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MPOEKTU HA BBLATAPCKA ACOLMALNA 3A MPOMOLMA HA OBPA3OBAHME U HAYKA (BATTOH)

Bpoi 1 HoemBpu 2010

PEOKUTE BONECTU B BbArAPUA

NMEPUOANYEH OB30P HA AKTYA/IHOTO CbCTOAHUE U TEHAEHLINU
B OB/IACTTA HA PEAKW BOJIECTU B Bb/IrAPUA

Memodonoaus
HacroawmaT 063op Mma 3a uen ga onvwe nogpobHO U Aa aHANAU3UPA aKTYaIHOTO CbCTOAHUE U TEHAEHUUUTE B
obnactra Ha pepkute 6onectn B bbarapua. 0630pbT cbabprka 5 OCHOBHU pa3gena:

e MeTogonorua n ynpaeneHue Ha HaumoHanHata nporpama 3a pegku 6onectu (2009-2013) !

e [OeduHuuma, KogupaHe U KnacupuKauma Ha peakuTe 6onectu

e HayuyHou3cnepoBaTesicKa AelHOCT B 061acTTa Ha peaKkute 6onectu

* EKcnepTHM LleHTpoBe, pedpepeHTHU MPEXKU U A0CTbN A0 IeKApPCTBa cupaum

e [launeHTCKU opraHu3aLum
BceKku OT Te3u pasgenu e cbCTaBeH OT 3 CeKuum:

*  WUHdopmauusa ot NMpenopbKaTta Ha CbBeTa Ha EC 3a peiictBue B 06/1acTTa HA pegKute 6onectu 2

*  WUHPopmauusa ot NMpenopbkute no npoekt EUROPLAN ¢

*  MHpukaTopwm 3a oueHKa, cbraacHo MNMpenopbKkute no npoekT EUROPLAN 4
MpoektbT EUROPLAN, ¢puHacupaH ot EBponeiickaTa KOMUCUA, UMa 33 LeN A3 NOMOTHEe CTPaHUTE-YIeHKU npwu
pa3paboTBaHeTO Ha HAUMOHANHM MNOJAUTUKM 3a NoAo6psABaHe AOCTbNA M BH3MOXKHOCTTA 3a NpPEBEHLMA,
AVArHOCTUKA U NleYeHue Ha Xopata C peaku 6onectM upe3 M3rotBsiHe Ha NpPenopbKu, UAeHTUGUUUpaHe,
cbbupaHe M pasnpocTpaHfABaHe Ha Hau-Ao6puTe NpPAKTUKK, onpeAensHe HAa WHAMKATOPU U MNoaKpena npu
OopraHusupaHe Ha HaLMOHAIHU KOHdEPEHLUN.
M3nonsBaHuTe B HactoAwmAa o0630p uHAuMKaTtopu Ha EUROPLAN ca cneuuanHo pa3paboteHu OoT eBponencka
eKcnepTHa rpyna v ca npegHasHayeHU 3a MOHUTOPUHI Ha U3NbJIHEHUETO Ha HaUMOHaNHW NAAaHOBE 3a peaKu
60necTn U OueHKa Ha TAXHOTO Bb3geilcTBue. To3u HAbop OT MHCTPYMEHTU NoANOMara CpaBHABAHETO HAa AaHHU
MeXAy pasInyHUTE CTPaHU-YNeHKU Ha EC 1 ynecHABa npunaraHeto Ha MpenopbKaTa 3a AeicTBue B 06iacTTa Ha
peakuTe 6onectun Ha CbBeTa Ha EC.

,qed)UHuuuu
Padko 3a6onsaeaHe - 3abonasaHe c pa3npocTpaHeHue He noseue ot 5 Ha 10 000 aywwu B EC.
* JleKapcmeo cupak - NeKapcTBeH NPOAYKT, NpeaHa3sHa4YeH 3a AMArHoCTUKA, NpeanasBaHe Uan 1eyeHune
Ha 3abonABaHe, KOETO e YKMBOTO3acTPaLLABaLL0 UK C PUCK OT XPOHUUYHO MHBaAMAU3MpPaHe Ha He noBeye
ot 5 Ha 10 000 aywu B O6LWHOCTTa KbM MOMEHTA HA NOJABaHe Ha 3aaBieHneTo B EMA.

M3mquuuu U nose3Hu epv3Ku

1. HaumoHasnHa nporpama 3a peaku 6onectn 2009-2013 (reHeTUYHU, BPOAEHU MandbopmMaLLnn u
HeHacneacTBeHu 3a6oaaBaHuA (MUHUCTEPCTBO Ha 34paBeona3BaHeTo)

2. [penopbKka Ha CbBeTa Ha EC 3a aelictBue B 061acTTa Ha peakute 6osectu (FfeHepanHa gupekums
,30paBeonassaHe n notpebutenn” (DG SANCO)

3. CbobuieHue Ha EBponelickaTa KOMUCKUA OTHOCHO peakuTe 3abonsBanusa (FTeHepanHa AnpeKLma
,30paBeonassaHe n notpebutenn” (DG SANCO)

4. [poekt EUROPLAN

5. MNbpBa HauMoHaAHa KoHdepeHLMA 3a pedkn bonectn, 28-30 mait 2010, NMnhosame
MNHPOPMaLIMOHEH LIeHTbP 33 PpeaKKn 60NeCcTn 1 AeKapcTBa cMpaLm

EUROPLAN

European Project for Rare Diseases National Plans Development

3a evnpocu uau komeHmapu: info@raredis.org
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BbBEAEHUE

Penkute 6onectn npepncTaBnABaT 3ansaxa 3a 34paBeTO Ha rparkgaHute Ha EBponenckua
cbto3 (EC), Tbi KaTo cTaBa BBMPOC 33 KMBOTO3ACTPallaBallM MM XPOHUYHU MHBANUAM3UPALLM
3a60/1AaBaHMs CbC cnabo pas3npocTpPaHeHMEe M BUCOKA CTEMEH Ha CA0XHOCT.

Mo obwa npeueHKa cbuecTeyBaT mexay 5 000 u 8 000 otaenHun peaku 3abonAasaHus,
KOUTO 3acArat mexay 6 % n 8 % ot xopaTta B egHa cTpaHa. C apyrM Aymu, BbMpeKku ye pegkute
3a60/1ABaHNA ce XapaKTepusmpaT cbe cnabo pasnpocTpaHeHue, obwmaT 6pPoi Ha 3acerHaTute oT
penku 3abonasaHuns xopa B8 EC e mexay 27 MaH. u 36 maH. aywu. MoBeyeTo oT TAX CTpagaT oT no-
MafKo cpellaHn 3abonaBaHWA, KOUTO 3acaraT eauH Ha 100 000 aywu wuam no-manko. Tesu
NauyeHTU ca 0CoH6eHOo M30/INPAHU U YA3BUMM.

Mopaan cnaboto cu pasnpocTpaHeHne, ocobeHOCTUTE U BUCOK 06Ly Bpoit 3acerHaTn xopa,
peaKkuTe 3abonaBaHNA M3MCKBAT rnobaneH Noaxoa, OCHOBABALY, Ce HA CneuyansHu U KOMBUHMpPaHU
ycunua, 3a Aa ce nNpeaoTBPaTAT 3HAUYMTENIHM HMBA Ha 3abonsBaHUATA MAM NpeXxAaeBpeMeHHa
CMBPTHOCT, KOATO MOXKe aa 6bae n3berHata, KakTo U 3a ga ce Nogobpn KaYecTBOTO HA YKMBOT U
COLMANHO-UKOHOMMYECKUA NOTEHLMAN HA 3aCerHaTuTe anua.

Mpe3 nocnegHWUTe roauHU, peakute 6onecTn ce yTBbpAMXa KaTo NpMOpuUTEeTHa 0bnacT B
obuecTBeHOTO 34paBeonasBaHe Ha EBponenckua cbto3. C peguua oduumanHn gokymeHtn, EC
Npu3oBa CTPaAHUTE-YNEHKM Ja npeanpuMemaTt KOHKPETHM Mepkum 3a nopobpasaHe Ha
npodunakTMKaTa, AMArHOCTMKaTa, Ie4eHNEeTo U pexabunutaumata Ha xopaTa C peaku bonectu.
CBoeobpaseH BpbX Ha Te3n MHUUMATMBM bBe npuemaHeTo Ha lpenopbKa 3a aenctene B obnactta
Ha peaku 6onectn (8 toHm 2009 r.). C HeA ce npukaHBa KomucuaTa Aa U3rotTemn Ao Kpaa Ha 2013 r.
nporpama 3a gerncteme Ha O6WHOCTTA, AOKAAZ 33 MpWNaraHeTo MO HacToAwaTa NpPenopbKa,
agpecmpaH po Esponelickua napnameHTt, CbBeTa, EBpONEnCcKMA MKOHOMMYECKM WU couManeH
KomuteT M KomuteTa Ha pervoHute. [doknagbT we 6bae 6asuvpaH Ha uMHPopmaumsTa,
npenoctaBeHa OT AbpXKaBUTE-Y/IEHKW, KOUTO cneaBa pga obMUCNAT cTeneHTa, B KOATO
npegnoXeHnTe Mepkn ca edeKTUBHU, KaKTo M HeobxoammocTTa oT Obaelwm Aencteusa 3a
nogobpsaBaHe Ha XMBOTA Ha NaUMEHTUTE, CTPagaliM OT peakM 3abonABaHMA M Ha TexXHUTe
ceMencTea.

B TO31 KOHTeKCT, bnarogapeHne Ha MHTeH3UBHaTa paboTa Ha HeNPaBUTENCTBEHMA CEKTOP B
nmueto Ha bBbarapcka Acouuauma 3a Mpomoums Ha O6pasoBaHvMe u Hayka (BAMOH) u
HaunoHaneH AnnaHc Ha Xopa c Peaku Bonectn (HAXPB), Bbarapua usnpesapu cbbUTUATA KaTo Ha
27 HoemBpu 2008 r. MUHUCTEPCKM CbBET Npue HaunoHanHaTta nporpama 3a peakun 6onectm 2009-
2013 (reHeTU4YHW, BpoaeHM MandopmaLmn U HeHaceacTBEHM 3abonsaBaHuMA).
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Pa3pen 1:

Metopgonorua u ynpasneHue Ha HauMOHaNHaTa nporpama 3a peaku 6onectu

1.1. Npenopbka Ha CbBeTa Ha EC:

I. T/TAHOBE U CTPATET B OBJ/IACTTA HA PEJKUTE 3ABOJIABAHUA
1 Ja uszzomesam u npusoxam naaHose uau cmpameauu 3a pedKu 3a607198aHUA HA
Mo0xo0AWomo HUBO UaAU 0a nNpoy4am 8b3MOMHOCMMA 30 NOOX00AWU MepKU 3a pedKu
30607158aHUA 8 pAMKUMe Ha Opyau cmpamezuu 8 obsiacmma Ha obujecmeeHomo 30pase ¢
uen 0a ce eapaHmupa O0ocmbobm HA nayueHmu ¢ peoKu 3aboaaeaHus 0o
BUCOKOKQYECMBEHU 2PUMCU, BKAOYUMENHO OUA2HOCMUKGA, se4YyeHue, pexabuaumauyusa 3a
OHe3U, Koumo mpAabea 0a #cugeam cbC 3a460198aAHEMO, U, AKO € 8b3MOMCHO, eheKmusHU
/A1eKapcmea cupayu, u no-cneyuanHo:
a) 8b3MOMHO Hal-cKopo, 3a npedrnoyumadHe Hali-kbCHO 00 Kpas Ha 2013 e, Oa
paspabomam u npuemam naaH Uau cmpameaus € yesa HACo4Y8aHe U CMpPyKmypupaHe Ha
cbomeemHu Oelicmaus 8 obaacmma Ha pedkume 3a60458aHUA 8 PAMKUME HA MexHUme
cucmemu 3a COYUAsHA cUu2ypHOCM U 30pa8eorna3saHe;
6) da npednpuemam Oelicmeusa 3a 8KAOYEAHE HO HACMOAWU U 6bOewu uHuUyuamueu Ha
MEeCMHO, Pe2UOHAAHO U HAUUOHAAHO PABHUWE 8 ceoume rAaHO8e Uau cmpameauu 3a
usAnocmeH nooxoo;
8) 0a onpedenam ozpaHu4yeH b6poli om npuopumemdu Oelicmeus 8 pamKume Ha ceoume
nAGHO8E UAu cmpameauu, € Uesau U MexaHu3mu 3a nocaedsauju oelicmeus;
2) 0a e3emam nod BHUMAHUE pa3pabomeaHemo HA HACOKU U [pPernopbKu 3a
Op2aHU3UPAHEMO HA HAYUoHasnHU OJdelicmeus OMHOCHO pedkume 3ab6oss8aHUA om
cbomeemHume Op2aHU HAQ HAUUOHA/HO pasHuwe 8 pamkume Ha mekywus Esponelicku
MPOEeKmM 3a u320mesHe HA HAUUOHAsHU naaHose 3a pedkume 3ab6onaeaHua (EUROPLAN),
u3bpaH 3a puHaHcupaHe npes nepuoda 2008—2011 2. 8 nbpsama rnpoepama 3a delicmsue
Ha O6wHocmma 8 obaacmma Ha obwecmseHomo 30pase.

1.2. NMpenopbku no npoekt EUROPLAN:

e T[lopagM cneumduKata cu peakuTe 3abonABaHWA npeacTaBNsBaT NPUOPUTET B 0BLWLECTBEHOTO
3/paBeonasBaHe.

¢ HeoaxoAuMMM ca CbBMECTHa OTFOBOPHOCT W WHUUMATMBU 3a MNoBMWIABaHe WMHPOPMMPAHOCTTa 3a
3HAYMMOCTTa Ha npobsema.

e HeobxoaMm e mexaHM3bM (Hanp. WHTepAUCUMNAMHAPHA KOMMUCMA), KOMTO Ja nognomara
pa3paboTBaHETO M M3MbAHEHWETO Ha HauMOHANHUAT naaH WAM cTpaTerns, B KOWTO [Aa ca BK/OYEHU
CbOTBETHUTE 3aUHTEPECOBAHN CTPaHU.

¢ [lpenopbyBa ce U3roTBAHE Ha CMMCHK KaKTO Ha CbLUECTBYBALUUTE 34PaBHM PECYPCH, YCAYTM U NOAUTUKM,
NPSKO CBbP3aHU C peaKknTe 3abonsBaHMA, Taka 1 Ha Te3n, OT KOMTO XopaTa C peakn bonectn morat ga ce
Bb3M0/13BaT (Hanp. MHTerpauuMsa Ha Xopa C yBpe)KAaHus, AEeTCKO 3[4paBeonasBaHe, enuaeMmnoiorMyHo
HabloaeHNe, NCUXONOTNYECKM U COLIMANHU TPUXKMK).

e CnegBa pa ce npepasriedat U OLEHAT Te3n MOTPebHOCTM Ha NauMeHTUTE, Ha KOUTO BCE Olle He e
OTroBOpEHoO.

e Bb3MOXHMTE BapuaHTM 3a nNogobpABaHe Ha 3[4pPaBHUTE W COLMANHUTE TPUXKK 3a XOpa, 3acerHaTu oT
peaKu 3abonABaHus, e BaXKHO Aa Ce OLEeHABaT Ha HalMOHa/IHO HUBO.

e [lpu paspaboTBaHeTo Ha HauuoHanHWA NnaH UAKM cTpaTerna Tpsbsa Ja ce B3emaT Noj BHUMaHWe
€BPOMNeNCcKoTO CbTPYAHUYECTBO U €BPOMENCKUTE MPenopbKku, pa3paboTeHn B obnacTTa Ha peakute
6onectun.

¢ PaspaboTtBaHeTo Ha HaumMoHanHWA NaaH UAK cTpaTerns Aa ctasa c 4obpe GopmMmyanpaHn Lean, KomTo aa
6baaT NOCTUTHATM B PaMKUTE Ha KOHKpeTeH nepuog oT Bpeme. Te TpsabBa ce 6a3mpaT Ha OCHOBHM
LEeHHOCTM KaTo YHWBEPCANHOCT, AOCTbM A0 KayecTBeHO 06CnyXBaHe, pPaBHOMOCTAaBEHOCT U
CONNAAPHOCT.
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MonnuTnkute Ha HauMoHanHMA naH TpabBa f4a ca WHTErpaTMBHM, T.e. MAaKCMMalHO Jobpe
CTPYKTYpUpaHn c uen usbareaHe Ayb6AMpPAHETO Ha Beye CblecTBYBaWM (GYHKUMU U CTPYKTYPU Ha
HauUMOHaHaTa 34paBHaTa cMcTema.

MonnTtnkute Ha HaumMoHanHMA naaH TpAbBa Aa ca BceobXBaTHU, T.e. HACOYEHM HE CAMO KbM 34paBHUTE,
HO M KbM ApPYruTe BaXXHW HY)KAM Ha MauMeHTUTe C pegKu 3abosABaHMA M TEXHWUTE CEMENCTBA, KaTo
Hanpumep coumanHuTe.

PasnpegeneHneTo Ha HeObXoAMMUTE CPeACTBa € BAaXKHO Aa rapaHTMpa Bb3MOXKHOCTTA 33 AeNCTBMATA B
paMKUTe Ha NaHUPAHOTO BpeMe.

NHbopmaumsaTa 3a HauMoHanHMA nnaH TpAbBa Aa e ObOLecTBEHO AOCTbMHA M Pas3npoCTpaHeHa go
NaLMEeHTCKM OpraHM3aumm, MeanuUUHCKM CNeunanmcTn, Meammn, Kakto M Ha HMBO EBpoONencKu cbtos.
MpenopbyBa ce npeanpuemMaHeTo Ha HeobxoAMMM MEpPKWU, 3a Aa Ce rapaHTUpa YCTOMYMBOCTT],
TpaHcdepa M MHTErpMpaHeTo Ha AelHocTUTe No HaumoHanHMA NaaH ¢ obuiaTa 34paBHA cMCTeMa Ha
CTpaHarTa.

MpoAb/XKUTENHOCTTa Ha HauMoHaNHWA N1aH ce NpPenopbyBa 4a 6bae MexKay TPU U NeT roanHW.
M3nbiHeHWeTo Ha HauMoHanHMAT nnaH TpabBa Aa ce cneay pefoBHO KaTo Ce M3M0/13BaT MAKCMMAsHO
Bb3MOKHO NoKasatenute, onpegeneHn ot EUROPLAN.

MN3nbiHEeHUTe AeNCTBMA U NOCTUTHATMTE pe3yaTaTy TpAbBa Aa ce oueHABaT peryaspHo.

Moe fAa ce oCbLecTBABA BbHLWEH 0aUT Ha HauMoHanHMA naaH KaTo ce B3eme Npeasus MHEHUMETO Ha

nauneHTuTe n O6LIJ,6CTBOTO KaTo yAano.

1.3. NoKasaTtenu 3a npocnegasaHe U OLEHKa:

DeiiHocT Mokasaren Tun AKTyanHo cbcrosHue 3a bbarapusa
M3roTeAHe Ha CbliecTByBaHe Ha Mpouec [Ha 1 aHyapu 2009 3ano4vHa nanbvaHeHWeTo Ha HI 3a
HOpmaTMBHa 6a3a HopmaTMBHa 6a3a 3a penKkn 6onectun, KOATO Le NPOABAXKM A0 Kpasa Ha
Cb3gaBaHe M pa3BUTHE Ha 2013.
HaunoHaneH nnaH (HM) 3a
penKkn bonectu
O6xBarT Ha Mpouec HMN paboTu c HauMoHaneH obxBar.
HauMoHaNHo/pernoHanHo
HUBO
Cb3aaBaHe Ha CbliecTByBaHe Ha Mpouec | Kbm MuHUCTEpCTBO Ha 3apaBeonasBaHeTo (M3) e
MEeXaHW3bM 33 KOOPAMHALMOHHU MEXaHU3MM cb3ganeH HaumoHaneH KOHCYNTaTUBEH CbBET Mo
KOOpAMHUpPaHe peaku 6onectn (HKCPB), cbeToAl ce oT
npeacrasuteny Ha M3, naumeHTH (B IMLETO Ha
HaumoHaneH anvaHc Ha xopa ¢ peaku 6onectu -
HAXPB), meanumHcKu cneumanuctu. CbBeTbT
BK/IOYBA CBHLLUO NpeacTentenn Ha MuHucTepcTBaTa
Ha dMHAHCKTE U Ha TpyZa M couManHaTa NoAUTUKa,
KaKTO U Ha [IbpKaBHaTa areHums 3a 3akpuaa Ha
nereto.
Hanunuune Ha ekcnepTeH Mpouec |BbB Bpb3Ka C NpuaaraHeTo U n3nbaHeHneTo Ha HIl,
KOHCYNTaTUBEH CbBeT HKCPB 3acesaBa BEHABXK MeCeyHO.
PernameHTtupaHe Ha | Hannume Ha npoueaypa nam | lpouec -
npoueaypa 3a OpraH 3a BbHLUHA OLEHKa
BbHLUHA OLEHKa Ha
HM
CreneH Ha Bpow npuoputeTHn obnactn | Mpouec | MporpamaTa BKAOYBA 9 NpuopuUTeTa - Cb3AaBaHe
nsyepnaTesHocT Ha HaumoHaneH perncrobp, paswmpasaHe Ha
CKPVHWHIOBUTE NPOrpamMu, BbBEXAAaHE Ha HOBMU
reHeTUYHW TeCTOBE, MHTErpUpaH Noaxon,
noBulaBaHe Ha npodecnoHanHaTa KBannpmKkaumns
Ha MeAULUNHCKMTE CNeLmasncTm, Cb3aaBaHe Ha
pedepeHTeH LeHTbp 33 peaKku bonecty,
HaLMOHaNHa KaMMaHWUA 3a 3aN03HaBaHe C peaKuTe
6onectu, nogKpena U CbTPYAHUYECTBO C
acoumaummTe Ha NAUUEHTU C peaKu bonectw,
CbTPYAHUYECTBO C APYruTe YneHoBse Ha
EBponelickua cbtos
OcurypasaHe Ha BroakeTt Ha HIM Mpouec |MnaHWpaHUAT GroaKeT Ha nporpamara e 22 103 098
6roaKeT 3a NB. Ha npakTuKa, peanHo OTNycHaTUTe cpeacTsa A0
peanunsunpaHe Ha HI MOMEHTa Ca MHOTOKPATHO MO-MaJiKo.
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Pa3pen 2:

DEOPUHULUUNA, KOOUPAHE U KNACUOPUKALIUA HA PEOKUTE BONIECTU

2.1. Npenopbka Ha CbBeTta Ha EC:

1. Nnoagxo4AaLuo OlMPEAE/NIEHUE, KOAUDPUKALUNA U CbCTABAHE HA CMMUCBbK HA PEAKUTE
3ABOJIABAHUA
2. Ja usnonzeam 3a uyenume HA nNoAUMUKAMA HA O6WHOCMHO pasHuuwe obwo
onpedeneHue 3a pAOKo 3abos58aHe KamMo 3a60ad8aHe, 3aca2aujo He nosevye om 5 Ha 10
000 oyuwiu.
3. Jla e2apaHmupam, u4e pedkume 3a60a480HUA €A AO0EK8AMHO KOOUPAHU U
npocnedumu 8b8 BCUYKU UHMOPMAUUOHHU cucmemu Ha 30paeeona3saHemo, Kamo
Hacvp4yaeam Mooxo0Au,0mo npu3HasaHe HA 3a60796aHeMO 8 HAUUOHA/AHUME cucmemu
Ha 30paeeona3saHe U 8b3CMAHOBABAHE HA cpedcmeama 3a neyeHue, e0HOBPEMEHHO 8b3
ocHosa Ha MexOdyHapoOHaMa Kaacugukayus Ha b6osecmume U npu 304UMaHe Ha
HAYUOHAAHUMe npouyeoypu.
4. Ja donpuHacam akmueHo 3a pa3pabomeaHemo Ha 1ecHO0oCMbrieH U OUHAMUYEH
CNUCbK Ha pedkume 3ab07A88aHUA HA ocHoeama Ha mpexcama Orphanet u Opyeu
cblecmsysauju Mpexcu, KaKmo ce rnoco4Yysa 8 cvobuweHuemo Ha Komucuama omHOCHO
pedxkume 3060788aHUA.
5. a obmucaam nodkpenama HA 8CUYKU MOOX00AWU PABHUWA, BKAOYUMESNHO HA
pasHuwemo Ha ObwHocmma, cneyugu4yHu UHGHOPMAYUOHHU Mpexcu 3a 3a60198aHUAMG,
om eOHa cmpaHa, u peaucmpu u 6a3u OaHHU 3a enudemuosao2uYHU yesau, om opyaa
CMPAHA, KAMO 8 CHUW,0MO 8peme ce 83emMda npedsud He3asUCUMOMO ynpasaeHue.

2.2. NMpenopbKku no npoekt EUROPLAN:

e [penopbyBa ce npuvemaHe Ha EBponelickata geduHMuMA 3a psagka bonecT, 3a ga ce ynecHAT
TPaHCrPaHUYHOTO CbTPYAHUYECTBO U AelCTBUATA Ha HMBO EBponeiicka obuiHoCT (Hanp. Konabopauwma
npv AMarHoCTULUMPaHe U Tepanus, NALMEHTCKU PETUCTPHU).

e HacbpuyaBa ce ynoTpebata Ha 06U, eBpoONeMckn CcnUcbk Ha peakute 6onectn (Orphanet) ot
HaLMOHA/IHMTE 34PaBHM C/TYXKOU U CbTPYAHMYECTBOTO 33 HEroBaTa NoALPbIKKa.

e HacbpuaBa ce KoauMpaHeTo Ha peakute 6os1iecTH, KOETo Aa NO3BO/IABA Te Aa 6baaT npocneaumu B
HalUMOHaHaTa 34paBHa cucTema.

¢ HanoxutenHo e N3BbPLIBAHETO HA CbMOCTABSAHE Ha peaKuTe 6ONecTU B PasIMYHUTE KAacuPUKaLMOHHU
CUCTEMM, KOETO Aa OCUTYPU KOOPAMHUPAHOCT U KOXEPEHTHOCT C €BPOMEeNCKUTE MHULMATUBK, Hanpumep
Orpha-code.

e B npoueca Ha peBu3ua Ha MexayHapoaHaTta Knacudukauus Ha 6onectute 10 (MKB-10) n npuemaHeTo
Ha MKB-11, BCcMYKM 3acerHaTy cTpaHuM TpsibBa Aa ca aKTUBHO aHraXKMpPaHW U 4a CU CbTpyAHUYaT.

¢ Heobxoammo e noaxoaaw,o obyyeHne 1 3ano3HaBaHe Ha MeANUMHCKATE CNeLMansncT ¢ KogMpPaHeTo Ha
peakuTe bonectu.

e CnezBa 4a ce NpoBeXAaT MHMLMATMBM HA HAUMOHAIHO HMBO 3a HacbpyaBaHe UHTerpaTMBHaTa ynortpeba
Ha aAMWHUCTPATUBHK, AeMorpadCKM U 34paBHU AaHHM C Len nogobpeHue ynpaBieHUETO Ha peaKuTe
6onectu.

e HauuoHanHW/pernoHanHU pernctpm 3a peaxun 6onecT ca HacbpyaBaHW M NOAAbPXKAHKU 33 LeMTe Ha
06LLEeCTBEHOTO 34paBeonasBaHe Mo ynpaBieHUEeTO Ha BAACTUTE WM 3acerHatute ctpaHu. Ctumyampa
ce Nny6/IMYHO-aKaZLeMMYHOTO NAPTHbOPCTBO 33 Cb34aBaHe W NOAAbPKAHE Ha TaKMBa PETUCTPM.

¢ HacbpuaBa ce y4acTMETO BbB BeYe CbL,eCTBYBaALLM PETUCTPU U €BPONENCKN pedepeHTHU LLEHTPOBE.

e [loakpens ce KonabopaumsaTa Ha HMBO EC c uen oueHsaBaHe M MOCTUrAHE HAa KOHCEHCYC MO €TUYHU U
NpaBHM BbBMNPOCKU (NpUTEXKAHWE, UHTENIEKTyasiHa COBCTBEHOCT, 3aWmMTa Ha JIMYHWUTE AaHHM), 06xBaT M
ynotpeba Ha eBpOnemcKku/HauMOHaAHU perncTpun, GMHaHCMpaHe, KOMTO YecTo ca cpef npedykuTe 3a
dYHKUMOHMPAHETO HAa TAaKMBA CTPYKTYPU OT AaHHM.

¢ HeobxogmMmo e fga ce UaeHTUOULMPAT UHCTPYMEHTM 33 KOMOUHUPaAHE Ha eBPOMEenCcKo U HauMOHaNHO
dVHaHCKMpaHe Ha perncTpute 3a peakun bonectu.
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2.3. NNokasarenu 3a npocnegnaBaHe U OLEHKA:

DeiiHocT MNMokasarten Tun AKTyanHo cbcrosHue 3a bbarapusa
OduumanHo npuemaHe | MpuemaHe Ha opuumanHa Mpouec B HaumoHanHusa naax (HN) e 3anoxeHo
Ha eBponelicKaTta AeduHunuma Ha EC 3a psaaka M3MNon3BaHEeTO Ha oduumanHaTa aeduHUUmMs Ha EC
neduHnLmMA 3a peakn 6onect 3a peaku bonectu.
6onectu
BKntouBaHe Ha Hali- | Knacudukaums, usnonssaHa | Mpouec | MexayHapogHa knacuduKkaums Ha bonectute 10
nobpute OT 34paBHUTE BNACTU (MKB-10)
CblUecTByBaLLU
Knacudukaumm no PasBuBaHe Ha nonnMtukM 3a | lMpouec |OTCbCTBAT M HE ce NpuaaraT KbM MOMEHTA. ToBa ce
OTHOLWWEHWE Ha PeAKUTe | BK/IKOYBAHETO Ha peakuTe oTpasfBa 3/1e Ha obLwaTa BUAMMOCT U
6onectn B 6onectn B UHPopmaumoHaTa MHPOPMMUPAHOCT 3a peaKuTe 3ab0NABaHMA — Ha
obLecTBEHOTO CUCTEMA Ha 34paBHUTE HUBO MNJIAaHMPAHEe Ha FPUXKKN 1 pasnpeaeneHune Ha
3/ paBeona3BaHe TPUXKN CpeAcTBa, HAa HUBO ObyyYeHMe M NOArOTOBKA Ha
CNeLmnanmncTM U Ha HUBO 3aMN03HATOCT Ha
obuwecTsoTo.
OnpegensaHe Ha Perucrpu Mpouec MHOXeCcTBO perncTpu 3a peakm 6o01ectn, KouTo
cucTema 3a obaye He ca cTaH4apTM3MpPaHU. Peakute
HabntoaeHue, OHKO/IOFMYHM 3260/1ABaHMA OT CBOA CTPaHa Ca
OCHOBaHa Ha BK/IlOYEHM B HaunoHanHWMA PaKoB perncrbp.
pesyntatuTe oT BpoWi BKAOUeHH Pesyntatu | U3BbH HaumoHanHMA paKoB perucTbp 1 oTaenHuTe

NauneHTCKUTE PerucTpu

3abonABaHuA

KAMHUYHU PErucTpu, B MOMEHTA CbLLLECTBYBAT Camo
[Ba cneynannsmpaHn enmaemmonorniyHm
perncrbpa 3a peakun 6osectu (Tanacemma u
XPOHMYHA MMenounaHa neskemus). M gsata ca
noAAbprKaHu oT bbarapcka acoumaumsa 3a
npomouma Ha obpasoBaHue 1 Hayka (BAMNOH).
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Pa3pen 3:

HAYYHOW3CNEAQOBATENCKWU AEMHOCTU B OBNACTTA HA PEAKUTE BONECTHU

3.1. Npenopbka Ha CbBeTa Ha EC:

1IV. U3C/IEABAHUA HA PELIKU 3ABOJ/IABAHUA
6. Ja Habenexcam meKywume HAy4yHU U3CAe08aHUS U cpedcmeama 3a HAyYHU
U3cned8aHuUs 8 HAUUOHA/AHUME U 06UWHOCMHU paMKu, 3a 0a 8beedam Hali-cCbepemeHHUMe
memodu, 0a HANPassam oUeHKA Ha CbCMOSAHUeMo Ha Hay4YHuUme u3caed08aHuUs 8 obaacmma
Ha pedkume 3060788aHUA U 04d YyCbBbPUEHCMBAM KOOPOUHAUUAMA HA OOUWHOCMHU,
HAYUOHAHU U Pe2UOHA/AHU NMpo2pamu 3a pedKu 3a60198aHUS.
7. da onpedensm HywOume u npuopumemume 3a 6a308U, KAUHUYHU,
MPAHCAAYUOHHU U COYUAAHU u3cnedsaHua 8 obaacmma Ha pedkume 3a60a88aGHUA U
HaYuHUMe 30  MAXHOMO  HacbpyaseaHe, U Oa odkpenam  nodxodu  Ha
UHMepOUCUUNAUHAPHO CbmpyoHU4ecmeo, Koumo 0a Hamepsam 00Nbvaeauw, ce u3pas 8
HAYUOHAAHUME U 06WHOCMHU Npo2pamu.
8. Jda Hacbpyam yyacmuemo HAQ  HAUUOHAAHUME  HAyYyHU pabomHuuyu 8
HayyHou3cnedosamesiCKU NMpoekmu 8 obaacmma Ha pedkume  3a60758aHUS,
(PUHAHCUPAHU HA BCUYKU M0OX00AWU PABHUWA, BKAOYUMENHO HA PABHUUWEMO HA
ObwHocmma.
9. Ja sKkar4yam e ceoume naaHose uau cmpameauu pasnopedbu c yesa noonomazaHe
Ha HayYyHUme u3caeds8aHus 8 obaacmma Ha pedkume 3a60/58aHUA.
10.  [a ynecHam, 3aed0Ho ¢ Komucuama, pa3gumuemo HA Hay4yHoU3C1ed08amesIcCKomo
compyoHuU4Yecmeo ¢ mpemu ObpHasu, Koumo umam pa3pabomku e obaacmma Ha
pedkume 3a60n48aHUA, u No-06wo 3a 0bmeH Ha uHgopmayuA u onum.

3.2. Mpenopbku no npoekt EUROPLAN:

e Tpnabsa Aa ce cTapTMpaT M NoAAbPKAT C ONpeaesieHn 3a ToBa CPeacTBa CneumannsnpaHn HaunmoHa HK
Hay4yHOM3CNeA0BaTe/ICKM NPOrpamMmm 3a peakun 6oiectu (6a3oBu, TPAHCAAUMOHHM, KAMHUYHK, B 06iacTTa
Ha obWecTBEHOTO 34paBe M COUMOMIONMATA), 3a NpearnoYnTaHe 3a No-AbAbr nepuog oT Bpeme. Tesu
npoekTuTe TpAbBa Aa ce MAEHTMOMUMPAT M NpocneasBaT B PaMKMTe Ha Mo-obxBaTHa HaLMOHaNHA
nporpama 3a Hay4Hu uscnesBaHuma.

e CnegBa pa ce BK/IOYAT CreuuvanHu pasnopenbu B HaUMOHAJHWTE MAAHOBE 3a Hacbp4yaBaHe Ha
NOAXOAALWM CMOPAasyMeHMs MeXay MWHUCTEPCTBATa Ha 34paBeonasBaHeTo, 06Opa3oBaHMETO U
couManHata nonTMKa 3a NnogobpsaBaHe Ha 3HAHMATA MO PA3/IMYHKN aCMNeKTH Ha peaKuTe bonectu.

e Heobxoanmo e fa ce CTUMYAMPAT HAaUMOHAMIHU MPEXKN 33 HacbpyaBaHe M3cnenBaHMATA B 0b1acTTa Ha
peakuTe 3abonssaHma. CneunanHo BHUMAHWE ce OTAaBa Ha TPaHCHaLUMOHA/HUTE M3CcnenBaHuA C uen
A3 Ce yNecHM MpuAaraHeTo Ha HOBW 3HaAHWUA MpPU JIeYEHUETO Ha peaKu 3abonAsBaHuA. Tpabea ga ce
npeanpueme cbCTaBsHe W MOAADbPMAHE HA PErnucTbp Ha EKMMUTEe, OCLLLECTBABALLM TakaBa Hay4Ha
AenHocT.

e [lpegnara ce pasBMBaHETO HA MNOAXOAALWM MHULMATMBM 33 HAcbpyaBaHe Y4acTUMETO B CbBMECTHM
MEXKAYHAPOAHN Hay4YHOWU3CNEeLOBATE/ICKA MNPOEKTU, BKAOUYMTENHO paMKoBaTa nporpama Ha EC w
npoekTa E-RARE.

e TpsabBa ga ce yCTAaHOBAT U NOAKPENAT CNeUMann3npaHmn TEXHONOTMYHN NAaTPopmmu 1 MHGPACTPYKTYpU
3a NPOyYBaHUA Ha peaKuTe bonectu.

¢ HeoaxoAMMo e HacbpyaBaHe Ha MYNTULEHTPOBU HALMOHANHWN U TPAHCHALMOHANHU NPOYYBaHMUA, C Len
03 AOCTUTHAT KPUTMYHA Maca NAUMEHTM 3@ KAMHMYHKW NPOYYBaAHMA M 3 Ce U3MO0/3BaT MEXAYHAPOLHM
eKcnepTmsu.

¢ HanoXutenHo e Cb3gaBaHETO HA WMHCTPYMEHTUM UM MepKu (Hanpumep LEHTpoBe) 3a noarnomaraHe
KJIMHUYHUTE NPOYYBaHUA Ha peaKu bonectu.

¢ CWAHO NpenopbyMTesIHO € 3aNo4YBaHeTOo Ha cneuManHu nporpamm 3a puHaHcupaHe u/man HabupaHe Ha
MM YYeHU 3a HayyHoM3Ccnen0BaTe/IcKa AeMHOCT B 0b1acTTa Ha peaku bonectu.
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3.3. Mokasatenu 3a npocnegaBaHe U OLEHKa:

DeiiHocT MNMokasarten Tun AKTyanHo cbcrosHue 3a bbarapusa
Cb3paBaHe Ha CouiecTByBaHe Ha Mpouec KbM HacToALMA MOMEHT HAMA odULManHa
nporpama 3a HauMoHanHa / permoHanHa NONINTUKA 33 CTUMY/IMPAHE HA Hay4yHUTe

Hay4HU nporpama 3a Hay4Hu nscnenBaHua B obnacrta Ha pegkun 6onectu.
n3cnenBaHua B nscnensaHua 3a Pb HaunoHanHaTa nporpama (HM) npeasuxaa camo
obnacTTa Ha [a HacbpyaBa Cb3aBaHETO Ha NAapTHbOPCTBA,
penkute 6onectn BK/IIOUUTE/IHO U ObAELLNTE EKCNEPTHU LLEHTPOBE,
(PB) KOMWTO Beye 3aeAHO Aa TbpcAT cnocobu 3a
duHaHcHupaHe.
MOHWUTOPUHT Ha Mpouec He ce nnaHupa.
nporpamaTa 3a Hay4yHu
nscneaBaHua Ha Pb
Bpoit HayYHW NPOeKTH 3a PesynTtatu -
PB Ha roanHa, onobpeHun
3a PUHaHCUpaHe
KAWMHWUYHKM npoyyBaHuA, Pesyntatn -
dUHaHCUpPaHK oT
ObPXKaBHU MHCTUTY LUK
MpucveanHasaHe Kbm E- Mpouec -
RARE
MpoyyBaHuA 3a Pb B Mpouec -
coumanHaTta coepa u
obuiecTBeHoTO
3/paBeona3BaHe
dUHaHCMpaHe Ha Mpouec -
nscnenoBaTeNcKu
naatopmu 1 nporpamu
Cb3aaBaHe Ha Bpoit mnaam y4eHu Ha Mpouec -
HaUWMOHanHa roguHa, HaemaHu Ha
NoJINTUKA 33 paboTa B 06nacTTa Ha Pb
HaeMaHe Ha mnaam
y4yeHu B obnactra
Ha peakuTe
6onectn
OTnyckaHe Ha CneumanHu obuiecTBeHU Mpouec B npouec Ha obcbKaaHe
CcpeacTBa 3a Hay4yHU boHpoBE 33 Hay4yHM
n3cnegBaHuA B npoy4saHua 3a Pb
061acTTa Ha Bpoi dpnHaHcHpaHn PesynTtatn -

peakute
3abonnaBaHus

Hay4HM NPOEKTHU B
obnacrtrta Ha PB rogmwHo
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Pa3pen 4:

EKCNEPTHU LLEHTPOBE U PE®EPEHTHU MPEXWU 3A PEAAKU 3ABO/NIABAHUA

4.1. NpenopbKa Ha CbBeTa Ha EC:

IV. EKCMEPTHU LIEHTPOBE U1 EBPOMEUCKN PE®PEPEHTHU MPEYKU 3A PE/JKU 3ABO/IABAHUA
11.  [fa onpedenam nodxo0auwju eKcriepmHu yeHmpose HaA yaaama cu mepumopus 00
Kpaa Ha 2013 2. u 0a obmucnam 0a NooOKpenam maxHomo cb30a8aHe.
12. [la Hacvbpyam y4yacmuemo HA eKcrnepmHume ueHmpose 8 esponelickume
peepeHmHU Mpexcu, Kamo 3a4umam HAYUOHAAHUME KOMIemeHmHocm u npasunaa ro
OMHOWeHUEe Ha Mosy4a8aHemo Ha paspeweHue 3a max uau maxHomo rnpu3HasaHe.
13.  [la opeaHusupam 30pasHU MbmeKu 3a nayueHmu, cmpaoauju om peoKu
3060/1A80HUSA, Ype3 yCMAHOBABAHE HO CbMpPYOHUYECMBO CbC CbOMBEeMHUMe eKcrnepmu u
0b6MeH Ha cneyuaaucmu U onum 8 CmpaHama usau om 4y 6uHa, ako e Heobxoo0umo.
14.  [la nooKpenam U3M0/A38aGHEMO HA UHGOPMAUUOHHU U KOMYHUKAUUOHHU
mexHos102uU Kamo mesiemeouyuHama, Koeamo e Heobxodumo, 3a 0a ocuzypam 0oCcMdvrl
00 mbpceHume cneyuguyHU 30pABHU 2pUXU OM PA3CMOAHUE.
15.  [la eknw4am 8 ceoume naAaHo8e uau cmpameauu Heobxodumume ycsa08uUA 34
pasnpocmpaHeHue U MobUAHOCM HA eKCrepmHus onum U 3HAHUA, 30 04 yaAecHAm
sie4eHUemo Ha nayueHmu 8 bau3zocm 0o mecmama, Ha Koumo ce Hamupam.
16.  [la Hacvpyam ekcriepmHume uyeHmpose 0ad U3r0aA38am MyaAMuOUCYUNAUHAPEH
M00X00 rpu OKA38AHEMO HA 2pUXCU 8 CAyYaume Ha pedKu 3a60/1598aHUS.

4.2. Npenopbku no npoekt EUROPLAN:

e Heobxoaumu ca ACHM MexaHM3MKM 3a paboTa Ha ekcnepTHuTe ueHTpose (EL), KoeTo aa rapaHTMpa
TAXHOTO KauyecTBo, eHeKTUBHOCT U AbArocpoYHa YCTOMUMBOCT.

e HanoUTeNHO e Cb3aaBaHEeTO M MPMEeMaHETO Ha KAMHUYHKM MbTEKU 3a peakun 6onectn, popmynmpaHu
Bb3 OCHOBA Ha Hal-406PUTE NPAKTUKM N OMUT HA HALMOHANHO U MEXAYHaPOAHO HUBO.

e [lpenopbuyBa ce W3roTBAHETO Ha oduumaneH cnucbK Ha ELl, pabotewm B cTpaHaTta, KOMTO ce
aKTyanunsmpa v NnybanKyBa KaKTo Ha HaLMOHaHO, TaKa M Ha eBponeicko HMeo (Orphanet).

e CnepBa ga ce maeHTUGUUMPAT LEHTPOBE B CbCEAHM WUAM APYrM AbpiKasu, CNocobHM Aa OCUrypAT
KauyecTBEHO AMArHOCTULMPAHE U TPUXKKU, KbM KOUTO MauUMeHTU U BUONOTMUYHK U3CnenBaHMsA moraTt Aa
6baaT HacoueHn. Hacbpuasa ce paboTaTa B Mpexa Ypes Cb3gasaHe Ha NapTHbOPCKM KOHTaKTU.

e Tloagkpens ce 06MeHBbT Ha 6MONOrMYHK NPO6M, PEHTTEHOBU CHUMKM, APYrY AMAarHOCTUYHU MaTepuani,
KaKTO 1 €1eKTPOHHN UHCTPYMEHTH.

* TpabBa B paMKuTe Ha CTpaHaTa [a ce OCUrypAaBa CKPUHUHT 3a peaKuTe 3abonssaHuA.

e CnepBa NpaBWAHOTO U3MbJAHEHWE HA CKPUHWHIA NPUM HOBOPOAEHW Aa Ce KOHTPOAMPA Ypes NoaxoasaLum
noKasaTtenu.

e HacbpyaBa ce NPoBeX4aHETO Ha MeAMKO-TeHeTUYHa KOHCYATaLmS.

¢ HeobxoAMmo e rapaHTMpaHe Ha KayecTBOTO Ha reHeTUYHUTe TeCTOBe M APYrM AMarHOCTUYHKM 4pes
M3MN0/3BaHEe HA BbHLIHM (YyXKAECTPAaHHKN) CXeMM 33 KOHTPOJI.

e [lpenopbyMTesHO e NoAOCUrypABaHe Ha CbTPYAHMYECTBO C eBponeiickaTta 6asa AaHHM 3a TecTBaHe 3a
peakn 601ectn (reHeTUYHO, BUOXMMUYHO, EH3UMHO, TbKaHHa / KneTbuHa MaeHTUGUKaLMA, KAUHUYHO).

e MenaTenHo e EL ga nposexaat noaxoadAwo obyyeHue 3a napameamuun. Tpabsa aa ce KoopauHupar
nobpute napameamUMHCKM NPaKTMKK, 3a Aa 06CAY»KBaT CneuuduyuHUTE HYXAM M A3 Cce ocurypsasa
pexabuamTauma Ha NaumeHTH ¢ peaKun 3abonasaHus.

e TpsabBa ga ce npegsuauM M BKAOYM CMeuUManHO KogupaHe B HauMOHajHaTa 34paBHa cucTema 3a
pa3no3HaBaHe M CbOTBETHO OCUIypABaHE Ha CreuuanHn pexabuamTaumoHHK npoueaypu, Heob6xoaMmm
3a xopaTa C pefiku bonecTu.
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4.3. NokKasatenu 3a npocnegaBaHe U OUEHKa:

MEeXaHW3bM 3a yCKOpABaHe
Hanun4yHocTtTa Ha J1C

nporpama 3a
nasvaTuBHa ynotpeba
Ha J1C, KaKTo U Ha
ynotpe6ba Ha JIC npeaun
TAXHOTO OKOHYaTENHO
ofnobpeHue

DeiiHocT Mokasarten Tun AKTyanHo cbcrosHue 3a bbarapua
MNopobpsaBaHe KayecTBOTO CbliecTByBaHe Ha Mpouec M3nckeaHmaTta n kputepumnte 3a ELL ca B
Ha 34paBHUTE FPUXKM Ype3 | NOJINTUKA 3a Cb3faBaHe npovec Ha paspaboteaHe. O4aKBa ce Te Aa

onpegenaHe Ha: Ha eKCnepTHW LLeHTopBe 6bAaT Pa3noNoKeHU B PaMKUTE Ha
- NOAXOAALLN LLEHTPOBE C (EU) Ha HaumoHanHo / YHUBEPCUTETCKUTE BONHULM Npeasus,
onut B obnactTa Ha Pb pernoHasHo HMBO [obpute maTepmanHa 6asa 1 HOBELLKK
- MbTEKU 33 PaHHO pecypcu.
ANArHocTuumMpaHe ¢ uen Bpou ELL B cTpaHaTa Pesyntatu 0
yNecHsABaHe n ocurypasaHe lpynu PB, Pesyntatu -
Ha Hall-[obpuUTe TPUXKKU U npocneaasaHu B EL|
nevyeHne Bpoit ELl, npuagbpxKawm | Pesyntatu -
ce KbM CTaHZapTuTe,
onpeaeneHun ot
MpenopbKaTa Ha CbBeTa
Ha EC (TouKar) oT
npeam6tona)
Yyactme Ha Pesyntatn -
HauMoHaNHW/pernoHan
Hu EL, B EPM
PaspaboTBaHe Ha Bpoit 3abonsaBaHus, Pesyntatu 3 (peHnnkeTyHOpUA, BpoaeH
NONIMTUKM 33 CKPUHUHT 32 BK/IIOYEHW B XMNoTMpeomansbm 1 BpoaeHa
PB HeOHaTa/IHNA CKPUHWUHT HafabbbpeyHa xmnepnnasus)
Bpoit bonectn ot Pesyntatu 3013
BK/IlOYEHUTE B
HEOHaTaNIHUA CKPUHUHT,
KOMTO Ca NPaBU/IHO
OLEeHeHn
OcurypasaHe Ha Hanuune Ha opumumaneH Mpouec B npouec Ha ob6cbKaaHe
KayecTBeHa flabopaTtopHa CMUCBK Ha reHeTUYHUTe
AnarHoctmka Ha Pb TectoBe 3a Pb
Bpoit nabopaTtopum ¢ Pesyntatu 3016
noHe egnH
[MArHOCTUYEH TeCT €
BbHLUEH KOHTPO/ Ha
KayecTBOTO
Cb3gaBaHe Ha MeXaHU3bMm, Bpoi NIC c Pesyntatu 18 o1 60* KbMm M. toHM 2010 T.
y/lecHABalL, A0CTbNa 40 MapKeTUHrosa
nekapctea cupaum (/1C) u oTtopusauma ot EMA n
TAXHOTO penmbypcupaHe nycHaTW Ha nasapa B
cnep nonyvyaBaHe Ha CTpaHaTa
MapKeTUHrosa otopusaumna | Bpeme ot nonyvaBaHeTo | Pesyntatn | Kbm toHM 2010 r. 60 meanUMHCKM NPOAYKTA
oT EBponeitckara Ha MapKeTUHrosaTa numar ctatyT Ha J1C, usgageH ot EMA. Ot
NleKapcTBeHa areHuma otopwusauma ot EMA go TAax, 18 ca BKkAtoYeHn B HOBWA o3nTnBeH
(EMA) naacnpaHeTo Ha nasapa nekapcTBeH cnucbk (M1C), npunoxkeHuna 3 u
B CTpaHaTa 4, Ho camo 11 ce peumbypcupart no
Bpeme oT nyckaHeTto Ha | Pesyntatu Hapepnba 34. CpegHo 44 meceua e
nasapa 8o 3aKbCHEHWMETO OT NOJIy4aBaHETO Ha
NONOXUTENIHO peLleHmne MapKeTuHr otopmsauma oT EMA go
3a penmbypcauma ot BKAtouBaHeto B MNJ1C.
ny6anyHm doHaoBe
Bpon J1C, Pesyntatu 11 Ha 6poii. /lekapu 1 NaUMeEHTH ca Ha
peumbypcupanm Ha 100 MHeHMe, Ye HopmaTuBHaTa ypeaba He e
% afekBaTHa no otHoweHue Ha JIC n gocTbna
Ha nauuneHTn c Pb go tax.
PaspaboTBaHe Ha Hanunuune Ha opuumanHa | Pesyntatu B npouec Ha obcbKaaHe
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Pa3pen 5:

PA3BUTUE HA NAUUEHTCKUTE ACOLUUALIUN

5.1. Npenopbka Ha CbBeTta Ha EC:

VI. NPEAOCTABAHE HA NMPABA HA OPTAHN3ALUMUUTE HA NMALMEHTUTE

18. Ja ce KoHcynmupam ¢ nayueHmume u mexHume rnpedcmagumesnu OMHOCHO
noaumukume 8 obsnacmma Ha pedkume 3a60148aHUA U 0a ynecHA8am 00CMbNA HA
nayueHmume 00 aKmMyasaHa UHGOPMayus OMHOCHO pedxkume 3a60/1A8AHUA.

19.  [la nodkpenam ussbpwieaHume om op2aHuU3ayuume Ha nayueHmume oeliHocmu
Kamo nosuwasaHe Ha ocgsedomMeHOCmma, U32paxoaHe Ha Kanayumem u obyyeHue,
0bmeH Ha uHpopmauusa u Hali-00bpu NPAKMUKU, U32paxo0aHe Ha KOHMaKkmu, 0ocmuaaHe
0o Hal-uzonupaHume nayueHmu.

5.2. NMpenopbKu no npoekt EUROPLAN:

e HanoxuTenHo e NpM3HaBaHETO Ha 3alMTaTa OT NALUMEHTCKM acouMaLmnm Ha NaLUeHTCKUTe notTpebHocTu
KaTo BoZell e/fieMeHT Npu onpegensHe MOAUTUKATE MO OTHOLWIEHME Ha peakute 6onectn (PB).
Cb3faBaHEeTO Ha HaUMOHAa/eH a/inaHc, KOWTOo Aa NpeactaBisBa MHTEPECUMTE Ha BCUYKM NaumeHTu ¢ Pb e
CUIHO NPENOPbYMTENHO.

e TpabBa NauMeHTCKMTE acoumalMu Aa ca aKTMBHO BK/AIOYEHM B npoleca Ha B3MMaHe Ha pelleHuA B
obnactTa Ha PB.

e [penopbyBa ce aKypaTHa uHbopmauusa 3a Pb ga e AOCTbMNHAa Ha HAUMOHAAHO HWBO BbLB BUA,
npucnocobeH 3a HyXAnUTe Ha NauMeHTUTe U TeEXHUTE CeEMEeNCTBa.

e CnegBa pa ce npegnarat CrneuvanusMpaHn  CcouManHW  YCAYrM 33 NAUMEHTM C  XPOHUYHM,
MHBannan3npalum P 1 xopaTa, KOUTO Ce rpuKaT 3a TaX.

e HeobxoaMmo e Aa ce noaabprKaT crneuyannsmpaHyM CoOUMasHU YCAYTU 3a yAecHeHa MHTerpauua Ha
nauMeHTUTe B y4YnuauLle 1 Ha paboTHOTO MACTO.

e enaTtenHo e Aa ce M3roTBM CMPaBOYHUK C LLIEHTPOBE, Npeaaarally cneumMannsnpaHn counanHu yenyrm,
BK/IIOYMTE/IHO M TaKMBa, M3BbLPLUBAHM OT MaLMEHTCKM acouMauumu, KOWTO Ada ce obHoBsBa M Aa e
AOCTbMNEH Ha HaUMOHANHWN, perMoHaNnHU U NaLUEeHTCKN caliToBe.

¢ [lpenopbyBa ce HaLMOHa/HA ropeLla JNHUA 3a NaUMeHTU Aa ce NoAAbPNKA, PeKNaMMpa M CBbPKE KbM
MperKaTa Ha eBponenckmna npoekT Rapsody.

e CunHO npenopbyMTenHo e paspaboTBaHeTo Ha WMHPOPMALMOHHM M obpa3oBaTeNHM MaTepuanun 3a
cneundUUHU Lenesn rpynu (B ToBa YMCI0 YUMTENU, COLMANHM PaBOTHULM U Apyru).

e enatenHo e ga ce yNecHAT AeNHOCTUTE Ha NaUMEHTCKUTE acoumaumm, CBbP3aHU C TAXHOTO YCTOMYMBO
pa3BuTue.

5.3. MNokasarenu 3a oueHKa:

DeiiHocT MokasaTten Tun OTtroBopu
HacbpuyaBaHe Bpow opraHusaumm, Mpouec HaumoHaneH anvaHc Ha xopara € peaku
penHocTTa Ha obeanHABaLLM NaLUUEHTCKN 6onectn (HAXPE) e opuumaneH npeacrasuten
HaunoHaneH acoumaumm 3a cneunduyHm Ha HALMOHANHO HMBO Ha acouMaLmmTe Ha
ANINAHC, PB nauneHtn c Pb.
npeacTaBasaBall CnucbK Ha acoumaummTe Ha Mpouec HeoduumnaneH TakbB Ha caliTa Ha
BCUYKM nauneHTn c Pb MNHbOopMaLMOHEH LeHTbp 3a peaku 6onectu u
acoumaumm Ha nekapcrtsa cupaum (MLUPBJIC)
NauneHTn ¢ peaKu Bpoit acoumaumm Ha Pesyntatu 21
6onectu (PB) nauueHTu c Pb
Bpoli PB, npeacraBeHn ypes Pesyntatu Hag 30
opraHusauum
BkntouBaHe Ha MocTosAHHM 1 obULMANHU Mpouec [a, eguH oT YyneHoseTe Ha HauWoOHaNHKUA
naLMeHTCKn naLMeHTCKU NpeacTaBuTenm KOHCYNTaTMBEH CbBET NO pesKku bonectu
OopraHu3aummn BbB npu paspaboTtsaHeTo, (HKCPB) e npeartcasuten Ha HAXPB.
B3MMAHETO Ha MOHUTOPWHIa U OLLEHABAHETO
pelieHus, Ha HaumoHanHusa naaH (HM)
Kacaelwm Pb YyacTtne Ha NnauneHTCKn Mpouec He

11/14



opraHuMsauum npm
pa3paboTBaHeTo Ha cTpaTerum
33 Hay4YHU U3cneaBaHuA B
obnactta Ha Pb

YyacTtne Ha NauneHTCKn Mpouec KoHcynTauma ¢ TAx npu oueHABaHeTo Ha
OopraH13aumMmn Npu nocoyBaHe nerHocTTa Ha EL,
M OLeHABaHe AeNHOCTTa Ha
eKkcnepTHUTe ueHTpose (EL)
Nogkpena CpepncTBa, OCcUrypeHu 3a Pesyntatu -
AeMHOCTTa Ha noAnomaraHe AeMHOCTTa Ha
nauneHTCcKuTe nauneHTCKUTe opraHM3saumm
acouuaumm, B Moakpena 3a ycTtonumsocT Ha | PesynTtaTtu MpeacTasuTenute Ha naumeHTn ¢ Pb ce
TOBa 4YnUCNo: AeVHOCTTa, M3BbPLUBAHA OT HagAasat HIM ga rm nognomorHe B mmcmaTa UM
NoBULLABAHE Ha nauneHTCKuTe acoumnaumm .3 3an03HaAT obLLecTBETO € Kay3a ,peaKu
obuiectBeHaTa 6onectn” 1 HepaBEHCTBOTO U
MHPopmMUpaHocT OVUCKPUMMHALMATA, Ha KOUTO Ca MNOAJ/I0XKEHU
obyyeHue n e)xefHeBHO xopaTa ¢ Pb 1 TexHWUTe cemMelicTBa y
passuTHne Hac. HaAn4yHKM ca cunHUTEe BPB3KKU Ha peaumua
obmAHa Ha onuT 6bArapckM acoumaLmMm Ha naumeHTn ¢ Pb
W A06pPU NPaAKTUKK (OpraHusauma Ha Tanacemumumte B Bbarapus,
CbTPYAHUYECTBO Acoumaums ,MyKoBuMcUMA03a" U Ap.) C TEXHUTE
LOCTUraHe Ha €BPONEenCcKM U MeXAyHapOaHU EKBMBANEHTH,
N30AMpPaHU Yy4acTMeTO MM B CbBMECTHM MPOEKTU U
naumneHTu OpraHuM3npaHeTo Ha MeponpuATMA 3a
noBuLwaBaHe Ha MHGOPMUPAHOCTTa U
nauMeHTn, 1 Ha nekapu. HAXPB paboTu B TACHO
cbTpyaHuyectso ¢ EURORDIS.
M3rpaxkgaHe n Hanunuune Ha ropela nMHKA 3a Mpouec EUROPLAN geduHMpa ropewmte IMHUMK, KaTo
nogKkpena Ha PB* yHUBepcaaHa MHGOMALMOHHA yC/yra 3a peaKku
ropeLm IMHUM 3a 6onectn. B 1031 CMUCHA, INHUAT],
nauneHTn nogabvprkaHa ot MLLPBJIC, oTroBaps Ha ToBa
onpeaeneHue. Peanua naumMeHTCKM acoumaumm
MHUUMKUPAT MHPOPMALMOHHUN KaHanu (ropeLym
NMHUK, GopyMu 1 Ap.), HO NpeaHa3HaYeHn
CaMo 3a KOHKPETHU peaKu bonectu.
KomneHcupaHe Ha | CbluiecByBaHe Ha odULUMANHU Mpouec CbuwecTByBart. AcHO AedUHUPAHM, HO YAaCTUYHO
HEpPaBHOCTOMHO nporpamu 3a nognomaraHe Ha peannsnpaHm u GUHaHCMpPaHu
NnoJsioXeHue, naLMeHTN B HEPABHOCTOMHO
npuynHeHo ot Pb NONOXKEHME U TeEXHUTE
cemelicTea
CobluecTByBaHe Ha oduumaneH Mpouec B pamKkuTe Ha HauMOHaNHUTe cTpaTernu 3a
CNPaBOYHUK CbC COLMANHMN WMHTerpauma Ha xopaTa C YBpeXAaHWA, KOUTO He
ycayru 3a xopa B Ca HUTO cneumManHo npeaHa3HavYeHu 3a xopa ¢
HepaBHOCTOMHO PB.
nosoxeHne**
MNognomaraHe CbluecByBaHe Ha Nporpamu 3a Mpouec Bce owe B bvarapua HAma cneunanHo
Cb3aBaHeTo Ha nognomaraHe Ha npegHasHadyeHn nporpamu 3a Pb. Xoparta ¢ Pb
pexabuanTaumoHH pexabunntaumuaTa Ha xopa C Ca NPUHYAEeHN A3 TbPCAT anTepHaTUBa B cera

n nporpamu 3a Pb

PB

CbLULECTBYBALLMTE CXEMM 33 PEXaOUAUTALMNA U
WHTerpaumsa Ha Xxopa B HEPaBHOCTOMHO
nosioXKeHue, Konto obave camm no cebe cu He
Ca Ha BMCOTa, MOPAIHO OCTapesnn ca U He
NoKpmBaT eBponencKkmTe CTaHa4apTM 1
npenopbKu B Tasn obnact. Te ca
HEPaBHOMEPHO pasnpeaeneHun B CTpaHaTta u
obuiecTBeHaTa OCBEAOMEHOCT 3a TAX € HUCKA.
OtaenHo, nauneHTute ¢ Pb He BUHarn umar
[0CTbN A0 TAX M 3apaan HeAcHoTU ¢ TEJIK,
YMATO HOPMATMBHA ypeaba cblyo He e
npurogeHa 3a cneyndukute Ha Pb. Ha To3u
eTan MOXe Ja Ce roBOPM 3a HeZoCTaTbyeH
MHTerpaTueBeH nogxoa Kbm Pb y Hac 1 annca Ha
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cneumanmsnpaHy Nporpamu 3a pusmnkanHa u
coumanHa pexabunantauma Ha xopa c Pb u
TEXHWUTE cemeliCcTBa.

MNogKpena Ha
COLMANHN YCNyrK,
npeaHasHa4YeHu
3a nauueHTun c Pb
N TEXHUTE
cemelicTea

Hannune Ha HauMOHaNHM
CXeMu, ynecHABaLIM AO0CTbNa
Ha nauneHTn c Pb n texHurte
ceMencTBa Ao YC/yru 3a
OTAMX M NOYUBKA

Mpouec

ToBa e n eAnH OT OCHOBHUTE NPUOPUTETU Ha
HI1, HO Ha TO3M eTan BCe ouwe He ca
npeanpueTy aenctema no Hero. NoseyeTo
NaLMeHTN ca Ha MHeHMKe, Ye xopaTa c Pb un
ycayruTte 3a Tax He TpabBa Aa 6b4aT OTAENAHU
WM NPOTUBOMOCTABAHM Ha cera AencTBalmTe
nporpamm 3a xopa ¢ yBpexkaaHua.

Hannume Ha ny6amMyHM cxemu,
noAKpensLLm
TepanesTUYHO-
Bb3CTaHOBMTE/IHM NPOrpammu
3a naumneHTn c Pb**

Mpouec

B pamKkuTe Ha HauMOHaNHUTe cTpaTernu 3a
WMHTerpauma Ha xopaTa C YBpeXAaHWA, KOUTO He
Ca crneumanHo npegHasHaveHu 3a xopa ¢ Pb.

Hannuune Ha nporpamu,
nogKpenaLLm
BCEeKMAHeBHaTa MHTerpauma
Ha nauuneHTn c Pb

Mpouec

He
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XopaTa c pegKku 601ecTi ca OKONo Hac. Te M TeXHUTe CEMENCTBA ce CONBCKBAT eXKegHEBHO
C NPOSBM HA AUCKPMMMHAUMA, HAMAT A0CTbN A0 aJeKBaTHO JieyeHue, OTKas3BaT MM ce
Bb3MOKHOCTU 33 pexabunuTauma u uHTerpaums. HaumMoHanHaTa nporpama 3a peaku 6onectn 6e
NbY HageAa 3a Te3nM Xopa, HO HeMHOTO peannsmMpaHe HenpekbcHaTo 6MBa CMbBaHO OT
BIOPOKPATMYHM MPEYKN, AnNca Ha GMHaAHCUPaHe (BbMPEKM 3a10XKEHOTO TaKoBa) U He Ha NocieaHOo
MACTO INYHU aMBULMU U NHTEPECH.

Bcuuko ToBa 6€ KOHCTAaTMpaHO no Bpeme Ha [MbpBa HauMOHaNHA KOHpepeHUMa 3a peaKu
6onectn. YyacTHUUMTE B KOHpepeHUMnaTa ce obeanHMXa OKOJ0 CieAHUTE NPEeAOXKEHNS N HACOKMU
3a AelcTBME Ha HAaLMOHANHO HMBO:

* Mb/Ha NogKpena Ha 3an0XXeHuTe npuopuTetTn B lpenopbKkaTta B 06n1acTTa Ha peakuTe
6onectu, npmeta Ha 9 toHM 2009 oT CbBeTa Ha MUHUCTPUTE Ha EBponelickuaA cbios;

* obe3neyaBaHe Ha HauuMoHanHaTa nporpama 3a pegkum 6onectu ¢ npeasuaeHUTe CpeacTsa,
Heob6xoaMMM 32 HEMHOTO U3Mb/HEHME;

*  HeobXxoAMMOCT OT CMnelwHW 3aKoHOoAATe/HU WUHMUMATUBKM B 3aliMTa npaBaTa Ha XopaTa C
peaku 601ecTn U ocurypsaBaHe Ha ageKkBaTHa NPodUNaKTMKa, nedyeHne, pexabuamrtayma m
COLMANTHU TPUKMK;

* CTUMyAMpaHe Cb34aBaHETO Ha eNNAeMMUONOTMYHN PErncTpm 3a pegkn bonectn B bvarapus;

* MpwunaraHe Ha UHTErpMpaH NoAxoa KbM XopaTa C pefaKku 6onectn n TeXHUTe CeEMENCTBa;

* OpraHuM3MpaHe U NpoBexaaHe Ha obLliecTBEHA KaMNaHWA, UMaLlA 33 Len Cb34aBaHeTo Ha
$OHA 3a CTUMyAMpaHe Ha HayyHUTe u3cneaBaHua B obnactra Ha peakute 6onectn B
Bvnarapus.

XopaTa c peagkun 6onectn n TexHUTe CEMeNCTBa NPOAb/IXKABAT A3 Ce HaAABaT NpeAcToALLmUTE

pedopmu B 34paBeonasBaHeTo Aa NoA0HPAT Bb3MOXKHOCTTA MM 33 MHTErpauma U paBHONpaBeH
[0CTbN A0 CbBPEMEHHW M KaYeCTBEHW 34paBHU TPUKMN.
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