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MMPECC-PEJIMN3 Bcepoccuiickoro oduectsa reMopuiun
Kk Bcemupnomy anio remopuiaun 17 anpens 2024 roga

FOpwnii Kyaés: «J/leueHue nanueHToB ¢ reMmoguanei Tpedyer
MYJIbTHAMCHUIIIMHAPHOTO MOAX012)

Ku3Hb nauueHToB ¢ reModuiIneil — reHeTHYeCKUM HAPYIIeHHeM CBEPTHIBAeMOCTH KPOBH —
HANMPSAMYI0 CBSI3aHA C JOCTYNIHOCTBHIO MEPea0BOil Tepanuu, a TaK:Ke KOMIUIEKCHBIM MOIX0I0M K
JeyeHHo 3a0osieBanusi. U ecam mocie crapra ¢enepajibHoii nmporpaMmbl «Bbicoko3aTpaTHBIX
HO30JIOTHi)» MANMEeHThI ¢ TAKUM HEAYroM MOryT O0eCIJIaTHO MOoJy4YaTh JA0POrocTosiiue
JIeKapCTBeHHbIe IMpenaparbl, TO OKa3aHUe CHeHHAJM3MPOBAHHON MeIMUMHCKOW MOMOIIH,
AHATHOCTHKA M peadMIUTALMSA MO-NPEeKHEMY OCTAIOTCH AKTYAJbHBIMH 331a4aMU OPraHU3alHUU
KOMILJIEKCHOW MOJAEePKKY JIIOJAei ¢ THATHO30M «TreMO(puIus).

17 anpenst Bo BceM Mupe otMmedaercss Becemupnbiit Jlerp remodmmmn. OH ObL1 yupesxaeH B 1989
rogy BcemupHoii opranuzanueit 3npaBooxpaHeHuss U BcemupHoii denepanueii reMoQuiing, LEIbI0
KOTOPBIX OBLJIO TOBBIIICHHE OCBEIOMJICHHOCTH O HAPYIICHHUSIX CBEPTHIBAEMOCTH KpPOBH, a TaKkKe
MpUBJICYCHNE BHUMaHUs OOIIECTBEHHOCTH, TOCYJapCcTBa M YYEHBIX K MpobiieMaMm JOJed ¢ 3TUM
JTMarHO30M.

I'emoduust OTHOCUTCS K peIKHM 3a00JI€BaHUSM, KOTOPBIM IO cTaTHcTUKe cTpanaet 1 u3 10 000
yeoBeK. ['71aBHAs ee OmacHOCTb B TOM, YTO Yy YEJIOBEKAa MPOUCXOISAT BHYTPEHHHE KPOBOTECUCHHS,
KOTOPBIE TIOPAKAIOT pPa3jIMYHBIE OPTaHbl M, MPEXKAE BCEro, CYCTaBbl, KOTOPbIE HAYMHAIOT OOJETH,
paspylIalTCs U yTPaunuBaIOT MOABHKHOCTb.

CornacHo peructpy Mun3znpaBa Poccun, B Hameill crpaHe HacuuTbiBaeTcsi Oosiee 12 000
NAIMEeHTOB ¢ reMoQWIMel M JpyruMH peAKHMMH HapyIIEeHUsIMH CBEpPThIBAEMOCTH KpoBU. Bce oHuM
HYK/IAI0TCS B TIOKU3HEHHOM JIEKapCTBEHHOM Tepanuu. biarogapst pazsutuio dhenepaibHOM MporpaMMbl
«14 BbICOKO3aTpaTHBIX HO30JIOTHIl», a Takke co3naHuto Ponpa «Kpyr nobpa» OoNibHBIE MOTYYarOT
HeoOX0UMBIE JIEKApCTBA 3a CUeT rocyaapcTna. [lpu 3ToM paBo Ha JIbrOTY MALUEHT MOJIy4aeT C MOMEHTA
MIOCTAaHOBKM JlMarHo3a BHE 3aBUCHUMOCTH OT TOro, oGopMiIeHa y HEro WHBAIWJHOCTb WM HET.
[IpenynpenuTs nporpeccupoBaHue 3a00JI€BaHUs — KpailHE BayKHO.

«IIporpamma maetr KoJoCCANbHBIM dS(PPeKT u I caMuX MaIlMEHTOB, W JJsi CHUCTEMBI
3npaBooxpaHeHus. brnarogaps npodunakTHke ITOIM C TaKAM HEIyroM, MOKHO CKa3aTh, KHUBYT
MTOJIHOLIEHHOM KM3HBIO — XOJST B IIKOJIY, HAa paboTy M J1a)ke 3aHUMAIOTCS HEKOTOPBIMU BHJIaMU CIIOPTAa,
[OTOMY YTO MHHOBAIIMOHHOE JIY€HHE CHOCOOHO KYNHMPOBATh XPOHHUYECKOE pa3pylLIeHHE CYCTaBOB,
KOTOPOE paHbIle ObUTO HEN30€KHBIM COMYTCTBYIOIHUM OcokHeHHEeM. CeroiHst peOeHOoK ¢ reModumuei
B CTalMoHape OONbHUIBI — Ooibmas peaxkocTb. CHUBMIOCH U B LEJIOM KOJUYECTBO SKCTPEHHBIX
rOCMUTANIN3AINM MMAalMEHTOB C KPOBOM3JIMUSHUSIMU — COIJIACHO CTATHUCTHKE, NMPUMEpPHO B 4 pasa,
oTMedaeT npe3uaeHT Beepoccuiickoro obmectsa remodpminu FOpuii Kyaés. — B nansbiii MOMEHT B
Poccun ypoBeHb 00€CTICUEHHOCTH MperapaTaMu, HEOOXOAMMBIMH IS JICYeHUs reMO(UIInU, BechMa
BBICOKUH M COTIOCTABUM C ITOKa3aTeNsIMU B €BpoIeiickux cTpaHax. OqHako NoTpeOHOCTh B JIEKapCTBaX €
rogamu OyzeT pactu — Giaroiapsi yBeIMUEHHUIO MPOIOJKUTEIbHOCTH KU3HU MAI[UEHTOBY.

He crour Ha MecTe u MCAUIIMHA: TOABJIAIFOTCA HOBLIC IIPOPLIBHLBIC IIPCIIAPAThI, KOTOPBIC
OTKPBIBAIOT HOBBIC BO3MOKHOCTH B JICUCHUU FeMO(l)I/IJ'II/II/I.



Baxnoit MEePCIIEKTUBOM pa3BUTHS SBJISIETCA BHEJPECHUE KOMIUJIEKCHOTO u
MYJIbTUAUCHUIIIIMHAPHOIO TOAX0/1a B 60pb6e C 3TUM HCIYT'OM. VYBenudeHue OpOaOJIKUTCIIBHOCTHU KU3HU
MAMEHTOB HEU30EKHO BJIEUET 32 COOON POCT COMYTCTBYIOLIMX 3a00seBaHMi, KOTOpbie ((deKTUBHEE
pemiate B MYJIbTHAMCHUIUIMHAPHOW KOMaHAE, OOBCAMHSIOMICH TeMaToJIOTOB H  MPO(UIBHBIX
CHEIHATMCTOB B OO0JAacCTU JUArHOCTHKH, MPOQMIAKTHKH, JIEYEHHS OCHOBHOIO U COMYTCTBYIOIIMX
3a0oneBaHui, peadWIUTalMi. OTO TMO3BOJHWT 3HAYUTEILHO IMOBBICHTH KayeCTBO OKa3bIBAaeMOU
MEAUIIMHCKOW MOMOIIM, & 3HAYHUT, PACIIMPUTh BO3MOKHOCTH MAIIMEHTOB M MX CEMEW B COXpPaHEHHU
3J10pOBBSI.

B 3nak mopnepxkku moneid ¢ remoduinedl n OJaroJapHOCTH MALMEHTOB JIOHOpaM KpPOBH
17 anpenst Ha TeNEeBU3MOHHBIX OamHAX Poccuilckoll TENEeBM3MOHHON M paauOBEILATENIBHOM CETH B
pas3HbIX ropogax Poccun Oyner BKItOUeHa KpacHas MOACBETKA.

VYBepeHbl, YTO KOHCOJHJALMs YCUJIMM OpraHOB TOCYJapCTBEHHON BIIACTH, BpaueOHOTro
coo01ecTBa, (hapMaIeBTHUESCKUX KOMITAHUHN U OOIIECTBEHHOCTH MOKET IOMOYb B PEIICHUH UMEIOIIHXCS
mpo0JieM pajiv COXpPaHEHUS KU3HU HAIIUX MAIlMEeHTOB.

151 ”THOOPMALIUUA:

Bceepoccuiickoe 001iecTBO reMopuiing — 6JaroTBOpUTENbHAs O0IECTBEHHAs OpraHU3allis MHBAJIHIOB,
OCHOBHOM OCJIbIO KOTOpOﬁ ABJIACTCA 3allMTa IIPpaB U 3aKOHHBIX MHTCPECOB MAIMCHTOB C HAPYUICHUAMU
CBEPTHIBAEMOCTH KpOBU. B e€ cocTtaBe BXOAAT 73 peruoHanbHble OpraHU3aluu U3 BceX (eaepabHbIX
okpyroB Poccun. Opranuzanus sBIS€TCS COYUYpEIUTENIEeM M YydacTHUKOM Bcepoccuiickoro corosa
HAIEeHTOB.

Bcepoccuiickoe 001mecTBo remopuanu

Caiir https://hemophilia.ru/

Tenerpam kanan https://t.me/hemophilia_russia

I'pynma BKonrtakre https://vk.com/hemorussia

Tenedon I'opsiueit nuuum no remopuuu: 8 800 550-4921

(o pa6ouum ausiM ¢ 10:00 1o 16:00 Mo MOCKOBCKOMY BpEMEHH )

Ipecc-cexpemapv BCII Anacmacus [enucosa

+7 905 767 83 24 / pr@patients.ru

Pyrosooumens ungopmayuonnvix npospamm
Bcepoccuiickozo obwecmesa eemogunuu
Hamanua Honuwyx

+ 7910 470 07 30/ info@hemophilia.ru
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