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ITanueHTHI ¢ remoduiIneii 3anacaT npenaparsl u3-3a nepedoeB B MOCTABKAX —
uccaegosanue BOI'

Ko Bcemupnomy auro remoduiauu Beepoccuiickoe o0mectTso remopuinun (BOI') myoéaukyer
pPe3yJIbTAaThl KPYIIHOI'O COIMOJOrHYECKOr0 HCCACAOBAHNS JOCTYIIHOCTH M KA4eCTBa MeIMIMHCKOM
MOMOIIM NAIMEHTAM € HaCJeJCTBeHHbIMH KoaryJjgomatusimu. Ompoc, npoBeJieHHbIl B HIOHE —
cenrsiope 2025 roma, oxBarua 1538 pecnongenToB. B Hcciae0BaHUM NPHHSAIM y4YacTHe
711 B3pocJbIX nNanueHToB U3 79 cyobekToB P® u 827 poauresieii 1eTeil ¢ KOAryJONaTUSIMHM M3
81 cyObekra. IloyTH 1O0JIOBMHA B3POC/ABIX CTOJKHYJIACh C Mepe0osiMM B JIEKAPCTBEHHOM
o0ecre4eHUH, KaKAbIi NATHIH He MOKET NONACTh K BPa4y-reMarojory B yCTAaHOBJICHHbIE 3AKOHOM
CPOKH.

Poccus 3a mocnmemnue 25 JeT BOIUIA B YMCIO CTPaH, TJI€ IMOMOIIL MAaIlMEHTaM ¢ reModuianei
OpraHM30BaHa Ha BHICOKOM ypOBHE. B cTpaHe co3/iaHbl yCIOBUS JUIsl JIEUEHUS: penapaTbl BKIOYEHbI B
NepeueHb XU3HEHHO HEOOXOIMMBIX W B MPOTpaMMy BBICOKO3ATPAaTHBIX HO30JIOTWH, paboTaeT ceTh
(benepanbHBIX LEHTPOB, @ IMPU CBOCBPEMEHHOW M a/leKBATHOM Tepamuu MPOJOJIKHTEIBHOCTh KU3HH
MalMEeHTOB NMpUOIMKaeTcs K cpeaHel no ctpane. Ceronns ¢ remodunueit xxuByt 6ozee 12 000 poccusH,
¥ OOJBIIMHCTBO M3 HUX BEAYT MOJHOLIEHHYIO *HU3Hb. Poccuiickas MoJienb MOMOIIM NMPU TeMOpHINU
CIy’)KUT (PAKTMUECKU BUTPUHOM JUISI BCEro Op(aHHOTO HANpPaBICHHUS — MPUMEPOM TOTO, YTO PENKOe
3a00JieBaHME MOKHO JiepKaTh 1oj KoHTpojeM. Ha atom ¢one pesynbrarsl nocnensero omnpoca BOI'
TpeOYIOT 0CO00 BHUMAHHS.

JlekapcTBa ¢ ono3gaHueM, He B TOM 00beMe, He B TOM 103MPOBKe

O mpobnemax ¢ MOJTy4YeHHEM JIEKapCTBEHHBIX mpemnapaToB B 2024-2025 romax 3asBuin 47%
B3pocibiX (325 uvenoBek) u 37% ponureneit (302 pebenka). KapTuHa BHYTpU 3TUX TpPyHH CXOXkas.
[lepebou u BBIJAya C OMO3JaHMEM — OCHOBHas »ajo0a: Ha Hee ykazanu 72% B3pocibix u 79%
poauTeneil W3 uMcia CTONKHYBIIUXCA C mpobimemamu. HemoctarouHoe KOMWYECTBO BBIIAHHBIX
npenapatoB oTMeTwin 42% B3pocibix u 40% poautenei. OTnenpHas npobdieMa A AeTeid — Bblaaya
npernapara B HeOAXOAAIIEeH T03UpoBKe: 00 3TOM coolminu 36% ponuTenei.

IJKOHOMHUS HA «YEPHBIi IeHb» U CPBIB JeYeHHUS

[Toutn Tpu yetBepTH B3pocibix (74,4%) u 6onee 80% nereit (80,6%) KUBYT HAa TPOPHUIAKTUKE —
peryJysipHble MHQY3UM 3alIUIIAI0T CYCTaBbl, CHI)KAIOT PUCK MHBAJIUAHOCTH U IO3BOJSIOT COXPAHATh
HOpPMAaJIbBHYI0 aKTUBHOCTb U NIPOJOJDKATh yueOy 1 padboTy. Ho B mociennee Bpemst co0IIt0/IeHUe py THHHOM



Tepanuu ynupaercs B mnepedou c npenapatamu: 42% B3pocibix U 19% ponurteneil mpuU3HAIOTCS, 4TO
CpbIBalOT Ha3HaYeHHbIHN rpaduk. [Toutn nmonoBuna B3pocibix (48%) U TpeTh ceMeil ¢ JEThbMU MPOITYCKaIOT
YKOJIbI, YTOOBI COOpaTh «3amac Ha YEPHBIM JE€Hb» — HE TOJBKO M3-3a HEBO3MOXXHOCTH €T0 MOJYyYUTh B
anTeKe, HO U MOTOMY, YTO B ClIy4ae SKCTPEHHOM TOCHUTAIM3AIMK CTAllMOHAPHl U Jaxe (eaepaibHbie
HEHTPHl HE CMOTYT 3aKymUTh 5JKCTPEHHO HEOOXOoauMbIi (akTop. B cmucke «Apyrux mpUUAH»
PECTIOHAEHTHI MOCTOSIHHO TOBOPSAT O 3aJIeP>KKax BbIAa4uM, OTCYTCTBUU HYKHOU TO3UPOBKHU.

K remaroJjiory — uepe3 mecsin

45% B3pocibIX manueHToB U 24% nerell HE MOTYT MONACTh Ha BHEIUIAHOBBIM MPHEM K Bpauy-
reMaroJiory 6e3 mpeBapuTeIbHON 3allucu B cliyyae yXyJuleHus coctosHus. [Ipu 3Tom gaxke riaHoBas
3anuch pactsaruBaetcs: 28,7% B3pOCHbIX 0XKUIAAOT MpUEMa OT ABYX HEAEIb A0 Mecsama, a 16,9% —
noasuie Mecsna. [1o mporpaMmMe rocy1apcTBEHHBIX FrapaHTHH OKUJaHUE ITPUEMA Y3KOro CIIEUAINCTa HE
JOJDKHO TpeBblIaTh 14 pabounx nHei. /i malueHToB ¢ KoaryJonaTusMu, Y KOTOPbIX KPOBOTEUEHHE
MO>KET Ha4yaThCsl B JIFOOOH MOMEHT, TaKue CPOKH — HE OI0OpOKpaTHYecKoe HEYy100CTBO, a mpsMas yrpos3a
3I0POBBIO.

AHaIu3bI: 1aJ1€K0, 10JIT0, 32 CBOM CUeT

Bcemupnas geneparus remodunnn Beiopana temoit 2026 roga AMArHOCTUKY Kak MEPBBIH mar K
nedyeHuto. Poccuiickue maHHBIE MOITBEPKIAIOT, UTO MPOUTH 00CIEIOBAHUS MAIMEHTaM MO-TIPEKHEMY
HernpocTo. 23,5% B3pocinbix (120 wenosek) u 10% poauteneit (73 pebeHka) ykazanu Ha MpoOIEMBI C
oOcrenoBaHMeM IO OCHOBHOMY 3aboneBaHuto. Cpean TeX, KTO CTONKHYICSA: 38% B3pOCIBIX KATYIOTCS
Ha JIONTYI0 3amuch, 35% — HaA TO, YTO HA3HAYEHHBIC AHAIM3bl B UX PETHOHE BBIMOIHSAIOTCA TOJBKO
m1aTHo, 33% — Ha TO, YTO HY>XHbIE UCCJIEAOBAHUS B PETHOHE HE JIENIal0T BOBCE, IPUXOJUTCS €XaTh. Y
JETEN CUTyalus €Ile kKecTde B 4acTu AocTynHocTu: 40% poaurteneid 3asBUIN, YTO JUISl TPOXOXKICHUS
o0cneIoBaHus HYKHO BBIE3)KATh B IPYTON PETHOH.

[Tpu >TOM perynsapHbIi MOHUTOPUHT — 3TO ycioBHe Oe3omacHor U 3 (EeKTUBHOM Tepanun: 6e3
aKTyaJbHBIX aHAJM30B Bpauu pabOTAIOT BCIEMYIO, a IF000e MPOMEIJIEHHUE C TIMarHOCTUKON B IKCTPEHHOMN
CUTyaIUU TIPEeBpaIlacTCs B MPSAMON PUCK IS )KU3HU MaIMeHTA.

Kpowme Toro...

65% B3pocibix U 54% poauTenel yKa3blBalOT HA JOMOJHUTENIbHBIC OTPAHUYEHUS B OPTaHU3alUU
MIOMOIIM: HET CUCTEMHOTO HAOIIOJEHUS Y CMEXHBIX crienraiuctoB (52% B3pocibix u 42% nereii), He
XBaTaeT CHEIUATU3UPOBAHHBIX I'eMaToJoTuueckux HEeHTpoB (32% u 27%), a moaydaTh UHBEKIIMU Ha
JIOMY HEBO3MOXHO nJisi 22% B3pocnbiXx U 38% pgereil. 3a mociaeAHU rojl, MO OLIEHKE OOJIbIIMHCTBA
PECTIOHICHTOB, CUTYAIUs C METUIIMHCKOMN MTOMOIIBI0 HE U3MEHUIIACh, KaXK/IbIH MATHIN B3POCHBIA CUUTACT,
YTO CTaJIO XYyXKE.

Mopnens momomuM mMmanueHTaM ¢ remModuinel TpedyeT MyIbTUANCIHUIUIMHAPHOTO IOAXO0/a:
XUPYPTrH, CTOMATOJOTH M JPyTHE CICHHAINCTHI OOSTCS MPOBOIUTH BMEIIATEIbCTBA MAI[UEHTaM C
KOaryJionatusamMu, a pabouuil KaHall CBSI3U C T€MATOJOTOM 3a4acTyl0 OTCYTCTBYET, U YEJIOBEK OCTAETCs
6e3 HeoOxommmoii momomu. Ha stom ¢one denepasbHble M PErHOHAIBHBIE HEHTPHI CTAHOBSITCS
«TocneHed MHCTaHIMeW»: MallMeHThl, KOTOPBhIM YyJaeTcs TyAa IOomacTh, B OOJBIIMHCTBE CIydacB



MOJIY4al0T MOMOIIb OECIIaTHO M BBICOKO €€ OLICHMBAIOT — YyAOBIETBOpeHbl 93% B3pocibix u 97%
polnuTenei, — HO caMu STU OOpalleHHs] HEPEeIKO BBI3BAHBI MMEHHO HEBO3MOXKHOCTBHIO MOJYYUTh
HEO0OX0IMMOE JIEYEHUE 110 MECTY JKUTENIbCTBA.

Pe3ynbpTatsl onmpoca KOMMEHTUPYET npe3naeHT Beepoccuiickoro odmecra remopuann FOpuii
Kynés:

«'emodpunust B Poccun — 3T0 mpumMep TOro, Kak ydacTHe TOCyAapCTBa MOXKET KapJIuHAIbHO
M3MEHUTD KU3Hb MMALIMEHTOB C PEIKUM 3a00J€BaHUEM. 32 MOCIEIHUE JBA AECSITUIIETUS CAEIaHO MHOTO€E
JUTSI TOTO, YTOOBI TUATrHO3 «TeMODUIIHS TIEpecTan ObITh MPUTOBOPOM: JETH XOSAT B IIKOJY, 3aHUMAIOTCA
CIIOPTOM, BBIPACTAIOT, CO3JAI0T CEMbHU M KUBYT KakK MOJIHOIICHHBIEC WieHbl oOmecTtBa. Ho koraa moutu
MOJIOBMHA B3pOCIBIX MAIlMEHTOB COOOIIAET O Mepedosix ¢ mpernapaTamu, a JII0Jd HAYUHAIOT SKOHOMUTb
JI03bI U OTKJIQJIBIBATh UHBEKIINU, YTOOBI COOpATh 3amac «Ha ciiydail c00eB», Mbl CEPhe3HO OECITIOKOUMCSI.
[IpepriBanue Tepanuu npu reMoQuIng 03HAYaeT HOBbIE KPOBOM3JIUSHUS, pa3pyIIeHUE CyCTaBOB, 0OJb U
poCT uHBanuau3auu. Bo3Hukias cutyaius TpeOyeT BCECTOPOHHET0 aHaIN3a MMPUIUH ITUX IPOoOIeM U
COTJIACOBAaHHBIX JCHCTBUN TrocyJapcTBa, Bpadeil M MAIMEHTCKOro cooOmiectBa. Mbl HampaBuM
pe3yabTaThl UCCIEA0BAHUS B IPO(HIIbHBIC OpTaHbl BIACTH U IPYTUM 3aUHTEPECOBAHHBIM OpTaHU3AIUSAM,
MOTOMY YTO YOEXKJICHBI: TOJIBKO 00BbEAMHEHUE YCUIIUNA TTO3BOJUT HAWTH PEIICHUS] U COXPAHUTH TO, UYTO
YK€ IOCTUTHYTO».

I UTHOOPMALIUN:

Bcepoccuiickoe 00111ecTBO rTeMop I —O01aroTBOpUTEIbHAs 00IIECTBEHHAS OPTaHU3allisl HHBAIUIOB,
OCHOBHOM 11€JIbI0 KOTOPOU SBJISIETCS 3aILIMTa MPAB U 3aKOHHBIX HHTEPECOB MAIIUEHTOB C HAPYLLICHUSIMHU
CBEPTHIBAEMOCTH KpOBH. B €€ cocTaBe 76 pernoHalbHBIX OpraHu3aluii U3 Bcex (efepaabHbIX OKPYTOB
Poccuu. Opranuzanus sSBIsS€TCs COyUpeIuTeNieM U y4acTHUKOM Bcepoccuiickoro cor3a naueHToB.
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obwecmesa cemopunuu Hamanus [onruwyx
+ 7910470 0730, info@hemophilia.ru

IIpecc-cexpemapwv BCII Anacmacus [lenucosa
+7 905 767 8324, pri@patients.ru



https://max.ru/id7714187702_biz
https://vk.com/hemorussia
mailto:info@hemophilia.ru
mailto:pr@patients.ru

