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YBaxaemblii AHTOH ['epmaHOBHUY!

Bcepoccuiickuii coro3 o0mecTBeHHbIX 00bequHeHuit nanuerToB (BCII) B cooTBeTCTBHH C
®enepanbabiM 3ak0HOM 0T 02.05.2006 No 59-D3 «O mopsimke paccMOTpeHHUs OOpaleHui
rpaxaan Poccuiickoit ®@enepanuny, mm. 1, 5.5, 5.7 Tlonoxenuss o MuHuctepcTBe (PUHAHCOB
Poccuiickoit deneparuu npocuT AaTh Pa3bSCHEHUS IO CIEAYIOIIEMY BOIIPOCY:

Cornacno yactu 9.2 crarbu 83 dexnepanpHoro 3akoHa «O0 OCHOBaX OXpaHbl 37J0POBbS
rpaxknan B Poccuiickoit ®@enepanun» (B pea. ¢ 01.01.2023) obecneuenne eKapCTBEHHBIMU
npenapatamMM Jiul, OOJbHBIX TeModuineidl, MyKOBHCUUAO30M, THUMO(QU3APHBIM HAaHU3MOM,
Oone3npto ['ome, 370KaueCTBEHHBIMM HOBOOOPA30BaHMSIMHM JIMM(OUIAHON, KPOBETBOPHOH U
POICTBEHHBIX UM TKAHEW, PACCESIHHBIM CKIIEPO30M, I€MOJUTHKO-YPEMHUECKUM CHHIPOMOM,
FOHOILIECKHUM apTPUTOM C CUCTEMHBIM HadayioM, Mykomnojucaxapupo3oMm I, II m VI Tumnos,
arIacTUYecKo aHeMued HEYTOYHEHHOH, HacieACcTBeHHbIM nedunutom  Qaktopo I
(¢pubpunorena), VII (;mabunsHoro), X (Crioapra-Ilpayspa), Tuil mocie TpaHCIUIAHTAIUN OPTaHOB
u (n1m) TKaHel (nanee — [IporpamMMa BbICOKO3aTpaTHBIX HO30JIOTUI) OCYIECTBIISETCS:

1) B OoTHOIIEHHMH B3pOCIBIX B Bo3pacTe 18 jer u crapuie - 3a cYeT OMOJKETHBIX
ACCUTHOBaHUM, IpeyCMOTPEHHBIX B (penepaibHoM Oropkere Munsapasy Poceun;

2) B OTHONICHHUH JeTei B Bo3pacTe oT 0 g0 18 5ieT - 3a cueT OIOKETHBIX aCCUTHOBaHWH,
peyCMOTPEHHBIX B (enepaibHoM Oromkere MunsapaBy Poccum mis Hyxn @onga «Kpyr
no0pay.

Obecneyenue geKapCTBEHHBIMU IIpenapaTaMy Kak JAeTel, TaK U B3POCIIbIX OCYIECTBIIAETCS
[0 €JMHOMY IE€PEYHIO0 JIEKapCTBEHHBIX IpenapaToB, npuBeneHHoOMY B [Ipunoxenun Ne 3 k
pacniopsixenuto IIpaButensctBa PO ot 12 okTsa6ps 2019 r. Ne 2406-p.

TakuM o0pazoMm, B paMKkax peanuzauuu IIporpammbl BBICOKO3aTPATHBIX HO30JIOTMH B
cyobexTsl Poccuiickoit denepanun MocTynaroT OAHM W Te JK€ JIEKAPCTBEHHBIE MpPENapartsl,
3aKyIUICHHBIC 32 CYET OIO/KETHBIX aCCUTHOBAaHWH (eepalibHOTO OIO/KeTa, IpeJHa3HaAuYCHHbIC
Kak Ui AeTel, Tak ¥ JUIsl B3POCIbIX.

B 10 ke Bpems, noTpebieHne npenapaTtoB B TEUEHUE I'0J1a HOCUT HEPAaBHOMEPHBIN XapaKkTep
BBHJIy BBIOBITUS MAIIMEHTOB M3 OAHOW BO3PACTHOM KOTOPTHI, BBHIABICHUS HOBBIX MAIMEHTOB B
JIPYroil BO3paCTHOM KOrOpTe, U3MEHEHHUs COCTOSHHMS 310POBbs MAlUEHTOB M, COOTBETCTBEHHO,
ITOKA3aHUH K JIEKaPCTBEHHOU TEparuu U T.1.

B 97011 cBSI31 BO3HMKAIOT CUTYyalluH, KOTJa B Ipejienax OJHOT0 WIH HECKOJIbKUX PErHOHOB
B TEYEHHUE TOoJia BO3HMKAET M30BITOK KOHKPETHOI'O Ipernapara B OJHONH BO3pPACTHOW Koropre
(Hanpumep, y Aetei) U AePUIUT — B Ipyroi (y B3pOCIbIX). DTO MPUBOIUT K YBEIMUEHUIO PUCKA
HEIOCTYIMHOCTH (HECBOEBPEMEHHOTI'0 JIOCTYMA) K JKU3HECacatolel JJeKapCTBEHHOM Tepanuu Jis
TBICSIY AI[UEHTOB, o0ecnieunBaeMbIX 1o [Iporpamme BbICOKO3aTPaTHBIX HO30JIOTHH.
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C y4eToM U3JI0KEHHOT0, MPOCUM Pa3bsiCHUTD:

(1) ecTh MM HOPMATHBHO 3aKpPEIUICHHBIE TPEOOBAaHMS IO pa3/IeIbHOMY y4eTy B pEerHOHaxX
JIEKApCTBEHHBIX IIPENaparoB, MOCTynUBIIMX IO IIporpamme BBICOKO3aTPaTHBIX HO30JIOTHM,
OTAEJIBHO JJISI IET€ U OTAEJIBHO NI B3POCIIBIX ?

(2) BpaBe 11 pervoHaNIbHBIE OPraHbl UCIIOJHUTEIBHON BIACTH CAMOCTOSITENIBHO MPUHATH
peleHre o Tepepachpee]iCHHH JISKapCTBEHHBIX TpenapaToB, MocTynuBmux mo [Iporpamme
BBICOKO3AaTpaTHBIX HO30JIOTHHM, MEXIy BO3pAaCTHBIMM KOrOpTaMu BHYTPUM peruoHa (c
MOCJICYIONMM BO3MeEIIeHHeM (0OpaTHBIM TepepacrpeicicHueM) B CIEAYIOIMIEM OTYETHOM
nepuojie Ui 6e3 TaKoBOro)?

(3) ecnu pervoHanbHbIE OpPraHbl HCIIOJHUTEIBHON BIIACTH HE BIPaBE CaMOCTOSITENHHO
NPUHATH PElIeHue, YKa3aHHOE B BOIpoce 2, Kakol (heZiepabHbI OpraH BIACcTH BIIPaBe MPHHATH
COOTBETCTBYIOIIEE pellIeHNE U B KaKou popme?

Bcepoccutickuii coro3 manueHToB 00beIUHsIA 17 MalMeHTCKUX OPTaHu3aIliid U TIPEICTaBIISS
UHTEpechl Oonee 7 MHUJUTMOHOB NAI[MEHTOB M WX OJHM3KUX, MPOCUT PACCMOTPETh ITaHHOE
oOpalrieHue B KavyeCTBE 3asiBICHUS O COJCHUCTBHHM B peaM3alldd KOHCTUTYIIMOHHBIX IIpaB
rpaxkJad, npeaycMoTpeHHbix ctathelt 41 Koncrurynuu Poccuiickoit @enepariuu.

OTBeT MPOCUM HAIPABUTH 10 aJIPECy EKTPOHHOU mouThl office@hemophilia.ru.

Haneemcs na Baiie noHnManue U moaaepxky!

C yBaxeHuew,

Comnpencenarenu Beepoccuiickoro coro3a MalUeHTOB
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