(MeaepanbHbill peructp & Broras MU3Hb

ﬂOHDpoe HOCTHOFO M03l'8 BnaroTBopuTentHEIA HOHA

Pa3BHTHA LOHOPCTBA KOCTHOTO MO3ra

HHdopmalinoHHOe MHUCHMO K TIPOEKTY —

Bcepoccuiickuii MapagoH AoHOpCTBa KOCTHOTr0 Mo3ra «#/laBaiBcrynai!»

L. HasBanue npoekra — Bcepoccuiickuii Mapa(oH [OHOPCTBa KOCTHOTO MO3ra
«#laBarBcrynai!».

[Tepuog peamuzaumu npoekta: 01.09.2023-10.11.2023 r.

II. Opranu3aropsl:

1. denepanbHOe TOCYJAPCTBEHHOE OHOPKETHOe yupexkaeHue Hayku «KupoBckuit
HAy4YHO-UCC/1eJ0BaTe/IbCKUU WHCTUTYT FeMaTOJIOTUU Y Nepe/iiBaHus KpoBu DeiepaqbHOr0 MeIuKo-
ovonornueckoro arerrctBa» (®I'BYH KHUUIWIIK ®MBA Poccuu) — aJAMHHHUCTPATOp
@enepasibHOTO perucTpa [JOHOPOB KOCTHOTO MO3ra W TIeMOIO3TUYeCKMX CTBOJIOBBIX KIIETOK,
JIOHOPCKOTO KOCTHOT'O MO3Tra ¥ TeMOTI03TUYeCKUX CTBOJIOBBIX KJ/IETOK, PeLJUITMeHTOB KOCTHOIO MO3ra
Y TeMOIIO3TUYeCKMX CTBOJIOBBIX KJIeTOK (fanee — @enepanbHeld peructp, ®PJ1 KMul'CK);

2. bnarotBoputensHbiii @oHA [loagepKKW pa3BUTHSI JOHOPCTBA KOCTHOIO MO3ra
«Btopas JKusnub». OcHOBHOe HampaBieHue paboThl PoHza — COENCTBYE B PEKPYTUHTE JOHOPOB B
0a3y @ezepasbHOTO pPETHCTpPA Uepe3 OPraHW3al[{i0 MACCOBBIX MEPOIPHUATHN IO IOMyJ/spU3aLin
JIOHOPCTBAa KOCTHOTO Mo3ra B permoHax Poccuiickord @Pejepalii Ha OCHOBaHWMHM COTJIAIEHUS O

coTpypHuuecTtse ¢ aamuHucrparopom ©P/IT KMul'CK.

ITII. AkryanbHocTb. B Hactosiee Bpemsi B Poccuiickod @epepanyiyd, B COOTBETCTBUM C
nocraHoBienueM IIpaBuTenbcTBa Poccuiickoit @epepariuu ot 12.04.2022 Ne 640 «O0 yTBepXKIeHHH
[TpaBun BegeHust PeiepajbHOTO PEruCcTpa AOHOPOB KOCTHOIO MO3ra U reMOI03TUYeCKUX CTBOJIOBBIX
K/IeTOK, JOHOPCKOIO KOCTHOIO MO3ra M TIeMOIIO3THYECKUX CTBOJIOBBIX KJ/IETOK, PeLUIIMeHTOB
KOCTHOT'O MO3ra M reMOIIO3TUYEeCKUX CTBOJIOBBIX K/IETOK», PejepasbHbIM 3aKOHOM Ne 129-P3 ot
26.04.2022 «O BHeceHud u3MeHeHWHW B 3akOoH Poccuiickon Pepepayuy «O TpaHCIUIAHTALUU
OpraHoB U (WM) TKaHei uenoBeka» U @efepanbHblil 3aK0H «O0 0CHOBaX OXpaHbI 3/J0POBbS TPaXKAaH
B Poccuiickoli ®epepauyn», B pamkax (yHKUHMOHUpoBaHUs DejepanlbHOrO perucrpa, 3amylijeHa
nporpamMma /100poBOJIBHOTO 0e3BO3ME3HOTO [IOHODCTBA [ijisi OKa3aHWs BbICOKO3(hGEeKTUBHOM
0e3a/ibTePHATUBHON MEAMIIMHCKONM TIOMOIIM OHKOreMaTo/JIOTMUeCKUM TalueHTaMm  (J1IeHKO3bl,
MUesionpoUdepaTiBHble 3aboneBaHusi, TUMEGOMBI, arylaCTHUeCkKue aHeMUH, TreMorjio0WHOMATHH,
BPOXK/IeHHBIE UMMYHO/IeDUIUTHBIE COCTOSHUSA W Jp). B Toke Bpems, B TpaKJaHCKOM 00IIecTBe
BBIHOCHTCS 32 PAMKH JIOMYCTUMOTO CIIeKTpa 00CYyK/IeHHM KaK OpPraHHOe JOHOPCTBO B 1[€JIOM, Tak U

AJOHOPCTBO KOCTHOTO MO3rd, B UYaCTHOCTH; CAaMO COYe€TaHHe CJI0B «KOCTHBIM MO3r» BBI3LIBAET
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CTEPEOTHUITHbIE HEJTHIIETIPUATHBIE OTTA/KWBatoie obOpa3sl. B pesynbTaTe rpa)kiaHe HEOXOTHO
BCTynatoT B PefiepanbHbll PETUCTP, K TOMY K€ HAaKOIJIeHHasi CTaTUCTUKA MIPUUKH Hepeann30BaHHbIX
JOHALMM [eMOHCTPHPYeT BBICOKUM IPOLEHT OTKA30B OT JOHAaLMM KOCTHOIO MO3ra rpaxAaH,
COCTOSIMX B perrctpe. QueBniHO, MaciTabHoe pa3BepThiBaHKe defiepasbHON TIPOTPaMMBbI TUKTYeT
HeoOXO/IMMOCTh TIPOBEJIEHWsI MacCOBOW KOMMYHMKAIIMOHHOW KOMIAHWM TI0  TOMYJ/IsIpH3alfiu
MOHOPCTBA KOCTHOTO MO3Ta M reMOMO3THUYeCKHX CTBOJIOBBIX K/IETOK, HalpaB/leHHOW Ha BCe CJIOH
HacejeHWs CTpaHbl, He BbIJe/Ndsd LeJeBOM ayJAUTOPUM [0 KpUTepusIM BO3pacTa, II0Ja,

HAllMOHAJ/IBHOCTH U pEHHFHOBHOﬁ NpHUHAAJIEXKHOCTH.

IV. IlosachurenbHasa 3anmucka. DejepanbHbld perucTp [LOHOPOB KOCTHOIO MO3ra,
co3nanubii PMBA Poccuu, yke TIDMHOCHT TOJIOXKUTE/IbHbIE pe3yJbTaThbl [/Is1 TPakKJaH CTPaHsbl,
CTpalaloINX OHKOJIOTHUeCKUMH 3abosieBaHHSIME KpPOBWU. B Hactosiiiiee BpeMsi B dejepasbHbINA
peructp Bouutu cBoitiie 200 000 uenoBek u3 74 cyobekToB Poccutickoit ®enepanmu. Heobxomimo
MOJYEPKHYTh [Ba Hay4yHO JOKa3aHHBIX (DaKTa: MepBbli, UTO MOMCK HEPOJCTBEHHOIO J0HOpa AJis
narjeHTa Oosiee pe3yJIbTaTUBEH Cpe[U JKUTeJeld TOTO PerHoHa, B KOTOPOM OH TPO’KHUBAeT, BTOPOi —
yeM OOJbllle pPErucTp, TeM BBIIE IIAHC Ha XW3Hb Ka)KAOro TalUeHTa C OHKOJIOTMUeCKUM
3abosieBaHKEM.

Cnenyer oTMeTHTb, uTO Poccuiickass Pesneparis OJHa W3 CaMbIX pa3HOOOpa3HBIX TIO
9THUYECKOMY COCTaBy CTpaHa MuHpa — 3[eChb MpOXUBAKT IpefcrasuTend 193 Hapopos. Ha
CerofHAIHUM NeHb 6a3a defiepasbHOTO peryucTpa HeJOCTaTOUHA, MMOITOMY CYIlecTByeT MpobseMa
MOKCKa JOHOpa JJI POCCHMMCKOrO NalMeHTa, HYXXJAoLerocsi B TPaHCIUIAHTALMHd JOHOPCKOIO
KOCTHOro Mosra. Yaime Bcero, B KaueCTBe BBIHY)K[IEHHOM a/IbTepHAaTUBbI, POCCUUCKHUE KJIMHUKH
obpamaloTcss B MeyHapoJHYI0 —acCoLMaluio  JOHOPOB KOCTHOTO MO3ra, 4To Tpebyer
3HAUMTe/IbHBIX (PMHAHCOBBIX 3aTpaT CO CTOPOHBI maureHTa. Ocob6o ocTpo crout npobsieMa MorcKa
JIOHOPOB [IJII POCCHUWCKUX TIallMeHTOB-TIpe/ICTaBUTe/Ied MarblX STHUUECKUX TpyInm, W (WIn)
THUUECKM CMEILAaHHBbIX CeMel, MPOXKUBAIOIIMX Ha TeppuTopun Poccuiickoi ®enepaniyu, — /151 HUX
JIOHOPOB HEBO3MOJKHO TI0J100paTh HU B Halllel CTpaHe, HU 3a pybekKoM, TaK Kak UX TeHOTUIbI KpaiiHe
cneuuduunbl. [TosToMy ofHa W3 crpaTeruii pa3BuTus @ezepasbHOrO pervcTpa HarpaBjieHa Ha
PeKpPYTUPOBaHWEe [IOHOPOB - TMpeJCTaBUTeNeld BCeX S3THUUECKMX TPyMr, B TOM UHMC/Ie, MasbIX

HApOAHOCTEN U 3THUYECKHU CMeLIaHHbIX CeMel, IPOKUBAK0LIUX HAa TEPPUTOPUN CTPAHBI.

V. I'eorpadusi mpoekTa. MapadoH MnpoieT AeHb 3a AHeM B 72 ropojiax Poccuiickoi
@enepaiuu B niepuog, 01.09.2023-10.11.2023 B crepyroleli 1noc/ie0BaTeNbHOCTH: YJjiaH-Y 113,

UpkyTck, KpacHospck, AbaxkaH, KemepoBo, HoBokysHenk, I'opHo-Anraiick, Bapnayn, Tomck,
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HoBocubupck, Omck, Tromenb, Kypran, ExatepunOypr, I[lepmb, Hwwxknuii Tarwm, UYenssOWHCK,
Marnurtoropck, OpeHbypr, Yda, M>xeBck, Ka3zanb, Y nesiHoBCcK, Camapa, Tonbatry, [Tensa, CapaHck,
Hikauit  Hopropos, UYebokcapel, Momkap-Ona, Kupos, Koctpoma, Bmagumup, IBanoBo,
Slpocnasnb, Bonorga, Yepenosel, ITetpo3aBosick, CaHkT-IleTepOypr, Bemukuii Hosropoa, I1ckoB,
CmorneHck, bpsack, O0HMHCK, Kanyra, Tyna, Open, Kypck, Benropoa, Boporesx, PoctoB-Ha-/IoHy,
Kpacnogap, Couu, CraBpomnosib, Uepkecck, Hanbuvk, BragvkaBka3, Haspanb, Marac, I'po3Hsbii,
Maxaukana, AcTpaxaHb, 3nucra, Bonrorpaa, Tam6os, Jlumenk, Ps3zanb, KamuauHrpag, Mocksa,
TBepb, MypMaHCK, ApxaHreJ/bCK.

Crapt — 01.09.2023. ®unmm — 10.11.2023.

VI.  Henm npoekra:

1. W peonoruueckas: mocaeqoBaTe/IbHO TIEPEHECTH CYXKIeHHS TPa’kAaHCKOTo 00I1ecTBa 0
JIOHOPCTBe KOCTHOTO MO3ra U3 [uara3oHa «HeMBICTUMOe» B /hara30Hbl «00IIecTBeHHass HopMa» U
«TPaKZAAHCKUM JOJIT».

2 [IpakTHueckas: npus/edb B nporpaMmy goHopcTtBa KMul'CK rpakzgaH B Bo3pacrte OT
18 0 45 net npeuMyI[eCTBEHHO MY>KCKOTO M0J1a, B KomuuecTse 10 ThIC. JIUL], B TOM YHUCJIe C PeIKUM

reHOTUIIOM, B repuoj peanusanuu rpoekra 01.09.2023-10.11.2023.

VII. 3apaum.

1. Pa3BepHyTh MacIITabHYIO MPOCBETUTENHCKYIO paboTy BO BCEX CJIOSX HaCeeHHUs I10
BoripocaM goHopcrsa KMul'CK.

2. OTKpBITh IyHKTHI TIPHEMa, BK/Iouasi MoOWibHBIe, 10HOPOB KMul'CK B ropopax,
COTJIaCHO 3asiBJIeHHOW reorpaguu MnpoekTa.

D5 OO6yunth mporneccy pekpyturra goHopoe KMul'CK corpyanuko Ciy>kObl KPOBH,
OTBEYaroIMX 3a paboTy C JI0HOPCKMM KOHTHHTEHTOM, W OPraHM3aTOPOB /IOHOPCKOTO JIBIKEHUs B
pervoxe.

4. BoBneub B aruTanOHHbIe MEpPOIPUATHSA, CBA3aHHbIe C [oHOpcTBOM KMul'CK
BOJIOHTEPCKMe OpraHu3aLui U o0beJuHeHus, HeKOMMepUecKre OpraHU3alyiy, COTPyAHUYAIOL[He CO
Cny>x001#i KpOBH.

5. 3ageiictBoBaTth B Tiporaradjie goHopctBa KMul'CK obijecTBeHHble 00beJUHEHUS,
HaljMOHabHbIe IMACTIOPEI, pe/IMrHo3HbIe OpraHu3aluy, OTAe/IbHble MUHHUCTEPCTBA 1 BeZJIOMCTRA.

6. Cobpatb 6GsaroTBOpUTENbHbIE B3HOCHI HA Ppeajl3alMi0 3asdBJEHHOTO MpOeKTa H
npuobpeTeHre 000PYJOBAaHHOTO CHELHATM3UPOBAHHOTO MEAUI[MHCKOTO MOOH/IBHOTO KOMILIeKca

—«1eMo-MobuTb «'EH >ku3am»».
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VA IMpouseectn ¢uHanbHbI (puabM «Mapadon Kuszuu "#lapaiiBcrymai!"» s

pa3meliienus1 B CMI.

VIII. KpaTtkoe onucaHue MpoeKTa.
1. Komriniekc meponpustuii. [Ipoekt, Bcepoccuiickuii Mapa)oH [OHOPCTBAa KOCTHOTO
Mmo3sra «#]laBaiiBcrymnaii!», MpoBOAUMEINA MOC/IeAOBaTe/bHO B 72 ropojax P®, cornacHo reorpagumn
npoekTa (1.V), COCTOMT M3 KOMILJIEKCa MEePOIIPUSITUH:
= MoHOMapadoHamMmbaccazopa ZIIOHOPCTBA KMul'CK 1§30 rOPOJCKHUM
IOCTONIpPUMeYaTeIbHOCTAM, AUCTaHLen 42 KM;
- JIOHOpCKasi akuusa «#/laBariBcTynau!» no BK/IIOUEHHIO TpaxkiaH B PejepanbHbIH
peructp goHopoB KMul'CK;
- VMHTepakTUBHast jiekus «f mory. f nowken. I — noHop KocTHOro Mosra»;
- npecc-KOH(epeHLUs A1 perMoHaNbHBIX U (efepanbHbix CMU;
. doTO- M BHUJEOCHEMKM Ha BCeX MEpOMNpUATHUSX [JJ/s1 BbIIyCKa M pa3MeLleHus

TeMaTH4eCKOro KOHTeHTd.



DenepanbHbll peructp
10HOPOB KOCTHOrD MO3r3

BnaroTBopuTensHEIn hoHA

@ BTopan MU3Hb

pa3BMTHA AOHOPCTBA KOCTHOrO MO3ra

IIpunoxenue

I'paduk nnpoBeaenns Bcepoccuiickoro mapagoHa J0OHOPCTBa KOCTHOIO M03ra

«#1aBanBcrynaii!»

Craprt - 01.09.2023r. (Y nan-Y a3). @uanm — 10.11.2023 r. (ApxaHreiabckK).

Jara I'opog Jara I'opog Jara I'opog
01.09.2023 | Ynan-Yp3 25.09.2023 | TonparTu 19.10.2023 | Benropog,
02.09.2023 | MpKyTCK 26.09.2023 | IleH3a 20.10.2023 | BopoHex
03.09.2023 | KpacHosipck 27.09.2023 | CapaHck 21.10.2023 | PocToB-Ha-/loHy
04.09.2023 | AbakaH 28.09.2023 | Hwkuun HoBropog, 22.10.2023 | KpacHogap
05.09.2023 | KemepoBo 29.09.2023 | Yebokcapsl 23.10.2023 Coun
06.09.2023 | HoBOKy3HelK 30.09.2023 | Momkap-Ona 24.10.2023 CraBponoJib
07.09.2023 | T'opHO-AnTaliCK 01.10.2023 | Kupos 25.10.2023 | Yepkecck
08.09.2023 | BapHayn 02.10.2023 | Koctpoma 26.10.2023 | Hanpumk
09.09.2023 | Tomck 03.10.2023 | Baagumup 27.10.2023 | BnagukaBkas
10.09.2023 | HoBocubupck 04.10.2023 | MBaHOBO 28.10.2023 Haspaub 1 Marac
11.09.2023 | Omck 05.10.2023 | fApocnasib 29.10.2023 | I'po3HbIA
12.09.2023 | TromeHb 06.10.2023 | Bosiorpa 30.10.2023 | Maxaukana
13.09.2023 | KypraH 07.10.2023 | Yepenoser 31.10.2023 | AcrtpaxaHp
14.09.2023 | ExatepuHOypr 08.10.2023 | IleTpo3aBo/CK 01.11.2023 | Onucra
15.09.2023 | ITepmb 09.10.2023 | Caskr-ITetepbypr 02.11.2023 | Boarorpasa
16.09.2023 | Hwkauit Tarun 10.10.2023 | Benukuu Hoeropog 03.11.2023 | Tamb60B
17.09.2023 | Yenss6uHCK 11.10.2023 | TlckoB 04.11.2023 | Jlunenx
18.09.2023 | MarHuTOoropck 12.10.2023 | CmoneHCcK 05.11.2023 | Psizanp
19.09.2023 | Openbypr 13.10.2023 | BpsiHCK 06.11.2023 | KaauHuHrpaj,
20.09.2023 | ¥Yda 14.10.2023 | O6HHUHCK 07.11.2023 | MockBa
21.09.2023 | WkeBCK 15.10.2023 | Kanyra 08.11.2023 | TBeps
22.09.2023 | KazaHb 16.10.2023 | Tyna 09.11.2023 | MypMaHCK
23.09.2023 | Y1biHOBCK 17.10.2023 | Open
24.09.2023 | Camapa 18.10.2023 Kgpm W0:LL 2028 | pRAHIeBCK




