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30 MUANTNOHOB NPUYUH ANA EBPONbI NMPEANMPUHUMATD

NEVWCTBUA

Nno PEAKUM 3ABOJIEBAHNAM
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BYAYLEE 30 MU1I/INOHOB JIFOAEN C PEAKMMWK
3ABOJIEBAHMAMMW B EBPONE 3SABUCUT OT TEX AEUCTBUMN,
KOTOPbBIE NMPEANPUHMMAIOTCA CEMYAC.

HecmoTpsa Ha 3HauMTeNbHbIV NPOrpecc, AOCTUTHYTbIN Gaarogaps
Hay4YHbIM AOCTUXEHUAM U YCUAUAM Ha ypoBHe EC 1 oTaeNbHbIX CTpaH,
C/IMLLKOM MHOTME II0AN C PeaKkMMn 3a601eBaHNAMN CTaNKMBAOTCS C
HEBO3MOXHOCTbHO Y/ 0BNIETBOPUTL CBOM MOTPEOHOCTU U AUCKPUMUHALNEN
npwn NOAYYEHUU AUArHOCTUKM, IEUEHMA U yXOaa.

B HacToALee Bpems B EBpone He NpeanpuUHUMAatOTCs AeNCTBMA MO PeAKUMU
3aboneBaHNAM, U MOAUTUKA HE MOCNEBAET 3@ HOBbIMU TEXHOOTUAMM.

Mpucoepannantecs kK kKamnanum #30millionreasons, oprannsoBanHomn
EURORDIS u coobuectBom ntogei ¢ pegkuvin 3abonesannamm gnsa
npoasmxennsa HoBoro MNnana geicreuii EC no pegxum 6onesHam,
Kotopbii kK 2030 roay HUKOro He ocTaBUT 6e3 BHUMaHMUA.

30 MuanoHoB Ntosen B EBpone cTpagatoT peakmmmn 3aboneBaHUAsMMN.
Kaxkzabl1 yenoBek ¢ peAknm 3aboneBaHMeEM — eLle ofHa NpUYnHa 418 TOro,
yTOobbI EBpONA NpeanpuHMMana AencTBus No peakmM 3aboneBaHUAM U K
2030 roay He octaBuia 6€3 BHUMaHWA HU OAHOTO YesoBeKa.

Mbl MOCTOAHHO

XXNBEM B COCTOAHUMU

YPE Bbll-lAf/"H CKA3AJT TIPESVNAEHT EURORDIS TEPKE/Ib
: 0 AHAEPCEH, TOXE CTPAAAKOLWNI PEAKNM

CUTYALUUU 3ABOJIEBAHVEM

3 LOMNOJIHUATE/IbHbIX MPUYMHDI,
UTObbl HAYATBINPEA NMPUHUMATD

AEVNCTBUA
NMPAMO CENYAC




noaum C PEAKMMU
3ABONNEBAHNAMMU NUMEIOT
BbICOKMU YPOBEHD

HEYAOBNETBOPEHHbBIX MOTPEBHOCTEWU

Peakve 3aboneBaHMs 4acTO MPOTEKAKOT OYEHb TAXKENO, CWIbHO BAUSAKT Ha
MOBCEAHEBHYO XW3Hb 1 MOTYT MPUBECTU K NpexaeBpeMeHHon cmepTu. 70% peskumx
3aboneBaHWU CTpasatoT AeTu, a 72% peakmnx 3aboneBaHui ABASIOTCA TeHETUYECKUMU U
nepegarotcs no HacneacTy. Manniskor som lever med en sallsynt sjukdom rapporterar
ocksa att deras vardu/ltogn c peakvMu 3aboneBaHUAMUN Tak>Ke PaCcCKasbiBatOT, YTO
MONyYaroT IeUeHMEe XyXKe, YEM JIFOAM C APYTMMUN XPOHMYECKMMM 3aboneBaHmnaMN.

Peskne 3aboneBaHna AenaroT NtOAEN YA3BMMbIMU 1N M30JMPOBaHHBIMK OT obLiecTsa:
nangemua COVID-19 npogeMoHcTprpoBana 3To0 0cobeHHO Apko, korga 84% ntogen ¢
peakvMy 3aboneBaHnAMM B EBpone notepann BO3IMOXHOCTb MOAyYaThb YXOA.2 JTroam ¢
peAKMMY 3aboneBaHNAMM NOABEPratoTCA CTUrMaTM3aLn n JUCKPUMUHALUN.

CENYAC K 2030 roay

o oy Tonbko ana 6% K
. 6 A) peakunx 3aboneBaHuin HOBbIX METOA0B o
. CYLLLECTBYHOT CMOCO6bI NeyeHms :
. neyeHus 0

MoctaHoBKa AnarHo3a Bce sitogM € peakmmu 3a6oneBaHUAMM MECSALIEB :

3aHMMaeT B cpegHeM 5 neT MOJyYatoT ANarHo3 B TeUeHme .
. % peakmx 3a6oneBaHnit YpPOBeHb MCUXONOrMYECKON, .
. CUNBbHO BAVAIOT Ha COLMaNnbHOMN 1 S3KOHOMUYECKOW .
B MOBCEAHEBHYIO XKU3Hb YA3BMMOCTUN CHUXXEH Ha TpeTb N
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AEVNCTBUW
BYAET:

CTABUTb LIEAW MO YAYYWEHMO XWM3HW NHOAEN C
PEAKVIMW 3ABOJIEBAHVAMM A4 KAX AOW CTPAHDI

<S>

1 EURORDIS Rare Barometer Voices, uccredogaHue H-Care, sHeape 2021 2. - 2 EURORDIS Rare Barometer Voices, onpoc o COVID-19, Hosbpe 2020 e.



https://www.eurordis.org/guidelines_hcaresurvey
https://download2.eurordis.org/rbv/covid19survey/covid_infographics_final.pdf

COBPEMEHHDLIE CTPATErMn
NEYEHVA PEAKUX
SABOJIEBAHUUN

PekomeHgauus Coseta 2009 rosa co3sana OCHOBY A8 CTPOUTENbCTBA BO/bLUEN YaCTL
NMHPPaCTPYKTypbl, KOTOpas No3BosIMAa JOOUTLCA COBPEMEHHOrO Nporpecca, BKAYas
EBponelickne cnpaBouyHble ceTu (ERN) n HaumoHanbHble MaaHbl U cTpaternn B 23
cTpaHax EBporbl.

OpHako 60NbLINHCTBO HALMOHabHbIX M1aHOB yCTapeno uav npocpoyeHo, ERN He 6b1m
AOCTaTOYHO MHTErPUPOBaHbl B CUCTEMbI 34PaBOOXPaHEHMSA, @ 3aKOHOAATENbCTBO He
nocrneBaeT 3a TakUMM JOCTUXKEHNAMMN HayKM U TEXHUKW, KaK CKPUHUHT HOBOPOXKAEHHbIX
M YCOBEPLUEHCTBOBaHHbIE MeTOAbl JieyeHuns, obecneumBatowMMmM HOBble CrOCObbI
ANArHOCTMPOBATb W NeUnTb Nt0AeN C peAknMK 3aboneBaHuamu. MNporpecc AoaxKeH
6bITb OANHAKOBBIM BO BCEX €BPOMENCKNX CTPaHax.

Orphan Paediatric use Council Cross Border
Medicinal of medicines Recommendation Healthcare
Products Regulation on an action Directive

Regulation on rare diseases
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OBLWEEBPOMNENCKUW MNNAH

AEVCTBUU
BYOET:

HEOBXOAMMO AATb HOBOE AbIXAHWE

HAUMOHAJIBHBIM MJTAHAM, UTOBbI AOCTMXEHWA
HAYKW, TEXHWKN I MEAVUWMHBI CTANT AOCTYTHBIMI
A4 BCEX MOAEWV C PEAKMMM 3ABONEBAHUAMM B
EBPOTIIE
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PEAKUE
3AGOJIEBAHUA
HE/N1b3A OAONETDb

AENCTBYSA PA3OBLLEHHO

B HacTtoAwee Bpema B EBpone He npeanpuvHMMAlOTCa AeWCTBMA MO peakmmu 3aboneBaHuam. Pepkue
3aboneBaHuns BcTpeyatoTcs pexe 1 pasza Ha 2000 uenoek, npuyem cywectsyetr 6onee 6000 pasnnyHbIX
3aboneBaHn. M 370 O3HauyaeT, YTO ANA MOMCKA HauAy4ylwnX METOAOB NeYEeHUA U yxoha ydeHbiM B EBpone
HeobXoANMO COTPYAHNYATb.

HecMoTps Ha TO, YTO B KOHKPETHbIX 061acTaX CyLLEeCTBYHOT Aydllne NpakTUKM U OTANYHas paboTa, peakue
3a60/71eBaHNsi HEBO3MOXHO Of0JEeTb B OTAE/bHbIX CTpaHax WMAW coobuiectBax. YUToObl NHOAN C PeAKMMU
3ab60/1€BaHNSAIMM MOTN peann3oBaTb CBOW MOTEHUMaN, HEOOXOAMMO W3MEHWUTb OTHOLUEHME Ha YPOBHE
EBponbl 1 pazpaboTaTb MEXANCUMMNANHAPHYHO CTPATErnIo ANa OOLLNX AENCTBUIA, CBOAALLYHO BOEAMHO JaHHbIE,
pe3ynbTaTbl UCCAEAOBAHWUIA U OMbIT NaLMEHTOB.

Mo pe3synbtatam uccnegosaHua Rare 2030 Foresight Study 6bino BbipaboTaHo
BOCEMb PeKOMeHAALMI, KOTOPbIE CTaNv AOPOXKHOWN KapTOn AN AOCTUXKEHNS 3TON
Lesn B TeUYEeHWe CesyHoLero AeCATUNETUSA: OHU AONXKHbI ObITb peann3oBaHbl B
KOHKpeTHOM EBponenickom naaHe 4encTBuii No peakmum 60ne3HaM.

OBWEEBPOMNENCKWUW NNAH =
AEVCTBUN Q ................
BYaeT: (&=

Mbl AOJIKHBlI OB BEAVHNTE YCUNTTNA 11O BOPBBE C
PEAKMMIN SABOJTEBAHVAMWN 1 BMECTE AOBNTBHCA
TOIO, UTOBbI CO34ATb B EC EAVHYHKO BA3Y AJ1A
MPOBEAEHMA HAYYHbIX MCCNEAOBAHMN 1A
OBECTIEHEHWA YXOLA
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http://download2.eurordis.org/rare2030/Rare2030_recommendations.pdf

Rare2030

ObLwweeBponenckne Leam n MHGPaCcTpyKTypa MMerT OrPOMHOE 3HaYeHue
A/151 TOTO, KaKOW yX0oZ, NosyyYaeT KaX bl YeNoBek C peaknum 3aboneBaHvem
B EBpone, Kak cTaBATCA AMarHo3bl U OTHOCATCS K TakUM t0AAM B 0bLLecTBe.

MnaH penicTBUin ByaeT HanpaB/ieH Ha AOCTUXKEHME TPeX Lienei
MO YNYULLEHMIO XM3HWN NHOAEN C PeAKUMUN 3a60NeBaHUAMU:

Jroau c peaxkmu Y mogeii ¢ EBpona crana
3aboneBaHnAMMU peakvumMu MUPOBbIM
nepecranu 3aboseBaHNAMU nvaepom no
YXOAUTb U3 XKU3HU yAyuLInaocb MHHOBaLMAM B
MOJI0AbIMU KaueCcTBO XXU3HU obnactu peakux

MonpocuTte MecTHbIX NOJIMTUKOB NOAAEPIKaTb Hall NPU3bIB
co3partb obuieeBponeiicKuiA NJ1aH AeUcTBMA No peaKkum 6one3HaAM
ceiiuac, uTtobbl B 6yayuiem HUKTO He ocTasnca 6e3 BHMMaHusA!

COENAWUTE YTO-TO NPAMO CEMYAC!
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O EURORDIS RARE DISEASES EUROPE

EURORDIS-Rare Diseases Europe — 3TO yHWKanbHas HekOMMepueckas accoumaums,
obbeavHaowas 962 nauMeHTCKMX OpraHu3aumin 73 cTpaH, KoTopble cooblia peLuaroT
3alauv No NOBbILEHWNIO KayecTBa XXM3HWU 30 MUATMOHOB HONbHBIX PeaKMMU 3aboneBaHNAMY,
XuBywnx B EBpone. ObbefnHAs NaLMEeHTOB, MX CEMbW, MAaLMEHTCKME FPYMMbl, Bpayewn,
YUYeHbIX U MPOW3BOAUTENEA NekapcTB M mobuamsya ux ycuaums, EURORDIS npuBnekaer
BHMMaHuWe obuiectBa K NpobaemMaM MauMeHTOB C peAKUMU 3aboneBaHUAMU U y4acTBYeT B
bopMMpOBaHMY €BPONENCKON MOANTUKIN B 061aCTW 34 paBOOXPaHEHNS, MPOBEAEHMA HaY YHbIX
nccnefoBaHUn, pa3paboTkm HOBbIX MEAULMHCKMX NpenapaToB 1 06Cy>X1BaHWA NaLMEeHTOB

The Rare 2030 Campaign is led by EURORDIS, in partnership with our European National
Alliances and EURORDIS members.




