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[NocynapeTeerHOe yupexaenue «PecnyGnukaHckni Otznenerne HacHeACTBEHHBIX HEPBHO-MBIICYHBIX '

Hay4HO-TIpaKTHYecKui ueHtp “Mare u auTa™» 3abonesanuit Ui NaUMEHTOB B Bo3pacTe a0 18 et
220053, Pecry6uka Benapych E-mail: center.neuromuscular.2020@medcenter.by
r. Musck, ya. Opnosckas, 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

Koncnanym
B coctape pyxosoaurens PII HHM3, raassoro BHEImTATHOrO CHENHATHCTA N0 HACHCACTBEHHBIM HEp: 10
Mblimevnbim 3abonesannam y aereil Kesneponox H.B. (noakiovenne ¢ HCOOAb3I0OBAHYF | TeMEAHIHHCKHX
KOMMYHHKANHH), 3amecTHTe s AnpekTopa no Meanuuuackoi reseruxe I'Y PHITLL « Tats v 10 r9», K.M.H.
Haymaux H.B., n.0. 3aseayromero xadpeapoit aerckoil nesposorun beaMAIIO Jlv vew QM0 | «pava-
HEBPOJIOra OTAC/ICHHS HACIEACTBEHHLIX HEPBHO-MbIeYHbIX 3a6oaesanni Bunw  axe "LJL
31.10.22 13.00-14.00

®HO___ Tlyxano bornan Jimurpuesny jpara poxaenma_ 100320240 (] mec)
Anpec: bpectckas 06, r.bepesa, ya.Jlio6apckoro 30B-12

Mama aana uRPOPMEPOBAHKOE COTIACHE HA BKAKYenHe pebenka B Herwons. il permerp HHM3,
Anamues: Ot 2 GepemeHHOCTH, 2X poaoe B cpoke 37-38 nenens. bep: icnsocT Ha oHe OPH B 12 wen ¢ norepeit
o6onammsa, sepostio Covid-19) Bec 3510r. AIICAP 8/8. Habmonanc « wer v o ¢ IMArHO30M 3aepAKa TeMIoB
motopHoro pazeuTia, CIK. Co ciior mamsl, nocsie 4X MeC OTMEYAETCH iio. rener ¢ CHikeHne obuel apurarensHoM
AKTHBHOCTH W AMIVIHTY/IB! ABHXEHHA B KOHEYHOCTAX.

lenermueckoe 3axmwsuennme or 21.10.2022: MosekyaspHo-reHeTy ' .CKA® AHATHOCTHKA COHHAJALHOH
MbIlIeYHOM ATPOPHHE- BLIABICHO FOMOIHIOTHOE HOCHTE” 1.1 10 leslelnH 2 oHa 7 resa SMN1,
AHaNH3 HA KONHH — HA MOMEHT NMPOBEACHHA KOHCYALTA! i Moo 1« MBant .« 8 pabote.

Hesposornuecknit crarye Bec 8 xr. Ha ocmotp peai v »1 oxusnennem. Kpux rpomkuil. Barnan ¢ukcupyer,

NPOCNEKHBAET BArNAAOM C NOJHLIM MOBOPOTOM “t B obe croponsl. YH-6e3 suanmoit 04aroBoi CHMNTOMATHKH.
Cocasne, rioTaHWE HA MOMEHT KOHCYIbT2 i ¥o rapmeHo. Dacumkynsumu sisika. CITP we Bh3biBaloTCH.
MeieyHbii TOHYC: BRIpAKEHHAS A1) VIHAR | MO OHHS  TiPOKCHMANBHEIA TeTpanapes. [To3a «iarymku». AKTHBHBIE
JABHKCHHA B BEPXHMX KOHCYHOCTAX: i)/ TIPOBUC 71111 OTPHIBAET KHCTh M MpeAruieybe ¢ ABYX CTOPOH, cnpasa

OTPHIBAET MUIEYO HA HECKONBKO CM M ' [4TKU /[ MEHHO YICPKHBACT. AKTHBHBIC JBIKEHHA B HIKHHX KOHEYHOCTSX:
JABHAKEHHA MHHHMAIBHB B MOJICHOCT /"HBIX CY. 14X W B cTOmax, crnpaea ects . [Ipu Tpakuuu He rpynnupyercs.
lonosy B BepTHKANBHOM mMOJMKeH: ' vaep: saer no 2-3cex. Ha xuBore ronosy He npunoaHumaer. B
FOPH3OHTAIBHOM NOABELIHBAHWY  MCAEi.

Samoyenne: G12 Compani. 5 Mbim: 17 aTpodus | THRA (FrOMO3HIOTHOE HOCHTEALCTBO ACJCHHH K30HA 7
rena SMN1). Ouenxa asurayc 1.7 pye ik no mxase CHOP-INTEND 20 6aaaos.
AHATHI HA KONHH rena 501V 2 B padoTe.

Pemuen I0BAHO?

i. 1Ta6moieHmMe 94AaCTKOBOIMO mMeaMaTpa, HeBponora, ofTaremonora no wmecry xurenscrsa. [leamarpy
peioveHnoB2 1 MIGEraTh HAIHAYEHHE MYKOJIMTHKOB, CBOEBPEMEHHO HAIHAYaTh AHTHOAKTEPHANBHYIO M
NPOTHE 11\ CHYIO TEPanHio NpH 3a001€BaHHUAX AbIXATENbHbIX MyTeH.

2. Cumnromaimyeckoe jeverne B [Y «PecnyGankanckuil KIMHHYECKHH LEHTDP NAIHATHBHOW MEIHIMHCKOH
NOMOUIK JeTaAM» ¢ Kypcom abuauraumm B yenoeusx aseenoro oraenenua PKL] ITMITJL (3amuce no ren. (017)
5035726).

3. Tlposectw oueHKy pecnHparopHOi QyHKUHM (HOYHAR ITYABCOKCHMETPHA) H nocaeayloumi korTpons | pas B
6 mec.



- Onpenenenme kucaotHO-0cHOBHOMO COCTOSHHA KPOBH He MeHee BYX pas B rog,

Ipu cnunanenol Mumeunoi arpodun paspaborana MATOrCHETH" cLaai 1°PANMA, MPHMeHseTCS ONIMH M3
/ICKApCTBEHHBLIX Mpenaparos: Hycuuepcen (Cnuupasa), Pucaunnam TOMCIM), JHaHCeMHOreH abenapsosek
(3onrencma). Naumenty Mykano Bornany Jimurpuesuyy 19.03.2022r., cornaci opHuHaNEHOH HHCTPYKLMH MOXeT
6biTh Hasnaven JleKapCTBeHHBINH npenapar Hycunepcen (Cnmumpasa) 111 Pucammuio (3Bpucan) wam onascemmoren
aGenapeoex (3oarencma). Ykazauubie nekapcTaenmbie Mpenaparh He v.1ovensl B PecryGamkanckuii bopmyasp
IEKAPCTBEHHBIX CPECTB, NePeYeHb OCHOBHEIX NICKAPCTBEHHBIX € LACTR ™ KIMHYeCKHe MPOTOKOIBI AHArHOCTHKH M

H.0. 3aseayiomero xacbenpdﬁ
AETCKOR Hesponorun BeaMAJ 1) [‘ O.10.Jlemem

Bpay-eponor oraenc s HHA PHITL] «Marts u guray



CAUBIAIBHAE JIABPAMBIHHAE COHHAYITBHOE BIIAINOTBOPHTE/IBHOE

IPAMAJICKAE AB'SUTHAHHE OBHIECTBEHHOE OBBE/IHHEHHE
«lenom» «lenom»
Byn. Actpawbiukas, A. 10, nam. Ne 5H, kab. 5, cex. 12, ya. Ocrpomnukas, a. 10, nom. Ne SH, kab. 5, cex. 12,

220125, r. Minck, PacnyGnika benapycs 220125, r. Muuck, Pecnybnuxa benapycs
Ten.: +375 (29) 635-88-79, Ten.: +375 (44) 635-88-79,

2. nowra: alcharkoc@gmail. com, caiir: an. noyra: alcharkoc@gmail.com, caiir:
www.mygenome.by www.mygenome.by
VHIT 194903561 VHII 194903561
p/cBY60 AKBB 3015 0000 0618 7510 0000 p/c BY60 AKBB 3015 0000 0618 7510 0000
8 OAO "ACb benapyc6aunk”, 8 OAO "ACbB benapycGank”,

xo1 AKBBBY2X, OKIIO 381386985000 xo1 AKBBBY2X, OKIIO 381386985000

21 uHoabpa 2022 r. Munck

[To mecty TpeGoBanns

O sepughuxayuu 6razomeopumensvrozo coopa bozoana Ilykaro

CoumansHoe  OGnarorBopurensHoe  obwecrsenHoe  ofneauuenue  «leHom»
(cBHAETENLCTBO O rocyaapeTseHHoil pernctpauun Ne 05\1030 3aperucTpupoBsano peleHnem
MAaBHOrO yrpasieHus wctuunn Munropucnonkoma 18 okrabps 2013 . Ne 37 B eannom
roCyJapCTBEHHOM PErHCTPE IOPHAHYCCKHX JIMIL H HHAMBHAYaANbHLIX NPEANpHHAMATECi 3a
Nel94903561) wnactosmuM nMCbMOM noOATBepAKAact, 4r0 OTkpbiThiii Onsbroii Ilykano
camMocTosTeNIbHBII OnaroTBopuTenbHblii cGop Ha npuodpeTeHne 10POroCTONIIEro npenapara
Zolgensma® s ee coina boraana I[lykano na cuera, orkpuiteie cembeit B OAO «ACh
benapycGank», ¥ HHbIC PEKBH3MTBI, HE SBIAETCS MOIICHHHYECKHM, a ABIAETCA
1enecoodpa3sHbIM U CPOUHBIM.

Y boraana [lykano peaxoe remeriseckoe Guictporeunoe 3abonesanne (CMA | Tuna), koTopoe npu oTCyTCTBHM
aoctyna k npenapary Zolgensma® (naxoauica s npoliecce perucrpaumn Ha tepputopun PecnyGimke benapycs n
BKIIOYeH B cnucok npenapatok llpukaza Muuncrepcrsa 3apasooxpanenus PecnyGnuku benapycs Ne 1153 o6
ophannbix (peaknx) 3a00NeBaHNAX H ACKAPCTBCHHLIX NPENaparax) NPHBOAKT K MOCTENCHHON yTpare ABHrare/ibHbIX
¢ynkumii n nanee — cmepru.

Texymmii GaarorBopureabubiii cop Ha XKulsHenno Heobxoaumblii pebenky
aoporocrosimuii npenapar Zolgensma® nposepeH M NOATBEPAACH NALNHEHTCKHM
COoO0IICCTBOM,  CHOHMAJHCTAMH M BPAYAMH-KOHCYJLTAHTAMH  NAUHEHTCKO#
oprammzauny «l'ewovi», a cam borman  sBAsSieTcs NOAONEYHBLIM NAUMEHTCKOI
opraumiamnn «l'enom»,

C yBaxkeHueM,

[Ipencenarens [pasnenns Iepuna A. C.







