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BbAEWETO HA 30 MWIMOHA AYWIN C PEAKU 3ABO/IABAHUA B
EBPOINA 3ABUCMU OT AEMNCTBUATA HA NOJIMTULLMTE CETA.

B'bl'lpeKVI roiemMma Hanpeanbk, HarijpaBeH OT Hay4dYHUA nporpec n ycnanAata
Ha eBpOI'Iel\/lICKO N HauMOHaJIHO HMBO, TBbpAE MHOIO OT XOpaTa C peaku
3abonsBaHuA ce cbabCkBaT C HEe3a40BOJIEHN I'IOTpe6HOCTVI N HEPaABEHCTBO
npum 4oCTbMa CU 40 ANArHOCTUKa, edeHne 1 rpnxa, KoeTo rm oCtaBA
HeI'IpI/IO6LLI,eHVI KbM O6LLI,eCTBOTO. B MomeHTa HAMa m3vepnatesaHun AGVICTBMH
3a peakumte bonect Ha eBpOI'Iel\/’ICKO HWBO, a NOJIUTUKUTE NU30CTaBaT OT
HOBUTE TEXHONOTUN.

Mpucbvepaunere ce kbm EURORDIS n o6wHocTTa Ha peakurte 6onectun
B KamnaHuarta #30MmuanoHanpuumHm 3a HoB MNnaH 3a pelicTBue
Ha EC 3a pegkute 60onectn, 3a fa He ocTaHe 6e3 rpyKka HUTO eAMH
6onen po 2030 r.

B EBpona 30 MuanoHa Ayl XnBeaT ¢ pasko 3abonssaHe. Bcekn eanH
YyoBeK, KOUTO XMBee C pAaAKo 3abonsBaHe, e eaHa NnpuymnHa EBpona aa
n3paboTn NaH 3a fencTBme 3a peaknte 6oaecTn, KOUTO Aa He ocTaBu He3
rpuv>ka HUTO eanH 6oneH go 2030 r.

XUBEEM B

EXEAHEBHA TEPKEN AHZJEPCOH, MPE3VZEHT HA EURORDIS
CMEWHA CUTYAUNA CTPAZLALL, OT PSIZIKO 3ABOJIABAHE :

OwWE 3 nNPUUMHM 3A
NEVCTBUE
CETA




XOPATA C PEAKM
SABOJIABAHUA UMAT
BUCOKO HUBO HA

HESAAOBOJIEHU MOTPEBHOCTU

Peakute 3abonsiBaHWs YeCTo ca MHBaAUAM3MPALLM, B MHOTO Cay4yan BOAAT A0
npeXAeBpeMeHHa CMBbPT U MMaT OrPOMHO Bb3AENCTBME BbPXY exXeaHeBmneTo. 70% ot
peakunTe 6onecTn 3acsaraT geLa, U Tbil KaTo 72% OT Te3N CbCTOSHUSA Ca FeHeTUYHK, Te
ce OTpa3sBaT M Ha 6baeLmTe NnokoaeHus. CbLLo Taka, 6OSHUTE OT peAKkM 3aboNsBaHS
npvemMaT nojy4yaBaHWTe OT TAX FPUXWU MO-3/1€, OTKOJNKOTO MaUMEHTUTE C APYru
XPOHWYHM 3ab0nsBaHMs.!

ToBa rv NpaBu CbLLO YSA3BMMM U MPpeHebperHaTh UieHoBe Ha 06LLeCTBOTO: MaHAeMUATa
ot COVID-19 nokasa KakBO BAWSHWE MOXE Za MMa ToBa, KaTo 84% OT eBponenunte
C pAAko 3abonsBaHe ca NPeXUBEN HapyLUeHUs B FPUXUTe, KOUTO nosydasart.’ Te ca
HEenpPOnOpLMOHaNHO 3acerHaT OT CTUrMaTu3npaHe, AMCKPUMUHALMSA U 0BLLEeCTBEHO
MapruHannsnpaHe.

A0 2030 r.
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5 rOAVIHN  CpeAHo 5 TOAMHU  Beyuki xopa ¢ pAaKo 3abonsBaHe ga .
28 AUEITROER noJslyyaBat AuarHosa 4o MECELIA

oT peakuTe
[o)
6 A) 3abonsBaHus

nmMart sieyeHne

o, OF peaxute 6onecty ca HamansBaHe Ha HMBOTO Ha
5 1 /o cTexko Bb3elcTBre rncyxonorMyeckata, obLLecTBeHa W 1 3
BbPXY eXeHEeBMETO MKOHOMMYECKa YA3BUMOCT C

EAVH EBPOMENCKM NAAH 3A " AEUCTBUE wiE

NMOCTABM LLESN 3A MOAOBPABAHE HA

XMBOTA HA XOPATA C PEAKW BOJECTW,
KbM KOWNTO AA CE CTPEMI BCAKA
LA BPXXABA
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1 EURORDIS Rare Barometer Voices, [1poyyeaHe Ha H-Care, sHyapu 2021 - 2 EURORDIS Rare Barometer Voices, [Ipoy4eare 3a COVID-19, Hoemspu 2020



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

CETALLHUTE CTPATErmun
3A PEAKUTE BOJNIECTMU

CA OCTAPE/IM

Mpenopbkata Ha CbBeTa oT 2009 r. NpeAocTaBs Ha MOMETO Ha peakuTe H6onectu
pamMKa 3a u3rpaxsjaHe Ha rojsismMa 4act oT MHPpPaCTpyKTypaTa, KOATO BUXAaMe AHeC,
BKItOUMTeNHO EBponenckn pedepeHTHW mpexu (EPM) n HaumoHanHu nnaHose w
cTpateruun B 23 Abpxxasu B EBpona.

Bbnpekn TOBa, HauuoHanHUTE MAaHOBe B ronsmMaTa CM 4YacT Ca HeakTyalHW Wan
n3tekau, EPM He ca Hag1eXxHO MHTErpupaHn B CUCTEMUTE Ha 34paBeorna3BaHe 1 ToBa
3aKOHOZATE/ICTBO M30CTaBa OT HamnpeAbka Ha HayKaTta 1 TEXHOIOTUUTE — KaTO CKPUHUHT
Ha HOBOPOZAEHW M HaNpesHaN NeYeHns — KOUTO MOraT Aa NPesoCTaBAT HOBY HaUMHK
3a AMarHocTMumMpaHe 1 Tepanus Ha xopata C peakv 3abonssaHus. Toa TpsbBa ja ce
C/lyun Ha paBHOMOCTaBEH NPUHLMN Mo usna EBpona.

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

Regulation on rare diseases

EAVH EBPOMENCKN NAAH 3A "NEMUCTBUE LuE:

HACOYETE ®OKYCA HA HALUMOHAJIHWTE TTIJTAHOBE
KbM OCUTYPABAHE HA AOCT bl 4O HAYHYHINA,

TEXHONOTMYEH W TEPATTEBTYEH HATIPE A BK HA
BCEKM YOBEK C PAAKO 3ABOMABAHE B EBPOITA
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PEAKMTE
3ABO/NIABAHMA HE
AEMCTBAT

B MomeHTa HfiMa n3uepnaTtenHu AencTBuA 3a peakute Honectn Ha eBponencko HMBO. CbLIHOCTTA Ha
peakuTe 3abonsBaHMA, KOUTO 3acaraT no-manko oT 1 Ha 2000 aywwm n HabpossaTt Hag 6000 pazanyHm
3abonABaHNA, U3MCKBa CbTPYAHWYECTBO MeXAy eKcnepTu uscnejosaTenn ot uana Eepona, 3a ga ce
MOCTUIHE Bb3MOXHO Hal-J06pOTO NleUeHme 1 rpmxa.

N mMakap B OTZE/HW 30HM @ UMa KAbCTePU C J06PpM NPaKTUKM U OTANYHA paboTa, peskute 3abonsBaHms
He AeNcTBaT Ha reorpadCcky UM TeMaTUYHW KabCTepu. XopaTta ¢ peaku 6onectu n3nyckaT Bb3MOXHOCTH
Aia N3MbAHAT NOTEHLMaNa C1, ako Ha eBPOMNENCKO HUBO GOKYCHT HEe ce CMEHM KbM obLLia cTpaTervs, KOSTo
Aia pasrnexaa LanoCTHUA NpoLLec U Aa Cbbupa Ha e4HO MACTO JaHHW, HayUYHW U3CIeABaHNA Y NaLMEHTCKM
opraHvaumu.

MNMporHo3HoTto npoyysaHe Rare 2030 nonara ocem nNpenopbky KaTo MbTHA
KapTa 3a MNOCTMraHe Ha TOBa Npe3 cneaBaLloTo ageceTuneTme. Te Tpsbea fa ce
UMMNAEMEHTUPAT B KOHKPeTeH EBponenckn naaH 3a AenCTBUE 3a PefKuTe
3abonsaBaHums.

EAVH EBPOMENCKU MAAH 3A =
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TPAGBA AA CE CHBEPAT HA EZIHO MACTO BCUUKM
NEVMCTBIS, BKIIOYMUTEHO HACTOAWOTO
3AKOHO/AATEICTBO, KOMTO CE OTHACAT 10 LIANATA
MBTEKA HA PEAKUTE 3ABONABAHMA M KbAETO EC MOXE
NA NOMPUHECE B HAM-TONAMA CTEMEH MNO/A EAMHHA
PAMKA 3A HACBHLPYABAHE HA M3CEABAHUATA U
TPUXKATA
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http://download2.eurordis.org/rare2030/Rare2030_recommendations.pdf
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MNMocTaBeHWTe Ha eBPOMNENCKO HUBO aMBULMN 1 MHDPaCTPYKTypa
BAVSAAT BbPXY HauYMHa, MO KOWTO BCEKWN OTAENEH YOBEK C
psaKo 3abonsiBaHe 6MBa AMArHOCTMLMPaAH U OBrpuXBaH,

KaKTO 1 Ha OTHOLLEHMETO Ha OOLLLEeCTBOTO KbM HEro.

MnaHbT 3a AencTBUE LWe paboTh 3a NOCTUrAHETO Ha TP
Lenn 3a nogobpsBaHe Ha xopaTa C peakun bonectu:

CnupaHe Ha TBbpge [MogobpsaBaHe Ha MNo3uyunoHupaxe
paHHaTa 3ary6a Ha KauyecTBOTO Ha Ha EBpona kato
YKMBOTa Ha XopaTa C )XMBOT Ha Xoparta, CBETOBEH ugep
peaku 6onectu KOWTO XXUBEAT C npv HoBauuuTe
paaka 6onect 3a pegkure
3abonaBaHus

MowuckaiiTe oT cBOMTE MECTHM NOJZIMTULM Aia NOAKPENnAT HalUMA
npu3uB 3a EBponeiicku nnaH 3a geicrBue 3a peakure 6osectm cera,
3a Aa He ocTtaHe 6e3 rpMmKa HUTO eAMH UYOBeK ¢ paakKo 3abonasaHe!

AEVCTBAWUTE CETA!
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RARE DISEASES EUROPE
ABOUT EURORDIS

EURORDIS-Rare Diseases Europe is a unique, non-profit alliance of 962 rare disease patient
organisations from 73 countries that work together to improve the lives of the 30 million
people living with a rare disease in Europe. By connecting patients, families and patient groups,
as well as by bringing together all stakeholders and mobilising the rare disease community,
EURORDIS strengthens the patient voice and shapes research, policies and patient services.

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




