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Focynaperpernoe yupexkaeuue «PecyGankancini Ornenenne uamcnm__ ‘
HHLIX

HAYSHO-TIPAKTHYECKHHA UeHTp  “Mars, 1 jtires”y 3aGonenannit jun flaukenTos B Bo3pacre 20 18 see |
AR ENRITRIEL Bexapyos E-mail: ‘3'371“"-m!tm;)musu:u!ar.2020@11“:dccm-ml\nT |
r. Munck, yn. Opnosckasn, 66 Ten. 8(017) 335.07.53. er.by
Ten./paxc: 8(017) 379-25-84 +375(44) 714-95.70

E-mail: sevenhos@mail.belpak.by

Koncuauym
B COCTABE IAMECTHTEAN AMPEKTOPS MO neanarpun 'Y PHITI «Mats u anrss, nvn, Yaesko E.A.,
pyxosoanteas PLI HHM3, raasnoro snemrarioro CHEMHATHCTA N0 HACTEACTReN HLIM HeDBHO-M LI ey 1,
3aboaesannam y aeved, k.m.u. JKenneponox H.B., Actaero spaua, k.m.u. Bornawonny W01, Bpava-
HEBPOAOTE OTNCACHIH HACANCTBEHHBIX HEpBHO-MbIwenLix, BeaMAIIO Bunnueno MU, BPavA-HeBPOIOI Y
OTACIEHRS HACTSACTBEHNBLIX HEPBHO-MbIIICUHLIX 3060 1eBan i Beaoit LB,
21.12.22 13.30-14.30

DHO__ Xsuikonckas Bepounka Banumosua__ nata POXKIEHHY 27.07.2020r_(2 rona 5 mec)

Aapec: [poanenckas o6, ABonsioe Moweiikoso, ya.Cazoas 7a

Mama nana undopmuposannoe coriacue na Brmovcnne pebenka 8 Haumonannunii perucrp HHM3,
Anamues: Or 2 Gepemennocty, 1x POAOB B cpoke 37,5 neaens. Bee fipu poxkaennn 2550r. Ouenka no ukane Arrap
8/8. Jlemouka noansna ronosy s 2 MECAL@, NoBOpoTHl B 06e CTOpOHSBI ¢ 4-5 MCCAUEB, cena B 9 Mecsilee, scrana y
onopel 8 10 mecaues, Nepsbie warn y onopst - 8 1 roa. Co cnos Mamel, B BodpacTe | roga 6 Mmecsuer Hauanm
3AMCHATL WIMCHCHHMA B [IBHTATCIBLHON AKTHBHOCTH:  NOSBIINCE TPYAHOCTH npn xoasbe, aeBouka nepectaia
MPHCIRUBATLCA  HA  KOPTOYKHM, Xomsba no  sectuuue 3aTpyiHeHa.  PeTpocnexkTHBHO N0 BHACOCHEMKE
NpOAHANTHIHPOBAHD! HABBIKK peenka: perpecc B MOTOPHOM pa3BUTHH OPHEHTHPOBOYHO ¢ 1,6 ner.

Fenetnueckoe sakmouenme or 23.11.2022: Mosexyspuo-renernueckas.  AMArHoCTHKA CHHHANBHO#
MBILUIEYHOI ATPOGHH: BEIABICHO FOMOIHIOTHOE HOCHTENHOTRO AeieiH 3k30Ha 7 rena SMNI,
Ananns ua xomun (22.12.2022): 3 xonnu8 sx30Ha resa SMN2, 2 konus 7 ax30Ha rena SMN2.

Hespoaoruuecknii cratye Bec 10800 r. BP 3aKpuIT. Barasa Qukcupyer, NpocnexHBaeT BIrNAAOM C© NOJMBLIM

NOBOPOTOM rooBs! B 06e croponsl. YH-6e3 suanMoii 04arosoii cummromatiky, CIIP c PYK CHIKEHBI, KOIIEHHbIC He
anphy3nas  runoTomMs. l'onoy  yaepxusacr,

BBI3BIBAKOTCA, AaXWUIOBB CHMKEHBL. Mblmeunsifi TORYC:
XOQHT.

nepesopayuBacTes B 00e CTOPOHBI, caaMTCR, CHAMT, BCTAeT Ha HETBEPEHLKM, TO/3AET, BCTACT Y ONOPbI,
Ioxozaxa muonaruueckas. TyronoaBHKHOCT FONCHOCTOMHBIX cyctasos. CnaGocTh MBILIL TA30BOrO Nosca.
Jepanue, rIOTAHNE HA MOMEHT KOHCHAKYMA HE HapylueHsl. AKTUBHAA Pedb: €CTh CI0BA, (Gpaskl, 38yKONOAPAKAHHE.

Ouenka moTopHsix hyHkimii no wkane Xammepemur 38 6annos (13 40).

Samouenue: G12 CuMHANLAAS MbHUCYHRANK aTpodus 3 THNA (rOMO3HIOTHOE HOCHTENLCTBO ACNCHUN IK30Ha T
rena SMN1, 3 xonun 8 sx3ona rewa SMN2, 2 xonuu 7 3x30na rena SMN2). Ouenxa ABHTATEALUBIX QYHRUMIT

no wxane Xammepemur 38 6annos.

Pexomenposano:

1. Habmonenne yyacTkoBoro neguarpa, HEBpOsIOra no mecty xurenscrsa. [eanarpy pexomennosano usberars
HASHAYCHHE MYKOMIUTHKOB, CBOCBPEMEHHO HAIHAYATL aHTHOAKTEPHANIBHYIO M NPOTHBOBHPYCHYIO Tepanuio
npy 3a601EBAHUAX [ILIXATENBHBIX 1TyTel.

2. Cumnromartuueckoe nevenue B I'Y «PecrybnMKaHCKHI KAHHHYCCKHI LEHTP NAATHATHBHON MeAMUMHCKO
MOMOIIH ACTAMY ¢ KypPCOM aliiuTaumu B yenosuax axesHoro otaenenns PKL] ITIMITJ (sanucs no tey. 017)

5035726).
3. Tlposectn ouenky pecnupatopHoii Gyskuny (HOYHAR NYTECOKCHMETPHR) H NOCACAYIOLIHA KOHTPOS | pas B

6 mMecaLes.
4. Onpenenenne KUCIOTHO-OCHOBHOIO COCTONHHS KPOBH HE MEHee iByX pas B roj. :



ﬁ

5. Kowrpons OKT" # 3x0-KT" | pas s ron,

6. Y3H opranos Gpiowsoit nonocty He pexe | pasa 8 rop,

7. JI®OK exennesho.

8. Axsazerpum (Buramun JI) no 2 kamnu (1000 ME) 1 pa3 & nens so BPEMA 1 NocTosk WA Koppexcs
03kl ¢ Y4ETOM NOKasaTenei, A

9. Benenwe poauTensMu muiesoro AHEBHHKR, AHHAMHYECKIH KonTpOsp, 34 Maccoii rena,

Ipu cnunanshol MbuuewHol arpodmn paspaborana naroreHeTHyeckas Tepanua, npumensercy OlH
NIEKAPCTBEHHBIX  NpenapaTon: Hyctunepcen (Crimupasa), Pucaunnam (OBpucan), OHAHCEeMHOrey abenapgoney
(3onrencma).  Ieunenty Xwinkosckoii Beponuke Banumonye 27.07.2020r., cornacko oduEHanLHOH MHCTPY Kiyigy
MOXET ObiTh HasHaven TIEKApCTBeHHBIR  npenapar Hycunepcen (Crinnpasa) wny Pucunnam (sprcan) uny
OHaHcemtioren  aGenapsosex  (3onrencma). YKasauuuie /ICKAPCTBEHHBIC  npenapathi e BKOYeH, g
PecnyGauxanckuit dopmynsp JICKAPCTBEHHBIX CpesicTs, NEPEvCHL OCHOBHBIX JIEKAPCTBEHHBIX CpenieTs KIHHHYeckye
TPOTOKO/MBI IHATHOCTHRY M JTeYeHHs Aered ¢ nartonorueii HEPBHOH CHCTEMBI, B CBA3K ¢ "eMm, obecrieyenue UMK MOKeT
GbITh OCYmeCTRNEHO 3 Cyer NMYHBIX CPEACTB HAM HHbBIX He AANPEIEHHBIX 3AKOHOATe/LCTROM HCTOYHUKOB,

3amecturens AHPEKTOPa 110 neauaTpiu

'Y PHITI] «Marts u OUTH, N.M.H. E.A.Vnesko

Pyxosomwrem, PLI HHM3, rnasnsiis

BHEUMaTHLIH cewanuer no Hacnencreenubim

HEPBHO-MbILICYHBIM 3a601eBAHMAM, K. M. 1. H.B.XKesreporox

Jlesawwmii spay, k.m.u gzr" W. 1. Bormanosuy
ur.ua- . :

Bpau-tesponor otnenenus HHM3 PHITL] «Mats u aurrsy W M.J1.Bunnyenxo

Bpau-nerposnor ovnenenis HHM3 PHILL «Mare 1 aursy W [1.B.Benas




ry "PHnu MaTh "] n“mll
220053, Pecn 6nuxa
Opnosckas sys Senapycy, r. Mumck, yn,

Ten. Tic: 8017-379.25.54

Ovaenenue MNeanarpuvecy
NepuHaransuon n:'::onoru:ﬁe : b
BPOMACHHOK 1 HacnepcTeeny
{crauuouap}

Ten. (017) 335-07-45

o O ANA nerey,
epaHoK CHCTemy,, ;

oM nNaTonoruen

Bbinuchon INUKpU3 5837

Damunua, UMA, OTYECTBO NauneHTa XbinkoBckan Bepouuka Banumosna
Aara poxaexus 27.07.2020 19:45 Bospacr 2 ropa
ANpec perucTpaium (nponucku) Mpoanenckas obnacTe Wyvuncimi panon MoxeikoBeKkmi
Moxe#kero. y Canosan 7 A
Aapec npoxvsanus poaneHckan obnacts r. Mpogwo y Caanuua 12 a-62
MonuknuHmka no MECTY XUTeNbCTBA NONUKNUHUKY F'ponnenckon o6nacru
Haxoaunacs 8 Y "PHINU Matb u aura” ¢ 12.12.2022 no 28.12.2022
3amgumn_s_ngg AWario3s
OcHoeroe cmam.

Cnunanbhas mblweynasn aTPOPUA M POACTBOHHBIE CHHAPOMLI [G12]

CnunansHan mbiweynas atpodwn 3 Tuna (romosurornoe HOCHTeNLCTBO neneuwn 3kaona 7 rena SMN1, 2 konu
IK30Ha rena SMN2), Oyenka ABKraTeNnbHbLIX (hyHKUMNA No wxane Xammepcmur 38 6annos.

censcoaer g, Bonsu

Conymcmeyiowue
B3H ¢ IMT 1 er., Anenongsi 1 cr. PexonBanecuenr o, PHUHMTA.

/labopamophsie uccnedosanus

Masok Ha NK® ot 12.12.2022 roaa. K4 orpuuarensHsie.

MonekynspHo-reneTudeckas AUArHOCTUKA CNUHANBLHOR MBbILLEYHOM aTpoch METOAOM ANATHOCTUMECKOD Habopa SAL
MLPA R P060-B2 SMA, MRC-Holland or 22.12.22. 3akniovenne: Mo pesynsraram [IHK-ananuaa yncno konuit resa
SMN2 7 3K30H - 2, Yucno konwil reHa SMN2 8 3k3oH - 3.

Huaznocmuveckue uccnedosanus

O3l or 14 12. 2022 rona 3akniovenne: Qucpcpyambie n3meHenns 33 auapurmudeckoro Xapakrepa,

Aedexronor or 13.12.2022 roaa. 3aknoyenme: dakrop “pucka”. Passutue peuu s npeaenax Bo3pacTHON HOPMBbI,
NOP or 14.12.2022 ropga. 3akniouexve: Aperouabl 1 cr,

JIOP o1 21.12.2022 ropa. 3aknouenue: O. PUHKUT. AgeHouasl 1 T

NOP oT 26.12.2022 ropa. 3akmoueHme: PekoHsanecyenr o. puHuTa. Anedonasl 1 or.

Oproneg ot 20.12.2022 roga. OcmoTpeHa, naune pexomeHaalmm

KoHcunuym 8 cocrase aam. AVpeKTopa no neanarTpum 4.m.H. Yneako E A, pykosogurens PU HHM3 rnasnoro sHewtat

XammepcmuT 38 Bannos. [aHb! PeKOMeHaauuu (CM. pexoMeHaauun npu Bbinucke).

PE3YNbTATHI NABOPATOPHbIX UCCNEQOBAHMI
1. Buoxumus kpoBsu

CA 2+
MNoxasarens T.PROT [ T.BIL |GLUGCOSE| AST ALT CK CK-MB UREA IRON ALP NA K
Aara nposen, tn | memone/n | mmonsin Ein Efn Efn Ein__ | muone/n |memons/n | E/m | wmonw/n | smonsin | mmonsin
13.12.221028] 76 8 44 28 19 102 14 4.9 16,6 161 143 49 1.26
Nokasarens | Mg 2+ WPhnlphnr Ig A g M IgG
Aara nponen. | mmonein | mmonwn rin i in
13.12.22 10:28] 0,63 1,75 0,73 1,79 10,2

WA aHanK3 Moun

b __|Yiden, eec|  pH fmoxoza  [Kerowoswie Benox | BunmpyBui [YpoBunwior | ®ocdarel
Hary [}

16.12.22 72:45] 1020 6.5 _neg (=) neg (-) neg (-) neg(-) | norm (+-) > -
1w
28.12.2022 13:48 cTp

2. OBy
Noxazaren




16.12.22 12:49]L{seT; Yellow

3. OGwp#t ananui KpoBMW

[ Toxazarens CO3 [NeAxoumr | Ipurpoius rmmalrm.mm MCV MCH MCHC

Oaranposen. | wmwh | (10%900) | (10M200) |  ©n % on o P 303, [nanouson]
131222 11.10 732 | 461 71244 | 0381 | 783 | 27 T 5is oo | 5
2772220937 13 | 902 | 833 | 1388 | 04va | Tie | i 55 gﬁf :

Noxadarens |nanouxon |[cerment¥| cermeny Piwmcpoun Teasboun [ Momoumr™ Momount
flata npoben. | (10°%/n) % {10*8/n) % (10*87n) % (10*a/m)
13.12.22 11:10] 0,366 15 1,098 59 5,051 7 0,512
27.12.2209:37| 0,18 31 2,796 54 4,871 7 0,631
Nposenennoe nevenne: Vinugoxpun, KOPTEKCUH, HUUepronuu HooeH, amBposuke PUH

' ' » PUHOARKCS, MarHenex,
FeNTaMULIMN - Kannu, maccax, JIOK, SNEKTPOCTUMYNAuma, NGO, CBeToneveHve, uHransymy.

MEAUKAMEHTO3HOE NEYEHKME

VINYAOKDMM, KOPTEKCUH, HULEPrONUH, HOOMeH, ambposuke, punoaexca, MarHenex, reHTammuuK - kannm, maccax NoK
InexTpocTumMynauuA, NBO, ceertonevexue, HHranayum. : : :

COCTOAHWE NPU BLINUCKE

AHTPONOMETPUYECKNE NaHHbIe:
Bec 10800 rp 3 - 10 yentunen
Pocr 86 cm 25 - 75 yeHtunei
OKpyXHOCTL ronoss! 47 cm 10 - 25 UeNTunen
OKPYXHOCTL rpyau 49 cm 10 - 25 yenrunen
Puanyeckoe passuTHe: cpeaHero YPOBHA AUCrapMOHUYHOE
CocrosiHve pebenka: YAOBNETBOPUTENbHOE.
HCC 128 ya mun. Y1 27/mun.
Temneparypa nopma.
KoxHbie NOKPOBLI: YUCTBIR, OBLINHOM OKpacku. CNM3ncTbie: po3oBbie YCTbIe. KatapansHbie sisnesus: we BbipaMEHbI
TYprop TkaHen: QOCTaTOMHbIN. Abixanne: Hocosoe, He 3aTpyAHEHO. AyCKyNbTaTuBHO: AbiXxaHue BE3NKyNApHoe ¢ obeux
CTOPOH. TOKBI cCepaua: aByyHbIe, PUTMWYHBIE, CUCTONMYECKUI WYM Ha Bepxywke, B V ToyKe. XKuBoT. Markui, Aoctynew
rnyGoko# nansnauun, 6e36onesHerHbIi. MNevexs: y kpas pebepHoit ayru. Cenesenka: He nanenNupyeTca.
Moueucnyckanue: csobogHoe, Geaboneanennoe. Cryn: o CrIoHHOCTBIO K 3anopam.
Hesponornyecku: CocpepoTouenue: Aa. Dukcaums Barnsaa; aa. 3pauku: pasHosenuku. Mpocnexusanue aswxyLwerocs
npeamera: ga. Meuxo-amoynoHanbHan cpepa: YnuiOka: aa. OTaensHbie cnosa u NPOCTLie NpegnoxeHns: aa. Hasbiky
ONPATHOCTY Chopmnposambl. ViHTepec k WIPYLLIKE: MaHUNYNnpyeT MbiLueuHbIA TOHYC CHUKEH, B H/K MPOKCHMANbHbIA
napanapes S>D. CyxoXunbHo-neprocTansHsle PENEKCHI: C B/K OKMUBNEHDI, C H/K - KONEHHbIE p-Cbl abs.
CamocrosrensHo: cagutcn, BeTaer ¢ MOMOLUBIO, XOAUT WnenaloLLed NOXOAKOM, NOATAMBas nesyio Hory. Onopa: Ha Bcio
crony. MeHuHreansHbIX 3HaKoB Her.

PEKOMEHOAUMW
- PeXUM AHA N NUTAHUSA,
- NEAUaTpy pekoMeH[oBaHo n3beraTb HasHaYeHNE MyKONMTUKOB, CBOEBPEMEHHO Ha3HauaTh aHTubaxTepnanchyio 1
NPOTMBOBMPYCHYIO TEpanuio Npu 3atonesanusx goixaTenbHbix nyTei; ;
- CAMNTOMaTU4EcKkoe nevexne B 'Y "Pecnybnukanckuit KNMHWYECKUIA UEHTP NannnaTusHoi MEANLUUHCKOW NOMOLLM
AETAM" C KypCOM aBUNUTALMK B YCTIOBMAX AHEBHOTO OTAENeHUs PKL| MMM (sanucs no ten, (017) 5035726);
= NPOBECT OLIEHKY PecnpaTopHON (PYHKUMMN (HONHARA NMYNbCOKCUMETPUSA) U nocrneayiowmi KoNTpons 1 pa3s & 6 Mmecaues.
- ONPEAeneHne KMCNOTHO-OCHOBHOID COCTOSRKMS KDOBW He MeHee AByX pas3 B roa;
- kKoHTponb IKI n IXO-KI 1 pas B rog;
- Y31 opranos GpioLwHOi NCNOCTY He pexe 1 pasa B roa;
- NOK exepHesHo;
- aKksagerpum (Butamun 1) - no 2 kannu (1000 ME) 1 pa3 8 AeHb BO BPEMS e4bl NOCTOAHHO N KOPPEKUUA 40361 C
Y4ETOM NoKazarenei; 3
- poguTe. BOrO AAHEBHKKA, AUHAMMUYECKUA KOHTPONb 38 MaCCoRh Tena.
- mcl:?b o(puuug:::ol:i“::!%rpyxﬁm MOXET %“m Ha3Ha4eH nexapcreeHHbIil npenapar Hycunepcen (Cnukpaaa), unu
Pucaunnam (3spucau), unn oHanceMHoren abenapBoBek (30NTeHCMa). YkasaHHbie NexkapcTaeHHble npenaparsl He
BKnioueHsl B PecnyGnukanckuit hopMynsip neKapcTBEHHbIX CPEACTB, NEPeYeHb OCHOBHLIX NEKAPCTBEHHbLIX CPEACTB U
KIMHK4eckne NPoTOKONbI AMArHOCTUKM U NEYEHUs AeTel C NaTONoruei HePBHOM CUCTEMBI, B CBA3M C Yem, obecneyeHne .
VIMH MOXET GbiTb OCYLIECTBNEHO 33 CHET NMNHBIX CPEACTB, MM MHBIX HE 3aNPeLLeHHbIX 3BKOHOAATENLCTBOM HCTOYHMKOS,

- HabniopeHue y4acTkoBOro neauarpa, HeBPONOra NO MECTy e 2
Nevawmit pay Borganosuy UpuHa Merposua QEX
3aB. ovpenenvem Enunesckui Bopuc Neonwuposny

78 17 IN92 1948 CTh:2wa2



ZOLGENSMA INFUSION THERAPY

ESTIMATED PACKAGE COST
ICOST ESTIMATE NO. OT-330-VERONIKAKHYLKOUSKAYA-130123-D
[Name of Patient: \Veronika Khylkouskaya
Egg & Weight 2 yrs & 11 kgs
ame of Parent / Legal Guardian: [Hanna Khylkouskaya
Email ID/Contact No. fannaburmos 1997 @mail.ru
) - ZOLGENSMA INFUSION THERAPY ESTIMATED PACKAGE COST B
OF Clinical Assessments & Consultations. ! Quantity Nos.
Ped. Neurologist Up to 12 nos.
Ped. Pulmonologist ; . 1
Ped. Cardiologist i B ‘ 1
Orthopedician AL i Up to 3 nos.
Ped. Gastroenterologist 1) | Up to 3 nos.
Ped. Endocrine | Up to 3 nos.
Spine Surgeon { 1
ENT ] 1
Orthotics _ i 1 :
Dietitian | Up to 4 nos.
Speech [ Swallowing Therapy { £
Pediatric SOS basis. | 1
Siw_-p Study [~ 1
Assessment & Speaaltzed Physrotherapy treatment Up to 24 Nos.
Chest physiotherapy treatment 2! ) | 1
In-patient Admission Days: s | |
PICU _ | _1Day
Private Ward | Up to 2 Days
ZOLGENSMi as pmscnbed bv treatxns physman | 1
Predinisolone as prescribed by treating physician. | Included in package cost
MNexium as prescribed by treating physician. Included in package cost
Other medicines/drugs as prescribed by treating physaclan To be paid - not included in package cost
Food supplements as advised by dietician/physician, ~ To be paid - not included in package cost
Blood Investigations Included in package cost (Up to 10 nos.)

Zolgensma Pre-infusian & Post-infusion tests
Special Package Price AED 6,676,000 *
US DOLLAR REFERENCE PRICE Usslms,MIpprmnﬁmiv

Package Cost estimate validity i 90 dag from the date of issuance. AMNY CHANGE IN CHILIY'S HEALTH CONDITION MUST BE
INFORMED 10 THE DOUTOR f MEDCARE TEAM, For example: 83by's need for Trachepstomy or Closure of Tracheostomy Tube,
** We advise patients/legal guardlans to be prepared with an additional resarve fund of about AED 25,000 for
unfaressen medical axpenditure that may incur during infusion therapy.

Complimentary Services for SMA patients
nemiz tarafindan SMA'li bebe i hizmetler

*  Pick up from Airport to Hotel on Day of Arrival }rratls / Complimentary
*_Pick up & Drop from Hotel to MEDCARE Hospital gratis / Complimentary
= Pick up & Drop from Hotel for Physiotherapy gratis J Complimentary
[+ Pick up & Drop from Hotel for External Specialist Consultation gratis / Complimentary
* _SMA Baby Patient Care Support by dedicated "SMA Patients In charge”. gratis / Complimantary
Turkish Translation Services when necessany. 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

& Women i Ctitidren Hospital
y . -
fea




