OTYET
0 AesATeabHOCcTH O0Eepoccuiickoil 0J1aroOTBOPUTEIbHOI 001IeCTBEHHOH OPraHu3auuu
HHBaJIN/10B «Bcepoccuiickoe o6mecTBo remopuinm» B 2019 roxy

Bcepoccuiickoe o0mecrBo remopuianu Bor yxke 20 Jer oTcTaMBaeT HHTepechbl W
3aKOHHbIE MPaBa 00JIBHBIX € HACJIEACTBEHHBIMH KOATYJIONATHAMM.

YACTbH 1
1. ITanMeHTCKHE HIKOJIbI

Bcepoccuiickum oOmiecTBoM reMo(uianu npu OaroTBOPUTEIBLHON MOAJIEPIKKE KOMIIAHUN
(OO0 «Takema dapmacprotukancy, 3A0 «Pom-MockBay, CudcOn bepunr I'm0X I'epmanus,
AO «Dapmumdke», AO «lenepuym», Kemmpon, I'pudonc, HoBo-Hopauck) B 2019 romy Obuio
npoBeeHo 39 mKon A ManueHToB ¢ remodunnei u Oone3Hpto Bumnebpanma B 35 ropopax;
1 cemunap pernoHanbHbix opranuszanuii OO u 1 HayuHo-npakTHueckas koHpepenuus PO no
reMouIny.

[Hxoner 6pM mpoBeneHbl B Mockse, MBanoBo, Opne, benropoxe, Jlunenke, Boponexe,
Kypcke, Kamyre, Tepu, B.Hosropome, Mypmancke, Actpaxanu, Bomnrorpane, Cumdepormnorne,
Marace (WUnrymerus), Hwknem Hosropone, Kupose, Kazanu, Ilepmu, Mapuii-On, Mxescke,
ExarepunOypre, Yensaouncke, Kyprane, Kpacnosipcke, Omcke, Uure, HoBocubupcke, Binangusoctoke,
bnarosemencke, Xabaposcke, Caxanune, Kamuarke, Sxytcke, Ynan-Ymo.

B pamkax pervoHajibHBIX IIKOJI MAallMEHTOB ObUTM OPraHW30BaHbl BBICTYIICHHUS Bpauei-
reMaToJoroB M OpPTOINENOB IO BOMpPOcaM NPO(GMIAKTHKH, JIEYEHUS M OPTONEAMYECKON MOMOIIU
nanueHTam ¢ remoduinei u 6one3npio Bumnedpanga. Ha mikonsl remodunuy Takke npuriamaim
Bpauei-MHPEKIMOHUCTOB, KOTOPBIE paccKas3blBaiM ManueHTam o renatute C U COBPEMEHHBIX
MeTofax jedeHus. [IpoBoaunnch MpakTHUeCKHe 3aHATHS C MEIUIIUHCKUMU CECTPaMHU 10 00yUYEHHIO
NAIEeHTOB BHYTPUBEHHOMY BBE/ICHUIO NPENapaToB (PAKTOPOB CBEPTHIBAHUS KPOBU.

Ha mxomax OTBETCTBEHHBIMU IpeACTaBUTENAMU 10 DenepanabHbIM  OKpyram ObLIO
pacckasaHo o aesTenbHoCcTH Beepoccuiickoro obmecTBa reMopuiing.

B mixomax mpunsim yuactue 6onee 1700 yenmosek.

[Iporpamma npoBeseHMs] MAIMEHTCKUX IIKOJI MMEET OIPOMHOE 3HAueHHe IJIs B3pOCHbIX
NAIEHTOB M POAMTENEH, TaK KaKk HE BCE OCBEIOMJIEHBI 00 OCOOCHHOCTAX TeUeHHs 3a0o0JeBaHu,
OCJIOXKHEHHUSAX, CBSI3aHHBIX C 3a00J€BaHUEM, O BaXKHOCTU MNPO(PUIAKTUYECKOTO JIEYECHUs, O
COBPEMEHHBIX METO/aX JIeUeHUs] TeMO(UINK U OPTONEAMYECKON MOMOIIM MalUeHTaM. YuacTue
OIIBITHBIX CIIELUAIMCTOB IOMOI'A€T B3POCIIBIM NALMEHTaM U POAUTENIAM CHU3UTh TPEBOT'Y, TIOBBICUTD
MH(GOPMHUPOBAHHOCTh O 3a00JIEBaHMM, O COBPEMEHHBIX METOAAX JIEYEHHUs, O HEOOXOAMMOCTH
aKTUBHOTO 00pa3a jKU3HH, O IOPUIMUYECKOHN MOIEePIKKE NAllMEHTOB.

Ha mnanumeHTckue KOl NMpHUIIAIIAIM CHELMAIMCTOB W3 PErMOHAIBHBIX MHHHCTEPCTB
30paBOOXpaHeHUs] M MecTHbIX otaeneHuid OMC, KoTopble pacckasblBald O JIEKAPCTBEHHOM
o0ecreyeHny 1 OpraHu3alui MEAULMHCKOM MOMOIIY B PErMOHE, OTBEYAIM Ha BOIPOCHI AllUEHTOB.

Ha mxonax manueHTOB Takke MpejacTaBlieHa MH(GOpPMAalLMOHHAs JIUTeparypa, Kacarouascs
3a0oaeBanus U aestensaoct BOT.

2. UndopmanuoHHO-NIPOCBEeTUTEIbCKAsA padoTa

2.1. BOI' aktuBHO BeneT MH(OPMAMOHHO-IIPOCBETUTENBCKYIO PabOTy Cpeau poauTese
MaJICHbKUX TMalMeHTOB M HUX CEeMeH, HalpaBleHHYyI0 Ha HWH(GOPMHUpOBaHHE O 3a00JIeBaHUH,
0 mpobineMax, CBA3aHHBIX C 3a0o/ieBaHMEM, O IIpaBax CeMeH, MMEIUIUX JeTel-UHBAIN/IOB,
0 HE0OXOIMMOCTH aKTUBHOIO 00pa3a »u3Hu. [IpenocraBnseTcs crnenuanbHas JuTeparypa.

B benropone, Mockse, Ilepmu ObliM NpoBeAEHBI HIKOJIBI Ul pOAUTENEH MaJeHbKUX
NAIMEeHTOB ¢ reModuinei n 0one3Hbro BuneOpanaa.

2.2. BOT" B 2019 rony Hauano mpoBeaeHue MH()OPMALMOHHON paboThl B OHJAMH (hopmare:
COCTOSUIOCH 9 BeOWMHApOB Ul MAIMEHTOB M MX CEeMeH C ydyacTHeM BeIyIlIUX OSKCIEpTOB Ha
CIICAYIOIINE TEMBI:



1) 3madenue Bcepoccuiickoro o0mecTBa TeMOQWIMH W MEXKIYHAPOIHBIX OpraHU3aIUi
MAIMEeHTOB, 3alIUTa MPaB NAIIMEHTOB ¢ FTeMOQMINEH, KaK JOOUTHCS yBEITMUEHUS JO3UPOBKU
WM 3aMEHBbI Ipernapara, yCTaHOBJICHNE HHBAJIHIHOCTH

2) DBOJNIOLUS JICYCHHUS] TeMO(HINH, OCHOBHBIE MpENaparhl B JICUCHHUH, MIEPCIICKTUBBI JICYCHUS
reMopuInu

3) Opromneauyeckoe JIe4eHHEe NPU reMOPHIHH

4) OcobeHHOCTH JieueHHs TeMouIny y neTei

5) O 6onu pu remouHH

6) Bomnpocsl HaciemoBanus remodwminn. [Ipenaranphas auaraoctuka. JKO. IlnanupoBanue
CeMbH

7) Xpouunueckuii renatut C y MaiMeHToOB ¢ reMopuinei

8) ®uskyabrypa u ciopt. Peabuurariyst mociie 3aMeHbI CycTaBa

9) BeOunap «Bompockl W OTBeTh» 00 OOHOBJICHHM KJIACCU(DUKAIIMKM W KPUTCPHEB VIS
ycTaHOBJIEeHUs] MHBaJUAHOCTU ¢ 1 sHBaps 2020 rozma; o HOBBIX Ipemaparax Jjs JIEUEHHs
reMopunuu B; 0 HOBBIX mpemaparax MOJKOKHOTO BBEIEHHS: KTO MOXET MX IOIydYaTh,
MepeBO C OJHOIO Ipernapara Ha JAPYrod; O HeXeJaTeIbHbIX peaklMsxX Ha mperapar (4To
JienaTh? KOMY cO00IIaTh? KaK MalMeHTy CaMOMY OTIIPAaBUTh MH(POPMALIMIO O HEXKENaTeIbHON
peakiuu B Poc3npaBHan3op, eciiu Bpad OTKa3ayics 3TO J1e1aTh?)

Be6unapsr BOI" B 2019 rony nocmotpenu onnaiiH 6onee toicsun 3puteneit (1.066). 3anucu
BeOMHApoB pa3MmemiaioTcss Ha odunuaibHoM YouTube kananme «Bcepoccuiickoe 001IeCTBO
remopmmrnn HEMOPHILIA RUSSIA» http://www.youtube.com/c/HEMOPHILIARUSSIA

2.3. BOI" Benét akTuBHYIO pabOTy B COIIMATBHBIX CETSIX:
— TIpeACTaBJICHAa CTpaHuIa ¢ opunuanbHoi mHpopmanueir B DeicOyk «[emodumus.
[IpaBuna xu3nm» https://web.facebook.com/Gemophilial.ifeRules
— crpanuna BOI' BKonrtakTe https://vk.com/hemorussia

— B gekabpe 2019 roma  3apernctpupoBaH  akkayHT B  HMHcTtarpam
https://www.instagram.com/hemophilia_russia/

2.4. B 2019 roxy BeimymieH HOBbIN HOMep kypHana "Temundopm" Nel(31), mist ponureneit u
MAIMEeHTOB OTIIEYaTaH THPaXX HOBOTO rmocodust «I'emodmnms. Kak )kuTh 1 He 00ATHC .

2.5. B pamkax mexayHapoaHoro aas remodummn 17 anpens 2019 BOI ctano opranuzaropom
npecc-koHdpepeHuu Ha TeMy: "[‘eModuaus: Ha mopore MpopsiBa B JiedeHUH" B ipecc-1ieHTpe MUA
"Poccus cerogus".

2.6. BOI' B ueTBEPTHIA pa3 MHULMHPOBAJIO MpOBeeHUE B Poccun MeXIyHApOIHOW aKIMHU
«OcBeTn KpacHbIM», Korjma Hauboliee 3aMeTHbIE JOCTONPHUMEYaTebHOCTH TOACBEYMBAIOTCS
KpacHbIM I[BETOM B 3HaK COJMJAPHOCTH K MpobiemMam Jrofieid, CTpaJalouiuxX HapylIeHUsSIMU
cBepThiBaeMOocTH KpoBU. 17 ampens 2019 roga B akuuu npuHsan ydyactue OcTaHKUHCKAs OallHs B
Mockae, TeneBuznonHas 6amas B [lense u Enpiiun-uientp B ExarepunOypre.

3. Opranuszanusi J0HOPCKOI0 JIBUKEHMSI

BOTI" aktuBHO yyacTByeT B JOHOpcKoM JBikeHHH. B nexabpe 2019 roma B . Pa3anp Oblia
npoBefeHa 94-s1 akius mo 0e3BO3ME3HOMY JTOHOPCTBY B pamkax IpoekTa «Peka »xu3zHu». 3a Bcé
BpeMsi JJOHOPCKOTO JBMKEHUS Ob110 coOpano 14 527 kpoBu.

4. Opranu3anusi TBOPYECKUX M KyJbTYPHO-IIPOCBETHTEIbCKHX MEPONPUATHH

4.1. BOI' npoBOAUT TBOPYECKUE U KYJIBTYPHO-IIPOCBETUTENIBCKUE MEPONPUATUS IJIs
MAIMEHTOB, CMOCOOCTBYIOIINE IMOBBIIIEHUIO OCBEIOMIECHHOCTH O 3a00NeBaHUM, OOBEAUHSIONINE
JIETEN U POAUTENEH.

4.2. Tlo ununmaruse BOI' exxerogno 12 aBrycra, HaunHasa ¢ 2013 roga, B 1€Hb pOXKIEHUS
CBSITOTO CTpacTOoTepIiia IapeBnya Anekces PomanoBa (caMmoro u3BecTHOTo0 OOIHHOTO reMod e B
Poccun) B mpaBOCIIaBHBIX XpaMax B pa3HBIX TOPOJaxX MPOBOAUTCS MOJICOCH O 3APAaBUU CTPAIAIONINX


http://www.youtube.com/c/HEMOPHILIARUSSIA
https://web.facebook.com/GemophiliaLifeRules
https://vk.com/hemorussia
https://www.instagram.com/hemophilia_russia/

reMo(uIMel, a TaKke Bpadax, poaHbix W Omm3kux. B 2019 rogy momeGeH ObLT OTCIIy:KEH B
HoBocnacckom mMoHacTeipe B MockBe, B YCIIEHCKOM Xpame B AcCTpaxaHH, B Xpame IlecapeBuya
Anexcus B Anekcune, B CBaro-Tpourkom MoHacteipe B Cumdepororne.

5. 11 anbHEBOCTOYHBINH KOHIpPEeCC OOMIECTBEHHBIX OObEeIUHEHUH manueHToB «llanmueHt —
OPUEHTUPOBAHHOE 3/IPAaBOOXPAHCHUE — WHHOBAIIMOHHBIE MOAXOJbl K OpraHU3allUd OKa3aHUs
MEIHUIIMHCKON MOMOIIU» COCTOsUICS B I. XabapoBCK, y4acTHUKaMH KoToporo crtamu Ooiee 200
neneratoB u3 Xabaposckoro, [Ipumopckoro, Kamuarckoro kpaes, EBpeiickoii aBTOHOMHOM 0071aCTH,
Amypckoit u UpkyTtckoit obnactu, pecniyonuku bypsartus, Caxa-SAkyTust.

6. BOI' Obia mpoBenpena VI MexpernoHanbHasi HaydHO-IIPAKTHYECKass KOH(epeHIus 1o
remopumuun B CeBepo-3amamgHoMm ¢enepasibHoM okpyre B npuropoae Cankt-IlerepOypra,
y4acTHUKaMH KoTopo# ctanu Oosee 100 denmoBek, cped KOTOPBIX BEIYIIHE HKCIEPTHl B 00IaCTH
remaroniorun U3 HMMUIL] rematonorun MunszapaBa Poccum, miaBubie cneruainuctsl C300,
MAIUEHTHI, MPeJICTaBUTeI MUHHCTEPCTB W BeIOMCTB. Ha KOH(EpEeHIMH YYaCTHUKH TOTYUHIIN
BO3MOXKHOCTH PaccKa3aTh O CBOMX IMPOOIeMax U yCIeXax, MOJICIUThCS OIBITOM, TIOJTYYUTh OTBETHI HA
CBOH BOITPOCHI.

7. BOI' akTuBHO OTCTanBaeT MHTEPECHl U 3aKOHHBIE MpaBa MalMEHTOB C UAMONATUYECKOU
TpoMmboIuToneHu4Yeckou mypmypou (UTII).

7.1. BcepoccuiickuMm 00mecTBOM TreMOQUINU TpU  ONIarOTBOPUTENBHON TMOAJEpIKKE
komnanuii: HoBaptuc u Ammken 0bu10 nipoBeaeHo 15 mkon mist maruentoB ¢ UTII B 15 roponax; 1
®opym UTIL

[xoner mammenToB UTIT 6pumm mpoBenens B Cankt-IletepOypre, Bomorme, CmoneHcke,
Kanyre, Opne, Bonrorpane, Kazanu, Ilepmu, Ve, Exarepun6Oypre, Tromenn, Kpacnosipcke, Omcke,
BrnamuBocTtoke, XabapoBcke.

B pamkax pervoHaibHBIX IIKOJI MAIlMEHTOB ObUTM OPraHW30BaHbl BHICTYIUICHHUS Bpayeil-
remMaroyioroB u3 perunoHa u DeaepanbHpix crenuanuctoB B oomactu WTII. OtBeTcTBEeHHBIE
npenacraButenn no deaepanbHBIM OKpPyraM paccKas3blBaIM O JEATENbHOCTH Bcepoccuiickoro
oOmrecTBa reMmoduInu B 3amuTe mpas nanuenTos ¢ UTII.

B mkonax mpunsim yuactue 6onee 300 maruenToB. [IporpamMmma mpoBeneHUs MAIMEHTCKUX
IIKOJI UMEET OIPOMHOE 3HAu€HHUE JUIsl MalMeHTOB, TaK KaK HE BCE OCBEAOMIIEHBI 00 0COOEHHOCTAX
TeueHUs 3a00JIeBaHUs, OCIOKHEHHUSX, CBA3aHHBIX C 3a00J€BaHMEM, O COBPEMEHHBIX METOJaX
neueHusi, o npodmiaktuke. Ha mikomax manumeHTOB paszgaercss MHGOpMAlMOHHAs JIMTEpaTypa,
Kacarormasicst 3a0oneBanus u gesreiapaoctd BOT

7.2. BOI" 6s11 mpoBeneH IV Bceepoccutickuit popym MTII, B KOTOpOM NpUHSAIN ydacThe
Benymue dkcneptsl B oonactu UTII, mamuenTs! u xxypHanuctsl. [Tocne 3aBepmenns @opyma Oblia
HarpaBjieHa pesontonus B MunszapaB Poccun u IlpaButensctBo PD. BOI' aktuBHO noOuBaercs
BitoueHust UTII B Denepanphyto nporpammy «12 B3H».

8. BOI' mpu OnarorBoputenpHOW moaaepxke kommanuun CudcOnp bepunr Havano
peanu3anuio IpoekTa no OecruiaTHoN AuarHocTuke 0osne3nu BumneOpana.

B pamkax mpoekTa ocyiecTBisieTcs: OecrarHas AMarHOCTHKA M0 OMPEeeNIEHUI0 aKTUBHOCTH
dakropa BumneOpanna, anturen Qaxrtopa BusieOpanna u ompenenenue ypoBHs dakrtopa VIII.
JInarHoCTHKa OCYIIECTBISETCS IMyTeM B3SATUS KPOBM Yy TAIMEHTa IO MECTY J>KHUTEIbCTBA U
TPaHCIIOPTUPOBKU 00pa3ioB B mabopartopuun MockBsl u bapuayna. B pesymnbrate oGcnenoBaHus
ManueHTy OyJeT YCTaHOBJEH TOYHBIM MUMArHo3 U MpH HEOOXOIMMOCTH IMPOBEJEHA KOHCYIBTAIUS
remaronora ¢genepanbHoro nentpa. ObciaenoBanus yxe mpouum 6onee 90 maueHTos.

9. BOI' 3aHMMaeTcs MOUCKOM M OOyu€HHEM aKTHBHMCTOB U BOJIOHTEPOB, KOTOPHIE XOTAT
paborarhb B pernoHanbHbIX opranuszanusx BOI. B 2019 rogy cocrosicst ouepeiHoi clieT akTUBUCTOB
«Kpputbst Hagexap», Ha KOTOpoM Oosee 30 akTMBHCTOB IMPOILIM OOyueHHE HaBbIKaM palboOThl B
0J1aroTBOPUTENBHOM OpraHu3aluu.



10. BOI' mpopmomkaer akTUBHYIO paboTy B OOIIECTBEHHBIX COBETaX MO 3aIIHUTE MpPaB
MalUEeHTOB MpU OpraHax j3apaBooxpaHenus, Poc3apaBHamzope. AxtuBuctsl BOIT mpunumarot
yuactue B CoBeTax IpHu TeppUTOpUAIBHBIX BIOpO MeINKO-cOLManbHOM KCIIEPTU3E.

[Tpesunent BOI' F0.A.XKynéB sBnsiercss pyKoBoAWTENIEM paboueil rpymmbsl MO BOIPOCAM
COBEpPIIEHCTBOBAHUS rOCYJapCTBEHHOW CHCTEMbI MEANKO-COLMAIbHON 3KCIIEPTU3bl U MOHUTOPUHIA
peanu3anuu OpuHATBIX pemieHnid Komuccum npu npesuaente PO no pgenam  MHBAINIOB;
conpeacenareneM CoBeTa OOILIECTBEHHBIX OpraHM3allMil 10 3alIMTE I[paB MALMEHTOB IpU
Munsapase PO; 3amectuteneM npeaceaaresns 001ecTBEHHOTo coBeTa pu Munspase PO; uneHoM
CoBera 0O0IIECTBEHHBIX OPraHU3ALUI 10 3alUTE MpaB MaUEHTOB npu Poc3npaBHan30pe; YieHOM
OOuiecTBeHHOM manaThl ropofa MOCKBBI; WIEHOM MOCKOBCKOIO PETMOHAJIBLHOIO —IITada
O6mmepoccutickoro HapoaHoro (pponTa u LlenTpanbuoii peBusnonnoi komrccuun OHO.

11. BOI' Bxogur B coctaB BCIl u akTuBHO NpHUHMMAaeT yd4acTHE€ B MEPONPUITHSIX,
npoBoanMbix BCII. BOI" npusnsiio yuactue B IX BeepoccuiickoMm koHrpecce naiueHToB B Mockse.
B paGore konrpecca npunsuio yuactue 6omnee 15 neneraros ot BOT.

12. BOI exeroano yuactByeT B pabote EBpomneiickoro koHcopimyma no remopuinnu (EHC).

B 2019 rony 11 neneraros ot BOI" npunsiiu yuactue B padore EHC B r.Cronbe (Makenonus).
Ha xonrpecce nenerarst BOI' nmomyunian BO3MOXKHOCTh OOMEHA OIBITOM, Y3HAJIU O MEXIyHApOIHbIX
ycrexax B 001acTH JeueHus reMo(p g, 0 IEPCIIEKTUBAX JICYCHUS TeMO(UITNH, PACCKa3ail O CBOUX
ycrnexax.

YACTD 2 — ®unancoBbiii oT4éT 32 2019 roa

1. Ocrarok Ha Hagano 2019r. 12 971,00 T.p.

2. 3a OTYeTHBIN Mepuos mosrydeHo noxxepreopanuii — 31 019,00 1.p.

3. Hcmonb30BaHO Ha pealn3aiiio 0IaroTBOPUTENBHBIX MTporpamMmm Beero 25 669,00 T.p.,
B TU:

— «Wudopmanmonnass mnporpamma BOI» (moarotoBka u medath  HMHGOPMAIMOHHBIX
MaTepuasoB, MpOBeeHNuEe BeOMHAPOB, MOAJIEPKKA M Pa3BUTHE cailTa, CTpaHUI] B COICETIX
-1 985,00 T.p.

— «IIpoBenenne HayyHO-IPAKTUUYECKUX KOH(EPEHIMH, MAUEHTCKUX LIKOJ, CEMHUHApOB IO
HACJIEICTBEHHBIM Koarynonarusm» - 12 684,00 T.p.

— «Oxka3zaHue coJieHcTBUS 0OJIbHBIM C HACJIEACTBEHHBIMU U MPUOOPETEHHBIMH KOAryIONaTUsIMH
B TOJYyYEHHUH COBPEMEHHOH JabopaTOpHOW AMAarHOCTUKW» (MoiydeHue OecriaTHON
COBpPEMEHHOM J1aboparopHoi auarHoctuku - 2 700,00 T.p.

— «MexnayHnaponHoe — coTpynHudyecTBO — Bceepoccuiickoro — oOmiectBa  reMobwiMM U
B3aumoJiericTBus co crpanamu CHI» - 2 500,00 T.p.

— «Mexnaynaponnoe corpyaauuectso BOI' B obnactu undopmupoBanus Bpaueit u3 CHI' 06
OTIBITE PabOTHI JICUEHUS HACIeACTBEHHBIX Koarynonaruii B Poccum» - 1 100,00 T.p.

— «llomnepka ¥ 3amUTa TpaB MNAIMEHTOB C HMIUOMATUYECKONM TPOMOOLUTONEHUYECKON
myprypoi» (moafaepxka caiTa, MOATOTOBKA M U3JaHME HH(POPMALMOHHOMN JHUTEpaTyphl,
MIPOBEJICHHE IIKOJ MalueHToB, mposeaeHne @opyma no UTII) - 3 350,00 T.p.

— Jlpyrue 61aroTBOpUTENbHBIE MEPONIPUATHS COLIMATBLHOM HanpasneHHocTH — 1 350,00 T.p.

4. Pacxonpl Ha conepxanue opranuzauu — 11 339,00 T.p.
5. Bcero ucnonszoBano cpencts — 37 008,00 T.p.
6. Ocrarok Ha KoHel| oTueTHOro nepuona: 6 982,00 T.p.



