BceMupHbIN AeHb remocbunww
ADAPTING TO

Sustaining care in a new world
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WORLD HEMOPHILIA DAY

ExerogHo 17 anpens oTMeyaeTcs BceMupHbIn feHb remodunni. 3Ta Aata bbina yupexaeHa
no wHUUmaTee BcemupHOi opraHusauuu 3gpaBooxpaHeHus (BO3) u BcemupHoit denepauum
remopunum  (BOI') ¢ uUenblo MOBbLILEHNS OCBELOMEHHOCTM 00 9TOM peakoM U OnacHOM
3abonesaHuu. Tema [1Ha B 3TOM rogy — "AfanTtaumsa K M3MeHeHUsIM. YCTonunBoe obecneyeHme
MOMOLUU B HOBOM MMpe"— OTpaxaeT rMbKOCTb U CMIOYEHHOCTb MEAMLMHCKOIO W MaLMEHTCKOro
coobLecTBa nepen nuuom becnpeLleaeHTHOro kpuainca B cesaaun ¢ naHaemmein COVID-19.

[eMounns — TSKENOE reHeTUveckoe 3aboneBaHne, XapaKTepusylolleecs HapyLeHUem
CBEpTbIBaHMS KpoBu. [emounusa A pa3BuBaeTcs B pesynbTaTe U3MeHeHwuin (MyTaumin) B rede FVIII
Ha X-XpOMOCOMe, nepefaBaeMblX MO HACMEACTBY WM BO3HMKAKOLWMX CMOHTaHHO, 6e3
NpeaLeCTBYIOLLEr0 CeMENHOro aHamHe3a 3abonesaHus. 'emodunua B pasBuBaeTcs B pesynbraTe
MyTaUuM B reHe, Koaupylollem cuHte3 aktopa IX. Temogunua A BCTpeyaetca valle, 4em
remounua B, u coctasnsier 80-85% obwero uyucma crnyvaeB. 3JTomy 3aboneBaHuio
NPENMYLLECTBEHHO NMOABEPXKEHBI MYXKUMHbI.

[eMOMNNS OTHOCUTCS K peakum 3aboneBaHnsM: ee pacnpoCTPaHEHHOCTb OLEHNBAETCA Kak
1 Ha 10 000 cnyyaes. Mo paHHbIM 3a 2019 r. B Mupe HacumTbiBaeTcs noyt 200 000 naumeHToB C
pasnMyHbIMKU hopMamm remounmu.

OCHOBHbIMX  CUMMTOMaMM FeMOd)VIJ'II/II/I ABINAOTCA CMNOHTAaHHbIE WNU pa3BMBalOLLMECA B
pesynbtate TpaBM 00unbHble KpoBOTEYEHMA WUITU KPOBOW3NNAHUA B CYCTaBbl, MATKME TKaHW WY
OpraHbl. [oMumo puCKa KpoBoOnoTepu, OrnacHOCTb 3ab0NeBaHNs 3aKnoYvaeTcs B TOM, YTO npu
OTCYTCTBUM Tepanun peunanBupyrolne KpoBOTEYEHUA MOTYT MPUBECTU K THAXKENOMY MOPaAXKEHNHO
CyCTaBOB, B TOM YKCIE K UX ue(boplvlau,mm, HapyLeHNO NOABMXHOCTA U XpOHML-IeCKOﬂ 6onu, KOTOpPbIE,
B CBOKO o4epeb, MOryT CTaTb I'IpVIL-II/lHOl;1 MHBanugu3aunm nayueHToB.

B Pecnybnuke Bbenapycb Bce nauueHTbl C Tsxenonm copmon remogunum A n B ¢
NPOMNAKTUYECKO  LieNblo  MOnyvatT  mpenapaTtbl  KOarynauuoHHbIX  (DaKTOpoB  And
CaMOCTOSTENBHOTO (MK C MOMOLLK POLCTBEHHUKOB) BBEAEHUS.

[aumeHTbl CO CpefdHen CTEneHblD TSKECTW MONyvalT fNeyveHWe npu  BO3HUKHOBEHUM
remopparuyeckux an13oaos.

KoHcynbTaTMBHas NoMOLLb nauneHTam okasblBaeTcs Ha 6ase remaTonornyecknx oTaeneHun
06nacTHbIX 6OMbHNL, KOHCYNbTaTUBHBIX LLEHTPOB KPpynHbIX ropogos, PHIL,

C uenbl npodunakTMkn poxaeHns pebeHka € remodunven NPOBOLAATCA MEAMKO-
reHeTMYECKOe KOHCYNbTUPOBaHWE, BO3MOXHA NpeHaTanbHas anarHocTuka.

B HacToswmii MOMEHT B MMpe NpoBoAWTCS Gonee AecsTH KIMHUYECKUX MCCNEO0BaHWA B
0bnacTu reHHON Tepanuu remocmnnunu,
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