJHOLEHHOM, CYaCTIMBOM JKH3HBIO.
MoOTOHEHPOHBI B OpraHW3Me HaIero chiHa 6e3 jeueHusl THOHYT KaXIylo MHHYTY.
MBI He MOXKeM XKIaThb!

Mbl yXe HayanM aKkTHBHYI0 paboTy Mo cOopy CpencTB: OTKPBITHI
GnaroTBopHUTEbHBIE cYeTa W O(pOpMIIEHBl KapThl B OaHKax, co3JaH aKKayHT B
COLMATBHBIX CEeTAX, K HaM NPHCOEJMHHIACh KOMaHJa BOJOHTEPOB, OOPaTHIHMCH
Bepe3oBcKuii paiiuCIIONKOM M paHOHHYIO rasety «Masik».

MsI ymonsiem Bac noMoub Ham CIIacTH jH3Hb Hauero pebenka borzana!

ITpocum Bac oxa3aTh M00Y0 MOCHIBHYIO TOMOILb.

o7 1. AAZ
Y A-ESEHET



IIpocum Bac o3nakoMHTh C HalleH Oeno¥ npeanpusaTHs Bamel obnacty, a Tak xe
JaTh OTBET Ha Hallle OOpallieHHUeE.

Konuu 10KyMEHTOB MpUIAratoTcesi K MUCbMY (CBHAETENECTBO O POXKIACHHH,
koHcunuym PHIIL] «Marte u gutsa», IluceMo CBOO «I'eHom» o BepubuKalmu
O6marorBopurensHoro cbopa). I[lpy HEOOXOAMMOCTH TOTOBBI MPENOCTABHTH
OpHUIHHAJIBI JOKYMEHTOB.

Ouenp HaneeMcs Ha Balry noMouis ¥ cofeicTBUE B TPOBEACHUH cOopa.

C yBaxxenuem, poautenu bornana, Jimurpuii u Onera Ilykano.

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

PeKkBH3UTBI 151 TOMOIIIH:

B MTC +37533 99 55 305 - Hy»HO IPOCTO MOMNOJHHTE HaaHc.

[Tnatexxusre kapThi OAO «ACB benapycbank»

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

bnarorBoputenbHble cyera OTKpbIThl Ha UM [lykano Oneru MiBaHOB HBI B
OAO «ACB benapyc6ank» B ieHTpe 6ankoBckux yciyr 106 - r.bepesa, yn.Cepres
Kuposa, 4;

YHIT 100325912; M®O AKBBBY2X,

Tpan3uTHbIH cuér BY42AKBB38193821000290000000

6emopycckue py6au - BY26 AKBB 3134 0000 0153 6007 0000
nomnap CILA - BY98 AKBB 3134 1000 0081 0007 0000

epo - BY47 AKBB 3134 2000 0071 3007 0000

poccuiickue pyom - BY94 AKBB 3134 3000 0070 0007 0000



[ocynapciBeHHOE yupexaeHne «PecmyOnukaHcKumit ' OtneneHue HacIeICTBEHHEIX HEPBHO-MBIIIEYHBIX |

HAy4HO-TIPAKTHYECKHHA LUeHTp “Martb K AuTA™» | 3a6oneBanmit 115 MALHEHTOB B Bo3pacTe o 18 ner
220053, Pecry6nuka benapych - E-mail: center.neuromuscular.2020@medcenter.by
1. Mymex, ya. Opnoscxan, 66 ] ten. 8(017) 335-07-53
Ten./axc: 8(017) 379-25-84 . +375(44) 714-95-70
E-mail: sevenhos@mail.belpak.by '
Koncuauym

B cocraBe pyxosoauTens PII HHM3, riaBaoro BHEMITATHOrO CHENHANHCTA 110 HACIEACTBEHHBIM HePBHO-
MblleYHbIM 3a6oneBannam y aeteit AKepneponox U.B. (noaxkaovenne ¢ HCNONb30BAHNEEM TeJleMeIHIHHECKHX
KOMMYHHKanHi), 3aMeCTHTES AHpeKTOpa N0 MeaunuuCKol renerake I'Y PHIILI «Marsb | AHTS», K.M.H.
Haymuuk H.B., u.0. 3aBexyromero kageapoit aerckoit nespooran benMAITO Jlemem O.FO., Bpaua-
HEeBPOJIOra OTAC/IEHHA HACAEACTBEHHbIX HEPBHO-MblIeqHbIX 3a6oeBannit Bannuenxo M.JL
31.10.22 13.00-14.00

®HO __ Ilykano boraan JIMuTpueBny AaTa POMACHHA 19.03.2022r_(7 mec)
Anpec: Bpecrckas o6, r.Bepesa. ya.JTiobapckoro 30B-12

Mama nana aadopmEpOBaHHOE coriache Ha BrAwYenue peGenka B Haunonaabubii peructp HHM3.
Aunamue3: Or 2 GepeMeHHOCTH, 2X ponos B cpoke 37-38 Henens. BepementocTs Ha dowe OPH 8 12 Hen ¢ notepeit
obonaHuA, BepoaTHO Covid-19) Bec 3510r. ATITAP 8/8. HaGmoznanca HEBPOIOTroM ¢ QMArHO30M 3ajepiKKa TEMIIOB
motopHoro passutua, COK. Co ciioB MaMbl, 1ocie 4X MeC OTMEYAeTCH TMOCTENEHHOE CHInKeHHe o6meit nBurarensHoM
aKTMBHOCTH M aMILUIHTY bl ABHJKCHHA B KOHEYHOCTAX.

I'enernveckoe 3akmiovenue ot 21.10.2022: MonekyaspHO-reHeTHYECKAN NHATHOCTHKA COHHAIbHOM
Mblle4HOH aTPOPHR- BLIABICHO FOMO3UIOTHOE HOCHTENLCTBO Je/IeLIHH 3k30Ha 7 reHa SMN1.
AHanu3 Ha KONTMK — HA MOMEHT MPOBEIeHHUA KOHCYbTallWK MccienoBaHKe B paboTe.

Hespoaornuecknit craryc Bec 8 xr. Ha ocMotp pearupyer oxupinennem. Kpuk rpomkuit. Barnan ¢ukcupyer,
NPOCTICKNBACT BIIJIAOM C MTOJHBIM TOBOPOTOM rosioBsl B 06e croporsl. YH-6e3 BuauMo# 04aroBoit CHMITTOMATHKH.
CocaHue, rioTaHWe Ha MOMEHT KOHCY/NbTAaUMM He HapyweHo. Pacumkyasumu asbika. CITP He BeI3eIBaOTCH.
MeiueyHbl# TOHYC: BolpakeHHas audQy3Has runoTOHMA, NPOKCHMANbHBIA TeTpanapes. [To3a «IATyIIKK». AKTHBHbIE
ABWXEHMA B BEPXHHX KOHEYHOCTAX: NpPH NPOBOKALMM OTPHIBAET KHCTh M NpEAIUIeYbe C ABYX CTODOH, ClpaBa
OTpBIBAET IUIEY0 HA HECKOJIBKO CM H xp‘amconpemeuno yaepxuBaeT. AKTHBHBIC IBH)KCHHA B HIDKHHX KOHEYHOCTSX:
JBH/KEHMA MHMHHMMAbHbI B TOJIEHOCTOMHBIX CYCTaBaX M B CTOMax, CnpaBa ecTh . [IpH TPAKUMH He IPYNIHPYETCH.
[onoBy B BEPTHKATBHOM TMOJIOMEHMH YIAepkuBaeT a0 2-3cek. Ha XMBOTE ronoBy He npUNoAHWMaeT. B
FOPH30HTAIbHOM MOJBEIUMBAHHH (CBHCAET).

3akmouenne: G12 ConunanbHas MbimevHas aTpopus I THNAR (roMO3HroTHOE HOCHTEILCTBO JeJIeNHHA 3K30HA 7
rena SMN1). Onenka asurareasusix pynknnit no mxane CHOP-INTEND 20 6annos.
Anann3 Ha KonuH reaa SMN 2 B paGore.

Pexomennosano:

|. HabnioZeHue YYacTKOBOTO MeEIMATpAa, HEBpONOra, O(TANEMONOra MO MeCTy kuTenscrea. [leauarpy
peKoMeHIO0BaHO H30eraTh Ha3sHa4YeHHE MYKOIMTHKOB, CBOEBDPEMEHHO HA3HAYATh AHTHOAKTEPHATBHYIO M
NPOTHBOBUPYCHYIO TEPATHIO TPH 3a60/1eBaHMAX NbIXATE/IbHBIX MyTeH.

2. Cumnromatuyeckoe nevenue B ['Y «PecrmyGnuxkaHCKH# KIMHMMECKMH UEHTD MANNMATURHON MEIMUMHCKOR
TOMOILHM JETAM» C KypcoM abHnuTaumy B ycosusax anesHoro oraenexus PKI] IIMINJ (3anucs no Tex. (017)
5035726).

3. TIpoBecTH OLEHKY pecnHpaTopHOR GyHKIMM (HOUHAS MyJIbCOKCHMETPHA) M MOCHEAYIOWMA KOHTPOIb 1 pa3 B



CANBISLILHAL IABPWIBINHAL CONNATLROEL B IATOTBOPHTE ILBOL
FPAMA T KAL AR IHAHRE OBUEC TRENMHOL OBLE INNENNE

«lemos «lemons
sva Actpamssiuxas, 1 10 nas Ne SH xab 5 cex 12, va Ocrpowsuikas, 1 10 nose Ne SH xab S cex 12
220125 ¢ Miscx, Prenviusa berapyes 220125 ¢ Muucx, Pecuviausa beaapyves
tea 375 (29) 635-88-79 ren 375 (443 635-88-79
v1 nowta alcharkoc gmail com, caitr v nosta alcharkoca gmanl com. caitn
www.m)y genome.by wwwn.m genome. by
YHII 194903561 VHII 194903561
pcBY60 AKBB 36015 0000 0618 7510 0000 pc BY6D AKBB 3015 0000 0618 7510 06606
8 OAD "ACH beaapyetans” 8 OAO "ACH berapyctans”

w1 AKBBBY2X, OKIIO 381386985000 w1 AKBBBY2X, OKIO 381386985000

21 womdps 2022 1 Munck
Ho mecty pedosanns
O sepucpusayuu Hracomeopumeishoco coopa bocoawa Ihvkaio

Commanpiioe  OaaroTBOpHICIBHOE  oDmecTBennoe  obeumicime  «lenow»
(CBIICTERCTBO O oY IapeTRenHOI pernctpatm Ne 05 1030 3pet 0 TpHpOIRO peineHies
asHoro yupasiacuns et Munropncnoakoma 18 oxmsopa 2000 v Ne 37 B canmom
TOCVIAPCTBCHHOM PCIHCTPC IOPILTHYCCKHX T M MISHAVATRI L X NPCINPHENMATCICH 32
Nel94903561) macTosmmm  nuceMOM  noITBepAIac o oTkpeiteil Ousrodt Hysaw
CAMOCTORTE/IBHBIT DIRTOTBOPHTEILHBI COOP HA NPHOGPETERNC JOPOTOCTORIICTD NPenapara
Zolgensmak  11s ce cuma  boraana llykano ma cuera, orkputeie cemseit B OAO «ACh
berapychans», B MHBIC PCKBUIMTRL 110 SBISCTCY  MOUWICHHMYMCCKMM, a2 SRISCTCR
HECCONDPATHBIM It CPOUHBIM

YV boraana Tveaso peioe renetieckos SuicTporewnoe miosesasie (CMA 1 runa), s01opoc api oTCyTCTRIM
cTvia K npenaparny Zolgensoua® (ROOMIIGE & POWCCCe perncTpaiint Ha teppiiopine PecuyvGoume beaapver w
BRTIOMCH B crimcox apenapares  [Tpukass Muwiowrepersa 3apasooxpancses Pecnybamxe beaapyes N 1153 o6
ophaniby (PCIKMX) BOOICEU AN 1 ICKa)C T HOHHMN IPEHAPaTan) DPHBOINT K NOCTCHCHRON VIPATC TRt AT 1hMi
yisusit U e - CMepTR

Tesymwi  GaaroTBopuTeIbHLIl  cHOP Ha EWIHEHNO HeobNOIMMLIL  pebenky
Aoporecroumiii mpeuapar Zolgensma® nposepen M NOITBEPAICH NANHCHICKNM
CODBIICCTBOY.  CUEILLINCTAME B BPAMAME-KONCVLILTANTAMNE  HauRenickni
oprasizammy «lewovus, a cam borian  SBISCTCH  BOIONCYREIM BATNCHTCKDNH
vprans o «lenoss,

C yBameHnem,

Mpeacesareas Hpasienns Ieppma A C
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