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AJlpec II0 MECTY perHCTparuH:

XMAO-IOrpa r. Hedreroranck mxp.5 1.2 x8. 49
(daxruueckuit agpec:

XMAO-IOrpa r. Hedreroranck Mxp.14 1. 27 k8.53

AJipec 3. IOYTHI
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02223"889100
Ne 01-Bx05p378
ot: 24/08/2020

16/05p.rp. .
leysan.aleksandrova. 19@mail.ru

Tes. +7(912)411-57-51

JInunoe obpaieHne

3upascTByiiTe, yBaxkaemblit Bopuc @emoposm! Tlumer Bam Mama
AnexcanipoBod VYnpsuel Kupummnosusr 2018 roma poxnenus. BoinyxneHa
obparuTecs k Bam ¢ npocs6oii 0 noMolIy, Tak KaK B Hall JOM nocrty4anachk bena.

B konue ¢espans 2020 roma, mocne gonrux ofclenoBaHuit Moeil mouepu
AnekcannpoBoit VibiHe KupumnoBHe GbUI HOCTABNEH CMEpTeNbHBIH AHArHO3 -
CIHMHalNbHas Mplne4Has atpodus (CMA 2 tuna). Tpesory Mel 3abumu, xorma
VYnesane Ob110 10 MecsLes.

CMA — o510 reHeruueckoe 3abofeBaHHE, NPHUBOISILEE K MOCTEIIEHHOMN
arpoun Mpunn. Y peGeHKa, KOTOPBIH YyKe HAUMHAI [10M3aTh, CTAJIH [IOCTENIEHHO
cnabetb HOTH, Y€ CNOXHO CHAerh Ge3 NOAJEP KM, CO BpeMeHeM VYibsHa
IepecTaHeT CaMOCTOATENLHO CHUIETh, HABHUraThCH, IHMTATHCHA, Aallee OONe3Hh
nopaxkaeT Jierkue U cepaue. Kaxuastid neHs B Tesie YibaHb! 6e3BO3BPATHO yracaioT
ABHraTenbHble, ¥ IObIXaTeNbHble (YHKUWH, 3HaUUT He OYAET BIepefd HUKAKOro
JETCKOrO Cal(KKa, U IIEPBOTO KJacca.

Ectb adipexTHBHBIH NyTh JNeUeHHs JaHHOTO 3a00JeBaHMs - Iperapar
ZOLIGENSMA mpeftnapcxo#t ¢hupmsl Novartis, 3apeructpupoannsiit 8 CIIA B
mae 2019 roga. OH samensieT nedexTHSIN reH 340POBON KOMHeEH M, CO BpeMEHeM,
(byHKUMH MBI BOCCTAHARIHBAIOTCS IONHOCTBIO, €CNHM BBECTH JIGKAPCTBO IO
ABYX JeT. Ha ceroHAmHuH JeHb- 3T0 eNMHCTBEHHBIN NEepBhIH NMpenapar reHHoH
TEpaITiy, H3NEYUBAIOIHH CIIMHANLHYIO MBIIIEUHYIO aTpoduo (CMA)

Bpauu ouenr pexomennosanu npenapar ZOQLGENSMA Viesine, Ho
ycnerb NPHMEHHTDL €ro Heo0X0AHMO 0 TOro, KAK peGeHKY HCNOJHHTCS 2 roaa.
Bpemenu nis1 c60pa TakoH OrpoMHO CYMMBI 0YeHb M2aJl0, 0CTANOCHL 8 AHeid
40 oKoHYaHud cOopa, YTOObI YeneTh OIIATHTDL CYET.

ITo undopmanmu MunuctepcTsa sapaBooxpaHenus Poccuiickodi Memepalinu




nexapetBeHHBIH npenapar ZOLGENSMA B HacToslliee BpeMs ee He
3aperuCTPHUpPOBaH Ha TePPUTOPUM PoccHM U He BHECEH B peecTp JIEKApCTBEHHEBIX
cpeactB. B CBA3H C 3THM, JETH € YKa3aHHBIM JUArHO30M He MMEKT BO3MOXHOCTH
Noay4YuTh HeoOXOAMMOE JedeHHe 3a CYeT roCyJapcTBa, H HX pPOJUTENH

BBIHYXXJEHBl COOMpaTh cpeAcTBa Ans NpHoOpeTeHHs YKa3aHHOro Ipenapara
CaMOCTOATEIIBHO.

Kmuuuka ChildrensHospital LOS ANGELES rotoBa B34Th YIIBSIHY, TaK KaK I10
BCEM IlapaMeTpaM OHa IOAXOMUT IoA npenapar Zolgensma. CTouMoOCTh Ipenapara
2.382.200 mnu§. Masekmuro BBoasT B CUIA, u Uzpaune.

Ha cerogusmuuil nens yxe 19 neredt u3 Poccun ([luma Tumysun, Kats
Pybnosa, Marseit Yemymranos, AnHa Hosoxwmrosa, 3axap Karko, Tumyp
Avurprenko, Omuana Ceipriesa 3 IOropckal!, Mnes Poxxosckuil, Enuzasera
Kparoxuna, Aprenna Ilepcnesa, Agapuan Ionemyk, Mumra XXykos, CeMeHbKOBa
Munana,Mpuna lectaxoBa,Baps Pacrosa, Aprem MapThiHoB, Spocnas Ieitn u
Ap.) CMOTIHM 3aKpBITh MHOCOMHJUIHOHHBIA cOOp M NONYYUTh STOT 3aBETHEBIN
npenapar, 12 u3 HUX yjnanock NpoHTH JneueHue yxe B Poccuu, MBI XOTHM, 4TOOLI
Y B Halleil ceMbe IMPOU3OLLI0 3T0 YUyao u YinegHa ctana 20-m peGEHKOM, KTO
NIONYYHT NPaBO HA XKU3Hb!

B cBa3sm ¢ mnanpgemued, HMEIOTCS CIOXHOCTH C pacIpoCTpaHEeHHEeM
HUH]pOopManuy.

CaMocTOATENBHO cOOpaTh JaHHYIO CYMMY IEHEXHBIX CPe/ICTB HaM He IT0A
cuny. K coxanenuro, B Haule BpeMs 370POBBE CTOHUT OYEHL OONBIIMX [EHET
3n0poBbe M KM3HB Hame# gouepd oueneHo B 2.382.200 momnapos, Ymounsio,
MOMOTHTE CHACTH MOKI0 MAJBIIIKY. TSDKeNo CMOTpeTh, Korma TBOH pebGEHOK
crnabeeT ¢ KaKAbIM JHEM y TeOsl Ha riaszax.

[Ipoury Bac B ¢BsA3M ¢ U3I0XEHHBIM OKa3aTh HHGOPMAIMOHHOE H (PUHAHCOBOE
cozeiicTBue B cOope CpeACTB Ha JIeueHHe MOeH A04epH AJIeKCAaHAPOBOH YIIbSHEL
Iloxkanyiicra, obpaTurech kK CBOeMY Hapoay, IpeAlpHHUMATENSIM, OIPERIPHATHIM
Barero ropopa ¢ npocs00i 0Ka3aTk ITOCUIBHYIO MaTepHalbHYO romolub! Eciu
Kaxaplid pabotaromuit sxurens XMAO nepesenér Bcero Jumb 160 pybneii, coop
Oyner 3akpeiT! HOnnane Cripuepo#t u3 ropoxa IOropcka cmoru cobpars Takyro
CYyMMY, MOJIIO, He OpocaiiTe U Hac B 3Toi Oexe!

C yBaxxeHHEM U HaleKIOH
Anexcannposa Jleiican MapcenesHa
PexBH3UTEI 1115 MepeYncienys:

Haumenonaune: BJIATOTBOPUTEJIbHBIM ®OH/ "CBEPEI'! JKU3HL"
HNHH: 6679128315




Pacuernsrii cuet: Ne40703810702500001148

Hazpanue 6anka: TOUKA ITAO BAHKA "®K OTKPLITUE"
BHK: 044525999

T'opon: MOCKBA

Kopp. cuer: 30101810845250000999

IMony4arens nnarexa: Anexcanapos Kupun Anekceepnuu

Homep cuera nonyuarens: 40817810867171115248

Hanmenonanue 6anka: 3ATIAJJHO-CUBHPCKOE OTAEJIEHUENe8647 ITAO
CBEPBAHK

KoppecnounnenTckuit cuer:

buk:047102651

Kop.cuer:30101810800000000651

Hun:7707083893

Knm:860202001

[Nonyuarens mnatesxa: Anekcannposa Jleiican Mapcenesna

Howmep cuera nomyuarens: 40817810667171668649

Bank nonyusarens: 3ATIAJHO-CHUBUPCKOE OTIEJIEBMUEN8647 TIAOQ
CBEPBAHK

uk:047102651

Kop.cuer:30101810800000000651

HNuu:7707083893
Krm:860202001

CnycoK NpunoXeHHBIX JOKYMEHTOB:

1.Konus ceuzerensctBa o poxuenun Anexcanaposoit Y.K.. ot 25.09.2018r
cepus [I-ITH Ne 821402

2. Kormus sakmodenus «Menuxo-T'eneTryeckoit koncynsrauumy» r.CypryT, mp.
Jlennna 69/1 ot 29.02.2020r.

3. Konust MoneKynsapHO-TeHeTHIeCKOro necnefoBanus ot 27.02.2020r..

4. Cuér u3 xmuuuxu ChildrensHospital LOS ANGELES

Bcro uHbopManuio MoXXHO MOCMOTpETH Ha CTPaHHUYKaX B COITHAJIBHBIX CETAX;
https://m.vk.com/saveulyana

https://instagram.com/save ulyana?igshid=5¢395p65sxlh

Tenepenoprax o6 Ynbsaue:
https://yandex.ru/video/preview/?filmld=4886820165415257325 & text="%D1%83
%D0%BB%D1%8C%D1%8F%D0%BD%D0%B0+%D0%B0%D0%BB%D0%B
5%D0%BA%D1%81%D0%B0%D0%BD%D0%B4%D1%80%D0%BE%D0%RB2
%D0%B0+%D1%82%D1%80%D0%BA+%D1%8E%D0%B3%D0%B0%D0%B

D%D1%81%D0%BA
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BY XMAO-IOrpu «Oxpysnoil wkapanoaorniecknfl ancrancep .

«leuTp aAuaruocTury ccpaevdno-cocyancroil xupypruu»
MeagnKoO-reHeTIYeCKAd KOHCYABTANNHA ‘{4% :
r.CypryT, np.Jlenuna 69/1, ten. 52-85-18 {*
3AKJIIQUEHHNE

d.J.0.: AIEKCAHIIPOBA YJIBSAHA KHPHIUJIOBHA
Jara poxxpenns: 25.09.2018

Iuaryo3: CrinHabHas MbllicyHas aTpodus | THIR, rOMO3HIOTHAS ACNELHS
3K30R0B 7, 8 rena SMNI1. Jlebuunr neca.

PexoMenpanmu:

- Habnroienne HeBpoaora O MECTY XKHTENBCTBA

- Tocnutanuzanys B Heppoyorugeckoe otaenenune HOAKD

- TloBTOpHAS KOHCYIFTAIMA NeHEeTHKA M0 NPEeABapHTEeNIbHOH 3aIUCH, C
HanpaBieHHeM H3 NOTAKITHHHKH TI0 MECTY KHTEILCTBA

LY

Jdara: 29 ¢eppaas 2020 r. Bpau: Ilonopa Esren 13




BY “Oxpysnoll xapanosorimeexin ancnaeep "Lientp airrvocTii | cepreuno-cocyansyoR xupyp”
XMAC-Ipa, Cwm,p_gm-r Srevaua, 6911
JI0 Meatsxd-reHeTHHCGRAN KOHSYALTRIISR
’ Heouarantmuf expiviunr, npofa Ao |
HB: 50903/2018; ®HO: AJIEKCAHJIPOBA V. K. Boapacr) roa; Na: Kewckuf; NMonpmzenamse: KAQ MEIHKO-
TEHETHYECKAR KOHCYJLTALHA; Boay: Mlonons E. B.

: Haiovexonane: Peyvastan Epione: | Hopua: Tlpinevamngt:
Heenenonainie yposua T i ]
ot 8 xpoass 0.7/0.9 MeaR G 7
3axuovenue:BAPHAHT HOPMAbH, e &’f/ ~
30.01.2020 13:14 Nosaat J. A, 220w L by .
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BY "OxpyanoR xapanononrieckid ARCNARCER “LISHTP 3rHOCTHEH it CopacuHD-COCYanCTOR XHPYpruu”
NXMAC-Oma, Cypnyt, nper Siosnwa, 661
1O Meauko-rensniviesxas onyastaims
Moaexyasplio-reHeTireckoe KECACA0DANILS ACTCIIR T-ro! K 8-ro 3xz0itom rena SMNY (cnnnamseag aviotpodug) »
kpony, npota Mg |58
HE: 30903/2018; ®HO: AIEKCAHIPOBA V. K.; Boypacrz1 roa; Man: Xenexaly; Moapaaenenue: KO METHKO-
TEHETHYECKAA KOHCYNLTALIHA; Bpay: flonona B, B,

i Hanmenosanue: [ PeyynuTar: | Enanw.: | Hopuz: | Tpievase: |

Iacaovenve: Mo pesyasTaran dparieHnoro aammn ofpa3a renosnofl IHK oBuapysersa TOMCOnronns
aehetmg 230108 7, 8 rena SMNI,

27.02.2020 16:21 fomxun JT. A.

BY “Oxpyaioft xapanonorisecxni auctrucep “Lieinp amniocnixn 1 cepaewno-cocyancron XHpYprie”
XMAQ-Ompa, OypryT, apet Atwan, 699
10 Meuwo-rencrimeckad KoucyasTaI
Onpeasnenine SMHHOKHCIOTHOTO CocT8a 1 KORUSHTPILNN BMUHOKICNOT B Kposi, npoba N §
HE: 50903/2018; DHO: AJTEKCAHRPOBA Y. K.; Bospacr:| roa; Tlon: encxult; ITozpanencinie: KAO MEQHKO-
TEHETHYECKAR KOHCYIIbTALHA: Bpaq: Monosa E, B.

[ Haioaerosamte; Pesynitar: Erionts Hopaa: Tpecrame:
Anamm HOPMA
[l‘.:)mnm HEIHAYHTENLHOE
NOBRIMICHIE
T awunt HOPMA
THeTHaIM HOPMA
MHaanehunn HOPMA
Jieftom HOPMA
Memomim HEIHAYHTEALIOY _
NOBLItLEHNE A
s ; HOPMA AN Py —7=




Childrens\}
Hospltal (&
__LOS ANGELES?

CENTER FOR
GLOBAL HEALTH

April 23, 2020

Invoice
Patlent Name: Ultana Aleksandrova DOB: September 25, 2018

Address: Divislan of Neuralogy
Children’s Hospital Los Angeles
4650 Sunset Boulevard, Los Angeles, CA 90027

Thank you for considering Children's Hospital Los Angeles for your child's medical needs.

Based on the medica! documentation provided to our physicians for review, our medical team has recommended that
your child be evaluated at Children’s Hospital Los Angeles. Based on your request for the Zolgensma treatment, we have
determined the initial deposit amount below. Please note that we will need 1o confirm clinical acceptance of your child by
Dr. Ramos-Platt before we can proceed. Dr. Ramos-Platt may need further medical records from you but we will fet you
know by email.

Prior to your child's appointment with our medical team, we ask that you please deposit the |nitlal deposit amount via
credit card or wire transfer:

Estimated CHLA Facility Fee $2,374,200 USD
Estimated CHLA Medical Group Physician Fee $ _ 8,000USD @ PAY NOW
Total Estimated Fee $2,382,200 USD

To cbtain our wire transfer instructions or to submit an online payment, please visit our international payment portal or

click: hitps://chia, thywire.com/

This estimate includes the initial deposit for the Zolgensma treatment with our medical team. Once the payment and
signed letter of understanding (attached) have been received, | will provide a confirmation of the transaction and an
appointment date. Please note that this amount Is only an estimate of the charges for your child’s care. Should your child
require additional medical attention at any point during the evaluation and/or treatment, Children's Hospital Los Angeles
will propese additional charges before moving forward. At that time, we will need 16 secure payment before continuing
services. Upon completion of your child's final visit, Children’s Hospital Las Angeles will provide an itemized statement and
reconcite all charges. If there is a remaining balance, we will provide a refund.

Should you have any questions or concerns In the interim, please do not hesitate to contact me.

Sincerely,

Homtbo blpm

Mona Lisa Navarra, MSW | International Case Coordinator

Center for Glabal Health - International Patient Services

Children's Hospital Los Angeles

4650 Sunset Blvd., MSH166 | Los Angeles, CA 90027

Phone: +1.323,361.8737 | Fax: +1.323.361.3878 | minavarro@chla.usc.edu

4650 Sunsot Bvd. | Llos Angeles, CA 90027 | 323.660.2450 | CHlA.org
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