BpecTckuii obnactHoin

MCNONHWTENLHBIA KOMUTET

224005, r.BpecT, yn.fleHuHa, 11

ot: MNegexo KDnun AnekcasapogH.l
appec: 225644, Bpectckan oSnacTs,
r.Nynudey, yn.2KeneaHogopoxHasn, 5 ke.1
+375 29 7752492

3npascTeyiTe! Mena 3oByT Hegbko HOnua AnexcaHapoBHa, CeroqHsa A BuIHYXAeHa npocuts Y Bac o
nomoLuu. Y moero coiHa, MHeabko Apcerna Anexceesuya (13.09.2023 r.p.) B aBrycte mMecsaue 2025 .
AvarHoCcTMpOoBanu TaxXenoe reHetTnyeckoe 3abonesaHne - MblweyHas guctpodun QroweHHa-Eekkepa.
Hem ¢ Takym 2abonesaHyem Ha NPOTAXKEHWUMW XU3HW NOCTENEHHD TEPAIOT CNOco6HOCTL B
nepensuKeHnn, B fansHenleM TepaloT CNOCOBHOCTL XOAWUT, CTOATE, MNOTATL ¥ AbIWATL - MbILWLE!
Halero coiMa pazpywaloTcs. CpeHsas NpoaomKMTENLHOCTL XNU3HM TAKUX AeTeit cocTasngeT 20 ner.

ApceHnio ceituac 2 rona v 6 MecaLEeB, HO OH yXXe He MOXKeT BeTaTb 6e3 onopsl, He nogHUMaeTca No
CTyneHbKaM, HacTo NafaeT n TpasMUPYETCH, He MOXET Gerarthb v pe3suTLCA, Kak ero CBepcTHUKKN. Ha
CeroaHsALLHMA feHb, AMarHo3 APCeHUA He NO3BONAST eMy NoceuaTh A8TCKNA can.

YuuTbiBas CTPEMUTENEHOCTE PA3BUTUS 3abonesaHna 6bINO NPUHSATO pelleHne 0 CPOYHOM BBeaeHUN
npenapata ELEVIDYS, CTOUMOCTbL KOTOPOro O4eHb Beicoka - 2 900 000 nonnapoe CLLUA.
PexoMmeHROBaHHBIA BO3PACT BBEASHUR MHd)yamu 4 roga. 3TOT Npenapar BBOAUTCA OQHOKPATHO 1 gaeT
IWAHC COXPaHUTb Te thyHKLMM OPraHinama, KOTOpheie eule He NoTepsHbl (3aMeHseT gedeKTHbIl reH).

Cpenars 3TOT criacatensHsii YKon Bo2MoxHO B OAD. JaHHuii npenapaTt He 3aperncTpupoBaH B Halein

CTpaHe ¥ COOTBETCTEBEHHO NOMOYL B €ro hMHAHCUPOBAHUK FOCYAAPCTBO HE MOXET.

W3-3a KpaiiHe BbICOKOI CTOMMOCTH Npenapara, npuobpecTy ero 3a CEOU CPEACTEA Halla CEMbS He
MoxeT. Mb! Gbinm BoIHYXAEHEI opraHuzosate c6op cpencTe caommu cunamn. CHop npoasuraeTca
OMEeHb MESIEHHO, NO3TOMY Mb! MPOCUM MOMOLLK ¥ BaC.

CpoyHocTe c6opa COCTOUT B TOM, UTC pebeHoK ellle NepeBUraeTca cam, CUbl NOCTENEHHO
NOKUAAoT ero, HaMm HeoBXOAMMO COXPaHUTL NONHOLEHHYIO XU3Hb pebeHka. ﬂbsTomy Y Halero cbiHa
O4eHb Mano BpEMERU ANA NONYYEHUA CNAcaTenbHoro nekapcTea. CTpax NoTepsTb €QUHCTBEHHOrO
CblHa JOBOAUT MeHs AC OTYARHMWS.

Me! ymonsiem Bac, nomoub CnacTt XXn3Hb ApceHuns!

Mpouwry Bac paccMoOTpeTb BO3MOXHOCTL OKA3aTh HaM:
* WndopmaumonHyto n/vnu rvHaHCcoBYO NoanepKy:

* BoHecuTe uHdopmMaumio © cpoyHOCT c6opa A0 BawmMx NOAYMHEHHLIX OPraHU3aLMil v yupeXaeHUi.

* M0 BO3MOXHOCTN OpraHun3yiTe Ao06POBONLHLIN BnaroTEopUTENLHLIN CEOP cpeau Batux
COTPYOHWKOB,

MNakeT BCcex HeobXxoQUMBIX NOATEEPXKARIOWNX AOKYMEHTOB NpUNarasTcs.
Mbl oueHb Haneemcs Ha Bawy nomowys 1 cogeicTere B nposeaeHyy cbopa.

YapasagHue no pebore ¢ obpaLlleHUaMK
FPANACH W IODHAKMHECKIX AWML

eCcTCKOTO OBANCNOAKOMU
@ 96? é} 2C r.
xoa. N2 p?'{i/__{_? -

ATOOLELOOFS ALS~
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Focynapereenroe yupexaerue «PecityGankanckuii Ot1zaeneHue HACTEACTBEHHEIX HEPBHO-MBILIEYHBIX
Hay4HO-npaxTH4eckuit ueHTp “Marts u auTa™» 3a6oneBannii JUI9 NaUHEHTOB B Bo3pacTe 1o 18 mer
220053, Pecrry6anka Benapycs E-mail: center.neuromuscular,2020@medcenter.by
r. Munck, yn. Opaosckas, 66 Ten, 8(017) 316-07-53
Ten./dakc: 8(017) 379-25-84 +375(44) 714-95-70

E-mail: sevenhos@mail.belpak.by

_ KOllcy.IleaTHBHIJe JaKJIIOYCHHE

@HO: Frepexo Apcenuii Anexceenyy Jata poKAcHHS 13.09.2023 _(ir 11mec)
Anpec: bpectkas o6n, r. Jlynunen, yn. 3anannas 1521  Jara xoncyastannu «04»_09_2025r.

Ha ocriosanuu yacmeil nepsoit u emopoti cmamvu 44 3axona Pecnybauxu Benapycy om 18.06.19932. Ne2435-XI1 "0
30pagooxpanenuu” 3axonnYIll APEOCMAGUMENy RAYUEHMA YCMHO NPOUNPOPMUDOSAH 0 HEOBXOOUMOCMU NPOSEOEUR NPOCHINX
QUAHOCTUYECKUT UCCAEQOEaNUTl, KONCYNbMAYULi pebErKY U Om He2o noayueno ycmuoe undhopmuposantoe dobposobHoe
coanacue Ha nposedenue NPOCMuLX QUAZHOCPIUYECKUX UCCIe08aNL, KOHCYIMALUI

Anavnes: Ot 1 GepemennocTH , 1X ponos B cpok. Bec npu poxxnenuu 3520r. Boinucanbt H3 poanoma Ha 4e CyTkH.
Heonatanbhbiii nepron Ges ocobennocTtedt. Poc cornacHo Bo3pacTHLIM HOPMaM: CHIHT ¢ 6 MecALeB, BCTan y Onops! B
I roa, xoqut camocTosTensHO ¢ 1 rona 4 mecaues. OHaxo co CIOB poauTeneii 6e3 Onopsi BCTABATE HE HAYYHICA.

B mapte 2025roaa 3a6onen OPH, srinonnen snepssic BxAK(srisBnena runepdepmentemus no AJIT, ACT).
HanpasneHsI K racTpoIHTEpPONOrY MO MECTY JKHTEbCTBA, OTKYAA HANPARIECHH Ha rocnHTanHamio B V3 «THKE»,
ocnte10BaHbl, BCTaneH AuarHo3: «HacneacTBEHHOro HEPBHO-MLIIEYHOTrO 3a60NEBaHHAY», HANPABIEHH Ha
koncynsTauio 8 PLL HHM3. Brepaeie koncynstnposanst 8 PLL HHM3 B mone 2025 rona, AaHo HanpaeieHHe Ha
MOJIEKYIIPHO-TEHETHUECKYIO RHArHOCTHKY MHonucTpoduu Jromenna-bexkepa.

Tenernk (06.25): co cnoB Mambl 0CMOTPEHBI FEHETUKOM, AHO HATIPABIEHHE HA AHATH3

(YTOUHHTD KaKOii MaMa HE MOXKET).

Moanexyaspro-remernueckas JHATHOCTHKA MIOARCTPodHR Hiomenna ot 11.08.2025: y nauuenTa BLisENEHO
FEMH3HTOTHOS HOCHTEMLCTRBO AENELHM 3Kk30HOB 12-13 rena DMD.

BxAK ot 01.07.25: K®K 21051 Ea/a. JIAT 1310,5 Ea/n, AJIT 493 En/a, ACT 445.6 En/n.

BxAK ot 20.06.25: JIAT 1576,6 En/a, AJIT 604,1 Ea/a, ACT 537,3 En/n.

BxAK o1 28.07.25: K®K 20957 Ex/n, ANT 332,3 En/n, ACT 3275 En/n.

Bravinu J1 28.07.2025: 21,54

Ananai kposu Ha renaTuTht ot 23.06.2025: HBS orpuu, HCV orpun,

¥Y3H OBII (20.06.25): I'enatomeranus, Audy3Hble M3MEHERNA B apeHXMMe NeveHn, CruieHoMeranus. Vee uyeHs!
Me3eHTePHANBHEIE JI/ YAk,

IXO0-KT (20.06.25): Coxpaturenshas GyHKUAA MHOKApAA YOORNIETBOPHTENbHAA., DHIHONOTHYECKAS perypruTaLms
Ha MK, JIK. Peryprutauus 1 c1. a2 TK.

KT 20.06.2025: purm cHHycoBLH, HeperynapHsii ¢ YCC 108 — 120 yu/mun. HopmansHoe nonoxenne D0C.
Koncyasranus nonenta, k.M.2, Ocknpxo AH. 01.07.25: Yunteisan NEPCHCTHPYIOINYIO BHICOKYI0 AKTHBHOCTE

AJIT, ACT, JIIT B coqeTaHHH € NOBBINIEHAECM AKTHBHOCTH yposns KOK, cnexyer canraths, uro depmentsi
AMEIOT BHENIeMER0MHOE NPOHCXOKACHHE.,

Hespoaornueckumii craryc: Bec 15 kr. B aktusHoi#i peun senert n ¢parMenThl cnoB. Ha ums oT3siBaeTcs,
YKa3aTeNbHBIH XKECT HCIONB3YET peaKo, VIKpOHOXKHEIE MLILILIEI HECKONBLKO aKIIEHTHPOBAHHDI, NPH NANLNALHU MATKHE
Haoutynb. ‘TH-Ge3 sumumoii ouarosoii cummromatiku. CITP D=8, ¢ PYK JKHBLIE, C HOT HECKOITEKO CHHYKEHEI.
Meilte4HbIH TOHYC CYIIECTBEHHO He H3MeHEH. B nonoxenun n8ka Ra CIIHHE HOTH MOAHHMAeT BBEPX, YAEPKHBACT.
CHANT caMOCTOATENBHO, CTMHA IPEHMYLLIECTBEHHO PoBHAadA, pyKH NOJHHMAET BBEPX, K HIPYyluke TaHercd, C nona
BCTAST MCKITIOYHTENBHO Y ONOPHI (CAMOCTOSTENEHO He HAYUIICH BCTA8ATh), BCTAET C 3aTpyAHeHneM. Xoaur




Ipunoxenue 3 k npukaly
no Llentpy o1 29.07.2021 Ne 290

CaMOCTOATENEHO € LIHPOKOH MocTaHoBKo#H Hor. ITo nectiuue He NoAHHMAeTCA (ASMAET HECKOMLKO IIAroB 110
CTyrneHbKaM aepxkach 3a obe pyku). ,
Hano Hanpae/eHue Ha MOJIEKY/LAPHOP-FEHETHUECKYIO JHarHocTHKy B reHe DMD Mame,

3akmoqenne: Iporpeccapyoman Mulmegnas nucrpodus Miomena-Bekxepa, Aenenus yxzouon 12-13 rena
DMD. ledpunnT no BaTamuny .

Pexomenaosano:

L)

Habmoneunne neanatrpa, HEBPOIOra NO MECTY JKUTENBCTRA.

Ho MearuuucKAM NoKazanusm HeoGX0IAMO NPOBEAEHAE BAKNHHAHH NPOTHE BETPAHOI oCnel
(obn3aTeTbHOE YCN0BAE A/IN HAIAAYECHAN NIHTENbHOI CTEPORANOH Tepannn), YTOUUATE HATHY HE
Bakuues! B 'opoackom neATpe *MMYHONpodHIAKTEKA Ha 6aze Kannraeckoil aerckoif
undexknnonuoi Goasnansl (rMnuck, ynSxybosckoro 53, 8(017) 365-51-30).

BakuuHauus cOrnacHo HAMOHANEHOMY KANeHaapIo 1o HHAHBHAYansHOMY rpaduky. HMMyHusamms ot
NHEBMOKOKKOBOH HHGeKUHH. ExXeronHas BAKUHHALMA TPOTHBOIPHITNO3HOMH BaKLMHOM.

Broxumuueckoe nccnenoBanvie kpoeu (6€10K, MOYERHHA, kpeatuhny, KOK, KOK-MB, L@, AJIT, ACT,
JIAT, anextponuTsi) - 2 pasa & rog.

KonTpone ¥Y3H OBII uepes 3 mecana.

Kontpons 3KT' 1 pas B ron, 9XO — KT yepes 6 Mec.

TnanoBas peabuuTauHs N0 MECTY XKHTENLCTBA G0 Ha Gaze V3 «Munckuii ropoacko HeHTp
MENHIMHCKOH pealbiuTalig AeTel C NCHXOHEBPONOTHYECKHMH 3a601eBaHIAMMY (8(017) 370-72-28).
JIOK, obuieykpennsionas IMMHACTHKA eXeTHEBHO, YTIPOKHEHHA AN YAYYILCHHS KOOpAHHAUKH K Ganauca.
Iprem npenaparos Butamuna J1 & nose 2500E]] — 2 mecsua, nanee KOPPEKLMR RO3B! IO PC3yNLTATAM
HCCNIeNOBaHHIA,

. @usnorepanua: MT ronenel, AroauL, NO3BOHOMHHKA, JalepoTepanus 110 TOYKAM aKyITyHKTYpsI; ieveBHLle

I'pA3H, BUXpeBbie BaHHbI. He sxematensHo nposenenue SNEKTPOTIPOLEAYP H MapadHHOBLIX anmuTHKALMH,
Maccax He BbITIONHATE.

- AMuba 1o 5 Mn*2 pasa B AeHs BHYTpPS — 3 Hemenmu (2-3 Kypea B roz).
. [ToBTOpHENH 0CMOTP B PecryGHKaHCKOM LEHTPe HACNEICTBEHHBIX HEPBHO-MBILEYHBIX 3260IeBAHMI C

pe3yneTaTamu obcnenosakvii ¢ OLEHKOH ABUraTenbHOM (GYHKIMH B AHHAMIKE yepe3 4-6 Mecaucs ang
onpeaeneHna nanereiuiell TAKTHUKH.

3asenyromuii oraenenem HHM3

PHIIIL «<Matb 1 nura» M.J1.Bunnuenxo

Bpau-perckuii Hesponor otaenenns HHM3

PHITII «Marts 1 gutan I1.B.Benas
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Date : 26/02/2026

R =75 T )
Reference No DMD-258-HNEZDKAARSENY-26022026-1
Name of Patient: HNEZDKA ARSENY
pos 13.09.2023
Noame of Parent / Legd Guardian: YULIYA HNEDZKA
Doctor (s) Name Dr. VIVEK MUNDADA — BRITISH BOARD CERTIFIED PEDIATRIC NEUROLOGIST

A Ao L T A L AL R A G O RN L S O R e

" Paediwrics Neurologist Up to § nos,

. Paedamrics Pulmoenologist Up to 2 nos.

__Paediarics Cardiologist Up to 2 nos.

. Orthopedician Up to | nos.

:_ Speech | Swalowing Therapy {if advised by doctor) b
- Pedatric S5 (if noodad) |

: Seq: s (ifadv'scd doctor)

Amnem & Specmzed Fnysrxi'ﬂ'apy treaunent

> Chest physiotherapy treatment

Bl patent Admbsions rélated ¥6 Bevdys Infusion. iz 500w e oo Riidel <ol 107 g
- PKCUWard Upto l Day
: PrmneWard (if needed) Upto | Day

; BAVOYS = prcsmbed b/treaung physucan.

* Prednisclone = prescribed by treating physician.

. Nexium as prescribed by treating physictan.

Induded in padage cost

. Bloothsts (Bwldys Pre-infusion & Post-infusion tests)

*Optional: Pre-fundrasing ELEVIDYS eligibility AAVrh74 antbody Test Pxdage rate s AED 9900 (USS 2700 Approx.)

$. No. Exchsive benefits for patientfamily (No cash refunds if benefits are not availed)

|. Complimentary sty - Upto 3 months in 1 Bed room service apartment (Please note: No cash refund for early chedk outs)

2 Grocery!Food Voucher: AED 15,000 ssued in two parts
3.USD 1000 (3670 AED) cash on armival for locdl expenses in Dubai
4. Followeup Care (worth AED 2.500)
a | complmentary consultation with a Pedomic Cardiclogist and Pedintric Pulmonologist.
b. 3 complimentary consultations with 2 Peditric Neurologist
5 25% Discount on Ourpatient Trentmene Services. for Paneres. Famdy 2t Aster Clinies in Dubai
6. Pick up & Drop of from Airport wo Hotel - ArrivalDeparture
7. Pk up & Drop from Hotel to MEDCARE Hospital
B Russan/Turkish French Transhition Services avadable on request

Medcare Royal Spedalty Hospitat
18th St- Al Qusais 2 - Dubai

madcars ag
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APCEHUV ['HEABKO

13.09.2023 rona I JlyHuHeu, Benapycb

ANATHO3: AUCTPOOUA AIOWIEHHA

GPOYRPIIG )

B:i@;nama:@a

M +35/3 ((22,9) 0?7@@99_2@7@

& BEAAPYCBAHK
Kapra Pb u PO
9112 3801 3748 3469 a0 03/31

Kapta Pb ¥ Apyrne CTpaHb!

4246 4100 3287 7158 A0 06/27

BAAroTBOpUTEAbHbIE CUHeTa

BYN:BY29 AKBB 3134 0000 0324 2007 0000
RUB:BY84 AKBB 3134 3000 0141 2007 0000
EUR:BY11 AKBB 3134 2000 0127 8007 0000
USD:BY68 AKBB 3134 1000 0149 1007 0000
TpaHauUTHLIN cyeT:BY42AKBB38193821000290000000

BAGroTsOpUTEAbHbIE CHETa OTKPLITH B LleHTp BaHKOBCKUX
ycayr N2119, Epecrckasn o6A., AyHMHeUKUIt p-H, I.
Aynuvnel, yA. FarapuHa, 31; )

BenarponpombaHK )
- TR AR R WK oo s
BACII'OTBOpMTeAbeIe cyera
BYN BY57BAPB3134000000000345214¢9
USD BY29BAPB31340000000000345355
EUR BY18BAPB31340000000000345456
RUB BY56BAPB31340000000000345548
HasHaveHMe naaTexa
AAn aauncaenns Ha BaaroTBopUTeAbHbIik cyet (HoMep

6AQroTBOPUTEABHOrO c4eta) Ha ums MHeasko KOAMK
AAEKCAHAPOEHBI HO Ae4eHMe THeAbKO ApceHus A.Aexceeauqy

O]
i
i

@senya_gnediko

(BB o)
= BTG

-—1-22002479-6633-7702 A0 01/33 - — -

Noayuateab: Kana ArexkCaHapoBHS T,

O6a3aTeALHLIA KOMMEHTAPHWIA
«HO A@YEeHHe ApceHns»

Mo HoMepy TeaedoHa +7 966 635-61-81

(BT ADTTES ST

(BSB @ Bank
USD 4501 2273 4683 3324 a0 04/29
BaHk noaywareas: JSC «BSB Bank»
Koa, Gorixa noaysareas: UNBSBY2X
1BAN:BYS8UNBS3014154840156501050840
floayvareas: YULUYA HNEDZKA :
EUR 4501 2273 9837 3229 A0 04/29 |
BaHK-KOPPOCTIORAGHT:
PKO BANK FOLSKI 5.A., Warsaw, Poland
SWIFT: BPKOPLPWR
CuyeTt B HaHKEe-KOPPECNOHACHTE:
PL74102000161209780000007038
Bark noayuareas; JSC «BSB Bank»
Koa 6aHka noayvateas: UNBSBY2X
IBAN:BY72UNBS30141566013695050978
MNoayuarean: YULIYA HNEDZKA

Korona

Luninets, Republic of Belarus
YULIYA HNEDZKA

k375 29 7752492
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