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ITPECC-PEJIN3 Bcepoccuiickoro odmecrsa reMmoQpuiInu
Kk Bcemupnomy anro remopuiun 17 anpens 2025 roga

17 ampens Bo BcéM Mupe oTMedaeTcss BcemupHbIl 1eHb reMOGUIMH — JaTa, IpU3BaHHAs MPHUBJICYD
BHMMaHHE OOIIECTBA K )KU3HU JIIOJICH C HApYIICHUSIMU CBEPThIBAEMOCTH KpoBHU. B Poccun HacuuTeiBaeTcs Oosee
12.000 Takux manueHTOoB.

brnarogaps cucteMHON rocyaapcTBEHHOW MOAJIEP)KKE B Hallleld CTpaHE yAajloch NOOUTHCSA CEPbEIHOTO
mporpecca B YJIy4llIEHWHM KadyecTBa JKM3HM NalMeHTOB ¢ remodwmiuei. [IpaBunbHO mogoOpaHHOe JeueHue
MO3BOJIET MAI[IEHTaM BCEX BO3PACTOB JKUTh MOJHOLIEHHOM JKU3HbIO.

Ha npoTsbkeHMM  HECKOJIBKMX — IIOCHEAHMX JIET INPOBOAATCS  KJIMHUYECKHE HMCCIeJOBAHUA
O0Te4YeCTBEHHbIX TeHOTepanmeBTHYECKHX TMpenapaToB Ul  JICYCHUS TEeMO(DWINH,  OTKPHIBAIOIINX
NPUHIUINHAAIBGHO HOBBIE BO3MOXKHOCTH JUIS KOHTPOJS HaA 3a00JIeBaHMEM U TIOBBIIICHUS KauyecTBa JKU3HH
nanueHToB. OHAKO YK€ CEroHsl He0OXO0IMMO MPUCTYNUTh K pa3padoTKe YETKOro U MPO3payHOro MEXaHHU3Ma
(¢UHAHCUPOBAaHHUS TOCICAYIOMET0 IPUMEHEHHUS JAaHHOW TepamuH II0Cie 3aBEPIICHHS KIMHUYECKUX
UCCJIEJOBAaHUM. DOTO IO3BOJIUT OOECIEUYUTh CBOEBPEMEHHBIM JOCTYNl K HWHHOBALIMOHHOMY JICUEHUIO JJIf
IIALEHTOB, a TAKXE HWHTEIPUPOBAaTh TICHHYIO TEPAIMI0 B HAIMOHAIBHYK) CHCTEMY 3IpPaBOOXPAHCHMS Ha
IIOCTOSIHHOW OCHOBE.

Csoero pEeUICHUA Tpe6y10T u Apyrue HpO6J’IeMH, BJIMAIONIUE HA Ka4C€CTBO U HNOCTYIIHOCTb OKAa3aHUSA
MEIUITUHCKON MOMOIIIH.

JuarnocTuyeckas jadoparopHasi 6a3a — KpUTHYeCKOe 3BeHO, Tpedylollee 0T/1eJIbHOI0 BHUMAHMS.
be3 TouHOI ¥ CBOEBpEMEHHOM AMAarHOCTUKU HEBO3MOXHO aJieKkBaTHOE jeueHue. OaHaKko cerojHs jaboparopuu,
o0OecrieunBaroOIIie IreMaTOJIOTMUYECKyl0 TUArHOCTHKY, pa3BHUBAIOTCS HepaBHOMEpHO. OTCYTCTBYeT cHCTEMa
pedepeHc-LIeHTPOB, HEAOCTaTOYHO KaJapoB, JAJI€KO HE BO BCEX pEruoHax JOCTYMHBI HEOOXOJIUMBbIe
UCCIIEIOBaHMs cHUCTeMbl remocraza. HyxkHo (opmHpoBaTh pervoHalbHYIO CETh JIaOOpaTOpuil ¢ €AUHBIMU
CTaHJapTaMM, HEHTPATU30BaHHBIM KOHTPOJIEM KAa4eCTBA U BO3MOKHOCTHIO YAAJIEHHOW BEpU(PUKALUN CII0KHBIX
ciiy4aeB. DTO 00€CeunT TOYHOCTh IIPH ITOCTAHOBKE JUArH03a U CBOEBPEMEHHOCTh Hayajla Tepanuu.

Bceepoccuiickoe o0mecTBo reMopuinyu Moa4€pKUBaeT HEOOXOAMMOCTb Pa3BUTHSI KOMILJIEKCHOIO,
MYJIbTHANCIHUILIMHAPHOIO MOAX0AA K JeYeHHI0. ['eMaToI0rn4eckuii ManueHT — 3TO BCerJa MOTEHIUAIBHO
CJIOKHBIN MAlMEHT, MO3TOMY TpeOyeTcsl ydacTHe CIEeLUAIU3UPOBAHHBIX KOMAaH/l, BKIIOYAIOIIUX IeMaToJIOrOB,
JIMarHOCTOB, TEPaleBTOB, PEAOMIUTONOrOB M APYruxX NpopuiabHBIX Bpaueil. Tonbko KomaHgHas pabora
CHELMAINCTOB pa3HbIX Mpoduield MOXET 00eCHeunTh KOMIUIEKCHYIO OLIEHKY COCTOSIHMS W ONTHUMAlIbHOE
JIEYEHUE.

[Ipesunent Bceepoccuiickoro obmectBa remodunuu FO.A. Kynés ormedaer: «Takas mMonens AOKHA
ObITh HE WMHULMATUBOM SHTY3MACTOB, @ YacCThIO YETKOTO MEXaHM3Ma OKa3aHUs MEAMIIMHCKOW MOMOIIM C
3aKpeIIEHHBIMUA POJISIMH, QJITOPUTMaMH B3aMMOJAEHUCTBUS M pecypcHo mnojaepxkoil. IlomoOubie monenu
JOJKHBI OBITH 3aKpPEIUIEHbl PerMOHaJIbHBIMA HOPMATHUBHBIMU MPABOBBIMU JOKYMEHTaMH, TAKUMH KaK MPHUKa3bI
00 OKa3aHUU CIEUUATU3UPOBAHHOM moMoUIM OoNpHBIM Temoduianeil. B HekoToprix ciyuasx TpeOyercs
BHECEHHE COOTBETCTBYIOLIMX M3MEHEHUN B CYIIECTBYIOLINE PErMOHANbHbIE MOPSAKU OKa3aHHUs MEJUIIMHCKON
MOMOIIH 110 TPOPUITIO «T€MATOIOTHSI.




Taxoke cuntaeM HEOOXOAMMBIM OOpaTUTh BHUMAHKUE HA YYACTHBIIMECS CJIy4aH nepedoeB B MOCTABKaxX
JIEKAPCTBEHHBIX MpenapaToB /s MalueHToB ¢ reModuiueil. Bo3nukimas cutyamus TpedyeT BCECTOPOHHETO
aHaJu3a U ONEPAaTUBHOIO IPUHATHS PELICHUM, B TOM YHCJIE B YaCTU IIOMCKA JOINOJIHUTEIBHBIX MCTOYHHUKOB
¢uHaHcupoBaHus (enepanbHOl MpOrpaMMbl 0OECHEUeHHs] MAlMEHTOB C BBICOKO3ATPATHBIMH HO30JIOTHSMH.
[IpepbiBanue Tepanuu HEAOIYCTUMO, ITIOCKOJIBKY OHO MOJKET IPUBECTH K CEPbE3HOMY YXYIUICHUIO COCTOSHUSA
NALMECHTOB U NIEPEUYEPKHYTh PaHEE JOCTUTHYTHIE PE3YJILTATHI JICUCHHUS.

Mpl yOexzeHbl, 4TO OObEIUHEHHE YCUIUN TocylapcTBa, Bpaueld M OOLIECTBEHHBIX OpraHHU3alHi
MO3BOJIUT BHIPAOOTATh JEHCTBEHHBIE MEXAHM3MBl PELICHUS aKTyaJbHBIX MPOOJEM, CTOALIUX IMEepe]l CUCTEeMOM
3/[paBOOXpaHEHMs, 1 00ECHEUUTh MAlMEeHTaM C HApYyLIEHUSIMU CBEPTHIBAEMOCTH KPOBH JOCTOMHBIN YpOBEHBb
MEJAMIIMHCKON MOMOIIH U 3a00THI.

B 3mak mommepxkku Jropeld ¢ remoduimerd u  OIarolapHOCTH IMALMEHTOB JIOHOPAaM KpPOBH
17 ampenst Ha TeJIEBU3MOHHBIX OamrHAX PoccuilcKoM TeneBM3HMOHHOM M pajMOBEINATENIbHOW CeTH U JIPYTHX
3aMETHBIX 00BEKTax B pa3HbIX ropojax Poccuu Oyner BKItoueHa KpacHas MO/ICBETKA.

JIJIS1 UHOOPMALIMM:

Bceepoccuiickoe o61iecTBo reModuiay —01aroTBOpUTeIbHAs 00IIECTBEHHAs OpraHn3alusl MHBAJIHJIOB,
OCHOBHOM LI€JIbI0 KOTOPOM SABJIAETCS 3aLUTA [IPaB U 3aKOHHBIX HUHTEPECOB NALIMEHTOB C HAPYIIEHUSIMU
cBEPTHIBaEMOCTH KpoBH. B e€ cocTaBe 75 pernoHabHBIX OpraHu3aui U3 Bcex (enepaibHbIX OKpyroB Poccun.
Opranu3zanus sBJISETCS COyUYpPENIUTENIEM U yUacCTHUKOM Bcepoccuiickoro coro3a naiueHToB.

Caiit remo¢uiams.opr

Tenerpam kanan https://t.me/hemophilia_russia

I'pynmia BKonrakTe https://vk.com/hemorussia

Tenedon INopstueit muaum 8 800 550-4921 (1o padounm ausim ¢ 10:00 10 16:00 MO MOCKOBCKOMY BPEMEHHM )

Buye-npezuoenm Bcepoccuiickoeo obuecmea cemopunuu Hamanusa [onuwyx
+ 7910470 07 30 /info@hemophilia.ru
Ilpecc-cexpemapv BCII Anacmacus Jlenucosa+7 905 767 83 24/ pr@patients.ru
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