I'maBe ropona HuxxneBapToBCK

Bacunuro Bnagumuposuuy

TuxoHOBY

oT AstekcaHpoBoii Jlelican MapceneBHbl

AJlpec o MECTy perucTpaluu:

XMAO-IOrpa r. Hedreroranck Mxp.5 1.2 kB. 49

DaKTUUECKUN aapec:

XMAO-IOrpa r. Hedreroranck mkp.14 a. 27 kB.53

AJpec 1. moYTHI

leysan.aleksandrova.19@mail.ru

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

JInuHoe obOparieHue

3npaBcTByiiTe, yBaxkaeMblii Bacwiuii Brnagumuposuu! Ilumer Bam mama
AnekcannpoBoid YnbaHbl KupuinmoBasl 2018 roma poxkzaeHus. BbiHyxaeHa
oOparutbest kK Bam ¢ mpocs60i 0 MOMOIIIH, TaK Kak B HAIll JJOM MOCTy4yajachk Oena.

B xonme despans 2020 roga, mocie JOATHX OOCIEAOBAaHUN MOEH aodepu
AnexcannpoBoit YiesiHe KupuiioBHe ObLI MOCTaBIEH CMEPTENbHBIN HUarHo3 -
criiHanbHas Mblmeddas arpodus (CMA 2 tuma). TpeBory Mbl 3a0wiiu, Korja
Vibsarae 06110 10 MecsIes.

CMA — 510 TeHeTnyeckoe 3a00JIeBaHUE, MPUBOIAIIEE K TOCTEIIEHHON arpoduu
MBIIII. Y peOeHKa, KOTOPBIA yXe HadMHaJ TMO0J3aTh, CTaJIH MOCTENEHHO CIabeTh
HOTH, YX€ CIIO)KHO CHAETh 0€3 MOIJIEPKKH, CO BpEMEHEM YIbSHA IMEpPECTaHET
CaMOCTOSITEJILHO CUJIETh, IBUTAThCS, MUTATHCS, ajiee OO0IE3Hb MOPaXKaeT JIETKUe 1
cepaue. Kaxapiii feHs B Tene YIbsHbI 0€3BO3BPATHO yracaroT JBUTATEIbHBIC, U
JpIXarenbHble (QYHKIUU, 3HAYUT HEe OyleT BIEepelrd HUKAKOTO JETCKOTO Caauka, U
MEepPBOro KJiacca.

Ectb >(dexkTuBHBI MyTh JIEUEHUS JAHHOTO 3a0O0JeBaHUs - TMpernapar
ZOLIGENSMA miBeiiniapckoii ¢pupmer Novartis, 3apeructpupoBannbiii B CLIA B
Mmae 2019 roga. OH 3aMeHseT neEeKTHBIN T€H 3I0pOBOI KOMHEH U, CO BPEMEHEM,
(YHKITY MBIIII] BOCCTAHABINBAIOTCS MOJTHOCTHIO, €CITH BBECTHU JIEKAPCTBO JI0 JIBYyX
netr. Ha cerogHsAmHui 1€Hb- 3TO €IMHCTBEHHBIN IEPBBIM NIPENapar FeHHOU Teparnuu,
M3JIEYMBAIONIUI CIIMHAIBHYIO MbIIeuHyI0 arpoduio (CMA)

Bpaun ovyenb pexomennaoBaau_mnpenapat ZOLGENSMA VibsiHe, HO
ycneTh NPUMEHHUTH €ro He00X0AMMO A0 TOr0, KaK Pe0eHKY UCIOJHUTCH 2 roaa.
Bpemenu uisi c00pa Takoil OTPOMHOI CYMMBbI 04€Hb MAJI0, 0CTAJI0CH 8 1Hel 10
OKOHYAHUSA c00Pa, YTOOBI YCIETh OILUIATHUTH CYET.

[To undpopmanmu MunuctepctBa 3apaBooxpaneHus Poccuiickoit denepannu



nexkapctBeHHbIl mnpenapar  ZOLGENSMA B HacTosmiee BpeMs emie He
3apETUCTPUPOBAH HAa TEPPUTOpUU Poccum M HE BHECEH B PEECTp JIEKAPCTBEHHBIX
cpencTB. B CBA3M € 3TUM, AETH C yYKa3aHHBIM AUArHO30M HE MMEIOT BO3MOKHOCTH
MOJIYYUTh HEOOXOIUMOE JIEUEHHUE 3a CUET TOCYAapCTBa, U UX POAUTENN BIHYKICHBI
cobuparh CpeAcTBa I NPUOOPETEHUS YKa3aHHOIO IIpenapara CaMOCTOSTENBHO.

Knunuka ChildrensHospital LOS ANGELES rotosa B3sTh YibsiHy, Tak Kak 1o
BCEM MapaMeTpaM OHa MOAXOAUT Noj npenapar Zolgensma. CTouMOCTh Ipenapara
2.382.200 mau$. Uabekuuio BBoasT B CIIHA, u M3panire.

Ha ceronusmnuii newp yxe 19 nereét u3 Poccum (Juma Tumrynun, Karts
Pyb6unoBa, Martseit YenymranoB, AnHa HoBoxwunosa, 3axap KartkoB, Tumyp
Jmutpuenko, FOnuana CeipueBa u3 FOropcka!, Wnes PoxkoBckuii, EnusaBera
Kparoxuna, Apuemna Ilepcnesa, Auapuan Ilonemyk, Muma XykoB, CemeHbKOBa
Munana,puna IlecrakoBa,Bapsa PactoBa, ApreM MapteiHoB, fpocnas ['ein u
Ip.) CMOIVIM 3aKpbITh MHOTOMMJUTMOHHBIH COOp W TMOJYYUTh STOT 3aBETHBIN
npemnapart, 12 u3 HUX yAaJoch MPOWTH jJedeHue yxxe B Poccun. Mbl XoTuM, 4T00BI U
B Halllei ceMbe mpou3omwio 31o Yyno u YabsiHa ctana 20-M peOEHKOM, KTO MOTYYUT
IpaBO Ha KU3Hb!

B cBa3u ¢ maHaemMueil, HUMEITCS CIOKHOCTH C pacnpoCTpaHEHHEM
uH(dOpMaIIUH.

CamocTosTeNbHO cOOpaTh JAaHHYIO CYMMY JICHEKHBIX CPEJICTB HaM HE TOJ
cuny. K coxaynenuto, B Haile BpeMs 370pPOBbE CTOWT OUYEHb OOJBIINUX JICHET.
310pOBbE W JKM3HBb Haile gouepu oneHeHo B 2.382.200 moiutapoB. YMolisio,
MIOMOTHUTE CIAaCTH MOIO MAJIBIIKY. TSXKen0 cMOTpeTh, Korja TBol peOEHOK crabeeT
C KKJIbIM THEM y TeOs Ha TJia3ax.

[Tpomry Bac B cBsI3U ¢ U3I0KEHHBIM OKa3aTh HH(OOPMAIIMOHHOE B (PMHAHCOBOE
colieiicTBHE B cOOpe CPe/ICTB Ha JICUCHHE MOEH Jouepu AJEKCAaHAPOBOW YIIbSHEI.
[Toxxamyticta, oOpaTuTech K CBOEMY Hapoay, MPEANPHUHUMATEIAM, MPEAPUITUIM
Bamero ropona ¢ npocs00ii 0Okazarh MOCWIBHYIO MaTepualibHyto moMorls! Eciu
Kbl padoraronuii xxutenb XMAO mnepeenét Bcero ymmb 160 pyoieir, coop
oynet 3akpeiT! FOnmuane CeipuieBoii u3 ropoga FOropcka cmormu cobpaTh Takyro
CyMMY, MOJII0, HE OpocaiiTe u Hac B Toit Oeje!

C yBakeHHEM U HaJICKIO0U #%
Anekcannposa Jleiican MapceneBHa
PekBU3UTHI AJIs IEPEUNCIICHHUS:
Haumenopanne: BJIATOTBOPUTEJBHBIN ®OH/] "CEEPET Y XXWU3HB"

NHH: 6679128315
Pacuetnbii cuer: Ne40703810702500001148



HasBanue 6anka: TOUKA ITAO FAHKA "®K OTKPBITHUE"
BUK: 044525999

T'opon: MOCKBA

Kopp. cuet: 30101810845250000999

[Tonyuarens nnarexa: AnexkcanapoB Kupun AnexkceeBud

Homep cuera nomyuarens: 40817810867171115248

HammenoBanue 0anka: 3AITAJIHO-CUBUPCKOE OTAEJIEHMENe8647 T1AO
CBEPBEAHK

KoppecnonneHtckuii cuer:

buk:047102651

Kop.cuer:30101810800000000651

Nun:7707083893

Knm:860202001

[Tonyuarens nmnarexa: Anexkcanapona Jlelican MapceneBHa

Homep cuera nonyuarensi: 40817810667171668649

bank nonyuarens: 3AITAJIHO-CUBMPCKOE OTIAEJIEHMEN8647 TTAO
CBEPBAHK

nk:047102651

Kop.cuet:30101810800000000651

Nuu:7707083893
Kom:860202001

CHOuCcoK MPUIIOKEHHBIX TOKYMEHTOB:

1.Konus cBuaerenbcTBa 0 poxkaeHuu Anekcanaponoit Y.K.. or 25.09.2018r.
cepus [I-ITH Ne 821402

2. Konus 3axmoueHust «Mennko-I'enernueckoit koucynsrauun» r.Cypryt, mp.
Jlenuna 69/1 ot 29.02.2020r.

3. Konust MoJieKy/sipHO-T€HETUYEeCKOro uccieaoBanus ot 27.02.2020r..

4. Cuér u3 xmuanku ChildrensHospital LOS ANGELES

Bcro nHpopManmo MoXKHO ITOCMOTPETh Ha CTPAHUYKAX B COITMABHBIX CETAX:
https://m.vk.com/saveulyana

https://instagram.com/save_ulyana?igshid=5¢c395p65sxlh

Tenepenoprax 00 YibsiHe:

https://yandex.ru/video/preview/?filmld=48868201654 15257325 &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%B2
%D0%B0+%D1%82%D1%80%D0%BA+%D1%8E%D0%B3%D0%B0%D0%B
D%D1%81%D0%BA



https://vk.com/away.php?utf=1&to=https%3A%2F%2Fm.vk.com%2Fsaveulyana
https://vk.com/away.php?utf=1&to=https%3A%2F%2Finstagram.com%2Fsave_ulyana%3Figshid%3D5c395p65sxlh
https://yandex.ru/video/preview/?filmId=4886820165415257325&text=%D1%83%D0%BB%D1%8C%D1%8F%D0%BD%D0%B0+%D0%B0%D0%BB%D0%B5%D0%BA%D1%81%D0%B0%D0%BD%D0%B4%D1%80%D0%BE%D0%B2%D0%B0+%D1%82%D1%80%D0%BA+%D1%8E%D0%B3%D0%B0%D0%BD%D1%81%D0%BA
https://yandex.ru/video/preview/?filmId=4886820165415257325&text=%D1%83%D0%BB%D1%8C%D1%8F%D0%BD%D0%B0+%D0%B0%D0%BB%D0%B5%D0%BA%D1%81%D0%B0%D0%BD%D0%B4%D1%80%D0%BE%D0%B2%D0%B0+%D1%82%D1%80%D0%BA+%D1%8E%D0%B3%D0%B0%D0%BD%D1%81%D0%BA
https://yandex.ru/video/preview/?filmId=4886820165415257325&text=%D1%83%D0%BB%D1%8C%D1%8F%D0%BD%D0%B0+%D0%B0%D0%BB%D0%B5%D0%BA%D1%81%D0%B0%D0%BD%D0%B4%D1%80%D0%BE%D0%B2%D0%B0+%D1%82%D1%80%D0%BA+%D1%8E%D0%B3%D0%B0%D0%BD%D1%81%D0%BA
https://yandex.ru/video/preview/?filmId=4886820165415257325&text=%D1%83%D0%BB%D1%8C%D1%8F%D0%BD%D0%B0+%D0%B0%D0%BB%D0%B5%D0%BA%D1%81%D0%B0%D0%BD%D0%B4%D1%80%D0%BE%D0%B2%D0%B0+%D1%82%D1%80%D0%BA+%D1%8E%D0%B3%D0%B0%D0%BD%D1%81%D0%BA
https://yandex.ru/video/preview/?filmId=4886820165415257325&text=%D1%83%D0%BB%D1%8C%D1%8F%D0%BD%D0%B0+%D0%B0%D0%BB%D0%B5%D0%BA%D1%81%D0%B0%D0%BD%D0%B4%D1%80%D0%BE%D0%B2%D0%B0+%D1%82%D1%80%D0%BA+%D1%8E%D0%B3%D0%B0%D0%BD%D1%81%D0%BA
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BY XMAO-IOrps «Oxpy®uoil kKapamoaorndeckuii amcmancep
«lleHTp AMATHOCTHKN H CCPACHHO-COCYAHCTOR XMpYypruu»

MeanKO-reHeTHYECKAs KOHCYJbTANHSA
r.Cypryt, np.Jleauna 69/1, rea. 52-85-18

3AKJIIOYEHHME

®.J1.0.: AJJEKCAHJIPOBA VJIbSIHA KHUPUJUIOBHA
Jara poxaenns: 25.09.2018

Jlnarnos: CriuHanbHas MbIICYHAs arpo¢us I THIIA, FOMO3KIOTHAs ACNCIHA
9k30HOB 7, 8 rera SMN1. Jlebunut Beca.

PexoMeHammu:

- Habmonenne HEBpOIOra o MECTY KATEIbCTBA

- TocnmTamasamus B Hesponorugeckoe otaenenue HOJIKD

- [ToBropHasi KOHCYJIbTAIlMs FEHETHKA 110 Tpe/IBapHTEIbHOM 3aIUCH, C
HaInpapJIeHUEM H3 MONTHKIHHAKHA [0 MECTY JKHUTEIbCTBA

Jlara: 29 despans 2020 r. Bpau: Ilonosa Esre




BY "Oxpyxwofl xapanosoruuecxul ucmueep ;ucmp AHATHOCTHKH M CEPACHHO-COCYAMCTON XHpPYprin™
XM, Jleramn, 69/1

JIO Meanka-reHeTwieckas KOHCYLTaLHS
: Heonaransnsift cxpimur, npoba Ne |
HB: 50903/2018; ®HO: AJIEKCAH/IPOBA Y. K.; Bospact:1 roz; INox: XKencxu#t; Monpaanenenne: KO MEJMKO-
EHETHYECKASA KOHCYJIbTALMA; Bpau: Monosa E. B.

| Haumenosanue: Pesyasrar: Enmm.: | Hopsa: | Tpasesany:
Hcenenosanne yposus ' ‘ |
henmnananuna 8 Xposy 0,709 /AR I W
axuovenue:BAPHAHT HOPMbI. =

30.01.2020 13:14 Jlowxuu JI. A. 7%

BY "Oxpynofl kapanonorsieckuit aucnancep "LIeHTp ARArHOCTHKY 1 CEPACHHO-COCYANCTON XUpYypriun”
XMAO-10rpa, CypryT, np-1 Jicwina, 69/1
JIO MeAHKO-TeHETHYECKAR KOHCYABTALUNA
Monexyaspro-reneTiteckoe HeeneaoBanne aeaewtit 7-ro/ win 8-ro k30408 rea SMN1 (cnunanssas aupoTpodus) B
Kpos#, npoba Ne 158
HB: 50903/2018; ®HO: AJIEKCAH/IPOBA V. K.; Boapacr:1 roa; TMoa: Xencxuh; Moapasaenenne: KO MEJIHKO-
TEHETHYECKASA KOHCVYJIbTALIMS; Bpau: lMonosa E. B.
| Haumenosanue: | Pesynrar: | Ensom.: | Hopwa: | Tpusesanne: |
3axmovenue: Tlo pesynbTaTam GparMeHTHOrO ananisa obpasua resomiolt JIHK obuapyxeia FTOMOaurorsas
aeacuns 3x30108 7, 8 rewa SMNI.,

27.02.2020 16:21 Jlowxun J1. A.

BY "OxpyxHoii xapamonoruaeckutt ascnancep "LICHTp AHArHOCTHKN i CEPACHHO-COCYAMCTOR XHPYpPrin”
Cypryr, np-1 flenuna, 69/1
JIO MeanKo-reHeTHHECKaR KORCYABTALLIA
e msagmmmmcommmnmwmmn npoba Ne 9
g 3 : AJIEK AHJU’OBAY.K.;Bmlmmnu:Xem:ﬂomKJIOMEMO-
TEHETHYECKASA KOHCYJIbTALIMS; Bpau: [Tonosa E. B.

| Hamvenosanne: Pesynprar: Ensm.: Hopwma: Tpumesanne:
Anauun HOPMA

HEIHAYHTENBHOE

I MOBLILCHHE
Tanuns HOPMA
i HOPMA
HOPMA

Jlefiwn : HOPMA
lMcmonuu HEIHAUHTENBHOE
y NOBHILIEHHE AT
Jlasun i HOPMA A — s 7=




Children’s
Hospltol
_lOS ANGELES!

CENTER FOR
GLOBAL HEALTH

April 23, 2020

Invoice
Patient Name: Uliana Aleksandrova DOB: September 25, 2018

Address: Division of Neurology
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 medical 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 to 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 let you
know by email.

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

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

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

click: https://chla.flywire.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 propose additional charges before moving forward. At that time, we will need to secure payment before continuing
services. Upon completion of your child’s final visit, Children’s Hospital Los Angeles will provide an itemized statement and
reconcile 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,

Mona Lisa Navarro, MSW | International Case Coordinator
Center for Global Health — International Patient Services
Children's Hospital Los Angeles

4650 Sunset Blvd., MS#166 | Los Angeles, CA 90027
Phone: +1.323.361.8737 | Fax: +1.323.361.3878 | miInavarro@chla.usc.edu

4650 Sunset Blvd. | los Angeles, CA 90027 | 323.660.2450 | CHLA.org



