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KNY4YHU HAYENA 3A CKPUHUHT HA HOBOPOEHYUA

1. CkpuHuHroT Tpeba ga M MAeHTUPMKYBa MOXHOCTMTE 3a MOMOL Ha HOBOPOAEHYETO W
CemMejCcTBOTO LITO € MOXHO mMownpoko. Toa O3HavyyBa Jeka CKpUHMHIOT Tpeba Aa
naeHtTUdMKyBa 6071€CTU Ha KOU MOXe Aa ce ZeslyBa, BKy4YnUTesIHO U 6onecTn Kom Moxe ga ce
NekyBaar.

2. CH Tpeba ga buae opraHusmMpaH Kako CUCTEM CO jacHO AedUHMpaHW Yaoru, OAroBOPHOCTH,
OTYETHOCT U KOMYHMKALMCKM NaTEKM KOW Ce BMETHATU BO HALMOHA/IHMOT 34 paBCTBEH CUCTEM U
Mperno3HaeHn Kako MexaHu3aMm 3a nopaHa AujarHosa Ha 60/1ecTn Ha Kou Moxe Aa ce jeslyBa
KaKo A/ 04 NOWMPOKMOT NaT Ha 34PaBCTBEHATA Hera.

3. Ha cemejcTBOTO Ha HOBOpOAEHYETO KOe e AujarHocTuumpaHo npeky CH Tpeba my ce noHyau
NCUXOJIOLIKA, COLMjasHa U eKOHOMCKA MOAAPLIKA O HaAJIeXHW HaLMOHANHWU 34paBCTBEHM
B/1ACTMU.

4. CuTe 3acerHaTv ctpaHu Tpeba Aa ce BKyYeHM BO pasanyHute dasm Ha npouecoT Ha CH.

5. [MoTpebHO e TpaHCMApeHTHO W MHTEH3MBHO yrNpaByBatbe 3a NPOLUMPYBatbe Ha NporpammuTe 3a
CH. Cekoja 3emja | pervoH Tpeba ga uUMa jacHO AedUHMPaH, TPaHCMApeHTeH, He3aBUCEH,
HenpucTpaceH M NPoLLec Ha OCHOBA Ha ZA0Ka3u 3a OZJly4yBatbe KoM coCTojbu ce ondaTeHn of,
nporpamarta 3a CH, wTo ru ondaka cuTe 3acerHaTv CTpaHU.

6. YnpaByBaweTo Ha nporpamute 3a CH Tpeba pga 6buge ekcnavuyuTtHO, ceondaTHoO,
TPaHCMapPeHTHO M OTYETHO Npes, HaLMOHa/IHUTEe BAACTH.

7. TpouecoT Ha eBanyauMja Ha BkJyYyBare | UCKAyYyBake Ha 6onectn Bo nporpamute 3a CH
Tpeba fa ce 3acHOBa Ha HajaobpuTe AOCTanHM A40Ka3W KOW MM OTC/ANKYBAAT 34 paBCTBEHUTE
€KOHOMCKM £,0Ka3W, HO He Ce YyTBPAEHM CaMO O/, 3 paBCTBEHaTa eKOHOMMU]a.

8. VHdopmupareTo M ejykauMjaTa Ha cuTe 3acerHaTu CTpPaHW 3a peTku 6onectn u LennoT
npouec Ha CH ce HeonxoAHM 3a WKpoKa 1 dep uMnieMeHTalmja Ha nporpamuTe 3a CH.

9. EBponckute cTaHAapaM KOWM Ce oOfHecyBaaT Ha BpemeTo, MeToAuTe Ha cobupare Ha
npvMepoLK, Npoc/aesyBamaTta U MHPOPMaALMUTE CNOAE/IeHN CO poguTeanTe ce noTpebHu 3a
Aa ce 3arapaHTUpa NoCTOjaHOCT U KBa/IMTET BO TEKOT Ha LLe/IMOT npoLiec.

10. [MpumepoumnTe og CyBU Kanku KpB Tpeba Aa ce yyBaaT BO HaLMOHaHN 61uobaHkK 3a KOHTpoAa
Ha KBa/AUTET M UCTPaXyBayku Lenu, agoaeka ce obesbesaT COOABETHM 3aITUTHWU MepKM 3a
3alWTUTa Ha NoAaToLMTe KaKo M NPUCTanoT 40 nogaTouuTe.

11. UeHTpuTe noBp3aHun co EPM (EBponcku PedepeHTHU Mpekun) Tpeba ga ce UHTerpuMpaHu BO
naTeKuTe 3a rPUXKa Ha pa3INYHUTE 34PaBCTBEHM cUCTEMM M Tpeba ga ce cmeTaaT 3a NOBAACTEHU
napTHepw BO AaBakbeTO NpenopaKku 3a NoanTukmTe Ha CH.
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1. BOBE[

MpaBOTO Ha AETEeTO Ha YXMBakbe Ha HajBMCOKMOT 34pPaBCTBEH CTAHAAPA € 3anulaHO BO paMKaTa 3a
YOBEKOBM MpaBa Koja e yTBpAeHa M NpenosHaeHa Ha rnobanHo HMBO. Bo YHMBep3anHaTa Aeknapaumja
3a YoBeKoBM npasa, O6eanHeTMTe HaumMm npornacuja aeka ,,A€TCTBOTO MMa NPaBoO Ha nocebHa rpuxa m
nomolu“. Buanmeo, KoHBeHuMjaTa 3a npasaTta Ha aeteto Ha OH npenosHaBa ZieKa ,cekoe AeTe ro Mma
CBOjCTBEHOTO MPaBO Ha XMBOT” (uneH 6) M yTBpAyBa AeKa ,Ke HacTojyBa Aa ce obe3beaum 3a HUEAHO
nete ga He buage obecnpaBeHO oA NpucTan A0 34PaBCTBEHU ycayrn“ u ,Kke Npoao/iKM CO LenocHa
nNpMMeHa Ha OBa MNpaBoO... la Ce Hama/lM CMPTHOCTa Kaj 6eburbata M Aeuata; ... Aa cCe passue
npeBeHTMBHa 3paBCTBEHa Hera” (uneH 24)L.

Bo HeopmamHa objaseHuoT Tpya CTaHaapay 3a noaobpyBakbe Ha KBa/JIMTETOT Ha Hera 3a Maan U 60aHM
HOBOPOJEHYMHa BO 31paBCTBEHM ycTaHoBW?, CBETCKaTa 3/paBCTBEHAa oOpraHu3auuja MNoTCeTM Ha
notpebaTa npasaTa Ha HOBOpPOAEHYMHbATa Aa 6MAAT NOYUTYBAHW, 3aLUTUTEHM W UcnonHeTU 6es
ANCKPMMMHAaUM]ja, CO 3a4yBYBakbe Ha JOCTOMHCTBOTO BO CEKOE BPEME M BO CEKOja OKO/IMHA 3a Bpeme Ha
rpu»Ka, TPaHCMNOPT U KOHTPOAA.

CneumjanHMOT n3BeCcTyBay 3a NpaBoTo Ha 3apasje (OXLXP), AanHuyc Mypac, noTeceT AeKa CEeKoe aeTe
MMa MPaBo Ha }XMBOT U NPEXKMBYBabe, Aa bMae 3alTUTEHO 04, HENOBOJIHU OKOJIHOCTM BO PaHO AETCTBO,
W [leKa fieuaTta co peTku bonectu He Tpeba aa 6GuaaT ANCKPUMUHUPAHU, BUAEjKN U TMe MMaaT NPaBo Ha
KBa/IMTETHO NeKyBakbe, rpuKa U noaapluka (davHuyc MNypac (2017) MNpaBoTo Ha 34paBje U peTKUTe
6onectun).
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Ce npoueHyBa geKka 72% of peTKuTe H6onectu ce of, reHeTcKo noTekno u 6amsy 70% opf, petkute
60/71€eCT UCKNYYMTENIHO 3aroyHyBaaT BO AeTCTBO (40 88% MmaaT MOYeTOK BO 4EeTCTBO, AofeKa 18%
MMaaT NPOMEHMB MOYETOK 3a BpeMe Ha NepuoaoT AoeHedko Aoba-getcTso)®. Kaj MHory petku

! https://www.ohchr.org/en/professionalinterest/pages/crc.aspx
2 CBeTcKa 34paBCcTBEeHa opraHusaumja. CtaHgapam 3a nogobpysarbe Ha KBAaJIMTETOT Ha Hera 3a Masiv U 60/1HU HOBOPOAEHYMHbA BO 34PaBCTBEHU
ycraHosu, 2 centemspu 2020, https://www.who.int/publications/i/item/9789240010765
3 http://download2.eurordis.org.s3.amazonaws.com/rdi/2.Puras%20Presentation-%20Rare%20diseases.pptx
4 HryexraHr Bakan C, /lam6ept M, Onpu A, Pogsen L, N'yejaax L, NlaHo B, Mapdu [, /le Kam J, Pat A. MpoueHKa Ha KyMy/aaTUBHaTa TOYKa Ha
npeBaneHua Ha peTkn 6onectu: aHaan3a Ha 6asata Ha nogatoum Ha OpdaHeT. EBPONCKO cnucaHue 3a YoBeYKa reHeTuKa 28, 165-173 (2020)
fow: 10.1038/s41431-019-0508-0
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60/1eCcT1, KOULWTO MOXKaT A3 6MAaT XPOHMYHM U MPOrPecUBHM, 3HAUUTE MOXKe Aa ce 3abenear ywre
npwv parare, v Bo paHo AeTcTBo. CKPUHWMHIOT Ha HOBOPOAEHUYMHA 33 OAPEAEHN HAPYLLIYBAatba MOXKE
Aa npugoHece 3a NogobpyBarbe Ha KBA/IMTETOT HA YKMBOT Kaj AeuaTa. TpaauUMOHANHUTE Nporpamm 3a
CKPUHWMHT Ha HoBopoZeHuYntba (CH) BO OMKpy)KyBarb€TO Ha jaBHOTO 3ApaBje MMaaT 33 uUesn fa M
naeHTMMKYBaaT HOBOPOLEHUYMHATa KOM MMAaT COCTOjbU KOM MOMKAT Aa ce JieKyBaaT, co Toa LWTo
paHaTa ugeHTndurKaumja nomara fa ce msberHe HeMmOBPATHO OWTETyBakbe Ha 34paBjeTo. CKPUHUHIOT
0BO3MOKYBa MNpeBeHUMja 04 601ecTn NpPeKy AMjarHo3a Ha TEWKWU U PEeTKM HapyllyBakba, KOJIKY LITO e
MOXHO MOPaHo, 3a Aa MOXaT COOABETHO Aa ce TpeTupaaT, nogobpo Aa ce ynpaByBaaT, Na Aypu v Aa
6upaTt usnekysaHu. Ucto Taka obesbeasyBa MOXKHOCTM 3a MALMEHTUTE M CeMejcTBaTa Aa MOMKaT Aa ja
NAaHMPaaT HMBHATa UAHWHA.

MNocTon obenexkaHa BapwujauMja BO Toa Kako ce crnposegyBa CH BO M Mefy 3emjuTe, Kako M BO
NOKPMBHOCTA Ha nporpamute 3a CH. 3ropa Ha TOoa, MMa OrpomHa Bapujauuja BO 3akaydyouuTe O,
No3MTUBHOTO UCMUTYyBake HM3 Lena EBpona, BKAyYyBajKM M pa3MyHU NpUCTanu 40 34PaBCTBEHA Hera,
KaKO M COoLMjasiHa, EKOHOMCKA M NCUXOJIOLWKA NoA4APLIKA Ha cemejcTBaTa.

[JenysarweTo Ha EY Bo obnacta Ha jaBHOTO 34paBcTBO Tpeba Ja rv mMouMTyBa CYNncMAMjapHOTO Hauyeno,
Haf/1eXXHOCTUTE N OArOBOPHOCTUTE Ha 3eMjUTe YIEeHKM 3a OpraHu3aumja n ucnopaka Ha 34paBCcTBeHUTE
YCAYTM U MEeOMUMHCKA TpuKa, BKAy4vyBajku ro u CH. CoseToT Ha EY u nopaHewHuoT KomwuTteT Ha
eKcnepTu 3a peTkn bonectn npenopavaa KOOPANUHUPAHO AenyBarbe HAa HMBO Ha EY npu 3adysyBakbe Ha
HaLMOHANHUTE HAA/IEKHOCTH®.

N nokpaj osaa npenopaka, paboTHaTa rpyna 3a CKPUHUHI Ha HOBOpoOAeHYMHba Ha EYPOPAUC (Buau
[0/y) npenosHaBa AeKa OTTOraw, Ha HMBO Ha EY, He e cnpoBeaeHa HWKakBa copaboTka. [leHec,
yHanpeayBarheTo Ha TEXHWUKWM 33 CKPUHUHI W 3ronemeHaTa MOXHOCT Ha MocerHysare A0 NOLMPOKa
nonysiaumja Ha HOBOPOAEHM HAMETHYBA Aa ce pasraesa CcTaTyc KBO cocTojbata. MomeHTanHo nocrojat
3HAYMTE/IHU PasIMKM nomery noautmkute Ha CH u nporpamute HU3 3emjute of EY, co 3HauyajHO
B/IMjaHME BpP3 MPMUCTANOT Ha HOBOPOAEHYMHATa A0 paHa NpeBeHLMja M WaHCKU 33 nosobpysarbe Ha
KBa/IMTETOT Ha HUBHUTE }NBOTU.

CneactseHO Ha TO0a, EYPOPAMUC ja nocrasu
paboTHaTa rpyna 3a CKPUHWHI Ha HOBOPOAEHUYMUHA
3a Aa ce AednHUpaat 11 KAYYHU Hayvena WTo MoXKaT
[A ce ycBOjaT Ha HaUMOHA/IHO HMBO 3a Aa ce
BpamaT AUCKYCMUTE 3a MOJIMTUKU WM pPasBoOj Ha
nporpamute Ha CKPUHUHI Ha CH. OBOj AOKYMEHT 1
onuwyBsa HavyenaTa ondateHn oa paboTHaTa rpyna,
KOM NOHaTamy ce pa3BMBaaT NPEKy KOHCYNTaLumu co
Pas3IMYHN TPYMW Of, CUTEe 3acerHaTm CTPaHu U ja
o6e3beayBa No3uvumjaTa Ha NaLMEHTUTE CO PeTKN BonecTn Kom 6ea KOHCYATUPaHM 3a NnporpamuTe 3a CH.

PaboTHaTa rpyna Ha EYPOPAWC 33 CKPMHUHT Ha HOBOPOAEHYMH2 BEPYBa AeKa € KpajHO Bpeme TeEMeTHO
Ja ce npeucnuTaaT Kputepuymmnte Ha BuncoH u JyHrHep, aa ce fojae A0 yCornaceHu Kputepuymmn Kou
OYHKUMOHMPaaT BO KOHTeKCT Ha CH, M Kou MoOXaT nojenHakBo fa ce MpuMMeHaT 3aToa LWTo ce
AM3ajHUpaHK cneunjanHo 3a Taa uen.

5 MpenopakaTa Ha coseToT o4, 8 jyHu 2009 roamHa Ha AenyBarbe BO NoAeTo Ha peTku 6o1ecTu, npenopadysa Aeka 3emjute uneHku ,Cobupaat
HaLUMOHaNHa eKCnepTn3a Ha peTkM 6oNecTy v ro NoAAPKYBAAT 34PYKYBaHETO HA Taa EKCNEPTU3A CO EBPOMCKUTE KOETU 33 Aa Ce NOALPKM:
Pa3BOojOT Ha eBPOMNCKMUTE UHCTPYKLMM 33 AMjarHOCTUYKM TECTOBM MM CKPUHMHT Ha Monyaaumja, LOAeKa Ce NOYMTYBaaT HaLMOHaNHUTE OANYKU U
Hag/ieXXHOCTH. 3ropa Ha Toa, Komucujata Ha ekcrnepTy 3a peTku 6onecTtu Ha EY naeHtnudukysa obnactu Kage copaboTkata mefy MC ke nma
0043aAeHa BPEAHOCT MU Ke ro NOYMTYBA HAueNoTo Ha cyncuamnjapHocT (CKPUHWMHT Ha HOBOpoAeHYMHba BO EBpona: Mucnene Ha EYLIEP/ Ha
noteHuujasHn 061acTu Ha eBporcka copaboTka, jyam 2013 roamHa)”.
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Hauenata ce npuapyKeHu co MOBMK 3a aKklUMja Kako NoAdpliKa Ha LWMPOKO npudakarbe Ha KAydyHuTe
Hayesna U Ha Pa3BOjOT Ha MONUTUKUTE LUITO Ce HEOMNXOAHM M Kaj HMBOoATa Ha EY u Kaj 3emjute YyneHku, 3a
[a Ce ocurypa Aeka CuMTe HOBOPOAEeHUMHA HM3 EY Mmaat KopucT og nporpamute 3a CH, Kage wTo e
MOXHO, CO LUTO Ce peLlaBaaT OrPOMHUTE HeeAHAKBOCTU LITO NOCTOjaT Wwupym EBpona.

2. TIOBUK 3A AKLIMNJA

Mo3MTMBHOTO BAMjaHMe Ha CH M 3HaYajHMOT NpMAoHecC 3a npesBeHuUMja Ha 6oaecTun, NeKkyBakbe U Hera,
6apaat cMTe HOBOPOAEHUMNHbA HM3 EY Aa MMaaT KOPUCT 04 HEro Kade LITO € MOXKHO, Kako 1 Aa ce peluat
MOMEHTa/IHUTE OFPOMHM HEeeAHAKBOCTM Kou nocTojaT HM3 EBpona. MporpamuTe 3a CH 3HaumTenHo ce
pasnvMKyBaaT mefy 3emjute YyneHku Ha EY, a HeAOCTaTOKOT Ha 3aeAHMYKM NpucTan NpuaoHecysa 3a
BaXXHU Pas3nKM mery 3emjute 1 bonectute.

»

Bo cornacHocT co nocsBeTeHocTa Ha EY 3a ga ce nocturHe yHuBep3asHO 34paBCTBEHO MOKPUTME Ha
Hej3nHa Teputopmnja go 2030 rogmHa, Kako u co Monutmnykata geknapaumja Ha OH 3a YXL, ycesoeHa BO
centemBpu 2019 roamHa, Pl (paboTHa rpyna) Ha EYPOPAOMUC 3a CH noBuKyBa Ha MnocTaByBakbe Ha
coopBeTHM NoanTuKM Ha CH n gocneaHu npuctanu go CH HM3 uena EBpona, Kako HauuH ga ce ob6e3beam
CNpoBeAyBareTO HAa YOBEKOBUTE MpaBa, A3 Ce MOCTUIHE HajBUMCOKMOT CTaHAaph Ha 34paBCTBO 3a
HOBOPOAEHYMHA CO PETKM bonectm U ga ce obes3beauM MNO3MTUBHO BAMjAHWE BP3 HKMBOTOT HA
HOBOPOAEHYMHbATA.

Otramy, EYPOPOWUC co Pl 3a HE, CoBeToT Ha HauMoHanHU anvjaHcu, COBETOT Ha eBPONCcKU depepaumm
CUTe HEerosm 4JeHOBM NOBUKYBAAT Ha:

1) CospgaBarbe Ha eKcnepTcKa paboTHa rpyna Ha HMBO Ha EY, coctaBeHa of NpeTcTaBHUUM Of
3eMjUTE YIEHKM, BaXKHW eKCNepTM W 3acerHaTu CTpaHM 3a Aa ce AoHece copaboTKa Ha HMBO Ha
EY Bo obnactn Kage 6v Mmana gofaneHa BpeAHOCT, @ NPUTOA NOYMTYBAjKM FO HAYyenoTo Ha
CYncMAnjapHOCT, Ha Npumep:
- pa3meHa Ha 3Haetrba M Hajpo6pu NpakTMkM 3a CH 3a peTkun bonecty;
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- CKeHuparbe Ha XOPWU3OHTOT 33 HOBM Tepanuun BO PasBoj, LITO K& OBO3MOMKM HaBPeMeHO
JOHecyBake Ha OAIYKN N KOHCTPYyUpare Ha COOABETHM MUAOT CTYANU

- cobupare Ha AOKasu M NoJaToum 3a NPUPoAHATa MCTOpMUja Ha edUKACcHOCT of nNuaoT
CTYANNTE WM TEPEHCKUTE WUCMWUTYBatba BO MOr/Ae HA BKAy4YyBarbe Ha chneunuduyHm
6onectu Bo nporpamumte 3a CH

- [JoBepyBarbe Ha MpoueHKa Ha HosBu npeanosn 3a CH, Kora HOBUTE TexHONOrMu
[03BOJ1yBAaT TaKBO OCBPHYBakbe, HAa 3ae4HNYKA NpoueHKa Ha XTA Ha HMBO Ha EY

- NaeHTUOMKyBatbe M COrnacyBarbe Ha KPUTEPUYMM U MEXAHU3MM 33 MPOLUMPYyBakbe Ha
naHenu 3a 6onectu

- peduHMparbe Ha ynaTcTBaTa 3a, Ha Npumep, obpasosaHme u 0byKa Ha NnpodecnoHanuy,
33 KOMYHMKaLMja CO CeMejCcTBA U rpafaHu UTH. U

- ppyrv obnactu 3a copaboTKa, Kako WTO ce Beke MAeHTUdUKYBaHM BO MucnereTo Ha
KomutetoT Ha EY Ha eKkcnepTu 3a peTkn 6onectn Bo 2013 roamHa

2) OcBeH TOa, r'M NOBUKYBaMe M BasKHUTE Tena U MHCTUTYLMK Ha EY, KaKo M 3emjuTe uneHKu Ha EY 3a
Aa ce npomoBupa NpudarkarbeTo Ha KAYYHUTE Hayena MPUAOMKEHM Ha OBOj MOBMK 33 aKuMja, a
ocobeHo:

YnpaByBauKaTa rpyna 3a yHanpegysate Ha 3apasjeTo u npeseHuuja (YIY3I), kako rnaseH
KOMUTET 3a coBeTyBatbe Ha EBponckata Komucuja 3a aKTMBHOCTM BO NOAETO Ha
yHanpeayBake Ha 34paBjeTo, NpeBeHUMja M ynpaByBakbe CO Hes3apasHu bonectw, aa
3ano4yHe copaboTKa CO Hajpobpu NPaKTUKM CO HEKOJIKY 3eMjM UYNEeHKM KoM cakaaT Aa
nuaoTupaat nporpamm Ha CH KopuCTejkM M oBMe Hayena, BO NOr/ies Ha 3ronemyBarbe Co
Apyrn 3emjn yneHkn. Kako pesyntat Ha T0a, YIY3I moXKe ga um npenopadva Ha 3emjute
yneHKMn Ha EY pa rm pasrnepaar oBMe Hayena KaKo MNoAgplKa 33 pasBojoT w
umMmnaemeTaumjaTa Ha HMBHaTa nporpama 3a CH;

EBponckata Komucuja, BO CBET/I0 Ha
npenopaknte Ha YIY3[l, ro nogapxKysa
HanopoT co NoOMoLW Ha 0406pyBarbe Ha
KAyYHUTE Hayena Kako Hajaobpa
NpakTUKa noaapiaHa o4, NpoLnpeHU
AOKasn n  npenopayyBa  HWUBHO
npudakare Ha  HAUMOHANHO U
€BPOMNCKO HMBO;

Bnagute Ha 3emjute UNEHKM Ja o
pa3rnegaaT npudakakeTo Ha O0BUE =7

Hayena 3a pa3BojoT U MMMNAeMeHTaumjata Ha HUBHWUTE Nporpamm M NoAnUTUKKM 3a CH Ha
HaUMOHAMIHN U PerMoHanHU HUBOAQ;

3) PabotHata pyna ro nosnkyBa 1 EBPONCKMOT napnameHT ga:

0406pV MHULMjaTUBM KOW LenaT KOH Au3ajHuparbe ycornaceHu nporpamu 3a CH Hu3 Espona u
NOMoNHyBatkbe Ha MOCTOEYKMTE MpPasHWMHM BO MpakTMkata Ha CH Bo EsBpona; a, 3a oBaa uen, Aa
NPOAO/KM [a BPLWM MNPUTUCOK BP3 APYrUTE MHCTUTYUMM Ha EY, co momow Ha, Ha npumep,
npaTeHWYKM npallarba, BO COMNACHOCT CO MOBMKOT 3a akuuia npomosupaH of, TecTupaj 3a peTku
(Screen4Rare)®

6 Tectunpaj 3a peTku (ScreendRare) e HULMjaTUBA Ha NOBEKe 3aCerHaTv CTpaHM 3anoyHata of MefyHapoaHaTa opraHu3almja Ha naumeHTH 3a
npumapHu umyHogeduumeHummn (MNOMNKU), MefyHapogHOTO APYLUTBO 33 HeoHaTaneH CKpUHUHT (MCHC), EBponcKkoTo ApyLuTBO 33
umyHogedpuumeHummn (ECUL).

EURORDIS

RARE NSEASES EURDPE

KnyyHu Hauyena 3a CKPUHUHT HA HOBOPOAEHUYUHbA EUHURDIS.URE
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i EUHUHDIS KnyyHu Hauena 3a CKPUHUHT Ha HOBOPOAEHUMNHbA EUHURDISURE

HAYENA

1. CKpuHuHroT Tpeba Aaa rm MAEHTUPUKYBA MOXKHOCTUTE 332 NOMOLL HA HOBOPOAEHYETO U CEMEjCTBOTO
LITO € MOXHO NOoWMPOKo. Toa 03HauyBa AeKa CKPUHUHIOT Tpeba ga uaeHTuduKysa 60nectm Ha Kom
MOXKe Aa ce AenyBa, BKAyuuTenHo u 3abonysarba KoM MOXKe Aa Ce /IeKyBaar.

TpaguumoHanHute nporpamm 3a CH BO jaBHOTO 3ppasje
uenat KOH uMAeHTUOMKyBarbe Ha HOBOPOAEHYMHATA CO
COCTOj6M KoM MOXKe Qfa ce JieKyBaaT, Npu LWTO paHaTa
naeHTMdMKaumja nomara Bo msberHyBarbe Ha HemnoBpaTHO
owTeTyBatbe Ha 3apaBjeto. OBOj ¢GOKYC Ha KOPUCT Ha
NMAEHTUPUKYBAHOTO NMLLEe CO34aBa TeCeH Oncer 3a npucran
Ha npugobusknte og CH. Tpeba ga 6buae gocTaneH NOWMPOK
ceT Ha npuaobmBKM, WITO M BKAyYyBa MaLMEHTUTE W
poautenute. bonectute Ha KoM MOXe pJa ce pJenysa
BKAydyBaaT (1) coctojbu npu Kou paHWUTe WHTEepBEHLMM

—

BOAAT 4O 34paBCTBEHA NpuAobMBKa 3a HOBOpoAeH4YeTo, (2) cocTojbu Npu Kou paHaTa AmjarHosa ja
nsberHysa Josrata AujarHOCTMYKa ogauceja u (3) cocTojbu npuv KoM poauTenute Ke UMaar
PeNpPoOAYKTUBHM MOXKHOCTU 33 BPEME Ha CciegHuTe bpemeHOCTH (BUAM U Haveno 3):

Of rnefHa ToYKa Ha NaumeHTu, kopucta Ha CH 3a 60a1ecTn Kou He MOXKe Aa Ce IeKyBaaT, HO Ha
KOW MOXKe Ja ce AenyBa, Ce Haofa BO MOMKHOCTAa Ha COOABETHO ynpaByBakbe co 6osecTa, Cco Toa
WwTo ce nogobpysa 34paBCTBEHMOT W COLMjANHMOT MCXO4 3a HOBOpogeH4yeTo. Lypu M BO
OTCYCTBO Ha /1IeK AU TPETMaH, paHaTa AujarHo3a MoKe [a AoBee A0 CTpaTernmm Ha Hera Kou ce
oAHecyBaaT Ha NoBeke KOMMOHEHTU U ro 0/IeCHYBaaT NPMCTANoT A0 MHTErpupaHa MeauuMHCKa
M couMujanHa Hera. 34paBCTBEHUTE U COUMjaNHUTE NPUAOGMBKM BKAyYyBaaT, Ha MNpuUMep,
obesbenyBarbe Ha nogobpeHa Hera cnopes AMjarHOCTUYKU-UHPOPMUPAHO YyNpaByBabe Ha
6onecTta, NpeBeHUMja Ha KOMOPOUAMTETH, ONIECHAT NPUCTAN 40 COUMjaHA rpUKa M NOAAPLLKA,
3ro/IeMeH KBA/ITET Ha KMBOT U NOTEHLMjaIHO OYEKYBaH KMBOTEH BEK, LUTO Ha Kpaj pe3ynTupa
co Nofo6pa uHTerpaLmja Bo ONWTECTBOTO.

OA4 rnefHa ToYKa Ha poauTenn U YNeHOBM Ha CEMEjCTBOTO, M3BerHyBareTo Ha AMjarHOCTUYKA
oamuceja u ga ce buae nHGopmMMpaH 3a 3roNemMeH pusuk og, bonecta Bo cneaHnTe GpemeHoCTH
3a 43 0BO3MOXM 406p0 MHGOPMUpPaH PenpoayKTUBEH N360P M NPUMEHIMBU KUBOTHU OOJYKU
Ha poauTenuTe (KoM »KuBeaT BO 6AM3MHA HA MHCTUTYUMM 33 34PAaBCTBEHM YCAYTM U 06Pa3OBHU
WUHCTUTYUMWU) W APYrUTE UYNEHOBM Ha CEMEjCTBOTO, MOXKAT WMCTO Taka ga 6uaaT BarkHM
NPUAO06MBKM 04, CKPUHMHIOT 33 60/1IeCTU KOM HE MOXKE A3 Ce JIeKyBaaT, HO Ha KoM MOXKe Aa ce
fAenysa’. Ha Kpaj, o4, NOWMPOKa ONITECTBEHA rNe[Ha TOYKa, CKPUHMHIOT 3a 60MeCTU KoM He
MOXe [Oa Ce NeKyBaaT, HO Ha KoM MOXe Aa ce AenysBa 6M ro noaapan npucranoT Ao
UCTpaKyBakbe, bnaejkn eaeH 6aseH of, AMjarHOCTULMPAHM MLA Fo 0XpabpyBa UCTPaXKyBakETO
BO CMWCNa Ha 06e3besyBarbe Ha MOXKHOCT 32 NPUPOAHA UCTOPMja U Fpyna Ha CTyauun.

7 https://www.healthcouncil.nl/documents/advisory-reports/2020/09/30/screening-early-in-life-for-untreatable-conditions
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2. CH tpeba pa 6upae opraHM3MpPaH KaKO CUCTEM CO jacHO AedUHUPAHM ynorn, oAroBOPHOCTM,
OTYETHOCT U KOMYHUKALMCKMU MATEKM KOM Ce BMEeTHaTU BO HALMOHA/NIHWOT 34paBCTBEH CUCTEM M
npeno3HaeHM Kako MexaHu3am 3a NnopaHa AujarHo3a Ha 60n1ecTn Ha KOU MoXKe Aa ce AeslyBa Kako
Aen of NOWMPOKUOT NaT Ha 34paBCTBEHATa Hera.

CuCTEMOT MMa NoBeKe KOMMOHEHTU Kou Tpeba LenocHo aa
ce aeduHMpaat Bo cuTe $asn Ha NaTeKaTa Ha CKPWHMUHT,
KaKO M BO CUTE eNeMeHTU Ha nnatdopmaTta 3a CKPUHUHI.
MoTpebHa e eAMHCTBEHA TOYKa Ha  HauMOHasnHa
OAroBOPHOCT 3a Aa ce obe3benat dyHKUMjaTa, KBAAUTETOT U
MHTerpaumjata Ha natekarta u Ha nnatdopmaTa. CKPUHUHIOT
Ha HOBOpPOAEHUMHA MpPeKy KpB Tpeba Aa ce BMeTHe BO
ceondaTtHa nporpama 3a CH WwTo moxe Aa BKAYYU CKPUHUHT
3a 3aryba Ha cayx, cpuesa abHOpPMaNHOCT, pa3BoOjHa
pucnnasmja Ha KoakoT. @dasute Ha natekata Ha CH
BK/y4yyBaaT MHpopMUparbe U epyKaumja Ha poautenuTe, ]

3eMatbe Ha NPMMEPOKOT, COOABETHO ynaTyBakbe Ha NO3UTUBHUTE HOBOPOAEHYMHA MPU CKPUHUHIOT,
AunjarHoctuumparee M MHTepBeHuMn. Cekoja ¢asa Tpeba cooaBeTHO ga ce UCNAaHMpa M ga ce
cnpoBeayBa (BKAy4yBajku U peOBHU PEBU3UK).

Mnatpopmute 3a CKPUHUHT Tpeba Aa rv BKAYYAT C/IeQHUTE e/1IeMEeHTH:

e Kamnamu 33 nogurHysarwe Ha jaBHaTa CBeCT, egyKauuja 3a npeapacygute u uHpopmupare 3a
Bpeme Ha ceKoja 6pemeHocT.

e CeondaTHa NOKPUEHOCT U NpUcTan A0 Nonynauujata Ha HOBOPOAEHUYUHbA, UK NPEKY JIOKauumn
Ha pafakbe, UM NpeKy NoceTa UK KJAUHUKU BO HENOCPeAHUOT NOCTHATaNeH nepuopd,. Tpeba aa
61aaT noeHTMOUKYBaHM CTaHAAPAMTE 33 UCMOPaKa U KBA/IMTET Ha TPAHCMOPT Ha NpumepoLuuTe.
MeAaMLUMHCKMOT NepPCoHan Koj ce CpeTHyBa co bpemMeHuUTe eHu Tpeba aa Mma cneunduyHa obyka
LUITO e Ba*KHa 3a HMBHATa y/iora U pefoBHO Ke ce Hagorpaaysa. MNotpebeH e coonBeTeH nepcoHan
3a Ja M cnpoBefe TecTOBUTE U KOHTPO/AWUTE MO pPe3ynTatute, BK/YYYBajKM W CnpaByBakbe CO
HEeA0BO/IHN TECTOBU U NMO3UTUBHU CKPUHUHT-TECTOBMU.

e JlabopatopuuTe 3a CKPUHUHI HAa HOBOPOAEHYMHbA Tpeba ga copaboTyBaaT 33 4a Ce Hanpasu
ceondaTHa MOKPMEHOCT HA UuenHaTa nonynaumja. Tpeba pa 6upgat MAEHTUOMKYBAHU MU
aKpeaWTMpPaHM Ha HaUMOHA/ZIHO HMBO 33 Aa ce o0b6e3beaM MOCTOjaHOCT Ha MeToAMTE KOU ce
KOPUCTAT 3a Aa ce M3berHaTt pmusmumM of NaxKHO NO3UTUBHU CKPUHUHT-TECTOBU.

e AKpepuTUpaHU nabopaTopuu 3a NOTBPAHU ANjarHOCTUYKU TECTOBM.

o  KAMHMYKKM UEeHTPU 3a CKPUHUPaAHU 60/1eCTU 33 KOHTPOJA Ha MO3UTUBHM HOBOPOLEHUYMHbA. Tue
Tpeba [a ce 4YNeHOBM HA HAUMOHANHATa Mpexa Ha LUEeHTPU Ha ekcneptusa. CeondartHoTo
Nekysare / Hera u/unu noappliKa mopa Aa 6uae AOCTaNHO 33 CMTe HOBOPOAEHUUHbA KOU ce
AnjarHocTuumupaHm npeky CH.

CeKkoj enemeHT Ha nnatdopmaTta 3a CKPUHUHI Tpeba Aa MMa LOBOJIHM pecypcu, AOBONAHA 0OYyKa,
CTAaHOAPAM3MPAHN W aKPeaUTUPaHM Mpoueaypu M Mporpama Ha KBaAMTET Koja M MCMNONHYBa
MefyHapoaHUTe CTaHaApau.

Cuctemot Tpeba ga 6uae focneseH 3a Aa MOXe COOABETHO Aa GyHKUMOHMPA, CEKOj efleMeHT Tpeba aa
6uae BO BPCKa CO ApYyruTe e/ieMeHTU, a HaA30pOT Haj cucTemoT Tpeba ga uma npeasus
& * - 9
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HenpeyeHa uHTerpaymja. Nporpamara 3a CH Ke reHepupa 3HayajHN KONMUYMHU Ha KOPUCHU noaaTtoum. 3a
3aeAHMLUaTa Ha peTkM 6onecTn BaXHO e AeKka Ke ce KopucraT osue nogatouu. Mogatouute Tpeba
CcooABeTHO Ja ce crnoeslyBaaT HaABOPELWHO 3a Aa ce Aaje NoAdplika Ha UCTparkyBakeTo M Ja ce
ONECHM MNJaHMPaHEeTO BO PaMKUTE Ha 3ApaBcTBeHaTa caykba. MHpopmumpaHaTa cornacHoct 3a
cobupare 1 ynotpeba Ha nogatoumTe Tpeba aa buae BrpageHa Bo npouecoT (Buan Haveno 10).

3. Ha cemejcTBOTO Ha HOBOpPOAEHYETO Koe e aujarHocTuumpaHo npeky CH Tpe6a my ce noHygu
NCUXO/IOLLKA, COLMjaNHa U EKOHOMCKA NOAAPLUKA 04, HaA1e}KHU HALLMOHA/IHU 34PaBCTBEHU BNAaCTU.

Tpeba Aa ce nnaHMpa NCUXOMOLWKa NOAAPLLKA 33 CEMejcTBaTa 33 BpeMe Ha CaMMOT CKPUHMHI-TECT, UCTO
Taka M 33 NPBMOT CKPUHWMHI-TECT M Npu A06MBaKeTo Ha pesyaTaTuTe o4 NOTBPAHOTO TecTuparbe.
Poautennte Ha HOBOPOAEHYETO KOoe € AujarHoctuumpaHo npeky CH Tpeba BegHaw ga 6uaat
MHPOPMMPaAHU 3a pe3yaTaTuTe, 6onecTa, MOKHUOT TPETMAH M Hera, Kako M 3a LLeHTPM 3a eKCnepTmsa 3a
cneunduyHata H6onecT. 3ropa Ha Toa, ywTe of A0b6MBaHeTO Ha NOTBpAEeHaTa AujarHosa, Tpeba Aa
Ao6ujaT NCMXoNoLKa, eKOHOMCKA U couMjasHa NoAApLUKA, BKAYYyBajkM MHOOPMALMM 33 COOABETHU
OpPraH13auMy Ha NaUMEeHTH.

4. CuTe 3acerHaTu ctpaHu Tpeba Aa ce BKAyYeHU BO pasninyHute ¢pasmu Ha npouecoT Ha CH.

CuTe 3acerHaTM CTpaHW, BKAy4yBajKkM MM NauMeHTUTe, 3acTanyBauyuTe 3a MpaBaTa Ha nNaUMeHTUTe,
nowupokaTta jaBHOCT, 60AHMUMTE, 34paBcTBeHMTEe pPaboTHUUM, WUCTparKyBauuTe, EBponckuTe
pedepeHTHN mpexku, bMobaHKMTe, HALMOHANHUTE BACTU U ApyKaBuTe Ha EY, Tpeba ga 6uaaT BRAyYEeHU
BO npouecoT Ha CH M mopaaTt ga ro 3emar npeasui HOBOPOAEHYETO KaKO LEHTap Ha Mpouecor.
MauMeHTUTE W 3acTanyBayMTe 3a NpaBaTa Ha NnauueHTMTe Tpeba Aa MMaart yaora / BAOT BO NPOLECOT Ha
JOHecyBatbe Ha 04/1yKK, buaejku Tme ce HajnorogeHarta rpyna crnopes UCXo4oT Ha oZ/yKaTa.

3emjute uneHkn Ha EY Tpeba pa pas3BujaT nNnaHoOBM 3a 4@ rO KoopauHMpaaTt npouecoT Ha CH 3a
epuKacHOCT 1M edeKTMBHOCT Ha NOJOOpPYyBareTO Ha 34paBjeTOo Ha OBME NALMEHTUM 33 KPaTOK POK.
Bugejkn CH ce nM3BeayBa Ha CMTE HOBOPOAEHYMHA, KAKO 3acerHaTu CTpaHu Tpeba Aa ce BKAyYaT M
HEOHATON03UTE U NPUMAPHUTE HEryBaTeun, Kako 1 Apyrn npodecnoHanHn opraHunsaummn. CeondatHata
nporpama mopa 4a rv 3eme npeasua, Kako 3acerHaTv CTpaHu M cemejcTBaTa Ha 34paBu HOBOPOAEHUYNHA
W NIA’KHO NMO3UTUBHM HOBOPOAEHUYMHA, @ UCTO Taka Tpeba Aa UM obe3beaun KOHTpPOa M NOAAPLLKA.

5. NoTpebHO e TpaHCNApPEHTHO U UHTEH3UBHO yNpaByBakbe 33 NpoLMpyBarbe Ha nporpamute 3a CH.
Cekoja 3emja / pernoH Tpeba ga uma jacHo aeduHUpPaH, TPaHCNapeHTeH, He3aBUCeH, HenpPUCTPaceH u
npouec Ha OCHOBA Ha AOKa3u 3a o4JlydyyBake KoM coCTojou ce ondateHu oa nporpamara 3a CH, wro
ru ondaKa cute 3acerHaTu CTpaHu.

LlenokynHata 34paBCTBEHa 3alTWTa BK/yyyBa KOMMNPOMMCKM 3a ynoTpebaTta Ha pecypcuTe. EaHa
opraHusauwmja Tpeba ga 6uae ogroBopHa 3a oaNyKuTe Bo Bpcka co CH. OBaa opraHusaumja Tpeba aa ru
BKJ/ly4M CMTe 3acerHaTtu CTPaHM 33 4a MOXKe Aa ce AoHece u3banaHcupaHa o41yKa.

OBaa BK/y4yeHocT Tpeba ga buae v Bo AOHECYBAHETO HA 04/1YKM U BO 06e36eayBatbeTO Ha A0Ka3M.

OanykuTe 3a BKAyYyBakbe / UCKAYYyBakbe ofpedeHa cocTojba Bo Nporpamarta 3a CKpUHUMHT Tpeba aa ce
BO COI/IaCHOT CO rNeAHWUTE TOYKM Ha 3acerHataTta 3aeAHuua Ha peTkuTe 60/1ecTU M HaydyHUTe [AO0Kasw,
O[HOCHO cuTe AoKa3u Tpeba aa buaat mefyHapoaHO AOCTaMHM.

Tenata 3a AOHecyBatbe Ha OAJIYKWU, BK/YUYYBaAjKM TM CUTe 3acerHatu cTpaHu, Tpeba ga ru AucKyTupaaT
TEXHUYKMOT, PUHAHCUCKMOT U E€TMYKUOT acneKT (CeH3UTUBHOCT, cneuuduyHocT Ha TecToT, XTA/MN3T-
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MpoueHKa Ha 34paBCcTBeHa TEXHOr/OrMja, M3BeLWTaj Ha CTaTyc Ha HocuTen) npea Aa BoBeAaT HOBA
6osecT BO HaumoHanHaTa nporpama 3a CH. MpouecoT Tpeba Aa BKAYYM MEpPKM Aa ce ocurypa Aeka
oabueHnTe NpPeanosy MMaaT jacHo objacHyBakbe Ha HEAOCTATOK Ha AOKasu wTo Tpeba ga ce ucnonHat
3a H6aparbeTo BO MAHWHA Aa Moe Aa buge npudarteHo. Osue Haparba Tpeba aa buaat cpasmepHU co
peanHocTa Ha AOKasuTe 3a Npeayv3BMLM BO CBETOT Ha peTkuTe 6osectn 1 He Tpeba aa buaat HepasymHu
WU HeBO3MOXHU. OpbueHuTe npepnosn Tpeba ga MoxKe [a BiesaT NOBTOPHO BO MPOLECOT Ha
eBanyaluja BegHall LWITOM AOKa3UTe LUITO HeAOCTacyBaaT ce HagononHeTu (M He Tpeba Aa 4YekaaT Aa
NOMUWHE LeN UMKAYC 33 Aa ce Komnsietupaat). Of rnefHa TOYKa HA MaUMEHTM M pogutenu, 6u ce
NPeTno4YnTano Aa ce MMa eAHaKoB MpPUCTan A0 MPOLECOT Ha CKPUHMHT HU3 uena Eepona. Bonectute
BKNyYeHU BO nporpamuTe 3a CH Tpeba aa 6uaat uctm Bo cekoja 3emja (EBponcka nporpama 3a CH),
ocBeH 3a 60/1eCTU KOU ce MHOTY PacnpoCTPaHeTU BO el€H PErvoH, a CKOPO HEMOCTOEYKM BO APYTH.

6. YnpaByBareTo Ha nporpamute 3a CH Tpeba ga 6uge ekcnamuutHo, ceondaTHO, TPAHCNAPEHTHO U
OTYETHO Npej HaLUMOHA/IHUTE BAACTMU.

YnpaByBareTro co nporpamute 3a CH Tpeba Aa noTeKHyBa o4, HAUMOHANeH MaHAaT M da buge
oTe/IoTBOpeHo BO HauuoHaneH ueHTap 3a KoopauHauuja. Tpeba da ce obesbean dopmuparbe Ha
HaumoHanHM UEHTPU 3a KoopAuHauMja Ha HMBO Ha 3emjuTe U/JeHKM 3a 4a ce Haarneaysa
MMMNJIeMeHTaLMjaTa Ha NOTPebHUTE CTaHAAPAM M AKTUBHOCTY.

Bo cekoja 3emja Tpeba fa 6buae 3ronemeHa TPaHCMAPEHTHOCTA Ha CTPYKTypaTa Ha ynpaByBakEeTO CO
nporpamata 3a CH, # 3a NOAWTMKM Ha OAJ/IYKM, KaKo LITO e AofaBare / UCKyYyBatbe Ha HOBU 6osiecTu
BO MPOrpamara, Kako 1 3a U3BpLUyBake Ha nporpamarta. MaumeHTMTe U HUBHUTE cemejcTBa 3aefHO CO
eKkcnepTuTe 33 peTkM 60necT M Apyrn BaXKHM 3acerHaTy CTPaHW Ha HaLMOHANHO HMBO, KaKo WWITO ce
NPeTCTaBHULM Ha ETUYKM KOMUTETU U rpafaHy UM KOMMaHMM 3a 34PaBCTBEHO OCUTYypyBakbe, Tpeba aa
ce BK/JyYeHW BO CTPYKTypuTe Ha ynpaByBakbe M BO AMCKYCMMTE 3a NOTEHUMjasIHO MpoluMpyBakbe Ha
nporpamute 3a CH 3a HUBHUTE yCNOBW.

Cekoja 3emja uneHka Tpeba ga ro perynivMpa MPoOLLECOT CO MOMOLW Ha HaLMOHANEH 3aKOH WM
€KBMBa/JIEHTHO 06BP3yBAaYKO 3aKOHOLABCTBO, BO 3aBMCHOCT O HAaA/NEKHOTO HMBO Ha ynpaByBakbe, CO
uen ga ce gogenn CH Ha cuTe HOBOPOAEHUYMHA KaKo NMPaBO Ha 34paBje, 0ApXKYBajKM ja MOMKHOCTA 3a
WCKNyYyBakbe 04 CTPaHa Ha poautenuTe.

Ha CH Tpeba ga um 6uaat pacnpegeneHn oapedeHn APXKaBHU CPeAcTBa, Taka LITO TeCToT Ke UM ce
fofaenun 6ecniatHo Ha cMTe HOBOPOAEHYMHA. Ha Kpaj, HauMoHaNHMTe LEHTPU 3a KoopauHauuja Tpeba
Aa buaat NoBpP3aHM CO KOMUTETOT Ha HMBO Ha EY, KaKo LWTOo e HaBeaeHo Bo MOBUKOT 3a aKLMja.

7. NpouecoT Ha eBanyauuja Ha BKaydyBare / UCKaydyBarbe Ha 6onectn Bo nporpamute 3a CH Tpeba
ha ce 3aCHOBa Ha Hajpobpute AOCTaNHM [O0KA3U KOU MM OTC/IMKYBAaT 34pPaBCTBEHUTE €KOHOMCKM
AO0Ka3n, HO He YTBPAEHU CaMo 0f, 34paBCTBEHAaTa eKOHOMMja.

MonnTnkuTe M NpakTUKMTe Ha CH Tpeba aa 6uaat aHanu3MpaHU of CEKOja 3emja YneHKa 3a ga pasBujat
33ae4HMYKM YNaTCTBA 3@ NPOLLECOT Ha eBaslyalMja 3a BKAydYyBare Ha metoamTe Ha CH BO HauMOHanHUTe
nporpamu. Tpeba Aa MMa MUHMMAJIHA 3aCTaNeHOCT Ha 34pPYXKEeHWja Ha nauMeHTU U NpodecuoHasiHU
eKCnepTH, CneLmjasHo 3a YC/IOBUTE 3a KoM Ke ce AYCKYTMPa, BKAYYEHM BO KOMUTETUTE KOU CE OATOBOPHMU
3a eBa/lyauuja Ha nporpamuTe 3a CH.

PeHTabunHocTa Tpeba Aa ce MHTerpupa Bo ceondaTHa 34paBCTBEHO-EKOHOMCKA aHa/M3a, BKAyYyBajKku
AOMONHUTENHN UCXOAM W CTYAUWN Ha CNy4Yaj Of, BUCOKA BaXKHOCT 33 MaUMEHTUTE N HUBHUTE CemejcTBa Ha
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GUHAHCUCKM, MNCUXONOWKM W OMNWTECTBEH TOBap, BKAYYYBajKM KOMMApPaTMBHO MoOAenunparbe Ha
BAMjaHMeTO Ha AobuBarbe Ha AOUHA AMjarHo3a HacnpoTu AobuBarbe Ha AujarHos3a Mpu pafakbe, UK
KpaTKo notoa. Tpeba Aa ce BOCMOCTaBM MexaHU3aMm 3a ga ce ogpeam edUKacHOCTa Ha MHKoOpNopupame
Ha 6osect Bo nporpamute 3a CH Kou ce Beke MMMNAEMEHTMPAHW BO APYrM 3eMju YNeHKM M Aa ce
cnogenart eBanyauuun, 0cobeHo 3a 3eMjuUTe CO HU3OK M CPpeaeH MPUXod KaZe WTO He e MOXKHO Aa ce
cnpoBeje CTyAuja 33 peHTabunHocT.

8. UHpopmuMpareTo 1 egyKaumjaTa Ha cUTe 3acerHaTv CTpaHu 3a peTKu 6oaectn u LennoT npouec Ha
CH ce HeonxoaHu 3a WMPOKA U dep umnaemeHTaumja Ha nporpamure 3a CH.

AKTMBHOCTUTE 33 WKMpere MHPOpPMaLMKM 3a noTpebaTta P-A
o4 npowwupysake / nogobpyeBartbe Ha / epgHakos
npuctan go CH M noaurHyBaweTo Ha cBecTa 3a
B/IMjAaHMETO LWITO TO MeHyBa *KMBOTOT Mpu gobusarbe
Ha paHa AujarHosa Kaj jaBHocta Tpeba Aa ce Hanpasat
NpeKy jaBHO GMHAHCUPAHW KaMMakK 33 NOAUTHYBaHbE
Ha cBecta. Cute 3ApaBcTBEHWM pPabOTHWMLM Kou ce
BKAyYeHM BO npouecoT Ha CH (rMHeKonosw,
MEAMUMHCKN CeCTPU, aKyLLlepu, TeHETCKU COBETYBauM,
HEOHAaTOoN03M, NeaujaTpu, KANHWYKM TEHETUYapU WU
onwiTM Nekapu / matuyHu nekapu) Tpeba aa buaat
nobpo  obyyeHn. Obykata Tpeba pa buge
npunarogeHa pna M OTC/AIMKYBA HEU3BECHOCTUTE,
WUCKAyYoUMTE WAW NpPOMNycTUTE U B/IMjaHMETO Ha
eBonyumja Ha TectoT 3a CH m natekute Ha nocT-
AnjarHosa. Tpeba ga 6uaat usrpafeHn NpoToKoau 3a
KOHTpONa 3a edyKaumja Ha poguTenute  Ha
HOBOPOZEHUYMHATA KOM Ce AMjarHOCTULMPAHU MNpeky
CH.

3aKoHoAaaBUMTe Tpeba pa 6upaaT coseTyBaHW 3a
BaXkHocTa Ha CH Bo oaHoOC Ha 6pojkuTe oA Hajaobpute
NPaKTMKN 3a Aa ce MnoTeHUMpaaT BpedHOCTa U MO3UTUBHUTE UCXOAW 3a byleTuTe 3a 34PaBCTBO U
coumjanHa Hera. Wcto Taka, Tpeba Aa ce BKAy4aT BO MHAYCTpPWjaTa 3a Aa buaaT uHpopmupaHu 3a

Tepanuute BO Pa3Boj W Aa Ce ocurypaaT AeKa MMa HaBpeMeHO AoHecyBake Ha o4ayKu 3a bonectn co
Tepanuu Koum ce 6am3y o opobpysBarbe Ha MasapoT. 3ropa Ha Toa, €BPOMCKUTE W HaLMOHANHUTE
HaZ/1eXXHW BAacTn Tpeba da rv noagpiKaT opraHM3aumMmMTe Ha nNauMeHTUTe aa obesbepat nHdpopmaumm
npeky cneunduyHn GUHAHCUMPAHW NPOEKTU MUAM MOBULM M Aa CO343aAaT BPCKM Mefy cuTe 3acerHatu
CTpaHu Kou wupart ceect 3a CH.

9. EBpONCKMUTE CTaHAapAN KOU ce OgHecyBaaT Ha BpemeTo, meToauTe Ha cobuparbe Ha npumepoum,
npocnepysarata U MHGOPMaLMUTE CNOAENEHU CO PoaUTeNUTe ce NoTpebHu 3a Aa ce rapaHTUpa
NOCTOjaHOCT M KBa/IMTET BO TEKOT Ha LLe/IMOT npoLec.

Cekoja 3emja uneHka Tpeba pa obesbean cTaHgapau 3a Aa ce rapaHTUpa ogpeneHo HMBO Ha

NOCTOjaHOCT BO KBa/MTETOT M MMMJIEMEHTaLMjaTa Ha pPasinMYHUTE 4YeKopu u npoueaypu Bo CH,

BK/Ily4yBajKkM ro BPEMEHCKMOT Nepuoj Ha M3BpLUYyBarbe Ha TecToT, MHPOPMMpPareTo Ha cemejcTeaTa,

cobMpareTo Ha NpMMEepoLM Ha KpB, MCNpakakeTo BO CKPUHMHI LeHTapoT, obpaboTkata Ha
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npMmepouuTe, NOBUKYBaETO Ha CEMEjCTBOTO Ha HOBOPOAEHYETO BO CAy4aj Aa ce bapa BTOp TecT 3a
notepaa, obesbeayBarb€TO Ha WMTHA XOCMMTanM3alUMja AOKOAKY e MoTpebHo, NOTBPAYBae€TO Ha
AMjarHosaTa M CoOoMNwWTyBakeTO Ha Pe3yaTaToT Ha cemejcTBoTo. OBMeE CTaHAapaM Tpeba coohBeTHO Aa ce
cnepat, NpujaByeaaT M CnNpoBeAyBaaT npeky obesbedyBarbe Ha KBaNWUTET, MpoLEAYPU 33 KOHTPOAA Ha
KBa/IUTET U peoBHA akpeguTaumja.

MpouecoT Ha NpumeHa / MMNAemeHTauMja Ha COOABETHM NPoLLeAypPU 3a aKTMBHOCTa Ha nabopaTtopujaTa
M 3a cepTudrLMparbe Ha NPOCTOPUN M METoAM cropes mefyHapoAHMTe NOTBPAEHU CTaHZApPAM € Of,
ocobeHa BarkHocT Bo CH. 3apaBcTBeHWTe pPaboTHMLM MOpa Aa MPUCYCTBYBAaT Ha CNeuuMjaansvpaHm
TPEHUHI-KypCceBMW; noHaTamy, Tpeba Aa ce co3gade perncrap Co Len 4a MMma CUCTEMATCKO cnefere Ha
CUTE HOBOPOZEHUYMHA HA KOU UM e AeTeKTnpaHa cocTojba npeky CH.

10. NpumepoumTe 04 CYBM Kanku Kpe Tpeba Aa ce yyBaaT BO HauMOHa/NHU 6MO6aHKM 332 KOHTPONA HA
KBAZIMTET M UCTPAXKYBauKMu Lenu, foaeKa ce o6e3benar cCOOABETHM 3aLUTUTHU MEPKM 3a 3alUTUTA HA
nNoJaToUMTE Kako M NpUCTanoT A0 nNogaTouuTe.

Bo MHOry 3emju, TeCTOBUTE CO CYBM KarnKu KpB, ce YyBaaT
M OTKaKo Ke 6uMAaT 3aBpLIEHW CKPUHWHF TecTOBMUTE.
Llenute Ha CKNagvMparbeTo [/1aBHO Ce 33 LUeiuM Ha
KOHTPO/Ia Ha KBa/UTET, HO 3ayyBaHUTE NpPUMEPOLM
MOXaT [a Ce WCKOPUCTaT M 3a WCTPaKyBayku Lenw.
3ayyBaHMTE MPUMEPOLM MOKAT [a Ce MCKOPWUCTaT 3a
MAHW CTyauun 3a nogobpyearbe Ha CH M 3apaBcTBeHaTa
rpua. Pogutenute mopa ga 6muaat jacHo MHGoOpMUpaHK
3a YyBaHETO U MOKHOCTa MpUMepoLMTe Aa ce KopucTaTt
33 NOTEHUMjaNHWU MAHW UCTpaxyBauku ctyaun. Opf,
poauTenute mopa Aa ce nobapa Aa Ce M3jacHaT HA MPALAETO AAAN Ke Ce BKAyYaT, Uau He, NMpeKy
MHpOPMMPAHaA COrNacHOCT.

CobuparbeTo Ha KAPTMYKM CO CyBM KamnKku KpB CO OOUKarbe Ha MeTa MOXe Aa Ce OpraHusupa Bo
copaboTka CcO eBpOMNcKM WHOPACTPYKTYpu 3a 6uobaHkapcTBo. CKAaaMparbeTo W NpMCcTanoT Ao
KOMIEKUMUTE Ha TECTOBUTE CO CyBa KarKa KPB MOXKEe A3 Ce HafoBP3aT Ha TEXHOJIOTMUjaTa LTO Ce KOPUCTU
B0 6M06aHKMTE, KOM 3a3emaaT COOLBETHM 3aLUTUTHU MEPKM 3a CeKyHaapHa ynoTtpeba Ha nogaToumTe.
MpaBoTo Ha npucTtan Tpeba Aa ce npeHece o4 POAMTENOT Ha 3aCErHaToToO /MLE, UAW Ha CTapaTenor,
OTKaKO Ke ce AOCTUrHe 3pesia BO3pacT.

Cekoja 3emja uneHKa Tpeba ga bmuae o4roBopHa 3a OCUrypyBarbe AeKa ce cneaaT CooABETHU CTaHAApAM
M NPOTOKoAM (BO cornacHocT co FAMP u apyrn HauMOHaNHU NerncnaTmBm, SOKOJKY Ce pesieBaHTHU) 3a
npucTan 4o NogaTouu WM 3a yTBpAyBakbe HAa Hej3aMHaTa pamKa U MHOPACTPYKTypa 3a cnofenyBatbe Ha
nogatouu.

11. UeHTpute noBp3aHun co EPM Tpeba aa ce MHTerpupaHu BO NaTeKkuTe 3a rpuKa Ha pasAnYHUTe
34paBCTBEHU cuCTeMU U Tpeba Aa ce cmeTaaTt 3a NOB/IACTEHM NAPTHEPU BO OaBaHETO Npenopaku 3a
noantukute Ha CH.

3a ga ce nsberHe MomeHTanHaTa HeegHaAKBOCT Ha nporpamuTe 3a CH HM3 EBpona, NpuAapyRHUTE LEeHTpU
Ha eKkcnepTunsa Ha EPM Tpeba fa 6upat BKAyYeHM BO pasBojoT Ha perynatmea 3a CH HM3 HauMoHanHuUTe
3/ paBCTBEHM CUCTEMM MPEKY EKCMEPTCKN MUC/IEHA, TaKa LWITO MOXKHOCTA 3a npuctan go CH Hu3 3emjute
Ha EY e ncTa 3a ceKoja IMYHOCT, HE3AaBMCHO 04, MECTOTO KaZle WTo e poaeHa. buaejkm EPM ce rpuxKar 3a
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nauveHTU 1 34PaBCTBEHN PabOTHULM 04, Pa3/IMYHO MOTEKNO BO HMBHATa CTPYKTypa, TMe ce uaeaneH
ueHTap 3a pa3Boj Ha ynatcTea 3a CH wrto 6uM rn 3ene npeasua eTUUYKUTE, MPaBHUTE U reorpadckuTe
OrpaHuYyBaksa.

Peructpaumjata M cnefiereto Ha cUTe MO3UTUMBHU C/AydY4anm BO pernctpute Ha EPM 6uM moxeno aa
OBO3MOXM cObMparbe Ha 60raTcTBO O, 3HaeHEe CO HAjCKOPELWHN eNUAEMMOIOWKA NoAaTOLUMN U ApYyrn
BMAO0BW HA MHPOPMALMUK, BKAYUYBajKM HAArNeayBare U NpPoc/ienyBarbe Ha BANjAHNETO Ha TPETMAHOT U
WMHTepBeHuuunTe.
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RJAYHYHU HAYENA
3A CKPUHWHT
HA HOBOPOAEHYNHA

Janyapwm, 2021 eurordis.org/newbornscreening

,Hawama su3uja e npozpamume 3a CKPUHUH2 HO HOBOPOOEHYUHA 0a ce
ycoanaceHu HU3 yena Espona, maka wmo Hema 0a ocmasam cemejcmaa Ha
HosopoOdeH4Ye co pemKa b6osiecm 80 Hecu2ypHOCM 80 8PCKA CO HUBHAMA
odujazHo3a, 2puxa u mpemmaH, 6e3 0z2n1e0 Ha 3emjama 80 Koja ce podeHu.”
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