KPblJ1bA HALEX/ZbI

CNET AKTVBUCTOB
BCEPOCCUINCKOrO OBLLECTBA
FEMOOUINN

NMPOrPAMMA CEMUHAPA
18-20 ceHTAbBpa 2026 r. MockBa

Mpo*knuBaHue y4acTHUKOB cemuHapa B otene AZIMUT Cutu Otenb Onumnuk Mocksa
Aapec Mocksa, Onumnuiickuii npocnekr 18/1

DeHb 3ae3pa 17 ceHtabpa 2026 roaa c 14.00. Peructpauua ¢ 17.00 B 3ane «baitkan». YxuH ¢ 19.00 ao 21.00

18, 19, 20 ceHTABpA 2026 r. 3aHATUA NPOXOAAT MO pacnMUcaHuUIo B 3ane «bakan» Ha 3 aTaxke



KPblJ1b

s

5 ceHTAbGpA 2026 r. - MTOATOTOBKA K CEMUHAPY. OPIBOMPOCHI

BPEMA TEMA BEAYLIME PE3Y/NIbTAT
09.00-10.30 YyacTHMKam 3apaHee pa3ociaHa BBOAHAA Npe3eHTauma o BOl — Kynés Y y4aCTHUKOB €CTb YETKOE NOHMMaHWUE,
obcyxaeHne B popmaTe BONPOCOB M OTBETOB ApxunoBa 4TO UX KAET Ha cemnHape B MockBe
Monnwyk M YTO HYXKHO ycneTb No4roTOBUTL U

B nporpamme:

- 06CyKaeHne BBOAHOM Npe3eHTaumumn o geatenbHoctn BOT

- OpPrBONpPOCHI: NPOE3/, NPOXKUBAHUE U MUTAHWNE, PEXUM PaboTbl HA
cemuHape

- Opreonpocobl: 4To TpebyeTcA 3apaHee 06CyAUTb C PErMOHANbHbBIM
PyKOBOAUTENEM U K YeMY NOATOTOBUTLCA, YTOObI BpeMs Ha
CEMMHAPEe NPOLLJIO C NOJIb30M

3apaHee U3y4ynTb

CcblnKa A1a NoAKAOYeHNA:
https://hemophilia.ktalk.ru/uvianxdmhtf5

18 ceHTAbBpA 2026 r. - SHAKOMCTBO. 3AAAYU CEMUHAPA. CTPYKTYPA U 3A0AY4YU BOT

BPEMHA TEMA BEAYLWHME PE3Y/IbTAT

09.00-10.00 OduumnanbHoe OTKpbITHE Hynés Y yY4aCTHUKOB eCTb YeTKOe NOHMMAHUE,
MpMBETCTBEHHOE C/I0BO PYKOBOAMTENEN ApxunoBa KTO cobpancsa Ha ceMUHap, NpoucxoanT
MpeacraBneHMe KOMaHAbl TPEHEPOB-3KCNEPTOB 3HAKOMCTBO Y4aCTHMKOB
MpeacraBneHme niaHa CeMUHApPa: Aaa Yero Mbl BCTPETUINCD, YTO U
Kak bygem genatb, Opraonpocsl
3HAKOMCTBO Y4aCTHUKOB (6211L)
Camonpe3seHTaumA Kaxa0ro y4aCTHUKA: KTO A, OTKyAa, Yem
3aHMMalOCh B XKM3HMU, Kak cBA3aH c remodunuelt (He bonee 2 MuH)

10.00 - 11.00 UHTepaKTUBHAA ceccua No LesienonaraHnto, OXXMa4aHuAm ot Monnwyk lNoHMMaHue Toro, Yto byaem aenatb Ha
CemMuHapa, 0 3HaHWUU CTPYKTYpbl 1 3aga4 BOI no ntoram CadpoHKMHa CEMMHApE M KaKon oxuaaertca
pa3oc/iaHHOM Npe3eHTaumu CrenuH dUHaNbHbBIN pPe3ynbTaT: pasBuTMe PaboTbl

OXXnpgaHua ot cemmnHapa. Moé mecto B cTpyKkType PO BOI

B permoHax, Kak B KOMaHA4ax, Tak un no
OTAENbHOCTU



https://hemophilia.ktalk.ru/uvianxdmhtf5

Mpumepbl perMoHaNbHbIX NPAKTUK (Y4aCTHUKM rOTOBAT 3apaHee)

Cobupaem npmMmepbl U3 NPAKTUKK U
CcUTYyauum, npu Kotopbix BOI moxeTt
nomoub

11.00-11.30 KO®E - NAY3A

11.30-13.00 OcHoBHble HanpasaeHua pabotbl BOI: pepepanbHbi U CadppoHKMHaA dopmupyeTtca NOHUMAHUE 3HAYEHUA U
peruoHanbHble YPOBHU Aswapos noaxoAoB B pa3paboTke nporpamm
MporpaMmbl 3aWMTbl NPaB NaLMeHTOB (Npe3eHTauus) Kynés 3aWMTbl NpaB NALMEHTOB N aATOPUTMOB
ANropuTMbI MO peLLeHuto TUNOBbIX 33434 NauMeHToB Nno peLleHnto TMNOoBbIX 33434 NaUUEHTOB

13.00 - 14.00 OBLUAA ®OTOIPA®UA / OBEL,

14.00-14.50 AKTUB 1 npaBneHue PO BOI. PacnpeaeneHne obasaHHOCTEN CadpOHKUH MoHMMaHue, Kak opMMpyeTCA aKTuUB,
Kak opraHmsoBaTb paboty MNpaBneHna permoHanbHom CrenuH Kak PyHKUMOHMpPYET NpaBaeHne, Kak
OpraHM3aumu, pacnpesenntb 06A3aHHOCTH, peLleHne BHYTPEHHUX | ABLUApPOB pacnpegenatoTca 06a3aHHOCTM B
KOHG®/IMKTOB U KaK He A0onyCTUTb KOHGAUKT KOMaHAe, Kak HaxoAuTb BbIXoA4, 13
CocTaB U pacnpeaeneHve o6a3aHHOCTEN BHYTPU NPaBAEHUSA, POJIb KOHQNMKTHBIX CUTYaLNN — ymeHune
AKTUBUCTOB B aeAatenbHoctn PO BOT KOHCTPYKTUBHO A40roBapmBaTbhCA
PasnnuHbie cuTyaumm B permoHe v NyTu UX pelleHunn

14.50-15.30 AKTUBMUCTbI MU BOJIOHTEPbI B OpraHusauum Monuwyk MoHMMaHne NnpuHUMNoB paboTbl C
Kakaa moTtusauma? Kak Takaa geatenbHOCTb moxKeT Tebe nomoub? | CadppoHKMHa BOJIOHTEPaAMMU, METOAMKM MOUCKA U
B3avmopencrtene mexay akTMBOM, B3aMmoaencreme ¢ MOTWBALUM BOJIOHTEPOB, Kakue ecTb
naumMeHTamm u poanTenimm, ocCobeHHOCTN paboTbl C AeTbMU U CNOXKHOCTM M KaK UX peLlaTb; KaK HanTu
nogpocTkamu. Kak BbiCcTpanBaeTca paboTa c naymMeHTamm u Nnoaen, ot Koro Noy4YmUTb KOHTAKTbI
poautenamm

15.30-16.15 UHTepakTMBHaA ceccusa - KomaHagHaA paborta CrenuH YUYaCTHUKM HAa OCHOBAHUWN NOAYYEHHOMN
PasgeneHune Bcex y4acTHMKOB CeEMMHApa Ha rpynnbl AaA Apxmnosa nHbOpPMaLMK rOTOBAT a/ITOPUTMbI MO
NOAroTOBKU U 3aLLMTbl aNTOPUTMOB NO peLleHUto TUNOBbIX 3a4au peLlleHnIo TMNOBbIX 33434 NauneHToB
nauneHTos

16.15-16.45 KO®E - NAY3A




Y4YaCTHMKM COBMECTHO C MmoaepaTtopom

UHdopmaumnoHHbie nporpammsl BOI Monunwyk

16.45-18.00 3 Ha3apKuH CeCCMM y4aTCA OPNEHTMPOBATLCA B
Cant BOT n oduumansHble KaHanbl, COLCETH, TPYNMbl U YaTbl oduLManbHbIX pecypcax BOT, 6bicTpo
My6naunkaumm 8 CMU, cemnHapsbl 1 BebuHapsl, Fropayas amHma BOT HaXOAMUTb HYYKHYIO MHPOPMALMIO.
no remoduanm, xxypHan remnugopm CMOTPUM He Ha cnaiifax, a peanbHbiii
NHPopMaLMoHHas paboTa Ha perMoHaIbHOM YPOBHE: O YeM U KaK CaiiT M CeTU C BbIBOAOM Ha BObLLONM
HanucaTtb? MU — nonb3a unm Bpea? BaxkHOCTb TBOPYECKOTO 3KpaH.
noaxo4a npyv HanNUCaHMW HOBOCTHbIX CTaTeun
Kak ceba BecTu c couceTax n yatax, Kak nomoratb BOI B JlomallHee 3agaHue: nuLwem nocT Ans
MHGOPMALMOHHOM NPOCTPAHCTBE couceTen uam Ha ceoto cTpaHuuy PO BOTI

Ha cainTe

18.00 - 19.00 YUH

19.00-21.00 MHTepaKkTMBHaA nporpamma (o6a3atenbHas) Nonnutyk Y4acTHMKM COBMECTHO C moAepaTopamm
HacTtonbHble urpbl o remopuanm, 4OHOPCTBE. CappOHKUHDI Ha MPaKTUKE M3yHatoT Npasnia
KBu3 (BMKTOpPMHA) 0 remodunmm HazapKuHbl MPOBEAEHNA UMHTEpaKTMBHb'X

CrenuH MeponpuUATUI
MpoponkeHne paboTbl B KOMaHAax NoO NOArOTOBKE aAIrOPUTMOB MO
peLeHnIo TMNOBbIX 33434 NaLUEHTOB Aslapos
19 ceHTA6pA 2026 r. — UHCTPYMEHTDI
BPEMA TEMA BEOYLWIWE PE3VJIbTAT

09.00-10.00 HopmaTuBHOEe perynnpoBaHMe OKa3aHUA MeAULLMHCKOMN Hynés 20 MUHYT TEOPUA B Npe3eHTaumu
nomouwun. Bonpocbl nekapcTtBeHHOro obecneyeHmns NaymueHToBs. 40 MMHYT BONpPOCHI U3 3an1a / Nnpumepbl U3
Obwme noaxoabl K NCNONb30BAHMIO HOPMATUBHbIX OKYMEHTOB B YKM3HM C ONOPOIM HA 3aKOH
NPaKTUYECKON AeATeNbHOCTU

10.00-10.30 «CBOA Urpa» - UHTEPaKTUBHAA ceccuA NO KOMaHAAM CadpOoHKUH

CrenuH
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10.30-11.00 [marHocTuyecKkuii HaBuraTop: BCE 0 AUArHOCTUKE U MOHUTOpUHre | [.M.H. MeTpos B.HO., | YY4acTHMKM 3HAKOMATCA C
remodunum - npeseHTaumna Bpay-rematonor BO3MOHOCTAMM AMATHOCTUKMU
Mopo3sosckaa iTKE | naymeHTOB
A3M
11.00-11.30 KO®E - MNAY3A
11.30-13.00 OCHOBbI 4e/10BOiA KOMMYHUKaLUK HasapkuH YyacTHUKM oTpabaTbiBalOT NpUmMmepbl
MMCbMO YMHOBHMKY, NApTHEpPaMm HasapkuHa HanMcaHuAa nucem.
O6pasubl NUCEM, YEK IUCTbI
13.00 - 14.00 OBEA
14.00 - 14.20 MNoAarotoBKa BCTpeYM C YUHOBHUKOM (Npe3eHTaumsA) Monuwyk MNonyyeHa meToAuKa NOATOTOBKU U
npoBeAeHNA BCTPEYN C YAHOBHUKOM
14.20-16.15 PoneBas urpa «Bcrpeya ¢ YUHOBHUKOM» CrenuH 3aKpenaieHbl HaBbIKM NO NOAFOTOBKE U
MNopBeneHMe UTOrOB UrpbI, CadpOoHKMHA NpoBeAEeHUID BCTPEYUN C YAHOBHUKOM
KOMMEHTaPMN U COBETbI IKCMEpPTOB Kynés
Apxunosa
16.15-16.45 KO®E - NAY3A
16.45-18.00 MeponpuaTis Kak gopma (MHCTpymeHT!) paboTsl PO BOT MNonunwyk MonyyeHa nHPopmaumna 06 OCHOBHbIX
meponpuatmax PO BOT, nx sHadyeHun,
LWKkona remodpmnnm u Metogmueckne pekomeHaaumnm no ABLIapOB MCMOb30BAHUN MEPONPUATHIA KaK
I'IOAFOTOBKE n I'IpOBeLI,eHM}O LUKOﬂbI reMOd)MﬂMM Cad)pOHKMH VIHCprMEHTa peanm3au‘m” 3aplaL| Bor
LLIkona myxKectBa, 17 anpena u OCBETM KPaCHbIM,
paboTa no goHopcTBy, MonebeH MynbTU3343a4HOCTb N1060r0
BasKHOCTb NnaHupoBaHua paboTbl PO BOT meponpuATna!
18.00 - 20.00 YXUH
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20 ceHTA6pA 2026 r. — HABbIKU AKTUBUCTA

BPEMA TEMA BEAYLLUME PE3Y/IbTAT
dopmuposaHme nepBooyepeHbIX IMYHOCTHbIX HaBbIKOB CadpOoHKMHA ChOpMMPOBAHHBIE IMYHOCTHBIE HABLIKM
09.00-10.30 . AKTUBUCTOB MOBbLILIAOT KA4YeCcTBO
aKTUBMUCTa: MNonnuwyk
SMMATUA U YMEHUE CIyLWaTb, OTBETCTBEHHOCTD, A MOAAEPIKKM r_"a""M%HTOB’ AENIAIOT KOMaHAy
BLWapos 6onee cCNNOYEHHON U
KOMMYHMKabenbHOCTb, CAaMOOpraHM3aLuma, IMOLMOHANbHAA C .
. . TENUH npodeccnoHanbHoOM, YTO Nomoraet
YCTOMYMBOCTb, KOMaHAHbIN AyX, 3STUYHOCTb U
KOHGUAEHLMANLHOCTD B PaBoTe YKpPenaTb goBepue K opraHnsauum
Basza 3HaHu HKO — rae yumTtbea uam nosblilwaTh KBaAndUKaumio
10.30-11.00 NEPEPbIB HA OCBOBOXAEHUE HOMEPOB
Kode-nay3bl HeT!
11.00 — 12.00 OOMAILUHEE 3A0AHUE Apxunosa 3akpennaem MHPOPMALMIO, NONYYEHHYIO
R Ha cemunHape, /IMYHOe OTHOoLLeHMne K
obcyKaeHue byayLmx NPoOeKTOB aKTUBUCTOB
BCe TpeHepbl- YCAbILWAaHHOMY, MOTMBaLMA Ha
3KCMnepThbl AanbHenwwyo paboty
MopBeaeHne UTOrOB TPEHUHTA Hynés
12.00-13.00 ABeA P y
Bpy4yeHue ceptudukaTton ApxunoBa
13.00 - 14.00 OBE/[, v oTbe3p y4aCTHUKOB




FMABHbIE BbiIBOAbl CEMUHAPA «KPbl/ibA HAAEXKAbl»

CemuHap «Kpbliba HaaeXA4bl» ANA aKTUBUCTOB PErMoHasbHbIX OpraHuM3aumii Becepoccuiickoro obuiectsa remodpuamm ssnaetcs MHPOPMaLMOHHON
NAOWAAKON AN KOMMYHMKAUWUW, YHAaCTHUKM NOMYYAlOT LLEeHHbIe 3HAaHWA, KOTOPbIX HET HWU B OAHOM y4ebHMKe, U BAOXHOBEHWE ANA AasbHellwen paboTbl.
FNnaBHble pe3ynbTaTbl U NEPCNEKTUBDI:

1. O6bmeH onbITOM: BO3MOXHOCTb MOAE/INTLCA CBOMM OMbITOM W y3HaTb O paboTe ApyrMx aKTUBUCTOB. Takon oOMeH nomoraeT yKpenuTb CBA3M U
€034aTb CUNbHYIO U 3OEKTUBHYIO KOMAHAY €4MHOMbILW/IEHHWKOB, OOPHOWMXCA 33 OAHY Uelb - YAy4YlWeHWe XKU3HU Ntogei, CTpajatowmx
remopuanen.

2. HoBble 3HaHuA: CemMuHap nNpesoCTaBNAseT BO3MOMKHOCTM A/A OOyYyeHWAa M paclUMpeHMs 3HaHUMM B 06/nacTU remoduUAnM U [eaTebHOCTM
HEKOMMEPYECKMX OpraHusaumnii. bnarogapa OMbITHbIM BeAyLUMM YYaCTHUKM MNOAyYatoT yraybneHHble 3HAHWA NO LUMPOKOMY Kpyry BOMPOCOB
TEXHOI0rMM U MeToaax paboTbl Bcepoccuiickoro obuwectsa remodunmu.

3. MotuBaumsa: Yyactme B ceMuHape «Kpbiabs Hagexabl» BAOXHOBAAET YH4aCTHUKOB Ha NPOAO/IKEHNE AeATeIbHOCTU B PErMoHaNbHOM opraHu3aumm
BOI Ha KayecTBEHHO HOBOM ypOBHe. YyacThe B CeMMHAape AaeT y4aCTHMKAM OFPOMHbI NoTeHuMan ans obwecTBeHHoM paboTbl U MOHMMaHKUE, YTO
TO/IbKO B HallleM eANHCTBE BO3MOXHO A06UTbCA 3HAUYUMbIX USMEHEHWU B 3KU3HUM NIOAEN, CTpaAatoWwmx remodpunmen.

4. NMnaHbl Ha 6yaywee: CeMMHApP CTAaHOBMTCA A8 YYaCTHUKOB OTNPABHOM TOYKOM ANs pa3paboTKM HOBbIX MPOEKTOB U MHULMATMB. CHOpPMUPOBaHDI

KOMaHAbl ANS MX OCYLLECTB/IEHUA U COCTaBAeHbl NaaHbl. Takmm obpasom, Bcepoccuitckoe obuwectso remopmamm He NPoOCTO NPOAO/IXKAET CBOHO
[eATeNbHOCTb, a ieNaeT BCE BO3MOXKHOE ANa pacmpeHus cdepbl paboTbl C LENbo YCUAEHUA NOAAEPKKN Ntoaen ¢ remodunnelt B Poccun.

BMECTE Mbl CU/IbHEE!
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CnoBapuk aktusucta BOl / BaXKHble COKpaw,eHMa U NOHATUA

OBOOMU «BOIMN» O6Lepoccuiickan bnaroTBoputenbHasa obLLecTBeHHan opraHu3auma nHeannaos « BCEPOCCUMCKOE OBLLLEECTBO TEMO®UTNN»

PO BOT PernoHanbHana opraHu3auma Bcepoccuiickoro obuiectsa remopunmm

Ln Bor LeHTpanbHoe npaBaeHue Bcepoccminckoro obuiectsa remodunamnm

CO HKO CounanbHO-OpMEHTMPOBAHHAA HEKOMMEpPYECKaA opraHm3auuma

3 denepanbHblii 3aKOH

EAB ExxemecAdyHana geHexHas BbinaaTa (NnpeaocTasniserTca MHBaANAaM, BKAKOYan AeTen-uMHBaNA0B)

KCr KnuHuKo-cTatuctuyeckas rpynna 3abonesaHuit (rpynna 3abosieBaHMin, OTHOCALLMXCA K 0AHOMY NPOodUI0 MeaNLUMHCKON MOMOLLN U
CXO4HbIX NO UCMOb3yeMbIM METOAAM ANATHOCTUKN U 1e4EeHMA NALMEHTOB M CpefHelr PecypcoemMKoCTi, @ UMEHHO CTOMMOCTb,
CTPYKTYpa 3aTpaT M Habop UCNONb3yEMbIX PECYPCOB)

B3H BbiCOKO3aTpaTHblie HO3010TMU

Hosonoruu TO }Ke, YTO MaTOo/IorMM - (HO30 + rpeuy. logos yueHue, Hayka) ydueHue o 60n1e3HAX U ux KnaccuduKkaumm

MC> MeAanko-coumanbHas aKcnepTnsa (MpoBoAnUTCA ANA YCTAHOBNEHMA MHBAZIMAHOCTM)

Bor BcemupHana deaepaumm remodunmm - aHrn. World Federation of Hemophilia (WFH)

EKT EBponenckuii KoHcopumym remodunnm - aHrn. European Haemophilia Consortium (EHC)

KomnnaeHTHOCTb MpUBEP!KEHHOCTb NALMEHTA SIEYEHUIO (COOTBETCTBME MEXKAY NOBEAEHMEM NaALMEHTa U PEKOMEHAAUMAMM, NONYYEHHBIMWU OT Bpaya)
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KOMAHOA OPTAHU3SATOPOB U TPEHEPOB-3KCIEPTOB

¥YNEB IOPUIA ANEKCAHAPOBWY

Mpe3naeHT Bcepoccuiickoro obuiectsa remodpunnm

APXUMOBA HAAEXOA UBAHOBHA

Buue-npesunaeHT Bcepoccuiickoro obuwectsa remoouamm

NONMNLWYK HATANTUA TEHHAAUEBHA

Buue-npesunaeHT Bcepoccuiickoro obuwectsa remoouamm

ABLUAPOB UTOPb BAJIEPbEBUY

YneH UeHTpanbHoro npasnenus, Npeacrasmutens BOI 8 C390

CA®POHKMHA MAPUHA IOPbEBHA

Mpe3naeHT NeH3eHCKoM perMoHanbHOM opraHm3saumm BOT

CA®POHKUH AMUTPUI
rEHHAZbEBUY

YneH UeHTpanbHoro npasnenus, Npeacrtasmutens BOI 8 NMPO

CTEMWH AHAPEN BAYECNABOBUY

YneH LeHTpanbHoro npasnenus, Npeacrasutens BOI 8 LPO

HA3APKMH HUKO/IAX HUKONAEBWY

AkTtusuct BOI, geTcknit nnucaTtennb 1 NnepeBog4vunkK. Jlaypeat AMTepaTypPHbIX KOHKYPCOB U
NpPeMuii, aBTOP NOJIYyTOpPa AECATKOB KHUT, B TOM YMcC/e 0 AeTAx c remodpuanen

HA3SAPKUHA EBFEHUA
ANEKCAHAPOBHA

AkTnsuct BOTl, onepaunoHHaa meanumnHckasa cectpa NKb nm. KOguHa, kypHanuct n 6norep.
Begyuwas npoekra "Yutaet Waddept", nonynapmsatop AeTCKON 1nTepaTypbl, B TOM YMcne
KHUF Npo ocobbix aeten




KPbl/TIbAi HAQEXXTbl

CNET AKTHBUCTOB =
BCEPOCCACKOT G OBUECTEA
Y TEMOoRN C

NMAPTHEPbl CEMUHAPA «KPbl/Z1bA HAAEXAbI» 2026

AO «buokaa»

OcHoBHOM napTHEp AO «Pow-MockBa»

Roche

Bnharoaapum 3a noanepKKy meponpuaTMa KOMNaHUM

000 «Takepga ®PapmacblOTUKANCY

AO «dPapmctaHpapT»
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