AIMUHUCTPALIMA
'JIABBI UTIPABUTEJILCTBA
KAPAYAEBO-UEPKECCKOM PECITY BJIMKH

YIIPABJIEHUE PyKOBOL‘[HTEJ’[ﬂM HCIIOJIHUTEJ/IbHbBIX
IJIABBI M1 ITIPABUTEJIbCTBA OpraHoB rocyJapCcTBeHHOI BJIACTH
KAPAYAEBO-UEPKECCKOM PECITYBJIMKH KapauaeBo-Yepkecckoii Pecny0oinnkw,
MO PABOTE C OBPAILIEHUSIMHA T'PAYKIIAH
1 OPTAHM3ALIAN rJ1aBamM aAMHHHCTPALHI FOPOACKHX
na. Jlenuna, Lom llpaButenbcraa. Yepkecck. OprrOB H MyH“H""?lﬂBHHX paﬁOHOB
Kapauaeso-Yepkecckas Pecnyonnka, 369000 KapaqaeBO-qepKeCCKOﬁ PeCHyGJIHKu
e, (8782) 26-65-00, pakc (8782) 26-65-00
e-mail: kchr_pisma@mail.ru (HO Cﬂ“CKy)
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Hanpasnsiem s cBeleHus M paboTel oOpaleHue, TMOCTYIHBIICE B
Amvunuctpanuto [nasel v [paButenscrsa Kapauaeso-Hepkecckoi PecrryOnuku.

Asrtop: Komaposa Anacracus. )

HavanbHuk YnpabieHus / E.B.benskosa
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Ikybyesa AnbOuHa [pkosinambeKkoBHa




Yrs, 2 Jek 2021 9:23

FW: ObpalleHue K pykoBOACTBY

OT: Anmunmctpauws Imass u MNpasutenscraa KYP <gov@kehr.ru>

Komy: kehr_pisma@mail.ru <kchr_pisma@mail.ru>

From: AHacracus Komaposa [mailto:bukrei-19-86@yandex.ru]
Sent: Thursday, December 2, 2021 9:19 AM

To: pressinfo@bk.ru
Subject: ObpalleHne K pykoBOACTBY

[oGpbli geHb!

Mpolwuy nepegarb UHDOPMALMIO NULLAM NMPUHUMAIOLLIMM PELLEHUS. B Mupe coumanbHOro HepaBeHCTBa U CUTyaLuu rae AoCTYNHOCTb
MHHOBALWMOHHBIX NEeKapCTBEHHbIX NPenapaToB O4eHb HU3Kas Mbl IPOCUM BaM OTKIMKHYTLCA Ha Hally npocbOy, N3y4nTb AOKYMEHTbI 1
MPVHATB peLeHne Ha OCHOBaHMM NONyYeHHON MHopMaLun.

MpocuM okasaTb MaTepuarnbHyto NoAAepx)Ky 6naroTBopuTensHoMy c6opy, koTopbii NpoxoauT B hoHae “"lMomoratb nerko" (an no4ra
info@pomogat-legko.ru, TenedoH 8 (8442) 50-22-06, MHH 3459054398 OI'PH 1143400001733)

CCbINKa Ha caiT BnarotBopuTensHO doHaa. (Tak Xe Mo AaHHOW CCbifke OKYMEHTbI C obocHoBaHueM cbopa, AOKYMEHTbI C
[MarHo3oM, BbIMUCKHOW aNuKpu13)

https://pomogat-legko.ru/help-is-needed/khudoyan-artur/

Bo BMOXEHUM MUCLMO C NOAPOBHOI MHdopMaumelt ¢ uctopuen pebeHka.

Tak e BClo Mchopmau,mo Bbl CMOXETE Mony4nTb Ha CTpaHuuax B couuanbHbIX CeTAX:

OduumanbHas cTpaHmua cbopa B coumanbHbIX CeTsX: https://www.instagram.com/help_artur_smat/

OdbumumanbHas cTpaHnua cbopa B BkoHTakTe: https://vk.com/artur_sma

BAXKHO! dunaHcosas uxdopmauma!ll!

Jns komnanuii ( UM) BO3MOXHO Nosy4eHne Bbi4eTa 1 yMeHbLUIeH!e Hanoroo6naraemon 6a3bl, Ans 6onee noapobHo MHdopauuu
MOXHO OBPAaTUTLCS! B HANOroBbIi OpraH Mo MecTy BeAeHus GusHeca

NSt M3anyeckyx NuL, BO3MOXHO MOJTyYeHNe HasloroBoro BbldeTa. IMopsAoK NPeaoCTaBnNeHns CoUuarnbHOro HarnoroBoro Bbi4eTa no
pacxofdaM Ha 6raroTBopuTENbHOCT YCTaHOBIIEH M. 1 cT. 219 HanoroBoro Koaekca.

YOHT-AY

Mb! MPOCUM OKa3aTb Ham MOMOLLL OHUM U3 BO3MOXHbIX AiNsi Bac crnoco6oB: 00{ / ﬁz 0[/



1. MaTepuarnsHas NoMoLLb OT KomMnaHuu™ (Bbl CMOXeTe nonyynTs HaroroBbii BbIYeT)
2. [luyHasi maTepuanbHas nomolls™ ( Bbl cmoxeTe nony4uTte HanoroBbIi BbIYET)

3. ViHchopMaLMOHHas NoaAepkKa: pacnpocTpaHnTh MHHOPMALMIO CPEAV BALLMX KITMEHTOB 1 COTPYAHWUKOB, NapTHepoB. Mbi
NpeaocTaBiUM Matepuan Ansi PacchiNok 1 pasMeLLeHy Ha TeppUTOpUM OpraHusaLiti.

4. MomoLwb B o6patieHn K CMU unu ny6nuyHeIM nuuam, Ans oCBELLeHUA nHopmaumm.lpo Hac CHAT PONMK Ha CMNAC TB.

° chmumaanoe_OGpau.l,eHMe_pyKOBoanen|o_opraHM3auV|M_OT_KoMaH,u,bl_BOHOHTepoa(1) (1).pdf



Obpawenue K pyKoeoOUmeio Op2anu3auuu, yupeoumento
C bonvuium yeaxcenuem U HadeHcoou Ha ROOOEPHCKY, NPOCUM O3HAKOMUMbCA C ucmopuei
pebenka. Xyoosn Apmyp [oicusanosuy,18.09.2020
Mp1 Komanoa 6010HmMePos pebenka ¢ ouaznozom CRUHATbHO- MbLUIEYHAA ampoPus, 1 mun,

Ponurtenun:
Xyooan Cuma Kuszesna, 18.03.1999 2.p
Xyooan Ilncusan Muwaesuy, 16.07.1990 2.p

Pebenok:
Xyoosn Apmyp Jicusanosuy,18.09.2020

Huaznos:
chunanvio muiueunas ampogus 1 mun
. [uaeno3 ycmanoenen.

Oobocrnosanue coopa:

Apmyp He nooxooum noo Kkpumepuu
Tocyoapcmeennozo 6nazomeopumenbHo
gonoa «Kpyz dobpay no obecneuenuio e2o

npenapamom 0N 2eHHOU mepanuu
ZOLGENSMA om xomnanuu NOVARTIS.

V> .

Hpuuuna omkasa co cmoponst @onoa «Kpye Joopay:

Ha momenm ype2ynupoeanusi G1opoKpamudeckux npoyeoyp no pabome gonda (anpenv 2021 2)
Apmypy ucnonnunoce 7 mecsayes u HauL y4acmrogulll 6pai Heepoio2 ( Kpacnooapckuii kpati) ne
nodana 3as6Ky CCbilaACh HA Kpumepuu eospacma. 11o napamempam komnanuu NOVARTIS,
xomopas max dice coanacosana 6 EC u CLLIA Apmyp nonnocmulo coomeemcmeyem Kpumepuim
nocmanoexu npenapama. IToomomy mor 6edem cO0p 0115 NOLYUeHUs. 2eHHOT MePanuu Ha
KkoMMmepHeckoil ocroee yepe3 Bnazomeopumenvhvie QOHObI.

Xynosin Aprypa 18.09.2020 r. p., poauincs B KpacHonapckoM Kpae ropoi AnmepoHck. B koHue
Hos6ps 2020 roxa ( 22.11.2020) ApTypy MOCTaBIEH JUarHo3 —CMHHAIBLHA MbIIIEHA arpodus
1 Tun. CMA (1THI) — 3TO IPOrPECCUPYIOIIEE HEPBHO-MBIIICTHOE 3aboeBaHue ¢ ayTOCOMHO-
pelleCCUBHBIM THIIOM HaclieloBaHus. Bce HOKyMEHTHI € IOATBEPIKICHHBIM IMarHO30M
TpHIararoTcs K JaHHOMY MMUChMY.

JlarHOe 3a60JIeBaHue OTHAMAET Y peGeHKa CIOCOOHOCTD JABUTAThCA, IIOTATh U ABIIIATE.
MHTEIUIEKT IPH 3TOM MOJHOCTBIO coxpaHsercs. B neyennn CMA BaXHO BpeMs MOTYHCHUA
tepamun. Bes nedenns nern ymuparoT. CMA npusHaHa caMbIM pacipOCTpaHCHHEIM ICHETHHECKIM
3a00/IeBaHNEM C BEICOKUM YPOBHEM JIETCKO CMEPTHOCTH.

C sBaps 110 uronb 2021 rofa ApTyp Haxomwics B peaHuMauuu. B urone 2021 roga ApTypa Ha
peanuMoGue Tpancroptuposanu B ®I'AY HaunoHanbHbIH MEAUIMHCKUM UCCIIeI0BaTENbCKII
ueHTp 3n0poBba eteit Munsapasa Poccuu . Mocksa. Bpaun HMII3/I momMoru nepeBecTu
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Aprypa Ha apixanue ¢ momomeio HUBJL. Aptyp ¢ poauTessiMu ceifuac naxoautcsi B MOCKBe 1
MPOXOIHT KypC peabMIINTaLUH.

B TeKymuii MOMEHT B MUP€E MPUMEHSETCS TEHHAs Tepanus OT KOMIIaHuH NOVARTIS.
IIpenapar OnacemHoreH aGemapBoBek (onasemnogene abeparvovec, AVXS-101) npeacrapiseT
co6oii reHOTeparieBTHYECKOE JIeYeHHe Ha OCHOBE BekTopa AAVY, mocrie eIMHCTBEHHOH JIO3bI
obecneunBaroliee 3aMeHy OTCYTCTBYHOILETrO WK 1e(HEKTHOTO IeHa SMNI1 Ha ero ¢pyHKUHOHAIBHYIO
KkorHio Ge3 mamenenus JIHK peGerka. ITorom cTaHOBHTCS HOpMalbHas BEIpaboTKa oenxa SMN —
W COOTBETCTBYIOIEE NPeKPAIIeHHe IPOrPecCHPOBAHMS CIIHHATLHOH MBILIEYHOM aTpodun.

CrouMocTh reHHoil Tepanuu B P® cocrasiasier 121 munH pyGuei.

JlaHHBI Npenapar B MPOLECCe PErUCTPALUK Ha TEPPUTOPHH P® 1 COOTBETCTBEHHO MOXKET OBITH
NpUOGPETEH TOIBKO Ha KOMMEPYECKO OCHOBE 41€pE3 GNaroTBOpUTEIBHEIE COOPBHI.

Ha texymuii momeHnT B PO Gonee yxe Gonee 80 aeteii noiy4nin T'eHHYIO Tepanuio npenaparoMm
ZOLGENSMA, MBI BUZIMM pe3yJIbTaT y JIETEH KTO YIKE NOIYYHII ITpernapar, Mbl obmraemcs ¢
POUTENAMH ¥ TIOHUMAEM, YTO 3TO €AMHCTBEHHBIH MyTh JUIS TOTO, ITO OB APTYp CMOT JXHUTh.

Craructuka o Poccun Takas:

57 3aKpHITHIX 6IArOTBOPUTENBHBIX OOpa ¥ YacTh ACTEH OKUIAIOT MOy ICHHUA JIekapeTBa

15 nereit uz Poccun nomyuwnu npenapat of NOVARTIS Ha ycioBUAX JI0TEpEH OT KOMITAHHH.

8 ManbILIel MOyYHIIN WU B ITpolecce MOoy4eHHd penapar oT NOVARTIS ot B® «Kpyra 1o6pa»

Bobiuasi 4acTb cOOPOB ABJSIOTCS HAPOJHBIMH, & TAKXKE MX 3aKPBIBAIOT KPYITHBIC MELICHATHI. N3
U3BECTHBIX HaM, 3TO:
e Anumep YcMaHOB
Bnagumup Jlvicun
Anppeit Cxou
Hrops ANTyIIKUH

MbI o6pamaemcst K Bam 32 moMomp10, TaK KaK 'y ceMbH HET TAKHX CPEICTB. CeMbst
MHoTOjIeTHasl, paGoTarolasi, Tpoe feTeil, ApTyp caMblii MJIAJIIIH, 2 /LIS JAHHOTO
3a0oJieBaHUS CaMoOe€ IJIAaBHOE HE NMOTePSIThH BpeMsl.

BaskHO OHMMATh TO, YTO KAK BbI BHANTE HA PHMepe 3Toii ceMbH, PeOEHOK ¢ CMA moxeTr
POAUTHLCS U TaM, IIe €CTh COBEPLIEHHO 310POBbIE 1CTH. CMA — 3T0 reHeTHY€eCKOe
3afoJieBaHHE U He HMeeT COLMAJILHOr0 XapaKrepa.

Me1 BezieM cGop yxke 11 MecsileB, Ha JaHHBIH MOMEHT cOOpaHa CyMMY YyTb Goiiee 7 MUNIMOHOB
py6neii. Bee oT4eTH y HAC TIPEICTABICHBI B CONMATIBHBIX CCTAX. ®onppl OepyT Ha cebs JacTh
00s13aTebCTB 10 3aKPBITHIO cOopa.

Ecnu coename npocmoii paciem, mo 015 3aKpblmus coopa mpebyemca 100
6nazomeopumeneii ¢ cymmoti 4ymo 6onee 1 Munnuona pybnet, Komopyio
6r1a20meopument CMO2yn ONMUMU3UPOSAMb 4epe3 HALO20bLIL Ebl4em.




Mol npocum oKa3amb NOMOULL OOHUM U3 603MOMNCHDLX 0714 6ac cnocobos:

1. MarepuasnbsHas TOMOIIE OT KoMranuu* (BeI CMOXETE MOy HTh HaJIOrOBBIi BBIYET)

2. Jludnas MaTepuaibHas moMous™* ( Bel cMOXETE MOTYyIHUTh HaJIOTOBEII BBIYET)

3. UapopMaumoHHas TOIEPIKKA: pacpOCTPaHUTh MHGPOPMALMIO CPE/IN BAIIMX KIIMEHTOB U
COTPYAHMKOB. MBI PEJOCTaBUM MaTeprall I pacChUIOK M pasMEIICHAN Ha TEPPUTOPHUH
OpraHM3alkHy.

4. Tlomoms B o6pamenn kK CMHW uin myOauaHEIM JTMUAM, U OCBCLICHNAA uHbOpMaIH.
ITpo nac cuat ponuk Ha CITAC TB.

APpTYp SIBJIsIETCS NOAONEYHBIM 0JIar0TBOPUTETLHBIX (¢hoHn0B:
E® «MomoraTb nerko» ( https://pomogat-legko.ru/) MHH 3459054398

B® «Mapuu JIeoHTEEBOI, (https://mariafond.ru/) UHH 7751188246

b® "Byaymee AxyTun" (https://futureyakutia.ru/) WHH 1435362368

Cocrour B peectpe aereit CMA B® «Kpyr o6pa»

B® «Cembu CMAY,

ApTyp NOJY4HIT CTATYC - MHBAIA] (IOKYMEHTBI TIPEACTABICHbI HIDKE)

COCTOUT Ha oxkuaanuy B Gone AnEHs XMENTBHULKOH «3Be3/la Ha Jlagomike», MO BOMPOCaM B
3ToM (POH/IE U aPECHOM MOMOLIN HAIIEMY peGeHKy MBI TIPOCHM 00paIaThes Mo Tenedony:
89687084708 Exarepuna CepreeBHa, IIaBHbIH aJIMUHUCTPATOP dboHma

Baaroxapsi Bam ApTyp cMOKeT IOJyUHTh 3aBETHBIN YKOJI KH3HH, CTATE MOJHOUECHHLIM
3KOHOMHYECKH AKTHBHBLIM WieHoM obmectBa. Juarnos CMA coBepilleHHO He 3aTparusaer
MHTELIeKT peGenKa, a ¢ y4eToM OrpaHHYeHHOCTH B AKTHBHOCTH JIIOIH € AHArHO30M CMA
YaC¢TO MOCBAIIAIOT CBOIO KH3Hb HAyKe, MeAHIUHbI.

ITo HCOGXOﬂI/IMOCTI/I, poAUTEIN CMOT'YT BCTPETUTHCA JIMIHO U OTBETHUTH Ha BCE BOIIPOCHI,
noka3aTrb JOKYMCHTHI B OpHUTHHAJIC U O6C}’III’ITI> BOIIPOCHI, KOTOPBIC Y Bac NOABUIINCE.

Ipu mnatexe Ha peKBU3UTE PoHMa 00s3aTeNBHO ykaspiBaiite ®U peGeHKa U IMarHos: XynosH
Aptyp, CMA 1 THnt

BASKHO!!! Hasorosnie JbIroThl Ha 0J1aroTBOPHTEILHOCTD.

Tnst PuzHyecKnX JHI: BEYET M0 pacxoaM Ha G1aroTBOPUTENIbHOCTD MPEAOCTABIACTCS B
pasMepe (haKTHYECKH IPOU3BEIEHHBIX PACKOOB (TO €CTb BaM BEPHETCH 13% oT HamnpaBJIEHHOH Ha
6ITArOTBOPHUTENLHOCTE CyMMBbI), HO He Goree 25% oT CyMMBI JIOX0/1, TIOMyHEHHOTo BaMHU 3a
KaJIeHapHBIii TOJ] ¥ TIOUIE)KAIIET0 HAIOTOOOI0KEHHUIO. [Topsi0K MPeIOCTABJIEHHS COLMATIEHOTO
HaJIOrOBOTO BEMUETA T10 pacXojiaM Ha OaroTBOPUTENBHOCTD YCTaHOBJICH II. 1 ct. 219 HK

Tax e BEMET MO HAJOTaM MpeaycMoTpeH jutst komnanuit Ha OCH 171 yMeHbIICHHE
Hanoroo6araeMoii 6asel. Jina 6onee noapoOGHO HHOpaLl MOKHO 00paTUTHCs B HAJIOTOBBIH
OpraH 110 MeCTy BeJieHus Ou3Heca

C yBakeHHEM BOJIOHTEPHI ¥ CEMbsi XyIO05H.

OduuansHas cTpaHuia cOopa B COLMAbHBIX COTAX: https://www.instagram.com/help_artur_smal/
OdunuansHas crpanuia coopa B BKOHTaKTe: https://vk.com/artur_smal
OdummanEHble TOKyMEHTHI C TIOATBEPIK/ICHHE IMArHo3a: https://disk.yandex.ru/d/It98mpELZSNF8w
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Bo BIOXKEHUU MO CCBUIKE:
e 3aKJIOYEHHE Bpaya reHETHKa
e  pe3yNETaT aHa/IM3a MOJIEKYJIAPHOKH-eHETHIECKOH IMarHOCTUKH,
e cuer ot kommauu NOVARTIS (ceituac uena ansa PO yxe usMeHu1ace, cTajia MEHBILIE)

Hudopmauus 06 MoTy4eHHOM CTaryce - MHBaIML.






