OeHb peakux 6onesHen 2017

OeHb penkux 6GonesHen Bnepsble 6bI1 npoeegeH B 2008
rogy no nHvumatmse EURORDIS (EBponernickaa opraHusauma no
peokum 6onesHAam). C Tex nop aT1oT [JeHb OTMevarT BO BCEM
RARED'SEASEDAYORG mupe. lNpoBoaATcA MeponpuATUA, KOTOpPble OCBelalTCcA

cpencTBamMn MaccoBOW MHpopMaunn AnA NpUBNEYEHNA BHUMaHUA
06LLEeCTBEHHOCTM K Npobriemam nauneHToB, cTpagarowmnx peakmmm 3abonesaHnAMK.

3a 9 net, 6narogapA TakMM akumaM, YAanochb AOCTMYb ornpenesieHHbIX ycrnexoB B cdepe
peokux 6onesHeli: BO MHOIMMX CTpaHax ObinM co3faHbl HauMOHanbHble MMaHbl MO peaKuM
60ne3HAM, ObINN NPUHATLI ONpeaeneHHble 3aKoHo4aTe bHble aKTbl, MaUMEeHTbl CTanu nosyyatb
neyeHwve.

OueHb 6blI xoTenocb, 4TobbI BcemupHaa OpraHmsauma 3ppaBooxpaHeHua (BO3)
ohuumanbHO npu3Hana nocnegHuin peHb espanA [JHem BHUMMaHuA K npobneme penkux
3abonesaHuni BO BCEM MUpPE.

B HoAbBpe 2016 roga Obl1 OTKPLIT KOMUTET HENpPaBUTENbCTBEHHbLIX OpraHM3auumin no
peokum 6onesHAm npyu OOH. MNepBoe 3acepaHne nposogunock B LLTab-kBapTpe OOH B Hbto-
Mopke, roe 6Gonee cTa npeacTaBuMTeneli pasHblX OpraHusauwii, B TOM uucne u Poccum
BCTpeTunucb AanAa obcyxaeHmAa Ha rnobanbHOM YpoBHE cuTyauum B o06nactu penkunx
3abonesaHuu. Llenb gaHHoro KomuTeTta - cnocobcTBoBaTb TOMY, YTOObI HU OAVH MauUMEHT C
peakmnm 3aboneBaHMeEM He Obin ocTaBfeH 6e3 NOMOoLWM, a TakxKe AobuTbcA UcnonHeHnAa Llenen
ycTonymsoro passutua (LLYP), npososrnaweHHbix OOH gnA Bcex cTpa.

B Poccumn JeHb peakux 60ne3Hen oTMevaeTcA, Kak U BO BCeM Mupe. Bo Bcex permoHax
NPOXOAAT pas3/inyHble MeponpuATUA: 61aroTBOPUTESbHbIE akuuu, NPasgHUKU OaA NauneHTOoB,
Kpyrnble ctonbl. Llenb - npuBneys BHMMaHue K rnpobnemam penkux 6onesHen, K naumeHTaw,
KOTOpbIE B CW/y CBOEM MarnoYMCEHHOCTU PUCKYIOT ObiTb "3abbiTbiMn"'. B 9TOT AeHb niobon
YesloBEK MOXeT TeM WM UHbIM 06pas3om "MpuHATL yvacTne" B cyabbe naumMeHToB C peagkumu
3abonesaHnAmMn. [axke ecnu nogn NpocTo 6yayT 3HATb O TOM, YTO €CTb Takne 60nesHn, ecTb
Takue nauneHTbl, KOTOpble KaXObl AEeHb CTaNKUBAaKTCA C TPYOAHOCTAMMW, CBA3AHHLIMW B TOM
yucne ¢ Manonm N3y4eHHOCTbIO MHOrMX peakunx 6onesHen - 3To 6yaeT BaXkHO!

B aToM rogy oeHb peokux 6onesHer NocBAWEH Hay4YHbIM MccnenoBaHuAM. ExkerogHbii

BUOEOPONUK, pasMeLleHHblr Ha canTe EURORDIS HanoMuHaeT 0 TOM, Kak CTpallHO WU Henerko
KakObl OEHb XXWUTb B HEM3BECTHOCTU N 3aBUCUMOCTW OT TOro, HamgyT M MPUYMHY TBOEro
Hepgyra, HangyT N1 cnocob 6opbbbl ¢ HUM. A ecnu peydb naeT He 0 Tebe caMoM, a TBOeM pebeHke
- KaXXObI OeHb HeBeaeHnA Ka)keTcA 6ECKOHEYHbIM.

Hay4dHble vuccnegoBaHnA Mo pegkum 60Me3HAM MOryT NMOMOYb ThiCAYaM JOAEN BO BCEM
MUpe, CTpajatoLwmm OT peakux 60nesHen, N X cemMbAM.

ViccnepoBaHmAa paclumpAloT BO3MOXKHOCTU!
Bonbwe nHgopmaumn Bel MOXXeTe HANTW Ha canTax

www.raredi .org  n www.rare-diseases.ru


http://www.rarediseaseday.org
http://www.rare-diseases.ru

Bcepoccunckoe obuwectBo penkux (opdgaHHbix) 3abonesaHun, MOO
«CopgencTemA nHBanuaam ¢ geTcrea cTpagatowmm 60ne3Hbto owe n nx cembam», MOO
«[MoMowmn naumeHTam C MyKOBUCUMAOO30M» COBMECTHO C WHCTUTYyTOM Pycckoro
Peanuctnyeckoro VckycctBa (MockBa, JepbeHeBckaa ynuua, a. 7, ctp.31) npoBoaAT
26.02.2017 BTOpPOM 61ArOTBOPUTESbHBIN aYKLMOH, Lieflb KOTOPOro NpuBeyYb BHUMaHue
K npobnemam nauMeHToOB C peakumu 60ne3HAMKU, MOMOYb OONbHbIM OJ1A KOTOPbIX
HeobxoaMMbl 0CObble He3aperncTpupoBaHHble Ha TeppuTopum Poccum nekapcTBEHHbIE
npenapatbl 1 ne4ebHoe nNuTaHue.

MogpobHO y3HaTb O MEepPONPUATUM U BO3MOXHOCTU Y4aCTUA MOXHO MO
3NEKTPOHHOM noyTe vooz@bk.ru, +79653210606, +79267047201
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