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Bcepoccmnmnckoe obLiecTtso peaKkux

3abonesaHnn (BOO3)

"= BcepoccuiicKkoe obuwectBo peakux 3abonesaHmnn (BOO3)
co3aaHo B 2012 roay Nno MHMUMATUBE NALMUEHTOB, Y1€HOB UX
cemen Un 3KcneprtoB. ABNAACL NpeacTaBUTE/IEM UHTEPECOoB
nuy, CcTpagavowmx peakmmm 3abonesaHmamu, BOO3
oCyLuecTBAAET, npexae BCero, DEeATeNbHOCTDb,
Hanpas/IEHHYIO Ha 3aWMUTy NPaB NauUNeHTOoB.

= OcCHOBHaA uUeNb OpraHu3auMM — MNOMOLLb nNaLuueHTam C
peaKknmu 3aboneBaHuaMMU peanusosaTtb cBoe
KOHCTUTYLUMOHHOE nNpPaBO Ha JieyeHUe, COBPEMEHHYIO
ANArHOCTUKY, peabuamntauuio U coumanbHyIo noaaepKKy



[MTpobnembl NAaUMEHTOB C PeaAKUMMU
3abo0n1eBaHNAMMU

OtcytctBMe uHcpopmauum o 3aboneBaHMN U 3HAHUMN
O CBOMX MnpaBax

OTcytcTBME MHpPaACTPYKTYpPbI  AnA oKa3zaHusAa
Ka4yeCTBEHHOU NOMOLLU OONbHbLIM B permoHax

HepocTtatkm 3akoHoaaTenbHOU 60a3bl
TpyAHOCTN B NONy4YeHUU fie4eHns

U3onnpoBaHHOCTbL U CTUrMaTu3aumsa NaLUEHTOB WU
YreHOB UX cemeu



OcHoBHble HanpasaeHua paboTol



OcHoBHble HanpasaeHua paboTol



Yro 6b1n10 caenaHo B 2019 roay

* 4 Kpyrnbix CTONA B pernoHax
(CtaBpononb, BopoHek,
Apocnasnb, Yoa)

* 4 WwKonbl 4NA NnayneHToB C
Tanaccemmeun n mmenodpmbposom

e (P. OarectaH, Open, Mocksa)

e [lpecc-KoHpepeHUUU No
dbenepanmnsaynm 3aKynok
opdaHHbIX NpenapaTos,

* [lpecc-meponpuatune K
EBponenckomy [iHio
MYKOBMCLMA033

* 3acepaHue B OlNP® no sBonpocam
MaCCOBOTO M Ce/IEKTUBHOIO
CKPUHUHrA



MauneHT - rnaBHbIU 3KcNepT!

= bpowtopbl 4NA NnauneHToB O
3aboneBaHUAX

= BcTpeuun c Bpavyamu

" UHPopmaumna Ha cauTe:
http://www.rare-diseases.ru/

= JHUMKNoNeaAuAa peaKkux
bonesHewn

" XKypHan o peaknx 6onesHAX



ypHan RARUS: PeagKkune 6onesHu B

Poccuu

= BbinyweHo 3 HOoBbIX HOmepa B 2019
roay

= OdMuymnanbHO 3aperucTpupoBaH B
2014 roay Kak CMU

= TemaTuyeckue Homepa,
nocBALeHHble ogHOMY 3aboneBaHUIO
unu rpynne 6onesHen

= O6wue HOmepa No BoNpocam
3aKOHOAaTeNbCTBA

= XypHanbl MOXXHO NONYYUTb B
ne4yaTHOM Buae, Hanmcas 3anpoc Ha
nouty vooz@bk.ru nam ckauaTtb Ha
cauTe: http://journal.rare-diseases.ru http://journal.rare-diseases.ru/



http://journal.rare-diseases.ru/

KoOMMYHUKaLMOHHBIN NPOEKT —

«PeaKaa cTpaHa»

= Jlpy3bsa, 0o0bpo noxanoBaTb B PeaKyto
CTpaHy!

" 3JTa CTpaHMLUA - MECTO BCTPeUuun apysen
repoes KypHana "Pegkne 6onesnun s
Poccun” - }KypHana, KOTOPbIN CTan
obwmm AoOMOM A1 NALUMEHTOB, BPavewn,
3KCNEepPTOB M NMPOCTO A0OpPbLIX Nt0AeN.

" Ho Hawa cTpaHuLUa - He TO/IbKO Npo Te
CEMbM, B YblO XKMN3Hb OAHAXAbl, BOPYT,
NOCTy4asiacb reHeTU4YecKas NoJIoMKa.
OHa npo noboro YenoBekKa, y KOTOPOTO B
XU3HW OAHAXKAbI, BAPYT, '4TO-TO NOLLINO
He TaK", U MUP NPUKOCHYACA K Tebe
CBOEMW LIepLIaBO CTOPOHOMN.

https://www.facebook.com/g
roups/514577536009842/



https://www.facebook.com/groups/514577536009842/
https://www.facebook.com/groups/514577536009842/

UHdopmuposaHue obuiecrsa o

npobnemax naLMeHTOB

" | opPpaHHbIN dopym

= lUIKonbl ANA NauMeHTOoB
N KPYyrable CTONbI

" [leyaTHble N30aHUA
" Boictynnenna s CMU

" YyacTtme B
KOHdepeHUUAax



OcHoBHble HanpasaeHua paboTol



KOHCTPYKTUBHbIN aguanor

C opraHamMmu B/1acTu

B 2019 rogy Tema peakunx bonesHen
obcyXxaanacb Ha 3acegaHmnax CoseTta no
3allMTe NpaB NAUMEHTOB NpPU
MwuH3gpase PD , pernoHanbHbix M3,
Poc3gpaBHaa3ope, Ha 3acegaHnAx
JKCNepTHOro coBeTa No peaknum
bonesHAm npn Komutere no oxpaHe
300poBbA B [ocayme .

7 peaknx 3aboneBaHUN BKAKOYEHDI B
nporpammy B3H Ha degepanbHoe
dunHaHcnpoBaHue B 2019 roga

EcTb nepcnekTuebl peaepanbHOro

dUHaHCUpPOBaAHUA peaKkux 3aboneBaHnI
n3 Mepeynna 24-7 (403MM)

PaboTa co cneunanmctamm:
KIMHUYECKMe pekomeHaaunm



CBou npaBa HY}XHO ymeTb OTCTauUBaTb

LLIKonbl AnAa nauneHToB

Tembl: OCHOBbI
3aKOHO4aTeNbCTBA U
obpalleHnsa B OpraHbl BNaCTH

HOpmnanyeckaa nogaepka

ObpaweHna s M3 PP 33
PA3bACHEHNAMM

ObpaweHuna B
Poc3apaBHaa3op no
CNNOXKHbIM CNy4Yaam



OcHoBHble HanpasaeHua paboTol



= OTBeTbl Ha BOMPOCDHI NO 3aKOHOA4aTe/N1b(CTBY,
UHBA/INAHOCTU

=" [Tomouwb B opopmaeHumn nucem v
AOKYMEHTOB

* MpuobpeteHue «peaknx» npubopos,
npenapaTtoB He 3aperucTpmpoBaHHbIX B PP



- O6paTUTbCA 32 NOMOLLbIO MOXXHO uYepes
cainT opraHusaumm http://www.rare-

diseases.ru/

- HanucaB nucbmMo Ha 3N1EeKTPOHHbIN aapec
opraHusauum vooz@bk.ru



http://www.rare-diseases.ru/
http://www.rare-diseases.ru/
mailto:vooz@bk.ru

[opAYaa AMHUA ANA NALUEHTOB:

MoOUIBHBIA IPOEKT
IIEPBAA «PEJIKAA JIMHWA»

J1J1 TIALIUEHTOB
JLAET Balllero 3sOHKa

3-800-201-06-01



OcHoBHble HanpasaeHua paboTol



MexXayHapoaHaa AeATe/IbHOCTb:

Ob6veanHeHne ycunum

Komutetr HNO no pegkum 6onesHAm NpusbiBaeT NPUHATL
cneuymanbHyto pesontouunto OOH no pegkum 6onesHaAm

21 pespansa 2019 roaa, B Hbto-Mopke BOO3 npuHAn yyactue B
NOZIUTUYECKOM MEepPONpPUATUN, NOCBALLLEHHOM [1HIO peaKux
3aboneBaHui

KomurteTr HenpaBuTenbCTBEHHbIX opraHusauumii (HNO) no
peakum 3abonesaHnam npu OOH npusbiBaer:

- BKnounTtb pegKkue 3abonesaHua B N1aHUPYEMYIO K NPUHATUIO
MUCTOPUYECKYIO nonuTruueckyto leknapauuio OOH o sBceobiem
oxBaTte ycayramu 34paBoOXpaHeHUs;

- MpuHaTb pesontouma OOH no pegkum 3aboneBaHuam.

20.02.2019 NPEACTABUTE/Ib BOO3 NPUHAN YHYACTUE B
3ACEAAHUN OPTAHU3ALUU «NTOBAJZIbBHAA KOMUCCUA» B
HbO-UOPKE

B 3paHumn Mankpocodt odpuca coctoanca OduumanbHbIN 3anycK
undpoBo AOPOKHOM KapTbl MNobanbHo Komuccnu no
COKpalleHuto BpemeHn Oanccen getei ¢ peakmmm 6onesHamm K
NOJIy4EHUIO AMarHo3a BO BCEM MUpeE

B mae 2019 roga BOO3 npnHAN yyacTMe BO BCTpeYe Y1eHOB
EURORDIS B byxapecTte

B HOoA6pe 2019 roga BOO3 npuHAA y4acTUe B KOHbEPEHL MM
Rare2030 Panel of Experts Conference B bptoccene



BOO3 - uenau u 3agaum Ha 2020 roa

- Yctas BOO3 ocHOBHasA Lenb — 06beanHeHUe nauueHToB ¢ P3 u
AOHeceHue nx ronoca Ao BaacTb npeaepxawumx. B 2020 rogy
Heobxoanmo:

npoaoKnNTb 06 beanHeHue B couceTax (paboTta cTpaHUYKM «Peakas
CTpaHa», co3aaHue rpynn nauneHTos ¢ P3, MOHUTOPUHT CUTyaL MK, Ha
cante BOO3 co3aaHume cTpaHUyek Bcex 3aboneBaHni, no kotopbim B BOO3
OTKpPbITbl HanpaBneHua: JIAl, pegKkue NM30CoMHble bone3Hn obmeHa,
MB, v ap.

Heobxoamumo nposeaeHne BOO3 pa3/inyHbIX MEPONPUATUI:
MmeTabonmyeckoro ¢bopyma, Kpyribix CTOI0B Ha PErMOHAIbHOM U
dbenepasibHOM YPOBHSAX NO Npobnematuke peakmx 3aboneBaHun, LWKO
NaUuMEeHTOB, NHHOPMALMOHHbBIX MEPONPUATUI, B TOM Yncae Ans
Bpa4yebHoro coobuiecTsa.

Heobxoanmo npoBecTn uccienoBaHue, ANA Kakmx peaknx 3abonesaHui B
6AnKanLWwme HECKO/IbKO NIET MNJAHNPYHOTCA K BbIMYCKY NpenapaThbl U
3apaHee HayaTb NOUCK TaKUX NAaLUMEHTOB U BPayY€en, 3aHUMAIOLLIUXCA
AaHHOM npobnemaTUKom.



BOO3 - uenn n 3apaum Ha 2020 rop, -2

e - B YcTaBe —cogencTesme B OKasaHMU naumeHTam c P3
NpPaBoOBOMU , MOPa/IbHO-NCUXO/IOTMYECKON NOALEPHKKYN,
MeANLUHCKOU N coumnanbHon peabunutaumm — ana
peanmn3aumm sToro NyHKTa Heobxoammo :

e [lpoaonntb AeATeNbHOCTb Beb-canTa, noytbl BOO3,
TenedOoHHOM ropayen AMHUK, paboTa B coLceTAx;

e CoTpyaHMYaTb € NPOPUABbHBIMU MEANLUHCKUMU U
PeadbUNNTALNOHHBIMW OPraHU3aUNAMM;

e HeobxoamMm NpoeKT No NCMxoaoro-coLmnasibHOM NOMOLLMU
BHOBb AMArHOCTUPOBAHHbIM NaLMEHTAM .

* [1poAoNXKNTb BbINYCK XKYPHana U UHPOPMALLMOHHbIX
b6poLtop No peakmum 3aboseBaHUAM.



BOO3 - uenun n 3apauu Ha 2020 rop, -3

e - AKTUBM3MNPOBATb PabOTy pErmMoHaNbHbIX
npeactaButenen B cybbektax PP (coctaBneHue
CMUCKOB nMauuneHToB ¢ P3, mea. yuypexxaeHun, rae
OKa3bIBAaETCA NOMOLLb NAUMEHTaM C Pa3/IM4YHbIMMU
P3, npoBeaeHmne onpocos No npobaemam
MmeaULUUHCKOU U coOuMaNbHOMN MOMOLLN U
NoHeceHue npobaem A0 BNaCTb Npeaeprkallux) ,
KOHTAKTbl C MECTHbIMU BNACTAMM

e PaboTaTb Cc npeactasutenamu ¢peaepasbHoOM U
PErmMoHabHOM UCMONHUTE/IbHOM BNACTU, Y4aCTUE
B paboTe coBeTOB .



BOO3 - uenu n 3agaum Ha 2020 rog -4

e YcTaB — y4yacTme B pa3paboTKe 3aKOHOAATe/IbHbIX U
NPaBOBbIX aKTOB MO BONpocam mea. u col,.
noaaep»kKe naumeHTos ¢ P3; yyactue B nx
peannsaummn ; B3ammoaemncreme c opraHamu BnacTtu. B
2020 roay Heobxoanmo:

e - AKTUBM3NPOBATb y4acCTUE B COBETaX BCEX OPraHoOB
rocB/1IacTu , Kak peaepanbHbIX , TaK U PErMoHasbHbIX,
NIOHOCUTb A0 HMUX Npobaembl nauneHTos ¢ P3.

® - MOHMUTOPWUHI U N3YyYEHUE, y4acTne B 0bCcyKaeHUH
KAVMHUYECKUX peKoMeHaauunin, opyrux
3aKOHAaTe/bHbIX aKTOB U AOKYMEHTOB, KaCatoLLIMXCA
peaKknx 3aboneBaHni



KaKk nogaep)XaTb Hally

opraHu3auuio

= CTaTb YN1€eHOM OpraHu3auum
U NPUHUMATb aKTUBHOE
yyacTtue BO BCex
MmeponpuUATUAX

= OKa3blBaTb
6naroTBopuTenbHyto
NOMOLLb OPraHU3aLum Ha

n3paHue XXypHana,
aApPecHyY0 NOMOLLb
nayMeHTam, NOMoraTb B
OopraHuMsauumu meponpuaTnmn

Halwn KOHTaKTbI:
E-mail: vooz@bk.ru
8-800-201-06-01



mailto:vooz@bk.ru

MpaBneHune opraHnsauum

_ 3amecTuTtenb nNpeaceparens: PykoBoauTtenb 3KCNepTHOro
MNMpencepnarens:
MNMorocsiH Hens CepreeBHa coBerTa :
MsacHukoBa UpuHa
3axapoBa EkaTtepuHa
BnagumupoBHa
lOpbeBHa

vooz@bk.ru



mailto:nelli--p@mail.ru

Cnacubo 3a BHUMaHue!
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