OTUET
O JEATEJBHOCTHU OBmEyOCCHP’ICKOP’I BJIATOTBOPUTEJIBHOM
OBIIECTBEHHOM OPTAHU3ALIMYA UHBAJIMJIOB
«BCEPOCCHMCKOE OBIIECTBO TEMO®WUJINN» B 2021 TOXY

B 2021 roay npogoskaiach padoTa B 0CO0bIX YCJIOBHAX, CBA3AHHBIX C PACIIPOCTPAHEHUEM
kopoHaBupycHoil nHpexuuu COVID-19. ITa cutyauuss BHOCWIA CBOM KOPPEKTHBbI B HAIIH
IUIAHBI, B 0CO0EHHOCTH B YaCTH NPOBeIeHUs OYHBIX MEPONPUATHI.

YACTbH 1

16 oxkTsa6pn 2021 roga cocrosiiicst VIII-it che3n Beepocceuiickoro odmecrtsa remopuiinu.

BCEPOCCUMCKOE
OBWECTBO
FEMOOUITNA

16 okTAa6pPS
2021 ropa

VIl CbE3/[]
BCEPOCCUNCKOIO OBLLIECTBA
FEMOOUINA

B meponpuaTHn NpuHANIM ydacTue Jenerarsl oT 67 pernoHanbHbeix opranusanuii BOI. Beero
ObuT0 HampasieHo Ha Cre3n 92 nenerara.

Bnepebie 3a BcE€ BpeMsa CYLIECTBOBaHMS OpraHu3allid B CBSI3M CO  CIIOKHOMU
AMUEMHUOJIOTHYECKOW 00cTaHoBKOM, cBsizaHHOM ¢ COVID-19, Cobe3n ObT mpoBeleH B OHJIANWH
¢dopmare Ha ruomaake ZOOM. [l ronocoBaHus UCTIONIB30BAJIOCH BCTpOEHHOE puiiokeHrne ZOOM
JUTSL TIPOBEJIEHUSI OIPOCOB C BO3MOXKHOCTBIO aBTOMAaTHUECKOro IMOJcueTa rojocoB. Bece yuacTHUKH
HMENH BO3MOXKHOCTh O3HAKOMHTBCS C PE3yibTaTaMM, IPOBEPUTH YUET cBOMX rojocoB. Kpome Toro,
IIPOBEPKY TOJI0COB OCYIIECTBIIsIA cueTHast komuccust Chesza.

[Ipe3unentom Bcepoccuiickoro obmectBa reMo@uiny Ha HOBBIH CPOK OOJBIIMHCTBOM
rosocoB nepensopan XKynés HOpuit AnexcanapoBud.

Bune-npesuaentom nepensdpana Apxunosa Hanexxna MBanoBHa.

IlenTpansHOE TIpaBieHHE Tepen30OpaHo B mpekHeM cocTtaBe: bepesun B.B., beccmepTHbIx
A.®., I'onuapos /I.1., I'pomosa JI.U., I'nyxoBa T.M., Kp:xkemenesckas B.I1., IIpockypuna H.C.

B cocraB llenTpasbHONM KOHTPOJIBHO-PEBU3MOHHON KomMuccuu Bonum Tpounkuii B.IHO,
Asmapos U.B., Hlynuisikos H.W.



2. ITanueHTCKHE MIKOJIbI

B cBsa3u ¢ pacnpocrpanennem kopoHaBupycHod wuHpexkuuum COVID-19 B 2021 ronpy
MIPOUCXOJIMIIA CUTYaIlMU C MEPEHOCOM OYHBIX IIKOJ TeMowinu Ha Ooyee mo3mHue Cpoku. Yacth
nH(OPMAIMOHHBIX CEMUHAPOB IS MAMEHTOB MPOBOANUIIACH B OHJIAMH (popmare.

[Ipu OnarotBopuTenbHOW mommepkke komnanuii (OO0 «Taxeoa Dapmacvromukaicy,
AO «Pow-Mocksay, CudcOn bepune ImoX I'epmanus, AO « Papmumskey, AO «lenepuymy», AO «P-
Dapmy, Keopuon, OO0 «Ceeouwr Opgpan buosumpym») B 2021 romy Beepoccuiickum o01iecTBOM
reMo(uauy ObUTO MpoBeneHO 25 MH(DOPMAIMOHHBIX CEMUHAPOB JUIsl MAlMEHTOB ¢ TeMOMUINEeH U
6one3npio BumieOpania u ux cemeil B ropogax:
Kemeposo. Mapt 2021
Ypa. Mapt 2021
benropon. Mapr 2021
Jluneux. Anpens 2021
Mocksa. Anpens 2021 - B onnaita ¢popmare
Kypck. Anpens 2021
Wpxkytck. Anpens 2021
NBanoo. Maii 2021
Xabaposck. Maii 2021
0. HoBocubupck. Maii 2021
11. Boponex. Maii 2021
12. OpenOypr. Maii 2021
13. Kapemus. Urons 2021
14. Hosropoa. Uronb 2021
15. Kupos. Urons 2021
16. birarosemenck. Urons 2021
17. Sipocnasns. Centsiops 2021
18. Bramgumup. Centsops 2021
19. Omck. Cents6ps 2021
20. BnaguBoctok. Centsops 2021
21. bpsack. Okrs6ps 2021
22. Ynan-Ymo (Bypsarus). Oxrsi6ps 2021
23. ExarepunOypr. OkTs16ps 2021
24. Maranan. Hos6ps 2021
25. Mocksa. Jlekabpp 2021 - B oHnaiiH ¢popmare

BOoo~NoGa~WONE

Ha perunonanbubix cemunapax «lllkoma remodunnm» ObUTM OpraHU30BaHBI BBICTYIUICHUS
Bpauyeii-reMaTroioroB, OPTOIEJAOB W XHUPYProB IO BONPOCaM  MPOQWIAKTHKH, JICUCHUS,
OpTOTEANYECKON U XUPYPrUUECKOM MOMOIIH MalrueHTaM ¢ remodunueit u 6one3npio Bunedpanma.

[TpoBOAHUIUCH MPAKTUICCKUE 3aHATUS C MEIUIIMHCKUMHU CECTpaMHU 10 00YUYCHHIO TAIllHCHTOB
BHYTPUBEHHOMY M TIOAKOKHOMY BBEICHHUIO JIEKAPCTBEHHBIX MpernaparoB. KpoMe TOro, Ha IIKOJIBI
MPUIIANIAINA  CIICIUAIIMCTOB W3 PETHOHAIBHBIX MMWHHCTEPCTB 3/PAaBOOXPAHEHUS W MECTHBIX
oraenenuit OMC, koTopble paccKka3blBald O JIEKAPCTBEHHOM OOECMEYeHWH U OpraHHU3aIiu
MEIMIIMHCKOM ITOMOIITM B PETHOHE, OTBEYAIN Ha BOTIPOCHI MAI[UECHTOB.

Ha mikomax oTBETCTBEHHBIMHU MPEACTABUTEISAMHE 1O (peepanbHbIM OKpYyTaM ObLIO paccKa3aHo
o gesTenpbHOCTH Bcepoccuiickoro o6OmectBa remoduianu. Ha mkomax mamueHTOB Bcerna
npecTaBieHa nH(QOpMaIMOHHAS TUTepaTypa, Kacaromasics 3adoneBanus u nestenbaocta BOT.

[IporpamMMa mpoBeICHUS NAIMCHTCKUX IIKOJ MMEET OTPOMHOE 3HA4YCHHE I B3POCIBIX
MAIMEHTOB W POJAUTENEH, TaK KaK HE BCE OCBEAOMIICHBI 00 OCOOCHHOCTSX Te4eHHUs 3a00JieBaHUS,
OCIIOKHEHUSAX, CBSA3aHHBIX C 3a00JIeBaHWEM, O BAKHOCTH TNPOPUIAKTHYECKOTO JICUCHUS,
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O COBpPEMCHHBIX MCTOAAX JICHCHUIA FGMO(bI/IJ'II/II/I u OpTOHCI[H‘leCKOI;’I IIOMOIIHN ITallMCHTaM. Vyactue
OIIBITHBIX CHICHHUAJIMCTOB IIOMOI'acT B3POCJIbIM IIAOUCHTAM U POAUTCIIAM CHHU3UTH TPCBOT'Y, IIOBBICUTDH
I/IH(bOpMI/IpOBaHHOCTB (¢} 3360J’IeBaHI/II/I, 0 COBPEMCHHBIX MCETOHAX JICYHCHHA, O HCO6XOI[I/IMOCTI/I
AKTHUBHOI'O 06pa3a JKHM3HH, O IOpHI[H‘-IGCKOﬁ MOAACPIKKE MAUCHTOB.

3. JesiteabHocTth BOI' mo 3amuTe npaB nanueHToB

16 mapra 2021 B OGmiecTBeHHol nanare Poccuiickoit denepanun cocTosuics KPyTIIbIiA CTOI
"[IpoGnaemMbl pOCCUUCKUX MMAIMEHTOB, TOJYYAIOIIMX JeKapcTBa mo (denepaibHON mporpamme "14
B3H"", B kadecTBe 3KcmepTa W COBEIYINEro y4acTBOBal MPE3UACHT Bcepoccuiickoro oOmiecTBa
remodumnn XKynés H0.A.

B mapre 2021 Bcepoccuiickoe o0mecTBo reMopiinyd HapaBWiIo oOpaiieHrne B MuH31IpaB
Poccun o mpornosupyemom neduuuTe MpernaparoB Ui JISUEHUS TeMOPIINN C TPOChOON MPUHSATH
SKCTPEHHOE PELICHHE O 3aKyIKe )KU3HEHHO-Ba)KHBIX JIEKapCTB.

15 ampens 2021 B mpecc-ieHTpe areHTcTBa "MHTepdakc" mpomia npecc-KoHpepeHIus,
MOCBSAIICHHAS AaHAJM3y XO/la peanu3anuy, odbema HemoduuHancupoBanuss B 2021 — 2023 rr,
3¢ GEeKTUBHOCTH 3aKyMOYHBIX Mpoleayp MporpaMMbl 14 Bbicoko3aTpaTHbix Hozonoruit (B3H),
00eCTIeYnBAONIEH 3aKyNKy JIGKApCTB JISl MAMEHTOB, HYKIAIOIIUXCS B JOPOTOCTOSINIEM JICUCHUH.
Benymum npecc-kondepeniuu 6b1 ipe3useHT Beepoccuiickoro obuiectBa remodunuu XKynés FO.A.

BOI' saBnsiercs coyupeaurenem Bcepoccuiickoro coro3a MaluMeHTOB, aKTUBHO Y4acTBYET B
(dbopMUPOBaHUU TIOBECTKH M JOPOXKHOM KapThl ACSITEILHOCTH COIO3a IO 3alllUTe MpaB MalMeHTOB,
BBIPAOOTKE COBMECTHBIX MPEIOKEHHI, KOTOPbIE HAIPABIIAIOTCS B OPraHbl TOCYJapCTBEHHOM BIACTH.

4. UndopmaniuoHHO-IPOCBETUTEIbCKAS padoTa

4.1. B saBape 2021 roma omyOIuKOBaHBI HA PYCCKOM si3bIKe PexkoMeHanuy mo BakIMHALIUY OT
COVID-19 nns nmromeit ¢ HapylmIeHUSIMH CBEPTHIBAEMOCTH KpoBH: https://hemophilia.ru/news/1309-
rekomendacii-po-vakcinacii-ot-covid-19.html - Ha TOT MOMEHT 3TO OBII TEpBBIA U OYEHb
BOCTpEeOOBaHHBIN JOKYMEHT.

4.2. B okta6pe 2021 coctosnacs IX Beepoceniickasi HayuyHo-npakTu4eckasi KoHgepeHuust
no remopuaun. Takas koHpepeHus npoxoaut 1 pa3 B 3 roxa. B 2021 rony xoHdepeH1Ms BepBbie
ObL1a IIpoBeJIeHa B OHJIaH (hopMaTe Ha rmopTrajie MEIUIIMHCKOTro OHIaiH obpa3oBanus Med.Studio.

bnaropapst onnaitn gopmary oxBaT y4aCTHUKOB KOH(EPEHIMH cTall Ooiee IIMPOKUM: B paboTe
KOH(pEpEeHIIMN TPUHUM ydacTue 665 ydacTHukoB u3 58 pernonoB Poccuu u 7 crpan (Poccuwm,
benapycu, Kazaxcrana, Keipreizcrana, MongoBel, Typkmenuu, Ykpaunsl). Kondepenuus Obuia
akkpeauTtoBaHa KoopAMHAallMOHHBIM COBETOM IO Pa3BUTHIO HENPEPHIBHOIO MEIUIMHCKOTO H
¢dapmaneBTuueckoro oopazosanus. Oxono 400 Bpaueit U3 pa3HbIX pernoHoB Poccun cMornu npoittu
oOyuyenne u nonayuuth Oamnel HMO. bnarogaps onnaiiH ¢opmary TpaHCISALUIO MEAUIIMHCKOM
KOH(EepeHLIMU TakXe MOINIM CMOTPETh MpeacTaBuTenu Bcepoccuiickoro obmectBa reModpuianu u
nanueHTcKoro cooduiectBa. Marepuansl IX Beepoccuiickoil HayqyHO-ITpakTHUECKOM KOHPEPEHIIUY 110
reMouINH pa3MeleHsl Ha caiite https://conf.hemophilia.ru/

4.3. IToaroroBka MHGOPMALMOHHBIX MATEPHAJIOB:

— Brinmymen HoBbIi HOMep KypHana "T'emunpopm" Nel(32)

— TIlo 3anpocy Bceepoccuiickoro obmiectBa remodunun, [lllyros C.A., 1.M.H., BeAYIIHI Hay4HBINA
corpyznHuk otaenenus xupypruu @I'bY "HMMUI] remaronorun" Munsapasa Poccuu (Mocksa)
nofenwics MH(popManyued 0 MHUPOBOM U POCCHICKOM ONBITE IMPOBEIEHHS XUPYPrH4E€CKHUX
onepauuil y MaluMeHTOB ¢ reModuineil A, KOTOpble HAXOIATCS Ha TEepaluu IpenapaToM
sMunIn3yMad (Buaeco3anuchk pazmenieHa Ha kanaine BOI' B YouTube).


https://hemophilia.ru/news/1309-rekomendacii-po-vakcinacii-ot-covid-19.html
https://hemophilia.ru/news/1309-rekomendacii-po-vakcinacii-ot-covid-19.html
https://conf.hemophilia.ru/

4.4. BOI' npu nognepxke komnanuii «Culcdn bepunr ['MOX» I'epmanns u AO «P-Dapmy»
MPOJOJDKUIIO PEeaM3alMI0 TPOeKTa Mo OecIiaTHOM auarHoctuke OonesHu Bunebpanma. beumm
o6cieoanbl 175 marmenta us roponos: H. Hosropox, HosocuGupck, Momkap-Omna, Boponex,
Kazanp, Haszpanp, Yepkecck, OpenOypr, MxeBck, Actpaxanb, HoBoky3Heuk, YeOoxcapsl,
Kanmuaunarpan, Kpacunomap, I'posssiii, Yda, Ke3pur, Uurta, Xabaposck, MkeBck, Tsepb, Kypck,
SAxyrck, Omck, Poctos-na-Jlony, Camapa, bnarosemienck, Kamyra, Caparos, Kemeposo.

4.5. BOI' mponomkaeT akTHBHO BECTH pa3bsICHUTENIBHYIO pPAa0OTy cpenu MalueHToB,
uHumpoBanHbix remarutom C, o HeoOxomuMmocTu oOcnemoBaHus W JjedeHus remaruta C
COBPEMEHHBIMU MTPOTHBOBUPYCHBIMH TpernaparaMu. Hamu BBIMYIIEHBI M PacHpOCTPAHSIOTCS Cpenu
HanyueHToB MH()OPMALMOHHbIE TUCTOBKH « Tuxuii yOuiinay o renarute. [larmeHTsI OMyyaroT Je4yeHne
110 HOBBIM Oe3uHTEep(EpPOHOBBIM cxemaM 3a cueT cpeacts OMC.

4.6. bruta mpoomkeHa MpakTHKa MPOBEAeHNs WH(POPMALIMOHHOM paboThHI B OHJIalH (opmare:
cocrosiock 10 BeOMHAPOB AJISl MANMEHTOB U WX CEMEW C y4yacTHEM BEAYIIMX HSKCIEPTOB Ha
CJIEIYIOINE TEMBI:

1. SAunBaps 2021 - "I'emodumnus u cromaronorus. Jis B3pocnsix nanueHtoB" (Komosa O.B.)

2. ®epanb 2021 - "TpynoycTpoicTBO JIFOACH ¢ MHBATHIHOCTHIO"

3. @empanb 2021 - "T'emaronoruveckoe oraesienne OMUHIIOBCKON 00JaCTHOW OOIBHUIIBI IS

MAIeHTOB C HapyIIEHUSIMH CBEPTHIBAEMOCTH KpoBH. JlmarHocTuka remModuimn'
(wumnep E.D.)

4. Mapt 2021 - "IIpobnemMbl HallMEHTOB C HACIEICTBEHHBIMU KOAryJOMATUSAMU: TEKyIlas

cUTyalus c aekapctBeHHbIM obecrnieueHuem" (OKynés FHO.A.)

5. Mapr 2021 - "Opromeanyeckasi MOMOIIb MAIlEHTaM C TSHKENIoH ¢Gopmoit remopummnn"

(Conparenkos B.E.)

6. Amnpens 2021 - «DusKynpTypa ¥ CHOPT MPU FeMOPHUINN: BO3MOXKHOCTH U TPOOIEMBD)

7. Mait 2021 - "HacnenctBennole koarynonatuu. Kak poauth 370poBOro pebeHka?"
(Axosnesa E.B., Bocko6oesa E.1O.)

8. Cenrsiopr 2021 - "3aboseBaHHs JKENyTOYHO-KUIIEYHOTO TPAaKTa y TALMEHTOB C
HacneacTBeHHbIMU koarynonartusmu” (Ilytos C.A.)

9. Centa6psr 2021 - "Bome3nr BuiuteOpaHma: JAMAarHOCTHKA W OCOOCHHOCTH TEUCHUS

3aboneBanus" (3o3yns H.I.)
10. Hosi6ps 2021 - "Az0yka remopmmmnn” (XKapkos I1.A.)

Beounaper BOI' B 2021 rony B ipsimom sdupe nocmotrpenu 930 3puteneit. OCHOBHas 4yacTh
3anucel BEOMHAPOB NP HAJTMUUU pa3pelieHHs] JOKJIaquhKa pa3meniaercs Ha opunuaisHoM YouTube
kanaie BOI.

477. BOI' axkTUBHO BEIET CpPEIU PpOAUTENEH MAICHbKUX TNAlUEHTOB M HUX CeMeH
MH(POPMALIMOHHO-TTPOCBETUTEILCKYIO padoTy, HaNpaBIeHHYIO0 Ha MH(OpMUpoBaHUE O 3a00JeBaHUH,
0 mpobnemax, CBA3aHHBIX C 3a0o0JieBaHUEM, O IIpaBax ceMel, HMEIoLUX JAeTel-WHBaJINIO0B,
0 HEOOXOIMMOCTH aKTUBHOTO 00pasa xu3HH. [IpegocraBisercs crnenuaibHas JuTeparypa.

B nexabpe 2021 roma mo wuHunumaruBe MmojonexHod rpynmnbsl BOIT (axtuBuct JlyxuHOB
ApceHuil) mpoBeJieHa OHJIalH BCTpeya Ha TeMy "JIMUHBINA ONBIT 3aHATUH (PU3KYIBTYpOH U criopToM".
Y4acTHUKH NOJETWINCh CBOUMH UCTOPUSIMU M OTBETHJIM Ha BOIIPOCHI CIIYIIATENIEH U 3PUTENIEH, OHH
pacckasainu, KaKUMH BUJAMU CIIOPTa, Kakoi (PU3KyIbTYpOi OHM 3aHUMAJIHCh, UMesl TeMO(HIINIO, U YTO
U3 3TOTO BBINLIO. Takue BCTpeud BCErna MPUBJIEKAIOT OOJbIIOE KOJUYECTBO YYACTHHUKOB W3 YMCIa
poauTenel MaleHbKUX JAeTel U MOAPOCTKOB C TeMO(HITUEH.



4.8. Tlomyumsi cBOE HOBOE pa3BUTHE paszjen caiita Bcepoccuiickoro obmecTBa reMohuiInu
«3a0oTiiMBbIe poaMTean». Pa3ien akTUBHO HAMOJHSJICA MarepuajaMu, KOTOpbIE MEPBOHAYAIBHO
rOTOBUJINCh, U pa3memanuck B MuHcrarpame Bcepoccuiickoro ooOmectsa remMopuinud Hu
npeaHa3HavyaiiCb CEMbsAM, HCAABHO CTOJKHYBIIMMCA C JUArHO30M <<F€M0(1)I/IJII/I$I>>.

4.9. BOI" Benér aktuBHYI0 paboTy B COIUATBHBIX CETAX:

— YOUTUBE «Bcepoccuiickoe obmectBo remopmwmun  HEMOPHILIA  RUSSIA»
https://www.youtube.com/c/HEMOPHILIARUSSIA
Hannbie cratuctuky kanana BOI 3a 2021 rox: Hamm Buaeo cmotpenu 6onee 40 ThicsSd pas,
1.800 yacoB mMpOCMOTPOB, KOJTMYECTBO MOJIMUCUYUKOB KaHaIa BO3pOCIIo Ha 272 yenoBeka. Beero
Ha koHer| 2021 roga 653 noanucyuka.

NMpocmoTpel Bpema npocMoTpa (4acel) Mognucymen A
40,5 TbIC. © 1,8 TbiC. © +272 ©
Ha 189 % Gonblie, 4em 3a 2 AHB. — 31 gex. 2020 T. Ha 78 % Sonbiwe, vem 33 2 AHE. — 31 gek. 2020T. Ha 39 % Sonbuwe, yem 33 2 AHE. — 31 gek. 2020T.
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— FACEBOOK: Crpannna «I'emodunus. [IpaBuna xusnu» uium GemophiliaLifeRules - mo
coctosinuio Ha koHer 2021 roma 602 moanucynka (+29 3a rox)

— HWHCTAT'PAM: HEMOPHILIA RUSSIA unu @hemophilia_russia/ - 1.241 yurareneii (+ 361
MOJNHUCYHUK 3a TOf)

— BKOHTAKTE: Coob1ecTBo Bcepoccuiickoe 00111eCcTBO reMoQuInu W
https://vk.com/hemorussia — 287 noanucunkoB (+110 moAMMCYUKOB)

— TELEGRAM - odunmanbHbIil myOnuyHbil HOBOCTHOM KaHai: «Bcepoccuiickoe obiiecTBo
remouumy win https://t.me/hemophilia_russia (ma wonerny 2021 roma 274 uyen. (+154
MOJMMUCYMKA 32 TON).

I'pynna B3auMMHON MOANEPKKU NAIMEHTOB M ponuTenei (Bcepoccuiickuit uat) «Hamm
Manpuuinkn» B Telegram — 387 yuacTHukoB Ha koHer 2021 rofa.

4.10. B 2021 romy mpomomkuia cBoro pabory B oHinaiiH ¢opmare Ilcmxosiornyeckas
roctuHas Bcepoccuiickoro ob6mectBa remodunuu. Bemymas roctuHoi - Harames CeméEHoBa,
KJIMHUYECKUH MCUXOJIOT C MHOTOJIETHEH MPAaKTUKOM U ONbITOM paboThl Ha TesnedoHe A0Bepusi, Mama
pebenka c 6one3npio Bunmnedpana, pykoBoautens CaMapckoil pernoHaibHoON opranusamnuu BOI.

B ¢eBpaiie cocrosinack oHnaiiH BcTpeya poAuTenel, HeJaBHO y3HABIIUX O JIUArHO3€ CBOETO
peOEnka, A TeX, KTO JIeJIaeT MepBhie IIary B )KU3HU ¢ reModunueit uin 0osie3upio Bumiedpanmaa;

B MapTe COCTOsIach BcTpeya Ha TeMy 'S ykonoB He 6oroch!";

B arpere oocyxaanach rema « TpyaHbIi pa3roBop» O TOM, KaK MPUHSTH JHATHO3 U ITOJIEIATHCS
3TUM C POAHBIMU U OIH3KUMU JTIOIBMU;

B HOSIOpE M JIeKaOpe COCTOSITMCH BCTPEUH, aIpECOBAHHbBIC POAUTENSIM Mabimel ot 0 1o 3 et
"Ocobennoctu pa3zButus pedénka ot 0 mo 3 nmet".


https://www.youtube.com/c/HEMOPHILIARUSSIA
https://vk.com/hemorussia
https://t.me/hemophilia_russia

4.11. Croto paboty npomomxuia lopsuas aunusa BOI' aas nanuenToB 8-800-550-4921

I'padux paboter l'opstueit muHMM 110 OyaHUM THSM ¢ 10 10 16 9acoB 110 MOCKOBCKOMY BPEMEHHU.
B nepuos 3nuaeMuonornuecKkux OrpaHu4YeHH B CBs3U ¢ covid KoiaMuecTBO oOpalleHui BO3pOcIo,
MHOTO BOIIPOCOB TOCTYIIAJO B CBS3M C BaKIuHauuel npu remodunnu. B cpennem 3a pabounii 1eHb
nocrtymaet okojio 10 3BOHKOB, TakuM 00Opa3om, 3a roj oopadareiBaeTcsi okoio 2.500 obparmieHuii mo
TenedoHy.

Taxoke npoBOAATCS KOHCYIBTALIUU MALIMEHTOB M POAUTENeH aeTeit ¢ reModuinelt, UMMYHHOI
TPOMOOIIMTOTICHUYECKOM MypIypold MO BOMpPOCaM JIEKAPCTBEHHOTO OOECIEYeHUsl, OTCYTCTBHUIO
mperapara B anTeKe WM 3aJ[epKKe B BbIJaYe JIEKapCTB, KaK MMEPEeBECTH JIEKApCTBEHHOE O0ecreueHne
IIPU CMEHE MECTa XKHUTEIbCTBA, KaK MOMACTh Ha JICYEHUE WM TOCIIUTAIN3ALUIO B (heiepabHbIi LEHTP,
nepeBofiaM M3 JETCKUX OTHeJdeHui Bo B3pocible U T.a. Ocoboe BHHMaHUE YJEIseTCs
KOHCYJIBTUPOBAHUIO CEMEMl, HEaBHO CTOJKHYBLIMMCS C JUArHO30M, a TaKXKE UX ICUXOJIOTHYECKON
MOJIJIEPIKKE.

5. Opranusanusi TBOpYECKHX U KYJIbTYPHO-NIPOCBETHTEIHLCKUX MePONPUATHIA

BOI npoBoauT TBOpUECKHE U KYIbTYPHO-IIPOCBETUTEIBCKIE MEPOIPUSITHUS, CTIOCOOCTBYIOIINE
MOBBIIICHUIO OCBEIOMJIEHHOCTH O 3a00JIeBaHUU, OOBEANHSIONINE JETEH U pOIUTEIICH.

5.1. B mecroii pa3 BOI' unumuupoBano nposeaeHue B Poccun MeXAyHapOJHON akKLUU
«OcBeTH KpacHBIM», Korja HambOoJiee 3aMETHBIC JOCTONPHUMEYATCILHOCTH ITOJICBEYHBAIOTCS
KpacHbIM IIBETOM B 3HaK COJHMIAPHOCTH K mpolnemaM IIOAeH, CTpajaloluX HapylIeHUSIMU
cBepThIBaeMOCTH KpoBHU. 17 ampens 2021 roma B akmuu MPUHSIM ydacTre MOCT BIIOOJICHHBIX B
Tiomenu (oH cran nuaepoMm mo kpacore u orkaukam B CMU B Poccum), Enpuus-uieHTp B
ExarepunOypre, tenebamnu B [lense u Mockse. Kpome TOro, TpaHCIHpPOBAINCH CBETONPOCKIHS B
Jlunenxke u kpacHas 6erymas crpoka o Bcemupunom aue remodunuu B Hiskaem Hosropore.

5.2. Ilo nuunmaruse BOI' exeronno 12 aBrycra, HauuHas ¢ 2013 roga, B 1€Hb POXKIEHUS
CBSITOTO CTpacToTepIa napesuda Anekces PomaHoBa (caMoro u3BecTHOro OOILHOTO reMo(Iiei B
Poccun) B mpaBocnaBHBIX XpaMax B pa3HBIX TOPOAAaX MPOBOAMUTCS MOJIEOCH O 3/IpaBUU CTPAJAIOIINX
reMo(uIINei, a TaKKe Bpadax, POJHBIX U OMU3KUX.

B 2021 rogy B maMsATHBIM [€Hb IO WHUIIMATUBE PETMOHANBHBIX opranmzanuii BOI' u
OTAENbHBIX aKTUBUCTOB B pa3HBIX ropojax Poccuu B AEBSTHIN pa3 cOBEPIIATUCH MOJIEOHBI O 3IPaBUH
O0onpHBIX Temoduiumeii:  https://hemophilia.ru/news/1468-moleben-o-zdravii-bolnyh-gemofiliej-12-
avgusta-2021.html .

6. Padora BOI' B HanpaBJeHMM NOAJCP)KKH MNANMEHTOB ¢ HMMMYHHOH
TpomMOonuTonennyeckoi mypnypoii (UTII)

BOI' akTuBHO oTcTamBaeT MHTEpechl U 3akoHHbIE IpaBa mauueHtoB ¢ WUTII ¢ 2014 ropa.
Exeronno ¢ 2015 rona 20 oxtsi6pst otmedaercst Beepoccutickuit nens UTII. Tlomoraem maruenTam ¢
NoJy4yeHneM HeoOxonuMol Tepamuu (mumem nucbMa or BOIT B pervoHanbHble U (enepanbHble
yUpeXJIeHUs, KOHCYIBTUPYEM, KaK U KyZla 00paTUThCS 33 MOMOIIIBIO).

6.1. 17 Host0pst 2021 roga BOI" npu GnarorBoputenbHON moazep:kke komnanuit Hoaptuc u
Ammxen mnpomen VI Bceepoccuiickuit ¢opym HTII ¢ yuacTmeM BeAylIMX CIEHUAINCTOB.
Meponpusitrie TpoBOIMIOCH B OHJIAlH (hopMmarTe.

6.2. IIpoBenens! Tpu ouHbIX cemuHapa «llkona marmentos ¢ UTID»:
1. Tomck. Anpens 2021
2. Hosocubupck. Oxtsi6ps 2021
3. VYman-Yma. Oxta6ps 2021


https://hemophilia.ru/news/1468-moleben-o-zdravii-bolnyh-gemofiliej-12-avgusta-2021.html
https://hemophilia.ru/news/1468-moleben-o-zdravii-bolnyh-gemofiliej-12-avgusta-2021.html

6.3. IIpoBeneHb! 1Ba OHJIatH HH()OPMAIIMOHHBIX cCeMUHapa (BeOMHapa) /s MalueHTOB:

Amnpens 2021 — "Wnuonatnyueckass TPOMOOIMTONIEHUYECKast MypIrypa: 3a00Thl poAUTENeH B
noBcenHeBHOM xku3HM pedénka ¢ UTIT" (Jonrom E.K.)

Hexabpp 2021 — "CoBpemeHHbI B3mIAn Ha auarHoctuky u tepanmo WUTII y ngereit”
(JIaBpentbeBa 1.H.)

6.4. 3akoH4eHbl paboThl Mo penusaitHy caiita BOI' «Kusup ¢ UTII» https://itpurpura.ru/
[Tpu nognepxke komnanuu «HoBapTuc» BHYTpH caiiTa co3nan Oonbinoii pasnen «lllkona nanuenTay.

7. IlouCK ¥ NOATOTOBKA BOJIOHTEPOB U AKTUBHCTOB

BOI 3anuMaercs mouckoM U 00yueHHEeM aKTUBUCTOB M BOJIOHTEPOB, KOTOPbIE XOTAT paboTaTh
B peruoHasbHbIX opranuszanusax BOI. Cemunap «Kpbuibs Hagexap» B 2021 rony He npoBOAMICS.

23 okta0ps 2021 cocTosCS TPEHUHT PYKOBOJUTEICH pPETHOHAIBHBIX OpraHU3aluil u
neneratoB VIII Cwve3zga BOI. Ilporpamma TpenuHra Oblla COCTAaBJI€HA C YYETOM MHEHUS
IpeJCTaBUTENIeH PErMOHANIBHBIX Oopranusanuii: jgerom 2021 roga ObII0 NPOBEIEHO IOJIOCOBAHHE 110
MPEUIOKEHHBIM TeMaM, U3 KOTOPBIX C(OPMUPOBAIH TPH TEMATHUECKUX OJIOKa U BBIOPAIH B KaXKIOM
Onoke 1o 2 TeMbl, HaOpaBIIME HauMOOJIbLIEE KOJIMYECTBO TI'OJIOCOB: BOIPOCHI JIEKAPCTBEHHOI'O
o0ecriedeHrsT W OpPraHu3alui METUIIMHCKOW TMOMOIIM; NPAaBOBBIE M OPTraHU3AIOHHBIE BOIPOCHI
NeSTeNbHOCTH pEerHoHaNbHbIX opranu3auuii BOI; ¢uHaHcoBoe obecrieueHue IesTeabHOCTH
pernoHanbHbIX opranuzauuii BOI. B Tpenunre npunsanu yyactue 54 akTUBUCTA OT PErMOHAJIbHBIX
opranu3zanuii. Mepornpustus NpoBOAUINCH B OHJIAWH opmare.

8. MesitenbHOCcTh BOI' B 00111eCTBEHHBIX COBeTaX (peAePaAJIBLHOIO YPOBHS

BOI' mponomxaeTr akTuBHYI0 paboTy B OOIIECTBEHHBIX COBETAX IO 3aIIUTE MPaB MAIMEHTOB
IIpH OpraHax 37paBooxpaHenusi, Poc3npaBuaazope. AxktuBuctsl BOI' mpunumarot yuactue B CoBerax
IIPU TEPPUTOPHUANBHBIX BIOpO MENNKO-COLMANBbHOM IKCIIEPTHU3E.

B 2021 rony FO.A. Kynés cran conpencenarenem CoBera oOLIECTBEHHBIX OpPraHU3alMN 110
3alMTe NpaB MalMEeHTOB Npu MuH3znpaBe Poccum, a Takke BOLIEN B COCTAaB JKCIEPTHOIO COBETA
donma «Kpyr nobpa», cozmannoro 1o ykasy [Ipesuaenta Poccun.

IIpe3unenty Beepoccuiickoro obmectBa remoduimn XKynépy FOputo Anexcannposuuy B 2021
roay npucyxaeHa npemust Mapa Mockbl umenn Hukomnast OCTpoBCKOro B HOMUHAIUH "'3a aKTUBHYIO
00I1IECTBEHHYIO JIEATENBHOCTh B cpepe MOAICPHKKH JHIL C OrpaHUUYEHHBIMU BO3MOKHOCTSMU 3/I0POBbS
Y IPU3HAHMS UX TOCTHOKEHUN" .

[Ipesupent BOI' FO.A. XKynés B 2021 roay mpoaoiixui paboTy B KaueCTBE:

— pykoBoauTeNsl pabodeil Trpynmbel MO BOMPOCAM COBEPIICHCTBOBAHUS TOCYAapCTBEHHOMN
CUCTEMBI MEAMKO-COLMATIBbHOM SKCIIEPTU3bl 1 MOHUTOPHUHTA PEATU3AMK IPUHATBHIX pEIICHUN
Komuccun npu npesuaenre PO no nenam MHBaIUIOB;

— conpeaceaarens CoBera OOIIECTBEHHBIX OpraHU3alMid MO 3allUTe MpPaB IMALUEHTOB IPH
Munsnpase PO;

— 3aMecTuTelNs npeacenaress o0IecTBeHHOro copera npu Munszapase PO;

— wuneHa CoBera OOIIECTBEHHBIX OpraHM3allMii MO 3alUTe TMpaB MAlHUEHTOB TMpHU
Poc3npasnansope;

— unena OO1iecTBeHHON nanaThl ropoaa MocCKBbI,

— 4YJeHa MOCKOBCKOIO peruoHaimbHoro mraba OOmepoccuiickoro HapogHoro ¢poHTa Hu
entpansHo# peBu3noHHON kKomuccnn OHO®.


https://itpurpura.ru/

9. Me:xkayHapoaHas 1esiTeJIbHOCTh
9.1. BOI' sBustercss oduuuanbHbM wieHoM Bcemupnoit ¢enepaunn remodunun (BOI') u
EBponeiickoro koncopuuyma mo remopunuu (EKI). IlpencraBurenn BOI' mpuHuManu ydactue B
MeponpusTHsx, nposogumsix BOI™ u EKT. B 2021 roxgy Bcé npoBonmiiocs B oHNaiitH Gopmare:
— BeOunap monoabix iuaepos EBponeiickoro koncopuuyma remodunun (Ypakos [laBerr)
— Bupryanbsnsiii cammut Beemuphoii ¢eaepannu remoduiny.
— Kondepenuus muaepos EBponeiickoro kKoHcopIymMma reMoQHiIng.

9.2. Ilponomxkena paboTa Mo IMporpaMMe MEXIyHApOJHOIO COTpyaHHMYecTBa BcemupHoit
dbenepanu remodunnu Poccus-Tamkukucran. B teuenne 2021 roga ObUIO MPOBEIEHO HECKOIBKO
BEOMHAPOB C AKTUBUCTAMH M TIPABICHHUEM TaJDKHKHUCTAHCKOro oOmiectBa reModuaun. OOuiecTBo
remopunun TajkukucTaHa mpoBenu 7 mikos reModuiny B OHJaWH ¢opmare: B ropogax boxtap,
Xymxkana, Xopos3, Kyns6, Hopak, [ymanGe u uroroBbiii BeOunap B JlymanOe. IlepeBenensr nBa
nocobusi Bcemupnoit penepanuu remounuu Ha TaJKUKCKUHN 361K «[emModunus B KapTUHKAX» AJs
MaIMEeHTOB U «PyKOBOJCTBO K reMOMMIINN B KapTHHKAX» JUIs PYKOBOJHUTEJICH CEMHHAPOB.

Bcero B Tamxukucrane 650 O6onpHbix remodunueit. C 2021 roga Havamach 3aKymka
aHTUTEeMOQMIBHBIX (hakTOpoB M3 Oromkera PecryOnmuku, T.e. 4yepe3 Tpu roja TOCIE CO3JaHHA
obmectBa remoduiuu. Takke OOIIECTBO MONy4aeT HEOOJIBIIYI0 TYMaHHUTAapHYIO IOMOIIb OT
Bcemupnoii dpenepanun remopmmmu. Ha teppuropun TapkukncTaHa paboTaeT J1Ba MEIUIIMHCKHX
uentpa B Jyman6e u B Coramiickoil oOmactu. InmaBHas mpoOiema, MO MHEHHUIO MpEe3HJIeHTa
TaPKUKHACTAHCKOTO ob0mecTBa remodunun Hamxnba A3u3H, COCTOMT B HEXBAaTKE I'€MarojiOTOB U
OTCYTCTBHH COBPEMEHHBIX KOAryJOoTrH4ecKuX J1abopaTtopuil.

9.3. Ilpomomxkena paboTa Mo MHporpaMMe MeEXJIYHapOAHOIo cOTpynHUYecTBa BcemupHoii
deneparnn remoduinu Poccus-Keipreizran. C 7 mo 10 HosOps 2021 1. cocrosuiach Hay4dHO-
npakTuyeckas KoHgepeHuus B bumikeke B HaloHalbHOM LIEHTpPE OHKOJIOTMHM M T'€MaTOJIOTHH
Kuprusun B pamkax mporpammsl corpynHudectBa HMMUMIL remaronoruum MunsapaBa Poccun wu
HIOul' Kuprusuu. Bpaun-opronensl, xupypru u remarosnoru (npod. 3openko B.JO., IlonsHckas
T.YO., Koponepa A.A., Hanumbsa K.U., ytos C.A., llumiep E.D.) Brie3kanu ¢ J0KIagaMu-
NPE3eHTAlUsAMH 110 COBPEMEHHBIM METO/aM JIedeHHUs, oproneanu u xupypruu. Ha koHdepenuuun
MIPUCYTCTBOBAJIA FE€MATOJIOTH, OPTOIIEBL, XUPYPIU co Bcer Kupruzun.

9.4. B 2021 rogy knMHMKO-IuMarHoctuyeckue sadoparopun psga JIIIY Poccun (Mocksa-
Mopo3oBckas AeTckas ropojckas KiauHudeckas 6onpauna, HMULL rematonorun Munszapasa Poccun,
ExatepunOypr - ObnacTHas neTckas KIMHU4eckas 6oiapHuUIA, Bonrorpaackuii oHkoaucnancep, LEHTP
remodunun [lerepOypra) yuacTBOBaiIM BO BHEIIHEM KOHTPOJIE KayeCcTBa JJaOOPaTOPHOM AUArHOCTUKH
Ha rpaHT BcemupHnoit ¢penepanuu remoduinu. Hamu nabopaTtopun mokasain XOpoIline pe3ynbTaThl B
NPOBEICHUM AHAJIM3UPYEMbIX TecToB. lIporpaMMa BHEIIHEro KOHTPOJS KauecTBa CHOCOOCTBYET
YIAYUYLIEHUIO KaYeCTBa aHAJIN30B.



YACTD 2 — ®unaHcoBbIi 0T4ET 32 2021 roj
Ocrarok Ha Hadaso 2021 1. 21 203,00 T.p.
1. 3a orueTHbIl epuoA NoJydeHo noxkepTBoBanui — 30 359,00 T.p.

1. Hcrnonp30BaHO CPECTB HA pear3alyio 01aroTBOpUTENbHBIX Tporpamm Beero 23 359,00 T.p.
B tom uncie:
— «Mudopmarmonnas nporpamma BOI (moarotoBka u neyars HHPOPMAITMOHHBIX MaTEPHAJIOB,
MpoBeJcHNEe BEeOMHAPOB, TMOAJEPKKA M pa3BUTHUE cailTa, CTpaHUI] B COICETIX —
2 087,00 T.p.
— «lIpoBenenne Hay4yHO-PAKTUYECKUX KOH(EPEHIMH, MAIUEHTCKUX IIKOJI, CEMHHAPOB II0
HACJIeJICTBEHHBIM Koaryjonatusim» — 8 693,00 T.p.
— «Okazanue cofeiicTBHs OOJIBHBIM C HACTEICTBEHHBIMHU U TPUOOPETEHHBIMU KOATyJIOMATUIMU
B IIOJYyYEHUU COBPEMEHHOM JIaDOpaTOpHON JIUArHOCTUKW» (IOJydeHue OecIIaTHON
COBpPEMEHHOM J1abopaTopHoit quarnoctuku — 3 050,00 T.p.
— «MexnayHaponHoe — coTpyaHHuYecTBO  Bceepoccuiickoro — oOmiectBa  reMouianu U
B3aumozaeiictus co crpanamu CHI» (Tamxukucran) — 522,00 T.p.
— «MexnayHnapoanoe corpynuudectso BOI' B obnactu madopmupoBanus Bpaueir u3 CHI' 00
OTbITE pabOTHI JICUEHUS HACTEICTBEHHBIX Koarynonaruii B Poccum» (Kuprusus) — 515,00 T.p.
— «llomnepkka M 3ammMTa MpaB MALKUEHTOB C HWIMONATHYECKON TPOMOOIUTOIIEHUYECKON
myprypoi» (moaaepxka caiiTa, MOATOTOBKAa M H3/AaHHE WH(OPMAIMOHHOW JHUTEpaTyphl,
MIPOBE/ICHHE IIKOJI MAllUEeHTOB, poBeneHrne Gopyma u Bedunapos mo UTII) — 4 585,00 T.p.
— Jlpyrue OnaroTBopUTEIbHbIE MEPONIPUATHUS COLMAIbHON HanpasiaeHHocTH — 3 907,00 T.p.

2. Pacxonpl, cBfi3aHHBIE C peainu3aluedl ONaroTBOPUTENBHBIX HPOrpaMM M C COAEpP’KaHUEM
opranusanuu — 9 658.0 T.p.

Bcero ucnonb30BaHo NOKEePTBOBAHUHI 33 017,00 T.p.
OcTarok OT MOXKEePTBOBaHUM 18 545,00 T.p

II. TlomydyeHO CHOHCOPCKMX B3HOCOB Ha MPOBEIECHHUE HAyYHO-NPAKTUYECKOH KOH(PEPEHLHHU IO
remounuu 14 oxta6ps 2021 r., cee3na BOI' u cemunapos BOI' — 8 159,00 T.p.

NzpacxonoBano crioHcopckux B3HOCOB — 6 509,00 T.p.

[Tpu6bLIb OT cioHCOPCKUX B3HOCOB B pasmepe 1 650,00 T.p., mo 3akony o HKO otHocuTcs Ha
YcraBHYIO J€STEIbHOCTh OpraHU3al|H.

HUTOI'O ocrarok Ha KoHell 0T4eTHOro niepuoaa B pazmepe 20 195,00 T.p. siBnsieTcs 1eN€BbIM U
Oyzner ucnonb3oBaH B 2022 romy Ha cleAylOIIMe aKTUBHOCTU: MPOBEACHHE MALMEHTCKUX IIKOJ,
CEMHUHApOB, BEOMHAPOB C HACJEACTBEHHBIMHU KOAryJONaTHsIMH; Ha OKa3aHHUE COAEMCTBUS OOIbHBIM B
MOJIyYEHUH COBPEMEHHOH J1abopaToOpHOM OUAarHOCTUKH; Ha COLMAJIbHYIO IOMOILb WHBAIHMIAM,
TPAHCIOPTHBIE PACXO/IbI IO MEPEBO3KE MALMEHTOB B (K3) JieueOHbIE LIEHTPHI; Pa3BUTHE U MOAJIEPIKKY
caifra BOI, WTIl; mnewath uHPOpPMAMOHHBIX MarepuaioB 1o remodpumuun u UTII,
Ha aIMUHUCTPAaTUBHO-X03s1cTBeHHBIE pacxoasl BOI (apenaa oduca, orara yciayr cBS3U U HHTEPHET,
pacxoHble MaTepuabl JUIs OPITEXHUKH, OIUIaTa Tpya pabOTHUKOB LIEHTPAIBHOTO OdHca).



