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Cnpaska 0 Haunonansnom PJIKM

Bnaroroputenbubiii  goun  «HAIIMOHAJIBHBIM PETMCTP JJOHOPOB
KOCTHOI'O MO3T'A UMEHHU BACH TIEPEBOILIMKOBA» (Haunonansusiii PJIKM)
yupexzaeH 31 aBrycra 2017 roga (peructpanust B Muntocre PO Nel177700013853) nost
YCKOPEHHMSI pa3BUTHUS JOHOPCTBA KOCTHOTO Mo3ra B Poccun.

Muccus ponaa — NOMOITH TAKETO00THHBIM JIFOISIM, HYKIAIOIIKUMCS B IepecajKe
KOCTHOTO Mo3ra (TeMOIOATUYECKUX CTBOJIOBBIX KJIETOK), TOJJEpP)KKA, BEIACHUE U
pPa3BUTHE PETUCTPA JOHOPOB KOCTHOTO MO3Tra, MOMyJisipu3anusa JoHOpcTBa B Poccuum u
MHUpE.

[Ipesunent Hamumonanmenoro PJAKM — Anekceir AnekcannpoBud Macuan,
3aMeCTUTENb TreHepanbHoro aupekropa HMUILL neTckoil reMarosioruy, OHKOJIOTHM U
MMMyHOJIoTMM WMeHM [Imutpust Porauesa MunsgpaBa P®, nupektop HMucturyTa
r€MAaTOoJIOTUA, UMMYHOJIOTUM W KJIETOYHBIX TEXHOJIOTHM, uieH-KoppecrnoHaeHT PAH,
npodeccop, TOKTOP MEAUIIMHCKUX HAYK.

Pycdona coznan u pazBuBaer Hanmonansueiii PZIKM Ha noskepTBOBaHUS MpakaH
U Ou3Heca, mpu nojepxkke MoHIa MPE3UEHTCKUX TPAHTOB U HA CPEICTBA TPAHTOB OT
pErrMoHaNbHBIX BiacTel, mpu cozaeiictBun CMU. B mpoekT BioxkeHo cBeiiie 1,3 Mipn
pyo.

Hannonanensii PZIKM pacnonaraeT MEIUIIMHCKOM JIUIIEH3UEH T10 OpraHu3aliu
3IpaBOOXpaHEHUsS U OOIIECTBEHHOMY 370pOBbIO. 3aperucTpUpOBaH B KAauyeCTBE
omeparopa NEPCOHAIBHBIX JAHHBIX B PEECTPE OINEPATOPOB IMEPCOHATBHBIX JTAHHBIX
®denepanbHOl CiIykO0bl 10 HaA30py B cepe CBA3M, MHPOPMALMOHHBIX TEXHOJIOTMHA H
MAaCCOBBIX KOMMYHHKAIMi. BxoauT B peecTp COUMAIbHO OPUEHTHUPOBAHHBIX
HEKOMMEPYECKUX OpPraHU3alMil — UCTIOJIHUTEJICH OOIIECTBEHHO MOJIE3HBIX YCIYT.

B Hammonansaom PJIKM conmepxatcst mannbie 101 317 monopos (Ha 14 HOsSIOps
2024 rtoma). Me1 nepBeiMu B P® BHeapunu u ocBomnm NGS-texHosoruto (next-
generation sequencing — ceKBEeHUPOBaHKUE HOBOT'O IMOKOJICHHS ) IEPBUYHOIO THITHPOBAHUSI
MOTEHLUAJIBHBIX JIOHOPOB. Hammonanbnbiit PJIKM BBICTPOUII MTOJIHBIN
MPOU3BOJACTBEHHBIM MUK  BKIIOUEHHUS  JIOOPOBOJBIIEB B JIOHOPCKYHO  0asy:
nHOOPMUPOBAaHWE ¥ MOTHUBAIMS, TEHOTUIIUPOBAaHHE, O0O0padOTKa W XpaHCHHE
MEePCOHANIBHBIX JIAHHBIX JOHOPOB, ONEpPaTHUBHAS CBSI3b C JOHOpPaMHU, OOECIeUeHUE X
aktyaiabHOCTH. CTOMMOCTH BKJIIOUEHUSI OJTHOTO noHOpa B Harmmonanbueiit PJIKM — 14,6
ThIC. py0.: 11 ThIC. py0. — TEHOTUNMPOBAHUE TOOPOBOJIBIIEB (B TOM YHUCIIC PEareHThl U
pacxo/HbIe MaTepuaibl JJIsi TEHOTHUIIUPOBAHUA, cojlepkaHue u obopyaoBanue NGS-
naboparopun), 3,6 Teic. py0. — aruTaius J00pOBOJIBIIEB, MpoNaraHia J0HOPCTBA (B TOM
YyCJie OpraHu3alus JOHOPCKUX aKIMil, MEPONPUATUNA ¥ MH(DOPMAIMOHHBIX KOMITAHUH,
pacxoJHble MaTepHalbl JIJIs B3ATUS OM000pa3oB), conepxanue Haumnonansnoro PJIKM
(aAMMHHUCTpPATUBHBIC PACXObI, 3aPILIATHI, KOMAaHIUPOBOYHBIE PACXO/IbI COTPYIHUKOB).



[IpuBneuenre AOOPOBOJBIEB BeAeTCs MO Bcel crpaHe. Jlisi BCTyIUIEHHSI B PETUCTP
MOXHO C/IaTh Ha THIHPOBaHWE oOpasen KPOBU WU 00pa3zer] OyKKaIbHOTO ATUTEIHS —
Ma3Ka U3 MOJIOCTH pTa.

CrnaTth KpOBb MOXKHO B METUIIMHCKUX O(ricax mapTHEpOB peructpa: B « THBUTpOY,
CMD, JHKOM, «MenJlabOkcmpece» B Ilepmckom kpae, Lahta Clinic B CaHnkr-
[TerepOypre, «Xenukc-CeBep» B MypMmaHcke, B kTuHuKax «Mera» Bo BranukaBkase u
«Ywmka Family» B PoctoBe-na-Jlony, B Knunuke Mapuu [Tonosoit — B CtaBpomnosie u ap.
YenoBek, KeNaIHi CTaTh TOHOPOM, MOXKET CAAaTh HE KPOBb, @ OYKKAJIbHBIN SMUTEIUH.
CoBmectHo ¢ Iloutoii Poccum Hanuonansubeii  PJIKM  peanuszyer mOpoekT
M0 IMCTAaHIIMOHHOMY PEKPYTHHTY JIOHOPOB. JloOpOBOJEI] OCTaBIsAET 3asBKY Ha caiiTe
rdkm.ru — B TedeHne MecsIia OH IO MOYTE MOJYYUT KOHBEPT CO BCEM HEOOXOIUMBIM JIs
B3iATHS Maszka. M Taike OecllaTHO OH MOXET OTIpaBUTh CBOM OmooOpasen B
naboparoputo peructpa. O0a crnoco0a BCTYIUIEHMSIT B PErucTp JUisi JOOPOBOJIBLIEB
OecCIUIaTHBI.

B 2020 romy Hamumonanensii PJIKM cran unenom BcemupHOU accoumanuu
JIOHOPOB KOCTHOTO MO3Ta, UMEeT JOCTYI K 0aze u3 41,8 MiIH MOTEHIIMAIBHBIX JOHOPOB
57 ctpan u 0€3 MOCPETHUKOB OCYIIECTBISICT B HEH MEPBUYHBIM MOUCK JOHOPOB IS
TSKETOOONBHBIX POCCUSIH, HYXKIAIOIIUXCS B TPAHCIUIAHTAllMM KOCTHOIO MO3ra,
OpraHu3yeT Moa00p M akTuBaluio (00clieIoBaHME U 3aroTOBKY KIIETOK) JOHOPOB,
JIOCTaBKYy TpaHCIUIaHTaToB B Poccuto (11t Bcex kKAMHUK cTpanbl 10 2020 roga mouck 3a
pyOexxom BeinonHs Hemerkuit @oua Credana Mopiia).

C nexabpst 2021 roma goHopsl HanwmonansHoro PJIKM Bkitouensl B 06a3y
BcemupHO#i accouuanuy JTOHOPOB KOCTHOIO Mo3ra. OTHBIHE IMOWCK CPENH JIOHOPOB
HauunonansHoro PJIKM noctyneH st KIMHUK Bcero mupa. C TeX MOpP BBINOJHEHBI
IIECTHA/IIATh 3arOTOBOK IS WHOCTPAHHBIX MAIlMEHTOB: IIECTh TPAHCILUIAHTATOB
otnpasieHbl B ['epmanuto, Tpu — B Kazaxcran, n1Ba — B ABCTpaJivio, IO OJHOMY — B
I'peunto, Anonuto, Benukoopuranuto, Upan u IlIBelinaputo.

Bcero Hanuonanbusiii PIKM 3aroroBua 328 TpaHCIJIAHTATOB OT JOHOPOB
P®, 126 — ot 3apybe:xHbIx 10HOPOB. 130 poccusiH MOJyYH/IHd NMOMOIIBL B moadope
POACTBEHHBIX JIOHOPOB (OCYIIECTBIECHBI 3a00p U JOCTaBKa 00pa3LOB KPOBU B KIMHUKH,
OIIAYEHO TUMMMPOBAHUE, TPOE3 JOHOPOB K MECTY 3a00pa CTBOJIOBBIX KJIETOK U 00paTHO,
MIPOKUBAHHUE).
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O noHOpCTBE ¥ BO3MOKHBIX BAPHAHTAX COTPYIHHYECTBA
B paMKax 0JIarOTBOPHUTEJILHOI0 MPOEKTA

CyTb npoexkra

[Tomors TAXKENOOONBHBIM JIOASAM, HYXXAAIOIMIMMCS B Tepecagke (TpaHCIUIaHTAIMH)
KOCTHOTO MO3ra, PAa3BUTHE PETUCTPA IMOTCHIHUAIBHBIX JOHOPOB KOCTHOIO MO3ra,
nonyJsipu3anys JoHopceTBa B Poccuniickon ®denepanum.

KocTHBbIiT MO3T
OTO KPOBETBOPHBIA OpraH 4eJ0BEKa, KOTOPBIM CO34a€T HOBBIE KJIETKH KPOBHU B3aMEH
nmorudaromux 1 oTMuparmmx. OH HaxXOJAUTCS BHYTPU TUIOCKUX KocTei. KocTHbIN MO3T
HE ClieyeT MyTaTh C TOJOBHBIM M CIHMHHBIM MO3roM. IIpu JoHaIMu KJIETOK KOCTHOTO
MO3Ta 3a00p KJIETOK OCYIIECTBISIIOT HIIM U3 MepupEepUISCKON KPOBU IOHOPA, HIIH U3 €T0
Ta30BOM KOCTH.

KAX/IBIE 20 MUHYT OAMH YEJIOBEK B POCCHUM Y3HAET, UTO Y HEI'O
JEWKO3, UJIU PAK KPOBU.

Tpancmianranus koctHoro mosra (TKM)

[Ipu neliko3e KOCTHBIM MO3T HE BbIpaOATHIBAET JOCTATOYHOE KOJIMYECTBO 30POBBIX
KJIETOK KPOBH, OPTaHU3M HE MOXKET (DYHKIIMOHMPOBATH HOPMaibHO. UTOOBI BBLKHTH,
yenoBeky HeoOxomuma TKM. Ilpouemypa mnpoBoauTcss B TeX ciydasx, Korjaa
MEIUKAMEHTO3HOE JICYCHUE U XUMHUOTEPANUS YKE HE TIOMOTaFOT.

3ayeM Hy:KeH POCCHICKHH PerucTp

Ecnu 601pHOMY HEBO3MOKHO MPOBECTH MEPECATKy COOCTBEHHBIX KJIETOK U Y OOJIBLHOTO
HET POJICTBEHHOTO JIOHOPA, TO MMOMCK COBMECTHMOTO JIOHOpa — yenoBeka ¢ TeM xe HLA-
reHoturnoM  (oupoBBIM  MOKa3aTeJeM TE€HOB, OTBEYAIOIIMX 332  TKAHEBYIO
COBMECTUMOCTH), IPYTUMHU CJIOBAaMH — TCHETHYECKOTO OJTM3HEIA MallMeHTa, — BEACTCS B
pPETHCTpax JOHOPOB KOCTHOTO MO3ra. PeKkpyTHHT HOOPOBOJIBIEB, WX THIHUPOBAHHEC
(onpenenenne HLA-renotumna) u padota ¢ 100poBoJIbIIaMHU MPU MOI00PE COBMECTUMOTO
JIOHOPA 7151 OOJIBHOTO YEJIOBEKA — ATO 3a7a4l PETUCTPOB.

[ITanc HaiTu reHeTudeckoro Onu3Hena — oauH Ha 10 Teic. Uem Oobiiie 60aza JOHOPOB,
TeM BHINIE IMaHC Ha cnaceHue. [lo omenkam Bpaueit, B Poccum momkeH ObiTh 1
MJTH 100poBoabiieB. Ha cerogusmuuii neab ux Menbine 200 teic. g cpaBHeHUS: B
Benmuko6puranuu nqodposonsiieB — 2,2 miH, B CIIIA — 9,4 miH, B 'epmanun — 9,8 MuH
yenoBeK. Jlyis OONBIIMHCTBA HAIIMX COTPa)XJAaH JOHOPOB MPUXOJIUTCS WCKaTh 3a
rpanuiieii. CTOMMOCTh TpaHCIUIAHTaTa OT 3apyOeKHOrO JOHOpa — OT 2 MIIH pyO., OT
POCCHIICKOTO — MUHUMYM BTpoe erienie. VccienoBanus mMoKa3pIBalOT, 9TO HA POJUHE
00JbHOTO OOJIBbIIIE HIAHCOB HAUTH €My COBMECTUMOTO JIOHOPA.



O nonopax

Jlanubie noHOPOB XpaHsaTcs B MHpopManmonHoit cucteme HanmonansHoro PJIKM
B 00€3JIMYEHHOM BUJIE.

[ToTeHIMaNbHBIM TOHOPOM MOKET CTaTh JIFOOOW 3J0POBBIM YEIOBEK B BO3PACTE OT
18 1o 45 ner.

JloHOp caMm BBIOMpaeT MeTOoJ 3a0opa KJIETOK KOCTHOTO MO3ra: W3 BEHBI (B ATO
BpEMS MOYKHO CMOTPETh KMHO WJIM CIYIIATh MY3bIKY) JTMOO M3 Ta30BOM KOCTH (IO
HapKO30M).

[Tpoueaypa Ge3onmacHa Jij1st 3OPOBOTO AOHOPA.

JIOHOp W PEIUNUEHT CMOTYT BCTPETUTHCS MPU OOOIOHOM >KEJAHUU CITYCTs JBa
roga nocie TKM. Bce 310 BpeMs OHM MOTYT aHOHMMHO MHCaThb JIPYT JPYTy
NMChMa 4epe3 PErucTp.

Yem Poccuiickuil €0X03 NPOMBIIVICHHUKOB M NPeANPUHUMATEIEH MOXKET IMOMOYb
perucrpy

NudopmupoBanne uinenoB PCIIII o QoHOpPCTBE KOCTHOTO MO3ra M Ba)KHOCTHU
Pa3BUTHS PETUCTPA.

OpraHnsanuss JOHOPCKMX aKUUW JUJIl COTPYAHUKOB KOMIIAHMM M OIulaTa
TeHOTUIIUPOBAHUS T00POBOJIBLIEB.

Opranusaiusi OJaroTBOPUTEIBHBIX MEPONPHUATHI C UEIbI0 MPUBICYEHUS
ITOTEHIHAIBHBIX JOHOPOB KOCTHOTO MO3ra.



