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O6uIecTBeHHbIE OPraHU3alMi, IKCIIEPThI U NpeCTaBUTEHM BJIACTH 00CYy AU
CTpaTeruio pa3sBUTUSA NOMOLIM NAallMEHTAM C peAKUMH 3a60/1eBaHUSIMH
Ha 2013-2016 rrT.
28 d¢pespasa nayueHmuvl ¢ pedKumu 3a60./1€8aHUSAMU, npedcmasumenu 06GUECMEEHHbIX
opzaHu3ayull, op2aHo8 e/acmu, 3KcnepmHo20 coo6wecmea, apmuHdycmpuu o6cyduu u
npuHsAAu 3a ocHogy Cmpamezaulo No paszeumuio cucmemsl 0KA3aHUs NOMowju nayueHmMam c
pedkumu (oppaHHsimu) 3a601eeaHusiMu 8 P® Ha nepuod 2013-2016 2a.

28 ¢espans 2013r. B . MockBe B rocTuHule «Apbar» cocrosmach HammoHansHast KoH(MepeHIHs
«Pa3pabotka crpaterun Poccuu B obnactu penxux (opdanubix) 3aboneBanuii Ha nepuon 2013 -2016 rr.»
Kongepenuus Obuma opraHm3oBaHa coBMmecTHO HarmoHanpHON Acconmarueil opraHm3amuid OONBHBIX
penkumu 3adoneBaHusMu «[ eHetnka» 1 BceepoccuiickuM COI030M ManueHToB (pabodast Tpymmna mo peaKuM
oonesnssm) mpu monaepikke Cosera Denepanmu P®, TocymapcrBenHoit nymer P®, MunncrepcTsa
3npaBooxpaHenns Poccuiickoit @enepannu, OOmecTBerHol mamatel PO wu EBpomefickoil oprannzanun
nanuedToB ¢ peakumu 3adboneBaHmsiMu EURORDIS. B kondepennmnu takke yuactBoBanmm Poccuiickue
OpraHu3alMy TalUeHTOB C PEAKMMH 3a00JCBaHUSMH, TALMEHTHI, YICHb UX CEeMel, Hay4HbIe JAesATelH,
kpynHeiimme Poccuiickue u EBpomelickue crnenmanuctel B obnactu peakux OomnesHei. EBpomneiickyro
opraHu3zanmio nanueHToB ¢ peakumu 6onesnsmu EURORDIS npeacrasist npodeccop Oner Kenusuasze .

B xone xondepenmun Oblia mpeanokeHa K oOcykaeHuto «CTpaTervs MO Pa3BUTHIO CHUCTEMBI
MOMOIIIM MMalMEHTaM ¢ peAKUMH 3a0osieBanusMu Ha riepuoi 2013-2016 rr.», s3xkcnepTaMu B 007aCTH PEIKUX
3a0o0JeBaHuil U pa3paboTaHHAasi OpPraHU3alys NAMEHTOB C PEIKUMH 3a00I€BaHUSIMU.

Y4acTHUKM OTMEYaJIH, YTO AJIsl peleHus mpobaeM OOJIBbHBIX ¢ peIKUMH 3a00JIeBaHUAMHU HEOOX0IUMa
aKTUBHAs [IO3MIMS BCEX 3aWHTEPECOBAHHBIX CTOPOH: MAIMEHTCKOTO COOOIIECTBA, CIHEIUANNCTOB,
UCcIieIoBaTeNe, BIaCTH U YTO OYEHb BaXKHO - IPpaXkaaHCKoro odmectsa. Heo0xoanmMo NoBhIIEHHE YPOBHS
OCBEJJOMJIGHHOCTH O PEeIKUX 3a00JIeBaHMSAX, CTUMYJIHPOBAHUE COTPYJHHMYECTBA M OOMEHa 3HAHUSMH Kak
BHyTpu Poccum, Tak m B mpepenax MupoBoro coodbmiectBa. HeoOXoanmbl HOBbIE 3aKOHOJATENbHBIE U
MOJIMTUYECKNE WHHIIMATHBBI, a Takke JJ0pabdoTKa HOPMATHBHO-NIPABOBOMH 0a3bl B OOJIACTH PEIKHX
3a0oseBaHuUH.

Crparerust OyneT npeajioxeHa K BCeoOIeMy OOCYXKICHHIO, Ha calTax OpraHu3alfii. Y4YaCcTHUKH
KOH(EpEeHIIMH MPHIILTH K eJMHOIYITHOMY MHEHHUIO O JTIopaboTKe JOKYMEHTa | IOCIe STOr0 K BHECEHHIO €T0
Ha ytBepxacHue [IpaBurensctBy PO.

[lomyunTes TJIAH CTpaTeTrMM W BHECTH CBOM  IPEMJIOKEHUS MOXKHO IO  KOHTaKTaM:
nacgenetic@raredis.org miv20@mail.ru
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