BCEPOCCUWNCKOE
#remodpuansHEnpurosop @ OBILECTBO

FTEMOOUITINU

KpaTKni OTYET NO pe3ynbTaTtam
COLMONOrMYECKOro nccneoBaHmA

[lpuBnevyeHMe Moao0aeXN B
. pAagbl aktueuctos PO BOT

KpuctnHa YCTUHKKMHA, coumonor, aHanntuk BOT

MPU NOOOEPXKE
®OHAA NPE3UAEHTCKUX MPAHTOB Mocksa, 2024 r.



KauectBeHHOe uccnepoBaHue

AHanuTUYeCcKUn oTyer
Mo pe3ynbTaTaMm COLMONOrMYECKOro UcCcreaoBaHua No NpPoeKkTy

«itremochunusHEnpurosop» f \

MOTMBALIMS MOMNOAbIX MALIMEHTOB MeToab! nccneposaHus

K PABOTE B MALUMEHTCKUX

OBLUECTBEHHbLIX OPFAHU3ALMSAX \ /
e QOKyC-rpynnoBbie MHTEPBLIO C 2 LieSIEBbIMU

LleHTp ryMaHMTapHbIX TEXHONOrUIA U UCCNefoBaHUn I'pyl'l MnaMu: AGVICTBWOLLI,MG dKTUBUCTbI U

st st AR, Mmosiofible MaumeHTbl ¢ remodunneis,

Ha cpeacTsa ®oHAa NPe3UAeHTCKUX FPaHTOB

npoABMBLLKME Cebs KaK NOTEeHUMANbHbIE
aKTUBUCTbI — BCero 2 ¢boKkyc-rpynnbi, ¢ 22
YY4aCTHUKaMMU

e [NyBNHHbIE MHTEPBBLIO C MOIOAbIMMU
naumMeHTamMmm U poACTBEHHMKAMM MaLMEHTOB,

. NPoABMBLUMMM cebA KaK NOTeHLUMaNbHble

I @ aKTUBUCTbI — Bcero 10 nHTepBsblo

Mockea, 2024

BCEPOCCMIACKOE
@ T #remodouamsHEnpurosop https://hemophilia.ru/pro/fpg/



° KonnyecreseHHoOe uccnepgoBaHue

B2 BCEPOCCUMCKOE
[ ) OBLIECTBO B < mesuneven roasron
FEMO®UIAN

MeTop nccnegoBaHua
AHaNTHTHYECKHH OTHET 1O pe3yibTaTaM COLHOIONHYECKOro HCCICA0BaAHHA

[IpuBneyeHre MOJIOIEKU B PSIbI _ )
aKTUBUCTOB PErMOHAJIbHBIX o o _
oprann3aunﬁ BCCpOCCPIfICKOI‘O ¢ AHOHMMHbBIN OHNAUH OnN pocC: nauneHTbI C

ob11ecTBa reMoUINu remodunnen, nx POACTBEHHUKN, a TaKKe Te,

B FROS S NI TONR KTO 3HaKOM c aeAatenbHocTbto BOI — Bcero 272
pecrnoHAeHTa

Kpucrina YetnakuHa, counosnor, ananutuk BOIT
Mockga, 2024

BCEPOCCUNCKOE
@ L o #remocuanaHEnpurosop https://hemophilia.ru/pro/fpg/



62%
POACTBEHHUKM

359% 272

nauneHTb! pecrnoHAeHTa

3%
Nnua, 3Hakomble C
BOTI

BCEPOCCMIACKOE
@ OBILECTBO #remodomnamsHEnpuroeop https://hemophilia.ru/pro/fpg/
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MauuneHTbI PopcrtBeHHUKU Jlnya, 3Hakomble ¢ BOTI

My*KUmnHbI KeHLWMHDbI KeHLWMHbI

36-54 roaa 36-54 rona 36-54 rona

CemeliHble CemeliHble CemeinHble
NUmetoT 2 n bonee peten NUmetoT 2 n bonee peten bes petei

PaboTaloT UM akTUBHO MWyT paboTy

PaboTaloT MM akTUBHO ULLYT paboTy

PaboTaloT MM aKTUBHO ULLYT paboTy

LdO

%6

LdO

Poautenn neten c remopunmen

Hosepatot BOI — 79%

Hosepsatot BOI —92%

HosepatoT BOI — 70%

#remodomnamsHEnpuroeop https://hemopbhilia.ru/pro/fpg/
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YyacteyloT B geatenbHoctu PO BOIl

— 105 pecnoHaeHTOB (39% OT UMCa ONPOLUEHHbIX)

Mpe3naeHTbl U BULe-
npesuAeHTbl

(47 yenosek unm 17% or Bcex

pecnoHaeHToB)

YneHbl npaBneHua /peBU3NOHHbIX
KOMUCCUMA
(7 yenoBek unu 3% ot Bcex
pecnoHpeHToB)

[encTBytowme BONIOHTEPDI
(51 yenosek unm 19% or BCex
pecnoHAaeHTOoB)

Mambl aeten ¢ remopunnen

Mambl aeten c remodpunnen

Poautenn petei c remopunmven

He yuactsyiot B gearenbHoctn PO BOIl
— 125 pecnoHaeHTOB
(46% oT uncna onpoLleHHbIX)

Poautenn peten c remopunmven

36-54 ropa

36-54 ropga

36-54 ropa

36-54 ropa

CemeMHble

CemenHble

CemeMHble

CemenHble

NUmetoT 2 n 6onee peten

NUmetoT 2 n 6onee peten

NUmetoT 2 n 6bonee peten

NUmetoT 2 n 6bonee peten

3HaloT O cywecTtsoBaHnm BOTI
6onee 10 net

3HatoT o cyuwiectsoBaHum BOI 6onee 10
net

3HatoT O cyuiecTsoBaHnm BOI
6onee 10 net

3HatoT O cyuiectsoBaHum BOI
HEeCKO/IbKO neT

ABnAaoTCA pyKOoBOAUTENAMM
6onee 10 net

ABnArOTCA YNeHOM
npaBneHna/peBnU3MOHHON KOMUCCUM
MeHee roaa

Bbln HacTaBHUK

Bbin HacTaBHUK

Bbin HacTaBHUK

3awmTa u HTepecoB cobCcTBEHHOrO

quy nomoraTtb ArgAam, NOBbIWATb
Ka4eCTBO *XWMN3HU NaLuMNeHTOB C

quy MOMOTIaTb 1II0OAM,
NnoBbilWaTb Ka4eCTBO XU3HU

32% xoTAaT y4aCTBOBaTb B AEATE/bHOCTU

pebEHKa . . PO BOT
remodununen naumneHToB c remopuanem
PaboTatoT PaboTatoT PaboTatoT PaboTtator
LdO m NdO LIdO m NPO Lo LdO

BCEPOCCUMCKOE
OBLLECTBO
FEMOOWINN

#remodomnamsHEnpuroeop

https://hemophilia.ru/pro/fpg/




BCEPOCCUMINCKOE

MoTusbl yyactua B geatrenbHoctu PO BOT @ OELIECTED

FTEMOO®WUINNIA

YneHbl npaBneHna /peBU3NOHHDbIX
KOMUCCUI

BonoHTepbl

Xouy nomoraTtb N1104AM, NOBbILWATb KAYECTBO }KU3HMU
nauueHToB c remopunuen —73%

Xouy nomoraTtb N1104AM, NOBbILWATb KAYECTBO }KU3HMU -
nauueHToB ¢ remopunuen — 100%

Heob6xoanMmo rotoBUTb HOBOE NOKOJIEHME Y MmeHA noABNAIOTCA HOBble
aKTUBUCTOB/BONIOHTEPOB — 43% Apy3ba/eauHOMbIWNEHHUKN — 39%
Y meHA ecTb NnpodecCMOHaNbHbIe 3HAHMUA U HABbIKMW, Xouy nony4yaTtb HOBble HAaBbIKU, PAaCLUMPATb CBOU
KOTOpble 1 MOry NnpumeHuTb Ha 6naro BOT —43% BO3MOXHOCTU — 31%

#remodomnamsHEnpurosop



BCEPOCCUMINCKOE
OBLWECTBO
FTEMOO®WUINNIA

Yuactsylot am Bawu poacrBeHHUKU B geatenbHoctu PO BOI?

YneHbl npaBneHun

. Te, KTO He yyacTByeT B
/pPEeBU3NOHHDIX BoNOHTEpDI
o pearenbHoctu PO BOT
Komuccum

Aa, nHoraa
(oTcyTcTBME BpemeHH)

HeT, He yyacTBYIO
Wyl Aali Lol 19% 14% 22%
(oTcyTcTBME XKenaHUA)

Mpe3naeHTbl U
BULe-Npe3snaeHTbl

32% 71% 47% 7%

#remodomnamsHEnpurosop




bapbepbl, npenaTcTeyoWme aKTUBHOMY YY4aCTUIO MON0AEXKMU A0 35 net B @ BCEPOCCUIICKOE
OBLUECTBO
aeatenbHoctu PO BOI

FEMOOUNINIA

4 p
e Mpe3ngeHTbl/BULE-NPe3naeHTbl — 47%
* He yyacteyeT B geatenbHoctn PO BOIl — 36% * He yyacteyeT B geatenbHoctn PO BOI —38%
- /
4 ™
e YneHbl npaBneHns/peBn3nNoHHbIX KOMUCCUIN —
57%
e Mpe3naeHTbl/BULE-NpPe3naeHTbl — 43% . BOHOOHTépr — 1%
* He yyacteyet B geatenbHoct PO BOTI —38%
. /

#remocpuanaHEnpurosop




MNMperpagbl ana «sxoga» 8 PO BOI @ BCEPOCCHTCHOE

FTEMOO®WUINNIA

e Y s Y
HexenaHue 6pathb Ha HenoHnmaHue nyten u
ceba gononHUTEeNbHbIE BO3MOXHOCTEMN
oba3aTenbcTBa TNYHOIO y4acTtunA
L )
/ A\ s N . ™
Te, KTO TOYHO He Te, KTO TOYHO He Te, KTO TOYHO He
XOTAT y4acTBOBATb B XOTAT y4acTBOBATb B | XOTAT y4acTBOBAThH B Te, noka
aeatenbHoctn PO neatenbHoctn PO neatenbHoctn PO comHeBatoTca — 24%
BOI' — 68% BOIN-47% BOI-—32%
N\ J N J \_ J
. B\
Te, NoKa

comHeBalTca — 55%

#remodomnamsHEnpurosop




FTEMOO®WUINNIA

/ Yto chepyet npeanpuHATb pykosoactsy PO BOI, utobbl npusneub u @ -
OBLLECTBO
3aUHTEepecoBaTb MONOAEXD?

dopmynnpoBaTb YETKME OpraHM30BbIBATb BCTPEUM C
MpoBoauTb bonee OpraHu130BbIBaTb
y 3a/1a4M C KOHKPETHbIM NHTEPECHbIMM YCNeLHbIMK
NHTepecHble/ COBMECTHbIW AoCyr Ana . .
06BEMOM 06A3aHHOCTEN U naumeHTamu, KoTopble MOryT
Nose3Hble MeponpuaTUA aKTMBUCTOB. ITO cHNUKaeT
CPOKaMM BbIMOJIHEHUSA CNYXUTb NPUMEPOM

.
A

#remodomnamsHEnpurosop



Kakue meponpuartna BOI aBnsaoTca AMWHUMU/HEHYKHBIMU? @ OBIECTE0

FTEMOO®WUINNIA

e [pe3naeHTbl/BULLe-Npe3naeHTbl — 6%

FIETCKNE IKCKYPCHK ¢ He yyacteyeT B geatenbHoctn PO BOI — 4%

e [lpe3ngeHTbl/BULE-Npe3naeHTbl — 4%
* YneHbl NpaBneHna/peBmn3noHHbIX Komuccuii — 14%
e He yyacteyeT B geAatenbHoctn PO BOI — 3%

[MpoBeaeHMe COLMONOTMYECKUX NCCAea0BaHNM
PAa3NNYHON TEMATUKMU

e [pe3naeHTbl/BULLe-Npe3naeHTbl — 4%

OHNanH BebUHapLI ¢ Bpatamm * He yuacTsyeT B geatenbHoctn PO BOI — 2%

#remodomnamsHEnpurosop




FTEMOO®WUINNIA

Kakne meponpuatua, Hanpotus, cneayet no6asutb? @ OBUECTEO

CoBMECTHbIM A0CYT AN MONOAEKMN

Mpe3unaeHTbl/BuLe- O6yqammme CeéMUHapPbl, KYpPCbl, TPEHUHIU pa3I1M‘-IHOﬁ HanpaB/1€éHHOCTH
npe3ngeHTbl —55%

YneHbl npasneHns/

DA B Mpe3unaeHTbl/BULe-
Komucenn —57% npesuaeHTbl — 40% OyYHble BCTpeYM nauneHToB/poacTBEHHUKOB

YneHbl
npasneHns/peBU3MOHHbIX

BonoHTEpPLI — 57% Kommuceum — 57%
YneHbl

BonoHTépbI — 53% Mpe3naeHTbl/BULe- npasneHuns/ BO/IOHTEpbI —
npesngeHTol —51% PeBU3NOHHbIX 41%
Komuccnim — 29%

He yyactByeTt B
neATeNbHOCTH
He yyacTsyeT B PO BOIl-=37%
pearenbHoctn PO BOI —

46% N

He yuyactsyeT B
neatenbHoctn PO
BOI —49%

#remodomnamsHEnpurosop




#remocbouAamsHEnpurosop
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