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OO0 opraHuzanuu

MPOO "22/17" sBnsercs equHCTBeHHOM B Poccun opranuzanmei,
OKa3bIBAIOIIEH CUCTEMHYIO TIOJJICPXKKY MaIleHTaM ¢ HelpohudpomaTo3om
Ha TEPPUTOPUU BCel cTpaHbl. MBI moMoraeM naiyueHTaM HaiTu
KBJIM(PULIMPOBAHHBIX B HEWpoPpuOpomaro3e Bpauei, a Bpayam MOIYUUTh
CaMyI0 CBEXKYIO U aKTyaJlbHYI0 HH()OPMALIMIO O TPOBOAUMBIX
UCCJIEIOBAaHUSX U HOBBIX TE€paNnusax 3a001eBaHUs B MUPE, [TOBbIIIAEM
UH(OPMHUPOBAHHOCTH OOIIECTBA O MPoOIeMax MalUEeHTOB C
HelpopuOpomMaTo30M U MHOTOE IPYTOE.

Komanga MPOO "22/17" He moHaCBIIIKE 3HAET O TpolieMax MarueHTOB C
HelpohruOpPOMaTO30M U MPUHUMAET BCE YCHIIHSI, YTOOBI COCMCTBOBATH UX
peIIeHHUIO.



Muccus v 3a1a4n OpraHu3anuu

Muccus

Muccuss MPOO «22/17»: CniocoOcTByeM H3MEHEHHIO K Jy4lleMy KU3HEH MaiueHToB ¢ Heiipodubdpomarto3om B Poccum.

3agaun

»  TIOBBICUTH YPOBEHb HHPOPMHUPOBAHHOCTHU O >
HelpoduOpomarose y MarueHTCKOro U BpaueOHOTO
coo0riecTBa

COJIECTBOBATh OpraHU3aluu JOCTYITHOM
MEAUIIMHCKON MOMOIIh KaXJA0MY MMAIIUEHTY C
Herpodudbpomarozom B PO




PernoHsl pabOTHI OpraHu3am




COTpyaIHUKH OpraHu3anuu

Yucronpynosa Auna MropeHa

Jupekrop

JIunkoBckas Bepa BuranbeBHa

JIMpEeKTOp 10 MEXTyHAPOIHOMY
COTPYIAHHUYECTBY

Yucronpynosa Anna MropeHa

Jupekrop

ITerpoBa Enena BanepbeBHa

I'maBHBIN Oyxranrtep



IIporpamma «lloBrellieHune
MH(OPMUPOBAHHOCTH O
HEUPOo(hHUOPOMATO3E»

CoBMECTHO C BeIyIIMMHU MEIUIIMHCKUMU IeHTpaMu Poccun Mbl
paspabarbiBaeM HH(OPMALIMOHHBIE MaTepHaIbl O 3a00JI€BaHIH KaK
JUTS IAITUCHTOB, TaK | JUIst Bpauel. J[narHocTudeckue rmiakarel 1
OyKJIETBI JUIsl Bpayeil MOMOTal0T MeIUKaM OBICTPO
OPUCHTHPOBATKLCS B HANPABJICHUH TAIIMCHTOB C
Helpodubpomaro3zoM B MpopuIIbHBIC YUPEKIACHHS, a CTICIUATbHbIC
OyKJIETBI JUIsl TAllMEHTOB MTOMOTAIOT JIIOJSM, TOJIBKO YTO
CTOJIKHYBIITUMCSI C TUArHO30M, COPUEHTUPOBATHCSI B OTPOMHOM
MOTOKE MH(OPMAIIUU ¥ HAUTHU PECypPChI, COAEPIKAIINE TOITBKO
JIOCTOBEPHYIO HH(POpMAIIHIO.



IIporpamma «lloBblieHre HHPOPMUPOBAHHOCTH O
HenpopruOpomMarosze»

3aza4u MporpamMMsbl

€) Pa3paboTarh M pacIpOCTPAHUTL HH(OPMAIIMOHHBIE
MarepHalibl 0 3a00J1€BaHUU CPEIU BpadeH,
paboTaroIux ¢ naueHTamMu ¢ HeipopudpoMaTo3oM u
TOJIBKO UTO IMarHOCTUPOBAHHBIX MALMEHTOB.




Hamnpasnenus padotsl nporpaMmsl «IIoBblIeHHE
MH(OPMHUPOBAHHOCTH O HEUPO(hUOpOMaTo3e»

[ToBbIIEHME MHPOPMUPOBAHHOCTH [ToBbIIIEHNE MHPOPMHUPOBAHHOCTH
O 1 0 HelpoubpomaTose NarrueHToB 02 o HelpoudbpomaTose Bpaueit
HNndopmarnmonnsie OyKIeThl O Opranusanus BbICTYIUIEHUH Bpayell o

Helipodubpomarosze Helipodubpomarosze



Hanpasnenue «IloBeiieHrne HHPOPMUPOBAHHOCTH O
HelpopuOpoMaTo3e IMalueHTOBY

O nHanpapiieHUU

CoBMecTHas pa3paboTKa ¢ MEIUIIMHCKUMH [IEHTpaMU HH()OPMAIIMOHHBIX MAaTECPHAIIOB O PEIKOM I'€HETHYCCKOM
3a00seBaHnM HEMpopudpomaTos.

JIOCTUTHYTBIE PE3YIIBTATHI

» Ilanmentsl ¢ HoBocubOupcka, » [lameHThI CO Bcell Poccun
Benropoz[a, Mockebl 1 CaHKT- [IpoBenen BeOMHApP O TICUXOJIOTMYECKON TOIICPIKKE
HeTep 6ypr NaIKMeHToB, CO3aHo 8 BUIeo 0 Helpodubdpomarose Ha
Pazocnano 6onee 700 nHopMaIMOHHBIX OYKJIETOB O youtube-kaHane opraHu3any, 2 OHJIAH-BCTPEUH C

HelipodubOpomarose 1 Tuna. MalreHaMu.



Hanpasnenue «IloBeiieHrne HHPOPMUPOBAHHOCTH O
HelpopuOpoMaro3e Bpadeii»

O nHanpapiieHUU

Opranuzanus BEICTYTUICHHH 0 HeMpohruOpomMaTo3e poCCHICKUX 1 3apyOEIKHBIX CIEIIUAINCTOB HA MEIUIIMHCKUX W HAyYHBIX

KOH(EPEeHIIHSIX

JIOCTUTHYTBIE PE3YIIBTATHI

> 2 myOJUYHBIX BBICTYIIJICHHS O > 11 uadopMaIIMOHHBIX MTUCEM IS
Heipopuopomarose 1 u 2 Tuna Bpaueu
OCBCIHCHI/IC HpO6J'I€M JAUArdOCTUKHU U JICHCHU S I/IH(I)OpMI/IPOBaHI/IC Bpaqef/i O MMOCJICAHHUX HOBOCTAX B
NalUEeHTOB ¢ Helpopubpomaroszom 2 tuna B Poccum. oOnactu Tepanuu HeilipodudpomMaTosa, MPOBOIUMBIX

KIIMHUYCCKHUX UCCIICAOBAHUAX U MCKAYHAPOIHBIX

KOH(pEPEeHIIUSIX.
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dunancoBbeid otyet oT 20201

[Toctymmmo cpeacts: 3 678 589.00 £

%

[MosxepTBOBaHMS OT (HU3IIHIL 25 089.00 P
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MOUHAHCOBBIM OTUYET

AHanu3 aJIMUHUCTPATUBHEIX pacxonos: 18 500.00 £

B IIpodeccuonanbueie ycayru

100%

18,500
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IlapTHEpHI Opranu3anu

AstraZeneca(%
Semantic Hub 5 United
Semantic Hub AstraZeneca MPBOOMU "CITUIIOP3" NF Patients United
semantic-hub.com www.astrazeneca.ru spiporz.ru www.nf-patients.eu
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https://semantic-hub.com/
https://semantic-hub.com/
https://www.astrazeneca.ru/
https://www.astrazeneca.ru/
https://spiporz.ru/
https://spiporz.ru/
https://www.nf-patients.eu/
https://www.nf-patients.eu/

Kak nmoMoub hoHy

—==
=

Cnenatb
MOKEPTBOBAHUE

[TonpoOnee unTaiite Ha
caiite
https:/nf2217.ru/campaig
povishenie-
informirovannosti-o-nf/
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https://nf2217.ru/campaign/na-povishenie-informirovannosti-o-nf/
https://nf2217.ru/campaign/na-povishenie-informirovannosti-o-nf/

PekBU3UTBI 1 KOHTAKThI

PexBu3uTHI

[Tonnoe Ha3zBanue: MexpernoHaabHasi 0OIIECTBEHHAS
OpraHu3anys COACHCTBHS MOMOIIY MAUEHTaM C
Henpodubdbpomarozom "22/17"

WHH/KIIIT: 5029254800/502901001

OI'PH: 1205000028298

FOp. agpec: 141021, r. MbiTuiu, MockoBckast 001acThb, Yil.

FO6uneinas, 1.4 xB.160

[TouroBsiit agpec: 105043, nrMocksa, 3-s [lapkoBas yi.,
11.26/2, xB.40

HammenoBanue 6anka: [TAO Coepbank

Pacuetnsiii cuer: 40703810538000016300
Koppecnonaentckuii cuer: 30101810400000000225
BUK: 044525225

KonTakThl

Email: info@nf2217.ru
Tenedon: +7 (925) 698-07-98
Caitr: https://nf2217.ru
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@ HYMHA NOMOLLb

OTtuéTr CACJIaH B KOHCTPYKTOPC OTYCTOB (bOHI[a ((HY)KHa IIOMOIIIb»

POHpA,
MPE3UAEHTCKUX
FPAHTOB

KonctpyxTop peanuzyercs ¢ nucnonb3oBanueM rpanta [Ipesunenra PO na
pa3BUTHE TPaXXIAHCKOTO 00IIeCTBa, IPEIOCTaBICHHOTO DOHIOM MPE3UICHTCKUX
TPaHTOB



