Togepcen (QALSODY)
st moneit ¢ myrarmeid B rene SOD 1 6bu1 pazpaboran yHUKabHBINA npenapaT TodepceH.

JleiicTBHE yKa3aHHOTO IpernapaTra 3aKjiIlYaeTcs B IeJIeHANpaBlIeHHOM OJIOKMPOBAHUU MPOAYKLUHU
aHoMainbHoro Oenka SOD-1. Takas Tepanusi ocTaHaBIMBaeT XOJA OOJE3HU, U OUYEHb BAXKHO HAUMHATH €€
Ha paHHUX cTaausx 3a0oseBanus, B yactHocTH, Korna JKEJI (;ku3HeHHast eMKOCTh JieTkux) He Huxe 60%.

JlaHHBII1 JIEKapCTBEHHBIN IIpenapaT He 3aperucTpupoBal Ha Tepputopun Pocculickont denepanuu.

OnHako, BBO3 HE3apErHCTPUPOBAHHOTO Ha Tepputopuu PD mpenapara BO3MOXKEH M yperyJIHpOBaH
[TocranoBnenuem IlpaButensctBa PD ot 01.06.2021 Ne 853. B cootBeTcTBHM C 1. 3 [losioxkeHus o mopsake
MPUMEHEHHUSI JICKAPCTBEHHBIX CPEJACTB Yy OOJBHBIX 110 JKU3HCHHBIM TOKa3aHWsIM (YyTB. TPHKA30M
Munszapascorpa3utuss PO ot 09.08.2005 Ne 494), B cinyuae HEOOXOJUMOCTH WHIUBUAYATHHOTO
MPUMEHEHUST 110 JKU3HEHHBIM IIOKAa3aHUSAM JICKAPCTBEHHOI'O CpPEJICTBa, HE 3apEeTrHCTPUPOBAHHOTO
Ha Tepputopun Poccuiickoit denepanuu, pelieHne 0 Ha3HAUYEHWU YKA3aHHOTO Mpenapara MpUHUMAeTCs
KOHCHJIMYMOM (eiepalibHOM CHeIUaIN3UPOBAHHON MEIUITMHCKOM OpraHu3aluu, 0popMIIsIeTCs MPOTOKOIOM
Y TIOJITUCHIBACTCS TJIABHBIM BPAdyoM WJIM JTUPEKTOPOM (eaepaabHOM CIEeUaTU3UPOBAHHON MEIUITMHCKOM
opranmuzanuu. Takum oOpasom, TodepceH Ha3zHauaeTcs B CBS3H C €ro 3()(PEeKTUBHOCTHIO, OTCYTCTBUEM
QTBTCPHATHBHBIX TEPAMEBTUYSCKUX BO3MOXKHOCTEH, a Tak)Ke aOCOJIOTHBIMH TOKA3aHUSIMH IS TpUeMa
npenapara.

B nacrosmiee BpEMs, UMECTCS MAJIO OIIbITA 110 OJTYYCHUTIO JaHHOI'O ITpliapaTa, HO KOJIMYCCTBO JIIOZ[GIZ,
NpETCHAYIOMUX Ha HEro, CTpEMHUTCIIBHO PACTCT. CHCL{I/IaJ'II/ICTBI (bOHHa IIOMOT'ar0T HpOﬁTH BCC CTaauH,
OATOTOBUTL M IIOJAAaTh BCC H606XO,[[I/IMI>IG AOKYMCHTBI Ha 3TOM IIYTH, a TaKiXKE HPCAOCTABIIAIOT
Ha 0ecILIaTHOM OCHOBE HOPUINYICCKOC COIIPOBOKACHUC IJIA PA3PCIICHNSA COOTBETCTBYIOIICTO CIIOpa B CYyAC.

Huzke onucaHbl NepBbie OCHOBHbIE 1IATH 1JIA OJy4eHus npenapara Todepcen:

1. I'enernueckoe  mcciieqoBaHmue. Tak  kak  peup  UAET O  KOHCHWIMyME
10 HE3apEeruCTPUPOBAHHBIM MperaparaM, TO B 00513aTEIbHOM MOPsJIKE MOTpeOyeTcs 3aKI0UeHHE TeHEeTHKa
roCy/1apCTBEHHOI'O LIEHTPA.

Bpaun HIIH (Hayunsii mnentp HeBponmoruu https://www.neurology.ru/o-centre/struktura/6-
nevrologicheskoe-otdelenie/) U YHUBEpPCUTETCKOM KJIMHUKH MI'Y
(http://mc.msu.ru/about/doctors/doctor/?ID=7763) pexomeHaytoT mpoiTn uccieaoBanue B OI'BHY
«MenMKO-TeHEeTHYESCKHI HayYHbIH 1IeHTp nMenn akaaemuka H.IT. boukosay (https://med-gen.ru/). U tam xe
MOJIYYHUTh 3aKIIFOYEHUE TeHETHKA.

B OI'BHY «Menguko-reHeTUU4eCKMI Hay4HbId LIEHTp MMeHM akagemuka H.II. boukoBa» MOXkHO
o0paTUThCA IUIATHO W OecryiaTHO. becrniaTHoe ucclieoBaHHE BO3MOXKHO TOJBKO MOCJHE KOHCYJIbTAallUU
TeHETHKA 3TOT0 e LIEHTPa, a 3aI1Ch Ha OECIUIaTHYIO0 KOHCYJIbTAIMIO BeIeTCs Ha 5-6 Mecs1eB BIepe.

ITo »T0M MpuuKHE, BO3MOKHO, TUIATHBIN BapraHT OoJiee ObICTPHII U KOM(POPTHBIIH.

OTnenbHO OTMEYaeM, 4TO Iepel TeM, Kak oOpamarbcs ykazaHHbld neHTp uM. H.II. Bboukoga,
KeJaTeJIbHO YK€ OBITh YBEpeHHBIM, 4TO BBl mMeere cOOTBETCTBYHOIIyI0 MyTtauuio. [lns storo Bam
HE00X0IMMO CaMOCTOSITEIbHO 00paTUThCA B OJIHY U3 JIaDOpaTOpHil, MPOBOAIIEH TaKOe HCCIIeI0BaHUE.

@®oHJ UMEeT OrpaHUYEHHYIO KBOTY JJI MPOBEICHMSI TaKUX HCCIIEeOBaHUI Ha OecIIaTHOM OCHOBE
B 1aboparopuu “I'emotect”. s moyuyeHus: Tako BO3MOXHOCTH, 00paTtuTech K Baiemy koopauHaropy.
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2. OoOpamenue B geaepajbHbIi HEHTP C MOJOKUTEILHBIM Pe3yJIbTATOM aHAJIN3A:

- HIUH. Orot mar akTtyaneH TOIbKO Uil TeX, y Koro HaiaeHa myrtauus SODI. Camblil ObICTpBIi
BapHaHT MomnacTh Ha rocrnuranu3anuio B HIIH - 3anucaTbcs Ha naaTHBIN IPUEM K HEBPOJIOTY 6 OTAENIeHUs
HIIH c pe3ynpraramu uccien0BaHUN U 3aKJIOYEHUEM IEHETHKA HA pyKaX. TakXe BO3MOYKHA 3aIluCh Yepe3
KOHCYJIBTAIMIO IO TEJIEMEANUILIMHE, €CIIM ¢ MOMEHTa Tocieanel rocnutanu3anuu B HI{H ne npomwio 6omnee
6 MecsLEeB.

- oOparienue B YHUBEPCUTETCKYIO KIMHUKY MI'Y. MapmpyTu3anus Ha rocCOUTaIn3anuio yepes SAny
Areenko, pykoBoautenss CmyxOet  BAC  (ageenko@alsfund.ru) wnm cBoero  KoOpIMHATODA.
JlonoJIHUTENbHBIN MTPUE3]] HAa KOHCYJIbTalMIO He HykeH. ['ocnutanu3auus no OMC (cnpaBka OT Jieyallero
Bpauya 1o ¢opme 057y ot 000N MOMMKIMHHUKH, BCsi Poccust). MoxHO ¢ compoBoxaeHHEeM. [lanueHT u
COIPOBOXKAFOIINIA - OECIIIATHO.

OOparuTe BHUMaHUE, YTO €CTh OIpaHMYEHHE MO TOCHUTAIM3ALUU C MTOCIEAYIOINUM KOHCUIMYMOM -
XKEJI (;xu3HEeHHAast eMKOCTb JIeTKHUX) He Huxe 60%.

3. Oopamenne B poHI 32 KOHCY/IbTalHell COMATBHO-NIPABOBOI0 padoTHUKa. COTpyIHUK
(oH1a MOATOTOBUT U MOSICHUT, KaK MMOAATh JOKYMEHTHI 10 JaJbHEHIIMM IIaraM o MOJy4YeHMIO Iperapara.

OOparaeM OT/A€IbHOE BHUMAHHE, YTO, K COXKAJICHMIO, IMOJIOKUTEIbHOE PELICHHE KOHCUIMyMa He
apisierca 100% rapantueil nonyuyeHus npenapaTa. Bo3MoXHbI ClieHapuH € BBIXOJIOM B cyJl. B TakoMm cityuae
¢doH npenocTaBiseT Ha OECIUIATHOW OCHOBE IOPHJIMYECKOE COINPOBOXKACHUE Ui  pa3pelieHus
COOTBETCTBYIOLIETO CIIOpa B CyJIE.

MBI HOHMMaEM, YTO 3TO CJIIOXKHBIM M BOJHUTEIBHBIN IMPOIECC, HO MBI CJIEJIa€M BCE BO3MOXKHOE, YTOOBI
MOMOYb BaM JOOHUTHCS MOJIOKHUTEIBHOTO pe3yibTara. Hama komannga roroBa OopoTbes. He Tepsiite
HaJIXKIbI, MBI PSIOM B OyieM MOIIep>)KUBaTh Bac Ha KaKI0M dTarie!

OTBeTHI HA YACTO 33/1aBaeMble BONIPOCHI:

Hano 11 nepecaBaTh aHaIn3kl, €ClIM paHee MmyTaiuu B reHe SOD1 He OblIa MOATBEPIKICHA?

Hepeczlaqa HUMECT CMBICJI, TaK KaK B HpaKTI/IKe €CThb cnyqan, Koraga HOJ'IO)KI/ITGJ'II)HBII\/JI pGSYIII)TaT 6I)IJ'I
0OHapy>XeH TOJIBKO MIPH 3M HUCCIEIOBAHUH.

Hano u ciaBaTh aHaJIn3 poACTBEHHUKAM?
Komnanus Biogen Bena (Bezner) ucciaeoBaHue poACTBEHHUKOB JIFOJIEH, y KOTOPBIX ObLT MOATBEPKIECH
SOD1, Ho Ha TeKyuMii MOMEHT B Poccuu 3TOT MpOeKT He MOAePKUBACTCS.

Hy>xHo 111 c1aBaTh BCIO HEBPOIOTHYECKYIO HAHEID?
Hert, nocrarouno mucciaemnosanus Tojbko Ha SODI.

Kak MoxHO caTh aHanu3bl B boukoBa, eciu s He %HUBY B MockBe?

B ®I'BHY «Meanko-reHeTHuecKuil Hay4HbIi LeHTp nMeHH akagemuka H.I1. boukoBa» ectb cxema ¢
OTIIPaBKOM Marepuana g HUCCIECIOBAHUM W BO3MOMKHOCTH IIOJYYEHHUs YJIAJE€HHOM KOHCYJIbTAllUU:
https://docs.google.com/document/d/1gXpogkwBzMH7YYoVIhkXJGYyXcNNNQyfWtST_4XzfGGO/edit?u

sp=sharing.
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Kak manpasuts Matepuan B PIT'BHY «Meanuko-reHeTH4ecKuil HayuHbIi IeHTp nMeHu akagemuka H.I1.
Boukosa»?

IIpucnate kpoBp B PI'BHY «Meauko-reHeTUUECKUI Hay4dHbIA LEHTp MMeHM akagemuka H.IL
boukoBa» nns mpoBenenust ucciaepaoBanuss Ha TeH SODI  MoxknHO. JlocTaTouHO mMsTHA KpOBU
Ha QUIbTpOBaNbHOW OyMare WM crepuwibHOW MapieBoi canderke. Ilpucmate MaTepuanm MOXKHO
B BBICYILICHHOM BHUJE OOBIYHOW MM 3Kcipecc moyToi. IIpaBuiia 3abopa Omomartepuana HaXOAATCS 3/€Ch:
https://med-gen.ru/patcientam/pravila-zabora-biomateriala/.

KomrmiekT JTOKyMEHTOB mpeicTaBieH 3maech https://med-gen.ru/patcientam/platnye-meditcinskie-
uslugi/ (mposucTaiiTe CTpaHUIly BHU3).

N3 OCHOBHBIX TOKYMEHTOB:

- 3as1BKa Ha HEOOXOAMMbIE UCCIIEIOBAHMSI B IPOU3BOIIbHOM (OopME ¢ yKa3aHUEM MyHKTA WU IO TOMY
obpasmy: https://api.med-gen.ru/site/assets/files/48064/napravienie_na_geneticheskoe_issledovanie.pdf

- ”HGOPMHUPOBAHHBIE COTJIACHS Ha UCCIIEIOBAHKE U TIEPCOHANIbHBIE JaHHbIE (0053aTeIbHO C yKa3aHUEM
ANEKTPOHHON IMOYTHI MAIMEHTa, YTOOBI Ha HEro MO MEpPE TOTOBHOCTU OBLJIO OTHPABICHO 3aKIIOYCHHE).
[[TaGnoHBI TYT:

https://med-gen.ru/patcientam/platnye-meditcinskie-uslugi/

- KomMs KBUTaHIMM 00 oruiare wuccienaoBanus TyT: https://med-gen.ru/patcientam/platnye-
meditcinskie-uslugi/

Ipaiic-muct: https://med-gen.ru/patcientam/platnye-meditcinskie-uslugi/
Yacteie Bompockl-oTBeThI: Nttps://med-gen.ru/patcientam/chastye-voprosy-otvety/

WNudopmanus akryansaa Ha 06.08.2025
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