==~
_inEa—

o o

mﬂBOT

PETKWUTE BOJIECTW N EBPOTIA




KOMYHUKALMJA O1 KOMUCHIATA 0O EBPOIMNMCKUOT MAPJTIAMEHT,
COBETOT, EBPOINCKMOT EKOHOMCKU U COLIMJATTIEH KOMUTET HA
PErMOHUTE

3a Petku Bonectu: EBponcku npeaussuum

BOBE/[

PetkuTte 6bonectn ce 6onectu co ocobeHo HuUcKa npesaneHua; EBponckaTa
YHuja ru cMeTa bonectuTe 3a peTkM Kora BiivjaaT Ha HajMHory 5 Ha 10 000 nyre
Bo EBponckaTa YHuja. OBa nokaxkyBa Aeka nMa rnomery 5 u 8 nnjagu pasnmuHm
peTku Honectu Kou BnAujaaT UKW Ke BnujaaT Ha OKosy 29 MWIMOHM Nyfe BO
Esponckata YHuja.

CneundpmyHocTUTE Ha peTkuTe HonectTu — opraHUYeHUoT 6poj naumeHTH
M He[OBOMHOTO PEefieBaHTHO 3Haere M eKcrnepTusa — M U3OBOjyBa Kako
OUCTUHKTUBHaA obnacT co MHory Bucoka EBponcka gopmaeHa BpepHocT. Co
EsponckaTta copaboTka Moxe fla ce criofefniv Toa Masio 3Haere, a pecypcuTe
[a ce KOMOMHMpaaT KOJIKy LITO € MOXXHO noedenkacHo, 3a edeKTUBHO
crnpaByBake Co peTkute 6onectu Bo Lena EY .

KoMucujaTta Beke MMa npe3eMeHo creumduyHmM Yekopu Bo MHOTY o6/1acTu 3a
faruvpasrnena npobnemuTe Bo obnacta Ha peTkmTte 6onectn. Hagorpaaysajku
rm TWe nMNOCTUrHyBama, oBaa KoMyHuKaumja Bo opHoc Ha EBponckute
npeamsBMUM Ha MNONeTo Ha peTkuTe HonecTu, MMa 3a uen aa bmuae uHTerpmpaH
LOKYMEHT 3a MpucTarn, AaBajKu jacHa HacokKa 3a ceralHu U UOHU aKTUBHOCTU
Ha 3aefHuUaTa Ha MoOJieTO Ha peTkMTe Bonectu, co uUen noHaTaMy fga ce
nopobpu AocTanHocTa M e4HAKBOCTA 3a NpeBeHUMja, AMjarHo3a 1 TpeTMaH 3a
nauueHTMTe KoM CcTpagaart of peTku 6onectu Bo uena Esponcka YHuja.

MPALLUAHETO (NMPOBJIEMOT)

MoronemMunoT fen ofn peTkute HGonecTn ce reHeTcKW, Opyrute ce peTku
TYMOpPMW, aBTO-UMyHW 6o0Nect, KOHreHuTanHu MandopMaumm, TOKCUUYHU U
UHpeKTUBHU BonecTn 1 Apyru Kateropuun. MctpaxkyBareTo 3a petku bonectu
ce rnokaxa MHOTY KOPUCHO 3a Nofobpo paszbupare Ha MEXAHM3MOT Ha YecTuTe
COCTOjO6U KaKo MpeKkyMepHaTa TefecHa TeXXMHa U AujabeTecoT, KoM 4ecTo
npeTcTaByBaaT MoAen Ha AMcdyHKLMja Ha eanHedeH buonowku naT. Kako u ga
e, UCTPaXKyBareTo 3a peTkM BoecTu He caMo LITO e PeTKo, TYKY e U paceaHo
HUW3 pas3nnUHKM nabopatopum Ha TepmuTopuja Ha EY.

HepoctatokoT Ha cneumdyuHM MOMMTUKM BO 34PaBCTBO 3@ peTKuTe
6onectn U HeQOCTAaTOKOT Ha eKCcrepTu3a, BOOM KOH Of/I0XeHa AujarHosa U
noTellka AOCTanHOCT Ha Hera. OBa pe3ynTMpa BO AOMONHUTENHU OUINUKM,
MCUXONOLLKM U MHTENeKTyallHW OLUTeTyBakha, HeaAeKBaTHU UM OyPU U LUTETHM
TpeTMaHu 1 3aryba Ha posepba BO 34paBCTBEHUOT CUCTEM, W MOKPaj pakToT
[leKka Hekou peTku bonecTn ce KOMMAaTUOUMHKM CO HOpPMalieH >XMBOT aKo ce
AujarHoCcTMUMpaaT Ha BpeMe M COOABETHO ce TpeTupaaT. [lorpewwHaTa
AujarHosa 1 He-AnjarHoCTULMpPaHeTo Ce FMaBHU NPeYKn KoH nogobpyBatbe Ha
KBaIMTETOT Ha XMBOT Ha MUMjaAHULIM NaLMEHTU CO peTkn bonecTu.

HaumoHanHMTe ycnyru Bo 34paBCcTBO 3a AMjarHo3a, TpeTMaH 1 pexabunuraumja
Ha NyFe co peTkr 6onecTr ce pasfiMKyBa 3HaYajHO BO 3aBMCHOCT 0 OCTANHOCTa
U KBanuTeToT. BO 3aBMCHOCT oA 3eMjaTa-uieHKa 1/Mnu perMoHoT Kaje >KMBear,
rparaHuTe Ha EY HeMaaT egHaKoB NpucTan Ao eKCNepTCKM YCNyrm 1M oCTanHu
MOXHOCTM 3a Hera. HeKosKy 3eMju -uneHKM ce ycreLlHW BO CrpaByBakeTo Co
HeKowu o NpobneMuTe KoM NpousferysaaT nopaan peTkocTa Ha oBue 6onecTty,
JoaeKka opyru ce ywTe He pasrfiefane MoXHU pelleHuja.

Moo oaroeopHocta Ha Komucujata 1 EMEA (EBponckaTta areHuuja 3a
NeKoBM), BEKe e UMMIIeMeHTUpaHa NonTUKa Ha MoJIeTo Ha JIeKOBU 3a PeTKU
6onectn. OBMe neKkoBM ce HapekyBaaT ,cMpauun’ bupgejkn chapMaleBTCKaTa
MHOYCTPUja MMa MaslKy-MHTEPecC, BO HOPMasHW Na3apHW YCI0BM, Aa Pa3BuBa.




MapKeTuMpa NpoAyKTU HaMeHeTH 3a Man 6poj NauMeHTU KoM CTpadaaT o4 MHOTY
peTku cocTtojbu. Perynatmeata 3a nekoBu 3a petkm 6onectu ((Regulation (EC)
No 141/2000 Ha Esponckuot napnameHTt u Cosetot og 16 Hdekemspwu, 1999
rogvHa, 3a MeAMUMHCKM Mpou3Boau 3a peTku 6onectun?) belwe npepnoxeHa
3a [a MOoCTaBu KpUTEPMYMM 3@ O3HAUyBarbe Ha JIEKOBUTE 3a peTkM Honectu Bo
EY v onunwysa uHuumjatmem (npmmep: 10 rogmiiHa eKCKIy3MBHOCT Ha MNasapor,
rnoMoLl Npu NpoTokon, npucTan ao LleHTpanusupaHa npouenypa 3a ogobpeHue
3a naacuparbe Ha NpoM3BOAOT Ha Masap), 3a Aa oxpabpu UCTpaXKyBatbe, pa3Boj
U MapKeTWUHT Ha NIeKoBUTE 3@ TPeTMaH, NMpeBeHLMja UM aujarHo3a Ha peTkuTe
6onectn. EY nonutukaTa 3a Nekosu 3a peTkM bonectu e ycnewHa. Merytoa,
3eMjUTe-uUfIeHKM Ce yluTe HeMaaT OCUrypaH LiesloceH mpuctan go ogobpeHu
NeKoBM 3a peTku 6onecTtu.

LUENH

Ynorata Ha 3aegHuuaTta Bo obnacta Ha 3gpasjeto nog Ynen 152 opf
Cnoropbata e ga oxpabpu copaboTka Momery 3emjuUTe-ufieHKM M, aKo e
noTpebHo, Aa MOHYAM MOMOLW BO HMBHMTE aKTUMBHOCTU. CrieumdMuHOCTUTE
Ha peTKMTe 60NecT — orpaHUYeHMoT 6Poj MaUMEeHTU MU MaNoTO pPenieBaHTHO
nosHaBare M eKCcrepTusa — M M3A4BOjyBa KaKo YHMKATHa obnacT Ha MHory
BMcoKa EBponcka popapeHa BpegHocT. Llenta Ha oBaa KoMyHWKauMja e ga
MoCTaBM LleNIOKYMNHa cTpaTtervja 3a E3 3a nogapluka Ha 3eMjuTe YfieHKM BO
obesbenyBarbe epeKTUBHO M edpUKACHO Npeno3HaBHe, NpeBeHuuja, AMjarHosa,
TpeTMaH, Hera 1 UcTpaxkyBatbe 3a peTku bonecTtu Bo EBpona.

Osa Ke npuaooHece Ao ceondartHaTta Len — nogobpysare Ha 34paBCTBEHUTE
pesyntatM, U CO TOoa 3rofieMyBarbe Ha 6pojoT Ha 3OpaBuTe rOAMHU Of
YKMBOTOT, KNyyeH MHAMKaTop Bo JlncaboHckaTa cTpaTermja’. 3a Taa uen, oBaa
KoMyHMKaumMja Ke M opMeHTUpa onepaTMBHUTE aKTMBHOCTM KOH TPW [MaBHM
nosnuva Ha paboTa KoW ce MoAOoJy OMMLIAHM.

1 Regulation (EC) No 141/2000 of the European Parliament and of the Council of 16 December
1999 on orphan medicinal products.
2 See http://ec.europa.eu/health/ph_information/indicators/lifeyears_en.htm.

ﬂop,o6pyBaH>e Ha npeno3sHaBamkbeTo U BUAJIMBOCTA Ha PeTKUTe 6onectun

KnyuoT 3a nogobpyBare Ha LLeNoKynHuTe cTpateruu 3a petku bonectu e aa
ce obesbeaun feka ce NpernosHaeHW, 3a COOABETHO [a ce cfefaTt cute Apyru
noBp3aHW aKTUBHOCTU. 3a Aa ce nogobpu AujarHosata M HeraTa Ha MoJsieTo
Ha peTku bonecTu, coofBeTHaTa uaeHTUdUKaLmja Tpeba fa e Npuapy>KeHa co
TOuYHa MHdopMaLmja, obesbeneHa U aUceMUHMPaHa BO MHBEHTAp M U3BeLUTajHU
dopMaTU apganTupaHu Ha noTpebute Ha npodecuoHanumMTe U IUYHOCTUTE
Ha Kou BnujaaT. OBa Ke npuaoHece KOH CripaByBarbe CO HEKOU Of MaBHUTE
MPUYMHUM Ha 3aMnocTaByBakbe Ha NpobneMoT Ha peTkuTe bonectu. Komucujata
3aToa MMa 3a Len [a NocTaBu CUCTEM Ha KoaudimKkauuja U knacudmkaumja Ha
Ha HWBO Ha EBponcka YHuja, koj Ke o6e3beam paMKa 3a nogobpo cnogenysatbe
Ha 3HaereTo U pa3bupareTo Ha peTkuTe BbonecTn Kako HaydeH npobnem, a u
KaKo npaluarbe MoBp3aHO CO jaBHOTO 34paBje Ha Lena TepuTopuja Ha EY.

I'Iop,p,p)KyBal-be MOJIUTUKU 3a PETKU 6onectn Bo 3EMjMTe-LU19HKM

EdmkacHa 1 edbekTmBHa aKumMja 3a peTkuTe 60NecTH 3aBMCKU 0 KOXEPEHTHA
LenoKyrnHa cTpaTervja 3a peTku Honectn 3a Mobunusmparbe Ha PeTku u
paceaHu pecypcu Ha MHTErpupaH U Mperno3HaT/MB HaYMH U MHTErpupaH BO
3aeHuMuKka EBponcka akuuja. OBaa 3aegHMuka EBponcka akumja UCTo 3aBUCKU Of
3ae[HMYKM NpucTan Ha paboTa Bo obnacTa Ha peTkuTe 6onecTn Ha TepuTopmja
Ha EY, 3a BocnocTaByBarbe Ha 6a3a 3a cnofgesnyBarbe 3a copaboTka U 3a nomoLu
npu nogobpyeatrbe Ha NPUCTANOT Ha NaLUMeHTMTe 40 Hera U uHopMauumja.

KomucujaTa 3aToa npepnnara 3emjute-usieHKM Aa ycBojaT 3aeqHUYKM npucTan
3a cnpaByBare CO peTkuTe bonectu, 6asMpaH Ha MOCTOEYKM Hajaobpu
NpaKTWKK, NpeKy ycBojyBake Ha [lpenopakaTta of CosetoT. Co npepgnorot
Ha KomucujaTta 3a lNpenopaka Ha CoBeToT U co oBaa KoMyHuKaumMja MM ce
npernopayyBa Ha 3eMjuUTe-YfieHKW [Ja M OpraHuWsMpaaTt CTpaTerumte OKosy
cnepHoTo:

+ TNocTaByBatbe WMHTEP-CEKTOPCKM HALMOHANHM aKLMOHW MaHOBU 3a
peTku-6onecty; ’




+  AOeKkBaTHM MexaHM3MM 3a geduHuuMja, KoauduKaumja M UHBEHTap
Ha peTkn 6onectm M M3roTeByBarbe Ha yrnaTcTBa 3a gobpa npakTuka
(npoTtokonu), 3a goa ce obesbenm paMKa 3a MperosHaBakbe Ha pPeTkuTe
6onectu 1 cnogenysatrbe Ha 3HAaEHETO M eKCMepTM3aTa;

« TloTTWKHyBare Ha MCTpa)kyBatbe 3a peTku 6bonectu, BKIydyBajku W
npekyrpaHuyHa copaboTka 3a MaKCUMM3Mpare Ha MoTeHUMjanoT Ha
Hay4HM pecypcu Hu3 EY;

+ O6esbenyBarbe npucTan [[O BUCOKO-KBalMUTETHa 3[4pPaBCTBEHa Hera,
ocobeHo Mo MaT Ha UAEeHTUMDUKYBate Ha HALMOHANHN M PErMoHanHu
LLleHTPU 33 eKCNepTU3a U MOTTUKHYBarbe Ha HMBHO y4ecTBO BO EBponckuTe
pedepeHTHU Mpexu;

+  OcurypyBatrbe Ha MexaHW3MK 3a cobupatbe Ha HaLMOHaHa eKcrepTM3a
3a peTKun BONecTu 1 34py>XKyBarbe CO €BPOMCKMTE KONeru;

+ T[lpeseMatbe aKuMja 3a OCUrypyBare Ha 3ajakHyBarbe W BKITydyBatbe Ha
nauMeHTUTE U OpraHn3aLuuTe Ha NaumMeHTH;

* W ocurypyBarbe peka OBMe aKTMBHOCTM BKJyYyBaaT M COOABETHM
ofpenbu 3a obesbenyBarbe O4PXKIMBOCT CO TEK Ha BpeMe.

Pa3Boj Ha eBporicka copaboTKa, KoopAuHauMja M perynaTMBa 3a peTKuTe
6onectun

AkumjaTa Ha 3aefHuLaTa Ke MM MOMOrHe Ha 3eMjUTe-uUneHKM Aa NnocTurHat
edMKaACHOCT BO OpraHuW3Mpare Ha OorpaHudyeHuTe pecypcu Bo obnacTa Ha
peTkuTe 6onecTu, U MoXe ia MM MOMOTrHe Ha NnaumneHTUTe U NpodecroHanumTe
[a copaboTyBaaT HM3 3eMjuUTe-YNeHKM 3a ga crofenyBaaT M KoopAWHUpaaT
ekcrnepTmsa 1 UHdopmMaumn. E3 Tpeba pa uenu koH nogobpa KoopauHaumja
Ha NONMUTUKUTE U MHULMjATMBUTE Ha HMBO Ha EY, 1 Oa ja 3ajakHe copaboTkaTa
nomery EY nporpamuTte, 3a noHaTaMy fa r'1 MaKCMMM3UPa pecypcuTe oCTanHu
3a peTkMTe 6onecTn Ha HMBO Ha E3.

OMNEPATUBHU AKTBHOCTU 3A NMONOBPYBAHE HA NMPEMO3HABAHETO
1 BUAJIMBOCTA HA PETKMUTE BOJIECTU

HDeduHuumja Ha peTkn 6onectu

MocToeukata geduHMUMja 3a peTku b6onectn Bo EY 6Helwe ycBoeHa opf
nporpamMaTta Ha 3aefHuuaTa 3a peTkn bonectn 1999 - 2003, kako Bonectu
KoM nMpeTcTaByBaaT NpeBaneHua Ha HajMHory 5 Ha 10 000 nuua Bo EY. UcTaTta
feduHuumnja e noctaBeHa Bo PerynatusaTa - Regulation (EC) 141/2000 u
crnopep Toa ce kopucTtu Bo EBpornckaTa KoMucuja 3a 03HauyBatbe Ha NneKoBuTe
3a peTku bonectu. EY Ke ja 3agp>ku nocToeukata gedpunuumja. Co Kopucteme
Ha pecypcuTe Ha 34paBCTBeHaTa MporpaMa M CO 3eMare BO Mnpensua Ha
MefyHapoJHaTa [OMMeH3Mja Ha npobneMoT Ke ce pasBue nopaduHMpaHa
AedUHULM]a Koja Ke 'Y 3eMe NpefBu/ pacrnpoCcTpaHeTocTa M 3a4ecTeHoCTa.

Knacudukauuja u kogudurkaumja Ha petkute 6onectu

MeryHapogHaTa pedepeHua 3a Knacudukaumja Ha 6onectm n cocTojbu e
MeryHapogHaTa knacudukaumja Ha 6onectn (International Classification
of Diseases (ICD)), koopamHmpaHa og CeeTckaTta 34paBCTBeHa opraHMsauuja
(C30)(WHO?3). KoMucujaTa ke paboTu co 3eMatbe Npensua Ha petkmte 6onecTtm
BO NPOLECOT Ha peBuaMparbe Ha NnocToeukaTta Knacudmkaumja 3a ga ocurypm
nopobpa kogmdmkaumja 1 Knacmdmkaumja Ha petTkute bonectu?,

3a oBaa uen, KoMucujata Ke coctaBm paboTHa rpyna 3a Knacudumkaumja
u Kogudmkaumja Ha peTkuTe 6onectn. OBaa paboTHa rpyna mMoxe ga buae
Ha3HaueHa 3a CoBeTHUWUKa paboTHa rpyna og C30 Bo ceralwHWOT NpoLec Ha
peBu3uMja Ha MeryHapoaHaTa knacudukauuja Ha bonecTu.

Lupere Ha 3Haere u nHcpopMaumm 3a peTkute 6onectu

EpeH knyyeH eneMeHT 3a nogobpyearbe Ha AMjarHo3aTa M HeraTa Ha MoJsieTo
Ha peTku bonectn e ga ce obesebam M NpoWMPU TOYHA MHAOPMaLMja BO

3 See http://www.who.int/classifications/icd/en/.
4 See http://www.who.int/classifications/icd/en/index.html.




dopMaT agantupaH Ha noTpebuTte Ha NpodecHoHaNUMTE U Ha NnLaTa Ha KoM
BNMjaaT petkute bonectn. BocnocrasysareTo Ha EY aMHaMumueH nHBeHTap Ha
peTkm 6o/1ecTu Ke NpuaoHece KOH CripaByBakbe CO HEKOM Of MaBHMUTE NPUUMHM
nopagM Kou ce 3aHeMapeHu npobnemuTe U MNpalaraTta 3a peTku Honectu,
BK/TYU4yBajKM ro M HesHaeeTo 3a Toa Kou bonectn ce peTtku. KomucmujaTa ke
obesbenm oaa mMHpOpMauMja Aa NPOAOIKM Aa e gocTanHa Ha Esponcko
HMBO, rpafdejkn Ha ocHoBa Ha basarta nogatoum Ha OpdpaHet / Orphanet® ,
noaap>XaHo HKU3 nporpammte Ha E3.

MHcdpopMaumoHn Mpexxu 3a 6onectu

MpuopuTeTUTE 3a aKuMja BO MOrinen Ha MOCToeUKUTe (Mnm MaHKU) cneumdmnyHm
MHOPMaLIMOHU MpeXkn 3a bonecTn ce:

+ lapaHTMpare Ha pasMeHa Ha MHGOpMauMM MPeKy MoCToeYKUTE
EBponcku MHOPMATUBHU MpeXu;

+  [lpomMoBuparbe Ha Nofgobpa knacudmrkaLmja 3a ogpeneHn bonectu;

* PasBuBame CTpaTtermm n MexaHm3MHm 3a paaMeHa Ha MHCbOpMaLIMI/I |'|0Mefy
3anHTepecHupaHnTe CTpaHu,

*  PasBuBarbe Ha cnopedniveBu ennoeMMOsoLLKM MoaaToum Ha HUBO Ha EY;

+ Tllopppluika Ha pa3MeHaTa Ha HajaobpK MPaKTUKKM U Pa3BoOj Ha MepKM 3a
rpynu Ha naumMeHTH.

5 See http://www.orpha.net/.

_ 8 http://ec.europa.eu/health/ph_threats/non_com/rare_8_en.htm

OMNEPATUBHU AKTUBHOCTU 3A PA3BOJ HA EBPOINCKA COPABOTKA
N NOAOBPYBAHE HA NMPUCTAIN OO BUCOKO-KBAJIUTETHA
3APABCTBEHA HEI'A 3A PETKM BOJIECTU

Mopo6pyBare HayHMBep3aneHNpUCcTan 40 BUCOKO-KBaJIMTETHA 34 paBCTBEHA
Hera 3a peTKkute 6onectn, ocobeHo npeKy pasBoj Ha HaLMOHaTHWU/permoHaNHU
LLeHTPU Ha eKcrepTM3a U BOCrocTaByBake Ha pecdepeHTHU MpeXxu Ha EY

3eMjuTe-uneHKM genat 3aeqHUUKa 0H6BpCKa 3@ OCMIypyBatbe Ha YHMBEp3asieH
npucTan 4O BMCOKO KBaNMTeTHa 34paBCTBEHA Hera Bp3 OCHOBA Ha ef4HaKBoOCT
M conupapHocTé. MeryToa, Kora bonectute ce petku, eKcrepTMsaTa e UCTO
Taka peTka. Hekou LeHTpU Ha ekcnepTusa (MCTo Taka HapeyeHU pedepeHTHM
LEHTPM MMM LLEHTPU Ha M3BOHPELHOCT BO HEKOM 3eMjU-UNIEHKM) UMaaT pa3BUEHO
eKcrnepTM3a Koja e LUMPOKO KOpUCTEHa o4 ApYrv npodecoHanum on’ HUBHaTa
3eMja UM MefyHapo4HO U TMe MoXaT Aa NMoMorHaTt Bo obesbefyBarbe npucran
[0 COOBETHa 3[1paBCTBEHA Hera 3a NaumMeHTMTe co peTkm bonecTu.

MsBewrTajoT Ha EY onepatmMBHaTta rpyna 3a petku 6onectu (The EU rare
diseases Task Force) 2006 po pynata Ha BMCOKO HMBO “llpuaoHec KoH
odopMyBarbe nonmTukK: 3a EBponcka copaboTka BO 0HOC Ha 34 paBCTBEHUTE
yCnyrm n MeguuMHCKaTa Hera Ha noneto Ha peTkuTe 6onectn (High Level
Group ‘Contribution to policy shaping: For a European collaboration on health
services and medical care in the field of RD® ) npenopauyBa 3eMjUTe-ufieHKU aa
npupoHecaT KOH MaeHTUdMKauMja Ha HUBHUTE eKCMepTCKU LIeHTpU U a '
noaap>XyBaaT (PUHAHCUCKMU.

¢ Council Conclusions on Common values and principles in European Union Health Systems, OJ
2006/C

146/01.

7 See the report of the Rare Diseases Task Force “Overview of current Centres of Reference on
rare

diseases in the EU (2005)” http://ec.europa.eu/health/ph_threats/non_com/rare_8_ e'rrh




lpynaTa Ha BMcoko HMBO (The High Level Group) 3a 3gpaBcTBEHM YCnyrn u
MeaMUMHCKa Hera paboTu Ha KoLenToT Ha EBporncku pedepeHTHM Mpexu yuiTe
op 2004Tta rogmHa’. Ha ocHoBa Ha Hej3mHaTa paboTa, YneH 15 og npepioroT Ha
OupektusaTta Ha EBponckuot MapnameHT n CoBeToT 3a NpMMeHa Ha npasa Ha
nauueHTM BO NMpeKy-rpaHMyHa 3gpascTeeHa Hera (COM(2008)414) o6e3benysa
noanora 3a pa3eoj Ha Eesponckm PedepeHTHn Mpexxun (EPM) kou ke 6bupgat
BOOEHW Of1 3eMjUTE-USIEHKM.

EPM 3a petku 6onectm Ke wuMaaT cneuudmyHa cTpaTelka ynora BO
nonobpyBareTo Ha KBaNIMTETOT Ha TPETMAHOT 3a cMTe nauueHTu Hus EY, kako
LUITO € MU3jaBEeHO Of, OpraHM3aLmmTe Ha NnauueHTHnO.

MpucTan go cneuujanusmpaHun couujanHu ycnyru

LleHTpuTe Ha eKcrepTU3a MOXe UCTO [a MMaaT CYLUTMHCKA ysiora Bo pa3BojoT
WU ONECHYBaHETO Ha BoAeHe crieuujannsmpaHn CoLmjanHu yCyru Kou Ke ro
rnoaobpaT KBanUTETOT Ha XXMBOTOT Ha JyFeTo KoM )KMBeaT co peTka Bonecrt.
JIMHUUTe 3a NoMoL, ycryruTe 3a Hera U O4MOpP U TepaneBTCKMUTE NPOrpamMm 3a
pekpeauuja 6ea nogap>xxaHu't n Tpeba fa ce oOpXXMBM 3a Aa 'M OCTUrHAT
CBOWTE Lienu: NoaurHyBare Ha jaBHaTa CBECT, pa3MeHa Ha Hajaobpu NpaKTUKM
W CTaHpapOMu, 34pYXXyBake Ha pecypcu Co KopucTere Ha 3apaBCcTBeHaTa
nporpama 1 AKLMOHUTE NIaHOBM 3a Aucabunmrer.

anCTaI‘I A0 JIEKOBU 3a PETKMU 6onectun

NMma CI'IELI,I/ICbI/I‘-IHM TeCHM rpna BO NPUCTaANoOT 0 JIEKOBUTE 3a PeTKU 6onectu
npeky npouec Ha goHecyBake OOJIYKM 3a ofpenysarbe LeHa M HagoMeCTOK
noBp3aH CO pPeTKOoCTa. [NaToT KOH Hanpen e ga ce o6e36e,u,|4 copa60TKa Ha

? See the report of the high level group on health services and medical care on European
Reference

networks http://ec.europa.eu/health/ph_threats/non_com/rare_8_en.htm.

10 See Report of the European Workshop on Centres of Expertise and Reference Networks for
Rare Disease, Prague, July 2007; http://www.eurordis.org/IMG/pdf/EU_workshop_report_3.pdf
1 similar to those identified thanks to the EU-funded RAPSODY project http://ec.europa.eu/
health/ph_projects/2005/actionl/action1_2005_19_en.htm

EBpOI'ICKO HMBO 3a Hay4dHaTa NnpoueHa Ha goaageHaTta TeparneBTCKa BpeagHOCT
Ha MeONMUMHCKN MPOUN3BOAN 3a PETKU 6onectu.

KoMucujaTa Ke noctaBu paboTHa rpyna 3a pasMeHa Ha 3Haerbe nomery
3eMjuTe-uneHkn U EBponckuMTe aBTOPUTETM 3a HayyHaTa MpoLeHKa Ha
KNMHWUYKaTa [ofafeHa BpPeQHOCT Ha ekoBuTe 3a peTku bonectn. OBaa
copaboTka MoOXe [a BOAM KOH HeobBp3yBaukuM 3aefHUUKW M3BelTau 3a
npoueHka Ha fojajeHaTa K/MHMUKA BpeaHOCT co nogobpeHa MHdopMaLmja
KOja Ke ro ofleCHU ojpefyBareTo Ha LeHa M oAJlyKuTe 3a HafoMecT 3a
nekyBarbe, 6e3 NpeBeHTMBHaTa NoeAnHeYHa ynora Ha oduumjanHuTe nuuat?.

MoHaTaMy, Tpeba pa ce 3eMaT npedBup BKydyBaweTo Ha EBponckata
AreHumja 3a JleKOBM M MOCTOEUYKMTE MefyHapoAHM Mpexku 3a MnpoLeHKa
Ha 34paBCTBEHUTE TEexXHONOruKM, Kako M MefyHapogHaTa nMpoueHKa Ha
3ppaBcTBeHaTa TexHonoruja (Health Technology Assessment International
(HTAIi)*?, EBpornckaTta Mpexa 3a npoLeHKa Ha 34paBcTBeHa TexHosoruja
(European Network for Health Technology Assessment (EUnetHTA))* mnu
KomutetoT 3a eBanyauuja Ha nekosu (Medicines Evaluation Committee
(MEDEV))®s.

Mporpamu 3a T.H. MUNocpaHa ynotpeba

MoTpebeH e nogobap cuctemM 3a obesbenysarbe HOBU NIEKOBM 3a NMaLMUEHTH CO
peTku 6onectu npeq aa 6uaat ogobpeHu n/mnm HagoMecTeHu (T.H. MUnocpaHa
ynoTpe6a).

|_|O,D, nocTtoeykaTa CbapMaLI,EBTCKa nerncnaTtmea, EBpOI'ICKaTa areHu,Mja
3a J1IeKOBM MOXXe fOa u3papne MuUcnere 3a yr|0Tpe6aTa Ha npowmsson noj T.H.
MunocpaHa ynoTtpeba 3a fa ocurypa eauHCTBEH NMpMcTan Ha TepuTopujaTta Ha
E3.
12 This as stipulated in the document “Improving access to orphan medicines for all affected EU
citizens”, adopted by the High level Pharmaceutical Forum.
13 http://www.htai.org/

1 http://www.eunethta.net/
15 http://www.esip.org/publications/pb51.pdf




KoMucujaTa Ke ja nokaHu EBponckaTa areHumMja 3a IeKOBM fa rm pesmaupa
NMocToeukMTe ynaTcTBa CO COCPedOTOYEHOCT Ha Toa pa ce obesbeau
[OCTanHOCT Ha TPeTMaH 3a NauMeHTUTe.

ME,D,MLI,MHCKM noMarana

PerynatuBaTta 3a MeAMLMHCKM NPOU3BOAM 33 PeTKM HoecTu He ro NoKpmBea
noneto Ha MeauMUMHCKM nomarana. OrpaHuyeHaTa rofieMMHa Ha Ma3apoT U
OrpaHMYeHMOT MOoTeHLMjaleH NOBPaT Ha MHBECTULMKUTE He Ce CTUMYUPAYKM.
KomucujaTa Ke npoueHu fanu nMa notpeba 3a Mepku 3a HalMUHyBarbe Ha OBaa
CcUTyalMja, BepOjaTHO BO KOHTEKCT Ha MpeTcToevkaTa peBu3nja Ha AMPeKTUBUTE
3a MeMLUMHCKKU NoMararna.

CTuMynauum 3a pa3Boj Ha /IeKOBM 3a peTKu 6onecTtu

®apMaLeBTCKUTE KOMMAHUKM MHBECTUMpAaT MHOry [OJITOPOYHO 3a fAa
OTKpWjaT, pasBuMjaT 1 Aa rv AoHecaT Ha Na3apoT TpeTMaHuTe 3a peTku bonecTu.
Tue Tpeba ga MMaaT MOXHOCT Aa AobujaT NOBpaTOK 3a CBojaTa MHBECTMUM]a.
MeryToa, ugeanHo e TMe Aa ce BO MOXXHOCT [la PEeMHBECTMPAaT BO OTKPMBaHbe
Ha apyru TpetMaHu. Co noBeke o 45 TpeTMaHu ogobpenu Bo EY — 1 Hekou 3a
UCTUTE COCTOjbM — yLITe MMa MHOTY COCTOjOM 3a KOM HEMA HMKAKOB TpeTMaH.
McTparkyBarbe cO foaaTHM CTUMYy/aLMM Ha HaLMOHANHO M eBPOMCKO HUBO 3a
3ajakHyBarbe Ha UCTpa)kyBareTo BO obfacta Ha peTkuTe 6onectn U pasBojoT
Ha MeAMUMHCKM MpoM3BOAM 3a peTkM 6ofectu u NogurHyBarbe Ha CBecta Ha
3eMjuTe-ufieHKM 3a OBMe NMpom3BoaM, Tpeba ga ce MOTTMKHE BO COOAHOC CO
Unen 9 og Perynatusata (EC) 6poj 141/2000.

E-3ppasje

E-3npaBje MoXe fga npuaoHece Ha rofnieM 6poj pasfiMyHUM HauMHKM BO OBAa
obnact, ocobeHo npeky:

+  EnekTpoHcku oH-najH ycnyru passuveHn on OpdbaHeT unu  apyru
npoektTu cuHaHcKMpaHn of EY, ce jacHa meMoHcTpauuja 3a Toa Kako
MHdopMaTMykaTa M KOMyHMKauuckaa TexHosnoruja (MKT) Moxe pfa

NpuaoHece KOH 3aro3HaBakbe Ha NMauyeHTUTe Co APYru NaumeHTMM pasBoj
Ha MauUMEHTCKM 3aegHuuM, criogenysarbe Ha 6asm nogartoum nomery
MCTPaXkyBauKu rpynu, cobuparbe nogaToum 3a KIMHMUKO MCTPaXkyBatbe,
perMcrpuparbe Ha MauueHTU BOJSIHM [Oa Y4YecTByBaaT BO KIMHUYKK
UCTpaXKyBatba MU [0CTaByBarbe C/lydam A0 eKCrnepTh 3a noaobpyBarbe Ha
KBaJIMTETOT Ha AMjarHo3aTa M TPEeTMaHoT;

+  TenemeguuuHata, obe3benyBareTo 34pPaBCTBEHU YCIYrM Of OanedynHa
npeky UKT e gpyra kopucHa anaTtka. Moxke ga noMorHe ga ce gosefe
BMCOKO CreuujanusmMpaHa ekcneptusa 3a peTku bonectn Bo obuuHuTe
KIMHUKU U KIIMHUYKW OpAMHAaLIMKM, Kako U aa ce gobue BTOPO MUCTere
o[ LeHTpuTe 3a M3BOHpeHOCT,

*  WcTpaxyBatbe UHaHCKMpaHoO Bo paMku Ha FP7Y Bo obnacta Ha
KOMIjyTEPCKU- MOMOrHATO MOAeNMparbe Ha NMCUXOMOLWKM M MaTOMOLIKM
npoLecu e npmcTan Koj BeTyBa Aa NoMorHe 3a nogobpo pasbupare Ha
OCHOBHMUTe (haKTopu Ha peTkmM 6onecTu, NpenBuayBajKM pesyntatM u
MoXkebu U3Haorajku HOBM pelleHuja 3a TpeTMaH.

MpaKTUKM Ha CKPUHUHT

HeoHaTtaneH cKpuHUHr 33  @DEHUNKETOHHYpWja U KOHIreHuTasieH
XUNOTUPOMAM3aM € MOMEHTaNHa npakTuka Bo EBpona n e pokaxaHa Kako
BUMCOKO edbMKacHa BO NpeBeHUparbe Npeuku Bo pa3BojoT Kaj 3aboneHuTe geua.
Kako WwTo eBonympa TexHonorujata, MHOry TeCTOBM MOXKe [la Ce peanusnpaar,
BK/yUyBajKM MM U TWe of poboTH, MO HUCKA LieHa 3a LUMPOK OMCer Ha peTKu
6onectn, ocobeHo 3a MeTaboNMUKM HapyllyBarba M FEHETCKM COCTOj6MU.
Ce npenopavyBa fa ce nogapXu v oxpabpu copaboTka Bo oBaa obnact
3a [la ce reHepupaat [OKa3u Ha Kou bu ce Hasupane ognykuTe Ha 3eMmjute-
uneHku. EBanyauuja Ha cerawHaTa cTpaTernja Ha CKPMHWHI Ha nonynaumjaTta
(BKNyuyBajKn HeoHaTaneH CKPUHKMHT) 3a peTku 6oNecTu 1 3a NoTeHLMjaTHU HOBU

16 Draft Communication on Telemedicine for the benefit of patients, healthcare systems and
society. e 4
7 http://ec.europa.eu/information_society/activities/health/research/fp7vph/index_en.h




6onectu, ke ce n3ppwmn og Kommcujata Ha HMBO Ha EY 3a na obesbenum nokasmu
3a 3eMjuTe-usieHKM (BKy4YyBajKM M eTUUYKM acreKkTu) Ha Kou 6u ja 3acHoBane
cBOjaTa MoTeHUMjanHa oanyka. KoMucmjaTa Ke pasriiela MOXXHOCT 3a TaKBa
rnoaapLIKa Kako NpMopuTeT 3a aKuuja.

YnpaByBate co KBaJIMTET Ha AUjarHOCTUUYKK NabopaTopumn

MHory peTku 60n1ecTy cera Moxe Aa ce AujarHo3mMpaat co BUOMOLKM TECTOBM
KoM ce HajuecTo reHeTcku. OBME TECTOBM Ce INaBM efleMeHTU Ha COOABETeH
TpeTMaH Ha MaumeHTM 6uaejkM [O03BOMlyBaaT paHa AMjarHo3a, Hekorall co
KacKageH CKpMHUHE MM co MpeHaTaneH TecT. MNopaam ronemMmot 6poj Ha TecTosM
u notpebaTa Oa ce M3roTBU M BanuAmMsMpa creumduyeH ceT Ha AMjarHOCTMKa
3a ceKkoja 3eMja nocebHo, peasiHO HMTY efHa 3eMja He MOXe CaMOCTOjHO [a
obes3benn TecTMparbe M edUKaceH eKcTepeH KBanuteT Ha obesbepeHuTe
TecTtoBM. MIMa noTtpeba aa ce 0BO3MOXKM M ONIECHU pa3MeHa Ha eKcrepTusa Hm3
jacHO MCKaykaHW, TpaHCMapeHTHM 1 gorosBopern EY ctanpgapam u npoueaypm.

OBa MoXe fa ce MoCTUrHe HM3 BoCrMocTaByBake Ha EBponcku pedepeHTHM
MPEeXM Ha eKCnepTcKM AmjarHocTuukm nabopatopum (mpumep EuroGenTest!®).
Osure nabopatopum Ke ce mognpxaT Aa ydyecTByBaaT BO MpPOdecUOHanHo
TecTupare, NnocebHo MOCBeTYBajKM BHMMAHWE Ha pe3ynTaToT 3a U3BECTYBaHe U
obe3bepnyBarbe Ha reHETUUKO COBETYBaHE Mped U NoCT — TeCcTUpakeTo’.

MpumapHa npeBeHUMja

MMa Manky peTku 6ofiecTi 3a KoM e MoXKHa rnpuMapHa npeseHumja. Cenak,
NpYMapHW MPeBEHTUBHM MEPKM 3a peTKM 6onecTu Ke ce npeseMaT Kora e MoXXHO
(MpuMep npeseHuMja Ha pedeKTH Ha HeBpanHa Tyba co cynsiemeHTauMja Ha
donHa KucenuHa). Akumja Ha oBa nosne Tpeba ga e TeMa Ha gebata Ha EY HMBO
BofdeHa of KomucujaTa co uen ga ce ogpeau 3a Kou petku 6onectm 6u 6une
ycrewHu NpUMapHu NPeBeHTUBHU MEPKM.

18 See http://www.eurogentest.org/.

1 Helping people faced with a diagnosis of genetic disease to understand both the factual
information about the disease and the effect it will have on their lives, so that they can reach
their own decisions about the future.

Peructpu u 6asm nogatoum

peI'I/ICTpMTe n 6asumte co nogatoumn ce KnyvyH"M MHCTPyYMeHTK 3a 3ronemyBsame
Ha 3HaeHeTO 3a pPeTKn 6onectn u pa3Boj Ha KIIMHUYKO UCTpa>kyBare. Tue ce
eQUHCTBEH Ha4lMH 3a 30PpY>KyBakbe Ha nogaToun Cco uen ga ce noCTurHe 4oBoJIHa
ronemMmHa Ha NnpnMMepokK 3a ennaoeMmMonoiKo I/I/MJ'IM KNMMHUYKO UCTpa>kyBaHbe.

3aefHMUYKM HaMopM 3a BOCMOCTaByBake CTaHAapaM 3a cobupatrbe noaaToum
M HMBHO OJpP)XyBatbe ce pasrfieflyBa, AOKOJIKY OBME PecypCu ce OTBOPEHM U
pocTtanHu. KnyyHo npaware McTo Taka e obesbepyBarbe Ha [ONAroTpajHa
OOp>XMBOCT Ha OBME CUCTEMM, HaMecTo [a ce Ha 6a3a Ha NPOEKTHOo
dhrHaHcHparbe. OBa uaeja e UcTo paspaboTeHa Bo AoKyMeHToT ,,[logobpyBare
Ha NpucTan oo NeKoBU 3a peTku bonecTu 3a cuTe rparaHu og EY kom nMaaTt
petkn 6onectn, yceoeHa og PapMaLeBTCKMOT hopyM Ha BUMCOKO HuBo (High
level Pharmaceutical Forum).

UcTtpaxkyBatrbe U pa3Boj

3a HajTellKMTe peTkM 601ecTm KoM NoTeHLUMjaIHO MOXKe Aa ce TpeTupaar, BO
MOMEHTOB HeMa creuuduyeH TpeTMaH. Pa3BojoT Ha TepanuuTe ce CoovyBa Co
TPU NOTELUKOTUU: He0BOJIHO pa3burparbe Ha NAaTOPUIMONOLLKUTE MEXAHU3MMU,
HefloBO/IHaTa NMoAApPLIKA BO paHa dasa Ha KJMHUUKKM pa3Boj M HeLOBOJIHOTO
nepuenuparme Ha MOXHOCTUTe/TpollouMTe of CTpaHa Ha dapMaueBTcKaTa
uHAyCTpUja. BUCOKMOT TpOLLIOK 3a pa3Boj Ha NIEKOBM, 3a€JHO CO MPOLLEHETUOT
NMOBPaTOK Ha WMHBEeCTUUMjaTa KOj e HM3OK (mopagu ManuvoT 6poj nauueHTwH),
BooOMUaeHo ja AecTuMmynupa dpapMaueBTCcKaTa MHAOYCTpWja BO pasBoj Ha
NeKoBM 3a peTkuTe HoecTu, 1 NoKpaj orpoMHaTa MeauLMHCKa notpeba.

Tpeba fa ce BocrnocTasu NpoLec Ha paH Aujanor BO 0OAHOC Ha NIEKOBUTE BO
pa3Boj MoMery OBMe KOMMaHWKM M Tenata Kou duHaHcMpaaT nekoBm.?’ OBa
Ke UM Jafe Ha CMOoH30puTe MorosieMa CUrypHOCT 3a NOoTeHLUMjaneH noBpaTok
Ha PMHaAHCKMK BO MAHMHATa U Ke UM fafe Ha oduLMjanHUTe NiMLa MorosieMo

2 This as stipulated in the.document “Improving access to orphan medicines for all aff ¥
citizens”, adopted by the High level Pharmaceutical Forum. )




3Haere M noBepbHa BO BpeAHOCTa Ha JIeKOBUTE 3a KoM ce Bapa [OCTAMHOCT U
drHaHCUpatbe.

McTpaxkyBaukuTe npoekTu 3a peTkM 6Honectu ce nopap>kaHu noseke of
[Be JdelLeHuM HaHasag oA PaMKOBHWTe mporpaMu Ha eBpornckaTta 3aefHuua
3@ MUCTpaxKyBarbe, TEXHOJIOWKM pa3Boj M [AEMOHCTPATUBHU aKTUBHOCTM.
Bo cerawHaTa PamkoBHa nporpama P@I17 (FP7)?, 3ppaBcTBeHaTa TeMa Ha
,CopaboTka" koja e CneundmyHa nporpama, e gusajHUpaHa 3a Aa NoaapXu
MYNTUHALMOHANHO MUCTPaXkyBarbe BO pasnuuHu copMu. [MaBHUOT cokyc Ha
3apaBcTBeHaTa TeMa Bo obnacTa Ha peTkute 6bonectu ce EBponcku cTygmum no
npupoaHa uctopmja, naTomsnonoruja, M pasBoj Ha NPeBeHTUBa, AMjarHOCTUKa
U TepaneBTCKU MHTEPBEHLMM.

CosetogaBHMOT KomuTeT Ha EY 3a petku 6onectn (EUACRD, Buam Touka
7) u KoMuteToT 3a MeamMumMHCKM npomsBoam 3a peTtku 6onectn (COMP) Bo
Esponickata areHumja 3a nexkosu (EMEA) ke ynatm go Komucujata roguiiHa
3aeJHUYKa Nperopaka Ha cneumgmnyHM TOUKM 3a NOBMLMTE 3a NMpPeao3n npu
UMMieMeHTauujaTa Ha PaMKOBHMUTE MPOorpamu.

Tpeba La ce noaap)KyBaaT KOOPAMHATMBHM MPOEKTM KOM LenaT KOoH
onTMMarnHa ynotpeba Ha OrpaHUYEHUTE PeCypPCH MOCBETEHN Ha MCTPaXKyBatbe
3a peTku bonectn. Ha npumep, EU FP6- nogapyxa ERANet npoekT (E-Rare)?? koj
MOMEHTA/IHO KOOPAMHMPA UCTPaXKyBauKM NOSIUTMKM Ha (MHAHCHMpPatbe 3a PETKM
6onecT1 BO ceAyM 3eMju, CO LUTO NPUAOHECYBa 3a cripaByBakbe co npobneMoT
co dparMeHTaumMja Ha UCTparkyBadkmTe Harnopu. TaksuTe npuctanu Tpeba aa
ce pasrnefaar.

21 See http://cordis.europa.eu/fp7/home_en.html.
22 See http://www.e-rare.eu/cgi-bin/index.php.

MEI'YHAPOZIHA COPABOTKA

Monutkata Ha KomwucujaTta 3a peTkn 6Honectu Tpeba f[a uenu KoH
nopapxysare Ha copaboTkaTa 3a peTku HofecT Ha MefyHapoAHO HWMBO
CO cuTe 3auHTepecuMpaHu 3eMju U Bo bnucka copabotka co CeeTckaTa
34paBCcTBeHa opraHusaumja. MefyHapoaHaTa copaboTka e BeKke MHTerpasneH
Aen of PaMKoBHUTE Nporpamm 3a UCTpaXkyBatbe.

YMNPABYBAHE N MOHUTOPUHI

KoMucmhjaTa Tpeba ga e nortnomorHaTta og EY KomuteToT 3a coBeTyBare
3a peTtkn 6onectn (EU Advisory Committee on Rare Diseases (EUACRD)) 3a
[a coBeTyBa 3a MMMeMeHTauuja Ha oBaa KomyHukauuja. Co KOMUTETOT Ke
npetcepnasa EBponckata Komucuja m ke 6buge notnomorHaT op HaydHuot
CekpeTtapujaTt, noggp>xaH HM3 3apaBcTBeHaTa nporpama. OBOj KOMUTET Ke
6uae 3aMeHa 3a cerawHaTta ornepaTuBHa paboTHa pyna 3a peTkn 6on1ecTu Ha
EY (EU Rare Diseases Task Force).

Ke ce nopapxu Opranusaumja Ha Esponcku [leH Ha PeTkute Bonectn (29
®deBpyapu, penok aeH) u EBponcku KoHdepeHLUun 3a NourHyBare Ha cBecTta
Ha NpodecroHanLmTe 1 NoWMpoKaTa jaBHOCT.

KoMucujaTa Ke 3roTBmM M3BeLUTaj 3@ UMNeMeHTauuja 3a oBaa KoMyHMKauuja
- ynateHa go Esponckuot lNapnament, CoseTtoT, EBponckmnoTr EKOHOMCKM WU
CoumjaneH KomuteT 1 KoMmTeToT Ha PerrMoHuTe Bp3 ocHoBa Ha MHopMauuja
obesbepeHa of 3eMjuUTe-UNEHKM, HajAOLHa 5 roAuHM MO 4aTyMOT Ha YCBOjyBatbe
Ha oBaa KoMyHuKaumja. OBoj n3BewTaj Tpeba fa Guae ynateH UCTOBpeMeHO
CO M3BeLTajoT 3a mMnnemeHTaumja of lNpenopakata Ha CoBeTOT 3a peTKM
6onecTu.




3AKJTYHOK EBPOINCKWN COBET

MakKo cekoja peTka 6oMecT BNunjae caMo Ha penaTtMBHO Man 6poj NMauueHTU u MPEMOPAKA
ceMejcTBa, Kako LefiMHa Toa e cepumo3eH 34paBcTeeH npobnem 3a EY. Of1 8 JYHW 2009 FOAMHA

MoHaTaMy, noTpebaTa fOa ce 34py)KM ecnepTusaTa M edUKacHO A3 3A AKLIMJA HA MOSIE HA PETKM BONECTH

ce ynotpebaT orpaHWYeHWTe [OCTarnHW PecypcH, 3HauuM [eKa peTKute
b6onecTtn ce obnact kage EBponckaTta copabotka Moxe Aa gofane ocobeHa
BPeAHOCT Ha aKuuuTe Ha 3eMjuTe-uneHkn. KoMucujata Beke nopaHo npesepfe
noeAuHeYHN MHULMjaTUBM, KaKo NporpamMaTa 3a peTku bonecTu, perynatusara (2009/C 151/02)

3a MeOMUMHCKM MPOM3BOAM 3a PeTKM 6oNiecTM M BHMMAHMWETO KOH peTKuTe o OONUMNIANTHNOT BECHUK HA EBPOTCKATA YHNJA
6onectn Bo PaMKMOBHUTE MpOrpaMu 3a UCTPa)kyBatbe, TEXHOJIOLIKW Pa3Boj

U [LEeMOHCTPaTUBHU akTUBHOCTU. Cenak, NoTpebHU ce noBeKke aKTMBHOCTM 3a

fa ce obe3benn feka oBMe noeguHeuHW paboTHM cdrepu ce oap)KyBaaT M COBETOT HA EBPOIMCKATA YHUJA,

ce 34py>KyBaaT BO KOXEPEHTHa Lie/locHa cTpaTeruja 3a peTtkm 6osiectm 1 Ha »

HUBO Ha E3 v BHaTpe BO 3eMjuTe-uneHKu, 3a Aa Ce MaKCUMMU3MPa LieNIoKyMHUOT MMajku ro npeBrA AOroBOPOT 3@ BOCMOCTaBYBakbe Ha EBponckaa

noTeHuMjan 3a copaboTka 3aefHuUa, a 0cobeHo BO OQHOC Ha BTOPMOT cTae og Ynen 152(4), ogHocHo,
Co osaa KoMyHuMKaLMja 1 Mpuapy>XHMOT npeanor 3a MNpenopaka Ha CoseTorT, Wmajku ro npeasua npeanorot o Komucwjara,

Komucujata wenu aa noctaeu LenocHa cTpaTerja 3a petku 6onecTM. Osga Mmajkm ro npeasma Mucneweto Ha EBponckmot MNMapnameHT?,

HYOM MoTeHUMjan ga ce MakcMMM3upa ondartoT 3a copaboTtka u MerycebHa L .

noaApLKa BO OBaa NpeamsBuKyBadyka obnacT Ha Teputopuja Ha Lena Espona. l""“"‘JK";AFO npeasua MuUcnereTo Ha EponckuoT EkoHoMckm u CoumjaneH

Ke rv nogapyu seMjuTe-uneHKM BO MOCTaByBakbe Ha NoeamMHeYHM HaLMOHaNHK Komurer?,

n permoHanHm ctpaTtermm 3sa peTkm 6onectu. npu wwo:

M co Toa, Ke 06636@,0,14 nauneHTnTe “ CeMejCTBaTa KOU XMBeaT CO pPeTKHU

6onectu, ga uMaaT gonuMpnamea nNpupobueka on EBponckaTa MHTerpaumja Bo
CEeKOjaHEeBHMOT XXMBOT.

(1) PeTkmTe 6onecTu ce 3aKkaHa 3a 34paBjeTo Ha rparaHMTe Ha EY go cteneH
[10 KOj Ce XXMBOTO-3arpo3yBayku 1M XpOHUUYHO oHecrnocobyBauku 6onectu co
HMUCKa npeBaieHLa, HO CO BMCOKO HMBO Ha KOMMIeKCHOCT. M nopaj HMBHaTa
peTKoCT, MMa MHOTy pasfiMiHM BUOAOBM Ha peTku HonecTu Kou BavjaaT Ha
TekcToT e npeBefieH 0f CNeJHUOT JOKYMEHT: MUNTUNOHU nyfe.
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(2) MpuHUMIMTE M BpeaHOCTUTE Ha YHUBEP3as/IHOCT, MpUCTan 40 KBanuTeTHa
rpum>ka, eqHaKBOCT M CONMMOAPHOCT, MOTBPAEHM BO 3aKknydoumte Ha CoBeToT 3a
3ae0HUYKM BPeQHOCTU U MPUMHLMMIM BO 30paBCTBEHMTE cmcTeMm BO EY of 2 jyHu,
200671a rogmHa, ce o OrPOMHO 3HaYere 3a NaumMeHTUTe co peTkm bonecTu.

(3) AkumoHaTa nporpaMa Ha 3aegHuuUaTa 3a peTkM 60necTu, BAyYyBajKu
reHetckmn 6onectun, bewe ycBoeHa Bo nepuodoT og 1 JaHnyapu, 1999Ta
roomHa go 31 [Hdekempwu, 2003ta rogmHa®>. OBaa nporpamMa ja geduHupa
npeBaneHLaTa 3a peTku 601ecTn Kako BiMjaHWe Ha He noBeKe of, 5 NMMYHOCTH
Bo 10 000 Bo EY. lNopaduHMpaHa gedurHMumMja Ba3mpaHa Ha Hayka, Koja Ke
rM 3eMe BO NpeABuA U PacnpoCcTpaHeToCTa MU 3a4yecTeHOCTa, Ke ce pa3Bue co
KopucTere Ha pecypcu o Bropata 3gpaBctBeHa nporpaMa Ha 3aegHuuaTa.

(4) Perynatusata (EBporncka Komucwuja) 6poj 141/2000 op Esponckumor
MapnameHT n CoetoT op 16T [ekemBpu, 1999T1a roamHa, 3a NeKoBM 3a
peTku bonectn?’ co wro ce obesbenyBa MeAULMHCKU NMPOM3BOA A Ce O3HAUM
KaKo ,J1eK 3a peTka bonecT”, Kora e HaMeHeT 3a AujarHosa, npeseHuMja Um
TpeTMaH Ha XXMBOTO-3arpo3yBaykm UM XPOHMUYHO oHecrnocobyBauKu cocTojbu
KOW BNMjaaT Ha HajMHory opf 5 opg 10 000 nuua Bo E3, kora ce annuumpa 3a
ofobpyBatbe Ha TOj MEAULIMHCKM NPOM3BOA.

(5) Ce npoueHyBa geka AeHec ce pasnuKyBaaT of 5 Ao 8 unjaau peTku
6onectu, 1 3acdakaat 6-8% opf nonynaumjata Bo TeKOT Ha »umBoToT. Co apyru
360pOBl/I, MaKO peTKute 6onectu ceKoja nocebHo ce KapaKTepusnpaat co
HMCKa pPacnpOCTPaHETOCT, BKYMHMOT 6poj nuua 3aboneHun on peTtku 6onectm
Bo EY e nomery 27 n 36 munmoHu nyre. MNoroneMmoT gen of HUB CTpagaaT o4
nomanky dpekseHTHU 6onecTn kou 3acdhakaaTt 1 o 100 000 nyfe mnu nomasnky.
25 Decision No 1295/1999/EC of the European Parliament and of the Council of 29 April 1999
adopting a programme of Community action on rare diseases within the framework for action in
the field of public health (1999 to 2003) (OJ L 155, 22.6.1999, p. 1). Decision repealed by Decision
No 1786/2002/EC (OJ L 271, 9.10.2002, p. 1).

26 Decision No 1350/2007/EC of the European Parliament and of the Council of 23 October 2007
establishing a second programme of Community action in the field of health (2008-2013) (OJ L

301, 20.11.2007, p. 3).
27 OJ L 18, 22.1.2000, p. 1.

OBune naymeHTU ce MN30JIMPaHN U PaHNBUA.

(6) Mopagu HuckaTa npeBaneHua, creunuduyHOCTa M BUCOKMOT BKYMeH
6poj Ha 3aboneHu nyre, 3a peTkMTe Honectn e notpebeH rnobaneH Npucran
6asmpaH Ha crneumjanHu U KOMBUHUPaHW HaMopKM 3a NpeBeHUMja Ha 3HaYaeH
MOp6MAMTET MK 3berHysarbe Ha MpeaBpeMeH MOPTaIMTUT U 3a NogobpyBarbe
Ha KBaNIMTETOT Ha >KMBOT M COLMO-EKOHOMCKMOT MoTeHuMjan Ha 3aboneHuTe
nua.

(7) Petkute 6onectn 6ea efeH o NMpuUopuTeTUTE Of LWecTaTa pPaMKOBHA
nporpama Ha 3aefHuLaTa 3a UCTPaXKyBarbe U pPa3Boj? 1 ocTaHyBaaT NpUopuTeT
338 aKuuja BO ceaMaTa paMKOBHa MporpaMa 3a MCTpaXkyBare M pa3Boj?’,
6buaejku 3a pasBMBarbe Ha HOBWM AUjAarHOCTUYKM METOOM U TPEeTMaHU 3a PeTKM
3abornyBatba, Kako 1 3a eNMAEMUOIIOLIKO UCTPaXKyBarbe 3a Tue 3abosyBama, e
notpebeH MynTU-HaLUWOHAaNeH NpucTan 3a fa ce 3roneMu 6pojoT Ha NauneHTH
BO CeKoja cTyauja.

(8) KomucujaTta Bo benata kHura ,, 3aefHo 3a 3gpasje: CTpaTellku npucTan 3a
EY 2008 - 2013“op 23 OkTomepu, 2007 roaunHa, Koja ja passmea CrtpaTterujata
3a 34paBcTBo Ha EY, rv naeHtTUdmKyBa peTkute 601ecTy Kako nNpuopuTeT 3a
aKumja.

(9) 3a pa ce nogobpu KoopaMHaAUMjaTa M yCOraceHoCTa Ha HauMOHamHMY,
perMoHanHM M NoKasHM MHUMjaTUBM KOM Ce ogHecyBaaT Ha peTku bonecTu
U copaboTkaTa MoMery LEeHTPU 3a MCTpaXkyBarbe, peneBaHTHM HaLMOHAaHM
aKLMM Ha NoNeTo Ha peTKuTe 6oNecT MoxXe Aa ce MHTerpmMpaaT Bo NJaHOBU U
cTpaTeruu 3a peTku 6onecTu.

28 Decision No 1513/2002/EC of the European Parliament and of the Council of 27 June
2002 concerning the sixth framework programme of the European Community for research,
technological development and demonstration activities, contributing to the creation of the
European Research Area and to innovation (2002 to 2006) (OJ L 232, 29.8.2002, p. 1).

29 Decision No 1982/2006/EC of the European Parliament and of the Council of 18 December
2006 concerning the Seventh Framework Programme of the European Community for 3
technological development and demonstration activities (2007-2013) (OJ L 412, 30.12.20




(10) Crnopep, 6asata nogatoum Ha Opdanet (Orphanet), og wnjagHuum
nosHaTM peTku 60MecTn 3a KoM € MOXKHA KIIMHMYKA MaeHTudmKaumja, caMo
3a 250 o HMB uMa Kop BO MocToeukaTa MeryHapogHa knacudmKaumja Ha
6onectu (ICD) (10ta Bep3uja). CooaseTHa KnacmMdmkaumja 1 Kogudukaumja Ha
cute peTkmn bonectn e notpebHa 3a Oa MM ce gaae nortpebHata BUOMBOCT U
npeno3HaBarbe BO HaLMOHAMHMUTE 30PaBCTBEHM CUCTEMM.

(11) Bo 2007 roguHa, CeeTcKkaTa 34paBCTBEHa OpraHu3auuja, ro 3arnoyHa
npouecoT Ha pesBu3Mja Ha 10-ta Bep3uja Ha ICD, 3a pa ycBou HoBa, 1llTa
Bep3uja Ha oBaa Knacudmkaumja Ha CobpaHuneTto Ha C30 Bo 2014Ta roguHa.
C30 ro Ha3Hauu npeTcepatenoT Ha OnepaTuBHaTa rpyna 3a petku bonectu
Ha EY (EU Rare Diseases Task Force), kako u NpeTcepgaTtenot Ha TeMaTckaTa
coBeToAaBHa rpyna 3a peTtku 6onectu (Topic Advisory Group on Rare Diseases)
3a [la NpuaoHece BO MpoLECcOoT Ha pesusuja, obesbenyBarbe Ha Npensiosm 3a
KoamnduKaumja 1 Knacudmkaumja 3a petkute 6onecTu.

(12) MIMnneMeHTaumjaTa Ha 3aedHMYKa MOEHTUMKALMja Ha peTKn 6onectu
on cute 3eMjn YneHkn Ha EY, cunHo Ke ro 3ajakHe npupoHecoT Ha EY Bo
rpynaTta 3a COBeTyBatbe Ha OBaa TeMa U Ke OfleCHM 1 MOTTUKHe copaboTKa Ha
HMBO Ha 3aefHuLATa Ha MOJIETO Ha peTKUTe bonecTu.

(13) Bo Jynu, 2004 rogmHa BocrnoctaBeHa e KoMucucka rpyna 3a 34paBCTBEHM
yCnyru 1 MegMuMHCKa Hera Ha BMCOKO — HMBO, 3a Aa MM obeauHu ekcrneptuTe
o4 cuTe 3eMju-unieHKkM Ha EY 3a ga paboTaT Ha NpaKTUUHM acneKkTn BO O4HOC
Ha copaboTka MoMery HauuoHaNHUTe 34paBCcTBeHn cuctemun Bo EY. EgHa on
oBue rpynu ce chokycupa Ha EBponckumte pedepeHTHM Mpexu (EPM) 3a peTku
6onectn. Hekoun kputepuymm m npuHumnm 3a EPM ce passueHu, BKIyuyBajKu
ja 1 HMBHaTa ynora BO crpaByBareTo co peTkute bonectn. EPM ucto Taka
CNY)aT M KaKO LEeHTPW 3a UCTpaxKyBake U 3Haere, TpeTUpajKu rnaumeHTn og
apyrv 3emju-uneHku Ha EY u ocurypyBajkm [OCTanHOCT Ha MHCTUTYUMM 3@
TpeTMaH Kafe LWTo e noTpebHo.

(14) DopapeHaTta BpegHocT Ha 3aeagHuuata og EPM e ocobeHo Bucoka
3a petkuTe 60necTu, Nopaam PeTkocTa Ha oBMe CoCTojbu, WTO yrnaTyBa Ha
orpaHuuyeH 6poj NauueHTU M HeJoCTAaTOK Ha eKCrepTM3a BO NnoeauHeyHuTe
3emjn. Cobupareto excrneptusa Ha EBpOMCKO HMBO € 0 OrPOMHO 3Hauere
3a ga ce obesbenu enHakeBa AOCTAMHOCT A0 TOYHM MHpOPMAaLMKM, COOABETHA
M HaBpeMeHa AMjarHo3a M BMCOKOKBANMUTETHA Hera 3a NauueHTUTe CO PeTKU
6onecTtu.

(15) Bo Oekemspu, 2006 roguHa, ekcnepTcka rpyna Ha EBponckaTta yHuja 3a
peTku 6onectn — PaboTtHa (onepaTtueHa) rpyna (European Union Rare Diseases
Task Force), uspage msBewrtaj — “lNpuaoHec KOH NOAroToBKaTa MOMMTUKM: 3a
EBponcka copaboTka 3a 34paBCTBEHM YCNYrM U MeQMLUMHCKA Hera Ha nosieTo
Ha peTkuTe bonecTn”, po MpynaTta Ha 3a 34paBCTBEHU YCIYrM M MeAULMHCKA
Hera BMCOKO HMBO. M3BellTajoT Ha eKkcrepTckaTa rpyna Mery Apyroto cTaBu
aKLEHT Ha BaXXHOCTa Ha MOEHTUdUKYBarbe Ha LLeHTPU Ha eKcrepTusa U yiorure
KOW Tue LeHTpu bu Tpebano aa ru ucnonHat. Mcto Taka, ce cornacu geka, Bo
NPUHLMM, CeKae KaJe LITo e MOXHO, ekcnepTu3aTta Tpeba Aa naTyBa, HAMecTo
nauueHTUTe. Hekou Mepku of U3BELUTajoT Ce BK/yYeHM BO OBaa npenopaka.

(16) Copabortkata M criofenyBarbe Ha 3Haetbe MoMery UeHTpUTe Ha
eKkcrnepTM3a ce AoKaXka Kako MHory edMKaceH MpucTan BO CrpaByBakbe CO
peTkmTe Bonectu Bo EBpona.

(17) UeHTpute Ha ekcnepTusa Tpeba p[a cnepat MynTUAMCUMIMIIMHAPEH
npucTan 3a Hera, 3a ga paboTtaT Ha KOMMNEKCHUTE M pasfiMuHKM COCTOj6Mm
UMNIMUMPAHK o4 peTkuTe bonecTu.

(18) CneundomyHocTUTE Ha peTkUTe Honectn — orpaHuyeH H6pPoj MaumeHTH
M HeOoCTaTOK Ha peneBaHTHO 3Haere M eKcnepTMsa — ' U3[BOjyBa KaKo
YHWKaTHa obnacT co MHOTy BUCOKa [4o[afeHa BpeaHOCT Ha akuuja Ha HUBO Ha
3aepHuuaTa. OBaa fojajeHa Bpe4HOCT MoXe ocobeHo Ja ce MOCTUrHe HU3
cobuparbe Ha HalMoHallHa eKcrepTM3a 3a peTku bonecTu Koja e I'Ipl/ICYTHa Ha
MecTa HW3 3eMjuUTe-usieHKkn Ha EY. ;




(19) Of mTHa BaxKHOCT e Oa ce obe3beam akTMBEH MPUOOHEC Ha 3eMjuTe-
uneHkKM 3a enabopuparbe Ha HEKOU 0f, 3aeAHUUKMTE MHCTPYMEHTU NMpeasmaeHu
BO KOMYyHMKaLMjaTa Ha KOMUCKjaTa BO OHOC Ha peTku 6onectu: EBponckuTe
npeaussmum on 1ltm Hoemepu, 2008 roguHa, ocobeHO BO oAHOC Ha
OMjarHosata UM MeaMUMHCKa Hera M EBponckute nNpoToKonM 3a CKPUHUHE Ha
nonynauujata. OBa Mo)ke fa buae 1 BO C/lydajoT Ha U3BeLUTamTe 3a MPOoLeHKa
Ha TepaneBTCcKaTa AodajeHa BpeoHOCT Ha MeAMLUMHCKM NMPOU3BOAM 3a PETKMU
6onectn, KoM Ke mnpuaoHecaTt BO 3abp3yBarbe Ha MperoBopuTe 3a LieHa Ha
HaLMOHANHO HMBO, COOABETHO HaMasyBajKM MM o4 I0XKyBatbaTa 3a NpMcTan Ao
JIEKOBM 3a MalMeHTUTe Co peTkM bosnecTu.

(20) CseTckaTa 3pgpaBcTBeHa OpraHusauuja ro geduvHMpa 3ajakHyBareTO
Ha MauMeHTUTe Kako ,MNpe-peKkBM3MT 3a 3gpasje’ U oxpabpu ,,MPOaKTUBHO
NnapTHepPCTBO M CTpaTerunja 3a cCaMo-rpuxka Ha naumeHTUTe 3a nogobpyBarse Ha
pe3ynTtaTuTe BO OQHOC Ha 3[4paBjeTo U KBANIMTETOT Ha KMBOT NMOMErY XPOHUYHO
6onHmMTe . Bo 0BOj cnyyaj, ynorata Ha He3aBUCHMTE FPYMM Ha MauMeHTH
€ CYWTMHCKa BO CMMC/Ia Ha OMpeKTHa moadpluka Ha nuvua KOU XXMBeaT Co
peTku 6onectu 1 BO CMUC/IA Ha KonekTMBHaTa paboTa Koja ja peanusmpaart 3a
nogobpyBare Ha YCNoBUTE Ha 3aefHULATA Ha MauUeHTUTe co peTku bonectu
KaKo LileNIMHa 1 3a ClieJHUTe reHepauuu.

(21) 3emjute YneHkm Ha EY Tpeba ga wvMaaTt 3a uLen MHBOMBMPaAHE Ha
MauueHTUTe M NPeTCTaBHMUM Ha MauueHTUTe BO MpoLecuTe Ha [oHecyBare
MOSIMTUKM U a MPOMOBMpPaaT aKTUBHOCTU Ha rpynmTe naumeHTH.

(22) 3a pa3BojoT Ha MCTpPaXKyBareTO M 34paBCTBEHATa MHAPACTPYKTypa Ha
nosieTo Ha peTkuTe BonecTn ce NoTpebHU [ONTOTPAjHU NMPOEKTU M COOABETEH
PUHAHCUCKM HarMop 3a [Ja ce OoCuMrypa HWBHATa AONTOPOYHA OAPXKIIMBOCT.
Hanopute 3abenexxuTenHo Ke ja MakCUMM3MpaaT CMHeprujaTta BO NPOEKTUTe
nopg BTOpaTa 34paBcTBeHa MporpaMa Ha 3aefHUuUaTa, ceamaTa pPaMKoBHa
nporpaMa 3a UCTparkyBarse M pa3Boj 1 NocsiefoBaTeIHUTE MPOrpamu.

30 http://www.euro.who.int/Document/E88086.pdf

CO OBA COBETOT MNPEIMNOPAYYBA 3A 3EMJUTE YIEHUKUN HA EY:

NMIAHOBU U CTPATEIT'M HA NMOJIETO HA PETKUTE BOJIECTU

[a BocnoctaBaT M MMMJIEMeHTUPaaT MIaHOBM WM CTpaTernm 3a PeTKu
6onectn Ha COOOBETHO HMBO MMM OA@ UCTPAXKAT COOABETHW MEPKM 3a PeTKM
bonect BO [ApyruTe jaBHWM 34paBCTBEHWM CTpaTerMu, 3a f[a UenaT KoH
oCUrypyBakbe Ha naumeHTUTe Co peTku HonecTM Bo 04HOC Ha AOCTANHOCT Ha
BMCOKO-KBA/IMTETHA Hera, BK/y4YyBajKu AujarHosa, TpeTMaH, pexabunuTauuja
3a OHWE KOW XXMBEAT COo peTKM 60NecTU U [OKOJIKY € MOXHO, edpeKTUBHM JIEKOBM
3a peTku bonecTtn 1 ocobeHo:

(a) Na enabopupaaT 1 ycBOjaT NfaH UM cTpaTeruja WTo e MOXKHO NopaHo, Mo
MOXXHOCT 80 Kpaj Ha 2013 roamHa HajaoLuHa, Co Les BOACTBO U CTPYKTyMparbe
Ha peneBaHTHU aKTMBHOCTW Ha MONIeTO Ha peTkuTe HonecTn BO paMKuTe Ha
HUBHWUTE 34PaBCTBEHU U COLMjalIHU CUCTEMMU;

(b) [a npesemMaT akumja 3a MHTErpMpatrbe Ha CeralHm U MAHU MHULMjATMBM Ha
NOKasHo, PErMoHasiHO M HaLMOHAMHO HMBO BO CBOMTE MIAHOBM UMM CTPATErmm
3a ceondpaTeH NpucTan;

(c) Da pedmHMpaaT orpaHuyeH 6poj NPMOPUTETHU aKTUBHOCTM BO MAHOBMTE
WM CTpaTernmnTe, Co LeSiv M MeXaHW3MK Ha NpocrieayBatbe/esanyaumja;

(d) Oa ro 3emaT npeneua pasBojoT Ha ynaTcTBa M NpenopakK 3a enabopauuja
Ha HaUMOHANIHM aKTMBHOCTU 3a pPeTKM HonecTM of peneBaHTHW aBTOPUTETU
Ha HaUMOHANHO HMBO BO pPaMKWMTE Ha TEKOBHMOT EBpOMCKM MpoekT 3a
pa3Boj Ha HauMOHaNHM NiaHoBM 3a peTkn 6onectn (EUROPLAN), usbpaH 3a
d1HaHCcKparbe BO TeK Ha NeprogoT 2008-2011Ta rogmHa Bo npBaTa NporpaMa
Ha 3aefHuuaTa 3a akuMja Ha none Ha jaBHo 3apasje’.

31 Decision No 1786/2002/EC of the European Parliament and of the Council of 23 September
2002 adopting a programme of Community action in the field of public health (2003-2 .
271,9.10.2002, p. 1). :




COOABETHA AE®UHULMNIA, KOOUDPUKALMNIA N UHBEHTAP HA PETKU
BOJIECTU

[a KopucTaT 3a oBaa Lien Ha paboTa Ha MoNMUTMKM Ha HWBO Ha 3aefHuULaTa,
3aefiHMuUKa aeduHULMja 3a peTkM Bonectu kage petkuTe bonectu ce Tme
KOM BnvjaaT Ha HajMHory 5 op 10 000 nyre.

[a uenat koH o6e36enyBatbe afeKBaTHO KOAUPAHE W HAaorare Ha PeETKUTE
6onecTtn BO cuTe 34paBCTBEHU MHAPOPMALMOHM CUCTEMU, Aa oxpabpyBaaT
a[leKBaTHO Mpu3HaBare Ha peTkuTe HonecTy BO HaLUMOHAHOTO 34PaBCTBO
M cucteMu 3a HapgoMecTtok 6asuvpanu Ha ICD co 3amasyBarbe Ha
HaLMOHaHUTe npoLienypu.

AKTMBHO Oa npupaoHecaT 3a pa3sBoj Ha JIeCHO AOCTareH M AMHaMWYeH
MHBEHTap Ha peTku 6onectn Ha HMBO Ha EY, 6a3upaH Ha Mpexata Ha
OpdaHeT (Orphanet) n apyr1 noctoeukn Mpexxm Kako LTo e pedepmpaHo
BO KOMYHWKaLMjaTa Ha KoMumcHjaTa BO 04HOC Ha peTkmTe 6onecTtu.

[a ja pasrnegaat MoOXHOCTa 3a MOAApPLIKA Ha CUTe COOABETHW HMBOA,
BK/IyYyBajKM o0 M HMBOTO Ha 3aedHuUaTa, of efHa CTpaHa, Mpexu 3a
MHpOpPMaLMKM BO OOHOC Ha crieumdpmuHmn bonect 1 og Apyra cTpaHa 3a
ennaeMMosNoWwKM Lienur, permctpm 1 6asm Ha nogaTouM, CoO CBECHOCT 3a
HEe3aBMCHO perynuparbe 3a UcTute.

UCTPAXXYBAHE 3A PETKU BOJIECTU

[a ce naoeHTUdMKYBaaT TEKOBHU UCTPaXKyBakba U MCTPaXKyBauKM pecypcum
BO HaLMOHaNHaTa paMKa, Kako M BO paMkuTe Ha E3 3a ga ce BocrnocTtasu
Hajoobpata cocTojba, Oa ce MPOLEeHM MCTPaXKyBauKMOT KanaumTeT BO
obnacta Ha peTku bonectu, 1 ga ce nogobpu KoopauHaumjata Ha E3,
HaUMOHAMHMUTE U PEervoHanHMTE MPOrpamMmM 3a MCTPa)kyBarbe Ha PeTKu
6onecTu.

[Oa ce waoeHTUdbuKyBaaT r|0Tpe6|4Te M MpUoOpUTETUTE 3@ OCHOBHO,
KJIMHUYKO, TPaHCHALMOHANHO M COLMjaliHO UCTpaXkyBakbe Ha MoMeTo Ha

peTkuTe 6onectm u opMmTe Ha HUBHO 3rpUMIKyBarbe M MPOMOBMPAHe Ha
WHTEPANCUMMNNIMHAPHM KO-OMepaTMBHM MPUCTaNM KoM KOMIIEMEHTapHO Ke
ce pa3paboTaT HM3 HaUMOHAMHUTE MPOrpamMm, Kako M HM3 NMporpammTe Ha
E3.

[a ce NOTTUKHYBa Y4eCTBO Ha HALMOHAJTHM UCTPaXKyBauM BO MCTPAXKyBaUKM
NPoeKTH 3a peTkn 6on1ecTn PUHaHCHMpPaHM Ha COOABETHU HMBOA, BKITyUyBajKM
M Ha HMBO Ha E3.

Oa BK/lydaT BO TMJ1aHOBUTE WM CTpaTermmrte o,u,pe,u,6|/1 HaMeHeTn 3a
MNOTTUKHYBak€ Ha MCTPa>kyBaH€TO Ha MNMOJ1IeETO Ha PETKU 6onectu.

[a onecHart, 3aegHo co KoMucujaTa, passBoj Ha UCTpaXkyBauka copaboTka co
TPeTH 3eMju aKTMBHU BO UCTParKyBatbe Ha peTKuTe 601eCcTu U NoreHepasHo
BO OZHOC Ha pa3MeHaTa Ha MHpOPMaLMK 1 CMoAEeNyBaHeTO Ha eKcrepTM3a.

LEHTPU HA EKCINEPTU3A U EBPOINCKU PE®PEPEHTHU MPEXXW 3A PETKU
BOJIECTU

[Oa ce wuoeHTMdMKYBaaT COOABETHM LEHTPU Ha eKcrepTusa Hus
HauuMoHanHaTa TeputTopuja fo Kpaj Ha 2013ta rogmMHa 1 ga ce pasrnega
noAaap>KyBatbe Ha HUBHOTO CO3/aBakbe.

[a ce NOTTUKHYBa y4yecTBO Ha LIeHTpUTE Ha eKkcrnepTusa Bo EBponckute
pedepeHTHN MpexXH, 3amnasyBajkM M HaUMOHANHWUTE HAANEXHOCTU W
npaBusia BO OHOC Ha OBMACTYBakbe UMW NPU3HaBakLe.

[a ce opraHusupaaT 34paBCTBEHW MPOTOKOMM 3a MaLMEHTU KOW CcTpajaaTt
of peTku HonecTu, MpeKy BOCMoCcTaByBatbe Ha CopaboTKa CO peneBaHTHU
eKCMepTU U pa3MeHa Ha eKcrepTM3a BO 3eMjaTa MMM of, CTPAHCTBO Kora e
notpebHo.

[Oa ce nooopXu KopucTere Ha MHAMDOPMALMCKA M KOMYHMKALMCKM
TEXHOJIOrMM KaKo TeneMeauumHa Kage e notpebHo ga ce 6es3beam anCTan -
Ha [aneJyvHa o crielmduyHaTta notpebHa 3apaBCcTBEHa Hera.




* LNa ce BK/ly4YaT, BO TJlaHOBUTE WJIM CTpaTermmrte, I'IOTpe6HI/ITe yCcnosum
3a ,D,I/Ibe3l/lja M MOBUIHOCT Ha eKcnepTtnsa U 3Haere 3a Oa ce OJieCHU
TPEeTMaHOT Ha NMauneHTnTe BO HUBHATa 6n13nHa.

« [Ja oxpabpaT ueHTpuMTe Ha ekcriepTM3a pa ce 6asmpaaT Ha
MYyNTUOULMINIMHAPEH NPUCTan Ha Hera Kora ce paboTtu 3a peTku 6onectu.

COBUPAHE HA EKCTIEPTU3A 3A PETKM BOJIECTU HA EBPOINCKO HMBO

[a cobupaaT HaLMoHanHa eKkcrepTmnsa 3a peTkM BonectM 1 aa noaap>Kysaat
30pY>KyBatbe Ha Taa eKcrepTM3a CO eBPOrCKMTE KOoMern co Les Aa NoaapsKar:

(a) Cnopenysarse Ha HajoobpurTe NPaKTUKM 3a anaTkum 3a AujarHo3a U MeMLMHCKa
Hera Kako U eflyKaluja 1 colujanHa Hera Ha NoneTo Ha peTkuTe bonecTu;

(b) AnexBaTHa egykaumja 1 obyKa 3a cMTe MeAMUMHCKM NpodecroHanum 3a aa
61aaT CBECHM 3a MOCTOEHETO Ha 0BUE HOECTU U MOXKHMTE pecypcu AOCTanHM 3a
HMBHa Hera;

(c) Pa3Boj Ha MegMuMHCKa obyKa Ha MONUHbA pPefieBaHTHU 3a AMjarHo3a U
MeHaLIMeHT Ha peTKM 6ofecTu, Kako reHeTuKa, WMMyHOJoruja, HeBposoruja,
OHKoOJIorWja Unu negujatpuja;

(d) PasBoj Ha EBponcku ynaTtcTBa 3a AujarHosa M TECTOBWM MU CKPUHWMHE Ha
HacenieHWeTo, 3aMna3yBajKu ' HaLMOHaNHUTE OANYKU U HAaLNEXHOCTH;

(e) CnopenyBatbe Ha M3BelTauTe Ha MPOLeHKa Ha cemjute-nneHku Ha EY, 3a
TepaneBTCKa UM KIIMHWYKA AoAafeHa BpedHOCT Ha NIeKoBU 3a peTkM bonectu
Ha HMBO Ha E3, kage peneBaHTHOTO 3Haere U ekcrnepTusa ce cobupa, 3a ga ce
MWHMMU3MPAAT OASIOXKYBakka BO MPUCTaNoOT A0 JIeKOBU 3@ peTku bonectu 3a
rnauueHTUTe co peTkmn bonecTu.

3AJAKHYBAHE HA OPIAHU3 ALK HA NMALUMEHTU

* D,a Cce KOHCynTMpaaT CO nauneHTtuTe M npeTctaBHUUM Ha MNauUneHTUTe
BO OOHOC Ha NOJIMTUKUTE Ha MOJIETO Ha PEeTKA 6onectu u Aa ro onecHart

npmncTanoT O HOBU MHCbOpMaLIMl/I 3a PeTKN 6onectu 3a naumeHTuT

« [a rv npoMoBMpaaT aKTMBHOCTMTE BO peanu3auMja Ha opraHmMsaumu Ha
nauMeHTH, Kako MoAMrHyBake Ha jaBHaTa CBECT, rpajere Ha KanauuTeT
n obyka, pa3MeHa Ha MHOPMaLMK M HAjA0DPM MPAKTUKKM, BMPEXYBAHE M
ondpakatbe Ha MHOTY M30/IMPaHM NMaLUEHTH.

OAPXNMMUBOCT

+ 3aegHo co KomwucwujaTta, ga uenaT koH obesbepnyBarbe (HM3 COOABETHO
hrHaHcKparbe U MexaHM3MU Ha copaboTka), Ha AoNroTpajHa OAPX/IMBOCT Ha
WHPpaCTPyKTypUTe pa3BMeHM Ha NoneTo Ha MHdOopMaLMja, UCTparkyBakbe
W 30paBCTBEHa rpuxKa 3a peTkuTe bonectu.

CO OBA JATIOKAHYBA KOMUCHJATA:

+ [Jo kpajot Ha 2013 rogmMHa a co uen fda AO3BOMAM ofpefeHU MOXKHMU
npeanosu 3a uaHa nporpaMa Ha akumja Ha E3 Ha none Ha 3gpaBjeTo, Aa
MMMJIeMeHTMpPa M3BeLUTa] BO OQHOC Ha OBaa Mpernopaka agpecupaHa ao
EBponckmoT napnameHT, CoBeToT, EBpONCKMOT €KOHOMCKM M coumjaneH
KoMmuTeT U KOMMTETOT Ha PEeruoHuTe BpP3 OCHOBA Ha MWHgopMauumuTe
obesbeneHn on 3eMjute-uneHkM Ha EY, kom Tpeba ga pasrnegaat 4o Koj
CTeneH NpeaoXXeHUTe Mepku paboTaT edheKTMBHO U Koja e noTpebata of
WMOHW aKTMBHOCTU 3a NofobpyBarbe Ha XXMBOTOT Ha MaUMEHTUTE CO PeTKM
60necTu 1 HUBHMUTE ceMejCTBa.

* [ononHuTtenHo penoBHO Oa ro VIHCbOle/Ipa CoseToT 3a KOMYHMKaLI,l/IjaTa
COa KOMMCMjaTa 3a PeTKH 6onectu Ha penoBHa OCHOBa.

MoparoTteeHo Bo JlykceMbypr, 8 JyHu, 2009 roguHa.
3a coeeltioli
lMpelticegaluen
Metp Wnmepka, EH L, 151/10 OcburumjaneH BecHuk Ha EBponckata YHuja 3.7.2009
Petr SIMERKA EN C 151/10 Official Journal of the European Union 3.7.2009

TekcToT € npesefeH of CnefHUOT JOKYMEHT:

COUNCIL RECOMMENDATION of 8 June 2009 on an action in the field of rare diseases (2009/C 151/02) -rl .




EYPOMNAH / EBPOIMNCKU NPOEKT 3A PA3BOJ HA HALIMOHAJTHU
MIAHOBU 3A PETKU BOJIECTU

NMPEMOPAKHU 3A PA3BOJ HA HALUMOHAJTHA NMNTAHOBMU 3A PETKU
BOJIECT

M3BPLUHO PE3UME

3a cneuunduuHmTe NpobneMu u notTpebu Ha NauMeHTUTe co peTku bonectu
e u3BecTyBaHO M ob6jacHyBaHO BO MoBeKe BaXXHW EBPOMCKM [OKYMEHTU
kako ,KoMyHukeTo op Komucujata go Esponckmot [lNapnamenTt, CoseToT,
EsponckunoT EkoHoMckn u CoumjaneH Komutet u KoMuTeToT Ha pernoHun” 3a
Petkn 6onectu: MNpeamnssmumte Ha EBpona, objaBeH Ha 11 HoemBpu 2008,
u MNpenopaknte op CoBetoT of 8 jyHn 2009 3a akuuja BO MONETO Ha PETKM
6onectu. NparaHuTe Ha EY kou ce coouyBaaT co petka 6onect ce coouyBaaT
M CO roneMm HeeHaKBOCTM BO Pa3fUYHK 3EMjU UNEHKM , OYPU U BO PA3IUYHM
per1MoHu Ha mUctaTa 3emja yneHka. Bo MoMeHTOB MMa HeeHaKoB nMpucTan Ao
CTPYYHU YCNyru, NIEKOBM KOM Ce CrneumjasiHo pasBMeHM 3a peTku Honectu,
TaKaHapeyeHUTe JIeKOBM cupaLu, AujarHosa n pexabunuraumja.

N KoMyHuMKaumjaTa Ha KoMucujaTa m Bo Npenopakata Ha CoBeToT NoKa)kyBaaT
[eKa cooaBeTHM HauMoHanHM nnaHoBM UKW CcTpaTerm, Ko MMaaT ceondateH
M MHTEerpupaH NpucTtan KoH obesbenyBarbeTo Ha 34paBCTBEHa M couMjanHa
3aliTMTa Ha MNauMeHTMTe CO peTKM bonecTy, BO KOHTEeKCTOT Ha EBporicka
copaboTka, ce HeoOMNMxoAHU 3a HaBMUCTMHa Aa ce noabpu cocTojbaTa Ha oBUe
nauueHTH.

[opeka [lMpenopakute on CoBeToT cBeegoyaT 3a Mpero3HaBakeTo Ha
noTtpebaTta 3a nogobpyBarbe Ha cocTojbaTa Ha NaUMeHTUTe Co peTkM bonecTn
Ol CTpaHa Ha 3eMjuMTe UNeHKM U M MOoKaXKyBaaT HACOKMUTe 3a pas3Boj Ha
34paBCTBEHUTE MONUTUKM , EBponckmMnT npoekT 3a Pa3Boj Ha HauMoHanHU
nnaHosu 3a petkm bonectn? (EYPOIJIAH), rv enabopupalue ceouTe 'yrnaTcTea

32 EYPOIJ1AH umMa kopucT og copaboTkaTa Ha ekcnepTu og 27 3emju uneHku (34) 3 He —-EY
EBponcku 3eMju 1 yagop opraHmsauujaTta Ha eBponcku naumeHTn EYPOOMC, Bo KoopAauHaumja
co HaunoHanHuot LleHTap 3a PeTku Bonectn, UtanujaHckmnoTt HaunoHaneH MHcTUTYT 3a 3apasje
(Istituto Superiore di Sanita, Italy). EYPOTMJAH e kodbuHaHcupaH oa EBponckaTta Komucuja (M4
3apascTeo u MoTtpouyBaum) Bo pamkuTe Ha WP 2007 o nporpamaTta Ha AKuuu Ha 3aefHuuaTa BO
JaBHOTO 34paBCTBO.

U Npenopaku’ 3a fa ce onecHe geduHULMjaTa, CNPOBEAYBaHETO U ClleferHeTo
Ha HauuoHanHute MNMnaHoeu mnu Crtpaternu . Npenpakute Ha EYPOIIAH
Ke 6ugaT npeseHTUpaHM Ha KodepeHumMm opraHusupaHu og EYPOPOMC
Bo bBbyrapuja, Xpsatcka, [aHcka, ®PpaHuumja, lepmanuja, Mpuwuja, YHrapuja,
Mpcka, Utanuja, Nykcembypr, XonaHauja, Pomanuja, LUnaHuja, LlBencka,
O6epgunHeToTo Kpancteo u Moxkebu ncTto Taka Bo [Mosncka, 3a Aa ce npoueHu
HMBHaTa TpaHcepabuNHOCT BO COOABETHWUTE 3eMju U Aa ce CTUMynupa
HauMoHanHa aebaTta Mery peneBaHTHUTE yYeCHULM.

Mpenopakute Ha EYPOMJIAH ce dokycupaat Ha cemym obnactm 3a
WMHTepBeHUMja OTCNIMKYBajKu ru MNpenopakmte Ha CoBeToT Ha EY.

O6nacrt 1 - NnaHoBM U cTpaTernu Bo NnoseTo Ha peTkn 6onectu: lMpouecoT
Ha Kpeuparbe Ha HaumoHaneH lMnaH unu CTpaTerwja 3a peTkn 6onecTu
MOXKe [a € 3HAUYMTENHO pasfiMyeH Mery 3eMjuTe YsieHKM nopagv HMBOTO Ha
UCKUCTBO Ha 3eMjaTa co peTku bonectn. Co uen ga ce pasBue HauuoHaneH
nnaH unu cTpateruja 3a peTku 6onecTu cnegHUTe akuMm ce MaeHTUUKYBaHM
M ycornaceHu: a) nMpoueHka Ha noTpebuTe Ha MauMeHTUTe U pecypcuTe
Ha 30pPaBCTBEHMOT cucTeM, 6) co3gaBarbe Ha MeXaHM3MM 3a Moagplika Ha
HaLUMOHANHUOT MAaH MNKM cTparteruja, B) HaupT MnaH mnm Crparteruja, r)
naeHTUdUKyBarbe Ha MHMUMjATMBM M aKUMK, A)Oa Ce OCMrypa OApP>K/IMBOCT,
e)cnefere Ha CNpoBeAyBakeTo, eBajlyalMja Ha pesyntatute U pesusuja
Ha NMaHOT COOABETHO M M3HaOfare M CTaBarbe BO (PYHKLUMja Ha MeXaHW3MMU
3a ynpaByBatbe€ CO BK/lyYEHOCTa Ha pa3nunyHu ydecHuuu. Co3paBareTo Ha
CBECHOCT e Ba)HO He CaMo Kaj jaBHOCTa (rpynu Ha naumeHTU, KoHdepeHumH,
HaCTaHM, BKITYYEHOCT Ha MeanyMmuTe ) TYKY U Mery KpeaTopuTe Ha NOJIMTUKKU BO
34paBCTBOTO. BTopoTo Tpeba Aa ja noamrHe ceecta Mery 'o4roBOpHUTE NMLa‘ 3a
[ia ce MOMOrHe uMnneMeHTaumMjaTa Ha HaumoHanHuTte MNnanosu nnu CtpaTermu.
Bo 3eMjute co Mana nonynauuja ronem gen on 6onectuTte HajBepojaTHO He
ce NPUCYTHM Kaj HaceneHWeTo MNM ce jaByBaaT C/lydajHO LWTO pe3ynTupa
CO HeAoCTaTOK Ha CBECHOCT, HeAOCTAaTOK Ha 3acTarnyBare, HeAOCTAaTOK Ha
BHMMaHMe KOH MaumeHTUTe co peTka bonecT, HeAoCTaTOK Ha creumjanmsMpaHm
MeaULMHCKMK npo¢)ec140Hanu,M W LLEHTPW 1 He[JOBOJIHO MCTpaxyBatbe. Mopaau
OBWe NMPUUYMHKU MefyHapoaHaTa copaboTka e BaXkHa onu,ma 33 Aa ce usrpaau
eKkcrnepTMsa 1 oanenHu yciyri BoCTanHu BO Maau 3eMju.




CoBeToT UCTO Taka npernopavyBa enabopupatrbe Ha ,orpaHuyeH 6poj Ha
NMPUOPUTETHU aKumu (Mery 5 1 10 ) Bo paMKKUTe Ha NIaHOBUTE UK CTpaTermmre.
Moctoeuknte HaumoHanHu [MnaHoBu wmnu CTpaTernm noKaxkyBaaT nAeka
peTkuTe 6onecTM uMaaT 3aedHUMUKM MOMUba M aKuuu. MoeHTUdUKyBaHUTe
rMaBHU MONMHA BKydYyBaaT BO HajronemM 6poj Ha c/iyyau: npenosHaBakbe
Ha creuMjasHOCTa Ha peTKkUTe 6HonecTuu; UMHMOPMaLMM 3a MaUMEHTUTEM
OnwTecTBOTO; NoAobap NpMcTan 4o MeAnLMHCKa Hera; HaBpeMeHa M CoOoABeTHa
OMjarHosa; nogobpeH TpeTMaH M MpucTan 4o noTpebHuTe nekoBu (Ha np.
CcMpaum NeKoBM); UCTparkyBarbe; obyka Ha MeAMLMHCKUTE npodyecuoHanum;
jakHere Ha MaumeHTUTe; nogobpyBatbe Ha 34PaBCTBEHUTE YCIYTM 3a ApPYri
3gpaBcTBeHM npobnemu. [uceMumHauuMjata Ha MHAOPMaLMM 3@ MOArOTOBKA
u ycBojyBame Ha HaumoHanHuot MNnaH unu CtpaTeruvja Bo 3eMjaTta MCTO Taka
Tpeba fa 6uaaT oen of cTpaTervjata 3a fa ce ocurypa epekTUBHO BMjaHUe Ha
OfHecyBaheTO Ha NMaLMEHTUT CO PeTKM 60M1ecT U Ha paboTereTo Ha CUCTEMOT
3a 3gpaBcTBeHa 3awTmTa. Co Len aa ce nogobpu ogpxxnmpocta HamvoHanHuUTe
MnaHoBn unu CrpaTermm Tpeba ga 6uOat MHTErpupaHM BO MOCTOEYKUTE
CTPYKTYpPU Ha OMWTMOT CUCTEM 3a 34paBCTBEHa 3awTuTa. JKMBOTHMOT BeEK
Ha noctoeukmTe HaumoHanHu MnaHoBu mnmu CTpaTerum e BapujabuneH, co
rMpoceyHo BpeMeTpaene o4 3 40 5 roauHM HO MCTO Taka MoXe Aa ce niaHMpa
M KOHTUMHYMpPaH UMKmMdeH npouec (Ha np. LnaHuja). Ce npenopauyea ga ce
MMa MexaHM3aM 3a C/Ie[leHeBO PEeryfapHU WMHTEPBaNM Ha WHUUMUjATUBUTE
wTto ro npasaT lNnaHoT unu CrpaTternjata M eBanyaumja Ha MCRONHETUTE
OOCTUrHYBaka. McTo Taka e Ba)KHO MogaToumTe 3@ WMHOMKAToOpMTe Aa ce
npubupaat of CTPYKTYpa/MHCTUTYUMja KOja MHTPUCTMUHO e 3auTepecupaHa
3a MHOPMaLMKUTE KOU MM faBa MHOMKATOPOT, M eBaslyaumjaTta Aa e M3BpLueHa
of cTpaHa Ha HesaBucHo Teno. [lpoekTtotr EYPOIJIAH npepnara nucrta Ha
MHOMKATOPM 3a a ce cnefaT HeKOM MOXKHM aKLMKM BO MaBHUTE NperopavaHu
obnacti 3a HaumoHaneH MNnaH nnm CtpaTteruja. MiHoMKaTopMTe NpeanoXeHu
on EYPOIAH, Bo Hajronem pen, ce npouecHW MHAOMKaTopu, buaejkm ce
OyYeKyB Ha r'v cnepaTt dha3uTe Ha pasBoj M cnpoBedyBarbe Ha HauuoHanHuoT
MnaH unu CtpaTervja. MIHaMKaTopuTe 3a 34paBCTBEHM pe3yNTaTh UCTO Taka ce
Ba)XHM 3a Aa ce cfieam enmMaeMmosiolkaTa coctojba co peTku bonecTu.

O6nact 2 - CoogBeTHa geduHULMja, KogudUKaLMja U NONUC Ha PeTKU
6onectn: Kogudmkaumjata e ueHTpanHa Tema Bo EBponckute MHMUMjaTMBM 3a

peTkn 6onectn. HaBMcTUHA, efeH of rnaBHUTe NpobieMu Npu NnaHMpabeTo
Ha 3[4paBCTBEHa 3allTHTa 3a peTkM 6onecTu e Aeka TOBapoT oA HUB € HEBUAMB
3a 30paBCTBEHMOT CMCTeM, MOopaaM TewKoTUTe Mpu aAujarHoCTULMpatbe,
norpelwHata KnacuduKkaumMja M HeQOCTAaTOKOT Of COOABETHO Koaupatbe.
Ce oueKkyBaaT 3HauMUTeNHWU MpoMeHM co objaByBareT Ha ICD11l koja Ke
6uae objaBeHa Bo 2014. Cenak 3a fa ce MMa KOPUCT O OBaa HoOBa anaTka,
HeonxogHo e HauuoHanHuoT [naH ga npeaBMaM coopBeTHa obyka 3a
MeOMUMHCKUTE npodpecroHanum. MIcTo Taka e HeoNXxo4Ho Aa ce UMa pefoBHO
06HOBYBaH M NpeLu3eH Nonmuc Ha peTkM BoIecTr Koj Ke coap»Xm nHdopmaLmm
3a npeBaneHuMjaTa, MexaHWU3MMUTE, KIMMHUYKUTE  KAPaKTEPUCTUKU U
eTnonormjaTa: 61 OBO3MOXKM/IO MAaKCMMM3UParbe Ha CBECHOCTa M OBO3MOXKYBa
OOKYMeHTapHa noaApluka Ha gaBaTenuTe Ha MeAMUMHCKa Hera, nauueHTute
U uctpaxkysaumte. EnmpoeMmonolikaTta npoueHKa Ha peTku Bonectn e Tewka
nopagau norope onuwaHuTe nNpobneMu 3a Koaupare M KnacuduKaumja,
Kako M Aapyru npobnemu (Ha Np. coodBeTHa OMjarHO3a) KOWM ro OTeXHyBaaT
creflereTo Ha peTkmMTe BolecT BO CUCTEMOT 3a 34pPaBCTBEHA 3alUTUTa Kako
LUTO € MCTO TaKa MOKaXaHO of MCKYCTBOTO of MpBUOT Aen Ha PpaHuycKuoT
HaumoHaneH nnaH. Peructpu 3a cneumdmyHa 6onect unm permctpm 3a rpynm
Ha peTku 6onecTn ce edpeKTMBEH HauMH KaKo Aa ce npoleHaTa notpebuTe 3a
3[paBCTBEHA Hera Kako M Aa ce reHepupa UCTpaXkyBarbe BO HEKOJKY obnacTy,
BK/IyYUTESTHO M BO enuaemMuosnorujata ; MHOTy 4yecTto TMe ce eAMHCTBEHWUOT
M3BOP Ha HAYYHU/KIMHUYKM M enuOeMMONIOWKM MHOPMaLMM 33 PEeTKM
6onectn. Tpeba ga ce uaeHTUdMKYBaaT M CNpoBefaT COOABETHU MepKM
3a [a Ce ocurypa OoOpXX/IMBOCTA Ha PEerncTpute M KBANIMTETOT Ha HUBHMUTE
nogaTtouM W Oa ce NPOMOBMpPA CUHeprujaTa Mery MCTpaykyBarbeTo, jaBHOTO
30paBCTBO U CoUMjanHaTa noaapLuka. Peructpure 61 Moxkene ga ce HaBUCTUHA
MHOTY KOPWUCHM 3a MflaHMparbe Ha 34PaBCTBEHUTE YC/YrM, 3a MPOLEHKa Ha
edeKTUBHOCTa Ha NIEKOBMTE U a Ce KOHTPOIMPA KBAIUTETOT Ha pefieBaHTHUTE
3[paBCTBeHU ycnyru. Hekou BMOoOBM Ha peTkM HBonecT MoXxe ga ce cMmeTaaT
KakKo CJlyYajHW HacTaHM Mpu NPOMeHM BO CpeamHaTa UK o4 MHOAMBUAYANHUTE
30PaBCTBEHUN AeTEePMMHAHTU: BPOAeHU AedopMaumu, OeTCKM KaHLep 1 peTKu
OKyMauuoHM TYMOPU Ce CaMO HEKOJIKY npruMepu. 3roneMeHMoT 6poj Ha BakBo
cnyyam Moyke Oa MpeTcTaByBa MNpeayrnpeayBaykuM CUrHam 3a HauMoHanHUTe
3[paBCTBEHU BNACTMU. & P




O6nact 3 - UcTpaxyBamwe 3a peTkn 6onectu: HajoobpmoT HaumH pa ce
3rofieMu HalleTo 3Haere 3a peTku 6oecTu, BOOMWWTO e NPeKy UCTParkyBatkbe,
OCHOBHO UCTPaXkyBarbe U KITIMHUUYKO UCTpaxKyBake. MCTpa)KyBareTO 3a peTKM
6onectn e pacpnaHo HU3 EY 1 e cnopenbeHo HegoBONHO BO 0g4HOC Ha 6pojoT
U XeTeporeHocTa Ha peTkute 6onectu. PasnnuHM MpUUMHKU rO OTeXKHyBaaT
UCTpa>kyBaheTO 3a peTkn 6Honectv, MMeHo: BUCOKMOT 6poj M wMpokaTa
pa3HONMKOCT Ha bonecTute, HeLOCTAaTOKOT HAa COOABETHU eKCMepUMeHTaHU
Moaenu 3a noBekeTo peTku bonectu, cnabo AedrHUPaHUTE KpajHU Lenu,
ManuoT 6poj Ha NaumMeHTH U Npen ce He[oBOMHO pecypcu. MMa cunHa notpeba
oA, noaapluka Ha konabopaTMBHM NPOrpamMm Ha CUTE MOJIMHba Ha UCTPaXKyBake
3a peTku 6Honect¥ o OCHOBHM/6a3uuHM [0 couujanHU MCTpaXkyBarba Ha
HauuoHanHo, EBporncko 1 MefyHapogHo HMBO. [lokpaj Mo3HAaTUMOT HeJoBONEH
WHTepec of CTpaHa Ha opaMalL|eBTCKMTE KOMMaHMM 3a pa3Boj Ha TPeTMaHu 3a
peTkn 6onectTu nopaam orpaHUYeHMOT Nasap 3a Cekoja uHansuayanHa bonecr,
HarnaceHo e fieka TelKoTUjaa Npu U3BeAyBaHETO Ha KIMHUYKU CTYAUM 38 HOBU
TpeTMaHu 3a peTku bonecTn e efeH BaXkeH HO YeCTO OrpaHMUyBadYKu YeKop BO
pa3BojoT Ha HOBW Tepanuu 3a peTku bonectn. MerfyHapogHa copaboTka BO
W3BEe[lyBateTO Ha KIIMHWYKM CTYAMM e HeonxofHa 3a Aa ce ondath 6poj Ha
HaceneHue Koj Ke Aaje LOBOJIHO CTaTUCTMUKa CUIa Ha CTyaujaTa, CNefCcTBEHO
nonobpyBajku ro NoTeHLMjanoT 3a NpoueHka Ha edpMKacHOCTa Ha TPeTMaHoT
3a petku 6Gonectu. CopaboTkaTa Ha MHCTUTYuMMTe/opraHusaummTe 3a
UCTpaXKyBarbe CO CTPYKTYpuTe Ha HauuoHanHMOT cucTeM 3a 34paBCTBEHa
3awTtuTa, ocobeHo Bo ofHoc Ha LleHTpuTe Ha ekcnepTusa Tpeba NpPoaKTUBHO
[Oa ce NnpoMoBMpa buaejkm e HauMH Koj BeTyBa AeKa Ke ce nogobpu KBanmTeToT
Ha 3[4paBCTBeHa 3allTMTa M Ke ja 3abp3a MHOBaLMjaTa BO MONETO Ha peTKuTe
6onecTu, BKIyYUTENHO 1 BO Pa3BOjOT Ha HOBMUTE TPETMAaHU 3a UCTUTE.

O6nact 4 - LleHTpu Ha Ekcneptusa u EBponcka PedrepeHTHa Mpexa
3a Petku 6onectu: lNMunot- pabotata WTO pe3ynTupalle Of KOHLenTute
pa3BMEeHU BO paMKuTe Ha paboTHaTa pyna ,,EBponcku PedepeHTHM Mperkm
of [pynata Ha Bucoko HuBo 3a 3gpaBcTBeHa 3awTtuta n MegmnumHckm Yenyrm
rMokaxka [eKa Ha3HauyBakeTO Ha LEeHTPM Ha ekcrnepTusa Ha HauMOoHasHo
UNW perMoHasnHo HMBO U HUBHOTO BMpeXyBatbe e edpeKTMBEeH MHCTPYMEHT 3a
obesbenyBarbe Ha 34paBCTBEHA 3alUTMTa Ha MaLMeHTUTe co peTku HonecTu.
BocrnocTtaByBareTo Ha HaUMOHANHWM MpPEeXWM Ha LEeHTPM Ha ekcrneptusa u

HMBHaTa AO/IFOPOYHa OApPXKIMBOCT Tpeba Aa ce cMeTa 3a rMaBeH NPUOPUTET Ha
HauuoHanHute MNnaHosu u Ctpaterun. Cenak, nosekeTo oa EBponckuTe 3emjm
BO MOMEHTOB HeMaaT LeHTPU Ha eKcrnepTm3a 3a peTkn 6onectu, a OHaMy Kage
LUTO NMOCTOjaT MMa 3HAUUTESNHU Pa3/IMKK BO HMBHATa opraHMsaumja v nosuumja
BO HALMOHANIHMOT 34PaBCTBEH CUCTEM, POKYC U M3BOPMU Ha pUHAHCHpatHbe.
Mokpaj EBponckute Mpexu, UCTO Taka OunaTepanHa, MerfyrpaHMyHa
copaboTKa M TpaHCHAUMOHANHW AOrOBOPM Ce MHOTY edMKAaCHU HauMHK 33 Oa
ce aKTMBMpa cuHepruja 3a obesbeayBatbe Ha oApeaeHU 34PaBCTBEHU YCyrm
u Tpeba ga 6upaT 3eMeHu Npensma co HaumoHanHuTe MNMnaHosBm u CTpaTtermu.
EnekTpoHCKM OH-NajH ycnyrn 1 anatku 3a TeneMeguumHa u MHppacTpyKTypm
MOXaT [[a MM MoAOPXAT MPEeXuTe Ha PasfMuHM HauuHu. OpOnoXKyBareTo
Ha [OMjarHosaTa BO MOJIETO Ha peTKuTe 6O0NIeCTM € MHOry 4ecTto M CHOCHU
ApaMaTuyHKM nocneamum. ujarHosaTa e OCHOBa 3a COOABeTHAa 34paBCTBEHA
3alTMTa M MOXHOCT 3a fobuMBatbe Ha TpeTMaH U UAEHTUUKYBAHM Ce HEKOJIKY
TeCHM rpna: HeAOCTATOK Ha Mpeno3HaBarbe Ha HeBoobMYaeHa LWeMa Ha
CUMMTOMM, HEAOCTAaTOK O COOABETHU pedpepeHuUM [0 oApedeH LeHTap of
MeOMUMHCKM npoddecuoHanum, HegoBOSIHA AOCTAMHOCT Ha AMjarHOCTUYKM
TecToBW. HanaTcTBMjaTa ce BaXkHa anaTka Koja Moxe fa obesbenm MHory
NMOBOJIHOCTU 3a MaLUMEHTMTE BO KOHTEKCTOT Ha 34paBCTBEHa 3alTuTa Koja ja
nobueaaT npeky MpexuTe. Cenak HanaTcTBMjaTa ce HeOBOJIHM BO MOJIETO Ha
peTkn 6onectn. Pa3BojoT, croaenyBarbeTo M YCBOjyBateTO Ha LIBPCTM KITMHMUYKM
ynaTcTBa 3a peTku 6onect ce MHory notpebHu co uen ga ce nogobpu
AMjarHoCTMUKaTa CNoCcOBHOCT Ha JieKapmTe HO MCTO Taka M Aa ce AUMCEeMUHMPa
KBa/IMTeTHa KNMHMUKa npakca. MHdopMaumumute 1 obykata Ha MeOUUMHCKUTE
npodecnoHasnuu MCTo Taka Mrpaat KiydyHa ynora Mery obnactute Kou LITO
BoZaT Ao nopobpyBare Ha AMjarHosaTta M HeraTa. TykKa MCTO Taka Ba)KHOCTa
Ha TpaHCHaUMOHaNeH npucTan Ao NaTUlTaTa Ha 34paBCTBEHA 3alUTUTA, KOj
e of/IMyeH BO ApyruTe MeauLMHCKM NOMUHbaA, € BUTasIeH BO MOoMeTo Ha PeTKu
6onectn, nopagu OPeKBEHTHMOT HEAOCTATOK Ha eKCrNepTM3a Ha HaLuMOHAasHO
HuBo. Hekon opf peTkmte Honectu MoxkaT ga 6upaT BKIYYEHU BO CKPUHWMHT
Nnporpamm Koe ce MHOTY MOKHU MeXaHM3MM 3a AeTeKTHpatbe Ha peTku bonecTm
3@ KOM MOCTOM COOABETEeH [OMjarHOCTUYKM TecT M [ocTaneH edmKaceH
TpetmaH. CopaboTkaTa Mery 3eMmjute UfieHKM MoXXe Oa buae npegHocT BO
CnpoBeayBaheTo Ha CKPUHMHE MporpamuTte. HeonxogHo e pa ce ¢ th‘g_g




dyHKUMja npouec Ha pexabunuraumja co Uen Ha MorogeHuTe nauueHTH ga
MM Ce OBO3MOXM [a I'M MOCTUrHAT CBOUTE HAjBMCOKM (PU3MUKM, CEH3OPHM,
UHTEeNeKTYasHM, NMCUXOJIOLWKM M OMUTECTBEHO PYHKLIMOHAIHW HMBOA.

O6nact 5 -Mpubupame Ha EkcnepTtusa sa petku 6onectu Ha EBponcko HuBO:
ObykaTa Ha npodecuoHarsLM 1 pa3BojoT M pa3MeHaTa Ha Hajaobpu NPaKTUKK U
obpa3oBaHue ce BUCOK NMPUOPUTET BO NOJIETO Ha peTkn 6onectu 1 ce rnaBHUTE
LEeTepMUHaHTM 3a HaBpeMeHa M COOo[BeTHa AMjarHO3a M BUCOKOKBAJNIMTETHA
Hera. ObykaTa M 0bpa3oBaHUETO Ha NMpodhecuoHanuu MoXxe aa ce Tapretmpa
BO pa3nnyHu obnactu criopep ynorata LUTO ja MMaaT BO rpwkaTa 3a PeTKu
bonecTu, TeXxMHaTa Ha [AMjarHosaTa, crneuuduyHaTa opraHusauMja Ha
34pBCTBEHATA yC/yra 3a [4a ce OCurypa CooABeTHa rpmxa U 3a norpebure Ha
rnauueHTHUTe co peTka bonect. HoBuTe TeXHOMOrMM pesynTupaa co HeegHaKoB
pa3BO j M AOCTaMHOCT Ha YyC/yru 3a reHetcko Tectupame. Co uen pa ce
ocurypa nogefiHakoB MpucTan KOH MpeBeHuMja, AujarHo3a U Hera, NoXXesnHo
e fa ce gedUHUPA 3aefHUYKA PaMKa 3a Pa3Boj Ha CKPUHMHE NMporpaMmuTe Kaj
HeoHaTasiHaTa nomnynaumja Uau TapreTMpaHu CKPUHM3U, HO U MPerno3HaBajKu
[eka reorpadpckuTe WemMn Ha aucTpmbyumja Ha oapeneHu 6onectTu U jaBHU
30paBCTBEHU CUCTEMMU U COLMjalHM Mpallakba MoXe da buaaT pasnivuHK BO
pa3fnyHK 3eMju. 34PY>KYBaHETO Ha KIIMHUUKUTE MCTPAXKyBaUKM pecypcu npeky
copaboTka BO MefyHapO4HM MPEeXn Moxke fa buae og KopuUCT 3a fa ce 3abpsa
YCBOjyBarbeTO Ha ynaTCTBa pa3BMeHW BO pa3nnyHu EY 3eMju ko MoxkaT aenyMHo
ja HaManaT orpaHuyeHaTa NPUCTANHOCT 40 ynaTcTBa 6asupaHu Ha [oKasu BO
noseTo Ha peTkuTe 6onectu. Pa3BojoT Ha HOBM TpeTMaHK e yluTe eqHa obnacT
KaZe MoXe [a ce MMa rojieMa KOpUCT Of 34pY>KyBake Ha ekcrnepTusaTta Ha EY
W Ha MefyHapogHo HMBO. Bo ogHOC Ha mpoleHKka Ha KIMHWYKaTa JodajeHa
BPEOHOCT Ha CMpauM JIeKOBM, BaXKHO € [a Ce Harflacu feka ronem gen of
ocHoBHaTa paboTa e HanpaseH of EBponckaTta AreHuuja 3a Jlekosu (EMA). Bo
MOMEHTOB CernakK HajrosieM Jesn of [OCTarnHUTe MeOMUMHCKUTE TPEMaHU U
KOpUCTaT No3HaTUTe NTIEKOBO, BO HEKOU Cillyd4au BO HOBM KoMBUHaumK. PasBojoT
Ha [OMOJSIHUTENIHU MHOMKATOPW 3a BeKe MOCTOeUYKUTE U MPUCTanHU NEKOBU
HajuecTo He e nogapykaH of dhapMaueBTckaTa umHaycTpuja. CnencTeeHo,
OBMe CTYAMM Ce M3BeAEeHM of CTpaHa Ha aKafeMCKMU UCTParKyBaum KOW YecTo
copaboTyBaaT Bo Mpexu. 3a Aa ce 3abp3a [oCTaNnHOCTa Ha TPETMaHU 3a PeTKU
6onecTu, Heonxo4Ha e noaaplika Ha KIAMHUYKKW CTYAMM, KAaKO U aKageMCKu
CTYZAMM 3@ HOBU MHAMKALMM HA MOCTOEUKM NIEKOBU.

O6nact 6 - 3ajakHyBatbe Ha opraHM3auuMuTe Ha naumeHTH: Kako pesyntaT Ha
3ajaKHyBaHEeTO, MaLMeHTUTE CO PeTKM BOoNecT BO MHOTY Cllydan MMaaT UrpaHo
aKTMBHa MHCTPYMeHTasIHa yfnora BO OMpefeslyBakbeTo Ha MCTParkyBaukuTe
NpPoeKkTM U BO OchOpMyBareTOo Ha MoNMTUKaTa 3a 34paBCTBEHa 3alITUTa.
MoHaTaMy, 3ajakHyBareTO MOXe [a pe3ynTupa co nogobpo MeHaLmparse Ha
OHeBHUTe NoTpebu Ha NaLMeHTUTe M NorosieMa yCoriaceHoCT CO MPOTOKOUTe
3a rpwXa Mpu crpaByBarbe CO CNeAcTBEHUTE MCUXOJIOWKU COCTOj6U U BO
nopobpyBare Ha couujanHaTa BKkiydeHocT. [opagu ronemMmoT 6poj Ha peTku
6onect uma Hag 1700 pa3nuuHM opraHmMsalmm Ha naumeHTH Bo Eepona. Tue
Mrpaat 3HayajHa ynora npuv HyaereTo Ha MHdOoOPMauMM M 3a MaumeHTUTe,
npubupaaT cpefAcTBa 3a MCTpaxkyBare W nobupaaTt 3a nogobap KeanuteTt
Ha Hera v TpeTMaH. MHoryMuHa of oBue nyre(naumMeHTU U HUBHU POAHMHM)
ce OpraHuMsMpaHM BO HALMOHANIHW afvjaHCK, MOHeKoralwl MoBpP3aHW COo
EBponcka yagop opraHusaumja, HajgaxkHata of kou e npen ce EYPOPOUC.
Beb-cTpaHuTe 3a cneumndmyHmn 6onecty, MHOTY YecTo ypedyBaHW Of, CTpaHa
Ha 34py)XeHuja Ha NMaumeHTW, ce MHOrYy BarbeH M3BOP Ha MHOopPMaLUKU Kou
yecTo M KopMuCTaT nauueHTute. Mery uHMUMjaTuBUTE 3a obesbenyBarbe
onwTM U cneunduyHM nogaToun MHdoOpMauMM 3a peTkn Honectu, KnydHa
ynora urpaat u TenedoHCKUTE IMHUKM 3a MoMoLl. JIMHUKMTE 3a MOMOLU Kako U
APYrY MHPOPMATUBHU YCIYTU U YCNyrK 3@ NogApLlika Ha nauueHtuTe Tpeba
ga buaaT BKNyvyeHu Bo ogpenbute Ha HaumoHanHuoT nnaH unm Crpateruja
3a petkn bonectn. CneumjannsmMpaHmn CoLMjanHM YCIyri Kako OHMWE LUTO Fo
OonecHyBaaT OeHEeTO BO YUMIIULLTE U y4yecTBOTO BO paboTHaTa cuna ce MCTo
Taka Ba)KHM 3a 3ajakHyBarbe Ha NyfeTo KoM XuBeaT co peTku bonectn M ja
nogobpysaaT HMBHaTa 6narococtojba 1 BKydeHOCT Bo onwTtectsoTo. Cenak,
OHEBHUTE LLeHTPU U CIIMYHUTE MHULUMjaTUMBM Tpeba Aa ce BOCMOCTaBaT 3aeHo
CO pa3BojoT Ha MOKTa Ha NaLMeHTUTe 3a Ja ce Nof06pu KBANUTETOT Ha XXMBOT
Ha NnaumeHTUTe co peTku HoNecTu 1 Ha HeryBaTenuTe BO CEMejCTBOTO.

O6nact 7 - OgpxxnuBocT: TpoloumTe 3a obe3benyBarbe MM 3a NogobpyBare
Ha ycnyrute 3a nauueHTUTe co peTku bHonectn Tpeba ga ce npoueHat
UMajKK M NpeaBua onwTMTe BPeAHOCTU Ha YHMBEpP3asHOCTa, MPMCTanoT A0
KBa/IMTeTHa Hera, e4HaKBOCTa U conmMaapHocTa 1 Tpeba da ce banaHcUpaHu co
CnefcTBeHMTE 3aluTeaM BO 34paBCTBEHATa 3alUTUTA M COLMjaIHUTE TPOLUOLM
Kora MMaMe mnauueHTH co petka 6onect co nogobpo 3apasje. OapXKAMBOCTS,
Ha_LlenMoT MpoLec Ha JaBare Ha Hera Moxe ga 6uge Bo mpegHo




oAJlyKUTe M 0ArOBOPHOCTUTE Ce [LOrOBOPEHU Merly 3eMjuUTe USIeHKM BO OOHOC Ha
BOCMOCTaBYyBakbe Ha TPaHCHaLMOHaNHa copaboTKka M KoopaMHaLUMja Ha ycnyrm
M aKTMBHOCTM. PUHaHcKMpareTo Ha HauuoHanHuoT MnaH unu CTpaTtermja e
HauMOHaNHa OArOBOPHOCT croped COOABETHUTE HALMOHANHMU 34PaBCTBEHMU
byetn. Cenak, Hekou 6yuetcku anaTku og Esponckata YHuja MoxaT aa
ce McKopucTaT 3a pas3Boj Ha EBponcku KkonabopaTWMBHWM MNporpamMuM M 3a
BOCMOCTaBYBatbe Ha HaLMOHANHU MHDPACTPYKTYpH. Bo 0BOj OKYMeHT AaneHu
ce MHOMKAaLMM 3@ MOXHOCTMTE LITO 1 Hyau Bropata lMNporpama 3a 3gpaBCcTBO
Ha EY (2008-2013) u CtpyktpHute @oHposu (2007-13).

AEN1
BOBE[
MosapuHa 3a peTkuTe 6onectu

Mpenopaka og CoseToT (2009/C 151/02) , PeTkute 6onectu ce 3akaHa no
3[paBjeTo Ha rparaHuTe Ha EY, oo Taa Mepa WTO TMe ce XXMBOHO-3arpo3yBaydkm
UK XPOHUYHO 3acsiabHyBaukm 60/1eCcTH Co HUCKa 3aCTaneHoCT M BUCOK CTeneH
Ha KOMIMIEKCHOCT. M MoKpaj HMBHATa PeTKOCT MMa TOJIKY MHOTY pas/nMyHM
BMAOBM Ha peTKu BonecTu WTo NnoroayBaaTt MUIMOHM nyre”.

PeTkute 6bonectn ce XpoHUYHM 3acnabHyBauku cocTojbu Kou norogysaaT
He noBeke of 5 Ha 10 000 nyre. MNoneto Ha peTkMTe BOMECTM € LWMPOKO U
KOMIJIEKCHO M Ce KapaKTepusupa co crneunduuHmn npobnemu mn notpebu 3a
KOW e M3BecTyBaHO M objacHeTO BO HEKOJIKY Ba)kHW EBponcku gokymeHTH ,
kako ,KoMyHukaumjata on Komucujata go Esponckmot MapnamenT, CoseTor,
EesponocknoTt EkoHoMckn 1 CouujaneH KomuteT n Kommtetot Ha Pervonun” 3a
Petku 6onectu : MNMpeounssuumnte Ha Espona objaseH Ha 11 Hoemepu 2008, n
Bo [NpenopakaTta of CoeeTtoT of 8 jyHn 2009 3a akuMja BO NONETO Ha PeTKM
6onectu.

,D,ETaJ'IHO oBMe OOKYMEeHTU ' nogBneKyBaaT CbaKTl/ITe AeKa

*  MaKo ceKoja NoefmHeyHa HonecT e peTka, ce NpeTrnocTaByBa Aeka Mery
5000 m 8000 peTkn Honectn ce onuuwaHu, Kou norogysaaT 6%-8% opf,
HaceNeHUeTo BO TEKOT Ha HMBHMOT XKXMBOT Ha BKyrneH 6poj Ha >uTenm
oa 27 po 36 munmoHo Bo EY. Okony 80% opn petkute 6onectn umaar
reHeTcKo noTekso. )KXMBOTHMOT BeK Ha MauMeHTUTe MorogeHu on oKony
60% op, peTkn 6onecTn e 3HaUMTENHO HaManeH. MHory of oBue yCrioBM
Cce C/IOXeHW, TelKM, OereHepaTMBHM M XPOHMUYHO 3acnabHyBaukw,
nofeka Opyrute ce KOMMaTUMOMIHM CO HOMpasneH >XMBOT [OKOJIKY ce
OMjarHOCTMUMpaaT HaBpeMeHO M COOABETHO Ce yrnpaByBaaT;

+  peTkute 6onect rn norogyeaat (U3MUKUTE U/MNM  MEHTanHWUTe
cnocobHocTy, 6uxeBMoOpanHUTE M CeH30pHMTe KamnauureTn wu
npeausBuKyBaaT = MorpeyeHocTU. Hekonky nonpeyeHocTH & u |




Koersnctmpaart Cco MHOTIY CbYHKU,I/IOHaJ'IHVI nocneguun. Osue
nonpe4vyeHOCTM MOXXe [Oa 614,an M3BOP Ha ,D,I/ICKpl/IMMHaLlea n ga
HaManat O6pa3OBHMT, I'IpOdf)eCI/IOHaJ'IHl/ITe M onuwtectBeHnTE MOXXHOCTU;

*  MeauuMHCKMTEe npodecuMoHanumM 4ecto HemaaT [OBOJSIHO 3Haere 3a
peTkuTe 6oNecTu LUTO MOXe [a ja 04/10KM AnjarHo3aTtau obesbeyBareTo
Ha coofBeTHa Hera;

* paHaTa ,qmaerosa n cnepgeme 6apaaT eKCrnepTCka MeaMuMHCKa
koMrneTteHTHoCT. Cenak ako 6onecTmrte ce PEeTKM U eKCNnepTuTe Ce PeTKn
MCTO TakKa;

* nopaau cnabaTta BUONIMBOCT 32 TOBEKETO 30paBCTBEHN CUCTEMMU,
ogno>XeHata ,D,MjaI'HO3a MHeCcooABETHMNOT TPETMaH, NaUMEeHTUTE CO PETKU
6onecto ce noano>XHU Ha M3onau,|4ja M onuwTecTBeHO UCKNTydyBahe.

3emjute YneHku Ha EY MMaaT BocnocTaBeHO reHeTCKM yCnyry U 34paBCTBEHU
MOSIMTUKM 3a MOMPEYEHOCTU M 33 MedULMHCKA M coumjariHa rpwka 3a deua.
MaumeHTUTE CcO peTku 6onect MoXKaT BO HEKOM cnydyau fda M MMmaat
KapaKTepuUcTUKMTe (Ha Mp. CepMO3HOCT, KIMHUYKA KOMMIEKCHOCT) Aa MMaaT
KopuCT oA ogpenbute Ha BakBUTe yc/yru U nonutuku. Cenak, MpeTxogHo
cnomeHatTuTe EBponcku [OKyMeHTM MOKaXKyBaaT [eKa HeLOoCTaTOKOT of
UHWULMjATUBU WM 30ABCTBEHW MOSIMTUKM CMeumdUUHO TapreTMpaH 3a peTku
6onecTu pesyntupa Bo 3af0LHeTa AMjarHO3a M MOTEXOK NMpucTan Ao TpeTMaH
v Hera. OBa BoaM [0 LOMOJHUTENHU OU3UYUKM, (DU3UOMOLLKM U UHTENEKTYaTHU
nonpevyBara, HeJOBOJIHA NPeBeHLMja U HECOOABETHM COLMjaNHU YTy UK
OYPW M WITETEH TPeTMaH.

®DoKycoT Ha peTkuTe 6onecTu e pefaTMBHO HOBO AOCTUIHYBathe BO MOBEKETO
EY 3eMju YneHku u cneom no npenosHaBareTo Ha pakToT AeKka Aoaeka
npeTcTaByBaaT eQUHCTBEH EHTUTET CO CneundUUHM NAaTOreHeTCKM U KITMHUYKHK
KapaKTepUCTHKK , TMe AenaT 3aefHUYKMU NpobneMm of nepcrnekTuBa Ha jaBHO
30paBCTBO M MMaaT noTpeba of creumdMyHO TapreTMpaHu nonuTuku. Bo
MOMEHTOB MOCTOU ,rofieMa BapujabunHocT” Mery 3eMmjute M BO 3eMjuTe 3a
BMIOT Ha YC/Iyru [OCTarNHM 3a NaumeHTUTe co peTkM 6oM1ecTm 1 npucTanHocTa
0o oBue ycnyrn. OBa e nopagu akToT LWTO HEKOM 3eMju 3aroyHane ga

CTyAupaaT W cnpoBefyBaaT MepKUTEe Mpef HeKONKY FoAMHU, APYrH 3eMju ro
NMoyYyHane npouecoT CKoOpo, a TPeTU ro HeMaaT ceyluTe 3anoyHato. OBa AaBa
LlapeHa NaHopaMa BO OHOC Ha TOoa KaKo NaLMeHTUTe co peTku bonectu MoxaT
Ja ce AujarHocTuuMpaaT M cflefaT Cco rofieMu HeefgHaKBOCTM HM3 EBpona.
[paraHuTe of pa3nNnyHM 3eMju UNeHKM AypU W O pa3fIMiyHM PErMOHMU BO UCTa
3eMja yneHKa uMaaT, BO MOMEHTOB, HeeJHaKOB NPUCTanN A0 eKCMepPTCKU YTy,
NeKoBU creuujanHo pasBMeHU 3a peTku bonecT, TakaHapedyeHuTe cupaLm
NTeKOBM, AMjarHosa U pexabunutaumja. NoHaTaMy, MOBEKETO 3eMjU UMEHKU U
Aenat uctute npobnemMmn co He,OCTAaTOK Ha 3HAEHE M eKCrepT13a BO OBa More.

OHawTo e cpaboTeHo Bo NpeTXoAHWUTE roAWMHU Ha EBPONCKO HWMBO BO NofieTo Ha
peTkuTe 6oNecTU M MCKyCcTBaTa Co TUe 3eMjMKaae NOCTojaT UHULM]jaTUBM 338 PETKM
6onecTu Bo jaBHOTO 34paBCTBO, MOKaXane geka rnobanHuo u cneumdUyHUoT
HaumoHaneH npuctan u EBponckaTa copaboTka M 3aefHUYHKMOT pa3Boja Ha
pelleHuja ce KIy4yHUTe eneMeHTH 3a Aa ce nofobpwu 3apaBcTBeHaTa 3allTUTa
(M coumjanHaTa rpuxka) Ha naumeHTUTe co peTkm bonectu. Ha cospaBameTo Ha
cneundUYHM NNaHOBK UM CTPaTerMu Ha HalMoHaNHO HMBO Ce rneda Kako Ha
BMCOK MPUOPUTET U BO NPEeTXoaHO crnoMeHaTmnTe KoMyHuKauuja Ha KoMucunjaTa
u Bo NpenopakaTta Ha COBETOT M BakaBa BaXHOCT e noTepAeHa oA [lokyMeHTOoT
3a lNpoueHka Ha BpaboTeHute Koj ja npuapysKysa lMNMpenopakaTta og CoseToT

BO CaMuTe 3eMju YNeHKW MMa bparMeHTUPaHOCT Ha OrpaHMUeHU pecypcwu
JocTarnHu 3a peTtkn bonectu, 3aToe e HeOoMxoAHO Aa ce MMa chneumdudeH
MnfaH 3a 4a ce KOHLEeHTMpaaT 1 echMKaCHO [a Ce UCKOpPUCTaT BakBUTE pecypcu
( SEC (2008)2713 final, 11.11.2008 - http://eur-lex.europa.eu/LexUriServ/
LexUriServ.do?uri=SEC:2008:2713:FIN:EN:DOC).

MosapuHa Ha npoekToT EYPOITIAH

EBpPOMNCKMOT NPOEKT 3a pa3Boj Ha HaUMOHaNHKU NMiaHoBK 3a PeTkn 6onectu
(EYPOMJIAH), Tpurogmwer npoekt (2008-2011) on lMNporpamaTta Akuuja Ha
3aegHuumTe Bo noneto Ha JasHoto 3gpascteo (2003-2008) uma 3a 3agava
Ja M enabopupa [OKMMEHTUTE 3a [a Ce OJieCHe BOCMOCTBYBAaHETO M
cnpoBefyBameTo Ha HauuoHanHuTe [NnaHoBwn mnmn CrpaTermm, Kako; LI.-IT&e-




Ha3HayeHo Bo [penopakaTta Ha CoeeToT opf 8 jyHu 2009 3a akumja BO NoneTto
Ha peTkn 6onectun. BakBm nnaHoBu unu CTpaTerMm ce npenopadyBaaT fa ce
BOCMOCTaBaT M CripoBefar ,,Mo MOXHOCT A0 KpajoT Ha 2013“ 3gpascTBeHMTE
Bnactu Ha 27 EY 3eMju unenkun (34) ro notnuiiaa OOKYMEHTOT, MCKaXXyBajKu ja
CBOjaTa MOCBETEHOCT fa Ce 3a4yBa OBOj POK.

TpueceT napTHepu of pasnuMuHK 3eMju 1 EBponckaTa Yagop opraHusauuja
EYPOPONC yyecTtBuBaat Bo EYPOIIAH co koopauHaumja co HaumoHanHMoT
ueHTap 3a peTkun 6onectu Ha UTanujaHckuoT HaumoHaneH MHCTUTYT 3a 34pasje
(Instituto Supriore di Sanita, Italy). MpoeKkToT ocHrypyBa MHKNY3UBHA U LUMPOKA
QHraXXMpPaHOCT Ha Yy4YecHULMTe BKIYYMTENHO WM 3[apaBCTBEHUTE BNacTu U
KpeaTopuTe Ha MOJIMTUKM BO 34PaBCTBOTO, MEOULMHCKUTE NMPodecuoHanLm,
UCTParkyBaum U NaLMeHTH.

KnyyHa rpyna Ha EYPOIUIAH napTtHepu ro u3roTeuja MpBMOT HaLpT 3a
OBO] [OKYMEHT , KOj TeMeSIHO ce AMCKYTMpalle Ha HEeKOJIKYy COCTaHOUM CO
pPa3fIMYHM YYECHMLM BKITyYeHM BO MOJIeTO Ha peTKu 6onectu. KpajHUOT HaupT,
U3MeHeT criopef OOorMoJiHyBaraTa AobMeHM Ha oBMe COCTaHOoUM, e ModHeceH
Ha HedhopMasiHa KOHCy/Tauuja cCo eKCrepTu of, 34paBCTBEHUTE BNlacTu Ha EY.
KoHeuHMoT HaupT e peBMaMpaH criopes AobMeHUTe KOMEHTapKW U pesynTmMpalle
CO KOHeuyeH AOKYMeHT ycorflaceH 3a BpeMe Ha creumduyHa paboTunHUua
CO 34paBCTBEHUTE BracTu (ogpykaHa Bo Kpakos Ha 13 Maj 2010). KoHeuHuoT
LOKYMeHT Ke buae npeseHTUpaH Ha KOHMepeHLMM OpraHu3npaHn of cTpaHa
Ha EYPOPIOWNC Bo Byrapuja, XpeaTtcka, JaHcka, PpaHumja, lepmanuja, MNpumja,
YHrapuja, Wpcka,UTanuja , Jlykcembypr, XonaHguja, PoMaHnuja, LUnaHuja,
Llsencka, ObeauHeTtoTo Kpancteo, u Moxebu lNoncka. 3a BpeMe Ha oBMe
HaumoHanHn KoHdepeHuuM, noKanHuTe Y4YyeCHWUM Ke Tu  [OMCKyTUpaaT
npenopakute Ha EYPOIAH w rnaBHuTe enemeHtM Ha EY crpaTteruvjata
3a peTkM 6onectu, co Len aa ce NpoueHu TpaHchepabunHocTa BO HUBHUT
cooaBeTHM 3eMju. KoMeHTapuTe Kou Ke npowusniesaT Ha KoHdepeHuuuTe Ke
6uaaT 3abenexxaHn 1 NpPMKaYeHU KaKo aHEeKCU Ha KOHEUYHUOT JOKYMEHT.

LLTo 3HauaT ‘lpenopakunTe’ BO KOHTEKCT Ha OBOj AOKYMEHT?

lNpenopakaTta ofg CoetoT of 8 jyHy 2009 3a akuuja BO MOSeTO Ha peTKu
6onectn kaxysa geka EYPOIJIAH mma 3a 3agada ga passue 'ynatcTBa WM
npenopaku’.

3a BpeMe Ha cocTaHouMTe 3@ MOAroTOBKA Ha CerawHMoT AOKYMEHT MMalle
>XMBa OMCKycCMja 3a 3HauereTo Ha 36opoT Tlpenopakun ‘ BO OBOj KOHTEKCT.
Ce nocTturHa cornacHocT geka [lpenopakus 3HayaT 'Hacoku' 3a pas3Boj Ha
HauuoHanHuot MnaH u CrpaTervja, UMNIEMEHTUPAjKM MM COOPXKMHUTE Ha
rnaBHuTe EBponcku [OKyMeHTM 3a peTku Honectv u ocobeHo MNpeTxogHo
crnoMeHaTaTa lNpenopaka on CoBeToT. ['oneMa Ba)KHOCT e AafeHa UCTO Taka
Ha HMBHaTa yrnotpeba Kako anaTku, BO ogHOC Ha dakToT geka EYPOIMIAH
npernopakuTe gaBaaT CeT Ha 'anaTku U NpuMepu’ Kako akTUBHOCTUTE 3a PETKMU
6ofnecTn MoxXaT ga ce opraHMaMpaaT Ha HauuvoHanHo (M EBponcko) HuBo.
BcywHocT, akuumMte npenopayvyaHu BO OBOj [LOKYMEHT Ke ce UMMIEMEHTUPaaT U
pa3BujaT pasIMYHO BO Pa3/IMYHM 3EMjU YUNEHKM, BP3 OCHOBA Ha opraHusauujaTa
Ha HaUMOHANHWOT 34paBCTBEH M couMjaneH cucteM, 6pojoT Ha >KuUTenwu
BO 3eMjaTa, [OOCTAMHOCTa Ha eKcrnepTusa BO MOMeTO Ha peTku bonecty,
MHTerpaumjata co BeKe NoCcToeUYKM MHMLMjATUBU M BYLIETCKM Npallatba.

CBecHU cMe 3a haKTOT [eKa HEeKOJIKY 3eMju Beke MMaaT Tpaauumja Ha fobpum
NpaKTUKK BO O4pefeHM acnekTU Ha 34paBcTBeHaTa NouT1Ka 1 BO APYru 3eMjy
HaunonanHute lNMnaHoBm nnu CTpatermm ce U3roTBEHM UCTOBPEMEHU AoAeKa
ro nuwysaMe oBoOj AoKyMeHT. [lpenopakute Ha EYPOIJIAH HemaaT 3a uen
43 T'M 3aMeHaT MHWUMjaTUBUTE KOU MOCTOojaT WM CMOHTAHO Mpou3snerysaat
BO TWe 3eMju, TYKYy MMaaT 3a uen ga obeszbenaT MHCTPYMEHTHU 3a OTC/IMKYBabe
Ha KJTyYHUTE efleMeHTU Ha aKuMja 3a peTKu 6onecTn Ko ce AEHTUDUKYBaHM
BO mocrefHuBe roguHu of EBponckap paboTa u Ha3HauyeHu Bo EBponckuTe
[OKYMEHTW KaKo HajpeneBaHTHW 3a fa ce nojobpu coctojbata co peTku
6onecTu BO 3eMjaTa.

Bo cornacHoct co onwTtute uenu Ha EYPOI1AH, ceralwiHMOT 4OKYMEHT KOj
rn cogp>xxu EYPOI1IAH npenopakunTe KMMa 3a Len ga e anaTtka 3a Aa rv Boau
HaUMOHANHUTE aHraXKMaHu 3a peTku 6onecTu 1 Aa rm HanpaBu KOMAATAOUIHM,
CO 3aefHMYKa cTpaTervja Ha EBponcko HMBO, oflecHyBajKM ja KoxepeH




Ha HaLMOHaNHWUTE MHULUMjATUMBU CO rMaBHMTE NpobnemMu U [06pPU NpPaKTUKK
UaeHTUUKYBaHKW BO OBa MoJie U NpUNpeMajku ja cpegmHaTa 3aMOXKHU CUHEPTUK
U KoonepaTMBHM NPUCTanuM Kako NoXKesnHu 3a aa ce nogobpu obesbenysareTo
Ha 30aBCTBEHa 3allTMTa 3a NauMeHTMTe co peTkM bonectn Bo EY 3emjute
YSIeHKM.

LlenHute KOPUCHMUM Ha CcerallHoTo [OOKYMEeHT cCce KpeaTopuTe Ha
NONMNTUKN U OPpYTU YH4eCHUUUN BKITYHEHWM BO MNMJlaHUpakbe Ha MHTepBeHUMKU 1IN,
I'IOCI'IeLl,IACl:)I/ILIHO, NAIaHOBU UMK CTpaTErnm 3a peTkn 6onecTtu BO HMBHaTa 3eMja.

EYPIMNIAH AE®PUHNLUUNIA HA HAUMOHAJTHAU NMJTAHOBU UITU CTPATEIUU

Hauuonanen MnaH nnu CrpaTternja Moxe ga ce gedmHMpa Kako ceT Ha
MHTErpuMpaHM ceondaTHM aKUMM Ha 30PaBCTBEHM U COLMjANHU MONUTMKM
3a peTkM bHonectn (co npeTxodHa aHanMsa Ha MoTpebuTe M pecypcuTe),
3a Ja ce pa3BMe U CNpoBefe Ha HAaLMOHANHO HMBO M Ce KapaKTepusmpa Co
naeHTMdUKyBarbe Ha Lenm kom Tpeba ga ce NOCTUrHaT BO AafeHa BpeMeHcKa
paMKa. AnokaumjaTa Ha COOOBETHM WMHCTPYMEHTM W pecypcu (Ha np.
yoBeYKM, PMHAHCUCKU U MHAPACTPYKTYPHM) 3a pasBoj M UMMIeMeHTauMja Ha
HaumoHanHuoTt MNnaH unu CtpaTermja n HUBHOTO Cllefere U eBanyaumja ce of,
nocebHa Ba)KHOCT 3a fja Ce OcUrypa edpMKaCHOCTa Ha MIAHOT MK cTpaTerujaTa.

MpeTxooHO cnoMeHaTaTa AeduHMLM|a3a HaUMOHaNeH NnaH UK cTpaTeruja
BKJ/lydyBa [Ba FNaBHU KoHUenTu Ha lNpenopakaTa Ha CoBeToT oA 8 jyHn 2009 3a
akluja Bo noseTo Ha peTku Honectu.

MHTerpupaH ce opHecyBa Ha (haKTOT Oeka cTpaTerumTe Tpeba pa ce
pa3BMBaaT Ha TaKOB HaUMH LUTO Ke ce MAEHTUMKYBaaT KOMIMIEMEeHTapHOCTUTE,
MaKCUMMM3UpaAAT CUHepPrumTe 1 Ke ce usberHaT gynnvparba.

CeondraTeH ce oagHecyBa Ha haKTOT AeKa akuuuTe npeasuaeHu Bo niaHoT
Tpeba Oa rm 3a40BOJlyBaaT OCHOBHMTE MoTpebu Ha naumeHtTuTe ( Ha np.
KBasIMTeTHa Hera, HO U couujanHm ycnyrm). Co Len cooaBeTHO fa ce 0AroBopu
Ha noTpebuTe Ha NauMeHTUTe, MNaH MAM CTpaTernja Koja uenu ga uMa
MaKCMMasHO BAWjaHWe of NMNaHUpaHUTE akumMmM He MoXKe aa buae orpaHuyeHa
Ha efHa eAMHCTBeHa obnacTt, buaejkM Hekonjy obnactu ce MNoBp3aHU WU
MerycebHo ce noaap)kyBaar.

EYPOIJIAH Npenopaku 3a O6nacr 1:
MnaHoBu unu Ctpateruun Bo nosieTo Ha peTkn 6onectn

M 1.1 MNaupeHtute co PeTKn 6onectn 3ac/ly)KyBaaT NocBeTeHn NMOJIMTUKKM o4
jaBHOTO 34pPaBCTBO 3a Aa Ce 3a40BOoN1aT HMBHUTE CI'IeLIMCbMLIHM r|0Tpe6|4.

M 1.2 Ce npe3eMaaT MHMLMjATUBM 3a fa Ce 3rofieMu CBeCHOCTa 3a AUMeH3ujaTa
Ha Npo6neMoT 1 Ja ce co3aaae 3aedHMUKa O4rOBOPHOCT.

M 1.3 BocrnoctaBeH e MexaHu3aM (Ha Np. MHTEPAMCLUMINIMHAPEH naHen,
KOMUTET) KOj M1 BK/ydyBa peneBaHTHUTE YYeCHWLM 3a Oa ro NMoMOrHe pasBojoT M
UMNIeMeHTaumjaTa Ha HaumMoHanHMOT nnaH unu cTpaTteryja.

1.4 CutyaumjaTta ce aHanusmpa BKITydyBajKu:

+  [lonuc Ha NOCTOEYKU pecypcH of, 34PaBCTBEHATA 3aLUTUTA, YCIYT U, KITUHUUKM
U doyHOAMEHTANTHM UCTPAXKYBYKM aKTUBHOCTU M MOSNIUTUKM KO AUPEKTHO Ke ce
ofHecyBaaT Ha peTkuTe 60M1eCTU KaKo U Ha OHWE Of, KOPUCT 3a NauueHTUTe
co peTku bonecTu.

* ﬂpoueHKa Ha He3agoBoJ1eHUuTe I'IOTpe6l4 Ha nauneHTure.

«  EBanympaHu ce Ha HaLMOHAMIHO HMBO AOCTAMHUTE PpecypcH 3a nogobpysarbe
Ha 34paBCTBEHaTa M CoLMjaniHaTa Hera Ha NyreTo NorogeHu o petka 6onecT.

+ EBporncka copaboTka M eBpOMNCKUTE AOKYMEHTM BO MONIETO HA peTKUTE
bonectn ce 3eMaaT npegBua Bo pasBojoT Ha HaumoHanHuwot MnaH wnm
Crparteruja.

M 1.5 HaumoHanHuot MnaH unu Ctpateruja ce enabopmpa co 4obpo onmiiaHm
uenuu akumm. Onwtute uenm Ha HaumoHanHmot NnaH unu CtpaTtermja ce 3acHOBaHU
Ha onwTuTe ceondaTHM BPeAHOCTU Ha YHMBEP3asIHOCT, MpUcTan A0 KBaJMTeTHa
Hera , eAHaKBOCT U CONMUOAPHOCT.

M 1.6 Monutnukmute opnykn Ha HaumoHanHuot [lMnaH wmnm Crpatermja ce
UHTErpMpaHm T.e. CTPYKTYPUPaHU Aa M MaKCUMU3MpaaT CUHEPrumTe 1 da u3berHat
Aynanpara co NocToeukmte thyHKLMKU 1M CTPYKTYPU Ha 3APaBCTBEHMOT CUCTEM Ha
3eMjaTa. — ;




M 1.7 Monutnukmte ogniykm Ha HaumoHanHuot [MnaH wnu CrpaTtervja ce
ceondpaTHX 1 T1 3340BOMyBaaT He caMo NnoTpebuTe Ha 3OpaBCTBEHA Hera, TYKY M
coumjanHmTe noTpebu.

M 1.8 CneundomuHM obnactTi Ha aKkuMja ce MOCOYeHM CO Toa LTO ce [aBa
npuopuTeT Ha MNpenopakuTe on CoBeTOT, 3eMajku My NpeaBua rMaBHUTe NoTpebtu
MOEHTUOUKYBAHM BO 3eMjaTa UneHKa.

M1 1.9 CoopBeTHU pecypcu ce anouMpaaT 3a Aa Ce ocurypa OAp>IMBOCTa Ha
aKuMmTe BO NNaHUPaHOTO BpeMe.

M 1.10 MHdopmMaumm 3a HaumoHanHuot lMnaH mnm CTpaternja ce OocTanHu
Ha jaBHOCTa U Ce OMCEMMHMPAHWM Ha FpynMTe Ha MaUMEHTH, 34py>XKeHujaTa Ha
MeOUUMHCKM NMpodbecHoHanuy, jaBHOCTa M MeguyMuTe, MIAHOT MCTO Taka ce
objaByBa M Ha €BPONMCKO HUBO.

M 1.11 Ce npeseMaaT MepKM 3a Oa Ce OCUrypa OAPXKIMBOCTA, TPaHChepoT 1
MHTerpaumjaTa Ha akumMmM NpeaBmMaeHU CO HaUMOHANHMOT MaH U CcTpaTeruja Bo
ONLUTMOT 34PaBCTBEH CUCTEM Ha 3eMjaTa.

M 1.12 HaunoHanHuot lMnaH unn CrpaTternja MMa BpeMeTpaere of Tpu [0
net roaHnHK. Ce BOoCcnocTaByBa CpefeH KpaeH POk, Mo KOj 3arnoyHyBa npoLlec Ha
eBanyauMja U Ce YCBOjyBaaT KOPEKTUBHW MeEPKWU. 3a MOJONTM BPEMEHCKU PaMKu
WU 3a HepgedMHUPaHa BPeMeHCKa paMKa ce yCBojyBa 2 vnu 3 rogmilHa LMKycHa
eBaflyaumja 1 aganTaumja, OOKOSKY e noTpebHo.

M 1.13 HaupoHanHuoTt MNnaH unm CtpaTerunja e cneneH 1 oueHyBaH Ha pefoBHU
MHTEpPBaM KOPUCTEJKM ', KOMKY LUTO € MOXKHO, MHAMKaTopuTte Ha EYPOITAH.

11.14 CnpoBefyBarbeTo Ha aKUUUTE U HUBHUTE AOCTUMHYBaHa Ce OLleHyBaarT.

M 1.15 HajcoopsetHaTa eBanyauuja Ha HaumoHanHuot MnaH vnmu Crpateruja
€ o[l HafBOPELUHO TeNo U ' 3eMa Npeasui CTaBOBUTE M Ha MauUMEHTUTE U Ha
rparaHuTe. MNoTpebuTe Ha NaLMeHTUTE Ce OLLeHyBaaT Ha MOYETOKOT M Ha KPajoT Ha
crnpoBefyBareTO Ha NNAHOT KOPUCTEjKM ja ucTaTa MeTtoponoruja. EBanyaumckure
M3BelTam ce JOCTaMNHMU Ha jaBHOCTA.

EYPOIJIAH npenopaku 3a O6nacr 2:
CoopageTHa aedUHULMja, KOogUpake U MOMUC Ha peTKU bonecTtu

M 2.1 EBponckaTa gedurHMUMja 3@ peTkM BonecTu e ycBoeHa co uen ga ce
OJleCHM TpaHCHaLUMOHaNHaTa copaboTka M aKuMMTe Ha HMBO Ha 3aefHuua(Ha
np. copaboTka Npu AMjarHo3m 1 3apaBcTBeHa Hera, akTMBHOCTM 3a perncrap).

M 2.2 Ce npoMoBupa ynotpeba Ha 3aefHUYKM EY nonuc Ha peTkm Gonectu
(OpdhaHeT)BO HaUMOHaNHUTE 34PaBCTBEHU YCYrM U Ce cnpoBeayBa copaboTka
3a Aa 6uae HaBpeMeHo axxypupaH.

M 2.3 Ce npoMoBMpa Koampatrse Ha peTkm bonecTtu , oxpabpyBajku ro HUBHOTO
cnefere BO HaUMOHANHUOT 34PaBCTBEH CUCTEM.

M 2.4 YnatyBareTo Ha peTkM 6onectu ce crnpoBeayBa MpPeKy PasfiMyHM
CUCTEMM Ha KnacuduKaumja Kou ce ynoTtpebyBaaT BO 3eMjaTa, OCUIypyBajKu
KoopAMHauMja M KOXepeHTHOCT co EBponckuTe MHUUMjATMBM , KaKo
ynaTtyBareTo KoH Opda-kog (Orpha code).

M 2.5 CopaboTkaTta co ICD10 npouecoT Ha peBusmja e ocurypaH 1 ICD11 ce
YCBOjyBa BO HajKpaTOK MOXeH poK

M 2.6 lMpodecroHanuM BO 34paBCTBOTO COOABETHO ce obyyyBaaT BO
npenosHaBare 1 Koanpatke Ha peTku bonecTtu.

M 2.7 Ce npoMoBMpaaT UHMLMjATUBU Ha HALIMOHANHO HMBO 3a MHTErpMpaHa
ynotpeba Ha aAMMHUCTPATUBHM, AeMorpadCkuM U 34PaBCTBEHW M3BOPU Ha
nopaTtoum 3a aa ro nogobpaT ynpaByBakeTo CO peTkuTe bonecTu.

M 2.8 Ce npoMoBMpaaT U ce Noaap>KyBaaT MHTEPHaLMOHANHUW, HaLMOHaNHK
W PernoHasnHu perncTpm 3a crneuuduuHu peTku 6onecTm Wnm rpynu Ha peTku
6onecTu co Len UCTpaxkyBakbe W 34paBCTBEHA 3aLUTUTA, BKIYUYMUTENTHO M TaKBU
KOMW MM Ap)KaT aKaJeMCKU UCTpaXKyBaum.

M 2.9 Mpubupare 1 cnogenyBare Ha nogaTouu of 6GUNO KoM BanMAHU
M3BOPM, BKITyuMTENHO U LleHTpu Ha EKcnepTrsa 1 HMBHATa 4OCTANHOCT 3a Liesu
O[1 jaBHOTO 30PaBCTBO Ce NPOMOBUPA O[] CTPaHa Ha 3[1paBCTBEHUTE OPFaHu, BO
COrMacHOCT.CO HaUMOHAaMHUTE 3aKOHU. . ™ [




IM12.10 Ce NOTTUKHYBa Y4€CTBO BO MOCTOEUKM HAaLMOHa HM permcTpum Bo EBponcku/
WMHTEPHALMOHAIHWN PErNCTPMU.

M 2.11 Ce naeHTMdUKYBAAT MHCTPYMEHTM 3a Aa Ce KOMBMHUPa bMHaHCHMpParbeTo
op EY 1 HaumoHanHoTo domHaHcUparbe Ha perucTpure.

EYPOIMJ1AH npenopaku Ha ObnacT 3:
UcTtparkyBarbe 3a peTku 6onectu

M 3.1 HaumoHanHW MCTpa)kyBaukW MpPOrpaMm MOCBETEeHM Ha peTku Honectu
(ocHOBHM, TpaHCMAUMOHM, KAMHMUKKM, BO jABHOTO 3OPaBCTBO M COUMjasHM
UCTpa)kyBarba) Ce BOCMOCTaBYBaaT M ce MoAApPXaHU CO HasHauyeHW hoHOOBM,
MOXeNHO [OONToPOoYHO.  McTpaykyBaukmMTe MPOEeKTU 3a peTku bonecty Tpeba
[Ja MoXaT fa ce MAEeHTUUKYBaaT M da ce CnefaT BO MOLIMPOKM HaLMOHaIHM
UCTPaKyBauKu NMporpamm.

M 3.2 Bo HauuoHanHute [MnaHoBu mnu CTtpaternmm nocebHu oapenbu ce
BK/lydyBaaT 3a [a Ce MpOMOBMpa coofBeTHa copaboTtka Mery LleHTpute Ha
ExkcnepTisa 1/vnu gpyru CTpyKTYpU Ha 34PaBCTBEHMOT CUCTEM M Ha 34PaBCTBEHUTE
M MCTPaXKyBauKMTe OpraHM Co Lien da ce Nogobpu 3HaeHEeTo 3a pasfiMyHUTE acrnekTm
Ha peTkuTe 6onecTu.

1 3.3 HaupoHanHuTe Mpexkm ce MPOMOBMUPAAT 3a [a NOTTUKHAT UCTPaXKyBatrbe 3a
peTku 6onectu. NMocebHo BHMMaHKWe ce MOCBETYBA Ha KIIMHUYKUTE U TPAHCTALMOHM
UCTpakyBarba CO LieN1 Ja Ce ONIeCHM MpUMeHaTa Ha HOBM 3HaeHa BO TPeTMaHOT
Ha peTkuTe H6onectn. CocTaByBarbe M a)kKypuparbe Ha perMcrap co TMMOBM Kou
CrpoBeayBaaT UCTpaXKyBatbe 3a peTku bonect Tpeba Aa ce NoAap>KM Kora Ke buae
W3BOLJIMBO.

M 3.4 CooaBeTHM WHULMjATMBM Ce pas3BMBaaT 3a Oa Ce MOTTUMKHE Y4ecTBO
BO 3aeJHWYKM MeryHapOAHW MWCTpakyBauykm MHULMjATMBM 33 peTku HonecTw,
BKyunTenHo u EY pamkosata nporpaMa u E- RARE. HaumoHanoto oMHaHcupatbe
3a OBME MHULMjaTUBM Tpeba 3HAUUTESHO Aa Ce 3roNeMu.

M 3.5 CneundmyHM TEXHOMOWKM MNaThopMn U MHAPACTPYKTYpPU  3a
UCTparkyBarbe Ha peTkuTe 6onecTn ce BOCMOCTaByBaaT M MOAAPXKYBaaT U ce
UCTparKyBa CO3/[aBakbETO ja jaBHO-MPUBATHO MapTHEPCTBO.

M 3.6 MynTW-UeHTapCKM HaUMOHaNHM W  TpaHC-HaUMOHANHW  CTyauM ce
NPOMOBMPaaT CO LN Aa Ce MOCTUIHE KPUTMYHA Maca Ha MauMeHTW 3a PeTKM
6onecTu u fa ce UCKOPUCTU MelyHapoaHaTa eKcrepTm3a.

M 3.7 Ce naHcupaaT crnieumdmuHM Mnporpamm 3a  buHaHCHMpare W/mm
perpyTmparbe Ha Miaam HayYHMLM 3@ MCTPaXKyBauKM MPOEKTU 3a peTku bonecTtu.

M 3.8 MNpoueHKaTa Ha BeKke MOCTOEYKM NIEKOBM BO HOBM KOMOBMHALMM M CO
HOBM MHAMKALMM Ce NoaapXKyBa buaejkn Moxe aa bmae NoBoneH HauMH 3a ga ce
nogo6pu TpeTMaHOT 3a NaUMEeHTU Co peTkM BonecTtu.

EYPOIMJIAH npenopaku 3a O6nacr 4:
LlenTpu 3a Ekcneptusa u EBponcka PecdepeHTHa Mpexka 3a peTku 6onectu.

M 4.1 Jo6po gedrHUpaH1 MexaHW3MU 3a Ha3HaJyBake Ha LLIeHTPU Ha eKcrnepTmsa
Ce BOCMOCTaByBaaT W Ce OCUTypyBa HUBHUOT KBaNUTET, eCPMKACHOCT M JONropoYHa
OAP>KIMBOCT.

4.2 Ce pedmHMpaaT 1 yCBOjyBaaT NaTuMLLITa BO 30PBCTBEHMOT CUCTEM BP3 OCHOBA
Ha HajoobpuTe NPaKTUKM U eKCrepTM3a Ha HaLMOHaIHO U MeryHapOA4HO HMBO.

M 4.3 Tpeba Aa ce NpoMoBMpa MeryrpaHMyHa 34paBCcTBEHA 3aLlUTMTa OHaMy Kage
LUTO MOXKe. Bo TakoB cryyaj, LIeHTpUTe KoM MOXKaT Aa Aa4aT KBa/IMTETHa AujarHo3a
U Hera ce MaeHTUOMKYBaaT BO cocedHMTe UM APYrM 3eMju Kage NaumeHTUTe 1nm
61OMNOLWKM NPUMEPOLIM MOXKAT Oace npenpaTaTr M ce NpoMoBMpa copaboTka u
BMPEXXYBakbe.

M 4.4 HaumoHaneH perunctep Ha UeHTpn Ha EkcnepTtmsa ce coctaByBa U €
JocTaneH Ha jaBHOCTa.

M 4.5 Ce npomosMpa TpaHCMOPTOT Ha GMOMOLWKM MPUMEPOLIM, PaANOSIOLLIKM
CIUKM, OPYT AMjarHOCTMUKM MaTepumjan U e-anaTku 3a Tefle-eKcrnepTusa.

M 4.6 UeHtpute 3a Ekcneptmusa obesbenysaaT coogBetHa obyka Ha
napamMeamuMHCKM  CrieumjanmncTy; napamMeguuMHCKM  O06pu  MpakTUMKM — ce
KOOPOMHMPAAT CO Lien Aa MOCNy)KaT 3a creuuduyHm1Te pexa6MﬂMTaLl,l4CKM ﬂOTpe6VI
Ha MaumMeHTUTe Co peTkM bonecTu. ;




M 4.7 Ce obeszbenysa HauMOHaHa paMKa 3a CKPUHMHI Ha peTku 6onecty,
MOXXHOCTM U MONUTUKM.

M 4.8 MepdopMaHCOT Ha CKPUHUH3M Ha HOBOPOOEHYMHbA Ha3HauYeHW BO
3eMjaTa ce c/ieiM Co COOABETHU MHOUKATOPM.

M 4.9 Ce npoMoBMpa NpUCTan 4O reHETCKO COBETYBaHe.

14.10 KBanuTeToT Ha reHEeTCKOTO TeCTUPaHe U APYIU ANjarHOCTUUYKM TECTOBU
ce OCUrypyBa, BKIYUYUTENHO M YYeCTBO BO HAABOPELLHM LUEMU 33 KOHTpona Ha
KBa/IMTETOT Ha HAaUMOHANHO U MefyHapOA4HO HMBO.

M 4.11 HaunoHaneH nonuc Ha MeAMLMHCKKN TabapaTopum KO OBO3MOXKYBaaT
TecTMpatrbe 3a peTkn bonecTu ce cocTaByBa M e [OCTarneH Ha jaBHOCTa.

M 4.12 YcBojyBameTo Ha aj XOK KoAaupare ce NMpoMOBMpa OHaMy Kage
LITO COOABETCTBYBa 3a Aa Ce MnpernosHaaT M COOABETHO Aa ce noaMupaT u
HagoMecTaT nocebHUTe pexabunuTauuckn TpeTMaHW noTpebHu 3a peTkuTe
6onecTu.

EYPOINJIAH npenopaku Ha O6nact 5:
Mpubupare Ha ekcnepTusa 3a petku 6onectn Ha EBponcko HMBO

5.1 Ce npoMoBupa yrnoTpebaTa Ha MeryHapoaHU rnobanHu MUHOPMaTUBHM
Beb cTpaHM 1 gatabasu peTkm bonectu.

M 5.2 Ce BocnocTaByB npucTan go 6a3u Ha 3HaeHe U eKCNepTCKM COBETH 3a
34paBCTBEHM NPOECUOHANLM.

M 5.3 NHdopMaLmm Kako da ce BOCMOCTaBM MM NpUKIydn KoH EBponcka
PedbepeHTHa Mperka e gocTaneH Ha 34paBCTBeHUTE NpodecuoHanLm.

M 5.4 HacTaBHaTa nporpamMa 3a AMMAOMa 01 MEAMLMHCKM HayKM BKIy4yBa
obpa3oBeH MakeT 3a peTkn 60MecTM U Ha peneBaHTHU, nocebHU oapendu Bo
30paBCTBEHMTE YCNyTU.

M 5.5 Ce nogapyxysa obyka Ha nekapu (onwTa npakca M crieumjanuncTm),

HaY4YHWLM M HOBM 34PaBCTBEHU NMpodbecHoHasnLM Bo MNONeTo Ha peTku 6onectu.

M 5.6 MNMporpaMu 3a NocTojaHa egykauuja 3a peTkn 6onecTn ce gocTarnHm Ha
34paBCcTBeHM NpodecHoHanLM.

15.7 Ce npoMoBMpa pa3MeHa 1 cnogesyBate Ha eKCcrepTmsa 1 3Haere Mery
LEeHTpUTE BO 3eMjaTa U CTPAHCTBO.

I15.8 CopaboTkaTa ce ocurypysa Bo EBpornckaTa eBasnyaLmja Ha MOCTOUKUTE
CKPUHWHI Mporpamu.

M 5.9 Ce npoMoBMpa pa3BojoOT U YCBOjyBareTO Ha HamaTCcTBMja 3a [ob6pu
NpakTMKKM 3a peTku bonectu. HanatcTBujaTa ce pocTanHM Ha jaBHOCTa M
ce AucCeMMHMpaaT BO 3aBMCHOCT Ha OMNCEroT Ha LUenHWTe 34paBCTBEHU
npodecuoHanuum.

M 5.10 OncemMuHaumja Ha MHPOPMaLMM 3a TPETMaHUTE Ha peTKMTe Bonectu
ce ocurypyBa Ha HajedpMKaceH HauMH, 3a Aa ce usberHaT ofAsioXKyBarbaTa Ha
npucTan 4o TpeTMaH.

M 5.11 YuyecTBOTO Ce ocCUrypyBa CO 3aefHWYKM MEXaHW3MM, Kora Tue ce
JocTanHu, aedprHUpajku rv ycrnoBuTe 3a HEHaMeCKOo KopUcTere Ha 0g0bpeHu
Me[MLMHCKM NPOM3BOAM 3a NPUMEHa Kaj peTkuTe bonecTu; 3a onecHyBare Ha
ynoTpebaTta Ha NIeKOBM KOU CeyLuTe Ce BO KIIMHUYKM CTyauu; 3a ynotpeba Ha
He[OUCTUTaHU JIEKOBMU.

M1 5.12 Ce cocTaByBa NOMMUC Ha JIEKOBMU CUMpaLM [OCTaMNHU Ha HaLMOHANHO
HWBO, BKJTYYMTE/IHO M CTaTyC Ha HAJJOMECT, U e focTaneH Ha jaBHoOCTa.

M 5.13 MpucTtanoT Ha nauueHTUTe fo ofobpeH TpeTMaH 3a peTku 6onectu
BK/TYUMTENTHO M CTATyC Ha HAJOMeECT, Ce perMcTpmpa Ha HaumoHanHo U/Mnu Ha
HMBO Ha EY.

M 5.14 Cnucok Ha TEeKOBHM KIMHUYKM cTygum 3a Cupauu MeauLMHCKU
npomssoam BkydeH Bo EBporickata 6a3a Ha nogaToum 3a KAMHMUKM CTYann
3 a Cupaum MeamumHckm npomussoau (EYPLA) e goctaneH Ha jaBHocTa Ha
HaLMOHAHO HMBO.




M 5.15 Cute nHdopMauum 3a LUeHTpPUTE Ha eKcrnepTusa, HanaTcTBMjaTa 3a
006pK NPaKTUKKM, aKTUBHOCTUTE Ha MedMUMHCKUTE nabapaTopuu, KIIMHUYKUTE
CTYAMMU, PErucTpmMTe U AOCTanHOCTa Ha /eKoBW, NMpMbpaHU Ha HaLMOHANHO
HMBO WCTO Taka ce objaByBaaT Ha OpcdhaHeT Kako WTO e MfaHMpaHMO CO
3aepgHuukaTta Akumja.

EYPOIMJIAH npenopaku Ha O6nacr 6:
JakHere Ha opraHMsauuuTe Ha NaLMeHTH

M6.13acTanyBateTo3anoTpebmte HanauMeHTUTe o4 CTPaHa Ha OpraHM3aLum
Ha MauMeHTU e MPM3HAEHO KAao BaXkKeH efleMeHT Mnpu AedUHUPareTo Ha
NMonnTUKK 3a peTkm 6onectu; Ce oxpabpyBa opraHusMparbe Ha HauWOHaNHa
yagop- opraHusaumMja Koja rm npeTcTaByBa MHTEpPECUTE Ha CUTe MauMeHTU Co
peTku 6onecTu.

M 6.2 OpraHu3saummTe Ha NaLMEHTU Ce BKITyYEeHM BO MPOLIECOT Ha HOCeHe Ha
OAYKM BO MOJIETO Ha peTKu 6onectu.

M 6.3 Ce npoayuupaat BanmoHu mMHopMaummn 3a peTkm bonectm U ce
[OCTarnHM Ha HauMoHaNHO HMBO BO dhopMaT MpuarodeH 3a notpeburte Ha
nauueHTUTe U HUBHUTE ceMejCTBa.

M 6.4 HaumoHanHM MHpopMaLMM 04 MHTEPE Ha NaLMEHTUTE Ce KOMYHULUMPaaT
no EYPOPIWNC 3a ga ce objaBaT Ha Beb cTpaHaTa.

M 6.5 MNocebHU coumjanHKu ycnyrm ce noAnp>kKyBaaT 3a nyfe KoM >Xupeat
CO XPOHWYHO 3acnabHyBauykM peTku HoNecTM U 3a HUBHUTE HerysBaTesu BO
ceMejcTBOoTO.

M 6.6 Ce BocnocTaByBaaT nocebHM couMjanHU yCnyrM 3a ga ja onecHaT
WHTerpauujata Ha NauueHTUTe BO yunnuwTata U Ha paboTHoTO MecTo.

M 6.7 Perncrtap Ha UEHTPM KOM HygaT nocebHWM couujaniHm  yCnyru,
BK/IYUMTESTHO U TWE KOW M HyAaT 34pYy>KeHujaTa Ha MaumeHTH, ce COCTaByBa,
aXKypupa v KOMyHULMPA Ha HALMOHAJHO, PerMoHanHoO U Ha Beb cTpaHuTe Ha
nauueHTUTE U e BKydyeH Bo Pancoam Mpexata (Rapsody Network).

M 6.8 Ce npoMoBUpaaT MHTEPAKTUBHU MHADOPMALIMKM U YCITYTY Ha NOAAPLUIKA
3a NnaumeHTH (Kako TenedoHCKM fIMHMM 3@ MOMOLL, e-anaTkm 1 cfl.)

M6.9 MHdopMaTUBEH M elyKaTUBEH MaTepujan ce pa3BmBa 3a creymdpuyHmTe
npodecuoHanHu rpynm Kom paboTtaT co NaumeHTH co peTkm bonectu (Ha np.
HaCTaBHWULM, COUMjanHM paboTHULM, M CA1.)

M 6.10 Ce noMaraaT aKTMBHOCTUTE KOW LileNlaT Ha jaKHeHe Ha MauMeHTUTe
crnpoBefeHu o4 34pYy)KeHMjaTa Ha NaumeHTUTe.




BOBE/[
NMO3AAUHA 3ATIPENMOPAKUTE

MNpenopaku og CoBetoT. CoBeTOT Ha EBpornckaTta YHMja BO cBOMUTE Npenopaku
of 8 jyHu 20093 3a pgejcTByBatbe BO MoJieTO Ha peTkuTe bonectu, npepnara
»3eMjute UneHku ga enabopmpaat U ga yCBojaT MnaH MM cTpaTermja Kosky LWTo
€ MOXXHO NMobp30, No)kenHo Ao KpajoT Ha 2013 HajgouHa, Co Len aa ce HacouaT m
CTPYKTYPUpPaaT peneBaHTHU aKLUK BO MOMETO Ha peTKUTe 60/1ecTH BO paMKUTE Ha
HUBHUTE 34PaBCTBEHM U COLMjaNTHU CUCTEMM .

EYPOIMNAH UnpukaTopu. Co Lien ga ce noaap>kmv oBoj NpoLiec nporpaMaTta 3a
[ejcTByBareTo Ha 3aefHuuaTa BO Noneto Ha JaBHOTO 34paBCTBO O KO-OCHOBA
,EYPOIMJIAH*(EBpONCKMOT NPOEKT 3a pa3Boj Ha HALMOHANHM MIaHOBU 33 PETKU
6onectu), TpuroguiieH npoekt (2008-2011) koopauHupaH og, Istituto Superiore
di Sanita (ISS) - UtanujaHckmoT HaumoHaneH LieHTtap 3a Petkn Bonectu. LlenTa Ha
EYPOIJIAH 6eLue ga ce pa3eujaT anaTkm 1 fa ce CNpoBeaaT akTMBHOCTM KO 61 UM
roMorHarne Ha 3eMjute og EY aa BocnoctaBaT 1 Aa UMNIEMEHTUPaAT HaLUMOHANHM
MIaHoOBM M CTpaTerMm Bo NnosieTo Ha peTkute 6onectn. EgHa og anaTtkurte kou 6ea
co3gageHn e ,M3BeluTajoT 3a MHOMKATOPU 3a Crefere Ha ChpOoBeayBaHeTo U
eBaslyalMjaTta Ha BNMjaHMETO Ha HaLUMOHANHUTE MJIAHOBM M CTpaTerMu 3a peTku
6onectn“3,

Pa3BojoT 1 ynotpebaTta Ha MHOMKATOPUTE e MHTerpasneH Aen of niaHupareTo
U KpeupareTo Ha 34paBCTBEHU M COUMjanHM yciyru, buaejku Tme MoxaT aa ce
KOPMCTAT KaKo aflaTku 3a yrpaByBatbe KaKo U 3a criefiehhe Ha UMMIeMeHTauujaTa
Ha HaLuMOHanHWTe N1aHOBM 3a pPeTku bonecTu.

Enabopupanu Bo 2010, ,,EYPOIMJIAH nHamnkaTtopute” ce ceT oa 59 HamkaTopm
3a 34paBCTBEHO M COLMjaNHO MaHMpare U cnefere HaMeHeTH 3a KpeaTopuTte
Ha MNONIUTUKM U MnaHepu. Mako cuTe MHOMKATOPU Cce CMeTaa 3a peneBaHTHM, o[,
orepaTtuBHa MepcreKkTBa TMe ce MPUIMYHO MHOTYBPOjHM 1 TelKM 3a ynoTtpeba.
Cnopepn Toa, co cneacteeHaTta ,EYLEP[ 3aegHuuka akuuja: PaboTejku 3a PeTkute
6onectu (2012-2015)¢, ce nnaHupalle paboTa Co Koja Ke ce m3BedaT KIy4YHUTe
3 Mpenopaka Ha CoseToT of 8 jyHu 2009 3a gejcTByBatbe BO NoJeTo Ha peTkuTte 6onectu (2009/C
151/02)

34 ,D.c/)KyMeHTOT MoXe fa ce cuMHe of BebcTpaHaTa Ha EYPIJIAH (www.europlanproject.eu)

WHOWKATOPW BP3 OCHOBA Ha HWBAHTa KOPWUCT U M3OPXAHOCT BO PaMKUTE Ha
aAKTMBHOCTUTE Ha [NakeToT 3a paboTa 4 Ha ,,EYPOIMJIAH 2012-2015% koopanHumpaH
on UCC.

OBMe npenopaku ce ofHecyBaaT Ha WHAOMKaTOpUTe 3a Cclefere Ha
30PaBCTBEHOTO U COLMjaIHOTO MfIaHUpake M HeMaaT HaMepa aa ce doKycmpaar
Ha WHOMKaTOpUTe 3a peTkM Honectu, uvja uen e ga obesbemat MHpopMaLMUM
3a 34paBCTBEHMOT CTaTyC Ha HacefieHMeTo WU BfMjaHMETO Ha 34pPaBCTBEHUTE
NoIMTUKM Ha OBOj cTaTyc. 3a oBaa uen, EaHvuarta 3a 3agaum 3a Petkn 6onectu-
Pa6botHa rpyna 3a nHamkatopu (RDTF-WG) Bo 2010 o6jaBm nsseluTaj,, 30paBCTBEHM
UHOMKATOPM 3a peTkm bonectu 1- KoHuenTyanHa paMka 1 pasBoj Ha MHAMKaTopuTe
0f, NoCcToeuKM M3BopU“3S koja Npeasiara NMCTa Ha U3BOPU U BULOBM Ha MHAMKATOPMU
BO MOMETO Ha peTku 6onecTu.

METOOJIOMMNJA

MpenopaknTe HaBedeHW Tyka M gedmHupaat ,,OCHOBHUTE WHAOMKATOPMU
3a cneferbe Ha HaumoHanHuTe nnaHoBu/cTpaTernm 3a petkm 6onectn. Tue ce
u3BefeHM of NpBMYHaTa rpyna Ha 59 mHaukatopu og EYPOIJIAH | npoekTor,
opraHMsMpaHu Kako mpouec M pesyntaT mHaumkatopu. CerawHaTta cenekuuja
Ha CYLUTMHCKW MHOMKATOPK e pe3ynTaT Ha ABa napanenHu aHraxkmaHu. EgHuoTt
e [Nendou Metogot opraHusmpaH og MCC, kage npeTtcTaBHMUM og cuTe EY
MUHMCTEPCTBA’® 3a 30PaBCTBO M eKCrepTu (Ha Mp. enuoeMmornosu, eKcrepTtm
3a MJlaHUpare Ha 30PaBCTBEHUTE YCIYrM, eKCrnepTu 3a peTku 6onectu) rm
Knacudmumpaa MHOMKATOPUTE BO 3aBMCHOCT Of, HMBHATA KOPMCHOCT W
oap>xxnmBocT. [pyraTa MeTofosnornja ce cocroelle of NpoLeHKa MHOuKaTopute
Ha 9 EYPOIMNAH EYPOOMNC CoBeTHMLM BO UMe Ha HUBHUTE HaLlMOHANHW ainjaHcu
Ha acouMjaumm Ha NaLMEHTU U NPETCTaBHULM Ha MUHUCTepPCTBaTa 3a 34paBCTBO,
nog nokposutenctso Ha EYPOINC. Tue ja oueHuja uenaTa nucta Ha EYPIIIAH
1 WHAVKaTOpUTE MO OCHOB Ha KOPMCHOCT 3@ MaLMEeHTUTE W HerysaTenuTe,
OLP>X/TMBOCTA M MONUTUUYKATa KOPUCHOCT.

“

35 EQMHMUA 3a 3a4a4um 3a peTku 6onecTu ,,3ApaBCTBEHU MHAMKATOPM 3a peTku 6onecTu | —
KoHuenTyanHa PaMKka 1 pa3Boj Ha MHAUKATOPW O MOCTOEYKM 13BOPKU, 3aBpLUEH U3BewTaj — Anpun
2010, http://www.eucerd.eu/? post_type=document&p=1211

36 Co MCKNYYOK Ha repMaHCKOTO MUHUCTEPCTBO 3a 3[PaBCTBO KOE CMETAaLle AeKa € NPepPaHo 3a
HWBHaTa 3eMja fa buae BKiay4eHa BO BaKOB MPOLEC, CO Orief Ha pPasBojoT Ha HUBHMOT Ha
nnax.




PEBYJ'ITaTMTe o oBete MeTogosiormnm 6ea crnopeneHu 1 CnoeHn 3a fga ce M36epe
KOHe4YHa /TInCTa KOja ce cocTton og HajBl/ICOKO oLeHeTnTe MHOMKaTOpPU.

HaupToT Ha cerawHMOT AoKyMeHT belue NpeseHTMpaH Ha 7 EYLIEP[ cocTtaHok
(ITykcembypr 31 jaHyapu 2013), u Ha PaboTunHuuaTa 3a 3aeQHUYKO AejCTBYBarbe
Ha EYUEP[ BM 4 /EYPOIMNAH (Pum Ha 25 mapt 2013). EYLEEP ro no6u HaupTtoT
noct-paboTunHMLaTa 3a HUBHMOT MHIMYT TOrall HEKONKy AeHa npef OOKYMEHTOT
na buge cdmHanmsmpaH 1 ro nogHece go EYUEP[ uneHoBuTte 4 Hepgenu npepg,
HuBHMOT 8 EYLIEP[], coctaHok Ha 5-6 jyHn 3013 3a ycBojyBarbe Kafe ceralHute
nperopaku 6ea ogobpeHu.

LETHU TPYTIU 3A OBUE MNPEMOPAKHU

LlenHute rpynu 3a oBue npenopaku ce 3eMjute uneHku Ha EY u EBponckata
Komucuja

[ononHutenHo, HWBHaTa [AMCEMMHALMja € HaMeHeTa 3a fApyra LuenHa
nybnvka Kako uHuMuMjaTveK Ha EK (Ha mp. opyrv nmpoekTu u 3Opy>KeHW aKumu,
MeryrpaHunyHaTa 3apaBcTBeHa ekcnepTcka rpyna, EUnetHTA EPAAC), LleHTpuTe
Ha EkcnepTusa Bo MoneTo Ha petkute 6onectu, faBaTenuTe Ha 34PaBCTBEHM
yCnyru, eKcrnepTu 3a peTkn 601ecTi 1 MOCTOUKU KOOPAMHATOPM U MapTHEPU Ha
MpeXxu 3a peTkm HonecTu, opraH1saLmMu Ha NaLMeHTU.

MPEMOPAKW O1 EYLIEPA OO EBPOINCKATA KOMHUCUJA
1 3EMJUTE YJIEHKHU

MUCUIA, BU3UJA, OTNCEl

OnwrTaTa uen Ha OCHOBHMTE MHAMKATOPM 3a HauuoHanHuTe nnaHoBM M
CrpaTternn 3a peTtkm 6onectu (noHatamy BO TekcToT ,OnwTu uHOMKaTopm®)
e fa v ondaTth pefieBaHTHMTE MOAATOUM M MHOPMaLMM 3a NPoLecoT Ha
nnaHuparbe, MMMAEMeHTMpare U Criefethe Ha OBME MIaHOBMU M CTpaTeruu.
OnwTnTe MHOMKATOPU Cnope[ 0Ba Ce o[, KOPUCT 3a MNPOLECOT Ha JOHEeCYBae
Ha Of/1yKM BO BPCKa CO YCBOjyBarheTo, NPOoLEHKaTa U NoHaTaMOLIHUOT Pas3Boj
Ha jaBHW MONUTMKM 3@ peTKMTe BonecTu.

3eMjuTe uneHkn Ha EY tpeba ga rm Kopuctat OnwTmMte MHOMKATOPM 3a Oa
coburpaaT NnogaTouUM Ha TOAMLLHO HUBO.

CobpaHuTe nogaToLM Ke ce KopucTaT:

+  Op cTpaHa Ha 3eMj1Te YNeHKM KaKo MHCTPYMEHT 3a NoAApLUKa LWTO cream
nocne NoMTUYKUTE MHULMjATUBU MHTErPUPAHU BO HUBHUTE HaLMOHaNHM
nnaHosu 1M HauuoHanHu cTpateruu 3a peTku HonecTu, yCBOEHW Kako
oprosop Ha NpenopakaTta Ha coseToT o 8 jyHun 2009 3a fejcTByBakbe BO
noneto Ha petkuTe 6onectn. Ce pasbupa OBOj NpoLec He M1 cnpedvysa
3eMjuTe UNeHKM Ja KopucTaT [OMOJSHUTENHW WHOMKATOPW 3a da '
cnepaT v eBanyMpaaTt HUBHUTE MIaHOBM.

*  3aroAMLIHO M3BeCTyBake Ha HMBO Ha 3eMjMTe UieHKM 3a fa ce enabopumpa
,VM3BelWwTajoT 3a cocTojbaTa Ha aKTMBHOCTM 3a peTku 6onecTtn Bo EBpona
Ha KoMuUTeTOoT Ha eKkcrnepwuT 3a peTku 6onectn Ha EBponckarta yHuja*,
koj ce objaByBa Ha roguWHO HMBO of cTpaHa Ha EYUEPA. EYLEP[
Ke M uHKopnopupa oBue OCHOBHM MHOMKATOPU BO enabopaTUBHMUTE

EUROPLAN

TekcToT € npeseneH of cnegHMOT AOKYMEHT:

HaMNaTCTBMja Ha U3BELUTAjOT Ha 3eMjuTe UNeHKM.

+ [lloHaTaMy, cobpaHuTe NoAaToLM MOXe [ja Ce KOPMCTaT 3a MoHaTaMOLLIHO
UHopMUpare Ha WM3pewTajoT 3a MMnnemeHTauuja koj EBponckata

EUROPLAN / EUROPEAN PROJECT FOR RARE DISEASES NATIONAL PLANS DEVELOPMENT / RECOMMENDATIONS FOR THE DEVELOPMENT KoMucuja Tpeba pOa ro U3roTBu mnpen KpajoT Ha 2013, kako:WTO € -~
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Mo ycBojyBareTo Ha oBue [penopakn EYUEP[ Moxe pa ja pesuanpa Jluctata
Ha OCHOBHM MHAMKATOPW U Aa NMpensioxu, kage wro Tpeba, amaHgMaHu. Osa
peBuaMparbe Ke ce 3aCHOBa Ha UCKYCTBOTO AobMeHo of 3eMjuTe uneHkn Ha EY
CO yCBOjyBare 1 MMnaeMeHTaumMja Ha HaunoHanHute MNnaHosm 1 CtpaTtermn 3a
peTku bonecTtu, Kako LITO e HasHadeHo Bo lMNpenopakaTa o CoBeToT.

JIMCTA HA OCHOBHU UHOUKATOPU

JlncTata Ha OCHOBHM MHOMKATOPM LUTO C/iedyBa e NpeasiodXXeHa 4o c1Te 3eMju
uneHku Ha EY co uen ga ce cnegat HMBHUTE HauuoanHW nnaHoBM U cTpaTermm
3a peTkM 6onecTtu.

MHOUKATOPU O] MO3AANHA
(MOAroTOBKA HA NMNTAHOT/CTPATEITMJATA )

+ TlocToere Ha perynatmMBm/3aKOHW WAU EKBUBANIEHTHM OdULMjANHU
HaLMOHaNHM OOJYKM KOM O MoaAp>KyBaaT BOCMOCTaBYBaETO M pa3BojoT
Ha NnaH 3a peTkn 6onectun (Pb)

+ T[locToeme Ha coBeTogaBHa KoMucHja 3a Pb

+ [ocTojaHO U odMLMjanHO MpeTcTaByBate Ha MalUMeHTUTe BO pasBojoT
Ha NAaHOT HeroBOTO CliefieHe U NPOLLeHKa.

+  YcBojyBatbe Ha EY pedmHuumjaTa 3a Pb.
COAPXXUHCKU MUHOUKATOPU
LeHnitpu Ha ekclepiuusa

+ TlocToere Ha HauMOHasHa NOIMTUKA 3a BOCMOCTaByBake Ha LleHTpu Ha
ekcnepTtusa 3a Pb

* Bpoj Ha HauMOHa/THMN U permMoHalHN LleHTpl/I Ha eKCrnepTn3a Kon ce gpxxat
A0 HauMoHaliHaTa NoJINTUKa

*  YYyecTBO Ha HaUMOHaNHU UNKU pervoHanHu LleHTpu Ha ekcrnepTusa BO
Esponcku PechepeHTHM Mpexku

UHpopmayuu

+  HIMN/HCnoanpuKa 3a paBojHa/ ydecTBo Bo ceondpateH 1/ mnm permoHaneH
MHdOpMaLMckm cncTeM 3a Pb

+ [locToemre Ha n1HMK 3a NnoMoll 3a Pb
3Haere KnacuguKkayuja/Koguparse peZuciipu U ucipaxxyearse

«  TlocToere Ha HauMoOHaNHA MOMMTMKA 3a YraTCTBa 3a pasBoj M
UMMeMeHTalUMja Ha K/IMHUYKa NpaKca 3a peTku 6onecTtn

*  BMA Ha KnacuduKaumja/Kogmpare Koe o KOPMUCTM CUCTEMOT 3a
3QpaBCTBEHa 3aWTUTa

« T[locToere Ha HauMOHaNHa MOJUTMKA 3@ perMcTpu MnmM cobuparbe Ha
nopatouu 3a Pb

+ lMocToerseHa nporpaMu W/unmM MNpoeKkTM 3a ucTpaxysare Ha PB Bo
3eMjaTa

*  YyecTtBO BO EBpOncKu 1 MefyHapoaHU UCTParkyBauKmM UHULM]jaTUBM
Tepaiuu

+  bpojHn Cupaun MepumumHckn [Npoussoam (CMIMK) co possona 3a
nponak6a Bo EBponckaTta YHuja 1 gocTanHu Bo 3eMjaTa (T.e. npoueHeTH
M HaJoMeCTeHW UMM OMPEKTHO HabaBeHW o4 CTpaHa Ha HauMOHANHUOT
3[paBCTBEH CUCTEM)

« [locToerse Ha BNagMH CUCTEM 33 BHMMaTESHa ynoTpeba Ha MeaMLUUMHCKM
npomn3sam

CoyujanHu paboitiu

. MocToere Ha nporpamn 3a noggpLika Ha MHTerpaLleaTa Ha I'Ia.LLl/IeHTM

co PE Bo cekojaHEBHUOT XMBOT




UHgukalliopu 3a cpuHaHcucka GdoggpwkalumiziemeHiuayuja Ha dnaHow/
cltipailiecujaitia)
+  MocToere Ha NonuTMKa/oayKa 3a a Ce OCUrypa Ao/iIropyHa cTabunHocT
Ha nnaHoT/cTpaTterunjaTa 3a Pb
+  CyMa Ha jaBHM bOHA0BM HaMeHeTO 3a rnfaHoT/cTpaTermjaTa 3a Pb

*  crneumdunyHM jaBHM POHAOBM HAMEHETU 3a MCTPaXKyBatbe Ha Pb

+  JaBHW hoHOOBU CO NocebHa HaMeHa 3a aKUMM/MPOEKTU 38 UCTPaXKyBakbe
Ha PB Ha rogMmuIHO HMBO Of MOYETOK Ha MaHoT

KNYYHN MHOUKATOPU - AEDOUHULIMU U COOABETHU OIrOBOPU

[letanen ogrosop (nosexke

M npoueHkata

© Q
5% g g 58
Whpukatop 2 8 | OnvcHauHavKatopor Ea] = S OArOBOPY C& MOXHH, ako
8° @ F < g 1Ma notpeba)
=
TMo3aanHCKY MHANKaTOpH
[oaroToska Ha niaHoT/CTpaTerujara)
OBOj MHAVKATOP Ce OAHECYBA Ha (haKTOT Aeka
HalwoHanHuTe nnaHoBy/CTpaTerim 3a petku
6onecTi Tpeba fa 61AaT NNaHUpaHK/peryipaHu Ha
HaLWOHaHO HMBO BO COMAcHOCT co lpenopakara Ha [la, noctou, uenocHo
Coseror 3a PB, penesaHTHy npenopaku Ha EYLIEPT, BK/TyueHa BO perynatvsata/
Ha nip. oHve 3a LlenTpu Ha Excneptusa 1 Eponcku 3aKoH/otuujanHa
MocToerse Ha Perynamam[ 3aKOHU PechepeHTHUT Mpesu, Kako M penesaHTHaT fierucnatvea Jla HaLWMOHaHNHa OANyKa
WM eKBUBANIEHTHM OchULMjanHM (Perynatvsa Ha EC 6p. 141/2000 3a Cvpaum o
HaLWOHaHM OfTYKM KOU FO - Mepmuprcku Mpoussoan, Oupekmvsa EY/2011/24 3a “O:’r
TOA,APXKYBaAT BOCMOCTABYBAETO MefyrpaHuuHa 33paBCTBeHa 3aLUTUTa UTH.) =
] pa3sojo'r Ha nnaHoT 3a Petkun HaLlMOHaI'IHMOT nnaH unn crpaTeera ce ycaojyaa npeky
Bonec PB 06BP3yBaYKY NIErCNIaTUBHM aKTi, TOUHATa MPMpoAa Ik
HMBO KOM MOXKe /13 Bap1paaT (perynaTusa, 3akoHM Ui
Apyrv BUROBM ofyTyKK). MoxaT Aa raat BocriocTaseHm
Ha CO0/1BETHO HWBO Ha yrpaByBatbe ((heaepaneH Hanpenyng/ BO
Hacripema chefiepanHo- [APXABHO HUBO) BO 3aBUCHOCT pa3soj
Of} CUCTEMOT Ha yripaByBatbe Ha 3emjaTa. ToKMy 3aToa e
BK/Ty4eH BO JIer1ciaT1BHa MM OMiepaTHBHa pamKa He
[la, nocTom u pefosHo ce
COCTaHyBa 1 1 BKITyuyBa
CHTe peneBaTHI YMHUTENN
[a, noctou Ho fienyMHO
EKcriepTcKmoT coBeTopaBeH KOMUTET Ce OAHECYBa ChYHKLIMOHMPA U TV BKTyUyBa
Ha MOCTOeHETO Ha KOOPAMHATVBEH MeXaH}3aM CHTe peneBaTHI YHMTENM
KOj FO HajirnesyBa pasBojoT 1 CrIPOBE/YBAHETO Ha o
MocToetse Ha coeTopaseH - Hauwoantuor Mnan/Crpareruja 3a Petku bonectu. & Jic] Ha, nocrou 1 peposrio
KOMUTET 3a peTKu 6onecTn OBa TeN0 e COCTABEHO Off CUTE PeNeBaHTHU YMHUTENH, §. Ce COCTaHyBa, HO He 1
BK/TYyBajki1 [ MPOETCTABHULIMTE Ha NaLMeHTHTe, BITy|yBa CUTe penesathn
HalloHaNHaTa Bafia, MHYCTPMjaTa, NleKapy LITO B,ZH?.L?SM YT
MpyXaar Hera, nnakauu, akagemuja u ap l'b)"HKLlMOHMpaﬁ ngw
BK/TyqyBa CUTe pernieBaTHi
YAHUTENN
He
[a, Bo cuTe chasu
Moctojaro u ouyantio [MauveHTuTe ce oduLmjanHo nNpeTcTaeHy Bo cuTe thasi g PR HCAHOKEKO
MIPETCTaBYBatbE Ha NaLVEHTUTE BO © Ha Pa3Boj 1 yrpaByBatbe Ha MNIAHOT, BKIYYHTENHO U BO 3 b 13, HO KOHCYTTvpaHi
PasBOJOT Ha MNaHOT, MOHUTOPHHIOT MOHUTOPHHIOT W eBafyaLmjaTa Ha MCTUOT = A

caMo npeq Aa ce 0fo6pH

He




[la HIM/HC Mepkue ce
EY m iechmHmpa ,,peTkiTe GonecTi' Kako Takem co MpUMeHYBAAT KOPUCTejKY ja
npeBaneHumja of He noseke o 5 naupenTH Ha 10000 EY pedurnuytjata

MHchopMaLymTe 3a MHTerpaLMja Ha HaLWOHaHUTE
LleHTpy Ha Excrieptu3a Bo Esponickata PedbepertHa
Mpesku (EPMu) ce HeonxopHu 3a Aa ce 0be3besy
MoLLMPOKA C/MKa 3a peTkuTe Gonectn Hu3 EY, 6e3
pasfvKa Ha rofiemuHarta/ 6pojoT Ha HaceneHue Ha
ceKoja 3emja.

Cnopep, ,EYLIEP[] npenopakure Ha Eponckute
PechepenHi Mpexi 3a Petkv Bonectu, pasnnutiTe

EPMw kako nonHonpaBHu uneHku

yuectsyBaat B0 EPMu | bpoj Ha LIEu kou yuecTsyBaar Bo

nmua. OBaa AiechHMLMja e MoCTaBeHa BO perynatmsata fla
Ycsojysatbe Ha EY pecmHuupja EC 6p. 141/203()) 3a Cm:)aum Menmumucxmpﬂ%mzeom g E‘ah:(;r I;IE/)I;IS Kr;ezné:zgk;e
3aPb [npextvsa 2011/24/EY 3a MefyrpaHiyHa 3apaBcTBeHa ,r:g- PAMEHY! prcTe)
Apyra fecuHmuma
3alUTUTa Kako 1 BO Mperiopakara Ha CoseTor 3a
[ejCTBYBAtbe BO MONETO Ha peTKiTe 6onect o 8 jyHu Be MonuMe HasegeTe ja
2009. He nechuHupjaTa Koja ce
Kkopuctv 8o HIM/HC
CoppXKMHCKM MHAMKATOPH
LleHTpy Ha excniepTisa
. [la, nocTou, uenocHo
OBaa nonMT1ka AedHMpa cTpareruja 3a cnposeseH
MBEHTUCDIKYBAbE 1 Ha3HAYY Ha LeHTpM 3a na
MocToetbe Ha HaLytoHanHa eKCrIepTi3a, CO Len Aa ja nofobpy 3apaBCTBeHata 2 Aa, MOCTOM, AenyMHO
MOMMTUKA 33 BOCMOCTaBYBAkbE Ha 3alUTUTa NPpeKy AeHMPatbe Ha LIeHTPUTE CO :gr_ CNpoBeeH
LleHTpM Ha EKcnemea 3aPb MCKYCTBO CO PB kako 14 natuwra K(?M o HaManyBaat = Hanpegysa / BO
OZ/IOXYBAHETO Ha AMjarHo3aTa U ja ONleCHyBAaT Herara pasoj
1 TPETMaHOT Ha navmeHTHTe co Pb.
He
3eMjuTe UTIEHKM MCHTUDMKYBAAT M Ha3HauyBaaT Bpoj Ha LIEw Bo cornactioct
LlerTpu Ha Excniepru3a (LIEW) npeky HuBHaTa €O HaLyoHa/HaTa nonumka
HaLMoHaNHa TepuUTopHja U ja 3eMaarT Npeasuy,
nop/ApLLIKATa 33 HMBHO co3paBatbe. LieHTpute
Ha EcriepTusa Tpe6a fia ce MpuapxyBaar o
HaLWoHaNHaTa NoMMTHKa.
BPOjH HaLWOHAIHY U pervoHanHM Tpeba ga ce 3anomHe aexa EYLIEPL rv ycsow ,EYLIEPL < .
Le nperiopakvTe 3a KeanwTatvBHu KpuTepuymm 3a LieHTpu 5 Bpoj Ha LIEw/Mumon
HTP/ Ha eKcrepTisa Ko ce Ha Excrieptvsa® kou ,,ce HaMeHeTM 3af1a MM NoMorHaT 5 Bpoj Xurenu
Np1ApXKyBaaT A0 HaLMOHaNHaTa . " &
Ha EY 3eMjuTe uneHKu npu HUBHMTE pasMUCIyBatba 8

nonuTUKa

MM Pa3Boj Ha MOMMUTMKM BO BPCKa CO HALMOHAHHTE
NNaHoBM W CTpaTeriM 3a peTky 6onecTn kora ce pabotn
33 MpaLLakeTo Ha OpraHM3aLija Ha NaTULLTaTa 3a
3APaBCTBEHA 3aLUTHTa Ha HALMOHAHO WK €BPONCKO
HWBO." 3aT0a, OBOj MHAMKATOP MCTO Taka MMa 3a Lien

#a v npebpou LieHTpure Ha Excneptisa kou ce Bo
COrnacHoCT co npenopakute Ha EYLIEPL]

Bpoj Ha LIEu kou rn
MCTIONHYBaaT KpUTEPUYMUTE
Ha EYLIEPL,

chopMm Ha 3apy>xyBatbe co EPM 3a Pb (acoumjaumja, =
:)’:;c;z(; :::Z::—?::gg‘é:ponck” < copaborka) Tpe“63 /1 [10380114T f1a Ce OCHTYpa E
pedhepeHTHI MpEXU WHKITy3VBHOCT ." 3aT0a OBO] MAVKATOP MMa 3a Lien fa 2
Pa3nuKyBa MoMHOMPABHO Of, aCOLMJaTUBHO UIEHCTBO Ha a
LlenTpute Ha Excneprisa 3a Pb Bo EPMy 3a PB. s
=
S& &
Cenak, Mopa ia Ce 3eMM MPEABUA fieka Ke Tpeba Bpeme 9k <
npea Aa ce Bocrioctasat EPMu. 3atoa tpeba aa ce =1 = g
OuYeKyBa fieka 0BOj MHAMKATOP Ke 0be3beam 3HauajHu 2825
MHcpOpMaLM BypH HEKONKY FOAMHM MO YCBOjyBaHHETO Ha g E
osue [Tpenopaky. Log
WrcbopmaLim
[la, HaupoHanHo
Ha [la, pervioHanHo
He
OBOj MHAMKATOP CE OAHECYBa Ha MOCTOEHETO Ha Tla, yuecTeysa 60
hyHKUMOHANEH MHEDOPMATUBEH CUCTEM CreLMApHUHO © 3aejHuuKaTa akuyja
HI/HC noaapluka 3a passojot 3aPb Koj e ceondpareH 1 Ha HaLWMOHANHO HYBO (Kako 8 ] Ha OpchaHeT W u3pasa
Ha/ y4eCTBO BO MH(HOPMATUBHMOT ~ Opdpater). §_ 2 _é_ WHopMaLMK Ha
cucrem 3a Pb OBOj MHAMKATOP BK/TyUyBa YYeCTBO BO 3aeiHMUKaTa = ga HALMOHAMHMTE ja3uLu
akuvtja Ha OpcpaHeT 1 Kako KpaeH pesynTar M3[aBatbeTo 89 , Y4ecTyBa B0
Ha MHhOPMATHBHM MAKETH Ha HALMOHANHMTE jasuum 8 = 3aepHnuKaTa aKkumja
% § Ha OpchaHeT Ho He
33 13482 MHHOPMALMM Ha
> HaLMOHANHMTE ja3uLiy
He
g % [la, camo 33
[locTanHocTa Ha MMHIMM 3a MOMoLL e ¢hyHAaMeHTaHa 3a sc nipochecvoHanum
[AvceMMHaLVja Ha MHAOPMaLMKU W eKCrIepTH3a 3a PeTKi g 2
6onecti. Te UMaaT BaxkHa yiora Mpu OPUEHTUPAHETO %‘ I [la, camo 3a nauyeH™
Ha MaLMeHTTe KOH pelLieHKe 3a NpobnemuTe co Ko 5 -g- Tla, 3a fAseTe rpyru,
MPEKTHO WM UHAMPEKTHO Ce COOMYBAAT KaKo pesyntat < E npochecroHanum u
Ha bonecTa 1 ce eMHCTBEHA Y/ora Koja MoXe fia =5 HauMeHT
MPYXKa CoLMjanHo, MCMXOMOLUKO MM MHKDOPMATUBHO = , CaMo 33
petueHue Ha cuTe Bakay noTpebu. MpodhecuoHanumTe o § ?_: % npochecuonaniyu
[MocToerbe Ha MMHUM 3a oMol 2 (BKAYUMTENHO M THe KoM LUTO paBoTaT BO UTHUTE & 58§ [la, caMo 3a nauveHTH
3aPb ~ cnyx61) MoXe ja HayyaT 3a pecypeuTe 1 natuwiTata :8. g5 §
33 MJarHOCTULIMPAHE HA HUBHMTE MaLMEHTU N fa €I Tla, 32 ppee oy,
o6ujaT BaXKHM MHIOPMALMK BO OAHOC HA MEHaLMparse &°8 MPOtbecoHaLy U
Ha MaLMeHTHTe CO peTku bonectu. ﬁg“?g,%"sa
OBOj MHAMKATOP Ma 3a LieN a BOM CMeTKa 33 2 %.% e R TIT
HaLMOHaNHMTE NIMHMM 3a NOMOLL 3a PeTKu bonecTi %_ 2 g. £ g. Ia
HaMEHETH 3a MaLWeHTU UK NpochecuoHanLm To2EQ , Cav0 32 TaLMEH
(1 3a ABETE); BIATYUMTENHO M THE KOM He Ce jaBHO ogsae
huHaHCHpaHM S A e
HE




3Haetbe, Knacudmkaumja/Koavparbe, perucTpu 1 CTpayBatbe

MHEMKaTOPOT ro NpoBepyBa MOCTOEHETO Ha MONUTUKA
3a pa3Boj, apanTaLyja v CripoBesyBatbe Ha yraTcTsa 3a
KmHuuka npakca (YKIn) 3a 6onectu/rpynu Ha 6onectn

[la, nocTou nonuThka 3a
pa3Boj Ha YKIu

Teparmm

[la, noctou nonuTUka 3a

OppeneH 6poj Ha Cvpauy
Mepmuprcku Mpowssoan (CMMy)

DakTnykata npuctanHoct Ha CMIn Ha HaLyoHanHKUoT
ra3ap e HeonXo/Ha 3a i Ce MNyCTpUpa NMpMcTanoT
Ha MauMeHTUTe [0 TPETMAH BO HMBHATa 3emja‘
[MoHaTaMy, CO pa3nuky BO MPUCTANOT Ha NaLMeHTUTe

Mocroette Ha HauoHanta (,AnanTupatbe “ ce ofiHeCyBa Ha afanTauvjata Ha cynpa- 8 fa apanTaumja Ha YKIn
MOTVTKA 3 pasBo), afiarmraLija ~ HaLWOHaNHO 6a3vpaHM KIMHWUKM YaTCTBa BO loKarleH 3 [la, noctou nonmTmKa 3a
CrpoBe/lyBatbe Ha yraTCcTeaTa 3a =3 L
KIAHUASKA MpaKCa KOHTEKCT). KyMyniaTUBHOTO CO3fjaBatbe Ha MPOTOKONM U = pa3soj Ha YKIu

KIMHIUKY YIaTCTBA € MHCTPYMEHT 33 €AHAKOB MpUCTan
[0 Hera 0f} CTpaHa Ha MaLiMeHTTe co peTky bonectu He
wupyM EBponckarta Yhuja
ICD-9
ICD-10
YCBOjyBAH,ETO M CeKojiHEBHaTa ynioTpeba Ha Bup Ha cuctem (S)FTCl)r;I/IED
MeryHapoAHO MpU3HaT, ceondhateH CUCTeM Ha GRS MESH
KomvbKaLja 3a 31PaBCTBEHa 3aLLITUTA € BaXKeH ynotpe6a

Bua Ha knacudpmkamja/ 3a MeHaLmpatbeto co Pb v 61 ja oxpabpun g ICD-O
KOAMpatbe Koj ce KOpUCTH Of ~ XapMOHM3aLujaTa Ha HOMeHKNaTypa Ha 6ornecTure § Opyrm
CHCTEMOT Ha 3APABCTBEHa 3alUTUTa Hu3 Lenvor caer. OBa 0BO3MOXYBa BylieTapckuTe U (= ORPHA Ko, fa

MeHallepCKuTe OfyTyKV [ia MMaaT NoLiBPCTa OCHOBA U 61 ce KopHCTH
KOHCTUTYMpano penesaHTHa anaTka 3a [poLieHka Ha 33e[H0 CO
3ppaBcTBeHaTa TeXHOMOMMja HaLMOHaNHUOT He
cucTeM Ha
KoaMparbe
OBoj MHavKaTop nprbrpa MHcopMaLmi 3a noaapLUKaTa [la 3a HaupoHaner/
Ha 3eMjuTe UNeHKY Ha C1Te COOLBETHY HMBOA 0 LieHTPaNM3vpaH perucrep 1

MocToetbe Ha HaLyoHasHa - PerucTpuTe 3a peTky 6onecTi 1 GasuTe Ha MoAaToL U g la npubupatse Ha nogaroum
MOAMTMKA 3a PErucTap u S 33 eNVUAEM1ONOLLKM LEW, LieM Ha jaBHOTO 3A4PABCTBO g a3 pervoHaneH pericrap
npubupatbe Ha nogaTouy 3a Pb M CTP@XYBAUKN Lienk, KaKo 1 3a yoraTa ocurypena = 1 NpUBMpatbe Ha nogaToLyt

Of} OArOBOPHOTE 33 KOOPAVHALMjA 1 OFPIIMBOCT Ha
NPUBMPALETO Ha NOAATOLIU. He
[la, creupcpnuranporpama
OBOj MHAMKATOP MMa 3a LieM Aa IO ONMLLE CTATYCOT Ha
[MocToetse Ha CTpaxyBaukm ucTpakyBarbeTo Ha P Bo 3eMjaTa, MMeHO fanu nocTom ol [la Ba, korpettu/creuudyrin
nporpamu/npoekTi 3a Pb 8o o KOHKpETHa MPOrpaMa Wiv [N UCTPaXyBAETO 3a g npoext 3a Pb Bo pamiTe
3emjata PE ce cripoBefyBa npeKy MHAMBUAYanHM NPOEKTH BO = Ha onTa ucTpaxysaska
PaMKWTE Ha ONLUITa UCTPaXyBauKa Nporpama nporpama
HE
YUeCTBOTO Ha HaLWOHAHMTE MCTPaXyBauKV areHL fla, ERARE
BO MefyHaPOZHM UCTPaXyBaUKN mwumjagwsm (Ka)KO lla [a, IRDIRC
E-RARE- www.e-rare.eu 1 IRDIRC-www.irdirc.org) e o
z:ﬁy:z‘;zz:j’;g;’;’:ya o - BaXHO 32 1a Ce MOTTUKHYBA UCTPXYBAHETO 33 PeTkM Ey fla, ppyro [Hatiavere)
WAaTVBN 6onectit Ha [06anHo HBO, MPeKy 3Apy)XyBarbe Ha =
pecypcuTe M KOOpAUHPatbe Ha HALMOHaNHMTE He

MCTPaXKyBauK/ MPOrpamMi 3a fia Ce HafiM1He
chparMeHTaLyjaTa Ha UCTPaXKyBatbeTo 3a Pb

Co no3sona 3a npogax6a B0 ) =
eB %n cKara Hm'pa lf HOCTanHM o CMIu, ycnexot Ha MeryrpaHuyHaTa 3paBCTBEHA 5
BO‘;EMjaTa (Tye r{poueHeTM " 3allTUTa 3aBMCH Of, XapMOHM3aLWMjaTa Ha Mp1cTanoT s Bpoj
- 0 AMjarHOCTULMpatbe M TpeTMaH. 3aToa, 8
HaOMECTEHM UM AMPEKTHO A0 ) P P J a
HABaBEHM Of HALWOHANHHOT KBAHTUCDMLIMPAFbETO Ha NIeKOBA KOM Ce OCTarHN BO
3paBCTBeH ccTem) CeKoja 3emja, i BO aMByNaHTCKM Wik BO BOMHIMUKM
P PEXMM, € UCTO Taka BAXHO 3a fia Ce NPeMOCTH
NOCTOEUKMOT ja3 Mer'y Ap)KaBUTE UNeHKM
MHAMKaTOopOT MMa 3a Len Aa MaeHTUdMKyBa Aanu Jla
MOCTOM CHCTeM 3a 0be3beyBatbe Ha NIeKOBM Ha
[MocToetbe Ha BafuH CUCTEM 2 Hanpepysa/so
38 BHMATENHa I_f“ c6a Ha naLpeHTUTe co petka 6onect npes aa ce ofobpar “O:’r 533;/0]- /
MeMHCKA Y {MB%M HOBY NeKoBY (ynioTpe6a Ha HeOUCTIUTaHM NIEKOBM).. =
P TMocToerbeTo Ha BaksMTE MPOrpaMi € BasHO 3a He
MpOLieHKa Ha BKyMHaTa Hera kaj Pb
Jla, noctom crieuydiuaHa
aKuyja Koja MM OBOMOXYBA
BUCTMHCKM MPUCTanN Ha
NyFeTOo KOW XXMBEAT fi0
PeTkuT 60necTv uecTo BogaT Ao nonpeyeHocT v notpeba :SL”T:'IS COL"a”Ja”vasaa
33 MI0CTojaHa Hera, Criewyjanmsupany coLyjant [ [H:ﬂ ogmpa ”V;IQTPGLZ 3’;”
Clyx6u Ce Kiy4HM Bo 06e36eyBatbeTo Ha LienIoKyreH, o Pi;n ‘:’Ke' Ya 6o
KBANUTETEH UBOT 3a NaLeHTUTe. HUBHOTO NOCTORHE 1 m&?ése :'407 n';Me THALM,
6pOJHOCT ja MOKaXKyBaaT NONMTMUKATA MOCBETEHOCT Ha Ao &’L snere
3eMjuTe UneHkv KOH OBaa MUCHja. : »::4: ;'re KaFoLMEZT v
IMp1Mepy 3a Toa Kako coumjantuTe cry6bu aa rm Mp Ki’: o é-' 268
VHTErpUPaaT MaLyeHTMTE BO CEKOJAHEBHUOT XKVBOT U rHAM rw; pute 3, b, 8,
TMocToetbe Ha nporpam 3a [1a 10 MOAAPKAT HUBHUOT NCMXONOLLKK M 06pa3oBeH g APy
¢ o z
MOAAPLIKA BO CeKojAHeBHaTa passoj ce: g e ——
MHTErpauyja Ha naumentute co Pb a) 06pa30BHa NOAAPLLKA 32 MALMEHTHTE, PORHUHMTE W c ApOTpaM¥ 3a NyFeTo KoM
HeryBarenmuTe
uBear co peTka bonecr (se
6) MHavBIMAYanHa NOAAPLIKA Ha YuMIMLLTe U 3a MOTMME H§3H aveTe- B n(er .
YUeHMLTE CO PETKM BONECTH U 3a HaCTaBHULIUTE, 1 TpHMEpHTe Kaj ocoT
BKITyUMTENHO M S06PH NPaKTKY 3a oppeneH 6onectn Ha HHOHKATOpHTe - 2,
B) aKTMBHOCTY 3a 1a Ce MOTTUKHE BUCOKOTO 06pasoBaHie T, Aoy PHUTE - SiE]
Ha lyfeTo co peTkv 6onectn APyl
r)MeXaHM3MA 33 nonagmka 3a JIy'eTo CO nonpeyeHocT (B MONAME HA3HAYETE-
[1a YUeCTByBaaT BO paBboTHHOT XUBOT _— BYeTe I NpHMepHTe Kaj
pasgoj OMMCOT Ha MHANKATOPHTE -
a, 6,8, T, Apyrv)
He




MHamKaTopH 33 chHaHCHCKa NoaapLuka
(MMnnemeHTaumja Ha nnaHoT/cTpaterujata)

[la, nonumka/oanyka 3a

MocToetbe Ha NOAMTUKa/OfNYKa MHavkaTopoT BepudinKyBa Aanu (uHaHCHKaTa [la ﬁa c;ﬁ;:ﬂ 3 Aoniopodra
3a Jla Ce 0CHrypa 0SITopOYHO obBpcKa 3a Hera M TPeTMaH Kaj peTkuTe 6onecTu e jacHo 8 [1a nocTov byyer 3a kT
(h1HAHCHPAKbE M/UIN OAPIKIMBOCT nAedbmHMpaHa B ByLIETCKM OfYKM KOj ja NopApXKyBaaT ér_
Ha MepKuTe BO NaHoT/ MMTIIEMEHTaLM]aTa Ha akuyy of HauvoHanHmor Mnan/ = Bo pa3soj
cTpaterujata 3a Pb Crparervja
He
MHpukaTopot e uenoctuot byuer (Bo EYP) HameHet BpeOHOCT
Ha roAMWHO HKBO 3a HauvoHanHuor MMnaw/Crparervja pen
(co McKy4OK Ha ro HAOMECTOT 3a FPIXKA M TPOLLIOL Bpe/HOCT/MUAIMOH uTenn
3a CTaHap/Ha Hera , CO UCKITy4OK Ha TPOLLOLMTE 3a
IeKOBM CHpaLiM). BPE[HOCT AieNlyMHO
CyMa Ha jaBH¥ dhOHEOBH HaMeHeTH Kako v co NpeTxoaHmTe MHAMKATOpH, 0BOj UHAMKATOP E . [OCTaNHa: Camo 3a hOHA0BM
3aMnator/Crparervjata 3a PB 1Ma 3a Lien f1a 0cHrypa fieka akLmmTe 3a Pb inyuysaat S Bpoj HaMEHETM eKCKJTy3uBHO 3a
Coof1BeTHY 0fpen6M 3a 1a ce OcHrypa HUBHaTa 3 Hauporanhuot Mnan (HH
OAPXIIMBOCT CO TEKOT Ha BpeMeTo. EcpukacHmTe u 3a hOHA0BY HameHeTV Bo
echeKTHBHUTE [ejCTBYBatba 3a PeTky 6oNecTH 3aBucar of onwmor byer)
MHTErpUpaHeTo Ha He/OBONHMTE M PacrpckaH pecypcu X
11 Of HALMOHANTHMOT aHraXXMaH U Of, 3aeIHUUKMOT HH: rkopropupatio so
EBponcky aHraxMaH. onumHor Gyyer
. . na
OBOj MHAMKATOP MMa 3a LieN Aa ja/T MaeHTUMKyBa o
Criewycpuuy jaBHM hoHA0BM TONIUTUUKMTE OZUTYKM 3a arloLivpatbe Ha en of & .
HaMeHeT 3a McTpaxyBatbe 3a PB HaLMOHaNHUOT ByLIeT 3a UCTPaXyBatbe KOHKPETHO 3a ,r:?- B0 pasko)
1cTpaxyBatbe 3a Pb
He
BpepHoct
[lenymMHo focTanHa
BPEAHOCT: CaMo 3a (hOHA0BM
JaBHY hOHA0BM KOHKPETHO . . . = HaMeHeT! eKCKITy3UBHO 3a
Ham eHg)m 3’2 verp a»(ypa Aot akum/ OBOj MHAMKATOP ja BepMc1KyBa BKYNHATa CyMa Ha jaBHu E ) Hatorankuor %;aH (HH
MpoekTu3a PB Ha FORALLHO HHBO d)ongoa: (Bo3 s\F/)IE) HaMeHeTY 3a UCTPaXKyBauKy MPOEKTH = Bpoj 33 hOHA0BH ANOLIMPaHH BO
0f} NOYETOKOT Ha MNaHoT M nporpami a onwvor byler)

HH: uHkopnopupaHo Bo
OILUTUTE UCTPAXKYBAUKM
choHpoBM

TekcToT e npeseneH of cnegHMOT AOKYMEHT:
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KnyyHu gokymMeHTH

OuvpekTtuea (EC 2011/24/EY) Ha EBponckuoT MNapnameHT 1 Ha CoBeToT 3a
npuMeHaTa Ha rnpaeaTa Ha NauMeHTUTe BO MefyrpaHMyHaTa 34paBCTBEHa
sawTmuta  http://ec.europa.eu/health/ph_threats/non_com/docs/rare_
com_en.pdf

KoMyHukaumja co Komucujata, MNMpepunssmkoT Ha EBpona 3a PeTkute
Bonectu http://ec.europa.eu/health/ph_threats/non_com/docs/rare_
com_en.pdf

EC(2009). Npenopaka oa CosetoT of 8 jyHr 2009 3a Akuuja Bo noseTto
Ha PeTkn 6onectun http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?
uri=0J:C:2009:151:0007:0010:EN:PDF

Mpenopaku of EyponnaH. [lokyMeHT co ynaTcTBa KoM I'v coap>xaT
npenopakuTe 3a KpenpameTo Ha HauuoHanHuTe MnaHosu 1nu
Crpatermu 3a petkm 6onectn http://www.europlanproject.
eu/_newsite_986987/Resources/docs/2008-2011_2.
EUROPLANRecommendations.pdf

M3BewTaj Ha EyponnaH 3a MHAMKATOPU 38 MOHUTOPUHT

Ha cnpoBefyBakeTo U eBanyalmjaTa Ha BMjaHUETO Ha

HauMoHaMHMOT nNnaH 1y cTpateruja 3a peTku 6onectu http://www.
europlanproject.eu/_newsite_986987/Resources/docs/2008-2011_3.
EUROPLANIndicators.pdf

POT® MseewTaj: 3apaBCcTBEHM MHAMKATMPM 3@ peTKM bonectu | —
KoHuenTyanHa paMka 1 pa3Boj Ha MHAMKATOPW Of MOCTOEYKMU U3BOPU-
Anpun 2010 http://www.eucerd.eu/?post_type=document&p=1211

XMBOT COMPEOMN3BUMUM enonHonpaseHuneHHaEYPOPOUMC (EBponcka OpraHusaumja
3a PeTkn bonecTtun) n EFA (EBponcka lNowe AnujaHca).
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DononHutenHu nHcdopmaumum 3a peTku 6onectu Moxke Aa HajaeTe U Ha:
[eH Ha peTkn 6bonectu
http://www.rarediseaseday.org/

Mpe>ka 3a peTku 6onecTu
https://www.rareconnect.org/en
MopTan 3a peTkun 6onecTu 1 NTEKOBU cUpaLm
http://www.orpha.net
KoMuteT Ha EBponcka YHuja Ha EkcnepTtu 3a PeTku Bonectu
http://www.eucerd.eu/

Esponcka nnatdopma 3a Pernctpu 3a Petkn Bonectu
http://www.epirare.eu/

EBponcka AreHuuja 3a JlekoBu
http://www.ema.europa.eu/ema/

EBponcku lNpoekT 3a Pa3Boj Ha HauuoHanHu MNnaHoBu 3a PeTkun Bonectun
http://www.europlanproject.eu

coO

Be6 ctpaHa: http://challenges.mk/
JyTy6 kaHan: https://www.youtube.com/user/lifewithchallenges
®dejcbyk cTpaHa: https://www.facebook.com/LifeWithChallengesi
TeuTtep npodun: https://twitter.com/ZivotPredizvici

A

@EE geyyme ((\’lgene

Ce
A SANOFI COMPANY
CENTRAL EUROFEAN INTTIATIVE N




