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BYAYLWEE NIOAEU C PEAKUMU 3ABONEBAHUAMMU:

HE OCTABUTb HUKOIo NO3AAU!

OcHoBHble BbIBOAbI onpoca 0 MHeHKnAX nwgen c peaAknMu 3abonesaHnsMK
no noeoay NONIMTUKKU, KOTOpasda MOXeT USMEHUTb UX XXU3Hb

WioHb 2021 T

Het nekapcrts

0T nopasnsakouwiero b6onbWwKHCTBA
6onesHen u Mano AOCTYNHbIX
MeToaosB sie4yeHUA

30 MmunnuoHos

yenosek B EBpone n 300 MmunnumoHos
! BO BCEM MuWpe CTPafatoT peakumu

3aboneBaHuaMM

3ab0/1eBaHNU,  OXBaTbIBAOWMMN nccnenoBaHus,
OMArHOCTUKY, TeYeHmMe 1 yXoq, a Take CNonb3oBaHue

HecMoTps Ha nporpecc, caenaHHbii B nocnegHue
AecaTb NeT, y nofen ¢ peakuMu 3abonesaHnsaIMm no-

NpeXxxHeMy BbICOKMA YpOBeHb Hey[0BMeTBOPEHHbIX
notpebHocTen. [lpoBegeHHbin onpoc Rare 2030
boln HanpaeBneH Ha cbop noxenaHun nwpen c
peokumn 3abonesaHuaMM, 4T0bbl CPOpMMpOBaTbL
pekoMeHaauun Rare 2030. Onpoc nokasan, 4To
HeobX0AMM KOMMNeKCHbLIN NOAX0A K IeYeHUH0 peaKuxX

HOBbIX TEXHOMOrMA. 3Ta NOMIMTUKA [O/MKHA ObITh K
2023 ropy MHTErpMpoBaHa B eAWHYH eBPOMemncKyo
ba3y no penkvMMm bonesHsM, 4Tobbl CTaTb OCHOBOM
HaLMOHaNbHbIX NAAHOB W rapaHTMpoBaTb, YTO HW
O[VH YenoBeK C pefkuM 3abonesaHneM He ocTaHeTcs
be3 BHUMaHMA.

MWUPOBbIE PE3YNIbTATbI OMPOCA RARE 2030 0 BYAYLLEM NIOAEN C
PEAKWMU 3ABONIEBAHUAMU

KpynHomacwTabHbIM onpoc, npoBefeHHbI B paMkax nporpaMmel Rare Barometer

3998 ...

LIENEBASA IPYNNA:

cemen (pogutenu v 6anskme poacTBEHHUKM)

NOAN C PeAKUMUN 3a60/1eBaHNAMU NN YNeHbI UX 978 3abonesanuit


https://www.rare2030.eu/recommendations/

nwau ¢ PEAKUMA 3ABONEBAHUAMU CHUTAIOT,
YTO ANA YNYHWEHNA KAYECTBA UX XXU3HU
HEOBXO0AWMbI KOMNNEKCHOE MEAUUMNHCKOE
OGCNY)XUBAHUE U COLMANDBHbLINA YX0a

bonbwuHCcTBO Noaen ¢ peakumu 3abonesaHnAMU He HaAGTCA HA U3neyeHue B banxanwue
10 net, HO CYUTAIOT, YTO KAYECTBO WX XU3HN MOXET NOBLICUTL AOCTYN K KOMNAEKCHOMY
MeAuLUUHCKOMY 06cnyxuBaHUIO U couuanbHOMY yxoAay.

o noaen ¢ PeAKUuMH 3aboneBaHnaAMM He XAYT usneyeHua e
79 ! 6nuxanwue 10 net, HO HaAeOTCA HA TO, YTO:

'Ta 58% ByayT MMeTb BO3MOXHOCTb NOMYYMTb NOMOLLbL B 6opbbe
~ C NCUXONOTUYECKUMM UK 3MOLIMOHANBHBIMU haKTopamM,

CBA3aHHbIMUK C Opq)aHHbIM 3aboneBaHnem

! \ {: / \ 0
53 % CTabuNM3NpyoT COCTOSIHME, 0BYCN0BNEHHOR
opdaHHbIM 3abonesaHviem

v
1," 49% CMOrYT NPUTOPMO3UTb YCUMEHWe CUMNTOMOB OpGaHHOro

3abonieBaHuns, gaxe ecam mx BbIPaXXeHHOCTb BO3pacTaet

44% nonydar 4oCTyn K aaanTUpoBaHHOW U AOCTYNHOW 3aHATOCTH,
: a TaKke K rMbKk1M ycioemaM Tpyna

o0 [ ] 0 o
'r ' 39 Jo  He ByayT ANCKPUMUHMPOBATLCS B NOBCRAHEBHOM KI3HM

n33a Opd)aHHOI'O 3ab0M1eBaHNS UM MHBANMOHOCTH

(¥4 «KoHewHo, MHe bbl xomesioce, Ymobel feqeHue bblo HaludeHo, HO eciu 3Mo HEBO3MOXHO (0
kpalHel Mepe, 8 bawkadwue 10 nem), mo xoms bel noay4yame makod xe yxod, Kak Jodu ¢
XPOHUYecKuUMU 3a60/1e8aHUSMU», NALMEHT C peakuM 3abonesaHneM (McnaHus).

0 Kak ebl dymaeme, 803mMoxHO u peanbHo nu, Yymo 8 bawxadwue 10 s1em 8ol
UnU Yesiogek, 3a KOMOPLIM 8bl OCYWeCmesseme Yxod, uziequmecs?



OcHoBHbIE npuoputeTbl ANA ynydyuweHua yxoaa 3a nioabMu C pegkuMu 3abonesaHuaAMK:

1 Ng 0 MosiBneHve HoBbIX METOAOB
TEE T (¢ K 2030 200y mHe xomesock bl

nosay4ume docmyn K HOBbIM
JjlekapcmeaM U HOBbIM  MeExXHOJI02UAM,

O % YnydweHue KoopanHaLMu Xopowemy,  Creyuasu3uposaHHoMy U
2 Mexnay fiedaliMn BpaiamMm MexaucyunauHapHol MeaulUHCKOMY
@ L 06CAYKUBAHUK U ncuxomepanuu. Xomesocs
"""""""""""""""""""""""""""""" bbl, 4mobbl 8 obuwiecmee  U3MEHU/I0ChL
o 0. OMHOWeHue K  J/100SM ¢ pedKkumu
5 0y KoHcynbraumm ¢ Bpadamu- ;
3 3a60/1e6aHUsSIMU. ObecneyeHue HopmasbHol
cneumanucTamm p ;
couuasbHol  XKU3HU U 803MOXHOCcmel
.................................................... pabomams nomosxem npeodosiems
e o npedpaccyoku U 3aWUmume O0m  pucka

4 Tin 2 % Jlyuee orHouenue e HILJI gmb/% na Memzu eaKUM ’

)
obLecTee u » nau pea

3aboneBaHuem (lepmaHus).

ﬂocryn K ANarHocTuke ABNAeTCA rnasHbLIM NPpUOPUTETOM ANA peCnoHAeHTOoB, eule He Nony4YunswuMm
AWarHos.

e B 6awkadwue 10 nem mpeMsi 0CHOBHbIMU puopumemamu 915 ynyyweHus yxooa
3a 1t0dbMU € pedkuMu 3aboiesaHUSIMU A0XKHbBI CMame:

o YNyyYWweHUE KOOPAUHALUA B OBNACTU
3APABOOXPAHEHUA

Niogm c peakuMun 3aboneeaHUAMU NPEANOYUTAIOT N1IRYUTLCA AOMA, HO XOTeNN
66l NoNy4YaTb AUCTAHUUOHHbIE KOHCYNbTaLUU ANA YNPOLWEHUA focTyna K
MeXAUCUUNANHAPHOMY MeAULMHCKOMY 06CnyXuBaHuUIo.

8 ‘l U (1 %:] 3KCNepmHbIX UeHmpax nposodsimcs KOHCYibmauuu, u

3MO 0YeHb [10JIE3HO, HO HAM HUYXKHQ BO3MOXHOCMb
npoxodums Hekomopsle 06c/1edosaHus, He 8bIX00s U3
doma. [loma § cnpasnsfoce € nocnedcmeusiMu  ceoel
namoJsioauu, Ho 015 noe3dku no cmpaHe 0o bauxalwezo
3KCMepmHo20 yeHmpa mpebyemcsi MH020 8peMeHU U CUJT,
nauueHT c peaknuM 3abonesaHnem (PpaHuUa).

X0Tenu bbl UMeTb
BO3MOXHOCTb JUCTAHLMOHHO
obcyxpaarb cBoe 3abonesaHme
C HEeCKOMIbKMMW Bpayamu.

Xomenu 66l 8bl 8 6awkadwue 10 7em uMemb 803MOXHOCMb M0YYams AUCMAHYUOHHbIE

0 KOHCYnbmayuu (o mesegoHy, eudeocessu, 31ekmpoHHol noyme, 8 gude mekcmosbix coobwieHul
Usu Yyepe3 NpusiokeHue), 8 xode KOMOPbLIX 86l MOXeme 06cydums ceoe opgaHHOe 3a601esaHue
C HeCKo/IbKUMU 8payamu (Hampumep, €O CreyuasucmamMu U eawumM mepanegmom)?

NMioam c peakuMun 3aboneeaHUAMU o04YeHb XoTenn 6bl UMeTb BO3SMOXHOCTb NoexaTb B
APYrylo CTpaHy, 4Tobbl NPOWTU NeveHue.

[ J
8 0fp xoTenu bbl noexarb B Apyryto CTpaHy, 4Tobbl NPOATW NeveHye (MMbo He3aBUCUMO
OT YC/I0BWIA, NMBO B 3aBMUCKMMOCTM OT 0COBEHHOCTE NIeYeHNUst UK CTPaHbI).

0 B 6nuxadwue 10 nem, EC/IN HE BYAET KPU3UCA, xomenu 66l 86l noexams
8 dpyayro cmpaHy 015 fleyeHus1 cgoe20 opGaHHO20 3abonesaHusI?



o N0aN C PEAKUMU 3AB0NEBAHUSIMU FOPAYO
NOAOEPKUBAIOT CKPUHUHI HOBOPOYXOEHHbIX

g, 95% 66 v vens bpoHX03KMA3, U MHe CKa3a/u, Ymo, 8eposmHO, OH Y
MeHs Yxe MH020 fiem. Ecau bl MeHsi duaeHocmupogau U Havaau
/le4ums paHelWe, Mou sie2kue bbliu bbl MeHble nospexdeHsl U
npuwsIocs Bbl MUMb MeHbWe siekapcme. PaHHSs dua2Hocmuka
no3zeosusia bel bonee kayecmeeHHO U beicmpo sedumb Jodel ¢
pedkumu 3abosiesaHUSMU», MauWeHT € pegkuM 3aboneBaHuem
(Benukobputanus).

NoAepXMBatoT
CKPUHWHT
HOBOPOXAEHHbIX ANs
BbISIB/IRHUS peaKmX
3aboneBaHmn

[To saweMy MHeHUI0, aHAIU3bI HQ OP@aHHbIE 3060/1e8aHUS C Ueblo dUA2HOCMUKU
0 UX Ha paHHel cmaduu HYXHo Mposodums Mpu poxdeHUU pebeHka (Hampumep,
QHQIU3bl KPOBU, CKPUHUH2 HQ 2eHemuyeckue 3a60/1e8aHusi)

OPrAHU3ALMUU NAUMEHTOB rOTOBbl AKTUBHO
YYACTBOBATb B UCCNEQOBAHUAX PEQKUX
3ABOJIEBAHUM

Oprauusauuu nayueHToB A0/MXKHbI y4acTBOBaTb B UCC/Ief0BaAHUN peaKUux 3abonesaHunin:

°
- 4% Kak 0dMLMANbHBIA NapTHep WUu
a couccnenoBaresib

------------------------------------------------ €€ Ham HYHO bosblie ucciedosaHul -
$ KUHUYecKux, 0dokmopckux duccepmayud,
3) 0fp B pamKax cOBCTBEHHbIX -

MoHozpagul, 8 MOM Yucsie MexoyHapooHbIX!
1CcCNepoBaTeNlbCkUX NPOeKToB y
HyxHo npu3Hasame 8K1Q0 opeaHu3ayull

B nayueHmos U 808/eKamb UX 8 UCC/Ied08aHUS
|} ©
VccnenoBaHus 3abonesaHuit 3abonesaHuneM (Fepmanus).

@ Kak npedcmasumens nayueHmos, cvumaeme nu 8el, ymo OPFAHU3ALUWMW MALUMEHTOB
do/mKHLI Yy4acmeosame 8 ucc1edosaHuUsX opdaHHbIX 3aboiesaHul?

Y1obbl nonyunth bonee noppobHyto MHGOPMaLMIO 0 BOMpOCcax M pe3ynbTaTax o0npoca, NPoYTUTe MOJIHbIV
TeKCT OTYeTa (aHFMWACKMIA) MAK HamuwKTe Ha agpec rare.barometer@eurordis.org

Y1obbl y3HaTh bonblwe 06 uccnenosanun Rare 2030 Foresight Study nnu npuHaTe yyacte B kaMnaHWu
Rare 2030 no BbINOMHEHWUIO pekoMeHAauuiA, noceTute canT action.eurordis.org/ru/rare2030action

BCeM nwaaM C peaknMu 3aboneeaHnaMH, npuHABWLUKUM Yy4yacTne B onpoce U

C n ac " 60 [MCKYCCUOHHBIX rpynnax, a Takke napTHepam nporpaMmbl Rare Barometer a Takoke
Rare 2030!

B pamkax nporpammsl Rare Barometer EURORDIS-Rare Diseases Europe perynspHo NnpoBoAWT 0npock! B coobuiecTax ntogen c
peaKkMMM 3aboneBaHUAMU ANs onpefeneHns noxenaHuin u NoTpebHOCTeN NauMeHToB, YTobbl 03BY4YMTh UX PYNOPOM B paMKax
Rare eBponencknx M MexayHapoaHbIX MHUUMaTMB U nonutuk. Rare Barometer obbeguHsier noutn 15 000 naumeHToB, onekyHoB

W YNeHoB cemew, fenas ronoc coobliecTea noaen ¢ pefkMMU 3aboneBaHUAMU cunbHee. [oNONHUTENbHYIO UHGOPMaLMIO

Barometer - : ;
MOXHO Y3HaTb Ha caiiTe eurordis.org/voices/ru

A EURORDIS % INITIATIVE



https://www.eurordis.org/voices/ru
https://download2.eurordis.org/rare2030/RARE2030_survey_public_report.pdf
https://download2.eurordis.org/rare2030/RARE2030_survey_public_report.pdf
mailto:rare.barometer@eurordis.org
https://action.eurordis.org/ru/rare2030action

