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HNPECC-PEJIN3 Bcepoccuiickoro odmecrsa reMopuinm
K Bcemupuomy nnio remopuiun 17 anpeas 2025 roaa

17 ampens Bo BcéM mupe oTMeuaeTcs BceMupHsblil JeHb reMopWInu — JaTa, MpU3BaHHAS NPUBJICYb
BHUMaHME OOIIECTBA K JKU3HU JIIOJEH ¢ HApyIIeHUAMHU CBEPThIBaEMOCTH KpoBU. B Poccun HacunThiBaeTcs Oomee
12.000 Takux nanueHTOB.

braronapst cucreMHON roCyJapCTBEHHON MOJAJIEPKKE B HAIICH CTpaHe yIaloch JTOOUTHCS CEPhESHOIO
mporpecca B YJIYYIICHHM KA4yeCcTBa JKU3HH TAIMEHTOB ¢ reModwimei. [IpaBuiabHO MOAOOpaHHOE JeUeHUE
IMMO3BOJIACT MAalIUCHTAM BCEX BO3PACTOB XUTH HOJIHOIIGHHOI71 JKU3HBIO.

Ha MMPOTAKECHUU HECKOJBKHX IMOCIICAHUX JICT IIPOBOJATCA KIMHUYICCKUE UCCTICI0BAHUA 0TCYCCTBCHHBIX
reHOTEePaneBTHYCCKUX MNpenmapaTroB IjId JICUCHUA FGMO(bI/IJ'II/II/I, OTKPLIBAIOIIUX IIPHUHOUIINAJIBHO HOBBIC
BO3MOXHOCTH JIsI KOHTPOJISL Hall 3a00J1€BaHNEM M ITOBLIIIEHHS KaUeCTBA JKU3HU IIannMCHTOB. O,I[HaKO YKC CCroaHs
H606XOI[I/IMO MNPUCTYIIUTH K pa3pa60TKe 4E€TKOro 1 MpO3pavyHOoro MCxaHmnismMa q)HHaHCI/IpOBaHI/ISI nocjaeaAyromero
IMPUMCHCHHA ,HaHHOﬁ TCpalluy ITI0CJIC 3aBCPIONCHUA KIIMHHYCCKHX HCCHCﬂOBaHHﬁ. DTO MO3BOIHUT 00ECIIEUYUTH
CBOGBpeMeHHLIﬁ AOCTYII K MTHHOBAIITMOHHOMY JICUCHUTO JIA TAUCHTOB, a4 TAKKC HHTCTPUPOBATH 'CHHYIO TCPAITUIO
B HAITUOHAJIbHYIO0 CUCTEMY 3IpaBOOXPAHCHUS Ha ITOCTOSTHHOM OCHOBE.

Cgoero pemieHusi TpeOyIOT W Apyrue MpoOJeMbl, BIUSIONIME HA KAa4eCTBO U JOCTYMHOCTh OKa3aHUS
MEIUIIMHCKON ITOMOIIIH.

Junarnocruyeckas nadoparopHas 60a3a — KpUTHYECKOe 3BEHO, TPpedylollee 0TAeJIbHOT0 BHUMAHMS.
be3 TouHOI 1 CBOEBpEMEHHOW TMarHOCTUKU HEBO3MOXKHO a/ieKBaTHOE JieueHue. OJIHaKo cerojHs J1abopaTtopuu,
o0ecreuynBaroIMe IeMaToJIOTHYEeCKyl0 JMAarHOCTHKY, Ppa3BHUBAIOTCS HepaBHOMEpHO. OTCYTCTBYeT cHUCTeMa
pedepeHc-1IeHTPOB, HEJJOCTATOUYHO KaJJpOB, AaJIEKO HE BO BCEX PErMOHAaX JIOCTYIHbBI HE00XO0AUMBbIE UCCIIEIOBAHUS
cucteMbl remocraza. HyxHO (opMupoBaTh permoHajbHYIO CeThb Ja0opaTopuil ¢ eIUHBIMH CTaHAApPTaMHU,
LIEHTPAJIM30BaHHBIM KOHTPOJIEM KauecTBa U BO3MOXKHOCTBIO YAaJIEHHOM BepU(UKALUU CIOXKHBIX CIy4aeB. ITO
00ecreynT TOYHOCTh MPH TOCTAaHOBKE JIMarHo3a U CBOEBPEMEHHOCTh Hayalla Tepanuu.

Bcepoccuiickoe o00mecTBo reMopuiany NOTYEPKUBAET HEOOXOAUMOCTb PA3BUTHSI KOMILIEKCHOIO,
MYJbTUAMCUUIIJIMHAPHOTO MOAX0AA K JieYeHHI0. [ eMaToIornyecknii mauueHT — 3TO BCErja MOTEHIUAIBHO
CJIOKHBIN TMAIMEeHT, MTOATOMY TpeOyeTcsl yJacTHe CIEeIHATIU3UPOBAHHBIX KOMAaH], BKIFOYAIOIIUX T'e€MaTOJOTOB,
JTMAarHOCTOB, TEPANIEBTOB, PEAOMIIMTOJIOTOB U IpyruX Bpadeil. Toapko koMaHaHas paboTa CrennuaaIucTOB pa3HbIX
npod e MoKeT 00eCIIeYnuTh KOMIUIEKCHYIO OIIEHKY COCTOSIHUS TIAIIUEHTa U ONMTUMAIBHOE JICUCHHE.

[Ipe3unent Beepoccuiickoro obmectsa remodunuu FO.A. XXynés ormeuaer: « Takas MoJienb 10JKHA OBITh
HE MHUIMATUBON dHTY3UACTOB, 8 YaCThIO YETKOI0 MEXaHN3Ma OKa3aHU MEAUIIMHCKON IIOMOILH € 3aKPENIEHHBIMU
pOJSIMH, aITOPUTMaMH B3aMMOJEHCTBHS W pecypcHOM mnonaepkkoid. IlomoOHble Monenu A0JKHBI OBITh
3aKpeIuIeHbl PErMOHATBHBIMU HOPMAaTHUBHBIMHU MPABOBBIMU JIOKYMEHTaMM, TAKMMH KakK MpPUKa3bl 00 OKa3aHWU
CHELMATU3UPOBAHHON TOMOIIM OoJIbHBIM TeModuiaueil. B  HekoTopbIX ciydasx TpeOyercss BHECEHUE
COOTBCTCTBYIOIINUX W3MEHEHHUH B CYHICCTBYIOIIHMEC PCTUOHAJIBHBIC MMOPAIKH OKa3aHUA MCI[I/II_[I/IHCKOI\/‘I IIOMOIIIHU 110
IPOPHITIO0 «KTEMATOIOTHUSIY.




Taxxe cuntaeM HEOOXOAMMBIM 0OpAaTUTh BHUMAHHE Ha yYACTHBIIHECS CJIy4au nepedoeB B MOCTABKAX
JIEKAPCTBEHHBIX MPenapaToB s NalMeHTOB ¢ remoduianeil. BosHukiias curyanusi TpeOyeT BCECTOPOHHETO
aHaJIM3a W OINEPATUBHOIO MPHUHATHS PELICHHM, B TOM 4YHCJIE B YacTHU MOUCKA JOMOJHUTEIbHBIX HCTOYHHUKOB
dbunaHcupoBaHus (denepaibHOM MporpaMmbl 00€CIeYeHHs] MAllMEHTOB C BBICOKO3aTPATHBIMU HO30JIOTHSIMH.
[IpepriBanue Tepanuy HEIOMYCTUMO, MOCKOJIBKY OHO MOXET MPUBECTU K CEPHE3ZHOMY YXYIIICHUIO COCTOSHHUS
MAIMEHTOB U NEPEYEPKHYTh paHee JOCTUTHYThIE pe3yJIbTaThl JICUCHUS.

MpI yOexIeHbI, 4TO 00bEAMHEHHUE YCUIINI TOCY1apCTBa, Bpauek U OOIIeCTBEHHBIX OPTaHU3aIMA TTO3BOJIUT
BBIPA0OTaTh JACHCTBCHHBIE MEXAHW3MbI PEIICHUS aKTyaJbHBIX MPOOJIeM, CTOSANUX TMepel CUCTEMOM
3/IpaBOOXpaHEHUs, U O0ECIEUYUTh MAIMCHTaM C HApYIICHUSMH CBEPTHIBACMOCTH KPOBHU JOCTONHBIA YPOBEHB
MEIUIMHCKON MOMOIIY U 3a00THI.

B 3mak moamepxku Jropeld ¢ remoduimeld u  OIarolapHOCTH MALMEHTOB JIOHOPAaM KpPOBH
17 ampenst Ha TeJIEBU3HOHHBIX OamHAX PoccHiicKOM TeneBU3MOHHOM M paJMOBEILATENIbHOW CETH U JIPYTUX
3aMEeTHBIX 00BEKTaxX B pa3HbIX roponax Poccuu OyneT BKiIrOueHa KpacHast MOJICBETKA.

JIJISI UHOOPMALIMM:

Bcepoccuiickoe 001ecTBo reMopuiIii —OJaroTBOPUTEIbHAS OOMIECTBEHHAS] OPTraHU3alllsl HHBAIHJIOB,
OCHOBHOI 11€JIbI0 KOTOPOM SABJIIETCS 3allUTa [1PaB ¥ 3aKOHHBIX UHTEPECOB NAI[MEHTOB C HAPYIICHUAMU
CBEPTHIBAEMOCTHU KpOBU. B €€ coctaBe 75 pernoHabHbIX OpraHu3aluil U3 Bcex (eaepaibHbIX OKpyroB Poccuu.
Opranu3zanus siBISIETCSl COyUpeIUTENIeM U y4aCTHUKOM Bceepoccuiickoro coro3a maiueHToB.

Caiit remopunus.opr

Tenerpam kanan https://t.me/hemophilia_russia

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

Tenedon [Nopsueit nuauu 8 800 550-4921 (mo padouum ausim ¢ 10:00 10 16:00 Mo MOCKOBCKOMY BpEMEHH)

Konumaxmur ona CMH:

Buye-npesudenm Bcepoccuiickoeo obwecmea cemopuiuu Hamanus Honuwyk
+ 7910 470 0730, info@hemophilia.ru

Ilpecc-cexpemapwv BCII Anacmacus [enucosa

+7 905 767 8324, pr@patients.ru
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