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I'opbar K.B.

yn. @abpuunas, na. 2A,
kB. 4, yn. ®. Ckopunsl,
a.4a, kB. 19

225688, r. MukaieBuuu,
bpecrckas obaacTh

O paccmoTpenuu obpalneHus
YBaxxaemasa Kpucruna Burannesna!

I'naBHOE yHpaBJieHHE OpraHu3aluu MEAULMHCKOM HOMOIIH
MuHucTepeTBa  31paBOOXpaHeHHs  paccMmoTpeno Bame obpameHue 1o
BOIPOCaM OpraHu3allMd BpayeOHOro KOHCHIMyMa (Hajiee — KOHCHIIMYM)
Bamewmy ceiny, I'opbary Mupony Cepreesuuy, 25.05.2022 r.p., U JjeueHus
JIEKapCTBEHHBIM NpenapaToM JjeBUAUC (MEXKIYHAPOAHOE HEMATEHTOBAaHHOE
HasBaHue — JlenaHaucTporeH MokcemapBoBek) (namee — JIIT Dnesuauc), u
COOOLIaeT clieAyIolIee.

Ilo nopyyenuio MunsgpaBa T[opbary M.C. 24.06.2026 mposezeH
KOHCUJIMYM Ha 0a3e TrocyJapCTBEHHOro yupexaeHus «Pecny6nukaHckHii
HayYHO-IIPaKTUYECKUH UeHTp «Matb u autsa» (manee — PHIIL «Marts u quts) ¢
yJaCTHEM BEAYIIMX Bpaveii-CCUHAIMCTOB CTpaHbl B 00JIACTH IeJHATpPHH,
JETCKOH HEBPOJIOTHH, FEHETHKHU.

ITo 3akmoveHnio KoHcuiHyMma Baillemy CbIHYy BBICTaBJI€H JHAIHO3:
Hporpeccupytomas Meimeunas aucrpodus  Jlromenna-bekkepa (neneuus
3k30HOB 51-53 rema DMD). 3agepxka peueBoro pasBuTus. B anamuese
02.08.2024 knuHMYecKas cMepTh (BeaeACTBHE GUOPUILIALIH XKENyJO4YKOB Ha
(oHe npuema nekapcTBEHHOro mpernapata ATpakypuyM), ycrHemHas
peaHuMauus.

Koncuimymom Bam nanbl pekoMeHnaumu no fajibHeileMy Jed4eHUIOo 1
HaOJIIOACHUIO 3a PeOEHKOM.

Koncuinnym ormeuaer, uro JIIT DneBumuc MOxeT GBITH PaccMOTpEeH B
Ka4yecTBe MaTOreHeTUIECKON Tepanuu i peOeHKa, HO He paHbLIE, YeM Yepes3



2

12 Hepmenp oT Havana cTepouAHOI Tepanuu (MpeJHU30JI0H) B TEPANeBTHYECKO
Uil TEeHO3aMECTMTEILHON Tepanuu J03bl. B ToXe BpeMs OKOHYATEILHOE
PELICHHE O BO3MOXXHOCTH BBEJEHHS JAHHOTO F€HHOTO Mpernapara NpHHUMaeTCs
TOJIBKO TMOCNe WCCIEIOBaHUs KPOBM Ha OMNpelelieHHe THUTPa aHTHTEN K
aleHOACCOLIMMPOBAHHOMY BUpPYCY B TeueHue 30 IHel, KOTOpOe BBIOJIHSAETCS
TOJIBKO B LEHTPATU30BAaHHON J1aDOPATOPUH, ONPENENICHHOH MPOU3BOJUTENIEM
JIEKapCTBEHHOTO Mpenapara.

Takum 06pazoM, MuH3paB He MOXeT Ge3 pe3ysIbTaTOB JaHHOTO aHaIM3a
3HaTb 3apaHee, 4To AaHHbIH JII1 TouHo noaxoaut Baiuemy cuiny.

Taroxke nndopmupyem Bac o ToM, uro JIIT DneBumuc 3aperncTpHpoOBaH
TOJBKO areHTCTBOM MHHMCTEPCTBA 3/paBOOXPAHEHHS M COLHAIBHBIX CIyXkKO
Coenunennpix IlltatoB AMepuku — «Vnpasienue easl u nekapers» (Food and
Drug Administration — FDA) u He uMmeer perucrpauun EBpormeiickoro
areHTCTBa JIEKapCTBEHHBIX cpeiacTB (European Medicines Agency — EMA) B
crpadax CHI' u B Pecnybmmke Benapycb. MupoBoif onbiT npuMeHeHus
AQHHOTO JIEKapCTBEHHOrO Mpenapara, peajbHass KIMHHYECKas IPaKTHKA
HabJoleHus 3a nauueHTamy, nosydusumu JIIT DneBumuc B crpanax CHI
(Poccust), B HacTosllee Bpemsi He JAaeT OCHOBAHHil YTBEPXKIAaTb O €ro
AOJITOCPOYHOH  CTOMKOM KIMHUYEcKOH 3¢dekTBHOCTH. DPHEKTUBHOCTD
JAHHOr0 JEKapCTBEHHOI'O CPEACTBA TpeOyeT NOMOJHHUTENbHBIX KIMHHYECKHX
HCCJIETOBAHUIA.

Hpu nostyvenuu goctoBepHoii nHbopMauu 06 3GGeKTHBHOCTH JIeUeH s
JIT OneBuanc MHUHHCTEPCTBO 3ApaBOOXPAHEHHs BEPHETCS K PACCMOTPEHHEO
BONIPOCa MPUMEHEHMS JAHHOTO [EHHOrO JIEKApCTBEHHOrO Ipenapara Ha
Tepputopun Pecnybanku benapyce.

Takum 06pa3oM, Ha ceroAHSIIHUIN JeHb PPEKTHBHOCTD U GE30MACHOCTb
JIIT DneBumuc U3ydeHsl He 10 KOHIIA.

B Hacrosiiiee Bpemst Bamemy celHy Ha3HaueHO JiedeHMe, B TOM YHCIIC
CTEpOUAHAS Tepamusi.

I'opbar M.C. ocraercs moa HaOmoOgeHHEM Bpayen-CnelHaIuCToOB I10
MECTY XHUTEC/IbCTBA, a Takxke Bpayei-reHetukoB PHIIL] «Mate u quts».

B ciyuae Hecornacus ¢ oTBerom Ha obpaienne Brl Bipase 06kaioBaTh
€ro B NMOpsAKe, MpeaycMOTpeHHOM cratbeil 20 3akona Pecny6nuku Benapych
or 18 mions 2011 roga Ne 300-3 «OG6 o6palueHHIX rpaxian u IOPUIHYECKHUX
JUL».

3aMeCTHTeJIb Ha4a/IbHUKA I'J1aBHOT'O YpaBJICHUS
OpraHv3aluyd MEIUIIMHCKON MOMOIIU o .
praHHM3aLHH MeuL I j/jka,& ) AHasaps

Tynynosa 3773418
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FAKTURA PROFORMA | Npodopma-cyer | Proforma Fatura Fakeeh University Hospital
" *Elevidys i3 currantly applicable for AMBULATORY patiants aniy). By Foguprh Megih
|R|zrn_-| ence Ma.: IDMD-FUHDX B-MironSergeevich-280426250522-01
[Date 28-Apr-26
IF'H[-!-_“.I[ MName : [Miron Sergeevich
ID.‘th‘ of Birth ; 25 05,22
|N-‘| me of Parant / Guardian [Horbat Krystsina

IRL-!.'I‘;'TI al Cantact if any: !Direct
|D.:u§nn5.a IDu::h enne Muscular Dystrophy (DMD)

IF‘rln':a",- Physician IDl'. Arif Khan (British Board-certified Consultant Ped. Neu mlﬁgist]
|D=: partment IPediatri:: Meurclogy & Multi-disciplinary Team
@fakeeh.care f +971564227180
Estimated Cost / Tahmini Paket Ma / DpMEHTHRPOBOYHAA CTOMMOCTE

AED 10, 843, 000 Dirhams
(REFERENCE PRICE |J55 2.900.000 Million approximataly)

OPD Consultations Quantity
Ped. Meurologist Minimum 5 - Maximum 12

ed. Fulmonologist Maximum - 1
ed. Cardiclogist Maximum - 1
ed. Orthopedician Maximum -1
h"ed_ Gastroenterologist Maximum - 1
I'E;:limr Surgeon (As advised by Doctor) Maximum - 1
rihotics Consultation (A5 advised by Doctor) Masimum - 1
igtician, Ped ENT/ Ped. Endocring (As advised by Doctor] Maximum -1

~ontact Email

peech & Swallow Specialist Consultation (As advised by Doctor) Maximum -1
kmar;errtny Room vigit (Gen. Paediatrician) Consultation Masimum - 3
Eileapﬁludv with 1 night In-Patient stay HMaximum -1

Physio-rehabilitation Services

Meaximum 24 Sessions
ospital Admissions
aediatric Intensiva Care Unit {For Gene Therapy Infusien Maximurn 2 night stay
edications & Blood Investigations for Gene Therapy
hlﬂidys gena therapy as prescribead by Doctor Maximum 1 Order
hednisﬁlﬂna a5 prascribed by Doctor As Prescribed by Doctor.
PNexium as prescribed by Doctor As Prescribed by Doctor.

[Blood Investigations related to Gene Therapy 2 before Gene Therapy + 8 after Gene Therapy
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Fakeeh University Hospital
Bank Details / US DOLLAR IBAN ACCOUNT G L
ACCOUNT NAME Dr Soliman Fakeeh Academic Medical Centre FZCO
CURRENCY US DOLLAR S
IBAN NUMB AE170330000019000088249
_ AE1703300000719000088249
: MAME MASHREQ BANK
SWIFT CODE BOMLAEADXXX

BRAMCH ADDRESS DUBAI INTERNET CITY (DUBAI, UAE)
: MTS

** Fakesh University Hospital is a trade name under license “Dr Soliman Fakeeh Academic Centre FZCO"

b.itis obligatory for families to complete the treatment process as recommended
by the doctor. Blood tests after infusion are mandatory. The minimum stay is 75
Terms & Conditions lays,

. The estimated cost estimate and availability of the drug may vary,

c. Mo Returns or Exchange policy of any medications including gene therapy.

c. If in a situation where the hospital must initiate a refund, for example, when the
pratient becomes clinically unfit OR ineligible due to any unforeseen/unavoidable
circumstance, the same will be initiated only after it has been duly approved by
the competent authority of the hospital in accordance with applicable hospital
policy. Recalculation shall be made considering all medical services and patient
Benefit rendered, and remaining fund shall be refunded to origin / source IBAN
riumber, FUH recommends to all patients to sign a Medical Services Agreament
petween hogpital & patient.

Payment Terms 100% advance. Credit facility not available,

pote: The cost esiimate is coeval lo madical reports and information presented to our doclor{s) at the time of
draffing this cost eslimate. This cost eshimale does nol guarantee infended reatmen! and is solely issued fo
communicate an estimated cost of treatment

Digclaimer Estimated cost estimate and availabifity of the drug are subject to change withou!

notice. All services are subject to drug avalability and the avalability of personnel fo perform the

services. FUH rezenves the rght fo make adiustments o pricing, products and service offerings for reasons
inclidmg, but not imded o, changing marke! condilions. Wihile we make evary efford to provide yau the most
accurale, up-fo-date information and n the event of a change in esliimate prce guoled or unavaiabiily of
personnel, we alfempi (o nalify by emall or phone and be given the oplfon fo accep! the cormecled price or
cancel the services, »

Contact Details;

Gene Therapies Division
Fakeeh University Hospital
Call: +971 56 422 7180 | Emall; FUH. gengtherapy@iakeeh.cars | Phone: +971 4414 44 44 Extn: 4750

www.fuh.care
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Haananwe/nosasarens - Pedepenminii nHTepran

Advanced Diagnostics
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PECTTYBJIMKAHCKWI HAYUHO-MIPAKTUYECKHH LIEHTP «MATh U JIUT 5l»
KinHuko-nnarsocTiveckan (redernyeckasn) naboparopus
220053 Munck, ya. Opaosckas 66/9, 1.233-45-54
MOJIEKYJIIPHO-TEHETHYECKAS JHATHOCTHKA
MBIIIEYHOH JHCTPO®UHA JTIOIIEHHA-BEKEPA

Bpau, ¥3: Heaxnenko A.B., bpectckas netckas obnacrnas GonbHuua, neauatp oraen Ne3
IlNenernyeckasn kapra No: -

Jara nanpasaenunn: 26.06.2024
Meron: nuardoctHuyeckHid Habop SALSA MLPA® P034-B2 DMD u P035-B1 DMD, MRC-Holland

IpoBenena nMarHocTHKA JesIEUMid M AyTUIMKaUMid 3k30n08 reva DMD (aucrpodmn):
l. naument I'opbat M.C., 25.05.2022r.p.

3akawuenue.

Ilo pesyabraram JIHK-ananuza:

1. ¥V naunenta Copfar M.C. BLIsSIBICHA FEMH3HIOTHOE HOCHTEILCTBO Aeieunn 9K30H08 51-53 rena DMD.

29.07.2024 Mapuukoea JL.I1.
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B OAQ "ACE BenapycbaHk"” oTKpbITEl BnaroTBOpUTENbHLIE CYeTa

ana cGopa cpegcTe Ha neYyeHue

Fopbar

MupoH Cepreesuy
(2022 roga powOeHHA)

Ouarvos - lNporpeccypylollan MellWeYHaa aucTpoda

Ha I'IPHU'EPETEHHE NeapcTBEHHOND Npenaparta

BIIATOTBOPUTEIIBHBIE CHETA
OTKPEITEI B LieHTPE BaHKkoBCKMX ycnyr
UenTp 6ankoseckux yenyr Ne119 OAO "ACE Benapycbank™
BpecTtckan obn., llyHuHeukui p-H, T. [lyHuHeu, yn. Farapuua, 31;
M®O AKBBBY2X;

| Senopycckme TpaHIMTHBIA cHET BY42AKBE38193821000290000000Ha
pPyonu BnaroTEOpPHTENbHbIA cHET BYTEAKEB31340000028260070000 B
OToeneHme N2113/M1174
Aonnap TpaHIUTHRIA c4EéT BY42AKEB38193821000290000000Ha
CLUA BnaroTBOpHTENLHLIA c4éT BY2TAKBB31341000013450070000 8
OTaeneHwe Ne119/1174
poccHiCKHe TPaHIWTHLIA cyéT BY42AKBB38193821000290000000Ha
pyGnK bnaroTBOpMTENbHbIA cHET BY45SAKBB31343000012400070000 B
OToeneHwe N2118M1174

HAIHAYEHWE NNATER A 3
Ong zauMcnenma Ha cuet Nophar KpueTriel BUTanweadsl Ha neYyadne cikiHa Nopbat Meposa Ceprespdya

HononsumensHans WHpopMaUWR o nonyYarens cpencte: 4375 (33) 342 8913 MTS gana cBopa geHemHLIX CPeqcTs

Bonee nogpobHas nHgopmauna Ha cante: WWW.BELARUSBANK.BY

HE OCTAHBTECH PABHOOYLUHBIMW K TEM,
06 man 2026 KOMY HYXKHA BALLA MNOMOLLB!



- Topoar Mupon

25.05.2022rona, r.MukanieBu4u, benapycn
Jlnarnos: Meieunas quctpodus JlroiieHHa

CPOYHBIU CBOP

Ha nupeunapar Elevidys 2 900 000$
J

IToapoOnas ungopmauus
H OTYECTHOCTD JOCTYIIHBI IO

BGORBAT_MIRON QR-KOHy
ﬂ[)OLTOll "O(OO IHOMOYLbL — ITOINOJIHUTD Oa JIAHC

+375 (33) 342-89-13
BEAAPYCBAHK|| v

Mastercard @ Pbu Ap. cTpanbl kKpome PD

baarorsopurtesibHbIE cUeTa KRYSTSINA HORBAT
otkpeTel Ha [opbar Kpuctuny Buranbesny 5222 0800 9010 5746
OAO «ACB benapyc6ank» Yepes EPUIT/

BiaroTeopHTeNbHEL CICT: IMonmonHeHUe MIATEKHON KAPTOUKHU

BY76 AKBB 3134 0000 0282 6007 0000 BYN BY54BAPB30140000964166004687
BY37 AKBB 3134 1000 0134 5007 0000 USD o
cpok aeiictBus 06/27

/_ Beakapr MUP & PB u PO
— KRYSTSINA HORBAT
/\ 9112 3843 0225 1651
Yepes EPUIL/

Sv 6e A arpoﬂ DOMG AHK IonosiHeHHe IIATEKHOI KAPTOYKH

BY28BAPB30140000964112262887

TBOPHTE/IbHbIE CUETA OTKPBITHI .
P P cpok aerictus 06/30

Ha ['opboar Kpucruny BurajibeBny
Hasnauenue niatexa: # [Ipuop0ank
Ha JieueHue cbiHa ['opbara Mupona Cepreesuua KRYSTSINA HORBAT

BHaFOTBOp[/]TeJ'IbeIB cyera - Br 4916989630774494
BY46BAPB31340000000003452153 BYN $ 4916989698762746
Yepes EPUII/Iononnenne cuéra/3452153 € 4916989699536982
BY72BAPB31340000000000345357 USD cpok geiictaust 05/30

lJepe3 EPUII/TIononnenune cuéra/345357

KOPOHa +375299176614

KRYSTSINA HORBAT OBICTPO IEepPEBECTU
MIKASHEVICHY, REPUBLIC OF BELARUS R leHpIry HA MOM CYET.

L — OTckaHnpyi meHa! /

, : i [lo Hemy BbI MOXKeETE




