OTYET
0 fesaTeqabHOCcTH O01HIEpOCCHIICKOM 01ar0TBOPUTEIbHOM 00111eCTBEHHO
opraHu3zauuu MHBAJIUA0B «Bcepoccuiickoe 00mecTBo remopuiaun» B 2020 roay

2020 rox 0b11 00MIIEHHBIM 1J1s1 Beepoccuiickoro odmecrBa remoGuiInu, Mbl 0TMeYaIu
20-s1eTHE CO JHSA 00pa30BaAHMS HaIllleH OPraHU3alMH.

2020 rox craa oco0eHHBIM [JIsi BCeX CTPAH M JIOAed B CBSI3M C BbI30BAMH HOBOM
KOpoHaBUPYCcHOU nHPexuuu u nanaemun COVID19.

Bcepoccuiickoe 00mecTBO reMo(puaIMu MPOJOJAKAET BECTH CBOIO pPaldoTy Mo 3ammre
HHTEPeCOB M 3aKOHHBIX NPaB 00JbHBIX € HACIEACTBEHHBIMH KOAaryJONaTHSAMH B HOBBIX
ycaoBusix. [lTanaemun COVID-19 He cTrana npensitcTBHeM /ISl Halllell aKTHBHOM padoTsl. Bee
BMecCTe MbI N0Ka3bIBaeM CINIOYEHHOCTh Halllel OpPraHM3alid, OTKPbIBaeM HOBble MMEHA M
TAJIAHThI, 0Ka3bIBaeM MOPAJIbHYI0 MOJ/IEPKKY TeM, KTO B 3TOM HY:K1aeTcs.

YACTb 1
1. FOOuneiinblii rog — 20-1erue Beepoccuiickoro oduecrBa reMopuanu

B 2000 romy Owuio oGpazoBano Bcepoccuiickoe obmectBo remodunuu. K 2020 roay B
coctaBe BOI' HacuuThIBaIoCh 69 pernoHajIbHBIX OpPraHU3aIMidi M3 BceX (elepailbHBIX OKPYrOB
Poccuun. BOI siBnsiercs coyupenureneM Beepoccuiickoro coro3a naeHToB.

1.1. b1 co3man maMaTHBIN IOGHJIGIZHLHZ jorotuil «20 JIET IOMOTraeM JIOIIMY:

") ' BCEPOCCUMINCKOE
@ - OBLWIECTBO
FEF-.“ID{IJAJ'IAM

1.2. B xauecTBe BBIHYXJIEHHOM Mepbl B CBA3M C PAcCHpOCTPAHEHHEM KOPOHABUPYCHOM
uHpexu COVID-19 LlentpanbHbiM npaBieHueM Bcepoccuiickoro obmiectBa remMopuianu ObLIO
MIPUHATO PEIICHUE O Mpa3AHOBaHUM toOusies B onnaiiH ¢opmare. [lo mpocsdbe BOI pernonanpHbie
OpraHu3allM TeperaBald CBOM MO3JPaBIeHUs, HA OCHOBE KOTOPBHIX ObLI cO3/1aH (PUIBM-KOHLEPT
https://youtu.be/OYqLPIGLmgE. Cepaeuno Gmaromapum BceX, KTO HNPHUHSJI ydacTHE B CO3AaHUU
9TOTrO MAMATHOTO BUJEO.

C mnpuBeTcTBUSMHU B aJpec Halled OpraHu3aluud oOpaTwiuch MNpe3ujeHT BcecemupHoit
denepauuu remopmnun Anan Beiin, npesunent EBponeiickoro koHcopunyma remopuinu Jleknan
Hyn v ucnonnutensHeiil fupexkrop EBponelickoro koHcopiuyma remoduinn Amannia bok.

1.3. [lo uHMUIMAaTHBE AaKTUBHUCTOB psJla PETMOHANBHBIX oOpraHusanuii Bcepoccuiickomy
obmiecTBy reMounuu ObLT MPENonHecEéH FOOUNEHHBIA Monapok — (UIbM B TEXHHKE MECOYHOU
anumanuu https://youtu.be/JthI.ntWc6RU.

1.3. B anpene 2020 roma Owsuta mpoBeneHa Bcepoccuiickas aknus «lemodumms. Ob6pas
KHU3HN», TOCBAIEHHAs BecemupHOMY THIO TeMOMUITUH U F0OUJIeI0 opranu3anuy. Hamm nanueHTs u
POAUTEIIN JleTeﬁ C HACJICACTBCHHBIMHU KOAT'YJIOMIATUAMM IMPUHAIIN YHaCTUC B BUPTYAJIbHBIX ITPOCKTaX:

—  @Omumob «/lomanrass 3apsiika / OU3KYIbTPa3MUHKA
— TIpoekT o qoMaIriHeM JeYeHUU U OOMEH OTBITOM #yKoJIoMa

2. [lauueHTCKHE HIKOJIbI

B cBa3u ¢ pacnpoctpanenueM kopoHaBupycHou wuH(pekmmun COVID-19 IllenTpanpHbiM
npasieHueM Beepoccuiickoro oduiectsa remodunuu B Mmapte 2020 roga ObU10 IPUHATO PELICHUE O
MIEPEHOCE OUYHBIX ILIKOJ TeMo(uany Ha Oosee MO3IHUE CPOKH. BBIIO Takke pemeHo MpOoaoJIKHUTh
paboTy 1o mpoBeIeHUI0 HHPOPMAITMOHHBIX CEMHUHAPOB IS TALIMEHTOB B OHJIAH (opmMare.


https://youtu.be/OYqLPlGLmqE
https://youtu.be/JthLntWc6RU

[Ipu GmarorBopuTensHOM oaaepkke B 2020 roay Beepoccuiickum o61ecTBOM reModriim
ObUT0 TpoBeieHO 11 OYHBIX MIKOJN Ul MAIlMEHTOB ¢ reModuineit u 6onesHbo Bumnebpanaa u ux
CeMeil B ropoiax:

— Apxanrensck (pepans 2020),
— benropon (mapt 2020),

— Hogropog (aBrycr 2020),

— Tyna (cents6ps 2020),

— Koctpoma (centsops 2020),

— Cwmonenck (centsops 2020),

— Tomck (centsaops 2020),

—  Yensabunck (centsops 2020),
— BnanuBoctok (cenTsiops 2020),
— Xabaposck (okTs0pb 2020),

— Abaxan (oxTs0pb 2020).

B pamkax permoHaibHBIX IIKOJ TAlWEHTOB OBUTM OpPraHW30BaHBI BBICTYIJICHHS Bpadei-
reMaToJI0roB, OPTOMNEIOB U XUPYProB MO BOMpPOcCaM MPO(HUIAKTUKH, JICUCHUS, OPTONEANYECKON U
XUPYpPruuecKoi momMoIy naueHTam ¢ reMopuineit u 6onesnsio Bumnedpanaa.

Ha mkonel remoduianu Takke MNpUIIAIATA — Bpayel-MHPEKIMOHUCTOB, KOTOpHIC
pacckaspiBayin manmeHtam o renarute C W COBPEMEHHBIX MeTofax JedeHus. [IpoBoamimuch
MPAKTUYECKHE 3aHSITHUS C MEIUIMHCKUMU CECTpaMH MO OOYyYEHHUIO MAIMeHTOB BHYTPUBEHHOMY
BBEJICHUIO TIpenaparoB (PakTOpoB CBEpThIBaHUS KpOBH. Kpome TOro, Ha IIKOJIBI IMPHIJIAIIAIA
CHEIHAIMCTOB U3 PETHOHATBHBIX MUHHCTEPCTB 3ApaBOOXPAaHEHUSI U TeppuTopuanbHbIX DoHI0B
OMC, KoTOpble paccKa3blBAIA O JIGKAPCTBCHHOM OOCCIICUYCHHH W OpPTaHW3allid MEIUIIMHCKON
MIOMOIIIH B PETHOHE, OTBEYAIU HA BOMPOCHI MAI[UECHTOB.

Ha mxomax OTBETCTBEHHBIMH TMpeACTaBUTEISIMA 10 DenepanbHbIM  OKpyram ObLIO
pacckazaHo o JesiTeibHOCTH Beepoccuiickoro obmecta remoduinnn. Ha mkonax maiueHToB BCeraa
npejcTaBieHa WH(OpMaIMOHHAs JIUTeparypa, Kacaromascs 3a0oyieBanus u aesteabHocTH BOI.

K coxanenuro, KOTM4ECTBO YYaCTHHUKOB MAIMEHTCKUX IIKOJ COKPATUJIIOCHh B CPAaBHEHUU C
npenpiaymuMu ronamu u3-3a nangemun COVID-19 u cocraBmwiio B cpegnem He Oosnee 30-35
YeJIOBEK.

[Iporpamma mpoBeneHHUS MAIIMEHTCKUX IIKOJ MMEET OTPOMHOE 3HA4YCHHE ISl B3POCIBIX
NAIMEeHTOB M POAMTENEH, TaK KaK HE BCE OCBEIOMIIEHBI 00 OCOOEHHOCTAX TeueHMs 3a00jeBaHMUA,
OCJIO)KHEHUSIX, CBSI3aHHBIX C 3a00JIeBaHUEM, O BAKHOCTH MNPO(PUIAKTUYECKOTO JIEYCHUS, O
COBPEMEHHBIX METOJaX JIeYeHUS TeMO(PWINUA U OPTOMEAUYECKOW TOMOIIM MalMeHTaM. YdacTue
OTIBITHBIX CIIEIIMAMCTOB MTOMOTAET B3POCIIBIM NAIIMEHTaM U POIUTEISIM CHU3UTH TPEBOTY, TIOBBICUTH
MH(GOPMHUPOBAHHOCTh O 3a00JIEBaHMM, O COBPEMEHHBIX METOAAX JIEYEHHUs, O HEOOXOIUMOCTH
aKTHBHOTO 00pa3a KU3HH, O FOPUANYECKOH MOIIePIKKE AIlMEHTOB.

3. JesateabHocthb LlenTpanbHoro npasienuss BOI'

[TocrostHHO nericTByronuM pykoBosamuM opranom BOI sBisiercs LleHTpanpHOE ipaBiieHHe
(LIIT). B cBa3u co cnoxHoM cutyanueit B 2020 rogy npoBoauinch BHeouepeaHble 3acenanus L1, Ha
KOTOPBIX BbIPa0aThIBAINCH PEIIEHUS IO KOOPAUHAIIUY IE€ATEIbHOCTH B PErHOHAX.

bbuto moxaroroBneHo M HampaBieHO OKoJO 10 MUCHMEHHBIX OOpalleHud (B TOM 4HMCIe
coBMecTHO ¢ Beepoccuiickum corozom nanuenToB) B aapec [Ipesunenta Poccun, B [IpaBurenscTso,
Coser ®enepanun, Munsapas, Munnpomropr Poccun u ip., B CBsI3U ¢ mpoO1eMoii JIeKapCTBEHHOTO
oOecrieueHus MallMeHTOB ¢ HAacIeICTBEHHbIMU Koarynonarusimu B 2020 roxy. Hamu nucema, a Takoke
OTBETHI, MOJYYEHHBIE OT TOCYJapCTBEHHBIX CTPYKTYp, MYOJIHMKYIOTCS Ha caiite Bcepoccuiickoro
obmiectBa remopunuu. AktuBHas no3unus BOI' mo3Boiser 3amumiate npaBa MalMEHTOB I10
JIEKapCTBEHHOMY 00€CIICUeHHIO.

HIT ocymecTBiaseT TIaHUPOBAHHWE MAEITEIBHOCTH oOpranu3anuu. [lmaH paboTel Ha TOI
nyonuKyeTcs Ha caiite Beepoccuiickoro ob1ecTBa reMopuiImy.



4. UndgopMauMOHHO-NIPOCBETUTEIbCKAsA padoTa

4.1. B cBs3u ¢ pacipocTpaneHrueM kopoHaBupycHor nadexuuu COVID-19 Beepoccuiickum
obmectBoM remodunuu B mapre 2020 roma ObUTH MOATOTOBJICHBI PekoMeHmanuu s OOJbHBIX
remodunret u Oone3Hpto BumeOpanma https://hemophilia.ru/news/1133-covid-19-koronavirus-
rekomendacii-dlja-bolnyh-gemofiliej-i-boleznju-villebranda.html

4.2. IloaroroBka nH(MOPMALMOHHBIX MATEPUATIOB!

— Bemymen HoBwI HOMep kypHaia "T'emundopm" Nel(32), nocesmennsiii 20-nmetuto BOT™:
https://hemophilia.ru/news/1337-anons-novyj-nomer-zhurnala-geminform.html

— Brmymeno 2-e uzmanue Opommopsl "llkona remodunmm. Kak xute m He OosAThes'",
K HEMy OTCHATa BujaeoBepcus: https://hemophilia.ru/news/981-broshjura-gemofilija-kak-
zhit-i-ne-bojatsja.html

4.3. BOI' mpu nomnepxkke komnanuu «CudcOn bepunr I'mOX» I'epmaHust mpomoinKuiio
peaau3alrio IpoeKTa 1o OeCIIaTHOW AUarHocTUKe 6ose3Hu BumieOpanaa. beuin oocnenoBanst 103
narueHTa u3 HoBocuOupcka, romKap-OnH, Kazanu, Haspanu, bnarosemencka, KpacHomapa.
Pa6ora o npoekry Oynet nmpoxonkeHa u B 2021 rony.

4.4. BOI' nponmomkaeT aKTUBHO BECTH pa3bsCHUTENIBHYIO DPAabOTy CpeAM MalUeHTOB,
uHbUIMpoBaHHBIX rematutoM C, 0 HEOOXomUMOCTH oOcienoBaHuss W JedeHust remaruta C
COBPEMEHHBIMH IIPOTHUBOBUPYCHBIMM IIpenaparaMyu. Hamu BBINYIIEHBI U paCIpPOCTPAHSIOTCS Cpeau
MAIMEeHTOB WH(POPMAIMOHHBIE JTUCTOBKH «Tuxuii yOuiilia» o remaTure.

4.5. Bplna mpoAoIDKeHa MPaKTHKA MPOBEICHUS MH()OPMAIMOHHOHN paboThI B OHJIAlH (hopmare:
cocrosiock 13 BeOMHApOB JJs NAMEHTOB M HUX CeMeH € ydacTHeM BeIyLIMX SKCIEpTOB Ha
CJIEYIOIINE TEMBI:

— Opronenuueckoe nedenue remopunuu (3operko B.1O.) — ¢pespans

— bonb mpu remodunun (Jlepuenko O.K.) — mapr

— bone3ns Bunnebpanna (Koncrantunosa B.H.) — mapt

— MHMudopmannonnsie pecypest BOI' (ITomumyx H. I'.) — ampens

— Ponutensckoe cobpanue: oTBETH Ha BONPOCHI skeHckoro kiryda (Ilerpos B.1O.) — anpens

— Tlocesmeno 20-netuto BOI. Hamum nepcniektusl (Kynés FO.A. u unenst LIIT BOT') — anpens
— A30yka reModunuu it naunenTos U poaureneit (ITomosa H.A.) — maii

— HWurubutopsr: uro 310? Kak ¢ s3tum xuth? Jleuenne nnrunouropos (3o3yms H.I.) — centadpn
— Jleuenue remodunuu y B3pocisix. Komopounnsie coctosinus (Auapeena T. A.) — okTa0pb

— Jleuenue remodunun y nereit (JKapkos I1.A.) — okTa6pb

— Tenaruts! (Jynaesa H.B.) — Hos10pb

— T'emodunus u cromarosnorus, 1 yacte Mmonounsie 3yos! (Komosa O.B.) — HOAOPE

— BOTI" (Kynés 10.A.) — nexabpn

BeGunaps! BOI' B 2020 rogy nocmoTpenu B psiMoM 3dupe Oosiee ThICAYH 3pUTENei.

BonpmmHcTBO 3anmucelt BEOMHAPOB (MPU HATMYUH COTIIACHS JOKIAAUMKa) pa3MelIaloTcs Ha
odpurnmansHoM YouTube kanane «Bcepoccuiickoe obmectBo remodpunnun HEMOPHILIA RUSSIA»
https://www.youtube.com/c/HEMOPHILIARUSSIA. CornacHo naHHbIM cTaTUCTHKHY kKaHana BOI 3a
2020 rox HamM BUIE0 cMOTpenu Oosiee 14 Thicsd pa3, 6oJiee THICSYH YaCOB MTPOCMOTPOB, T00ABHIIOCH
3a rog 196 noanmcurukoB

4.6. BOI' aktuBHO BeleT MH(OPMALMOHHO-TIPOCBETUTENBCKYIO paboTy cpeau poauTesnen
MaJeHbKUX TMallMEHTOB M HX CEeMEW, HampaBleHHYI0 Ha HWH(OpPMHpOBaHHE O 3a00JIEeBaHUU,
o mpoOiemax, CBA3aHHBIX C 3a0ojeBaHMEM, O MpaBax CeMeH, HMMEIOLINX JeTei-UHBAINU/IOB,
0 HeoOXOMMOCTH aKTHBHOTO 00pa3a ku3Hu. [Ipenocrapnsercs cnenuaibHas JuTeparypa.


https://hemophilia.ru/news/1133-covid-19-koronavirus-rekomendacii-dlja-bolnyh-gemofiliej-i-boleznju-villebranda.html
https://hemophilia.ru/news/1133-covid-19-koronavirus-rekomendacii-dlja-bolnyh-gemofiliej-i-boleznju-villebranda.html
https://hemophilia.ru/news/1337-anons-novyj-nomer-zhurnala-geminform.html
https://hemophilia.ru/news/981-broshjura-gemofilija-kak-zhit-i-ne-bojatsja.html
https://hemophilia.ru/news/981-broshjura-gemofilija-kak-zhit-i-ne-bojatsja.html
https://www.youtube.com/c/HEMOPHILIARUSSIA

B urone 2020 roga Opla mpoBeeHa MmKoyIa reMoGuiuu Juisl poauTened «OauHaKOBBIX HE
GBIBaeT» - € Y4aCTHUCM B3POCJIbIX MAIUCHTOB, KOTOPLIC OTBCYAJIN HA BOIIPOCHI pOI[I/ITeJIGI\/'I B IIpAMOM
adupe.

[Tomyunn cBo€ HOBoe pa3BHUTHE pasznen caiita Bcepoccuiickoro oOmiecTBa reMo(uiInu
«3aboTnuBble poautenn». Pasnen akTUBHO HAMOMHSUICS MaTepuajaMH, KOTOpbIE MEepBOHAYAILHO
TOTOBWJINCh U pasMemanuck B MHcrarpame Bceepoccuiickoro ofmecTBa TreMOQHINU U
MpeHa3HavYaIUCh CEMbsIM, HEJJaBHO CTOJKHYBIIMMCS C AUArHO30M reMOo(UIIus.

4.7. BOI" Ben€T akTUBHYIO pabOTy B COIIMATBHBIX CETAX:

— FACEBOOK: Crpannna «l'emodunus. IlpaBuna >xu3am» mim GemophiliaLifeRules (mo
cocrostHuio Ha koHel 2020 roga 573 noanucyuka)

— HWHCTAT'PAM: HEMOPHILIA RUSSIA nnu @hemophilia_russia/ (880 moanucuyukon)

— BKOHTAKTE: CoobmectBo  Bcepoccuiickoe ~— o0miecTtBo  reMOQWIMH WU
vk.com/hemorussia (177 moanmucyuKoB)

— YOUTUBE «kanan «Bcepoccuiickoe ob6mectBo remoduiuun HEMOPHILIA RUSSIA»
ComnnacHo naHHbeIM ctatucTuky kaHaiaa BOI 3a 2020 rox Hamm BUI€0 MaTepuaiibl CMOTPEIH
Oonee 14 Teicsd pa3, 6oJiee THICSYU YaCOB MPOCMOTPOB, T00aBUIIOCH 3a TO/1 196 MOMIMMCYHKOB,
Bcero Ha xouelr 2020 roga 380 noanrcYUKOB

— TELEGRAM - HOBBIi OoQUIMaNbHBIA MyONUYHBIA HOBOCTHOW KaHai: «Bcepoccuiickoe
obmectBo remodummun» wim t.me/hemophilia russia (co3man Becroi 2020 roma, Ha KOHEI]
2020 roma 120 moaMUCYHKOB)

I'pynna B3auMHON TOJAEPKKH MAllMEHTOB U poxautenei (4ar) «Hamm manpuuinku» B
WhatsApp, coznarnas B 2015 roxy mo nHUIIMATHBE MaMbl peOCHKA ¢ TeMO(UITUEH U B TallbHEHIIIEM
nepegaHHas B aJIMUHUCTpHUpoBaHue Bcepoccuiickomy obiectBy remoduinu, k koHiy 2020 roma
JOCTUIJIA MAKCUMaJIbHOW YUCIEHHOCTH (255 y4aCTHHUKOB), TOATOMY ObUIO IPUHATO O NIEPEBOE Yara
¢ 2021 roga B Telegram.

4.8. B 2020 rogy Hawyana cBoro paboTy B oHNaiH ¢opmare [lcuxomornueckass rocTuHas
Bcepoccuiickoro obmectBa remopunnu. boun cHATH 1Ba ponuka «CTpax mepea yKolamMu» H
«MeToauKu AJIs CHATHS TPEBOTU».

4.9. Cporo pabory mpomomxmia [opsuas auaus BOIT mis manmentoB 8-800-550-4921.
3BOHKH IPUHUMAET OAUH cOTpynHUK. [ paduk padots! ['opsueit muann — no OyaHum 1HsM ¢ 10 1o 16
4acoB 10 MOCKOBCKOMY BPEMEHH.

Kpyr tem, mo koropbiM oOpamiaiorcsi Ha lopsuyio JUHUIO 4Ype3BBIYAMHO IIHMPOK: 3TO
KOHCYJIBTAllUU MAIMeHTOB U poauTeNel AeTelt ¢ reModuiineil, UMMYHHON TpOMOOLIUTOIIEHUYECKON
NypHnypol 1o BompocaM JIEKapCTBEHHOIO OOecleuyeHus, HEXBaTKe JIEKapCTB, JO3UPOBKAM,
OTCYTCTBHIO Iperapara B alnTeke, Kak MepeBecTH JIEKapCTBEHHOE oOecreueHrne nMpu CMEHE MecTa
KUTENbCTBA, BaKIMHAIMK, JICUEHUIO TelaThTa, KaK MOIMacTh Ha JIeYeHUe, Ha TOCMUTAIN3AIUI0 B
benepanbHBIN LIEHTP, MEPEBOIAM U3 JETCKUX OTIENIEHHH BO B3pocible U T.J. Ocoboe BHUMaHUE
yAensercs KOHCYIbTUPOBAHUIO CEMEH, HEIaBHO CTOJIKHYBLUIMMCS C JMarHo3oM, a TaKXke HX
IICUXOJIOTUYECKON noaaepxkke. Kpome Toro, mocTynaroT 3BOHKH 110 JMHUM Bcepoccuiickoro corosa
MAlUEHTOB, Kyla 00paliarbcs U Kak MOCTYNaTh B Pa3HbIX CUTYallUsX.

B cpennem 3a pabounii nenp Ha lopsuyto nmuHuio Beepoccuiickoro obmectBa reMopuiinu
mocTymaet oT 7 10 12 3BOHKOB, TaKUM 00pa3oM, 3a roj1 obpadareiBaeTcs okoio 2.500 obparienuii mo
Tenedony.

4.10. CuaTBI BUAECO MaTepHalbl:

— Ponuku ¢ BpauamMu 0 HOBBIX JICKAPCTBEHHBIX Ipenaparax

— COVID-19: cnenmanpHOE HHTEPBBIO sl Beepoccuniickoro o6miecTBa reMopUInN ¢ BpauoM
MH(EKITNOHUCTOM

— Jloxymenranbuble ¢unbMbel npu  nogaepkke CPOOU "llpusma" B pamkax IpoekTa
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"IIpocTpaHCTBO BO3MOXKHOCTEW: pacumupsieM rpaHulbl': «bparbs mo kpoBu», «HoBbie

BpEMEHa - HOBbIE BO3MOKHOCTH. OOpa3oBareabHbIe BEOMHAPHI JJIs MAIIMEHTOB U POAUTEIICH »,

a Taxke ¢puapM o Beepoccuiickom o61iecTBe reMorimn.

Bce marepuansr pasmeniensl Ha YouTube kanane Beepoccuiickoro oOriecTBa reMoGuInm
https://www.youtube.com/c/HEMOPHILIARUSSIA.

4.11. B nmexabpe 2020 roga mpu noanepkke BOI' ObL1 mpoBenéH ceMUHAp PErMOHAIBHBIX
opraam3anuii BOI" CeBepo-3anagHoro genepaabHOro OKpyra ¢ yuacTUEM Bpauei v mpecTaBuTeNeh
(dapmarieBTHUECKUX KOMITaHUN. MepomnpusaTue nNpoBOAMIOCH B OHJIAH Gopmare.

5. Opranu3zauusi TBOPYECKHUX M KYJbTYPHO-IIPOCBETUTEIHLCKUX MEPONIPUSITHI

BOI" npoBomuT TBOpUECKUE U KYJIBTYPHO-TIPOCBETUTEIBCKAE MEPOTIPUSTHSI JIJIsl TAIIUEHTOB,
CIOCOOCTBYIOIIHE TMOBBIMICHUIO OCBEIOMJIEHHOCTH O 3a00JIeBaHWHU, OOBEAMHSIIONINE ACTeH U
ponuTenei.

5.1. B mareii pa3 BOI' ununmunposano nposefeHue B Poccum MeXIyHapOIHOW aKIUU
«OcBeTH KpacHBIM», KOTJa HaubojIee 3aMETHBIC OCTONPUMEUYATEIIbHOCTH TOJCBEYHBAIOTCS
KpacHbIM IIBETOM B 3HAK COJMIAPHOCTH K MpolieMaM JIoAeH, CTPaJalolluX HapyIIeHUSIMU
cBepThiBaeMOCTH KpoBH. 17 ampens 2020 roga B akiuu npuHsu ydyactue OcTaHKHHCKAs OalrHs B
Mockse u TenesusnonHasg Oamng B [lense.

5.2. Ilo naunmaruse BOI' exeronno 12 aBrycra, HaunHas ¢ 2013 rona, B 1eHb pOXKIACHUS
CBSITOTO CTPACTOTEpIIIIA IapeBrya AJiekcess PomaHoBa (caMoro M3BeCTHOTO OOJIBLHOTO TeMOPUITHEH B
Poccun) B mpaBoCiaBHBIX XpaMax B pa3HbIX FOPOAAX MPOBOIUTCS MOJIEOEH O 3/IpaBUM CTPATAIOIINX
reMo(uianeil, a Takke Bpayax, poAaHbix U Omm3kux. B 2020 rogy monebGeH Obul OTCIIYy)KE€H B
HoBocnacckom MoHacTeipe B Mockse, B CBsiTo-Tpoutikom MoHacTeipe B Cumdepornone, a Takxke B
npyrux roponax Poccun: Acrtpaxanu, 3eneHoropcke Kpacnosipckoro kpasi, HaGepexunpix Yennax,
Anexcune Tynbckoit obnactu.

5.3. B nexaGpe 2020 rona Oblu mpoBesieHbl Beepoccuiickue HoBorognue Meponpusitis BOI
JUISL IETEH: OHJIallH BBICTAaBKa JIETCKUX PUCYHKOB U MOJIETIOK, a Takke Bcepoccuiicknii HOBOTOJHUM
yTpeHHUK ¢ yuactueM [lena Moposa u CHerypoukH.

6. Padora BOI' B HanpaBjJeHHMH NONICPKKHM MNANMEHTOB C HMMMYHHOH
TpomMbouuToneHnyeckoii nypnypoii (MTII)

BOI' akTuBHO OTCTamBaeT MHTEpeCHl M 3akoHHbIe npaBa nanueHtoB ¢ MTII ¢ 2014 ropa.
Esxeroano ¢ 2015 roga 20 okts16ps otmevaercs Beepoccuiickuit nenp UTII.

ITomoraem marieHTaMm ¢ MOJy4Ye€HHEM HeoOxonuMmol Tepamnuu (muiieM nucbkMa or BOIT B
peruoHanbHbIe U PeepabHble YUPEkKACHHsI, KOHCYIBTUPYEM, KaK U KyJia 00paTuThCs 3a IOMOUIBIO).

6.1. B oxts6pe 2020 rona BOI" npu GnarotBopuTenbHOM nojaepxke komnanuit Hoaptuc u
Ammxen mnpomen V Bceepoccuiickuit ¢popym UTII ¢ ydacTHeM BeaymuxX CIEIHATUCTOB.
MeponpusitTie npoBOIUIOCH B OHJIalH opMmare.

6.2. K coxxanenuto, B csizu ¢ nangemueid COVID-19 3annanupoBannbie Ha 2020 roj MIKOIbI
nanuentoB ¢ UTII 6sumn mepenecens! Ha 2021 rog.

6.3. beutn Hauatel paboTel o peausaiiny caiita BOI' «Kuzub ¢ UTII» https://itpurpura.ru/
[Tpu nognepxke komnanuu «HoBapTuc» BHyTpH caiita co3fan 6onbioif pazaen «lllkona manyuenTtay.

6.4. Co3nan otaenbHbIl YouTube kananm — npoekTt Beepoccuiickoro obmiectBa reMopuinm
«Kusznb ¢ UTIDy.

6.5. Ilpu momnmepxkke Bcepoccuiickoro obmectBa remModunnu U kKommnanuu «Hoaptucy»
BIIepBbIe B Poccuy ObLI CHAT JOKYMEHTAJIbHBIA (DUIBM O TOM, KaK JKUBYT JIIOAU, CTpaJaloUIfe OT
UTII — «Te, kro pspom» https://youtu.be/AJOb-Gys-eQ.



https://www.youtube.com/c/HEMOPHILIARUSSIA
https://itpurpura.ru/
https://www.youtube.com/channel/UCas-LbxF2yhmy3lTRI48x1Q
https://youtu.be/AJOb-Gys-eQ

7. Ilouck ¥ MOATrOTOBKA BOJIOHTEPOB M AKTUBUCTOB

BOI' 3anmmaercs TOMCKOM U OOyYe€HHEM AaKTHBUCTOB M BOJIOHTEPOB Ui paboOTHl B
pervoHanbHbIX opranm3anusax. C 2014 roma exeromHo mnpoBomutTcs cemuHap (ciér) «KpbLibs
HAJEXKIbI», 32 3TOT nepuox oxoino 200 yermoBek mpouumd oOydeHue, Obulo co3naHo 11 HOBBIX
pEruoHANIbHBIX OpraHu3auuii. Kanauaarypbl Ha ceMHHAap NPEACTaBISAIOT wieHbl LleHTpanbHOro
npasieHuss BOI' mo pekoMmeHIanusM peruoHabHBIX pykoBoauTeneil. KoianuecTBo ydyacTHUKOB
00b19HO cocTasisieT oT 30 no 40 denoBexk.

B 2020 roxy «KpbLibst HaaeXab1» TPOBOAUINCH B OHJIAMH (hopmare.

B nauane oktsa6ps 2020 roga cocTossoCh MoABeACHUE UTOTOB ciéta akTuBrucToB BOI™ 2019
royia, ObUTH BEIOPAHBI TYUIIHE PETUOHAIILHBIC TPOCKTHI.

Ha cnér 2020 roga O6wu1o mogaHo 36 3asBOK, HO YHMCJIO YYaCTHHKOB COKPaTHJIOCH 10 29
YeNIOBEK, T.K. HEKOTOPbIE KaHAMIaThl HE MMEIU TEXHUYECKOW BO3MOKHOCTH U HABBIKOB OOYUYCHUS B
ownaiiH opmare. IlepBas BcTtpeua «KpwuibeB Hagexapl 2020» coctosiack 24-25 okTAOps, BTOpast
BCTpEYa, Ha KOTOPOM OOCYXHaJCs XOJ BBHINOJHEHUS IEPCOHAIBHBIX MPOEKTOB («IOMAITHUX
3aJIaHMi»), cocTosack B Aekadope 2020 rona.

8. MesiteabHocTh BOI' B 00111ecTBEHHBIX cOBeTaX (e1epaibLHOI0 YPOBHSA

[IpencraBurerin  BOI' mpomomxaror akTHBHYIO pabotry B CoBerax OOIIECTBEHHBIX
OpraHu3alMii Mo 3alMTe MpaB MnauueHToB npu Munsapase Poccum, Poc3gpaBHaazope u
PErMOHANIbHBIX OpraHaxX UCHOJHUTEIbHOM BIacTu. AkTuBUCTE BOI' npuHuMaroT yuactue B padbore
CoBeToB 1pHu TEppUTOPUAIbHBIX BIOpO MeIUKO-COLMAIbHON SKCIIEPTU3HI.

[Ipesugent BOI" FO.A. XKynés B 2020 rogy nmpoaosnKui paboTy B KauecTBe:

— pykoBomutenss PabGoueil rpynmel 1O BONMpPOCAM COBEPIICHCTBOBAHHS TOCYIApCTBEHHOMN
CUCTEMBl  MEAMKO-COLMAJIbHOM  HOKCHEPTU3bl,  BKJIIOYas  BONPOCHl  Pa3pabOTKH
WHAMBUYAJIIbHBIX NPOTpaMM peaOMIMTAIMK, MPOrpaMM peabUIMTALUU MOCTPAJaBIIUX H
KOHTpOJA 3a mx ucnoinHeHueM Komuccnm npu Ilpesunenre Poccuiickoit @enepanuu 1o
JieJIaM UHBAJIUJIOB;

— compencenarenst CoBera OOIIECTBEHHBIX OpraHU3alUil MO 3alllUTe MpaB MAlKUEHTOB IpPH
Munsznpase Poccuu;

— wuneHa CoBera OOLIECTBEHHBIX OpraHM3allMii 1O 3alMTe NpaB MAIUEHTOB IpHU
PocznpaBHanzope;

— 4IeHa MOCKOBCKOTO peruoHainpHoro mrada OOmepoccuiickoro HapomHoro ¢GpoHTa u
IlenTpanbHOil peBn3noHHON komuccun OHO.

9. MesxkayHapoaHasi 1eiTeJbHOCTh
9.1 BOI' sBnsercs odunmanbHeiM wieHoM Bcemupnoit ¢penepanyu remodunun (BOI') u
EBponeiickoro koncopiuyma mno remopumuu (EKD). IIpencrasurenn BOI' mpunumanu yyactue B
MeponpusTusx, npoogumsix BOI" u EKI. B 2020 roxy Bc€ npoBoausocs B OHIaiH popmare:
— BeOunap mononsix nmuaepos EBponeiickoro koHcopunyma remoduinun. Anpens 2020
— Buptyanensiii cammut BeemupHoit dpenepanuu remopunuu. Mrons 2020
— Kondepenuus muaepos EBponeiickoro koncopiuyma remopuinuu. Mrons 2020

B 2020 roay Ilpesunent Bcepoccuiickoro obmectBa remodunun FOpuit AnexcanapoBud
Kynés Ob11 ynocroeH Boicuieil Harpaabl BcemupHoit deneparun remodpunuu - President's Award.

9.2. B 2020 roany Ha rpanTsl Becemupnoit ®@eneparun remoduniu (BOI') ueTsipe KIMHUKO-
IUAarHOCTUYECKUE POCCUHMCKHE JIaOOpaTOpuM™ MPOXOAMIM BHEIIHUH KOHTPOJIb KauecTBa
n1a0opaTopHBIX HUcclieioBaHmi B Jaboparopun Bennkobpuranuu B . llleddunbae. Ita maboparopus
SBIISICTCSL  aKKpeAUTOBaHHOW Jaboparopuii B®I. BHemHuii KOHTPOJIh TOBBIIIAET KavyeCTBO
PE3YIBTAaTOB aHAIM30B 10 CBEPTHIBAIOIIEH CUCTEME KPOBH, UTO BaYKHO ISl NTALUEHTOB.



*Jlaboparopuu, KOTOPBIE MPOIUIA BHEIITHUN KOHTPOJIb:

Mocksa — HMUI] remaronoruun Munsapasa Poccuu;

MockoBckasi 006JacTh — remaroiorudeckoe otaeneHrne OIUHIIOBCKash oOjacTHas AeTcKas
OOJILHHAIIA;

Cankr-IlerepOypr — mabopaTopus TOpPOJICKOTo EHTpa reModumm;

Bonrorpan — KIMHUKO-AWArHOCTHYECKas Jiaboparopusi Bonrorpaickoro 0071acTHOTO
KIIMHHYECKOTO OHKOJIUCITaHCEPa.

9.3. B 2020 roay Ha aBa rpanta Bcemupnoii heneparuu reMmodusiny npooipkeHa padoTta 1mo
MporpaMmMe MexyHapOIHOIO COTPYAHUYECTBA!

1. Bpauu ¢ Bpauamu: HMUII remaronorun Munzapasa Poccun corpynnudaer ¢ MHcTuTyTOM
onkoremarosniorun I. bumkex Kuprusmsa. Pabora npoBoamnace B oHiaiH (opmare B CBA3HM C
nanaemueir COVID-19.

Kuprusckoif CTOpoHOM OBLUIO 3aKyIUIEHO TEXHUYECKOe OOOpYIOBAaHUS AJS NPOBEINCHUS
TEJIEMEIMIIMHCKUX KOHCYJIBTalui 1 00pa30BaTeIbHON paOOTHI IS MTAlMEHTOB.

bbun 3amaHupoBaHBl BHU3UTHI Bpadyel, IPOBEACHHME MAacTEp-KJIAcCOB II0 OPTONEAHUU U
cromarosioruu B I. Om Kuprususi, uzganue Opoitops! s MalueHToB. MeponpusTus nepeHeceHbl
Ha 2021 rog n3-3a naHIEMHUN.

2. [NanmenTtsl ¢ nmanuentamMu: Beepoccuiickoe obmiectBo remodunun (Mocksa, Poccust) u
Tamxukucranckoe obmectBo remodpwmmu (Jyman6e, Tamxukucran). IIporpamma ycrenrHo
pa3BUBaeTCA.

TamKUKUCTaHCKUM OOIIECTBOM OBUIM IMPOBEACHBI B OHJIAWH (popmare dYeThIpPE IIKOJbI
remo¢unuu B boxrape, Xopone, Xymkanae u [ymanoe.

brutn epeBeieHbl ¢ PYCCKOTO S3bIKa Ha TAKUKCKUN U Halle4aTaHbl:

- m3nanne BOI «JleueOnast rumHacTuka Jij1st 60nbHBIX reModunueiin» aprop P. O. Ocumnosa;
tupax 600 mr.

- macopT 6onpHOTO TemModuueit; Tupax 1000 miT.

N3nana crares k.M.H. Bpada-rematosiora M. K. PaxmanoBa «Uto Takoe reMopuius»; THpax
300 .

BOT" ynenser 6oibllioe BHUMaHUE Pa3BUTHIO TaJKUKUCTAHCKOTO O0IIecTBa reModuiumy,
MIPOBOJUT CEMHUHApPhl M PEryispHble KoHCynbTanuu. B konie nexkabps 2020 roma BOI' mpoBenén
OHJIAallH TPEHUHT s aKTUBHUCTOB oOmiecTBa remoduiuu TamkukucraHa "Mertoasl paboTh
MalUEHTCKUX OpraHu3anun'.



YACTD 2 — ®dunancoBbiii oT4ET 32 2020 roxa

Ocrarok Ha Hayano 2020 . 6 982,00 T.pyo.
3a OTYETHBIN Mepro/ MOJIy4eHO MoxkepTBoBaHui — 35 984,00 T.p.
1. Micnionb30BaHO CPEICTB HA PeaM3allui0 01aroTBOpUTENbHBIX mporpamm 13 019,00 1.pyo.

B ToM uuncne:

«Uupopmannonnas mnporpamma BOI'» (momrotoBka u me4yars HH(QOPMALUOHHBIX
MaTepuaoB, IPOBEJICHNE BEOUHAPOB, MOJIEPKKA U Pa3BUTUE caliTa, CTPAHUIl B COLICETAX -
2 065,00

«[IpoBeenne HaydHO-TIPAKTHYECKUX KOH(EPEHIUH, MAlMEeHTCKUX INKOJ, CEMHHAPOB IO
HaCJIEJACTBEHHBIM Koarynomnarusim» - 6 325,00

«Oxka3zanue coaeiicTBHs OOJIbHBIM C HACIIEACTBEHHBIMH U MPUOOPETEHHBIMH KOATyJIONaTUSIMHU
B TIOJYYEHHUH COBPEMEHHOI J1abopaTOpHOW AMAarHOCTUKW» (MONMy4eHHe OecIiaTHON
COBpPEMEHHOI J1aboparopHoi auarnocTuku - 1 503,00

«MexnyHaponHoe  COTpyIHHUYECTBO  Bceepoccuiickoro — ofOmiectBa TreMOGWIMH |
B3aumoJiericTBus co crpanamu CHI» - 405,00

«Mexnynaponnoe corpyaauuectso BOI' B obnactu unpopmuposanus Bpaueid u3 CHI' 06
OTIBITE Pa0OTHI JICUEHHUS HACIECTBEHHBIX Koarynonaruii B Poccum» - 0,00

«[lonnepkka ¥ 3amUTa MpaB MAIMEHTOB C HMIMONATUYECKOW TPOMOOIIMTONEHHYECKOM
nyprypoit» (mojgaepxka caiiTa, MOATOTOBKAa M M3JaHHEe HH()OPMALMOHHOW IUTEpaTyphI,
MIPOBE/ICHKE IIIKOJI MAlMEeHTOB, ipoBeaeHue ®opyma o UTII) - 880,00

Jpyrue 61aroTBOpUTENbHBIE MEPOIIPHUATHS COLMANIBHON HanpaBieHHocTd — 1 841,00

2. Pacxonwl Ha copepxanue opranuzamuu - 8§ 744,00 T.pyo0.
Bcero ucnons3oBano cpencts — 21 763,00 1.py6.
Ocrarok Ha koHel| oTyeTHOro nepuoja: 21 203,00 T.py0. (1eaeBoil 0CTaTOK Ha MEPOIPUSITUS

2021 roga).

bnaronapum xomnanun OOO «Takena @apmacerotukaincy», 3A0 «Pom-Mockay, «Culcdn

bepunr I'm6X», AO «®apmumdke», AO «l'enepuym», Oxradapma, Keapuon, I'pudonc, Hoso-
Hopmuck, OOO "Menmunan-Ouko", OOO "Ammxen", HoBaptuc 3a OIaroTBOpUTENbHBIC
MOXKePTBOBAHUS U TOJIZIEP’KKY YCTAaBHOM AesTeNbHOCTH Beepoccuiickoro obmecTBa reMopuinmg.



