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7 HoAbpA 2025 r. - SHAKOMCTBO. NJTAHNPOBAHUE. AKTUB. KOMMYHUKALNKN

BPEMA TEMA BEAYLLUN PE3YJ/IbTAT
08.30—-10.00 : 3HaKOMCTBO Y4aCTHUKOB: H.U. Apxmnosa Y y4aCTHUKOB €CTb YETKOE MOHMMAHME, KTO
CamonpeseHTaumMa Kaxa0ro y4acTHUKa: KTO A, OTKyA4a, Yem H.T. MonnwyK cobpanca Ha ceMuHap, 4To byaem aenatb
3aHUMaAIOCb B YKM3HM, KaK CBA3AH C remoduanein, 4to oxmaato ot Ha CEMMHape N Kakon oXXunaaerca
cemuHapa «Kpblnba HagexKabl» (He 6onee 1.5-2 MuH) bUHaNbHbIV pe3ynbTaT: pa3BuTMe paboTbl B
. pernoHax, Kak B KomaHZax, TaK 1 no
MpeactasneHne naaHa cemmnHapa: aasa Yero Mmbl BCTPETUAUCH, YTO U
OTAENbHOCTU
KaK byaem Aenatb, Opreonpochl, MUHTEPAKTUB MO LesIeNoNaraHunio,
OXMAAHMAM OT CeMUHapa
10.00-11.00 | MIHTepaKTMBHaA ceccus O 3HAHUM CTPYKTYpbl 1 3aga4 BOl no utoram | H.I. MNoaunwyk Kaxkabli 4O ceMUHapa CaMoCTOATE/IbHO
Pa30C/IaHHON Npe3eHTaLMn, NpMMepsbl PErMOHANbHbIX MPAKTUK A.B. CTenuH 03HaKOMMACA C cofepKaHnem
npeseHTauuu.
Y y4acTHMKOB ecTb 0b6LLee NOHMMaHWe O
aeAarensHoctn BOT
11.00- 11.30 KOO®E - MAY3A
11.00-13.00 | CraHpapTbl paboTbl BOT HO.A. Kynés NoHMMaHne 3HaYeHnA n NoAxXo408B B
a3paboTKe Nporpamm 3awmTbl Npas
Mporpammbl 3alWLMTbI NPaB NauMeHTa (NnpeseHTaumn) H.N. Apxunosa pasp porp W P
nauneHToB 1 peanmsaLmmn NaaHMpPoOBaHMA
Ponb nnaHnposaHua. MnaH pabotsl BOT AeaTenbHocTn BOT 1 pervoHanbHbix
MnaH paboTbl perMoHanbHOM OpraHmn3aumnm N.B. ABiapos opraHusauuit (PO BOT) B Lesiom
MbIT COCTaBAEHMA NAaHa B HoBr KoM n NeH3eHCKoM
OnbIT cocTasne aHa B Hosropopacko €H3EeHCKO M.I0. CabpoHKMHa
pervoHasibHbIX OpraHM3aLmax
13.00 - 14.00 OBLWAA ®OTOrPA®UA / OBEL,
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14.00 - 15.00 AkTtuB 1 npaBneHue PO BOI. PacnpegeneHue obsasaHHoCTe MoHnMaHue, Kak GOPMUPYETCA aKTUB, KaK
o H.N. Apxunosa HKLUMOHMPYET NpaBneHune, Kak
Kak opraHm3oBaTtb paboTy MpaBneHnA permoHanbHOM opraHM3aumm, P byHKL Py P !
pacnpeaensatoTca 06A3aHHOCTM B KOMaHAE,
pacnpefennTb 06A3aHHOCTU, peLleHne BHYTPEHHUX KOHOANKTOB
o KaK HaxoANUTb BbIXOA, U3 KOHONMKTHbIX
CocTaB u pacnpeaeneHve o6a3aHHOCTEN BHYTPU NpaBaeHUA W.B. Aslapos M
o o o -b. cuTyaumn
HosropogcKkou n lNeH3eHCKOW pernoHanbHbIX opraHmnsaumin BOl yau
PasanyHble cMTyaummn B permoHe n nyTm nx pelleHuna M.t0. CadpoHKMHa
15.00—-16.15 | AKTUBUCTbI U BOJIOHTEPDbI B OpraHn3aumm H.N. Apxunosa MoHMMaHne NpUHUMNOoB paboTbl €
Mouck akTnemMcToB. PaboTa ¢ pogutenamm naumeHToB H.I. MoAunwyK BOJIOHTEpPAMM, METOAMKM NMOUCKA U
Kak HaliTW 1 yCTAHOBUTb KOHTAKT C MALMEHTOM UAN poguTeNem MOTMBALMM BONOHTEPOB, KaKMe ecTb
Kakune KaTeropuu noger noteHumnanbHo Hambonee 1.B. Asliapos CNOXKHOCTU U KaK UX peLlaTb; KaKk HanTu
MOTMBUPOBAHHbIE aKTUBUCTbI U BOJIOHTEPbI M.}0. CadppoHKmHa Ntogen, oT KOro NoAy4YnTb KOHTAKTbI.
o Kak BbicTpanBaeTca paboTta ¢ naumeHTamm m
MopTtan A4o6po.PP n ncnonbsoBaHne B perMoHaibHOM opraHu3aumm P P 4
poautTenamm
16.15-16.45 | KO®E - NAY3A
HO.A. Kynés .
16.45—-17.30 | MIHTepaKTMBHasA ceccua KomaHgHana pabora HU A YYaCTHMKM Ha OCHOBAHMWU NONYYEHHOMU
.N. Apxmnosa
P MHbOPMALMM NOATOTABANBAIOT NPOEKTbI
PasgeneHune Bcex y4acTHUKOB c/ieTa Ha 4 rpynnbl 414 NOATOTOBKU U
pernoHasibHbIX NPOrpamm Mo 3almTe nNpas
3aLLNTbI PErMoHanbHbIX NPOrpamm no 3awuTe Npas NaLMeHToB
nauueHTos.
17.30-19.00 WHPopmaumoHHbIe nporpammbl BOI H.T. Noaunwyk YYacTHMKM COBMECTHO C MOAepaTopom
o Ceccum yyaTca OpueHTMPOBaTLCA B
Caiit BOT 1 odpmumanbHble KaHanbl, COLUCETH, FPYNMbl U YaThbl H.H. HazapkunH y P P
oduumanbHbix pecypcax BOT, bbicTpo
My6ankaumm 8 CMW, cemnHapbl 1 BebrHapbl
HaXo4AUTb HYXKHYIO MHPOpMaLMIO.
lopayas amHua BOT no remodunum, kypHan FremHbopm A YHHY bopmav, .
. MoHMMaHWe HeobXo4MMOCTU FTPAMOTHOW
NHpopmaumoHHana paboTa Ha perMoHasibHOM YPOBHE: O YEM U KaK .
5 5 paboTbl ¢ HPpopmaumein. ChopmmposaHbl
HanucaTtb? NN — nonb3a nnum spes? BaXXHOCTb TBOPYECKOro Nnoaxoaa N
o HaBbIKK paboTbl ¢ HGOpMmaLme
NpW HANMCAaHMN HOBOCTHBbIX CTaTeMl
19.00—-21.00 | YXKUH
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8 HoAbBpA 2025 r. - UHCTPYMEHTDI

BPEMA TEMA BEOYLLUNN PE3Y/IbTAT
08.30—-11.00 Bonpocbl nekapcTBeHHOro obecneyeHna NaLMeHTOB FO.A. Xynés MoHMmaHue npobnem.
Kak npoucxoant obecnedyeHune nekapcrsamu, LleHTp H.W. Apxunosa MonyeHue HoBbIX 3HaHWM
NeKapcTBeHHoro obecneveHus, PegepanbHan nporpamma 14B3H,
¢doHpg «Kpyr gobpa»
Kak dopmumpytoTca 3aABKM Ha NIeKapCTBa 414 KaXKA0ro NaumeHTa,
KaK NOMEHATb A03UPOBKY, OCHOBAHMA K 3aMeHe IeKapCTBEHHOTO
npenapara, Kakue npenaparbl eCTb Ha pblHKe POCCMM M KAKOBDbI
nepcneKkTmBbI
Kak nexkapcrea NOCTynatoT B PErMOHbI, XPaHEHWE SIeKapCTB B
anTeKax, MapKMPOBKA JIEKAPCTBEHHbIX NpenapaTos
ANTropUTMbI peLLeHUI KU3HEHHbIX cuTyaumin (Pabouan TeTpaab)
Tunosble npobaemsbl B paboTe ¢ Bpadyamu
MC3: Obuwme NPpUHLMMBI YCTAaHOBAEHME MHBANUAHOCTU. HoBluecTBa
B cucteme MC3. Kakue ecTb C/I0KHOCTU, KaK 006rKaioBaTb pelleHne A.B. CrenuH
MC3. Moyemy He CTOUT OTKasbiBaTbCcA oT ELB W.B. Aswapos
Bonpocbl 06y4eHnsa BBeAEHUIO IEKAPCTBEHHbIX NpenapaToB AEeTAM U M.f0. CapporkuHa
B3POC/IbIM; AOMALLHEE NeYEHNE, CKOPas NOMOLLb, MOANKANHMKA
(nMcbmo MuH3sapasa Poccum)
Kak nonyynTb KOHCYNbTaumMio U neveHne B peaepanbHbIX edebHbiX
ueHTpax. Kakne HeobxoanMMbl AOKYMEHTbI
Kak nonyunTtb coBpemeHHoe neveHue renatuta C n nodemy ato Tak
Ba*KHO
11.00-11.30 KO®E-NAY3A
11.30-12.00 A OcHOBbI NMCbMEHHOW AeN0BOM KOMMYHMKauum HKO H.T. Moanwyk ChopmmMpoBaHO NOHMMaAHME OCHOB AEeN0BOM
KOMMYHUKaummn HKO
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12.00-13.00  NMUCbMO YNHOBHUKY HO.A. Kynés lMonyvyeHa meToaMKa HAaNMCaHUA NUCbMA
(npe3eHTaumMA + NpakTUYECKOe 3a4aHue No rpynnam) YMHOBHWKY M NOCNEAYIOWMX AeUCTBUN
13.00 - 14.00 A OBEA
14.00-14.20 MNoAroToBKa BCTPEUYM C YUHOBHUKOM (npeseHTauus) FO.A. Xynés MNonyyeHa meToamKa NOATOTOBKU U
npoBeAeHnA BCTPEYN C YAHOBHUKOM
14.20-16.15 WNHTepaKTUBHaA ceccuA: ponesas urpa «Bcrpevya ¢ YUHOBHUKOMY HO.A. Xynés 3aKpenaeHbl HaBbIKX NO NOAFOTOBKE U
H.U. Apxmnosa nposeAeHunto BCTpeyun C YUHOBHMKOM
H.T. Moanwyk
16.15-16.45 KO®PE-NAY3A
16.45—-17.15 OnbIT paboTbl 06LECTBEHHbIX OpraHu3auuii (npeseHTayma) HO.A. Kynés MNonyyeHa nHbopmMmauum o AeAaTelbHOCTH
o o HKO nauneHTOB M MX B3aMMOAENCTBUM C
Bcepoccuinckunia coro3 nauneHToB n apyrue 6aarotBoputenbHble
BN1ACTbIO
opraHmsauum Poccuu
BcemupHana pegepaummn remodmanmn n EBponemnckmin KOHCoOpLUym
remoomnanm
17.15-19.00 | HTepaKTMBHaA ceccua: HO.A. Kynés dopmumpyeTca YHETKOE MOHMMAHME, KaK
MpepcraBneHue u 3aWUTa NPOEKTOB NPOrpamm. H.W. Apxunosa NOCTPOEHbI NPOrpaMmmbl 3aLLUTLI NPaB
Fpynnbl NOAYYUAKN 3aaHKA 7 HOAOPA, NOArOTOBKA NPOEKTOB B o nauveHToB
cB06OHOE OT 3aHATUI Bpema H.TI. Moanwyk
4 rpynnbl NpeacTaBaAoT 3a4aHHbIe NPOEKTbl N0 NPOrpamMmmam
3alWNUTbI NPaB NaLneHToB
19.00—-21.00 | YXKWUH
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9 HoAbpAa 2025 . - MEPOMPUATHA

BPEMA TEMA BEOYLLUN PE3Y/IbTAT
08.30-10.30 LWKOJIA TEMO®UNIUN CodopmmnpoBaHO YETKOE NOHUMAHMKE
BOMNPOCOB NAAHMPOBAHMA, OPraHMU3aLUM U
3HayeHne MHPopMmaLMOHHOro cemmHapa «LLkona remoduann». H.U. Apxmnosa P P » 0P 4
nposeaeHnsA MHPOPMALMOHHOIO CEMUHAPA
OcHOBHble NpaBuaa NOArOTOBKKU M NpoBeaeHUA. MNnaHnposaHue,
AnA naumenTos «LLKkona remodpunmmn».
COrlacoBaHMeE C LeHTpanbHbiM opurcom BOI, Bonpochl
M.B. ABLLIADOB MoHATHBI BONPOCHI NOUCKa PUHAHCOBbIX
dUHaHCcMpoBaHMA. Kaknumun odnuManbHbIMU OKYMEHTAMM -b. p
A.B. CTenuH cpeacTs M NOMOLLU aKTUBUCTOB
peryanpyeTcsa, Kak NponcxogmT cornacoBaHne ceMmMHapa Ha -b.
pernoHanbHOM yposHe. MeToguyeckue pekomeHgaunm BOl M.I0. CadpoHKMHa
OnbIT perMoHos.
HoBbI B3rnag Ha nposegeHue Lkon remopumanu. H.T. Noaunwyk
Kak a¢pdpeKTMBHO NOArOTOBUTL M MPOBECTM MeponpusaTne*
*cnoHcopcKuli 0oknad npu noddepxcke AO «Pow — Mockea»
10.30-11.00 NEPEPbIB HA OCBOBOXOEHUE HOMEPOB (Kode-nay3bl HeT)
11.00-12.00 @ OcHoBHble u HedpopmanbHblie meponpuaTtua BOl MNonyyeHo npeacTaBaeHMEe O TUMOBbLIX U
o HedopmanbHbIX meponpuatmax BOl n
OT1yeTHble cobpaHuA B pernoHe, BcemupHbiit AeHb remodpunmm, H.N. Apxunosa bop ponp .
pa3HbIX PopmaTax TaKNUX MEPONPUATUN.
akums «OcBeTU KpacHbIM», MonebeH o 34paBun BoJibHbIX HI M .
o I Honmuyk Y3Hanun 06 ycnewHom onbITe perMoHa bHOM
remoduanen, sKCKypcum, NoesaKku, CAaHaTOPHO-KYPOPTHOE JIeYEHUE, 6
o o aboTbl
HoBbIn rog, AeHb 3aWnThbl AeTen P
Jlyuywime npakTMKu u HepopmanbHana paboTa B permoHax
C KaKoi Llenbto M NepUoaNYHOCTbIO MPOBOAATCA TaKMe 1.B. ABwapos
MEPONPUATHA, KTO ABAAETCA MHNULMATOPOM, U KTO MX FTOTOBUT, KOrO A.B. CTenuH
npuraallaem, Kakme Bonpocbl obcyxKaaem u/vMnm uto genaem.
M M.H. CadppoHKMHa
€CTO NPOBEAEHMA N UCTOMHUKM PUHAHCMPOBAHUS HeDOPMaAbHbIX
MeponpuUATUn
Haw npumep - rMMm HayK
12.00-12.30 a pumep - Apy ayka MonyyeHa nHbOpMaLMNA O B3aMMOBbIPYYKe U
MNoaaepKKa apyr gpyra. Bsanmosblipy4dKa. Jingepcrso H.N. Apxunosa
noaaeprKe KOHCY/IbTUPOBAHUA U KaK OHO
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3HayYeHne NMYHOTrOo ONbITa, PAacCNPOCTPaHEHWE NO3UTUBHbIX H.I'. Nonnwyk peann3oBaHO Ha NPaKTUKe
npumepos
MpuBepKeHHOCTb NedyeHnto. MpuoputeTsbl
Yem poguTenb MOXKET NOMOYb perMoHanbHoMy obuiecTBy W.B. ABwapos pMmep IMYHOTO y4HacTua poauTens
remopmanm A.B. CtenuH

M.H. CadppoHKMHa

OOMALLUHEE 3AAAHUE — o6cyaeHne byaywmx npoeKTos
aKTUBUCTOB
MoaseaeHWe UTOroB ceMnHapa H.U. Apxmnosa

12.30-13.00 HO.A. Kynés YUyacTHUKM 06CyKOatoT NPOEKTbl U NoaBoAAT
utorun pabotol. LlenenonaraHue n

LeneycTpeMneHme Ha ycnex

13.00-14.00 OBEA

[MABHbIE BbIBOAbl CEMWHAPA «KPbl/1bA HAOEX O bl»

Ha obyuvatowem cemuHape "Kpblnba Hagexabl" ons aKTMBMCTOB perMoHanbHbIX OpraHusaumin Bcepoccuitckoro obuectsa remoouanmn popmupyertcs
MHPOPMALMOHHAA NOWAAKA ANA KOMMYHMKAUWKM, YYAaCTHUKM MOAYYAlOT LEHHble 3HAaHMA, KOTOPbIX HET HM B OAHOM y4vyebHWKe, U BAOXHOBEHME AnA
AanbHenwen pabotbl. MnaHMpyemble raBHble pe3ynbTaTbl U NEPCNEKTUBDI:

1. ObmeH oNbITOM: BO3MOXHOCTb NOAEAUTHLCA CBOMM OMbITOM U y3HaTb O paboTe ApyrMx akKTMBMCTOB. Tako OOMeH MOMOraeT yKpenuTb CBA3SU U
€034aTb CUNIbHYIO U 3ODEKTUBHYIO KOMAHAY EANHOMBILLNEHHUKOB, HOPIOLLMXCA 3@ OAHY LLIENb - YAYYLIEHWNE KU3HWU NOAEN, CTPASAIOLWMX TeMODUINEN.

2. HoBsble 3HaHuA: CeMMHaAp nNpeaocTaBAAeT BO3MOXHOCTM ANA OOyYeHMA W pacClUMpPeHUA 3HAHWK B 06nacTM remodunmm u AeATenbHOCTU
HEKOMMEPYECKMX OpraHmM3aumnii. bnarogapa onbITHbIM BeAyLWMM YYAaCTHUKM MOAYYAIOT YrAybAeHHble 3HAHWA NO LWMPOKOMY Kpyry BOMNPOCOB TEXHO/OMMU U
meTogax pabotbl Bcepoccuiickoro obwectsa remodunmm.

3. MotuBauma: Yuactue B cemmHape "Kpbliba Hagexabl" BAOXHOBAAET Y4AaCTHUKOB Ha NPOAO/KEHME AeATeNbHOCTU B PErMOHaNbHOM OpraHu3auum
BOIl Ha KayecTBEHHO HOBOM YpPOBHe. Y4yacTve B CEMUHape AaeT Y4aCTHMKAM OFPOMHbIN NOTeHUMan ana obuiectBeHHOM paboTbl U MOHMMAHWUE, YTO TONIbKO B
Hallem eaUHCTBE BO3MOMKHO A06UTbCA 3HAUMMbIX USMEHEHWUI B }KU3HU NIOAEN, CTPaZAtoWwmx remodpuamen.

4. Nnaxbl Ha 6yayuwee: CemmMHap CTaHOBUTCA AN YY4AaCTHUMKOB OTMPABHOM TOUYKOM ANA pa3paboTKM HOBbIX NPOEKTOB U MHMUMATMB. CHOPMMPOBaAHDI
KOMaHZAbl A1A UX OCYLLECTB/IEHMA U COCTaBAEHbI NAaHbl. TakKMm 06pasom, Bcepoccuitckoe o6LwecTso remodpuanm He NPOCTO NPOLONKAET CBOKO AEATE/NbHOCTD,
a AenaeT BCE BO3MOXKHOEe A5 paclumpeHma chepbl paboTbl € LEeNbIO YCUNEHUA NOAAEPHKKM Ntoaen ¢ remodunmeit B Poccuu.

BMECTE Mbl CUJTA
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CnoBapuK akTueucTa BOI / BaXKHble COKpPaLLEHNA U NOHATUA

OBOOMU «BOIMN» O6Lwepoccuiickan bnaroTBopuTeNnbHasa obLLecTBeHHan opraHu3auma nHeannaos « BCEPOCCUIMCKOE OBLLLEECTBO TEMO®UTUN»

PO BOT PernoHanbHana opraHu3auma Bcepoccuiickoro obuiectsa remopunmm

un Bor LeHTpanbHoe npaBaeHue Bcepoccminckoro obuectsa remodunamnm

CO HKO CounanbHO-OpMEHTMPOBAHHAA HEKOMMEpPYECKaA opraHm3auuma

3 denepanbHblii 3aKOH

EAB ExxemecAa4yHana geHexHas BbinaaTta (NpeaocTasniseTca MHBaAnAaM, BKAKOYan AeTen-MHBaAna0B)

KCr KnuHuKo-cTatuctuyeckas rpynna 3abonesaHuit (rpynna 3abosieBaHMiN, OTHOCALLMXCA K 0AHOMY NPOodUI0 MeaNLUMHCKON MOMOLLN U
CXOAHbIX NO UCMO/Ib3yeMbIM METOZAM ANATHOCTUKN U Ne4eHMA NaLMEHTOB U CpeaHel PecypcoemMKoCTH, @ UMEHHO CTOMMOCTb, CTPYKTypa
3aTpaT 1 Habop MCcnob3yemblx pecypcos)

B3H BbiCOKO3aTpaTHblie HO3010TMU

Hosonoruu TO }Ke, YTO MaTOo/IorMM - (HO30 + rpeuy. logos yueHue, HayKa) ydueHue o 60ne3HAX U ux Knaccuduraumm

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

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

EKT EBponeickuii KoHcopumym remodunnm - anrn. European Haemophilia Consortium (EHC)

KomnnaeHTHOCTb | [MpuBEpP}KEHHOCTb MNALUMEHTA IeYEHUIO (COOTBETCTBUE MEXKAY NOBEAEHMEM NALMEHTA U PpeKOMEHAALMAMM, NONYHEHHBIMU OT Bpaya)




