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B «Momols Cembsiv CMA» F

BUK 6aHka: 0:
i) WHH doHaa: 7

Homep cyeTa nonydarens

121 MNIH py61er Ha cnaceHue YXU3HU @alicehelp21

OT: ®neiim AnéHbl BnagucnaBoBHbI

414057, r. AcTpaxaHb,

Hukonas OCTpoBCKOro yii.

[.144A, kB.88

KoHTakTHbIN Ten.: +7 (965) 453-95-50

Komy:

OcHoBatento paauo «MJISXK>»
Anekcangpy IOpyeHko

YBaxxaeMblii, Anekcanzap lOpuenko!

MbI, NpocTasi ceMbs U3 r.ACTpaxaHu, MPOCUM CMOHCOPCKOWM MOMOLLM ANs
Haluen goyepn KouetkoBown Anuncekl MiBaHoBHbI, 07.12.2020 r.p. B Tpu Mecsua
Havana NposiBNATbCS 60ne3Hb, 400 HE MOrM NOCTaBUTb AMArHO3.
10.08.2021 npuwwino noaTBEp)KAEHNE XU3HEYTPOXKaKoLLEero AvarHo3a -
CnuHanbHas MbiweyHas ATpodus 1 Tuna (CMA) ¢ BsnbIM TeTpanapesom C
YMEPEHHO BblPaXKEHHbIM 6yNbb6apHbIM HapyLleHeM. Ha AaHHbIN MOMEHT
Anuca Ha annapate WMBJ1, ee Mbiwwubl aTpodupytoTcsi, Heobxoanmo
MHHOBALIMOHHOE NleYeHne reHHbIM npenapaToMm - «Zolgensma» (Heobxoamma
oaHa nHgy3us). OT rocyaapcTsa BblAENSETCS Apyroe NOXU3HEHHOe ledyeHne
npenapaToM «Spinraza» n K coxxaneHuto, obecrneveHne Ha4yanocb NO34HO.
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CroumocTb npenapata «Zolgensma» B Poccum 3admkcpoBaHa Ha OTMETKe

121 MAH. pybnen*, 4yTo ABNSIETCS HEMOCUILHON CYMMOW ANSl HALLEN CEMbM.
OTKpbIT cbop cpeacts, HaM nomoraet ¢oHa: bd «lMomowb CeMbsiM CMA» 1
B® «Mapuu JleoHTbEBOW»

Ha 03 masa 2022 cobpaHo: 42.729.523 py6.

MNMpocmM Bac oka3aTb 61aroTBOpMTENbHYHO CMOHCOPCKYIO NOMOLWb. B cnyyae
cornacus npocMM NepeyncinTb AeHeXHble cpeacTBa no NtobbiM pekBU3UTaM
HWXe:

PekBU3UTbI NOMOLLN:

B® «Momouwb Cembssm CMA>»
BUK 6aHka: 044030723

K/C: 30101810100000000723

®-J1 "CEBEPHAS! CTOJIMLIA" AO "PAN®OAN3EHBAHK" B ropoae CaHKT-
MNetepbypre.

WNHH/KMM ¢donaa: 7842180389/784201001
Homep cyeTa nonydatens: 40703810403000001069

HasHaueHue nnatexa: bnaroTBopuTenbHOE NOXepTBOBaHWE Anst AnNUChI
KoueTkoBoM

[AvpekTop ®oHaa: KypMblwknH AnekcaHap AnekcaHapoBuY — AEWUCTBYET Ha
OCHOBaHWW YcTaBa

Bb® «Mapumu JleoHTbeBOW>»

BUK 6aHka: 044525225

K/C: 30101810400000000225

MAO CBEPBAHK Agpec BCI1 r. Mockga, r. Tpouuk, M-H B, 37A, nom.4
WNHH/KIM ¢donaa: 7751188246/775101001

Homep cyeTta nonyyatens: 40701810938000005544

HasHadeHune nnatexa: bnaroTBopuTenibHOE NoXepTeoBaHWe A Annchl
KoueTkoBoW
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[AvnpekTop ®oHaa: JleoHTbeB Myxann BacunbeBuy — AelCTByeT Ha

OCHOBaHUW YCTaBa

PekBuU3nTbI poanTenen:

C6epbaHk CuéT:

Monyuatens: ®nevim AnéHa BnagmncnasosHa (Mama)

Homep cuéta: 40817810005009546099

BbaHk nonyyatens: ACTPAXAHCKOE OTAEJIEHUE N8625 MNMAO CBEPBAHK
BUK: 041203602

KoppecnoHaeHTckuii cuét: 30101810500000000602

NHH: 7707083893

Cyét B «<POCBAHK>»

Monyyatens: ®neiim AnéHa BnagmncnasoBHa (Mama)

Homep cuéta: 40817810451190009938

BaHk nonyyatens: KOxHbI punman MAO «POCBAHK» PocTtoB-Ha-[oHy
B/K: 046015239

KoppecnonaeHTckuin cyét: 30101810400000000239

Cyét B «TUHbKOO®»

Monyyatens: ®nenm AnéHa BnaancnaBoBHa (Mama)
Homep cuéra: 40817810300018345872

baHk nonyyatens: AO «TuHbkOPD BaHk»

BUK: 044525974

KoppecnoHaeHTckuii cuét: 30101810145250000974

NHH: 7710140679



06s13yeMcs NpeAoCTaBUTb NOJHbLIN OTYET O PACXOA0BaHUM AEHEXHBIX
CpeAcTB C NpeaocTaB/ieHMeM NOATBEPXKAAIOWMX pacxoabl AOKYMEHTOB - MO
TpeboBaHuio.

C YBaxeHueM, ceMbst Anncbl KouyeTkoBoM, . ACTpaxaHb.

*CMMU o ctommocTn Zolgensma B Poccumn

1. https://takiedela.ru/news/2021/11/09/skidka-na-zolgensmu/
https://rusfond.ru/news/1582
3. https://www.asi.org.ru/news/2021/11/10/v-rossii-upala-czena-na-

zolgensma/

Hawa crtpaHunyka B MHcTarpam @alicehelp21

Hawa nHdopmaums no ceoinke https://taplink.cc/alicehelp21

CMWM O HAC: https://socprofile.com/alicehelp21

Ha ntobble BOMPOCbl MOXEM OTBETUTb MO KOHTaKTHOMY TenedoHy: +7 (965)
453-95-50


https://takiedela.ru/news/2021/11/09/skidka-na-zolgensmu/
https://rusfond.ru/news/1582
https://www.asi.org.ru/news/2021/11/10/v-rossii-upala-czena-na-zolgensma/
https://www.asi.org.ru/news/2021/11/10/v-rossii-upala-czena-na-zolgensma/
https://taplink.cc/alicehelp21
https://socprofile.com/alicehelp21
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Wmﬁmmoeynmmme 115522 r. Mocwma, ya. Mockmopewae, 2. |

HMEHH AKAJIEMHKA H.IL BOYKOBA" Daxc +7(499)3240702
09848740

"MEJAHKO-TEHETHYECKWI HAYYHBIH LEHTP Tex +3(495)111-0303
JlaGopaTopusi MOIEKYISPHO-TeHETHYECKOH AuarHocTHry | Ill“ “n
o000

IMynx npefickypanta 4.5.24 Onpeoeaenue wucaa xonui 2enoe SMN1, SMN2 (kposs ¢ IJTA)
Qamunnn Kovemxosa Aruca Heanoena

Opranmsauns HO3CuP MI'K 2. Acmpaxans

Bpau Hccredosanue nasuaveno 8 pezucmpamype

Pesyanrare AHK-anaausa: Homep 053692280  Kapra 18836/202]
AHK ) SMN1 ex 7-8 SMNZ ex 7-8
Seliy | Imesaw- 0 onwit 2 xonuw
3axmouenue:

Hposeoen anarus wucia xonuii 2enos SMN memooom MLPA 0asn Kovemxoeoi Anucw Heanoenw. B
pesyismame uccaedosanus sapeucmpuposano n=0 xonui sxsonoe 7-8 2ena SMN1, n=2 xonuu
axzonoe 7-8 2ena SMN2.

Taxum ofipasom, y Kovemxosoit Arucw Heanoenm awsesena oeaeyun sxsonos 7-8 zena SMN1 &
20Mo3U20muOM cocmoiuu. JTuazno3 CnunaisHas MuEesHas ampodius noomeepicoen
MOAEKVAAPHO-2EHEMUNECKUM MEMOOOM.

Pe3yasmam MoneKyanpo-2eHenuuecxkoeo ananusa Moxcem Guimes 8EPHO UNMEPNPEMUPOCAN MOLKO
apavom.

Jara: 10.08.2021

/ 3as. naboparopueil, K.M.H. (Ilaruna O.A.)




PesynpTaTer KoHCMIMYyMa

Koncunuym
8 cocrase:
1.rNABHOM0 BHEWTATHOrO CNEeYWanucTa no AETCKOR HeBponorvM Kommreta
JAPABOOXPAHEHMA . ACTpaxanu KMH UouoHmew X.M.
2.M.0. 3aMeCTUTENR rNapHoro spava no nevweGHoil paGore FBY3 A0 «OAKE wm.
H.H.Cunuuesoit»  annepronora- WMMyHonora kmH Kpacunosodl E.B.
3 spaya-Hesponora AxTEMHOW E.A. CneuwanucTa no NanimaTMeHol mepeunHckoR
nomou .
4. spava -rewetwka Conpywosoit W.B.
5. Bpavya-Hesponora MNarasa fleiinsl BUNANOBHY.

Uens NMYMA- KOHCYNbTAUMA 8 GEeACPAnbHOM UeHTpe r.MOCKSBH C uenbi
ONPEAeNneHns TAKTUKW NATOMEHETUYECKOrD  NedeHns.

C aHaMHe30M O3HAKOMNEHM .
HespoNoruvecknil CTaATyc: B CO3IHAHMW, HA OCMOTP pearupyer AnpoepenumpoBaHoTaneT
PYHKH K MrpymKe, HO He yaepxusaer ee..\depen gedopuuposad cnesa.uMH- 3pexue
COXPAHEHO, FNA3HLIE WENH OAMHAKOBM C OBGEUX CTPOM, O6LEM ABUKEHWA B NONHOM
obueM. . /MU0 cuvmeTpuuHoe. .ECT cama, AOKAPMIMBAGTCA  3JOHAOM.[0noc Tuxwit.Nosoporw
rnosu 3aTPyAHeHs . .FON0BY He yAepxusaeT, He nepesopayuBaeTCs, He cuauT, HeT
ONOPH . CTOHN POTUPOBAHL KHApyx#.lpoGa Ha TPakywio OTPpUUATENbHan . .CoxpaHeHs
AKTHOHME ADMXEHHA B BEPXHUX KOHEMHOCTAX, B HUXHMX NPOMIBONLHWE ABUNMEHMA B
NaNbYMKOBMX OTAENax . KOHTPAKTYpPs B8 KONEHHHX W FONeHOCTONHNX cycrasax.Anddy3Han
MLEYHAR [UNOTOHUA, apednexcun . oebpunaunil Her.
Tpoduuecknil CTATYC COXpaHew..Macca AONXENCTBYWUAA macca 6830, fakTuueckan 6730 .
Oprass AMXATeNsHOR CHCTeMu: Y. 42 B MuH.MepHopansHoro uwanosza Het.Carvypauus
Kncnopoaa 96%-97%. .AyCKyNLTATHBHO B NErkux XecTkosaroe Auxawue. Ha KT rpygwold or
04.08.21- npu3anaku Mpo.‘l’.ﬂ“?l!ﬁl C1,C2,C3,C6. Npasoro nerkoro. onbpo3nue
WIMEHEHUA C O0BGenX CTOPOM-NOCTKOBUAHAR NHEBMONWA .
CepABYHOCOCYANCTAR CHCTEMA- YMEPeHHAA TaxuKapana A0 150 B MuH .IpaHnuM We
pacumpens. TOHN  ACHLE, pUTMUYHLIE . HA IXO-KC -mapc, 000.
KeNyAOUHO - KHEeUnl TPAKT - CLEAAEeT 100M) YACTHL CAMOCTOATE/ILHO,MACTL Mepes
HAZOracTpanskelil 30HA.MONEPXMBAHNA HET . NeueHb He yBeNuyeHa, cene3eHka He
nanenupyertca. Cryn cuocroa‘reabmﬂ AN3YpHKA HeT.
Ha OCHOBANWMK KNWHUKO-Trexer 0 obcnep y p NOATBEPNARH  AWArHO3
CMA-1 THN C BANKM TETPANAPEe3OM C YMEPeHO BHpPAXeHHLM an Hapywexnew, rpy6oi
3aepxKoil MOTOPHOrO PAa3BUTHA, PAIBUTHEM KOHTPaKTYp
Pesymrar JIHK nomep 053683894 3aperncrpuponano orcyTerane curnana,coorser. daony 7 rena SMNLITosroproe
obcaeaonamin pesymarar JIHK anannsa womep 053690585 xapra 18836/2021. Oxsoi 7 we ofinapyxen.Jaxmovenne
NONCK ALNCUH 7-8 rema SMN1 y Koverxonoii Aancit Hsarons. B pesymrare nccaeponammm y
mepmm 7 rewa SMN1 (NM 000344) 5 romossroTHOM COCTORNMM.
J1MAruo3 COMMATLHON MLILCUMOH ITPODIM NOLTBEPALEH MONCKYRPHO- TEHETHHECKIMM MeTOAMN.29.07.2021 3an.
Naboparopweit KMH Wlaruma OA. «Meguxo-reneniveckiii naysnsii uenrp imenn axasesima H.I1 Bouxosa.
Asanu3 xonwit ymcna rexos CMA-2 8 paGorte.
PEKOMEHYETCA TENeKOHCYNbTauus 8 ¢egepansuom uewtpe PAKBE r.Mocksa C uenso
ONPeACNeNNA TAKTUKM NATOreMeTHUECKOR Tepanuu.POANTENN HACTANDAOT HA NeveHnt
npenpaTom -3onrewcMa.

Nognucy ;

1.7NABHOM0 BHEWTATHOrO CNEYWanucTa no AETCKOR HeBpONOrvm xouunn
JAPABOOXPAHEHNA I ACTpaxann KMH Louonuaw X .M./

2.M.0. 3amecTuTeNns rnasworo spava no neye6woid pabore rby3 Ao -ogs
H.H.Cunuwesoil»  ANNepronora- MMMyHoNora KmH Kpacwnosod E.B./ W/

3. Bpava-w ra_ Avmowwkoil E.A. cneysanucra no nannawart
nwo.c% ’ /
4. Bpava -redetuka Conpywosod W.B./ 7/ 7

5. apava-wesponora Narasa Nednw Bunanoaw. IM




Report Anti-AAV9 titer estimation in human serum

Specimen information

Specimen unique identifier  8910100493-1

Specimen receipt date 02:Sep-2021
s W~ AD
Test Reporting
Test requested by
POS/NEG anti AAVY igG rr‘ry;»-m'
Inferred Clinical Significance (ICS): diution ratic
if endpoint dilution ratio is 1:50 o a lower — i
AAVO ’ NEG 125
e NEG 1.50
if endpoint dilution ratio 1:100 or a higher Lot 3. =
dilution patient exhibits Positive IgG response to : :”
o =1—=
Test Result

Estimated anti AAV9 Inferred
Test number Test date IgG endpoint dilution Clinical
ratio Significance

89101004931 NA 2100583 3-Sep-2021 <1125 NEG

Specimen unique Subject

identifier number

The test was performed using the Virochinics Anti- human IgG ELISA method VC-M178-2 effective 05-Jul-2019. For _
mwmumnw Virology Services, Rienk Jeeninga (Jeeninga@virockinics com)

R N s
™ - Virochnics

hitps /Awww viroclinics com/aave/ Anows your target
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