NACBEAQYAHHE AB HAPALIDKOHHI CBUAETENBLCTBO O POXAEHWM

lpamansnmin(ka) Owkesiy e — Fpaxnahwh(xa) __ITQE‘!_’S?%:'E'__.__.._____ ey ::j
MrIH,
 Puima MADW & Puta AnppeeBHa

» yriacuae i ¥ COOCTREHHOE MR, DTYECTED
[ inaHTLIbiKAULIAHL! N2 ﬁﬂum ' neHThKaLMOHHbI N2 7928610A003PB4
wapansiyon(nace) _ 06.05.2020 wocrara . poawca(nace)__ 06.05.2020 WeCTOro Mas fBe THICAUM
UBICNO, MBCA 1] A LR
ABAUATAF FOAa MLl T ABAETOr ToRs MEI0, WeCALL FOA, nponAc 2

0 YeM B KHMIre PerdcTpauqi akTos 0 DOXAEHWM

19  uncna Mas mecaua 2020

ab ybiM Y KHi3e paricTpalkil aKkTay ab HapaaKsHHI :
¢ 19 ucna Mas wecaua 2020 ropa

- spobnen sanic aa N2 366 npouassaaﬂa sanvos 3a N2 366 s
| Mecua HapamxaHHA; pacnyGnika nga} Benapych - Mecto poxaenva: pecny6nuka (rocyaapcteo) Benapych |
~ eobnacus (xpaw) __TPOA3eHCKan obnacts kpai) . TpoAHeHcKan

paéH . pakoH

ropan (nacénak, cano, sécka) T Jlina © 10poa {nocanok, ceno, aepeskR) . flupa |
BALIBKI: *° . POQMTENM:
Baukxa Hwkesiy ' AR
“nmiuuu.
AHgpan locigasiy
yNACHAE IMA, WA NA BALLKY ¢
HALLIAHANBHACLE nansk

Owkesiy

Cnnmau;pmll"':aphmiua

/mmﬂanmmm

e 0446944

N T o AT AT AT e AT,
AP A, PP EAAANINAAININA NN

A I A A AT -

BIRA AP AT



PECIYBIKA BENAPYCH
- Y.[lOCTOBEPEHVIE MHBAJ'IMHA

Cepua 14 N () i Sl s

wa/aféz/u

| ﬂpe,m;ﬁ .. b YAOCTOBBRRHIA'Y '"’e'é.—Tf?'.f_r'i.ipasd---.Ha*
| TEJTbC:I' ol A ecnybnukie benapy 1 ﬂ VIHBaﬂIA,D,OB

- (] -- 1 UQHHQU TR
*. I"-_'-L ‘.w; ' J yaocmoﬁepeHw)
/ s .
« TR (ﬁd, % s 204?5’ 3

4 oﬁ. Daq)

_ Y- ,9(/0/31/(1 =
o nuca npeaceaamenn MP3 K).

1V «MIDs fosnara, Jax 108919



: D JF POGINIE N P ,

~rpynna ke

|41

C (B e B A )
gty it s

_ MpuynHa MHBanWﬂHOCTM P

B it e e A M S 48 A A B e ...I.«:;,,..._..-'..;,,..u-.....‘g'.l¢‘..,..\.._".“_..?."n.?,“_, Lo el o

5

¢

. A 1 19
T T : TRETT T——v : ~— -
Ay
‘. i

(nodnlice npedcedamens MPIK)







TocyapcTBEHHOE YYPEXKICHHE «Pecrybnukanckuii Otnenenne HaclneaCTBEHHBIX Hepaﬂo_;[;]‘m—éq——— L3
HaY4HO-TIPAKTHYECKHH LIEHTP “Mare u guTa”» A

3a00/IeBAHMM 1751 TAIMEHTOR B BO3pacTe |
: 10 18 ner
220053, Pecnyﬁc-;!HKa Benapz;b E-mail: center.neuromuscular.2020@
r. MuHck, yn. OpJioBckas, Tes. 8(017) 335-07-53
Ten./daxc: 8(017) 379-25-84 +375(44) 714-95-70
E-mail: sevenhos@mail.belpak.by ' |

mcdccnter‘by

— LS =l

KOHCH/JIHYM B COCTABE [VIABHOIO0 BHEWITATHONO CHEUHANHCTA MUNHCTEPCTBA YIPABOOX panenny PecnyGankn
Beaapych (aanee MHH3APAB) N0 HACJAEACTBEHHLIM HEPBHO-MBIICYHbLIM 3a60eBaANAHM Yy AeTei, K.M.n.
JONEHTA, TONEHTA kadeapst aerckoli nespoaorun BenMAIIO Kesuneponox U.B., 3amecturens ;mpem()p; o
mepunuuckol renernxe I'Y «PHIII «Mats 1 aurs», k.m0, Haymunk U.B., Bpava-renernica OTAe/IEHAT
HACICACTBEHHBIX HEPBHO-MbIIEeYHbIX 3a60onesannii I'Y «PHIILL «Math u aurts» 306ukoroi O.1.
27.12.2021

®UO  IOmrenud Puta AHsnpeeBHa nara poxxaenus_ 06.05.2020r

Anpec: ['poanenckad o6, r.Jluna, yn.@omuyera 345
Mama 1ana HHQOPMHPOBAHHOE COIJIACHE HA BKIIOYeHHe pebenka B HanuonaanHbii peructp HHM3.

Anamue3: PeGeHOK OT 2 6epeMEeHHOCTH 2 POZIOB B cpoke 37 HeJeNs MyTeM Kecapepa cedyennd. Bec 2140t
Ha UBJI se 6bima. Bemmicana nomoit Ha 7-€ cyT.

Je6roT 3aboreBanua: Co CI0B MaMmBl, ¢ 2,5 MeC BEISBHIIH BPOXICHHBIH BEIBUX JIEBOTO Ta306eIpeHHOT0
cycTaBa, IPOXO/IMiIa JIEYEHHE Y OPTOIENOB, BEIIOIHAIOCH Pa3BeCHHE C IIOMOMIBIO THIICOBLIX MOBA30K.
IIpEMepHO B 9 MecsmeB MMHEI CHATEL ¢ 10-11 Mecsmes cTana MeIICHHO IONI3aTh, CHOETE, CAIMAIACE C
nomMompio. Hukoria He cTosia, MOIBITOK BCTaTh Ha HOr| He 65u10. C 1 roza 4 Mecanes ctana TepsTs
HAaBRIKHA [OJI3aHHAsA, IEPEABATAIAch C MOMOIIEO nepekator. B HosOpe 2021 roga HanpasieHa Ha
rocowram3anuio B PHII «Marts 1 auts», 1uarso3 : HapylmeHue MOTOPHOTO pa3BHTHS C BAJIBIM,
NPERMYIIECTBEHHO MPOKCHMAIBHEIM [Tape30M, 60J1ee BEIpaXKEHHBIM B HOrax. JIHarHOCTHYECKHH MOACK Ha
CMA, B34TEI aHATHA3EL

Hacaeacreennocts: co cinos poputenci, no HHM3 ue oraromiena.

MPT ronossoro mo3ra ot 22.11.2021 — maTo10ri4e€CKMX U3MEHEHHA B TOJJOBHOM H CIIHHHOM MO3Ie He
BuisiBneH0. DHMI Bo cHE — nmepejHepOroBod YPOBEHD MOPAXXKEHHS.

IeneTH9eckoe 3aKr09enne ot 17.12.21: BEISBICHO TOMO3HTOTHOE HOCHTENBCTBO JeNELMH 3K30Ha 7 reHa
SMNI. ITo pezympratam JIHK-aHanu3a BBISBIEHO 2 KOIMMH 75k30Ha H 2 konwuu § sk30Ha rena SMNZ.
Jluarso3 «cnaHaTbHEas MbIeYHas aTpodus) NOATBEPKAEH Ha MOJIEKYIAPHO-TEHETHYECKOM YPOBHE.
HeBpoaoravecknii craryc:

T'oBOpHT OTAETBHEIE ClIOBA. Barnsy (ukcupyer, 32 HrPYIIKOH MPOCIEKUBAET , OOBEM JBHKCHUM [MA3HAIX
A6N0OK nonHBI, HMcrarma Her. UH-6e3 BHAMMOM 04aroBOH CHMNTOMATHKH. DHOPHIUALMH H3bIKA HA
MOMEHT OcMOTpa He onpeaensmiorca. Jud@ysnas MpnmeuHas rHIOTOHHA. PyKH MOXET MOAHATH BHILIC
TOJIOBEL, B KHCTH yJIEPKMBAeT HEBPOJIO'MYECKMH MOJIOTOK C HEBBICOKHM OTPBIBOM OT POPH3OHTAILHOH
nopepxHocTH. DacuuKyIsuMu ¥ TpeMop B J1eBod pyke (aHcTanbHo). CIIP ¢ pyk BRISRIBAIOTCA, CHIDKSHE
Bpromneie pedrexcer pe3ko cHukeHbl, HapymweHust MOBEPXHOCTHLIX BHIOB 4YBCTBH l‘CJleG.ClH 1o
KOCBCHHBIM MpH3HaKaM He onpejensercs, AKTHBHBIC JBHIKCHWS B HIDKHHX KOHEUHOCTHX: cmoa}m.c\ H
pasrHOaHKe CTON, MOABLEM HOT C MOMOLIBIO PYK, CAMOCTOSTE/ILHO BLICOKO HE IOJHHMACT, _\':Lr:pmufmcl ?
NONOKEHHH CrUGaHUs B KOJEHHLIX CyCTABAX C ONOPOH CTONLI HA FOPHIOHTAILHYIO NOBEPXHOC “f' “f‘
FOpIIKE HE CHAMT, majaer. ['0JoBy BEPTHKANLHO YACPKHBACT YBCPCHHO. B nonoxenuu cu :[mu:
Kpyrias. Ecii moctaButs ¢ onopoii Ha JajoHu 1 KOJIEHH, MOKET KPaTKOBPEMEHHO B 3TOH 03¢ MOCTONTh,
cexyHasL [Ipyu BepTUKaTH3ammyu onopsl Ha HOTHM HET (CO CIIOB POAMTENIEH ONOPLL HE GBUIO ¥ PAHBLLE).

_ I HH
3axmouenue: G12 Cnunanbhag muimedanas arpodus 11 THna (roMO3MroTHOE HOCHTEILCTBO peden

3K30Ha 7 rena SMN1, 2 xonuu rena SMN2).
Pexomennosano:



1. HabmoaeHHe Yy9aCTKOBOIO NeMaTpa, HeBpoIora, odTansMonora o MecTy
sxurenscTa. [lenuarpy peKOMEHI0BaHO H30eraTs Ha3HAYeHue MYKOJIMTHKOB, CBOEBPEMEHHO Ha3Hayary,
aHTHGAKTEPHATBLHYIO M IIPOTHBOBHPYCHYIO TEPAIHIO TIPH 3a60/IEBAHMSX IbIXATEIEHEIX MyTeH.

2. OKI', Y3U cepaua.

3, Cumnromarideckoe jedenue B I'Y «Pecnybnukanckuii knnnueckuis LHEHTD NaIMaTUBHOM

Me/JMLIMHCKOH NOMOIIH ACTAM) C KYPCOM abHIHTAIMH B yCOBHAX HEBHOTO oTaesenns PKI] [TM] I
(sammcs no Ten. (017) 5035726).

4, Broxumuyeckoe ueenenosanne kposH (06mmit 6eiok, MoyYesHna, Kpeatumnms,
kpearuHdochokuHasa, wenounas Gocdarasa, C-peakTuBHLIH GeNOK, allaHuHaMMHOTpaHchepasa,
acrapraraMEHOTpaHcdepasa, GHIHpyGuH, (I)e?%l( Ba%g PYH, CBIBOPOTOYHOE Kenes0, hocdop, kamui.
HATpHH, KaJIbIHH, XJIOp), aHAI3 Ha BUTaAMHH /1, BRITOJIHATE HeMeHee IBYX pas B roji.

i Omnpenenenue KACIOTHO-OCHOBHOTO COCTOSIHUSI KPOBH HE MEHee JIBYX pa3 B roj.

6. OKI" 1 Ox0-KT" 1 pa3 B rop.

i V3H opranoB OpromHo# N0I0CTH He pexe 1 pasa B rof.

8. [IpoBecTH OLEHKY PECIMPATOPHOM YHKIIMH (B T.9. HOYHASA IIYILCOKCUMETPHSA) 1
nocJeAyIOIHH KOHTPOJIb 1 pas B 6 Mec.

9. JsIxaTenbHas TAMHACTHKA MemkoM AMOy B TPEHUPOBOYHEIX peKHMax,
MaHyalnbHas OpOHXOIPEeHHPYIOINas Tepalus €XeTHEBHO.

10. JI®K exenHEBHO, HCTIOIB30BAHUE B TEUCHHE [JHS PA3IIMYHBIX TEXHAK MO3HIIHOHAPOBAHHA.

11. AxsanerpuM (ButaMuH J1) o 2 xamw (1000 ME) 1 pas B JeHb BO BpeMs e/Ibl, KOPPEKIIHA

JIO35I C Y9ETOM TIOKa3aTellel BIIOJIIHEHHBIX aHATH30B.
12. Benenve poauTesiMu MAINEBOTo THEBHUKA, THHAMAYECKHA KOHTPOJIb 32 Macco Tena.

Ilpp cnwBEaNEHOW MEIIEYHONM aTpo(UU NalMeHTaM Ha3HAYaeTCs IIaTOTCHETHYeCKas Tepallus
(mexapcrBeHHEDM mpenapat Hycunepcen (CnuHpasa) wum Pucaumuiiam (Ospucan)). ITamnentke KOmkesud
Pare, 06.05.2020r., corylacHO OQHIHATEHON HHCTPYKIIMHA MOXET OLITh Ha3HAYEH JIEKADCTBEHHLIH MIpenapat
Hycunepcen (Cmmmpasza) wix Pucaumiam (OBpucaM). YKasaHHBIE JI€KapCTBEHHBIE Npenaparel — He
BKJOYEHE! B PecryGrmKkanckuii GOpMyIsAp JTE€KapCTBEHHBIX CPECTB, NEPEUEHb OCHOBHBIX JI€KAPCTBEHHBIX
CPEJICTB M KJIMHMYECKHE IIPOTOKOJIEI JUArHOCTHKH M JIEYEHHs JIETEH C MaTONOTHEH HEPBHOH CHCTEMEL, B
CBA3M C HeM, obecredeHHe WMH MOXET OBITH OCYINECTBJIEHO 3a CYET JIMYHBIX CPEJACTB HIH HHBIX HE
3alpeleHHbIX 3aKOHOJATEIbCTBOM HCTOYHHKOB.

B Hacrosimee BpeMsi JIEKAPCTBEHHOE CPEICTBO OHAHCEMHOIeH abenapBOBEK (3oireHcMma) 14
IaTOTEHETHYECKOrO JICYeHHs MAMEHTOB CO CITMHAIBHOM MBIIIEYHOH aTpodHEH He 3aperHCTPHPOBAHO HA
TeppuTOpHM Pecny6immku Benapych U He 3asBISIOCE IPOU3BOIUTENEM JUISl TOCYIAPCTBEHHOH PerHCTPALIHH,
IO3TOMY JIAHHOE JIEKapCTBEHHOE CPEICTBO MOXKET PEKOMEHJIOBATHCH MALHEHTAM B CITydae MPHOOPETeHHA
3a cueT COGCTBEHHBIX CPEJICTB MIIM CPEJICTB W3 JPYTMX MCTOYHHKOB, HE 3alPEINEHHBIX 3aKOHONATE/IBHO B
Pecny6imuxe Benapycs. ITnanupyercs opranmsanus 3a6opa kpod Ha AVVY JUlsi BKIIOUYSHHS B NPOTrPAMMY
MexayHapoaHoro gocryna AVXS-101.

I'naBHBI BHEITATHBIH CIEHATHCT Munzapasa o

9

HaCNeJICTBEHHBIM HEPBHO-MBILIEYHBIM 3a060JIEBAHUAM Y IIETEH, 7/
pyKOBOZmHTENS pecnybmkanckoro uenrpa no HHM3 juis netei, / p
K.M.H., JOUEHT Kadeapsl perckoil Heponorun benMATIO / /ﬁ'“;) U.B. )KeBHEPOHOK

3aMecTATens IMpekTOpa

no meauuuHcKko# reneruxe PHITL] «Mate 1 guts), K.M.H. // // M.B.Haymunk
‘/_. ,’ (‘___‘___—

Bpau-renerux PHITL] «Marts u auta», oraenenune HHM3 B 0.J1. 306uKosa



MIHICTIPCTBA
AXOBBI 3JAPOYH
PICIIYBJIKI BEJAPYCH

FAJTOYHAE ¥NIPAYJIEHHE APTAHIZAUDII
MEJABIILIHCKAR JANIAMOT]

Bya.MacHikoa, 39, 220048, r.Minck
Tea/paxc 222 65 97
calir: www.minzdrav.pov.b

e-mail: guomp@belcmt.by

MHHHUCTEPCTBO
SAPABOOXPAHEHHI
PECINIYBJIHUKH BEJAPYCH

IJTABHOE ¥TIPABAEHHE OPT AHH3ALIHH
MEJHUHHCKOH NOMOIM

yn.Msachuxona, 39, 220048, r.Muuck
Ten./daxc 222 65 97
caliT: www.minzdrav.gov.by

e-mail: guomp@belemt.by
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Ha Ne

HOmkepnu C.I'.
majaczok@gmail.by
O paccmoTpeHuu ofpalleHus

I'maBHoe  ynpaBneHue  OpraHH3aUMH  MEIMLHHCKOW  MOMOLIM
Munucrepersa 3apaBooxpaHenns Pecnybnuku benmapyces B npeaenax cpoei
KOMITETEHIMH, paccMoTpeno Baitie obpalieHne U coobLuaeT ciemyolnee.

B nactodmee Bpems B Pecniybnuxe benapychk ANid MaToreHeTHYECKOro
NeYeHus MalueHTOB ¢ AHarHo3oM CMA 3aperucTpupoBaHo 2 JeKapCTBEHHBIX
npenapata: CnuHpasa, Pucaumnam (OBpucam). JlekapcTBeHHEBIH mpemapart
3onrencMa He 33apPETUCTPUPOBAH W He 3afBUICS U TFOCYAAPCTBEHHOH
perucTpanuu. JlanHBle NekapCTBeHHBlE TpenapaThl He BKIIOYEHBl B
PecniybmukaHckuil GopMyJisp JEKapCTBEHHBIX CPEACTB, IlepeueHs OCHOBHBIX
NeKapCTBEHHBIX CPEACTB U KIMHUYECKHE NPOTOKOBI AMATHOCTHKH M JICYEHHS
JeTeH ¢ DnaToJOrHeEd HEpBHOH CHCTEMBI, H B COOTBETCTBHH C aKTaMH
3aKoHomaTenbcTBa Pecnybnuku benapyce ofecneyenue manMeHTOB JaHHBIMH
NEeKapCTBEHHBIMU  MIpemapaTaMH  MOXET OBITh OCYLIECTBIEHO TOJALKO Ha
NJIaTHOW OCHOBE (33 CYET JIMYHBIX HIH HHBIX CPEACTB) B YCTAHOBJIEHHOM
3aKOHOJAATeNbCTBOM MIOPSAKE.

Cupasouno: Ilepeuens oOcHOSHLIX nexapcmeennslx cpedcme ymeepicoeH
nocmarosnenuem Munucmepcmea 20pasooxpanenus Pecnybauxu Berapyco om 16
wiona 2007 2. Ne65 (e pedaxyuu om 18 noabpa 2020 2. Nel06). Jlexapcmeenrvie

npenapamer  Cnunpasza, Pucounnam (3epucou), 3onzencma ne exmouensl € OauHoiil
nepeuets.

HononHuTeNsHO  HHPOPMHpPYEM, UYTO pEIICHHE O HA3HAYEHHM
IaTOTCHCTHYECKOTO JICYEeHHA NMalUeHTOB ¢ AHarHo30M CMA He MOXeT ObiTh
NPHHATO €AHHONHYHO MHUHHCTEpCTBOM 31paBooxpaHenHs. JlaHHOe NeueHHe
AOpOrocTosliee, MOKH3HEHHOE, H IpEanoaaraer o0s3aTeNIEHOe
JIONIOJTHUTENIbHOE  GUHAHCUPOBAaHWE,  NOCKOIBKY  TeKyllde  OGBbeMBI
(GUHAHCHPOBAHMA  yXe pacupefieNieHsl [INA  JIeYeHHS  NAlUeHTOB ¢
OIpe/IENIEHHBIMH HO3OOTHSIMU.

JIOTIONHUTENBHO COOOIIAeM, YTO B HACTOSIIEE BpEMs B PecnyGnuke
Benapych H3ydaeTcs BONpPOC CO3NAHMA TOCYOAPCTBEHHOTO BHEGIOIKETHOrO
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bonpa ans  obecrieveHns JeveHHs JeTell C© TAKENBIMH M peiKHMY
3a00oneBaHHAMH.

MHHHUCTEPCTBO 3ApaBOOXPAaHEHHS H3y4aeT BCe BO3MOXHHE NyTH U
CITOCOOBI JOCTyNa K MAaTOTCHETHYECKOH TepamuM MAlMEeHTOB ¢ AMArHO30M
CIHHALHOH MEIIeYHOH arpodun (manee — CMA), Kak 3a c4eT cpeicTB
OromxeTa, Tak M B IPOrpaMMax paHHEro JOCTYTA.

B cny4ae Hecormacus ¢ OTBETOM Ha oOpallleHHe Ha OCHOBAHHH CTAaTBHU
20 3axkoHa PecnyOmuku bBemapycr ot 18 wmronms 2011 roma Ne 300-3
«O0 obpallleHHAX IpaXJaH H IOPUAUYECKHX TUI BbI BIpaBe 06kanoBath ero
B YCTAaHOBJICHHOM 3aKOHOAATENbCTBOM IOPSIKE.

HavajeHuK rmaBHOTO ynpaeieHus . y
OpraHu3aluH MEIULIHHCKON ITOMOLIH Q AL~/ AAlllepbunckuii
. i

3-3 Bypas 2004418




ZOLGENSMA INFUSION THERAPY
ESTIMATED PACKAGE COST

lcosT ESTIMATE NO.

WOT-195-YUSHRYTA-030522-D-RNEW211122

|Name of Patient:

Yushkevich Ryta

2 & 11 Kgs

|Age & Weight
Name of Parent / Legal Guardian: [Yushkevich Sviatlana

[Email ID/Contact No.

swietlanajuszkiewicz@gmail.com

ZOLGENSMA INFUSION THERAPY ESTIMATED PACKAGE COST

OP Clinical Assessments & Consultations.
Ped. Neurologist

Ped. Pulmonologist

Ped. Cardiologist

Orthopedician

Ped. Gastroenterologist

Ped. Endocrine

Spine Surgeon

ENT

Orthotics

Dietitian

Speech / Swallowing Therapy

Pediatric SOS basis.

Sleep Study

Rehabilitation & Physiotherapy Sessions
Assessment & Specialized Physiotherapy treatment
Chest physiotherapy treatment
In-patient Admission Days:

PICU

Private Ward

Medications & Blood Investigations

ZOLGENSMA as prescribed by treating physician.
Predinisolone as prescribed by treating physician.
Nexium as prescribed by treating physician.
Other medicines/drugs as prescribed by treating physician.
Food supplements as advised by dietician/physician.
Blood Investigations

(Zolgensma Pre-infusion & Post-infusion tests)

* Package Cost estimate validity is 90 days from the date of issuance.

Quantity Nos.
Up to 12 nos.
1
1
Up to 3 nos.
Up to 3 nos.
Up to 3 nos.
1
1
1
Up to 4 nos.
1
1
1

Up to 24 Nos.
1

1 Day
Up to 2 Days

1
Included in package cost
Included in package cost
To be paid - not included in package cost
To be paid - not included in package cost
Included in package cost (Up to 10 nos.)

AED 6,676,000 *
USS 1,819,000 approximately

** We advise patients/legal guardians to be prepared with an additional reserve fund of about AED 25,000 for
unforeseen medical expenditure that may incur during infusion therapy. This is not a part of cost estimate need not be

sent to MEDCARE bank accounts.

Complimentary Services for SMA patients

Hastanemiz tarafindan SMA’li bebeklerimiz icin Ucretsiz sagladigimiz hizmetler

* Pick up from Airport to Hotel on Day of Arrival

gratis / Complimentary

* Pick up & Drop from Hotel to MEDCARE Hospital

gratis / Complimentary

* Pick up & Drop from Hotel for Physiotherapy

gratis / Complimentary

* Pick up & Drop from Hotel for External Specialist Consultation

gratis / Complimentary

* SMA Baby Patient Care Support by dedicated "SMA Patients In charge".

gratis / Complimentary

* Turkish Translation Services when necessary. Available on Request.

gratis / Complimentary

* Hot Beverages (Tea/Coffee) for Parents (ONLY at MWCH Ground floor Café)

gratis / Complimentary

* Pick up from Hotel to Airport on Date of Return to home country

gratis / Complimentary

&) )
-
Laliga



[Travel & Accommodation related:
(Not included in Cost Estimate / Seyahat ve konaklama giderleri ana biitceye dahil 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
RTPCR Test x 1 AED 150
Hotel Apartment - Booking on Request. ON REQUEST

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 package does not include cost of accommodation,
air tickets, visa etc.

Declaration: MEDCARE 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
parent(s) or legal guardian.

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

iadeler; alindigi/kaynaklandigi yer disinda kisisel hesaplara veya farkli bir IBAN Banka Hesabina
havale/iade yapilamamaktadir. Geri 6demeler nakit olarak veya hamiline yazili Cek/Cek olarak
ddenememektedir.

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 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 different bank
Account/IBAN other than the account of fund origin.

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

Medcare Women & Children’s Hospital (Aster DM Healthcare)
Cell & Whatsapp: 4971 56 422 7180 | +971 555 98 3083
Email: DXBmedicaltravel@asterdmhealthcare.com

Website: www.astermedicaltravel.ae | 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 in a hospital/clinic that is NOT a part of MEDCARE Women & Children's Hospital
network.



mailto:DXBmedicaltravel@asterdmhealthcare.com
http://www.astermedicaltravel.ae/
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"ocyapCTBEHHOE yupexxaeHne «PecnybnnKaHCKuiA OTaeneHve HacneACTBEHHbIX HEPBHO-MbILLIEYHbIX

Hay4HO-NPakKTUYeCKNi LIgHTp  “Matb 1 AnTS"» 3a60MeBaHWA AN NaUVeHTOB B Bo3pacTe 40 18 fieT
220053, Pecny6nnka benapych E-mail: center.neuromuscular.2020@ medcenter.by
r. MuHck, yn. OpnoBsckas, 66 Ten. 8(017)335-07-53
Ten./tpakc: 8(017) 379-25-84 +375(44)714-95-70

E-mail: sevenhos@mail.belpak.by

KoHcynbTaTuBHOE 3aKNtoveHMe (40M0o/IHEHHOE)

olrfe] FOwkesuy Puta AHApeeBHa -"-nata poxgeHua 06.05.2020 (3 roga 1 mec)

Agppec: 'pogHeHcKasa o6n.. r.Jivga , yn. ®ommuesa 345 Y3 «Jlngckas LIPE»

Ha ocmoTpe B PLL HHM3 nosTopHo. [lata KoHcynbTaumm «06» 07 2023r.

AHamHe3: OT 2 6epeMeHHOCTH, 2X PoAoB B Cpoke 37 Hepdenb. Bec 2140r, BbinucaHa LOMOM Ha 7-e CyT.
HeoHaTanbHbIN nepuog 6e3 ocobeHHoCTel. K 3 MeCc XOpOLLO yAepXKuBana ronosy, nosopaymsanach Ha 6ok. datee
Obl/1 BbISBNEH BPOX/EHHBIN BbIBUX Ta30beapeHHOro cyctasa. C 4 [0 55 mec MMMo6vM3aums B runce ¢ ukcaumein
OT LLMKO/OTOK A0 MOAMBbILLIEK C 2X CTOPOH, MOC/e CHATWS rurca B Te4eHne 4 Mec LUMHA KPYr/ioCyToYHO (40 9,5 Mec).
Mawma oTMeYana, 4To faxe C y4eTOM MMMOBUIN3aL MmN AeBoYKa Oblna akTBHA 1 NpuobpeTana HoBble ABUraTe/lbHble
HaBbIKM1: B LUMHE Hay4Miacb MepeBopaynBaTbCs CO CMMHbI Ha XXMBOT, yMena CUAeTb YCTONUYMBO 6e3 0nopbl Ha PyKM.
lMocne cHATUA WKHbLI B 11 Mec caaunach cama U3 MOMOXKEHNA NieXxa Ha CnuHe, ¢ 12 Mec aKTUBHO Mo3asa Ha
yeTBepeHbKax. [anee NpuobpeTeHne HOBbLIX ABUIaTeNbHbIX HaBbIKOB MPMOCTaHOBMIOCL (Y OMOPbI AEBOYKA He
BCTaBa/ia 1 He Xoauna).

HacnencteeHHOCTb: €O €/10B Mambl, HO HHMS3 He oTdroueHa.

[ebtoT 3abonesaHns: Co cioB MaMel, € aBrycrta 2021 (Bo3pacT 1r 3 Mec) Havasics perpecc no Asurate/ibHbIM
HaBblkaM: MeHbLLIe NoN3ana, fanee cTano TPYLHee CTaHOBUTLCA Ha YeTBEPEHbKM, CUAEThL CTasla MeHee YCTONYMBO
ncnbITblBasIa TPYAHOCTY MpY NOAbEME PYK BBEPX U 3axBarte urpyLuku. Co cfioB Mambl, Ha )OHe MOBTOPHbLIX KYPCOB
MacCaXa HUKAKOro yny4lleHna He oTmedanocsk. 17.11.21 rocnutanusnposaHda 8 MOAcMMHc n BHIM PHIL, «Martb 1
ONTS» Ans 1o06Cnef0BaHms.

18.11.21 ocmoTpeHa reHeTUKOM, B3AT aHanm3 Ha JHK-gnarHoctuky CMA.

JHK-gnarHoctka CMA (17.12.2021): romo3urotHasa feneuns sk3oHa 7 reHa SMN1, 2 konnn B 3K30He 7 reHa
SMN2 n 2 konuun reHa B 3k3oHe 8 SMIN2.

21.06.2023r. pebeHKy MHTpaTeKa/lbHO BBeAeHa 7-A fo3a HycuHepceHa (12 mr).

[suvrarenbHaa peabuivtauuns 1eBOYKN MPOBOANTCA B PeabuiMTaunoHHbIX LeHTpax. Ccnonb3yeTcsa KOopcCeT,
KOPOTKME W [/INHHble 0pTe3bl, BepTUKasim3aTop. Co BpeMeHU NPUHATUA NOC/eLHeN L03bl npenapaTa
pecnupPaTopHbIX MHPEKLMIA He 6b10.

BxAK 18.11.21- K®K 173 Ea/n, ATT 23 Eg/n, ACT 40 Eg/n, LLL® 1040 Ep/n

BxAK 18.04.22-ANT 13 Ea/n, ACT 28 Ep/n.

SHMTI 24.11.21: SMI-Npu3HaKn MOIMHEBPUTUYECKOTO MOPKEHUS ABUraTe/IbHbIX HEPBOB HVDKHUX KOHEYHOCTEl
CMeLLaHHOro (aKCOHaNbHO-AEeMUENIMH3NPYIOLLEr0) XapakTepa. 3auHTepecoBaHHOCTb HaACErMeHTapHbIX CTPYKTYp.
[JeHepBaLMOHHbIE N3MEHEHNSA B MblLLLLAX rofieHei 1 cton. SMI naTTepH B NOKOe (COH) (hM31ONOrMYeCKuin).

IKI 22.11.21: cuHycosas Taxukapaus, YCC 172/muH. BepTukanbHoe nonoxexne 30C. HBMHMT,

9XO0-KIN 07.10.21  MexnpefcepaHoe cooblleHne Ha (oHe aHeBpusmbl MMM, [nobanbHas ¥ fIoKanbHas
CUCTONNYECKME (hyHKLUMM MUoKapaa JIK He HapylleHbl. [imactonmueckas yHKuna JIK coxpaHeHa. Kamepbl cepaua
He paclumpeHbl. KnanaHHbI annapar He U3MeHeH.

Y3/ OBl 18.11.21: MuHuUMansHasa renatoMeranms.

MPT I'M v n-ka 22.11.21: MPT-npu13HaKkoB NaTon0rmMyecknx N3MeHeHuin B ronoBHOM 1 CMIMHHOM MO3re He
BbISIB/IEHO.

Odranbmonor (21.04.2022): HET NPU3HAKOB NOBbILLEHHOIO BHYTPMUYEPENHOro AaB/ieHNS.

MynbmoHonor (21.04.2022): npoTUBOMNOKAa3aHUI K JIeYeHNI0 HYCUHEPCEHOM He 06Hapy>keHo. PeKoMeHyeTcs
NPOLO/MHKaTb NMPUBUBKW.

FacTpoaHTeposor (21.06.2023): HeT NoKasaHWil ANst U3MEHEHUS AUeTbl.
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HeBponorunyeckunia ctatyc: Bec 12,3kr

[leBOYKa CManT B MHBASIMAHOW KONAcKe. Ha 0CMOTp pearvpyeT NonoXuTeNnbHo, ynblbaetcs. Ma cBOE 3HaeT, Ha
BOMpOChLl 0TBeYaeT. OTMeYaeTCs HEYETKOCTb MPOU3HOLLEHUA OTAENbHBIX 3BYKOB. AKTUBHbIE ABVXEHUA B PyKax: pPyKu
MOLHVMAET BblILLE TO/I0BbI, YAEPXVBaET, XBaTaeT UrpyLLKy. [MepeBopaynBaeTcs B 06€ CTOPOHbI C MOMOLLLIO pyK. Ha
YeTBEePEHbKN He BCTaET, He non3aet. CamMoCTOATE/IbHO He CaAUTCS, CUAMT NOCAXKEHHAsA C KPYr/IoM CnHON (6e3 onopsl
MOXET CUZETb OKO/O Yaca), rofioBy CTabunM3npyeT YBEPeHHO. B NoMoXeHWN Ha CrHe ABMXXEHWS HOT
NPeNMyLLLECTBEHHO B FOPU30HTA/IbHOM NIOCKOCTW, HOMU OTPbIBAET MUHUMa/IBHO (*C NOMOLLBIO PYK). J18Xa Ha XXMBOT
Ha YeTBEpPEeHbKM CTaTb He MOXET, r0/10BY NMOAHVUMAET U YAEP>KNBAET ONMUPasAch Ha NOKTU. XOPOLLIO MepesBUraeTcs B
VHBa/IMAHOM KOMSICKe. B crasyeM nonoxXeHWN MnbiTaeTcs NOAHATL NPaBYHo ro/ieHb B FOPU30HTANIbHOE MOJIOXKEHVE.
UH-6e3 BMAYMOI 04aroBoin CUMNTOMATUKN. MbILLEYHbIA TOHYC: TeHepaI30BaHHAsA MbllLeYHas rMNoTOHNUS.
OTmevatoTCs rMnoTpouy MblLwL, ronieHeid. CIP ¢ pyK M C HOT He BbI3bIBAOTCS.

3ak/toyeHve: CnuHanbHaa MbllleyHas atpodusa 2 Tuna (geneums ak3oHa 7 reHa SMN1 B roMo3uroTHoOM
cocToAHUK, 2 Konun reHa SMN2). OueHka no wkane CHOP INTEND 396.

B HacTosulee BpemsA pe6éHKY 3 roga 1 mecAy, BeC Ha MOMEHT NPOBeAEHUA KOHCyNbTauum 12,3 Kr.
Pe6éHOK nonyyaet neyeHue HycuHepceHom B [Monbwe. Pogutenn BefyT cbop Ha MOKYNKy npenaparta
3onreHcma. MpenapaT 30/IreHCMa He BKIOYeH B PecnybiMKaHCKuiA (hopMynsp NekapCTBEHHbIX CPeACTB, B CBA3N C
yeMm, obecrnieyeHVe WM MOXET OblTb OCYLLECTB/IEHO 33 CYET JIMYHbIX CPeACTB WM WHbIX He 3anpeLleHHbIX
3aKOHOATe/IbCTBOM MCTOYHMKOB.

MpeggaputenbHo, Ha aaty 06.07.2023 ¢ yuyéToM Beca pebEHKa U KIMHUYECKMX JaHHbIX, rpenapaT 3o/reHcMa
MOXET paccMaTpuBaTbCs B KauyecTBe 3TUOTPOMHON Tepanuu Ans neveHms HOwkesny Putbl AHApeeBHbl 06.05.2020
r.p.

PekomeHpaumn:

1. HabnwpgeHne y4yacTKOBOro neamwartpa, HeBponora no MecTy XuTenbcTBa. MNeguaTpy peKoMeHA0BaHO
n3beratb Ha3HayeHne MYKOJIUTUKOB, CBOEBPEMEHHO Ha3HayaTb aHTub6aKTepuanbHyto 7
NPOTMBOBUPYCHYIO Tepanuto npu 3a6oneBaHnAX gblXaTeNbHbIX NyTEN.

2. TpofoMKUTbL BaKUUHALMIO, B T.4. NPOTUB NMHEBMOKOKKA, eXerofgHas BakunHayns npoTus rpunna.

3. KoHTponb BXAK(06wmin 6en0K, MoYeBmnHa, KpeaTUHUH, KpeaTUHMOCKHOKMHA3], LienoYHas docgarasa, C-
peakTuBHbIN 6enok, ASIT, ACTa, bunmpybuH, geppuTiH, TpaHCHEPUH, CbIBOPOTOUHOE Xene3o, hocdop, Kaiuii,
HaTpWin, KanbLuid, Xnop), koarynorpammsl, KOC, ButamunHd [l B guHamuke.

4. AkBagetpum (ButamuH ) no 2 kannu (1000 ME) 1 pa3 B feHb BO BpeMms efbl, KOppeKuus [03bl Mo
pesynbTaTam aHanm3a.

5. MnaHoBas peabunmTaumnsa Ha Mo MeCTY XUTENbCTBA IM60 Ha 6a3e Y3 «MUHCKWNIA TOPOACKOW LEHTP
MeAULMHCKON peabunutaumnm geTein ¢ NCUXOHEBPONOrMYeCKMMN 3aboneBaHnaAMmM» 2-3 pasa B roj
(3anucb no TeneoHy 8(017) 370-72-28).

6. MpofoMKUTL NCNOSIb30BaHWE OPTONEANYECKNX U3LENNIA: KOPCET, BepTUKannsaTop, opTessbl.

7. KOHTPO/b fEHCUTOMETPUN, KOHCY IbTauma B Pecry6/IMKaHCKOM LigHTpe LEeTCKOro 0cTeornoposa B Y3 «MuHcKas
o6nacTHaa getckas KamMHM4Yeckas 6onsHMLAa» 1pa3 B 6 Mec, 3anuch no Ten. 224-40-79.

8. CumnTtomatmyeckoe nedyeHne B [Y «Pecnyb6AMKAHCKUIA  KAWHWYECKWA UEHTP NananaTUBHOW
MeAULMHCKON NOMOLKN JeTAM» C KypCcOM abunutauuu B yCNOBUAX AHEBHOro otgenenuns PKL, MMMA
(3anuch no ten. (017) 5035726).

9. TpoBecTn OUEHKY pecnupaTopHOn PYHKUNKN (HOYHASA NMYNIbCOKCUMETPUSA) U NOCNEAYIOWNIA KOHTPOb He
pexxe 1pasa B rog.

10. KoHTponb IKI n 3XO-KI" 1pa3s B rog.

11. ¥3W opraHoB 6ptOLLIHOW NOMIOCTM - KOHTPO/b Yepes 6 mec.

12. MoBTOpHbIA OCMOTP B Pecnyb/iMKaHCKOM LEHTPe HaCNeACTBEHHbLIX HEPBHO-MbILLEYHbIX 3a60neBaHUii C

pesynbTaTamn 06CNef0BaHNIA C OLEHKON ABuratenbrior Wymiiwy B 1ulraMyKe.
Bpau-geTckuii HeBponor otaeneHns HHM3 Sy e

PHIMLU «MaTb 1 gnta»
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