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MAHUHATA HA 30 MWJIMOHM NYIE CO PETKA BOJIECT BO
EBPOIA 3ABMCH OA, KPEATOPUTE HA AKLLUJA KOU TPEBA
BEAHALU AA AENYBAAT.

HanpaBeH e ronem Hanpegok 6narofapeHune Ha Hay4yHUTe OTKpUTWja U TPYA

Ha HaLMOHaNHO N eBPOMCKO HMBO, HO NMPEMHOTY Nyfe co peTkn bonectn ce

yLITe Ce COOYyBaaT CoO HEMpPaBUYHOCTW A0 NPUCTan Ha AnjarHo3a, NeKyBake
W rpuKa, WTOo MM MapruHann3npa BO OMLTeCTBOTO.

MoMeHTanHo Hema CeOI'ICIDaTHO AenyBake Ha €BPONCKO HMBO 3a PETKUTE
6onectn, AoJeKa NMaK NOJNTUKUTE HE ApP>KaT YEKOP CO HOBUTE TEXHONOTUN.

Mpuapyxere ce Ha EYPOPAUC m 3aegnnuaTa Ha peTku 6osectu Bo
Kamnamwara #30MunnounlipuunHm 3a HOB akuMoHeH nnaH Ha EY 3a
petkurte 6onecrtyn, Bo Koj Ao 2030 roauHa ce oueKyBa HUKOj Aia He
6upe nsocraBeH.

Bo EBpona nma 30 MuanoHu nyfe Koun xuneeat co petka 6onect. Cekoj yoBek
co peTka 6osiecT e NnpuumnHa 3a EBpona ga MMa akLMOHEH NaaH 3a peTkuTe
6onectn, Bo koj fo 2030 roagnHa HMeAHa IMYHOCT HeMa Aa buae n3ocTaBeHa.

JKUBEEME BO
CEKODIAHEBHA
BOHPEAHA CUTYAUWA  Scheee corercasonecr o o

OBoj incT co ¢pakTn paBa objacHyBame
3a NPUYMHNTE 30LUTO OBa HM e NnoTpebHo:

YIWITE 3 NPUYUNHU 3A
AENYBAHE
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NYFETO CO PETKA
BOJIECT UMAAT
NOBUCOKO HUBO HA

HEUCTMOJIHETU NOTPEBU

PeTknTe 6ONIECTM YECTO Ce UCLPYyBaYKK, YeCTO pe3yaThpaaT co NpeABpeMeHa CMPT 1
“MaaT roJIemMo BJ/vjaHue BP3 CEKOjAHEBHUOT XMNBOT. CesyMaAeceT MPOLEHTU Of PeTKUTE
6onectv rv NorozyBaart AeLaTa, a Co Toa WTo 72% OA HUB Ce FeHeTCKM, UCTO Taka Iu
norozyBaart v uaHuTe reHepaumu. Jlyfeto co petka 60aecT npujaByBaat Aeka HUBHOTO
MCKYCTBO MPU rpra e MoJIOLO 0Z Toa Ha NYfeTo CO ApYru XPOHUYUHM Bonectn'.

OBa rn npasBu Aa 6uaaT paHAMBa rpyna u 3aHemapeHa nonynauuja: KOBN/A-19
naHAemujata ro rnokaxa B/AMjaHMETO LWTO MOXe Ja ro uma Bp3 84% op nyfeto BO
EBpona kou xwBeart co peTka 60secT, Co Toa LUTO THe Nyfe JOoXMBeaa HapyLlyBatba BO
HVMBHaTa rpmxa2. Tve ce HeMpPoOnNoOpLMOHaHO MOrOAEHN CO CTUIMa, AUCKPUMMHALMja
W onwTecTBeHa MapruHannsagmja.
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MoTpebHm ce HOBU Tepanum

5 FOAVHV 33 AMjarHOCTALMPAFbE Cute nyfg Co peTka bosect ke buaat 6 MECELI
AMjarHOCTMLIMPaHN BO POK O

. 04, petkuTe 6onect umaat Ke ce Hamanun HMBOTO Ha
-Kaj CepVO3HO BAWjaHUe BP3 MCMXO/IOLLKA, OMWTECTBEHA W :

CEKOJ,D,HeBHI/IOT >XKMNBOT €KOHOMCKa paHﬂVIBOCT AO
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EBPONCKWMOT NMNANAH 3A
NENYBAHE

KE NOCTABW LIESIM SA AIA CE TOLAOBPAT XNBOTUTE
HA NYTETO CO PETKA BOJIECT, KOH KOW KE CE CTPEMM
CEKOJA 3EMJA.
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1. ictpaxyBatbe 3a Hera Ha EYPOPAWC npeky Pape bapometap (EURORDIS Rare Barometer Voices, H-Care Survey), jaHyapu 2021 roguHa
2. NctpaxcyBame 3a KOBU/A-19 Ha EYPOPAWC npeky Pape bapometap (EURORDIS Rare Barometer Voices, COVID-19 Survey), Hoempu 2021 rognHa




MOMEHTAJTHUTE CTPATEI'MM
3A PETKM BOJIECTU CE

MNpenopakata Ha CoBetoT 04 2009 rognHa noctaBm pamka Ha chepata Ha peTkm bonectu
3a Ja ce v3rpagu ronem gen o MHPpacTpykTypaTa Koja ro AOCTUIHa HanpesokoT
KOJLUTO ro rnesame AeHec, Bkay4yBajku rv EBponckute PedepeHTHn Mpexu (EPM) 1
HaumoHanHuTe niaHoBM 1 cTpaTernm HU3 23 3emju wnpym EBpona.

Mefytoa, HaunoHanHuTe nnaHoBW rnaBHO ce 3acTapeHun, a EPM He ce uenocHo
WHTErpMpaHn BO 34paBcCTBeHMTe cuctemun. OBaa nervcnauuvja He ApP>XM YeKop €O
HanpeoKOT BO HayKaTa M TEXHON0r1jaTa — Kako LUTO € CKPMHMHIOT Ha HOBOPOAEHYMHA
W HanpeaHWTe Tepanuu — LWTO 3Ha4M Jeka MOMEHTAIHO MOCTOjaT HOBM HaUMHK 3a Aa
ce AnjarHoCTMLMpaaT 1 Aa ce fiekyBaart nyfeTo co petka 6onect. OBa e noTpebHo ga ce
HanpaBu BO UCTO BpeMe HUu3 Lena EBpona.

3aKoH 3a 3aKoH 3a Mpenopaka 3aKoH 3a

OpdaH neaujatpucka Ha CoBeTOT 3a npeKyrpaHuyHmn
NeKkoBw ynotpeba Ha AenyBarbe Ha 3/paBCTBEHU YCayrm
NeKkoBu peTkuTe 6onectu

’.':“‘

EBPONMCKMNOT NNAH 3A
NENYBAHE

KE NAJIE HOBA TNEAHA TOYKA HA HALIMOHA THNTE
NAAHOBM 3A AA CE OCUTYPA AEKA HAMPE/IOKOT BO
HAYKATA, TEXHONOTMIATA, KAKO M TEPAMEBTCKMOT
HAMPEIOK KE IOMNPAT 10 CEKOJA IMYHOCT BO
EBPOMA KOJA XWBEE CO PETKA BONECT
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PETKMUTE BOJIECTU
HE

OYHKUNOHUNPAAT CAMOCTOJHO

MowmeHTanHo Hema ceondaTHa cTpaTervja Ha eBponcko HMBO 3a peTkute bonectu. MNMpupoagata Ha peTkute
6onectn — norogysajkn nomasnky og 1 Bo 2000 nyre, co npeky 6000 pa3nnyHm 60ecT — 3HaUM Aeka 3a ja
ce NoCTUrHe HajaobpPMOT MOXEH TpPeTMaH WMAN rpua, UCTpaxyBaukuTe ekcneptun wnpym EBpona Tpeba aa
copaboTyBaaT eseH Co Apyr.

Jopaeka BO oapeseHn AenoBmn noctojat obaacti co Hajaobpa npakTMka n oainyHa paboTta, petkmTe 6onectu
He QyHKUMOHMpaaT reorpadckm Uam TemaTckn CamocTojHO. bea obHoBeH PoKyC Ha €BPOMCKO HMBO, MPeky
BKPCTEeHa cTpaTeruja Koja rneAa Ha nartekarta Kako eAHa LiesvHa, CO NoaToLM, NCTpaXyBarkbe 1 NapTHepCTBa
Ha MauMeHTN KOW v CrojyBaaT AeoBUTe Kako CI0XYBasika, NyfeTo co peTka 6oaecT rm nponyLTaaT lWwaHcuTe
Zla ro UCNoHaT CBOjOT NOTeHLUuMjan.

WcTpaxkyBareTo 3a NOTPebHN naHn 3akoHn 1 npenopakun 3a 2030 rogmHa (The Rare
2030 Foresight Study) yTBpan ocym npenopaky Kako Marna 3a a MOXe Ce€ OBa ja ce
NMOCTUIHe BO TEKOT Ha CneAHaTa jeleHuja: NoTpebHo e Aa ce uMnaeMeHTupaat
BO KOHKpeTeH EBponcky AKUMOHEH niaH 3a peTkuTe bonectu.
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EBPONMCKNOT
AKUWOHEH N/AH

KE T COBEPE CTE AEJCTBA, BKAYYYBAJKN A
[MOCTOEYKTE 3AKOHW, TTIPEKY LIEJTATA TTATEKA HA
PETKWUTE BONECTW, KAAEWTO EBPOMCKATA YHWMIA KE
JA AAAE HAJTOJTEMATA BPEAHOCT BO EAHA PAMKA
3A 1A CE NMOTTUKHE MCTPAXYBAHETO N TPVXATA
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AmbuumjaTta 1 MHbpacTpyKTypaTa Kou ce YTBPAEHM Ha €BPOMNCKO HMBO MMaaT
B/IMjaHMe BP3 HAUMHOT Ha KOj cekoja eanHKa BO EBpona Koja xuBee co
peTka 6onecT e AujarHOCTMLMpPaHa, 3rpM>KeHa 1 BKIyYeHa BO OMLWTECTBOTO

AKLMOHMOT NNaH Ke ce CTPEMU KOH TPU Liean 3a Ja v
nofobpu XUBOTUTE Ha NyfeTo co peTka bonecT:

Ke ja 3anpe Ke ro nopo6pu Ke ce ocurypa

npepaHara KBa/JIMTETOT Ha Aeka EBpona e
CMPTHOCT Of, PETKM  )KMBOT Ha siyfeto  rniobaneH nnaep
6onectun co peTtka 6onecr BO MHOBaLUM 3a

petkute 6onectn

O6parere ce Kaj BawmMTe KpeaTopy Ha NOJIMTUKM 3a NOAAPLIKA Ha
HawwmoT noBuK 3a EBponcku AxumuoHen MNnax 3a perkure 6onecrn,
3a Aa ce ocMrypame AexKa HueAHa JIMYHOCT €O peTKa 6osiect Hema pa
6uae nsocraBeHa!

AENTYBAJ!
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3A EYPOPAMC RARE DISEASES EUROPE

EYPOPANC — eBponcKo 3apy>KeHWe 3a peTkn Honectu, e eAnHCTBEH HeNMpoduUTEH COjy3 Ha
962 opraHu3auuu 3a naumeHTV co petkn bonectn og 73 3emju, kou paboTtaT 3aegHo 3a Ja
ce nogobpat xmBotnTe Ha 30 MUANOHM Nlyfe KOW XMBeaT co peTka bonect Bo EBpona. Co
MOBP3YBaHETO Ha NaLMEeHTUTE, CEMejCTBATa M rpynuTe Ha NaumeHTy, Kako 1 36.amKyBareTo
Ha cuTe 3acerHaTu CTpaHu U MOBUAM3MPaETO Ha 3aeaHu1LLaTa Ha peTkm 6onectun, EYPOPAWC
ro 3ajakHyBa r/1acoT Ha NauneHTTe 1 rm obopMyBa NCTPa>kyBarbaTa, 3aKOHUTE 1 yCayruTe 3a
nauueHTuTe.

Kamnarbata 3a petkn 2030 e npeasogeHa og EYPOPAWC, Bo mapTtHepcTBO co EBponckuTe
HauwnonanHu Cojy3n n uneHoeute Ha EYPOPZANC.




