BPOCLUK1IAB/TACHbI EPECTCKWW OB/TIACTHOW

BbIKAHAYYbl KAM1T3T NCMONHUTENbHbLIN KOMUTET
FTAJTIOYHAE YTPAYJIEHHE FMABHOE YTMPABNEHWE
NMNA AYKALDbI1 Mo OBPA3OBAHUIO
Byn. JleHwa, 11, 224006, r. bpact yn. JleHnHa, 11, 224006, r. bpect
Tan. 26 97 88, dakc 40 80 66 Ten. 26 97 88, dakc 40 80 66
an. agpac: uo@ brest-region.gov.by an. agpec: uo@ brest-region.gov.by
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OTpenam, ynpasneHUAM no o6pa3oBaHuIo
Ha No an roppanncnonkomos,

agMUHUCTpaLKnin painoHoB I. bpecTa
YupexaeHnam obpasoBaHus 061acTHOr0
NOAYNHEHUS

06 okaszaHuu cofencTeus

[naBHOe ynpaBneHuWe Mo o06pa3oBaHWO BpecTckoro 06aMcnosikoMa
HanpaBnseT NMCbMO 06 OKasaHMM 6naroTBOPUTeNbHOM nomouy HOLWKeBMY
Pute. [pocm  pacnpocTpaHUTb  MHGMOPMaLMIO N0 YYpexAeHUsam
o6pa3oBaHMst NS opraHu3auuu  A06POBONMbHbLIX  COOPOB  MeXAy
COTPYAHMKaMU n paccMoTpeTb BO3MOXHOCTb pasMeLl,eHus
MH(OPMALMOHHbIX MMCTOBOK.

MpunoxeHue Ha 11 n. B 1 3Ks.

3aMecTuUTeNnb HavyanbHUKa tffy
rNaBHOTO yrnpasneHus <) N.A.TlonoBa

16 CeHbkeBMY 26 97 95
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["'naBHOE ynpaB/ieHne no
obpasoBaHuto BpecTckoro
061aCTHOrO UCMOJIHUTENILHOTO
KomMmnTeTa

O6paleHre NofgaHo: 3NeKTPOHHO
FOwkeBny CeeTnaHa MeHpUKoOBHa

3aperncTpupoBaHHOro no agpecy:
231295, N'pofHeHCcKas 06/1acTb,
Nuvpackuin p-wH., r. nga, yn.
Pybnéeckas, 4. 13

KoHTakTHbI TenedoH: +375297868001

DNeKTPOHHbLIN agpec:
ritasma2@gmail.com

3asasneHne (MHaMBUAYanbHOE)
obpaweHre Ne12052300002310

O6pauwatocs K Bam ¢ npocb6oit 0 nomowu: y moeid godepu, HOWKeBuY Putsl
(06.05.2020 r.p.), cTpawHOe cMepTesibHOe 3ab0feBaHUEe - CMWHaNbHAs MbllLEYHAS
atpous 2 Tuna (CMA 2 tuna). CMA - 3T0 reHeTudeckasi, nporpeccupytouias 60mesHb,
Npu KOTOPO NPOUCXOAMT MNocCTerneHHas rmbenb HEWPOHOB, OTBevalLWwMx 3a paboTy
MblLL. WVIHTENNeKT npu 3TOM COXPaHAeTCA MOJSIHOCTbIO M COOTBETCTBYET BO3pacTy.
[varHo3 Hawei mnagleid govepu (B CEMbe BOCMUTLIBAETCA TPOE HECOBEPLLUEHHO NIETHUX
JeTeid) nocTtaBuIm 20 pekabpsa 2021 rofa. YumuTbiBas TUM TAXECTU AaHHOTO
3a60/1€BaHNSA N CTPEMUTENbHYIO MPOrPeccuto, BbiN0 MPUHATO pelleHne O MPOoBeAeHUM
neyeHus, npenapatom Zolgensma (3onreHcma). CTOMMOCTL [JaHHOro npenapara
HenoAbemHas Ans Hawein cembn - 1 819 000 gonnapos CLUA. B cBS3M C 3TUM Mbl
BbIHY>/JeHbl CTy4YaTb BO BCe [BEPU, C HAAEXO0M, YTO KTO-TO OTKPOET HaM 1 Hallein Gege!
A mono Bac o nomowm! C6op wmAeT yxe 60nble rofa, HO MO COCTOAHWUIO Ha
27.05.2023r. cobpaHo nuwb 17,66 %. OueHb Hageemcs Ha MHOPMAaLMOHHY MOMOLLb
(nomoyb pasocnatb MHGpOpPMaLMIO N0 Yy4ypexeHusM o06pa3oBaHWsA, YNpaBleHUsM WU
oTgenam no obpa3oBaHuWIO 15 opraHu3auuy c6opoB Cpean COTPYAHWUKOB U
pasmeLLeHns MHPOPMALMOHHbIX JINCTOBOK). MoaTBepXxaatoLimne SOKYMEHTbI, MUCbMO
PYKOBOAWTE/O Y IMCTOBKY C PEKBU3MTAMM Mpuara.

BnoxxeHHble dhalinsi:

JOKYMEHTbI PUTbl.pdf
JInctoBKa PUTa kDbuikeBHH .jpg
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PECMYBANKAHCK HAYUHO-MPAKTUYECKUI LILLUMP «MATb U 4NTS»
KAumMnKo-Aum noctuucexns (reHetuyeckas) na6opetopiu
220653 MuHck, yn. Opnonckag <s6/9, 1.23?-45-54

M6NEKYNAP110-1K11KTUUI T7KAU QUATHOCTUKA.
CMN1N1/1.MM10MA MbIWEYHOW ATPO® UM

MpoCang: tOwkesuy Puta. 06.05.2020
Bpau. >3: Tony6et CB.. PHI/l..cMaTr. u guta»
FeHeTnyeckan kapTa .Vs: -

3aknwoyeHne. Y npoba::fa BbIABIEHO TOMO3UTOTUOE HOCUTENbETNO AeneHWn 3t0;>Hn 7 rena SMNU
Av;T.'or «CNUHaNbHAs MblWEeY 0.4 5.podUsi» NOATBEPXKAEH HA MOMC' -UPHO-TCHCTAUXKIN-

ypoaHe.

17.12.202» A -n_ __Msacauro*C.0

PECMNYBAWKAHCKWA HAYUHO-MPAKTUYECKWN LEHTP «MATb U ANTA»
KnuHuko-guarHoctuyeckas (rencroyeckas) naoparopus
220053 MuHCcK, yn. Opncucknsa 66/9, 1.233-45-54
MONEKYNAPHO-TEHETUYECKAA ANATHOCTUKA
CMUHANBHON MbIWEYHOW ATPOO UMY

Mpo6aHp: OwWkeBny Puta, 06.05.2020,»0M03MTOTHOE HOCUTENbLCTBO X.COELMMN 3K30HA 7 reHa SMN1

Bpau, ¥3: fony6esa C.B., PH LU u4'MaTb u gnts»

FeHeTuyeckas kapta Jla: -
MeTopg: gnanroctuyeckuit H'goop SALSA MLPA® P060-B2 S4A, MRC-Holland

3aknwuyeHune. Mo pesynbTatam AHK-aHanusa:

uyncno Konuii reHa *UCNo Konuii reHa

1'®.1.0., gaTa poxagen** SMN2 S okjoh
v 2v: Lo TF&Y>m SMN2 7 akar.n okjo
npo6ang . O wkesuny Puta, 06.05.2020 2 .2
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MsacHunkos C.O.

22.11.2021
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P11MNL, «MaTb v guta»
Na6opaTopus MeAULMHCKON reHeTUKN N MOHUTOPUHIA BPOXK/AEHHbBIX MOPOKOB
passuTunA

MejuKo-reHeTUYeCKoe 3aKnoYeHne
®UNO: PebeHok HOwkeBny Puta AHfpeeBHa, 6.05.2020 r.p. (Mat<» HOwkeBuY
CeeTnaHa FeHpuKoBHa, 27.02.1957 r.p.)

Agppec: FpoaHeHckas o6nacte ropog /inga, yn.®omuyesa, 345

KoHcynbTalns reHeTuKa B CBA3W C HACNeACTBEHHO naTonorueii.

®eHOTMN: MblleYyHas "MNOTOHWUSA, MaHW(ecTayums B bTaACUYECKOM Nepuoge c
NPOrpeccuBHLIM yXyfbyennem nocne 6 MecsLes; 3afiepXXka MOTOPHOTO pasBUTUS.
PesynbTaTbl  MCNeKyNsApHO-TEHETUYECKOW  AUNMTHOETUKW: Yy  npobe Har
BbISIBNEHO 0.MC-'Y4OTHOE HOCHTENbCTBO AefeHun 7 3k3oHa reHa SMN1; 2 kormi
leHa SMN? B 7 0k30He 1 2 Konuu reHa SMN2 b 8 3K30He.

[AwnarHo3* CnuHanbHas MbllweyHas atpogus, Il Tmn. AyTOCOMHO-pENECCUBHbINA
TN KONAAOBAHUSA.

Pucy pns cubcos 25% (BbicoknCO

PekoMeHf0BaHO:

1) Ha6nogeHue, NnoafepXxuBatoLas Tepanua y Heeponora.

2) MonekynspHo-reHcTMYCCKas AMarHOCTWKAa HOCUIeNbcTBa MyTauuu B reHe
SMN | pogutensm u cméey.

3) KoHcynbTauusa no pesynbtataM [WarHOCTUK* € onpefeneHnem MporTa.fimbl
npeHaTanbHO ANArHOCTUKM NpU CNedytolem 6epeMeHHOCTH.

Nupckas mexpaiioHHas MP3K/»! _
3AKNIO YEHWE MEAUKO-PEACUINTALWOHHON 3KCMNEPTHOMW KOMUCCUN

oT 10.01.2022r. Ns 35
3akfnoyeHne MeauKo-peabUNMTALMOHHOW 3KCNepTHOW komuccum (ganee - MP3K) HanpaeneHo
10.01.2022 r.
1. ®amunua, nma, oT4ecTso naymneHTa OwWKesny Puta AHnoe'ywn
2. WpeHTuUKaLUMOHHbLI HOMep NuyHeHTa 1/1P 446944
3. AaTta poxpaeHus 06.05.20?0
4. Agpec peructpauuMu awmeHTa Mo MecTy XuUTenb n . pogHeHckas 06n.. JIMACKHIA p-wn . T Nluna, yn.
Py6nesckas, 4. M. k. .rc.
5. Aapec paKkTUYecKoro MecTa KMTenbCTBA UMW NPEPbLIBAHUA NaLUeHTa
6. 0cBuageTenbc» c3aunue: Mepsuuroe. OYHoe

naymeHTy

7.MNepuop M-?b:;0-coynanbHoi akcnepTHom ¢ 06.01.2022 Ho 10.01.2022
8. YpocT'-bCpeHne nHBanuaa cepus 'n jr* 0035156

9.MBB. AHOCTbY MWL CTaplwe BOCEMHAALATN NeT:

9.1. rpynna nHBanuaHocTn: Pe6eHok nHBanug CY 3 4

9.2. NpUYMHA UHBANULHOCTW: BCneacTBUe 06w ero 3a6onesaHus

10. KaTeropuns «peGeHOK-HHIANKA» B BO3pacTe 0 BOCEMHAALATH NeT:

10.1. cTeneHb yTpaTbl 340pNbbU:

10.2. npMYnNHaA MHBANULNOCTH:

12. lononHeHne K 3KCNEPTHOMY PeleHunio: UHBaNUA C HAPYLWEHUEM OMOPHO-NIBUTATENbHOTO arH; A/ Ta;
13.YcTaHOBNEHWE WHBANNAHOCTYN 33 NPONYULEHHbI Nepuoa:

14. ChopmupoBaHa: UHANBUAYanbHaa nporpamma peabunutauum, abunutauHum nHsanuja:
CthopmupoBaHa MHAMBUAYaNbLHAS NPOrpaMMa peabunuTauuu uHBannaa.HyxaeTcs B NOCTOPOHHEM yXo4e.
HyXArkT'-y B nogrysHukax. CTyn gns geteii ¢ .LipY! BPC-11.00.00.000.Mpucnoco6n;H:«r Ans KynaHus gelei c
A1Cni;«_liE.03.886.00.00.00. '

15. Tpe6oBaHNA K xapaKTepy W YCNOBTH* Tpyja nHBanupa:

15.1. HY)X4aeMOCTb B UCKNIOYEHUMN BO3AEWCTBNA BPEAHbIX U (MIN) ONACHbLIX NPON3BOACTBEHHbIX (haKTOPOB
15.2. noKa3aHHbIE YCNOBUS TPYAMU N PEXUM paboyero BpemMeHun

16. HyX/,aeM0CTb B MNOCTOSAHHOM IMO U U :

17. HyxpaaemMoCTb B MOCTOAN0.*» yxoae: HyxjaeTca B NoCTOANO0: ¥yxone

18.Bpems HacTynneHus H“banHAHOCIH (y feTeil):

19. Cpok geiicTBuA 3akntouyeHns MP3IK ¢ 06.01.2022 »;0: 31.01.2024

20.Cpok AaeiicTBu»; 3aknouveHus MPIOK o cTeneHu yTpaTsl npodeccuoHanbHoit (o6weii)
TPYA0CNOCOGHON:* 0 NpoLeHTax

6e3 ykaszaHus



“locyfiapcTBeHHOE yupexeHue «Pecny6nnkaHckuii
Hay4HO-NPaKTUHECKNIA LIeHTp “Matb 1 AuTa”»
220053, Pecny6nuka benapycb

r. MUHCK, yn. OpioBcKast, 66 F-mail: ccnler.neuromuscular.2020®imcdcentcr.bv
Tenedakc: 8(017) 379-25-84 Ten. A(017) 335-07-53
E-mail: sevenhos@mail.belpak.by "375(44)714-95-70

OTAeNneHne HaCNeACTBEHHbIX HEPBHO-MbILIEYHbIX
3abonesaHuit Ana nauuneHToB u Boipacrc go IXnet

KoHcunnym B cocTaBe rnaBHOTO BHELWTATHOMO cneynanucTa MUHUCTEPCTBA Tapason,PAHEHNN Pecny6ankm
Benapych (fanee MUH34P'.b' N0 HACNENCTBCBHMM HEPNMO-bb LLEYHbLIM 3a60/71€BAHNUAM y [ETel, K.4 H
[oneuTa, fjoaeHTa Katheapbl 'cTc-oii HeBponorun 6enMATO XXeeHcpoHOK W.B., samecTntens gupektopa no
MeANUNHCKON refeT*>:- [y «P1MATL «MaTb W AHTA», K- H MaymuHk V.B., Bpaya-renetunka otgen, unu
HacneAcTBeHHA:™ bepBHO-MbILLeYHbIX 3a6oneaii: it MY «PHIML, «MaTb 1 nnT»» 30AnkonoB . m
27.I'7.2021

DNO__ KO nHK K Puta AHppeeBHa _pata poxfaeHns 06.05.2020;

Appec: FpogHeHckas 06A. r./lnuga. y'.'b.'Mnyesa 345

Mawv*. Yana MHpOpMMUPOBAHHOE cOrnacue Ha BKAOYeHue pebeHka B Hauk:u:anbHblii pernctp HH.M3.
AHaMHe3: Pe6eHOK 0T 2 6epeMeHHOCTM 2 pOfoB B cpoke 37 HefeNb NyTeM ««.-.peBa ceyeHus. Bec 2140r,
Ha VIB/1 He 6bina. Bbinucanu nomoii Ha 7-e cyT.

[e6ioT 3a6onesaHna: Co 00 >mambl, C 2,5 MeC BbIABUAN BPOXK/AC:Ublil BbIBUX NEBOr0 Ta306epeHHOro
cycTaBa, MPOXOANNA NeveyHe y 0pToneaos, BbIMOAHANOCL Pa3Bec-ATe C NOMOLYbIO FMMNCOBbIX MNO3A30K
MpumepHo B 9 Meenge.3 WWHbI CHATBI, ¢ 10-11 mecaunes cTan?, MefNeHHO NoN3aTb, CUAETb, Cafunach
nomouybto. Hukorga He cTosna, NONbITOK BCTaTb Ha HOTW HO 6-n1n0. C 1rofa 4 mecaves ctana TepTr.
HaBbIKW NTUranu;», nepefBuranacb ¢ NOMoLL bl nepekata'l B Hoa6pe 2021 roga HanpasneHa Ha

rocnuTTe. TUWMNIO B PHIML, «Matb 1 guta», guarro’ : HapyLieHne MOTOPHOIO pPa3BUTUA C BANbIM,
NPCTHYLIECTBEHHO NPOKCUManbHbIM nape3omM CoTce BbipaXXeHHbIM B HOrax. [JuarHoCTUYeCKnidi NOUCK Ha
CMA, B34Tbl anartasbl.

HacneacTBeHHOCTb: CO cnoB poanTtene, No HHM3 He oTaroweHa.

MPT ronoBHoro mosra ot 22.11.2021 - naToN0rM4ecknX U3MeHeHui B FOACLHOM W CIMHHOM MO3re He
BbIABACHO.OHMT BO CHe - Mepez)KOOroBOW ypoBeHb NopaxeHus.

FeHeTnyeckoe 3aknoyeHme r.i 17.12.21: BbIABNEHO rOMO3UTOTHEE HOCUTENLCTBO i€/IeMHMN 3K30Ha 7 reHa
SMNL1. Mo pesynbTatam AHK-aHanu3a BbIABNEHO 2 KONUW 7?KTOTa U 2 KOnuu 8 3k30Ha roHa SN*\
[lnarHo3 «cnuHanbHax- MaTnevyHas aTpous» NOATBEPXKAEH Ha MONEKYNAPHO-TeHEeTUYECKOM YPOBHE.
HeBponornyeckuii ctatyc:

[0BOPUT HA-NbHbIE cnoBa. B3rnag pukcupyet UrPYLLKO/ NpocnexnsaeT , 06beM ABUXEHUI TNasHbIX
A6NCK N/ANbliA, HUcTarma HeT. YH-Ge3 s.'4;:Moii ouaroBoil cuMnToMaTMKiM. PKCPKANALMM S3bIKA Ha
MOMOtv ocMOTpa He onpefenstoTcs. AN dysHas Mblle4yHass TUMOTOHWUS Pyk»: MOXeT NOAHATH Bbllle
rofoBbl, B KNCTU Y/EPXMBAET HEBPONOTMYECKUA MOMOTOK C HEBbICOKAM O'PbIBOM OT TOPU3OHTabHO
noBepxHOCTW. dacynKynsaumm n Tpemop B NeBoit pyke (gucTanbito). CIP ¢ pyK BbI3bIBAtOTCA. CHUXEHbI
BpiollHble pedieKcbl Pe3KO CHUXKEeHbl. HapylieHUs MOBEPXHOCTHbIX BWAOB YYBCTBUTENBHOCTM MO
KOCBEHHbIM MpU3HaKaM He onpegensieTcsi. AKTUBHbIE [BUXEHUS B HUKHWX KOHEYHOCTAX: CrubaHue n
pasruGaHue cTOM, MOALEM HOT C MOMOLLbIO PYK. CAMOCTOATE/IbHO MbICOKO He MOAHUMAET, yAepXuBaeT B
MONOXEHUN CrMbGaHUs B KOMEHHbIX CyCTaBax C OMOPO/ CTOHbl Ha FOPWU3OHTa/bHYI MOBEPXHOCTb, @
roplwke He cuauT, nagaeT. [ON0BY BepTUKaAbHO YZAepXWUBAaeT YBEPEHHO. B MONOXEHUM CUAA ChnHA
Kpyrnas. ECnv nocTaBuUTb C OMOPOIi Ha Naf0HN W KOMEHW, MOXeL k paiMOBPEMEHHO H 1> M03e MOCTOHM,,
ceKkyHAbl. [pu BepTMKanu:!anum onopsl Ha HOTW HeT (CO CI0B poAnTeNeit onopbl He 6bI10 H paHbLLe)

3aknoyeHme: G12 CnuHanbHas MblweyHas atpodua Il Tuna (roMo3MroTHOe HOCUTENBCTBO A€NENHN

9K30Ha 7 reHa SMN1, 2 konuu reHa SMN2).
PexkomeHJ0BaHO:

1 Hab6ntogeHue yqacTKOBOro negnarpa, HeBposora, oTansmMonora no Mecty
XutenscTea. Meanatpy peKoMeH[0BaHO 13beraTb HasHauYeHWe MyKONUTUKOB. CBOEBPEMEHHO HasHauaTb
aHTMbaxTCpuanbHY0 1 NPOTUBOBMPYCHYHO TePanuio Npy 3a60neBaHNAX AblXaTenbHbIX NyTei

2. OKT, ¥3U cepaua.

3. CumnTomaTnyeckoe neveHune B 'Y «Pecny6/MKaHCKNIA KNMHWYECKUIA LIEHTP NananaTuBHoi
MeANLIMHCKON NOMOLLM AeTAM» C KYPCOM abunuTaunm o ycnoeuax AHeBHO oThenenuns PKL, MMM
(3anuck no Ten. (017) 5035726).

4. Buoxumunueckoe nccnefosaHne Kposu (06LLNii 6€N10K, MOYEBUHA, KPEaTUHWH,
KpeaTUH(OCHOKMHA3a, Leno\*yas docdaTtasa, C-pcakTUBHBIA 6-110K, anaHMHauMHOTpaHchepaya.
acnapTataunHoTpaHchepa*?. f unupy6un, dc pusr jgagc gpwij, CbiBOPOTOHHOE Xeneso, hocdop, Kanuii,
HaTpWiA, KanbLwii, xnop',, <W:?13 Ha BUTaMWH [l BbINoNHYS . T GeHee ABYX pa3 B rof.

5. OnpeableMnc KNCNOTHO-OCHOBHOTO COCTOSHIA KPOBU He MeHee ABYX pa3 B rof
6. OKTI:: 9xo-KI 1pa3 B rog.

7. Y3TLopraHoB GPIOLLIHOM MONOTN»HI pexke 1pasa B rog.

8 MpoBecTy OLEHKY PCCMUPETBNHOW (UKL MM (B T.4. HOYHARA NYNbCOKCUMETPYUS) U

nor.ita™towwii KoHTponb 1pas B 6 Mec.

V. [bixaTenbHas T4.«HpP.CTVKa MeLKoM AmBY B NPeMMPOBOYHbIX pexumax,
MaHya3bHas 6pPOHXO0APeHNPYIOLLas Tepanus exeaHeBHo.

10. N®K exefH"BNO, NCNONb30BAHNE B TeYEHWNE AHA Pa3/INYHbIX TEXHUK NMO3ULVOHNPOBAHNS

11 AkBageTp» Y. "KHTaMuH []) no 2 kanau (LO0OM E)1j.a3 B ;eHb BO BpeMs efibl. KOpPPeKLns
[103bl C YHYETOM MoKasiare>:ril BbINOJHEHHbIX aHaNN308B.

12. Be.«Tnc pognTensmMm NuLLEBOro AHeBHUKA, AMHAMUYECKNIA KOHTPONb 3a Maccoi Tenn

Mon ".MrwanbHoi MbllLeYHO aTpoduu nauucliam HasHauyaeTcs NaTOrCHCTHMAcras Tepanus
(neka*nBesHblii npenapat HycuHcpceH (CnuHp”u) unn PHegunnam (3spucam)). MauneHTke HOLWwKeBWY
YT.e, 06.05.2020r., cOrnacHo opuLmnanbHoi .4A.pyKLKUN MOXET 6bITb Ha3HauYeH ACKTPMbEHHBIV npenapart
HycuBepceH (CnuHpasa) wnu Pucaur.iau*. (3Bpucay). YKasaHHble NeKapCTBEHHble mpenapatbl — He
HK/IOUeHbI B Pecny6nnKaHCcKuii popMynsip nekapcTBeHHbIX CPEACTB, NepeyeHb OCHOBHBIX /IEKAPCTBEHHBIX
CPEeACTB W K/VHWYECKMe MPOTOKONbI AUArHOCTUKN U NIeYeHUs feTeil ¢ NUTONOrveli HepBHOW CUCTeMbI, B
CBA3W C YeM, oGecrieyeHMe WMU MOXET ObiTb OCYLLECTBNEHO 3a CYET NINYHBIX CPEACTB WM WHbIX He
3anpeLyeHHbIX 3aKOHOZaTeNbCTBOM MCTOYHMKOB.

B HacTofljee b?e.ln nekapcTBEHHOe CPeACTBO OH3ACEMHOTeH abcrmapBOBCK (3onreHcma  ans
NaToOreHeTUYeCKOro NeUeHNs NaLyeHTOB CO CMNHANbHCY MbILLEYHO aTpoueil He 3aperMcTpupoBaHo Ha
TeppuTopun Pecny6nunku Benapychk 1 He 3aaBnan0cCh iljx n3BoguTENneM Ana rocyaapcTeeHHo?1lperncrpauum,
MO3TOMY JaK4CC NleKapCTBEHHOe CPEeACTBO MO”eT PeKOMEeH/0BaTbCA NalyeHTam B Cyyae NpuobpeTeHns
3a CUrC COGCTBEHHbIX CPEACTB UMM CPEACTB M3 APYrMX MUCTOUHMKOB, He 3arpelLieHHbIX 3aKOHOAATENbHO B
PecT/("Tle Benapycb. MnaHupyeTca cp; rHe3aumns 3abopa kposn Ha AVVI ann BkoYeHus B iipoipaliM>
MexayHapogHoro goctyna AVXS-1T .

[naBHbIi BHeLTaTHBI cneymanncT MuH3gpasa no
Hacne/CTBEHHbIM HEPBHO-MbILLEYHbIM 3a60/1€BaHUAM Y fieTeil,

PYKOBOAUTENb pecny6ankaHcKoro LeHTpa no HHM3 gns geteid, /.

K.M.H., JOLIeHT Katheapbl AeTCKOI HeBponorum HenMA! 10 W.M. XXeBHepoHOK
3amecTuTenb fUpeKTopa Nny s

no MeAuLMHCKON reHeTuke PHIMLL «MaTb 1 gnTs», K.M.H. W.B.Haymuunk
Bpau-renetvk PHIML, «Matb v gnTsa», otaenedne HHM3 '/ 0.J1. 306uKoBa
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tOwkesny C.I.
majaczok@ gmail.by

O paccmoTpeHuu o6palyeHuns

naBHoe ynpaBneHue  opraHusayuu MeANLNHCKOW nomouyu
MuHucTepcTBa 3apaBooxpaHeHns Pecny6naukun Benapycb B npefenax cBOel
KOMNeTeHLWKn, paccmoTpeno Balue o6palieHune n coobLiaet cnegyoluee.

B HacToswee Bpema B Pecny6nuke benapycb Ana naTtoreHeTU4Yeckoro
fNieyeHns naymeHToB ¢ gnarHosom CMA 3aperucTpupoBaHo 2 neKapCTBEHHbIX
npenapat: CnwuHpasa, Pucgunnam (3Bpucau). JlekapCcTBeHHbIVi npenapat
30.mencma He 3aperucTtpupoBaH W He 3afBAANCA ANA TOCYAapCTBEHHON
perncrtpayun. AﬁHHble NeKapCTBEHHbIE npenapartbl He BK/HOYEHbI B
Pecny6nunkaHckuii opmMynsip nekapcTBEHHbIX CPeAcTB. MepedeHb OCHOBHbIX
NeKapCTBEHHbIX CPeACTB N KNIMHUYECKME NMPOTOKO/bl ANAarHOCTUKKU N nevyeHusa
feTell C NaToNOrveil HepBHOW CUCTeMbl, W B COOTBETCTBAM C aKTamu
3akoHogaTtenncTBa Pecny6nuku Benapycb o6ecneyeHne nauMeHTOB AaHHbIMU
NeKkapcTBeHHbIMM MpenapataMum MOXeT O6biTb OCYLEeCTBAEHO TONbXO Ha
nnaTHO OCMOBC (3a CYET ANYHLIX WAN WHbIX CPEACTB) B YCTAHOBNEHHOM
3aKOHOZaTeNbCTBOM NOpsAKe.

CnpaBo4Ho: [MepeyeHb acHoO40/X NeKAPCTBEHHbIX CPeACTB yTBEPXAEH
nocnaHocneHmem MuWHUCTepcT Ba 3jpaBooxpaHeHun Pecny6nuku benapycb oT 16
niona 2007 r. Ne 65 (B pegakyumm oT 18 Hosa6pa 2020 r. Ne106). JlekapCT BEHHble
annapaTsb CnuHpasa. Pucgunnam (3Bpucpun). 30N1reHCMa He BKAKYEHbl B AaHHbIi
nepeyeHsb.

[ononHutenbHo NHOpMUpyem, uTo peweHune [ Ha3Ha4yeHunmn
NaToreHeTUYecKoro seYeHna nauneHTos ¢ AnarHo3oM CMA He MOXeT 6biTb
NPUHATO eAWHONMYHO MUHUCTEPCTBOM 34paBOOXpPaHeHWs. [aHHoe nedyeHue
poporocrosauee, MOXW3HEHHOE, " npegnonaraet obsasaTenbHoe
[OMNONHWUTENbHOE  (hMHAHCUpPOBaHWe, NoCKONbKY  TeKyliue 06beMbl
(hMHAHCMPOBAHWUA  yXe pacnpefeneHbl  Ans  NeYeHWs  NauMeHToB C
onpegeneHHbIMU HO3010TNAMN.

[lononHnuTenbHO coobliaeMm, 4TO B HacTosiuee Bpems B PecnyGnuke
Benapycb u3y4yaetcs BOMNPOC CO3[aHUA TFOCYAApCTBEHHOrO BHEGHAXETHOro

2

toHpa Aana  obecneveHus nedeHWs feTeil € TAXKENbIMU W peaKnMMN
3a60oneBaHNAMN.

MWHUCTEPCTBO 34pPaBOOXPAHEHUA W3y4yaeT BCe BO3MOXHble NyTU U
cnocobbl 40OCTyna K NaTOreHeTU4ecKoit Tepanuu NaLWeHToB C AMAarHO30M
CNUHanbHOW Mbllweykoii aTpouu (ganee - CMA), Kak 3a CUeT CPeACcTB
6t0KeTa, rak v B Npor paMmax paHHero focTyna.

B cnyvae Hecornacus ¢ 0TBETOM Ha o6palieHue Ha OCHOBaHWUM CTaTbk
20 3akoHa Pecny6nuku bBenapycb oT 18 wuons 2011 roga Ne 300-3
«O6 obpalleHnax rpaxjaH n lopuaNYeckux nuu» Bbl Bnpase 06XanosaTb ero
B YCTAHOB/IEHHOM 3aKOHO/aTeNIbCTBOM MOPAAKe.

HavanbHWK rnaBHOro ynpasneHus
opraHusaunm MeguLMHCKON NoMoLLym ¢t . LA LLL,CPBUHCKHA

1-)6>p»20C44[$
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ZOIGENSMA INFUSION THERAPY
ESTIMATED PACKAGE COST

COST ESTIMATE NO.

Name of Patient:

Age & Weight

Name of Parent/Leqal Guardian:
Email ID/Contact No.

WOT-195-YUSHRYTA-030S22-D-RNEW 211122
Yushkevich Ryta

2 & 11 Kgs

Yushkevich Sviatlana
swietlanaiuszkiewicz@ gmail.com

20LGENSMA INFUSION THERAPY ESTIMATED PACKAGE COST

OP Clinical Assessments & Carsultatlons.
jPed. Neurologist

Ped. Pulmonologist

Ped. Cardiologist

Orthopedician

Ped. Gastroenterologist

Ped. Endocr.r.e

Spine Surgeon

eNe
Qrthotics

Dietitian

Speech / Swallowing Therapy

[Pediatric SOS basis.

Sleep Study

Rehabilitation & Phy:lotherapy Sessions

Assessment & Specialized Physiotherapy treatment

Chest physiotherapy treatment
In-patientAdmission Days:
P'CL

Private Ward

Quantity Nos.
~ Up to 12 nos.
T

Up to 3 nos.
Up to 3 nos.
Up to 3 nos.

Up to 4 nos.

Up to 24 Nos.

1 Day
Up to 2 Days

~Medications & Blood Investigations

MED
CARE

Travel & Accommodation related:
[Not included in Cost Estimate /  vohaz vc kenQkinnr.o Qidcrtcrione bul's/c do: . JeQ, ,jir))

3-Months Visitors Vua for 1Aduit AED 850
3-Months Visitors Visa for 1Child under (Limited time Offer by UAE Govt.) AED2CO
UrPCK Testk 1 AED ISO
-iotel Aoartment - Booking on Request. ON REQUEST

The given special rate Is un estimate of charges. No refunds are applicable on package rates & services
unutilized mentioned in the package cost estimate. Thli package does not Include cost of accommodation,
airtickets, visa etc.

Declaration: MCDCARE will NOT have any responsibility, legal obligation or do any sort of financial
transactions with any NGO/Aid/fund raiScrsAponsor(s), Our single point of contact will be the patient's
parent(s) or legal guardian.

Refund Policies. Disclaimer & Prior Authorization for any kind of Refund.

iadeler; almdigi/kaynaklanJi&i yer distnda kf$isel hesaplara veya farkli bir IBAN Banka Hesabma
h.ival«/tade ydpilamamaktad'.r. Geri cdemeler nykit olarak veya hamijine yaub £ek/Cck olarak

odenememektedir. -<\.
Cunfcu hukuki kurallar geregi bu yasaktir. Bu bilgi hyJujk deparimanimndan gelmcktedIr.

« Iftreatment cost is fund raised/charity/crowd funded, "No Objection" letter with seal & signature is
necessary from NGO/Aid/Sponsor/Authorised Designatory for claiming refund of unused funds
available under the registered/sponsored patient's name. As per our policies, without an approval or
a “No Objection” refunds will not be made to a personal account/IBAN or to a diffe;cnt bank
Account/IBAN other than the account of fund origin.

tZOLGENSMA as prescribed by treating physician.
Predinisolone as prescribed by treating physician.
Nexlum as prescribed by treatirg physician.

Other medicines/drugs as presi‘ibcd by treating physician.

Food supplements as advised oy dietician/physician.
Blood investigations

1
included in package cost
H induded in package cost
To |? paid - not Included in package cost
To b( raid - not included in package cost
Included in package cost (Up to 10 ros.)

Treating Physician: Dr.Vivek Windada, Pediatric Neurologist. Any clarifications, assistance in hotel
bookings. Visas or about Dubai may please be addressed to:

International Patient Services - SMA Department

(Zolgensma Pre-infusion & Post-infusion tests)

Spcciai Package Price

AED 6.676.000 *

USS 1,819,000 approximately

~*W>* ‘Ovise patients/legal guardians to be prepared w4h v>addltonal reserve fund of about AED 25,000 fo *
oif Xisten medical expenditure that may Incurd".vir* ini.ision therapy. This Isnota partof cost estimate ."eeJ riot be

sei.*rc MEOCAJIE bankaccounts

Complimentary Services for SMA patieris

Hastanemlz tarafindan SMA'h bebeklerimz Idn Ocrets|2 saftladifrmiz hizmetler

« Pick up from Airport to Hotel on Day of Arrival
* Pick up & Drop from Hotel to MEDCARE Hospital
* Pick up & Drop from Hotel for Physiotherapy

* Pick up & Drop from Hotel for External

= SMA Baby Patient Care Support by dedicated “SMA Patients Incharge"”.

« Turkish Translation Services when necessary. Ava lable on Request.

« Hot Beverages (Tea/Coffee) for Parents (ONLY at MWCH Ground fber Cafe)
+ Pick up from Hotel to Airport on Date of Return to home country

Medcare Women & Children Hcspital
eud, Ki*i» Al Manar» CuMHAT

s MacAkt

Specialist Consultation

gratis / Complimentary
gratis / Complimentary
p.ratis/ Complimentary
gratis / Complimentary
gratis/ Complimentary
gratis / Complimentary
gratis / Complimentary
gratis / Complimentary

W &

LaLlga

Mcdcare Women & ChiMions Hospital (Astei DM Healthcare?;
Cell & Whatsapp: +971 S6 422 718C | *971 SSS 98 308*
Email: DXBmKliceltrayoliSasierdmhealrhcarc* rom

Website, www astcrmedicaltravel ag | Medcare ae

*Note:This Cost estimate given is strictly intended for treatment at MEDCARE Women &
Children’s Hospital, Dubai. Not to.be misused or exploited for unapproved fundraising or for
treatment iri a hospital/clinic that fc NOT a part of MEDCARE Women & Children’s Hospital

network.

Medcare Women & Children Hospital
VFiH. 1ijK | *<»<t N1 L V.coSilpjiliy. Ouisi UAi
IWMHICAKF (6)»22*)

LaLlga
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NUATHO3:
CIMMNMHAJIbHAA MbILLUEYHAA ATPODUA 2 TUTTA

Pnta OWkKeBWNY,
06.05.2020r. r. Jinpga, benapychb

CBEPXCPOYHbI CBEOP

Ha npenapat ZOLGENSMA,

peabunnnTaymnio u
MeagobopynoBaHune

1819 000%

rita sma2
siepoejsga
www/siepomaga.pi/rita-sma s
P> SVIATLANA
Poypo/ YUSHKEVICH
rita_sma2@outlook.com
BJTATOTBOPUTEJIbHbLIE CYHETA BAHKOBCKWE KAPTbI
* benopycckue pyo6nu
BY45 AKBB 3134 0000 0109 5007 0000 S BEAAPYCBAHK
« Poccuiickme py6nu 5536 0800 1192 9043
BY94 AKBB 3134 3000 0050 6007 0000 Mastercard [0 10/25
oﬂonnaptﬂ CLL'A SVIATLANA YUSHKEVICH
BY32 AKBB 3134 1000 0060 1007 0000
® MNpagqop& aHK XRB
* EBpO
BY69 AKBB 3134 2000 0052 4007 0000 4916 9896 4438 9990
*TPaH3NTHBLIN CYET: VISA  [004/26
BY94 AKBB 3819 3821 0003 2000 0000 SVIATLANA YUSHKEVICH

AO ACb «benapycbaHk» OTaenenue 413/4083 r. lnga, FpoaHeHcKas o611.,
BMK AKBBBY2X YIMH 100325912


mailto:rita_sma2@outlook.com

PYKOBOACTBY
Mpocum Bac oka3aTb NomMolLb!

[o6pblii feHb!

A, Owkesny CBeTnaHa NeHpUKOBHa.

O6palwatocb K Bam ¢ npocb60oit 0 nomowu: y moeii goyepu, HOwkesny Putebl (06.05.2020
r.p.). CTpawHoe cMepTenbHoe 3a6oneBaHne - CMMHaNbHaa MblweyHas atpodua 2 Tuna (CMA
2 TMna).

CMA - 23To reHeTmyeckas, nporpeccupytouias 60ne3Hb, NpuW KOTOPON NPOUCXOAUT
nocteneHHas rwb6enb HeNpoHOB, OTBevyalolWMX 3a paboTy MblwL. VIHTeANekKT npu 3TOM
COXpPaHAeTCAa NONHOCTbIO U COOTBETCTBYET BO3pPacTy.

[vnarHo3s Hawen mnagwein goyepun (B ceMbe BOCMNWUTbIBAETCA TPOE HECOBEPLUEHHONETHUX
neteit) noctasunu 20 gekabps 2021 ropa.

B HacToswee Bpema B Pecny6nuke benapyce CMA neyat fBYyMSA 3apernucTpupoBaHHbIMU
nevyebHbIMK npenapatamu Risdiplam (Evrysdi) n CnuHpasa (Nusinersen). [laHHble npenapatbl He
BK/NtOYeHbl B PecnybankaHCKuin popmynap nekapcTBEHHbIX CPeACTB, B CBA3W C Yem obecnedveHune
UMU  OCYLLecTBNAETCA 3a CYeT COOBCTBEHHbIX CPeACTB poAuTeneil U fnevyeHwe [aHHbIMU
npenapatamy Heo6X04UMMO OCYLLECTBAATb BCHO XU3Hb (OPUEHTMPOBOYHbIV KypC NneyeHnWs Ha 3
Mecsla jaHHbIMUW npenapatamu cocTtasnseT 72 000 gonnapos CLUA.

OpaHako, neyeHWe MOXeT OCylWecTBNATbCA npenapaTtom Zolgensma. Tepanusg,
faHHbIM npenapaTom, npefgocTaBnseT QYHKUMOHaNbHYl0 Konuiwo reHa SMN  (cnuHanbHO
MbllWEYHOW aTpodum) [NS  OCTAHOBKM  MNporpeccupoBaHus  3aboneBaHWs  MNOCPeLCTBOM
ycTolumMBOi akcnpeccun 6enka SMN. [aHHbIi npenapaT pebGeHKy BBOAWUTCA OAHW pas K
nocne Hero nocnefywT TOAbKO peabunutauma, NS BOCCTAHOBNEHWA paHee yTpayeHHbIX
Mbl L EYHbIX PYHKLUN.

Yxe 4-m pgetam u3 benapycu ypanocb cobpaTb fJeHbru Ha 3onreHema: MunaHe
MwcHKo, ApuHe PygHuukoii, PomaHy Autuxceunudy, Bnagy Kosba.

YyuTbiBas TUN TAXKECTU [aHHOro 3aboneBaHWs U CTPEMUTENbHYK NpPOrpeccuto, 6bino
NPUHATO pelleHne O NpPoBeAeHUN NeveHus, npenapatom Zolgensma (3onreHema). CTOMMOCTb
[LAaHHOTO nNpenapaTa HenogbemMHas AN Hawen cembn - 1819 000 gonnapos CLUA. B cBA3m
C 3TUM Mbl BbIHYX/eHbl CTy4yaTb BO BCE [Bepu, C HafeXAoN, 4TO KTO-TO OTKPOeT HaM M Hallei
6ege!

A wmonw Bac o nomowwu! C6op wmaeT yxe 6onblie roga, HO MO COCTOSHMIO Ha
27.05.2023r. cobpaHo nnwb 17,66 %.

MoxanyiicTa:

- opraHu3yiiTe f06poBONbHbIE C60PbLI CPeAn COTPYAHUKOB;

- pasmecTuTe MHPOPMALUOHHbBIE TMCTOBKN O C60pPe AeHEXHbIX CPeaCTB.

MakeT BCex HEOOXOAUMbBIX MOATBEPXAAIOLLMX JOKYMEHTOB Npunarato.

Byay nckpeHHe 6narofapHa 3a nomolb U Baw ckopblii oTBeT!

C ysaxeHuem, CseTnaHa HOwkesny.

KO wkesny CeeTnaHa MeHpUKoBHA
[ata poxpeHus 27.02.1982 r.p.
MpoxuBatowas no agpecy: r. inga, yn. Pyénesckas . 13
TenedoH gns ceasm: +375(29)786-80-01
e-mail - rilasma2@gmail.com
WHcTarpam - @rita_sma2
PEKBU3NTbI ANA NMOMOLL N

MononHute BATAHC MTC
+375(29) 264 06 46

Ycnyra MTC "nogenuck 6anaHcom”
*363*375292640646*cymMMa#BbI30B

KAPTA OAO ACB «benapycbaHk» Mastercard:

5536 0800 1192 9043
CpOK feictausa -10/25
Ha ums SVIATLANA YUSHKEVICH

OAO «MpuopbaHk» VISA

4916 9896 4438 9990

CpoK aencteus - 04/26

Ha umst SVIATLANA YUSHKEVICH

PayPal
SVIATLANA YUSHKEVICH
rita_sma2@outlook.com

BnaroTBopuTenibHble cyeTa

OAO ACB «benapycbaHk» OTtgeneHune 413/4083
r. inga, FpogHeHcKas o6nacTb;
YHM 100325912; BUUK AKBBBY2X:

- benopycckue pyonu

BY45 AKBB 3134 0000 0109 5007 0000
nonnapbl CLUA

BY32 AKBB 3134 1000 0060 1007 0000
eBpo

BY69 AKBB 3134 2000 0052 4007 0000

poccuiickue pyénm

BY94 AKBB 3134 3000 0050 6007 0000

HasHaueHwue nnarexa:
C60p CpeacTB Ha UM

HOwkesBny CBeTNaHbl MeHPUKOBHBI Ha flevyeHne foyepun

HOWwkeBnY Puthbl
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