LLaGnoH 3neKTpoOHHOro Nnucbma Ans opraHM3auuin nayueHToB
[ocTynHbl pesynbratbl onpoca Rare Barometer!

[Mocne HecKOMbKMX MecsLeB aHanu3a Mol padbl NOAENTNTLCA C BaMU pe3yrbrataMin
9TOro nccrnegoBaHu4.

- B cpeaHem Tpebyetcs 5 net, 4ToObI YCTAHOBUTH AMArHO3 fOASM C PeaKUM
3aboneBaHnem, n 6onee 10 net B cny4yasax, Korga nepBble CUMMTOMbI
NosIBMSIOTCA B NOAPOCTKOBOM BO3pacTe.

- 60 % ntogen ¢ peakum 3aboneBaHNeM yxxe CTaBUNN HEBEPHbIN AMarHo3

30eCb  HaxoaMTCA  KpaTKUW _ MHAOPMAUMOHHLIA __ BlonneTeHb € OCHOBHbIMU
pesynstatamu onpoca. Mbl Takke npurnawaem Bac O03HAKOMUTLCA C Halleu
MHAOOPMALIMOHHOW _NaHernb, B KOTOPOWM BalleMy BHUMaHWIO npegnaraercs
KOMMMeKcHasa npeseHTauus pesynstatoB no EBpone B Buae guarpamm n tabnuu,.
UTtobbl rmybxe norpysvtbCa B TeMy AMarHOCTUKM pedkux 3aboneBaHui U ObiTb B
Kypce Tekywmx mHuumatme EURORDIS-Rare Diseases Europe, npegnaraem Bam

NOCEeTUTb Hawly CTPpaHWLLY, MOCBALLEHHYHO ANArHOCTUKE.
Pe3yanaTb| 3TOro oripoca 6yp,yT N garnbLle UCnosib3oBaThbCH A1 JOHeCeHU hakToB

N umdp A0 N1u, OTBETCTBEHHbIX 3a MPUHATUE PELLEHNI, C Lienbto NpoBeaeHns bonee
paHHen, ObICTPON U TOYHOW AMArHOCTUKN y Ntogen ¢ peaknmm 3abonesaHnaMm.

PacnpocTtpaHsanTe MHdOpMaLnIO o] TemMaTU4eCKon Be6-CTpaHULbI
(eurordis.org/voices/ru) niogaM, Yy KOTOpbIX €CTb pegkoe 3abonesaHve, U
opraHu3aumsim psiaom C Bamu.
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