Munckuil obacTHO#
HCI'IOJ'IHHTCIIBHBIﬁ KOMHTET

OOpatenune 11o1aHo: DIeKTPOHHO

[Omrkesny Ceetnana 'eHpHKOBHA

3aperucTpUPOBAHHOIO 110 AAPCCY:
231295, I'poanenckas o61acTs,
Juackwii p-u., r. JInga, yn.
Pyonénckas, 1. 13

Kounrakrusiii Tenedon: +375297868001

DneKTPOHHBII ajpec:
ritasma2(@gmail.com

3assncHue (MuauBuayansHoC)
obpautenue Nel2052300002121

Obpamatoce k Bam ¢ npocsboii 0 nomowu: y moei aouepu, HOmkeuu Puthbl
(06.05.2020 r.p.), crpawHOE cMeprenbHOE 3a007CBAHME - CIMHAIbHAA MbILICYHAs
arpoua 2 Tuna (CMA 2 tuna). CMA — 910 reHeTHHecKas, nporpeccupyiomas 601e3Hb,
NPH KOTOPOIH MPOHCXOAHT TMOcTeneHHas rudenb HEHPOHOB, OTBedarmMX 3a paboty
Mbiil. MHTE/UIeKT NpH 3TOM COXpaHAETCS MMOJHOCTBIO M COOTBETCTBYET BO3PACTY.
Jnarnos Haiei Miajaiiei 104epH (B ceMbe BOCIHTBIBACTCA TPOE HECOBEPIIEHHO JICTHHX
JETEN) NOCTaBUIIH 20 nexadpa 2021 roaa. YuuTeiBas THN TAKECTH JaHHOTO
3a00/I€BaHNA W CTPEMHUTENIBHYIO NPOIPECCHIO, ObUIO HPHHATO PELICHUE O IPOBEAECHHU
nedenus, npenaparom Zolgensma (3onrescma). CTOMMOCTBH JIaHHOTO —mpenapara
HenoabeMHas g Hawweil cembn — 1 819 000 pomnapos CIIA. B ¢BA3H ¢ 3THM MBI
BBIHYX/ICHBI CTY4aTh BO BCE JIBEPH, C HAJIEHKI0H, UTO KTO-TO OTKPOET HaM M Hatueil Oezne!
A momo Bac o nomomm! COop wmaer yxke Oonmbiie roga, HO 10 COCTOSHHKO Ha
21.05.2023r. cobpano mumb 17,16 %. IToxkanmyiicTa, pacnpocTpanute HHpoOpMaLO
cpeam opranmsaumii 1 CMU, naiite paspeiicHne Ha pasMeuieHne ¢Mkocteld ais cbopa
JIEHEKHBIX CPEICTB H HHPOPMALIHOHHBIX JIMCTOROK 0 cOOpe B OPraHMU3aluAX TOProBJIH U
yeayr. OueHb HAaA€KCh, YTO HAHAYTCA A00pbie Cepala, roToBbIE OMOYb CHACTH HALIY
J10Yb. [ToarBepkaarone JOKYMEHTBI, ITHCBMO PYKOBOJHMTENO H JIHCTOBKY C
PEKBH3UTAMH TIPUIIATALO.

Brnoxkennsie dainsi:
JokymeHTel Puthbl.pdf
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JlncroBka Puta FOwkesuy.jpg
[Tucemo o nomomm Pure.docx

Mara noctyrnenus oOpawenus: 23.05.2023 s 10:21 HOwmkerny Ceetnana

['enpukoBHa
X OTBeT 10 N0YTOBOMY aapecy

X OtBeT 1o MEKTPOHHOMY ajpecy
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PHITLL «Martb # AuTH»
JlaGopaTopus MeAMUMHCKON reHETHKH M MOHUTOPHHIA BPOXKAEHHbIX NOPOKOB
pa3sBUTHA

MeaHKO-TeHeTHYECK0e 3aKIIYeHHe :
P®UO: Pebouck HOwmxesuy Pura A:rapeesna, 6.05.2020 r.p. (Mate tOwmkesuy

Ceetnana IeHpukoBHa, 27.02.1957 r.p.)

Aagpec: T'ponHenckas obnaces rupon Jluna, yn.@omuuesa, 342

KonkcyapTauus reHeTHKa B CES5H C HACJIEACTBEHHOM MaTONiC1 Y€A.

@®enoTHN: MBIlIEYHAst TUNOTOHMSA, MaHudecTalMs B MI'ULEHUYECKOM MMEpHoje ¢
MPOrPECCHBHBIM yXY i€ {MEM MOCTe 6 MecALIeB; 3a/°PHKKa MOTOPHOTO Pa3BHTH.
PesyabTaThl MCICKYASPHO-TEHETHHECKOH SHUAIHOCTHKH: Yy npobcuia
BBISIBIEHO I'OMC27™)'0THOE HOCHTEJIBCTBO Acheuh ; 3k30HA reHa SMNI; 2 romqai
rena SMN? B 7 ox30He U 2 xornuu reda SMN? £ 8 3K30He.

Auarnos: CnvHanbHas MbimeyHas arpodwa, 11 Tun. AyTOCOMHO-pEeuECCHBHBIN
TUT 5a”JIS/IOBAHHA.

Pucw uia cubeos 25% (BBICOKHTE )
PexomenaoBano:

1) Habmonenue, mopaepikuBaroInas Tepanus y HeBpoJjora.

2) MornekyaspHo-reHeTHYe¢CKas JMarHOCTHKAa HOCHTENbCTBA MYTALMM B TeHe

SMNI1 poautensm u cnicy.
3) KoHcynbTais 116 pesynsTaTaM JAMarHOCThXi C ONPENENEHHEM TPOITAMbI
NpeHaTaNbHOM AHArHOCTHKY TIPH ClIeAYIOleH SepeMEHHOCTH.

Hayunbrit cotpyaunk, S y»
Bpay-rCEeTAK BBICLICH KBATHPHKALWCH10K KATETOPUH 5 4 fs. C.B.l'onydesa

30.12.2021



Mpunoxcenie |1

¥ MOCTENOBAEHIND
Muuncrepctaa
IBpARCOKpANSHI
PecnyGansn Besapyen
09.06 2021 M 77

Jlnackas mexparionnas MPOK Nel ' o
3AKJIIOYEHUE MEIUKO-PEABHUJIUTALIMOHHOM IKCNEPTHON KOMUCCHH
or 10.01.2022r. Ne 35
3akmoueHHe MenuKo-peabMANTALIHOHHON JKkcnepTHOM komuccuu (aanee — MPOK) wanpasnexo
10.01.2022r. NatuenTy

1. ®amunun, uma, oT9ecTBo naruenTa [Owkesny Puta Auspersua

2. MnenTudpuxannonuslii Homep maxunenta [ JIP 446944

3. lata poxaenun 06.05.2020

4. Anpec perscTpauHH UXUMEHTA MO MecTy WHTeak-13a [pojaHenckas o6n., Jlnackwid p-u, r ldaa, vo.
Pybnesckas. a. 13, k. , i°2.

5. Aapec paKTHYECKOrN MECTA JKHTENLCTBA HAH NpefbIBANAS NALMENTA

6. OcBuaerennciscsanne: INepeuyoe, Ounos

7. llepuoa M2 n0-cONHANLHON KCcmepTrsnt ¢ 06.01.2022 no 10.01.2022

8. Yaocrobepenne nusannaa cepus '4 y% 0035156

9. HEBA.VALHOCTE Y JIHI CTAPIIE BOCCVHAIUATH JIeT:

9.1, rpynna nnsaanauocTH: Peberok nusanua CVY3 4

9.2. npUYMAA HHBAJIHAHOCTH: soieICTBHE 06wiero 3aboneBanus

10. Kareropus «pebeHOK-RHSANEA» B BOIPACTE X0 BOCEMHALNATH JIET:

10.1. crenens yTparTsl 3A0pOLLA:

10.2. npEYAHA HHBAAWLAOCTH:

12, lononnenne K IKCOCPTHOMY PelIeHHI0: HHBAIH] C HAD /ILeHWeM OTIOPHO-ABHMIATENbHOrO aniapaTa;

13. YcranoBierse HXsaJHAHOCTH 32 NPONYIEHHbIH Nepnoa:

14. ChopmuprBLua: MHANBHAYAILHAS NporpaMma peafaantauun, abHIATANHN HHBAIWA:
Chopmpporana HHAMBHAYANbHAA NpOrpamMma peafninrauun HHBanuaa. Hyknaerca B mocTopoHHeM yXoae.
Hyxaae1>a 8 noarysankax. Crya ans aereit ¢ JL 5PC-11.00.00.000.[Ipucnocobn=Hite 1na Kynanua aetei
JULIT 13 74E.03.886.00.00.00.

15. TpeboBanus Kk XapaKTepy H YCJIOBH:U* TPYAA HHBANHAA:

15.1. ay’a2€MOCTh B HCK/TIOYEHHH BO3AeHCTBHA BPeHBIX ¥ (HJIH) ONACKSL(. NPOH3IBOACTBEHHbIX PaKTOpPOB
15.2. nokasasHble YCAOBHA TPYAL B Pexum pabouero spemenn

16. Hyx12aeMOCTb B HOCTOSHHO4 LGMOMIM:

17. HyxnaeMocTh B HOCTON'1:10: yxoae: Hyxaaercs B nocTos'io12 yxone

18. Bpema HacTynjieHus awpaananocTn (y aerei):

19. Cpox aeiicreus 3aimovenns MPIK ¢ 06.01.2022 no: 31.01.2024

20. Cpox peiicrrus sakmoyenns MPOK o crenenu yrpaThl npodeccuona.abrofi (obweii)
TPYAOCHOCOGHOM A 1 APONeHTaX —

fe3 ykazarna ¢POKA nepeocBnaeTeby ‘ SOF

Mpeaceaarens MPIK



rmynapmaenﬂoe yupexaenne «PecryGnukanckuit Otnenenue HacienCTBEHHEIX HEPBHO-
 May§HO-TIPAKTHHCCKN LeHTP “Mars i auTa”» saGonenanuii Jura nanuen
g 1 A % TOB B BO3pacTe 1o 18 et

E-mail: center.neuromuscular 2020 -
i G % .6 . ,meclcemer‘bv
5 i R el Ten. B(017) 335-07.53 :
e Ten./(paxc: 8(017) 379-25-84 W seie I 14.55.70
Ean E-mail: sevenhos@mail belpak.by il
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~ KomcEARYM B COCTABE IIABHOT0 BHEWITATHOIO cneunankcra Munncreperna upanooxpanennn Pecnyfanky
~ Benapycs (nanee MRHIAP7b N0 HACNEACTBEHHLIM HEPRIO-Mb WEYHbiM 1a600eRANNSM Y OeTed, K.M.H
JomenTa, JoNenNTa Kadenpw re1cuol nenpoaornn BeaMAIIO XKerueponok U.B., 1amecturens :‘l!pelﬂnn; no
 menmnancxod regernie [Y «PHITH «Mate u anray, k.5 8 Naymuux U.B., BPRYA-TeHETHKA OTACACHIIE
HACAEACTBEHHEI ¢ hePBHO-MbImeunbIX 3a6onesans#t V'Y «PHIT «Mats u aura» JoGukonok G’
: 27.12.2021

@HO__ Omg+.~uv: PuTa AHnpeenta RS nara poxaenus_ 06.05.2020;
Anges: Fpopnenckas o6, r.Jluna, yn. BoMegena 345

Maws 1802 m@opnnponnnoe cor. acHe Ha BKIKYenHe pebenka B Haupovaaneri perncTp HHM3.
Anamnes: PeGerok ot 2 6epemerHOCTH 2 POJIOB B cpoke 37 Hejens nyTem Kecapesa ceqenns. Bec 2140r,
Ha UBJI se Guina. Brmacans ToMoit Ha 7-¢ cyT.
Jebrot 3a6oneranus: Co 102 MaMsl, ¢ 2,5 MeC BRISBHIIH BPOX/IeHblH BLIBUX N€BOT0 Ta306¢1peHROT0
CycTaBa, DPOXOJHIIa 296 9n€ Y OPTONEIOB, BRIIONHLIOCH Pa3Be HIIe C MOMOLIBIO THIICOBBIX MOBA30K
- TlpeMepHO B 9 MeCale™ MMAE! CHATEI, ¢ 10-11 MecsueB cTane. '€ UIEHHO NOM3ATh, CHAETh, CATHIAC -
w3 m Huxorjia He CTOSNA, NONBITOK BCTATh Ha HOTE He Oou10. C 1 rona 4 Mecsines crana TepT.

 HABRIKH MN0J2a7824, TIEPEBATANACE C TIOMOMIBIO nepekaro=. B HosbGpe 2021 roxa Hanpasiesa na

~ rocmETyrEsummo B PHITL] «Marts & uTs», muarvo: : Hapyimenue MOTOPHOTO PAIBHTHS C BSLThIM,
D P23 £y MECTREHEO MPOKCHMANIHEIM Nape3oyr Uonce BRIPaXEHARIM B Horax. J{Harroc s 1e kui NoHCK Ra
CNLA, BISTH aHATH3IEL
HacaeacTeeEHOCTS: €O cioB poautenst, 7o HHM3 me orsromena.
MPT ronoesoro Mo3ra ot 22.11.2021 — maTonora4eckux H3IMEHEHHH B FONObAGM H CTHHHOM MO?Te He
eeigBAeR0. SHMI BO CHE — Mepen 1€D0T0BOMH YPOBEHE NOPAXKEHHS.
I'enernveckoe 3akmovenne o1 17.12.21; BRISBICHO NOMO3HI0TH( € HOCUTENLCTBO AE/NELHH K30Ha | reHa
SMNI. Ilo peaymeratam !LiIK-aHamu3a BHISBICHO 2 KOMMH 73K30k4 H 2 KONKH 8 9k30Ha reHa SMN\Z
JlAarao3 «CIHHANEHAR M >0Te9Has aTPOQUT» NOATBEPKIEH Ha MONEKYJIAPHO-TEHETHYECKOM YPOBL®
Hesponoragec aii cvaryc:

['oBOPAT ru~nbHBIE coBa. Barnsaa QUKCHpYVET 52 ATPYIOKON NMPOCHEKHBACT , OOBEM ABWKCHHH [1a3HRN
a0ack uwinHBIE, HEcrarmMa Her. YH-6e3 3:onizMol 04aroBoi CHMNTOMATHKH. DHCDYUINAUHH S3biKd HA
MOMCEY OCMOTDa He Ompenensiorcs. \Apdy3Has MBIUEYHAR PHOOTOHHA. PyKi MOXET NOJHETH BhIUC
TOJIOBBI, B KMCTH YAEDXHBAET HEBLOTOrAYECKHH MONOTOK C HEBRICOKMA OTDBIBOM OT [OPHIOHTAILHOM
‘noepxHOCTH. Dacuukynauuyu U TpeMop B JeBoi pyke (muctansio). CIT?  pyk BRIBHBAOTCH, CHIKCHD
\....E;Ploml!blc pediekcel pe3ko CHWKEHLI. HapyuwieHus MOBEPXHOCTHBIX BHAON HYBCUBHMIC/BHOCTH 1o
- KOCBEHHBIM NpPHU3HAKAM HE ONPENE/AETCA. AKTHRIBIE JABHKEUMA B IMKHHX KOHEUHOCTAX: CPHOAHHC H
pasrubaHHe CTON, NOABEM HOT C MOMOMIBIO PYK, CAMOCTOSTE/IBHO BLICOKO HE OAHHMACT, yACPKHBACT B
TIONOXEHUN CrHOAHMA B KOJEHHLIX CYCTABAX C ONOPOR CTOMLI HA [OPHIOMTWILHYIO NOBepXHOCTS. Ha
~ TOpIIKE He CHAMT, majaer. ['0/10By BEPTMKANBIO YACPKMBaeT ypepenuo. 3 nonoxenun cuas ciHua
- kpyrnas. Ecnn nocrasuts ¢ ONOpo#i Ha JIAJMOHH H KOJIEHH, MOKET KPATKOBPEMEHHO 8 310 Mo3e NOCTOATh.
cexyust. [Ipn BepTvkannianum onops! Ha HOrH HET (CO CIOB POAMTENICH ONOPKI HE GLUIO W paHbLIE).

3akmo "m I : e: G12 Cnunansnas muimeynas aTpodus 11 THa (TOMOIHTOTHOE HOCHTENLCTBO AeEHH
3k30Ha 7 rena SMIN1, 2 konun rena SMN2).
Pexomennorano:



. Habmonenune y4acTkoBOro neHaTpa, Heposiora, odransMonora no MecTy
suTenbeTBa. [leanaTpy peKOMEHI0BaH0 HaberaTh Ha3HAYEHHE MYKOTHTHKOB, CBOEBPEMEHHO HalHayaTp
anTHGAKTEPHANBHYIO H MPOTHBOBHPYCHYIO TEPANHIO NPH 3a60/1€BAHUAX BIXATE/BHBIX MyTei.

2. KT, Y3U cepaua.

o Cumnromatrueckoe nevenne B I'V «Pecnybnuxanckuit knunnueckui UCHTD nanauaTueHo#
ME/IMIIMHCKOH [OMONIHA JIETAM) C KYPCOM abHITHTAIMH B YCHIOBUAX /IHEBHOrO oTaeneiHs PKLL [TM na
(sammes no Ten. (017) 5035726).

4. BuoxuMHYecKoe HeceIoBaHue KPOBH (0bumit Genok, MoyeBuHa, KpeaTunun,

KHHa3a, lenoas gocdarasa, C-peaxrusHriit £=10k, alaHHHAMHHOTpaHChepaza,

acnapTataMHHOTpaHcdepara, € w.mpyGus, (beWc;ep @i, CBIBOPOTOYHOE kene30, hochop, kanui.
HATPHH, KATbIHH, XJI0p), AK2TM3 HA BUTAMHH OlHa % SoMenee HOBYX pa3 B roj.

5. Onpeieedue KACIOTHO-0CHOBHOTO CCC0AHHS KPOBH HE MEHEE JIBYX Pa3 B rof.

6. 3KT = 9x%0-KT" 1 pa3 B rox.

i V3!i opranos 6pioimHoOR nonos1 ¥ He pexe | pasa B roj.

8 [TpoBecTH OUEHKY pecUpaToNoN GYHKIMHM (B T.4. HOYHAK NYJILCOKCHMETP'S) H
150,16 1, "OHH KOHTPOJL | pa3 B 6 mev.

9. HeixarensHas IrL4a2CTHKE  MemkoM AmGy B TPE'MPOBOYHBIX  peKMUMax
MaHyanbHas 6POHXOIPEHAPYIOMAs TEPANHs €XETHEBHO.

10. JI®K exenH :Bi10, HCIIONB30BaHUE B TEYEHUE JHA Pa3IHYHLTY. [€XHHK MIO3HIIHORRPOBAHHA.

11. AxsaneTpe™ ‘hatamus JT) no 2 kar (1000 ME) ' pa3 B IeHB BO BPEMA €1ibl, KOPPEKIIHS
JI0361 C YHIETOM I0Ka%a "€s.2H BBINOJHEHHEIX aHATH30B.
12. Be;rerpe poaRTENSIMH THINEBOTO JHEBHHKA, "dhAMHYECKHA KOHTPOJIb 32 MacCoH Telu.

"M +O4HANHHOK MBINEYHOM aTpOQUH NAUMCHTAM HA3HAYAETCS MATOrEHETHSSCi2d TEPArwi
(nexa>seanunt npenapar Hycurepcer (Crmnp2.a) anu Pucaunnam (3spucan)). [Nanmertke Komxesns
hee, U6.05.2020r., cornacHo opHIAANBHOE SRS TPYKIHH MOXET OBITh Ha3HAYEH 5CKE DL [BEHHRIA Npenapal
Yveamepcen (Cnmmpasa) wmi Pucysrnan (OBpHCaH). YkasaHHble JeKap-1BCHHBIE Ipenapatsl — He
sxmouernkl B Peciybmuxancknit Gopmysigp N€KapCTBEHHBIX CPEACTB, MEP:Y€Hb OCHOBHBIX JIEKAPCTBEHHBIX
CPENCTB B KIMHWYECKHE MPOTOKONBI JMArHOCTHKH W JICYCHHS NCTeH C MuTC/IOTMEeH HEPBHOH CHCTEMbL. B
CBN3E C 9eM, obecredeHHe MMI( MOXeT OBITh OCYLIECTBICHO 3& CYET JIHYHBIX CPEACTB HIH HHBIX He
JanpemerHbIX 3aKOHOJATENBCTBOM HCTOUYHHKOB.

B Bacrosmiee bne.ff NEKAPCTBEHHOE CPENCTBO ORJdceMHoreH abemapsosexk (3onrencva 114
NaTOreHETHYECKOrO JIEYSHUA MAlHEHTOB CO CIMHANBHCY (ABUNEYHOH aTpodHel He 3apEerHCTPHpPORAHO Ha
TeppHTOpHEM Pecrybraxu Benapych H He 3asBISIIOCK 1ijpt H3BOTHTENEM [UIA FOCY/IADCTBEHHO!! P>THCTPALIHH.
N03TOMY JAKMGS JIEKADCTBEHHOE CPEACTBO MOXET PPKOMEHJIOBATHCH MALMEHTAM B CIIy4de NPHOOPSTEHA
3a CUCi LHOCTBEHHBIX CPECTB WM CPEICTB W3 LPYrMX HCTOYHHKOB, HE 3aNPEIIEHHBIX “dKOHONATETbHO B
Pec 1/.-nxe Benapycs. I[Inanupyerca cpi wpsanus 3a6opa kpos Ha AVVY UL BrnlOYeHHS B NIPOIPANM}
MeXayHapOHOTO noctyna AVXS-10)°.

["naBRmI BRemTATHEN cnenmanueT Mun3apasa 1o
HaC/eICTBCHHBIM HEPBHO-MBILICYHbBIM 32601€BaHHAM Y JICTEH,

pyKoBoauTens pecnyGnnkanckoro uentpa no HHM3 qna nerei, / _
K.M.H., IoneHT kadeapel aerckoii Hesponorud benMAIIO /“//‘;’ > H.B. XeBHepoHoK
38“00"!1!1‘&!15 I[H]J'GKTO pa o
no mexunurckoi reneruxe PHIIL «Mateb n antsn, K.M.H. _ // 1// H.B.Haymunk
- ‘/ » f’.— =

Bpay-reserux PHITL] «Matsb 1 guta», otaenesne HHM3 y ey O.J1. 306uKOBa



MIHICT3PCTBA
AXOBbBbI 3APOVH
P3CMNYBJIKI BEJIAPYChb

FATOYHAE SUHPAYJIEHHE APLAHITAUBIL
MEABILBIHCKAR JAIIAMOIT

pyn.Msacuixosa, 39, 220048, r.Minck
Tea./daxe 222 65 97

MHUHHHCTEPCTBO
3APABOOXPAHEHUWA
PECNYBJHKH BEJIAPYCH

IFIABHOE YMPABRITEHHE OPIUAHHIALIHH
MEAHUHHCKON [TOMOIUn

yn Msacnukosa.39, 220048, r.MuHck
Tea.fdaxc 222 65 97

caiT: www.minzdrav.gov.by

caftr: www. minedrav.gov by
4 e-mail: guompl@belcmtby

e-mail: guomp@belemtby

L5 04404t 3 2E /O 98
Ha No
’ IOwkesuy C.T'.
majaczok@gmail.by
O paccmoTpennn obpatueHus

["naBHoe  ynpueneHuWe  OpraHM3auMM  MEJHIUMHCKOH  MOMOLIH
MunucrepcrBa 3apasooxpaHerus PecnyOnuxku benapyce B npeaenax coew
KOMNCTEHUHH, paccMoTpesno Banie obpaulenue u coobuiaer cnenyoulee.

B nacrosumee Bpems B Pecnybnuke Benapych ans naTtoreHeTHuecKoro
NeYeHns NallMeHToB ¢ auarHo3om CMA 3apeiucTpHpoBano 2 eKapeTBEHHbIX
npenapara: Cnunpasa, Pucaunnam (Dspucau). JlekapcTBeHHbIH fnpenapar
3oarencMa He 3aperMCTPHPOBAH W HE 3asBlIANCA NS TOCYAAPCTBEHHOM
peructpaiuy. JlaHHble eKAPCTBCHHbIE [pEnapaTtbl  He BKJAKYEHbl B
Pecny6nukanckuit popmynsp nekapcTBeHHbIX CpeiCTB, IlepetieHb OCHOBHbBIX
NEeKapCTBEHHBIX CPEACTB W KAWHUYECKHE NPOTOKO/bl HATHOCTHKH M JIeYeHUs
JeTeH ¢ MnaTosJIorMed HepBHOW CHCTEMbI, M B COOTBETCTBHH C aKTaMmu
3akonofarenscrsa Pecnybnukn benapych ofecneyeHne nalMeHTOB AaHHBIMH
NIEKapCTBCHHBIMK  (IpenaparaMH MOXeT ObITb OCYLUECTBACHO TONbKO Ha
JIATHOH OCHOBE (3@ CYET JMYHBIX HAHM MHLIX CPeICTB) B YCTAHOBJIEHHOM
3aKOHO/1aTEILCTBOM IOPS/IKE.

Cnpasouno: Ilepeuens 0cHOBMbIX NeKAPCMBECHNLIX Cpedcme  ymeepxcoeil
nocmanoenenuem Munucmepcmea 30pusooxpanenus Pecnybauxu herapycs om 16
wioas 2007 2. Ne63 (8 pedaxyuu om 18 nosbps 2020 2. Nel06). lexapcmeenmvie

npenapamei  Cnunpasa, Pucounnam (Jepucou), 3onzencma ne éxmovens: 6 danmoiil
nepe4ems.

HononHuTenbHo  WHGOPMHUPYeM, YTO  pelleHHE O  Ha3HAYEHUW
MAaTOTCHETHYECKOr0 JIeYEHHUA MAUKEHTOB ¢ auardosom CMA ne moxer ObiTh
MPHUHATO EAHHONHYHO MHUIHCTEPCTBOM 3apaBooXpaHeHus. /JaHHoe 1eyeHue
AoporocTosuiee, MOXHU3HEHHOE, 2 npeanonaraer o0s3aTesibHOE
NONOTHHTEIbHOE ¢uHaHCHpPOBaHue, NOCKO/IbKY  TeKylue  0ObeMbl

cbunaucupoaanuﬂ YXKE pacripenesneHnbl aJiA JICYCHHUHA NauHEHTOB c
Onpe/eNeHHbIMHA HO30JOrHaMu.

JononHuTenbHo coobiaeM, 4TO B HacTOsllee BpeMms B PecnyOnuke
benapych M3yyaeTcs BONMpPOC CO34aHMS TOCYAAPCTBEHHOrO BHEGIOMKETHOrO
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donpa ans  obecneyenus neveHus JeTe C THKEIBIMH M PEAKUMH
3a00NeBaHHAMH.

MHUHUCTEPCTBO 3PABOOXPAHEHHS HM3Y4aeT BCE BO3MOXHbBIE TNYTH M
cnocoObl JOCTyna K NaTOreHEeTHYECKOH TepanuH MaLuMeHTOB ¢ JHAarHO30M
CNHHAIbHON MblileyHoR atpopuu (naree — CMA), kak 3a cyeT CPeACTB
OromkeTa, Tak H B NpOrpaMMax paHHero J0CTyna.

B cnyuae necornacus ¢ oTBeToM Ha obpauieHue Ha OCHOBAaHHMH CTATHH
20 3akona PecnyOmuku benapyce or 18 wuions 2011 roma Ne 300-3
«06 obpaliiekHAX rpaXaaH U IPUIWIECKUX ULy Bel Bnpase obxanosais ero
B YCTAHOB/IEHHOM 3aKOHO/JATeNbCTBOM MOPSIKE,

HavyansHuK rnaBHoro ynpasieHns
OpraHM3alMl MEIMUKHCKOH MOMOIIH | A A lepbunckui

3.3 Bypae 2004418




ZOLGENSMA INFUSION THERAPY
ESTIMATED PACKAGE COST

OT-195-YUSHRYTA-030522-D-RNEW211122
Yushkevich Ryta
Fe & Weight 2 & 11 Kgs

ame of Parent / Legal Guardian: |[Yushkevich Sviatlana
[Email ID/Contact No. iswietlanajuszkiewicz@gmail.com

ICOST ESTIMATE NO.
IName of Patient:

ZOLGENSMA INFUSION THERAPY ESTIMATED PACKAGE COST

PP Clinical Assessments & Cor sultations. Quantity Nos.
{Ped. Neurologist Up to 12 nos.
Ped. Pulmonologist 1
Ped. Cardiologist 1
Orthopedician Up to 3 nos.
Ped. Gastroenteroiogist _Up to 3 nos.
Ped. Encocrinie Up to 3 nos.
Spine Surgeon 1
ENL/ 1
Orthotics 1
Dietitian tp to 4 nos.
Speech / Swallowing Therapy 1
IPediatric SOS basis. 1
Sleep Study _ 1
Rehabilitation & Physiotherapy Sessions = _
Assessment & Specialized Physiotherapy treatment Up to 24 Nos.
Chest physiotherapy treatment 1
Fgw' Admission Days:
v R NI e _ 1Day
Private Ward Up to 2 Days
Medications & Blood Investigations

OLGENSMA as prescribed by treating physician. 1

Predinisolone as prescribed by treating physician.
Nexium as prescribed by treatirg ahysician.

Included in package cost
__Included in package cost

Other medicines/drugs as prescribcd by treating physician.  To b2 paid - not included in package cost
Food supplements as advised cy dietician/physician. To be raid - not included in package cost
Blood Investigations Inctuded in package cost (Up to 10 nos.}
{Zolgensma Pre-infusion & Post-infusion tests) SRR
AED 6,676,000 *

US$ 1,819,000 approximately
¥ Package Cost estimate validity s 90 days from the date of issdance

** We advise patients/legal guardians to be prepared with an additional reserve fund of about AED 25,000 fo-
unfar:seen medical expenditure that may incur during int.:sion therapy. This Is not a part of cost estimate eed riat be
sen:ttc MEDCARE bank accounts

omplimentary Services for SMA patieriis

Hastanemiz ndan SMA'li bebeklerimlz icin (cretsiz
> Pick up from Airport tc 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 Specialist Consultation

> __SMA Baby Patient Care Support by dedicated "SMA Patients In charge”.

> Turkish Translation Services when necessary. Available on Reguest.

* _Hot Beverages (Tea/Coffee) for Parents (ONLY at MWCH Ground floor Café)
* __Pick up from Hotel to Airport on Date of Return to home country

miz hizmetler

gratis / Complimentary
gratis / Complimentary
gratis / Complimentary
gratisj Complimentary
gratis / Complimentary
gratis / Complimentary
gratis / Complimentary
gratis / Complimentary

RO
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Travel & Accommodation related:

ohat ve konoklamao giderieri ana butgeye dahii degildir))

3-Months Visitors Visa for 1 Adult AED 850
[3-Months Visitors Visa for 1 Child under (Limited time Offer by UAE Govt ) AED 200
IRTPCR Test x 1 AED 150
Hotel Apartment - Bocking on Reguest. ON REQUEST

air tickets, visa etc,

parent(s) or legal guardian.

havale/iade yapilamamaktad

L"}-jf"l'll'-".'Tll"r"'i- ktedir

ladeler: alindigi/kaynaklandiin

The given special rate is an estimate of charges. No refunds are applicable on package rates & services
unutilized mentioned In the package cost estimate. This nackage does not Include cost of accommodaticn,

Declaration: *ATDCARE will NOT have any responsibility, legal obligation or do any sort of financial
transactions with any NGO/Aid/fund raisers/sponsor(s). Our single point of contact will be the patient’s

** Refund Policies, Disclaimer & Pricr Authorization for any kind of Refund.

ver disinda kisisel hesaplara veya farkl bir IBAN Banka Hesabina

P 4 kit Al . - - I - - - o ' a -
yeri odemeler nakit olarak veya hamiline yazili Cek/Cek olarak

Cunku hukuki kurallar geregi bu yasaktir. Bu bilgi hukuk departmanimizdan gelmektedir

« If treatment cost is fund raised/charity/crowd funded, “No Objection” letter with seal & signature 1s
necessary from NGO/Aid/Sponsor/Authorised Designatory for claiming refund of unused funds
available under the registered/sponsorec patient’s name. As per our policies, without an approval or
a “No Objection” refunds will not be made (o a personal account/IBAN or to a different bank
Account/IBAN other than the account of fund origin.

Medcare Women & Children’
Cell & Whatsapp: +971 56 422 7180 | +971 555 98 3082
Email: DXBmedicaltravel@asterdmhealthcare com

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

International Patient Services — SMA Department

s Hospital (Aster DM Healthcare)

Website. www astermedicaltravel.as | Medcare ae

*Naote: 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 in a hospital/clinic thatis NOT a part of MEDCARE Women & Children's Hospital

network.

dcare Women & Children Hogpital

L O
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PYKOBO/JICTBY
IMpocum Bac oka3zarbs nomoub!

JloOpblii 1cHB!

1, FOmkesuu Ceetrnana | 'eHpuKkoBHa.

Obpamatocs k Bam ¢ nipocs6oii 0 nomoru: y moei jouepu, IOmkeBuy Purst (06.05.2020
r.p.), CTpalHoOe cMepTenbHOEe 3a00JIeBaHKE - CIHHAIBHAA MbllleuHas aTpodpus 2 Tuna (CMA
2 THNA).

CMA — 5TO0 TeHeTHdYeckas, Tnporpeccupyronias 0o0je3Hb, NMPH KOTOPOH MPOUCXOAUT
NocTerneHHas rulenb HEHpOHOB, OTBevyaroMX 3a padory Mmbllil. MHTe/WIeKT npu 3ToM
COXpaHAETCs MOJHOCTLIO U COOTBETCTBYET BO3PACTY.

Jlnarno3 Hameit muaameit 1o4epu (B ceMbe BOCIUTBIBAETCS TPOE HECOBEPIIEHHOIETHUX
nerei) nocrasuan 20 nexadbps 2021 roaa.

B nacrosiiee BpeMs B PecnyGiunke benapycs CMA niewat aBywmst 3aperucTpupOBaHHBIMU
neueOubivi nipenapatamu Risdiplam (Evrysdi) u Crnimnpasa (Nusinersen). /lannsie npenapatsl He
BKJIIOYeHB! B PecniyOiukanckuii popMyisp JIeKapcTBEHHBIX CPEJICTB, B CBA3M € YEM 00€CIEHCHHE
MMH OCYIICCTBIACTCA 3a CUeT COOCTBEHHBIX CPEACTB poAuTencH M JedeHue JAaHHBIMH
npenaparaMm HEOOXOUMO OCYILECTBIISATh BCIO JKM3Hb (OPHEHTHPOBOYHBIH Kype JICYEHHs Ha 3
Mecsia JanasiMu mpenaparamu cocrapisier 72 000 xonnapos CIIA.

OaHako, Jie4eHAE MOXKeT OCYLecTBAAThCA npenapaTom Zolgensma. Tepanus, nanubiM
npenapaToM, TpeJocTaBIseT (YHKUMOHAIbHYIO KomHioo reHa SMN (CIHHaJBHO MBIIIEYHON
arpodun) U1t OCTAHOBKH MPOrPecCHpoBanms 3a001€BaHUs [10CPEICTBOM YCTOHYHUBOI IKCIpeccHH
Oeaka SMN. /lanubiii npenapat pe0eHKY BBOAHTCH OJHH Pa3 M NOCJe HEro mnocjaeayoT
TOJIbKO peaOHIHTAIHA, VIS BOCCTAHOBJ/IEHHS PaHee YTPA4€HHbIX MbIIIEeYHbIX QYHKLHH.

YuuteiBasg THII TSOKECTH JAHHOTO 3a007€BaHUS M CTPEMUTEIbHYIO MPOTPECCUIO. OBbLIO
MPUHATO PEIIEHHUE O MPOBEJACHUM JieueHus, npenapatoM Zolgensma (3oarencma). CtoumMocth
JAAHHOrO NMpenaparta HenmoaAbemuas s Hawei cembr — 1 819 000 nonnapos CLIA. B cBsasu ¢
3THM Mbl BEIHYKICHBI CTYYaTh BO BCE JABEPH, ¢ HAASKIOM, YTO KTO-TO OTKPOET HaM M Haueii Gejie!

SI momo Bac o momoinu! Coop naer y:ke 6oJibiie roga, Ho no cocrositano 21.05.2023r.
codpano aumb 17.16 %.

[loxkanyiicra, paspelnre:

- pa3MecTUTh UHGPOPMAIIMOHHBIE JIMCTOBKM O cOOpe JEHEKHBIX CPEACTB (JMCTOBKH
npeocTaBuM B OyMakHOM BHJIE) B OpraHU3allvH;

- pacrnpocTpaHuTh HHPOPMALINIO cpe/id pabOTHUKOB OpraHU3allim;

- BO3MOXHO, Bama opraHm3zanms MOKET OKa3aTh [OCHIBHYIO  CIHOHCOPCKYIO
(61aroTBOPUTENBHYIO) OMOIIb.

[Taker Bcex HEOOXOAMMBIX [OITBEPHKIAIOIINX JOKYMEHTOB IIPHIIArao.
Byay nckpenHe 6marojiapHa 3a nomoius ¥ Baun ckopsiii oTset!

C yBaxenunem, Cernana [Omkesny.

FOmkesuu Cpetiiana | eHpuKOBHA

Jlata posxaenus 27.02.1982 r.p.

[TpoxkuBatomtas 1o aapecy: r. Jlnza, yn. Py6nesckas .13
Tenedon a4 csizu: +375(29)786-80-01

e-mail — ritasma2(@gmail.com

Wncrarpam — @rita_sma2




PEKBHU3HUTHI I IOMOUIH

[Tormonuuts BAJIAHC MTC
+375(29) 264 06 46

Yenyra MTC "nosenucs dasancom™
*363%375292640646* cymma#BbI30B

KAPTA OAO ACB «Beaapycbank» Mastercard:
5536 0800 1192 9043

cpok aeiicTus - 10/25

uHa ums SVIATLANA YUSHKEVICH

OAO «IIpuopdank» VISA

4916 9896 4438 9990

cpok jeicteus — 04/26

na ums SVIATLANA YUSHKEVICH

PayPal
SVIATLANA YUSHKEVICH
rita_sma2(@outlook.com

BH&FOTBO}JHT&HHIHC cyeTa

OAO ACB «benapyc6ank» Otnenenue 413/4083
r. Jluna, 'ponsenckas odbmacTh;
YHII 100325912; BUK AKBBBY2X:

- Bemopycckue pyodsu

BY45 AKBB 3134 0000 0109 5007 0000
- nosutapst CLLIA

BY32 AKBB 3134 1000 0060 1007 0000
- €BpO

BY69 AKBB 3134 2000 0052 4007 0000

- poccuiickue py0iu

BY94 AKBB 3134 3000 0050 6007 0000

Haznauenue nnarexa:

COop cpe/icTB Ha UMS

IOmkesnu Ceetnansbl [[eHPHKOBHBI HA JI€UEHHE 1049EPH
HOmkeuy Putsl



AUATHO3:

CNMUHANIbHAA MbILLEYHAA ATPODPUA 2 TUMNA

Horouume sre name.
Puma OuwiKeBuu,

06.05.20202. 2./luda, benapycb

" CBEPXCPOUHbIV CEOP |
Ha npenapart ZOLGENSMA,
peabuautaymio U

\

1819000
r 0 0| b
5iepovaga itk
mtsiePpoms--P'/'g"m‘ Eﬁ '

' SVIATLANA
Paypal  YUSHKEVICH

Frita__smaZ@outlook.com

A

mepobopyaosanune

rita_sma2

ANA NONO/IHEHUA BAJTAHCA

+375 29 264-06-46

-
B/IATOTBOPUTE/IbHBIE CHETA

* Benopycckme pybnm

BY45 AKBB 3134 0000 0109 5007 0000
* Poccuiickue py6au

BY94 AKBB 3134 3000 0050 6007 0000
* Qonnaper CLUA

BY32 AKBB 3134 1000 0060 1007 0000
* Espo

BY69 AKBB 3134 2000 0052 4007 0000

» TpaH3UTHDbIN CuerT:
BY94 AKBB 3819 3821 0003 2000 0000

~

J
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BAHKOBCKUE KAPTbI

BEAAPYCBAHK
5536 0800 1192 9043

Mastercard A0 10/25
SVIATLANA YUSHKEVICH

© Npuop6asic XN

4916 9896 4438 9990

VISA Ao 04/26
SVIATLANA YUSHKEVICH

AO ACB «benapycbank» Otaenenue 413/4083 r. finaa, lpoaHeHckas obn.,
bUK AKBBBY2X ¥IH 100325912



