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RARE DISEASES EUROPE M En M u M H c KO n A EURORDIS % INITIATIVE
NMOMOLLA!

3905 yenoBek ¢ opdaHHbIMY 3ab60IeBaHNAMY NOAENVIANCb CBOMM OMNbITOM NMOJNyYeHust
MeAVLMHCKON nomolym B pamKax uccnepgosaHua H-CARE, BbinonHeHHOro opraHusauven
EURORDIS-Rare Diseases Europe B nepuog c gekabps 2019 no mapt 2020 roga.

OnbIT NOJTYYEHUA MEQVULIMHCKOW MOMOLLM
noabmt C OPOAHHbLIMU 3ABOJIEBAHUAMUA

MauymeHTbl C opdpaHHbIMM 3a60N1eBaHNAMM fann yMepPeHHO HU3KYIO OLIeHKY CBOeMY ONbITY Nony4YeHus
MeAUNLVHCKON nomoLum.

CpepaHAn OUEHKa, flaHHaA ‘ Mo-BuaiMOMY, ONbIT NOyYeHNA MeAVLIMHCKON MOMOLLY
naymeHTamm c opd y naymeHToB ¢ oppaHHbIMU 3a6oneBaHUAMU XYXKe, YeM
3aGonesanmnAMY cBoemy 2 5 & y NaLMeHTOB C XpoHNUYecKnMm 3a6onesatmnamu: 8 70 %
OonbITY Nony4eHus A

MCCNEAO0BAHNI, B KOTOPBIX MCMOMB30BA/CA TOT »KE OMPOCHMK, COOOLLAN0CH
0 60nee BbICOKOM CpeAHeM banie, MPUCBOEHHOM OrbITy MOslyYeHNs
MEANLMHCKOW MOMOLLM MaLMeHTaMM C XPOHUYECKV MY 3360/1eBaHNAMN.**

MeAVLHCKON NOMOLIM...

no wkane ot 1 oo 5

omaeemos Ha 11 80npocos, C8A3AaHHbIX C NOc/1edyowuM HabilooeHUeM 8 SUHAMUKe NOC/ie KOHCYibmayuti, Nosly4yeHuem

CpeOHAsA oyeHKa onbima nosiyyeHus MeouyuHCKoU noMowu 6bi1a noslydeHa nymem 06ve0uHeHuUs
0 UHopmayuu o edeHuu, KoopouHayuet deticmauti no yxo0y usu ¢ N0OOePXKaHUem 300p08bs 8 NOBCEOHEBHOU XU3HU.

Y106bI NOBBICUTb KaueCTBO MeAULIMHCKOro 06Cy>K1BaHA, HEOGXOAMMO BHECTU YyULLIEHIA B ciegyloliue
OCHOBHbIe 3 obnactu:

MoppeprkaHue cBA3M C NaLieHTaMu UK NuLamum,

1 '.' . o OCYLLeCTBAAIOLW MMM YXOA, NOC/ie BU3UTa, YTO6bl HaXoAUTbCA
2 O B Kypce cutyauum

[ \ MpepanoxeHne NauneHTam NN LM, OCYLLECTBAAIOWMNM
2 of e N yxop, nocewaTtb onpefeneHHylo rpynmny nam Knacc c uenbio
- 2 . 1 NomMoYb UM CNpaBUTbCA ¢ opdaHHbIM 3aboneBaHnem

a ‘ OKasaHMe NoOMOoLN NaLeHTam 1 TNLam,
3 T . . OCYLLeCTBAAIOWNM YXOZ, B ynpaBieHuu SMoLuamm,
2 3 CBA3aHHbIMU C COCTOAHMEM 340POBbA NaLNeHTa

3a nocnedHue 6 Mmecayes nosydeHUs MeOUYUHCKOU noMouwu MHOU / TUYOM, 3a KOMOpPbIM
A 0CywecmssAto yxoo, 8 C8A3uU C MOUM/e20/ee ophaHHbIM 3a60s1e8aHUeM, A:

* CpeaHuii 6ann no wkane ot 1 (Hvkoraa) Ao 5 (Bcerga).
** Ha ocHOBaHWM pe3ynbTaToB 52 peLieH3nPoBaHHbIX SKCNepTaMy CCNeaoBaHMIA C cnonb3osaHuem onpocHmkos PACIC van PACIC-S. OnpocH#Km 6binn pa3paboTaHbl
opranv3sauveit MacColl Centre for Health Care Innovation ¢ Lienbio OLeHKy onbiTa NofyyYeHNA MEANLIMHCKOI MOMOLLM Y NMALMEHTOB C XPOHUYECKMI 3a60NeBaHNAMM.



KJTIOYEBAA POJIb SKCMNEPTHbLIX LEHTPOB
NO OP®AHHbLIM 3ABOJIEBAHUAM

MauumeHTbI c opdpaHHbIMY 3a60/1€BaHNAMM NOYEK, IErKNX, MOYEeNoJI0BOI CCTEMbI 1 C FeHEeTUYEeCKIMUA
CMHAPOMaMU, MOBbILLAIOLLIMI PUCK Pa3BUTUA ONYyXOreli, a TaKXKe LA, OCYLLeCTBASAIOLLME YXOp,
nonyyatot 6osee Ka4eCTBEHHYI0 MEAULIMHCKYIO NOMOLLb B OTAENEeHNAX 60/1bHNLL, BXOAALMX

B EBponelickne cnpaBouHble ceTn.”

Kak npaswino, oTaeneHva 60MbHILY, BXOAALLMX B EBpONelicKIe CripaBoUHbIe CeTu, ABNSIOTCA SKCMEPTHBIMM LIEHTPaMK, KOTOpble
06beaVHAIOT MHoronpodunbHbie Gpuragbl, CNeLVan3NpPYIoLMecs Ha JIeYeH KOHKPeTHOro op¢daHHOro unm
KoMMJieKCHoro 3aboneBaHuA. [119 onpefeneHins pasnnunii B onbiTe MoayYeHrs MEANLIMHCKOM MOMOLLY B 3aBUCUMOCTM
OT TViNa OTAENEHNA B CTALIYOHAPE B OTHOLLEHWM APYTVX OPhAHHbBIX 3a001EBaHNIA HEOOXOAVIMbI AANbHENLLINE UCCIEA0BAHVIA.

+

Mo wkaneor 1405

OnNbIT NONTyYeHUA MeAVLIHCKON MoMOoLL
nayyeHTamm c oppaHHbIMM 3a6oneBaHNAMI e
1 IMILLAMW, OCYLLIECTBAIAIOLLMIM YXOA 32 HUMU, —_——

n
.‘3,4* .‘26*. |

ed/In MallneHTbl NPOXOAMIN NieveHne

B OTAENEHVIAX 6OMBHIL, KOTOPbIE... V BXoaunn x HE BXOOUNN

8 EBponeiickne B EBponeiickne
cnpaBoYHble ceTn CnpaBoYHble ceTn

(3KCMepPTHbIE LEHTPbI MO OpdaHHbIM 3a6oneBaHAmM)

[MaupmeHTbl C XPOHMYECKM MM 3ab0neBaHNAMY Takxe coobLLan o bonee XOpOoLem orbiTe NoyYeHra MeANLMHCKOE MOMOLLM, eCTN MeANLIMHCKaA
6pmra,ua 6blna MHOFOI'IpOd)l/U'IbHOI;l mnn O6yquHOl;l OKa3aHWto MOMOLLM NP XPOHNYECKIX 3a00eBaHNsX, a Takxe MNPy y4actni B crnelmanbHbIX
nporpaMmmax ro NeyYeHnto KOHKPETHOro 3abonesaHma.

omegemos Ha 11 (0719 nayueHmos) usu 12 80npocos (0715 UL, OCYyUuecmasisouiuX yxo0), CBA3AHHbIX
€ nociedyowum HabsodeHUem 8 OUHAMUKe NOcs1e KOHCYIbmayud, NostyYyeHuem UHGopmayuu
0 J1e4eHuUU, KoopouHayuet delticmauti No yxo0y U ¢ NOOOepXXaHUem 300p08bsA 8 N0BCEOHEBHOU XKU3HU.

e CpeoHss oueHKa onbima nosiy4eHus MeOUYUHCKOU NOMOoU4U bblsia nosly4eHa nymem 06veduHeHUs

*** ec.europa.eu/health/ern_en

JononHntenbHyto MHGOPMaLMIO MO BOMPOCaM, CMONIb30BaHHBIM B MCCIEAOBAHUN, @ TaKXKe MO pe3ynibTaTam 1
peKoMeHAaLMAM Bbl MOXeTe HaliT1 B MONHOW Bepcum MHGOPMALMOHHOIO OIJIIETEHUA UK OTNPABIKB 3anpPoC
no agpecy rare.oarometer@eurordis.org.

Mbi BCEX MaUMeHToB C opdaHHbIMW 3aboneBaHNAMM, KOTOpble MNPUHANM
yyacTme B ONpoce, MeAVLMHCKUE oOpraHusauum u npepcraButenen
6narop,apllIM nauveHToB 13 Esponelickux cnpasouHbix ceten ErkNet, eUROGEN, LUNG
n Genturis, KoTopble yyacTBOBanu B pa3paboTke 1 pacnpocTpaHeHu

nccnepoBaHuA H-CARE, a Takxke napTHepoB Rare Barometer!

EURORDIS-Rare Diseases Europe perynapHo MpOBOAWUT ONpocbl B cooblecTBe pefkux 3aboneBaHU B pamkax
cBoel mporpammbl Rare Barometer gna onpepeneHvsa nepcneKkTUB 1 NOTPebHOCTEN MaLMeHTOB MO pPAAY BOMNPOCOB

Rare C Uesnbto 6bITb nX Pynopom B pamMmKax eBpOI'IeVICKVIX N MeXAyHapoAHbIX NHNLNATUB U NOJTUTUYECKUX paspa60TOK. Rare

Barometer Barometer o6beguHAeT 6onee 10 000 NaLMEHTOB, UL MO YXOAY U YNIEHOB CeMeli, YTobbl CAenaTh roloc coobLiecTsa
peaknx 3aboneBaHuii cunbHee. [InAa nonyyeHWa JononHUTENbHOW MHGOPMaLmn noceTuTe calt eurordis.org/voices.




