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YNEHCTBOTO BO 3PY>KEHMETO € GEeCrnaTHO 1 AOCTAMHO 3a CUTE NALMEHTU U POAUTEIN KO CE COOHYyBaaT
co peTka 60s1ecT. VICTO TaKka 34py>KEHUETO € OTBOPEHO M 38 MEAMLIMHCKM NPOheCcMoHanty, Hay H1LM,
BOJIOHTEPW 1 MOAAPXKYBaAYM KOM CakaaT Aa Cce 3acTanyBaaT 3a Nofobpysarbe Ha KBAIMTETOT Ha »KMBOT Ha
naumeHTHTe 1 cemMejcTaaTa co PeTku GonecTu.

LononHutenHn nubopmaumm 3a XXKKMBOT CO MPEANIBULMN:
e Beb cTpaHa: http:/challenges.mk/
o JyTy6 KaHan: https:/www.youtube.com/user/lifewithchallenges
o PejcOyk cTpaHa: https:/www.facebook.com/LifeWithChallengesi
o TeuTtep npodwun: https:/twitter.com/ZivotPredizvici

YKnoT co Mpeanssnum e YneH Ha:
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[MocakyBaM Hay4yHUUMTE Aa M3MUCAAT Tepanuja 3a CUTE PETKU
60/1eCTH, 32 HEKOM O, HUB UMa TPETMaH, HO 3a PYr1 HEMa HULLITO.
3a MeHe, 3a MojaTa 60os1ecT, ennaepMosMcuc bysioca, He NocTomn
TPeTMaH, HO jac MOyKaM [la »KMBeaM U 6e3 niekoBu. Moykam fa
6upam cpekHa. [M MMaM Majka MM M TaTKO MU, O MMaM MOETO
CEMEjCTBO CEKOralll CO MEHe.

MBa MNeTpescKa,
nayueHm co pemkama 60s1ecm enudepmoaucuc 6ynoca

4%

6 10 roauun XXUBOT CO MNMPEAU3BULN




ora ro OCHOBaB OBA 3ApY’KEHWE, MUC/IEB AeKa CYM CaMO MauueHT

LUTO MOYKe MHOIy MaJiky Aa Hanpasu. Ce 60peB 3a CBOjOT »KMBOT...

Kora noyHaa ga ce npuk/aydyBaaT APYrM MaUMEHTU U POAMUTESIN,
MOYyBCTBYBaB [e€Ka 3aeHO CMe MOCUJIHU, M 3HAEB AeKa 3aeHO MOoXKeme
Ja ro rnpoMeHMMe CBETOT BO KOj >kKuBeeMe. 3anosHaB noeeke og 300
ceMejcTBa LITO ce coodyBaaT co Hag 90 pasnmyHm gumjarHosu. Cekoja
NnpuKasHa e pa3InyHa, Cekoe CTpagarbe M 6oIKa Ce YHMKATHU, HO MMame
3aeHNYKN MNPEean3BULM U NpobaeMU, KOW 3aeHO M HaaMUHyBaMe.
MHorynaTu HU3 rogMHUTE Ce YyBCTBYBaB 04ajHO M 6eCMOMOLLHO, NaLlejKu
ce [leKa ceKoja HafexX Ke McYesHe... HO ceMejcTBaTa MU JaBaa NoAdpLuKa
M cuna 3a Aa OCTaHEME YMOPHM BO HalLMTe 6aparba 40 MHCTUTYLMUTE 3a
TPeTMaH, 3a 34paBCTBEHN U COLUMjaSIHWN YCAYTY, 3a Nofobap KBaJIUTET Ha
YKMBOT. 3aeZlHO MOCTUrHaBME MHOTY, NMoBeKe OTKOJIKY LUTO 3aMUC/1yBaB,
noBeKe OTKOJIKY LUTO MUC/IEB AEKA € MOXKHO...

[MomuHaa aeceT rogMHn U MMaMme yLuTe MHory npeg Hac. CurypHa cym geka
Ke NpoMeHMMe yLUTe MHOry paboTu, 3aToa LUITO CMe 3ae4HO M 3aToa LUTO
HalwaTa uen e nogobpa MaHMHa 3a rparaHuTe Ha CeBepHa MakeaoHuja.
PeTkn cme, HO He cMe camu, ce MMamMe efeH co apyr. M cekoraw ke
MMaMe HaZleXX U XpabpocT Ja NpaBMMe MOBEKE, [1a Fo XKMBEEME YKMBOTOT
BO LLEJIOCT.

Hukoj He Tpeba ga rybu Hagex,
HMKOj He Tpeba Aa npecTaHe
oa ce 6opu 3a nopobap
>KMBOT... 32€JHO MOXXEMe 13 o
MOCTUIHEME N HEBO3MOYKHOTO.
3aegHO Ke rpagume WAHWHA,
Ke HanpaBMMe MAHMHaTa Ja ce
C/lyun 3a ceMejcTBaTa LUTO ce
COOYYBaaT CO XMBOT CO peTKa
6onecT.

BecHa AnekcoBcKa,
lpemcedamen u ocHogay Ha
30pyXceHuemo

10 roauun XXUBOT CO NMPEAU3BULIA
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30py>KeHneTo Ha rparaHu 3a peTku 6onectn XXUBOT CO MPEOAN3BU-
LI/ Butona, 6elle ocHoBaHO co MoMoLl M noaapLika of HaumoHanHaTa
anvjaHca 3a nyre co peTkn 6onectu on byrapuja. MpBMOT coCcTaHOK Ha
ceMejcTBa U ekapwu 3a peTkn 6osectn Bo CeBepHa MakeaoHMja ce opra-
Hu3mnpawe of byrapwmja, u Toa Bo Oxpug, Bo jyHn 2009 rogmHa.

OTTtoraw naumeHTuTe Bo CeBepHa MakedoHMja pelumja ga OCHoBaaT
CBOja opraHu3aumja u ga ce 6opaT 3a cBouTe npaea. Taka ce poau XXU-
BOT CO NMPEOV3BULA.

Bo HapeoHuTe roamHu ce BKJlydyBaa MoBeKe MauuMeHTU U ceMejcTBa M
rpageBMe KOHTaKTU CO MHCTUTYLMU U CO MeauyMu, CO JIeKapu U Co ce-
KOj LUTO MOXKe [la HK Guae of, Nomoll. YY4eBMe Kako [a pakoBoAMMe CO
3[,pY>EHMETO M KaKo Ja HarpaBMMe Aa NopacHe BO CUJTHO 34pY>KeHUe co
WUHTErpuTeT 1 KpeanbuamTeT.

BU3NJA

HawiaTa BM3Mja e ga nocTUrHeMe Hajaobap MOyKeH KBa/IMTET Ha YKMBOT 3a
nauMeHTUTE U ceMejcTBaTa LUTO Ce COOYYBaaT CO peTKu 60s1ecTu, Npeky
HajA06pM MOXHU 30PAaBCTBEHU U COLWja/THU YCYTW.

10 roguuun XXUBOT CO NMPEAU3BULIA
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MUCUNIA

HawaTa MucmKja e pasBoj Ha peLleHnja U MOJIMTUKM HU3 UMIIEMEHTaLMja
Ha aKTMBHOCTM 3a MNOoA06pYyBarbe Ha KBAJIMTETOT Ha YXMBOTOT Ha MaLMeH-
TW 1 CEMEjCTBA LUTO Ce COOYYBaaT CO XKMBOT CO peTKa 6osiecT. Llenta Ha
XXNBOT CO MNMPEAMN3BULIA e na nomara 1 aa noaap»ysa naumeHTn u
ceMejcTBa €O peTku 6onecTu. HawaTta Mucuja ce peanunsunpa npeky cieq-
HUTE aKTUBHOCTM:

e [lomow 1 nHopMUpare Ha Nyre co peTKn 6o1ecTun, Kpen-
parbe U 04 PrXKyBatbe KOMyHUKaLMja Mely NaumueHTUTe

e [logurHyBame Ha jaBHaTa CBECT BO OMLUTECTBOTO HU3 eflyKa-
LKja 3a NpobsieMUTe Ha NaLMEHTUTE CO PETKM BonecTun

e  OpraHusaumja Ha jaBHM HacTaHW, KOHIpecu 1 cpeadu, co Len
eayKaumja n nHpopmaumja

e [logapuika Ha MHDO-LIEHTPU 3a 1yFe Co peTKM 6osecTun

e OpraHusaumja Ha KyATYPHM HAcTaHW 3a MOAMIHYBarbe Ha
jaBHaTa cBecT 3a peTKun 601ecTu

e [ncTtpubyuuja n nevyaTerbe MHOO-MaTepujan 3a peTku 6o-
nectu

e CoumujanHa pexabunuTtalmja 3a siyre co peTkn 60s1ecTu
e Haorare cpeacTBa 3a TpeTMaH Ha peTKu 6os1ecTu

e JlokyMeHTMpabe NaLMeHTn co PeTKU 6o1ecTur
AKTMBHOCTM 0f, UCKJTY4UTESHO 3HaYEHE
e  3acTanyBatbe 3a NnpaBa Ha NaLMeHTU.

° [MogurHyBarbe Ha cBeCTa BO OMLWITECTBOTO 3a peTKMTe b6ose-
CTH, 32 PU3NYKUTE U MEHTATHUTE NOCAELNLM.

e [lomMowl 1 noagpLiKa Ha MeAULMHCKN LA 332 0,06MBaH€e UH-
$popmMauum 3a gmjarHosa, TpeTMaH 1 pexabuanTaumja Ha yre
COo peTKku 6osiecTu.

e KoMyHMKaumja co apyrm opraHmsaumnm og CesepHa Makego-
HUWja, PErMOHOT M Of, CBETOT 3a PeTKU 6osiecTn. KoMyHumKa-

10 ropaunm XXUBOT CO NPEAU3BULN



uMja co 34paBCTBEHU MHCTUTYUMM Bo CeBepHa MakeaoHuja
3a nogobap TpeTMaH Ha JyreTo co peTku 6onectun. CocTa-
HOLM CO pesieBaHTHU MHCTUTYLUN Kako MUHUCTEPCTBO 3a
3apaBcTBO, PoHA, 3a 34paBCTBEHO ocUrypyBarbe Ha CeBepHa
MakenoHuja, MUHUCTEPCTBO 3a Tpy4, M coumjasiHa NOSIUTU-
Ka, M1HUCTepCTBO 3a PpUHaAHCKMM, MaKkeOHCKa akageMuja 3a
HayKn 1M ymeTHocTu, Komucuja 3a 3gpaBctBo Bo CobpaHue
Ha CeBepHa MakegnoHuja, Komuncuja 3a peTkn 6onectm npu
MWHUCTEPCTBO 3a 34paBCTBO, AreHuuja 3a JIEKOBU U APYTW.

CopaboTKa co MeauyMu 3a 3ro/IeMyBakb€e Ha jaBHaTa CBecCT 3a
npo6aeMuTe Ha JyreTo co peTku 60s1ecTu.

10 roauun XXUBOT CO NMPEAU3BULIA 11
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30py>KeHneTo Ha rparaHu 3a peTku 6onectn XXUBOT CO MPEAVN3BU-
LI/ ce 3acTanyBa 3a peTkuTe 60/1€CTU LUITO HEMaAT 3[pYyrKeHWja 1 opra-
HM3aUMKM 1 Kou nobapasie NOMOLL 3a 3acTanyBarbe Ha NpagaTa.

Mako e ocHOBaHO of, MaUMeHTU U poauTesin co 6onecT Ha lowwe, aeHec
uMa 4yneHoBu of Hag 90 pasnuyHu amjarHosu: fowe, GeHMAKETOHYpPMU]a,
Anaxkun cMHApoMm, TuposmHemuja, JleHoke lacTayT cMHAPOM, KOHIeHU-
TajsIHA MYCKYJIHa AucTpoduja, MyckyaHa auctpoduja LdyweH n bBekep,
KOHIreHUTasIHa KaTapaKkTa, enuaepmonucuc bynoca, KapHMHTUHE naamMum-
TonTpaHdepasa aeduumeHuUMja, agpeHoMmesioHeBponaTuja, Buanjamc
cnHapoM, PET cuHppoMm, ammoTpoduyHa naTepasiHa ckieposa - AJIC
Jly TepuK cuHApOM, MUjacTeHUja rpaBuUC, XaHTUHITOH, Npodupwuja, apTo-
rPUMNOCUC MYATUMJIEKC KOHFEHWTA, MasIMrHAT naparaHriMoma ¢eoxpo-
MoUMTOM Tymop, dubpoaucnnasmja ocumdbukaHc nporpecusa - OO,
MYTUNAM MUEJSIOM, MuenoaucnaactTuden cuHapom, MIC 4 - Mopkuo
cnHapoM, 6onect LUTpynmden - xepeanTapHa crnacTMyHa napanieruja,
TakajalLv apTepuUTUC, NPUMapHa KUanapHa AncKMHesuja, KapTaHrep tun,
MacToLMTO3a, jyBEHUIEH apTPUTUP, jyBEHUNEH AepMaToMmnosnTuc, Opu-
OPUX aTaKcuja, aKkyTHa MHTepMUTETHa nopdupuja, UMCTUHYPUja, JloBe
cuHapoMm, ®emyc Bynrapuc, LUtaTtrapa cuHgpom, BareHep rpaHynoma-
TO3UC, 6onect AaucoH, Exnepc LdaHnoc cuHApoMm, ANNOPT CUHAPOM,
OEKCTOoKapamja CUTYC MHBEPCYC, HeypodmbpamMmTocuc, eputpoaepmmja
UXTUOCUDOPMUC KOHFEHUTasIHA, acrepruiaosa, aBTOCOMHA peLecuBHa
OUCTOHMja TUPO3UH XMAaposiakca AeduumeHUMja, akyTeH TpaHcdep3eH
Muenntmnc, Human nuk L, xpoHnyHa nHdnamaTopHa AeMUesIMHaTHa Mo-
ZIMHeBponaTuja, BecT cMHAPOM, PETUHUTUC MUTMEHTOCA, KapHej KOM-
nnekc, LlynvjaH bapeoB cMHApoM, MaanrHeH MenaHoMm, PeHay ocnep Be-
bep - xepeauTapHa XxeMoparmyHa TesiermekTacmja, CUCTEMCKM BaCKY/IUT
- Yypr LLTpayc, cnnHanHa MyckynHa aTpoduja, bapTtep cuHapom, GATT
- ¢pamMuIMjapHa aMuIoMaHa NoJIMHEBPONaTHja, MAMonaTcKa nyJiIMoHasiHa
$unbposa, amesioreHecnc nMnepdekTa, axoHaponaasmja, Kabykm cuHa-
poMm, DnbpuH cTabunmnsmpaykm daktop aedvumneHumja, Knunen TpeHaHej
CUHAPOM... U MHOTY APYrM LUTO CakaaT Aa ce NpUKJy4daT BO 3aefHMYKaTa
6op6a 3a NpaBaTa Ha NaUMEHTUTE CO PeTKM BONeCTU 3a 3rosieMyBarbe
Ha KBaJIMTETOT Ha >XMBOTOT Ha CeMejcTBaTa LUTO Ce COOYYBaaT CO PeTKMU
6onecTtun.

30pY>KEHMETO He I'M 3acTanyBa PeTKUTe GOJIECTM LUTO HE Ce PErmcTpu-
paHW YJIEHOBM Ha 34py>KeHueTo. Hekou rpynu naumeHTM MMaaT CBOM
34py>KeHunja u rn oxpabpyBaMe fa ce noAapy>kyesaaT Mery cebe. BHaTpe

10 roauun XXUBOT CO NMPEAU3BULIA
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BO 3[PY>X€HNETO nMame u bopmMasiH1 1 HepopMasiHU TPpynn Ha 6oecTn
bunaejkn e BaxKHO CeEMejcTBaTa Aa KOMYHULMpaaT Mery cebe.

30pY>KEHNETO € MHULMJATOP M eAeH O, OCHOBauuTe Ha HauuoHasnHaTa
anuvjaHca 3a peTku 6osectn Ha P. CeBepHa MakeaoHuja Kafe LLITO OKOJy
17 opraHmsaumm 3acTanyBaaT pas/IMYHK 601eCTU M NMpaBa Ha NaLUEHTMU.

HALMNOHANHA ATVJAHCA
3A PETKW BOJIECTU
HA P MAKEAOHWIJA

10 roauun XXUBOT CO MNMPEAU3BULN
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[Mporpama 3a peTku 6onectn Npn MuHMUCTEPCTBO 3a 34paBcTBO Ha P. Ce-
BepHa MakeaoHuja

[MpBaTa nporpama 3a peTku 6onectn e goHeceHa Bo 2009 roanHa um
BkAy4vyBalle 3 naumeHTn co MIC 2 - XaHTep cuHapoMm.

Hemalie npomenn ao 2015. Hekom o nauueHTUTEe A06MBaa Tepanuja
NpeKy XyMaHMUTapHM NporpamMun Kakeu LWTo 6ea 5 naupeHTn co fowe. den
of, HMB 3ano4Haa og 2009, nen on 2010 roanHa v efeH 6elle BKAyYeH
BO KAMHMYKa cTyaumja. Tue gobusaa Tepanuja npeky ,leHsnme-CaHodu
ABeHTUC".

Jen on naupeHTUTe LWIBEPLYyBaa Tepanuja U nocebHa xpaHa NpeKy Apyru
3emju. M3rybuemMe MHOry naumeHTu 1 UMaBMe MHOTY TELLKU MOMEHTMU.

Op, 2015 roamHa 3anoyHa Ja ce M3paboTyBa perncrap 3a peTkun bonecTtu,
3a Koj noBeke MHpopMaLuMm ce AobMBaaT BO NporpamaTa 3a peTku bose-
ct1 Bo 2016 roamHa Kora ce HabaByBaaT U JIEKOBM 3a MHOIY pPa3/iMyHu
6onecTtn.

Bo HoBaTa nporpama 3a peTkn 6onectn on, 2016 roauHa, Bo permctapoT
3a peTKu 60J1eCTU ce BKy4yBaaT CeqHUTE PeTKU 6oaecTu:

1. Bosectu WTO MoXKe Aa ce TPeTUpaaT Co JIEKOBU

2. bBonecTu WTo ce peTKu, HO 3a KoM He MOCTojaT SIEKOBU, HO ce
BaXKHW 32 AMjarHo3sa 1 naaHMpame

Bo perncrapot Ha mauuMeHTu co peTkm 6onecTu ce BKy4vyBaaT 60/s1ecTu
kou ce Ha OP®AH nuctata og jyam 2014 rogmHa

e http:/www.orpha.net/orphacom/cahiers/docs/GB/List_of _
rare_diseases_in_alphabetical_order.pdf

Bo pernctapoT 3a peTkun 6071ecTu ce BK/lydyBaaT OHME LUTO Ce C/lyvyBaaT
Ha 1 Bo 2.000 nmua oA, nonynauujaTta, HO J1IEKOBU ce HabaByBaaT 3a OHUE
wTo ce Ao 20 naumeHTn of, eaHa bonecT Ha TepuTopujaTa Ha CeBepHa
MakepnoHuja. Obe3beneHNTe JIEKOBU Ce HEOMXOAHW 3a NaLMEHTUTE U ce
eMHCTBEH M360p Ha TpeTMaH 3a peTKaTa 60/1ecT, HO He Ce Ha MO3UTUB-
HaTa /iMcTa Ha nekoBu Ha G30OM.

3a peanmsaumja Ha Nnporpamarta, TPeTMaH Ha peTku 601ecTu co Tepanuja
N JIEKOBM LUTO He Cce NPeTXo4HOo ynoTpebyBaHu, 3a HabaBKa Ha NOTpebHa
ornpeMa 3a AMjarHo3a Ha peTku 6osecTu, 3a efyKaumja Ha MeAULMHCKU
nepcoHas WTOo AnjarHoCTULMpa MU TPETMUpPA PETKM 601ECTU, CE OHEKYBA BO
2016 roamHa BKynHUTE cpeacTaa aa ce 203 000 000, 00 aeHapw.

10 roauun XXUBOT CO NMPEAU3BULIA
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e TpeTMaH Ha NauueHTU COo peTKu 6osecTn 6e3 passinka Ha
ocurypysare 197 000 000, 00

e Obe3benyBatbe NoTpebHa onpema 3a AgujarHosa U TpeTMaH
Ha peTku 6onectn 4 000 000, 00

e (OO6e3benysatbe eflyKalinja 3a NePCOHas LUITO AMjarHOCTULLU-
pa, TpeTupa peTku 6onectu 2 000 000, 00

Mako pearnpaBme Ha 6pojkaTa 20, Koja orpaHmMyyBa HabaBKa Ha Tepanuja
crnopef, 6poj Ha NaUUeHTU o4, eAHa AMjarHO3a, CENak He ce C/y4m npome-
Ha BO HapeHUTe roAuHM [0 AeHec. VIcTo Taka, pearMpaBme M Ha HedoC-
TaTOKOT Ha KpUTEPUYMU N 0BjacHYBaHe YEKOP MO YEKOP Ha npoLeaypa-
Ta 3a perncrpaumja u Habaeka Ha Tepanuja. OyekyBamMe Aa ce 3rosieMm
TpaHCMapeHTHOCTa BO OAHOC Ha OBa.

PErTMCTAP HA PETKWM BOJIECTU BO P. CEBEPHA MAKEOOHWMJA

Perncrapot 3a peTkn 6onectu ce coctom o, cobpaHu NogaToLmM 3a cUTe
AMjarHOCTULMPAHKN Calydaum Ha Jiyfe co peTku 60/s1ecTy BO nonynaunjata
Bo CeBepHa MakegoHuja. PerncTtpaumjata e npouec Ha CUCTEMCKO CO-
Oupatbe M aHa/M3a Ha nojaTtoum 3a ga ce obesbeam MHPopmauuja Ha
Op0ojoT Ha peTKn 60/1eCTU U BPOjJOT Ha NyFe Co PeTKM BonecTu.

Bo CeBepHa MakeaoHuja perMctapoT 3a peTKu 6osaectu e npu MuHuc-
TepCTBO 3a 3/4PaBCTBO U BO HETO MaLMEHTU MOXKE [la PErMcTpmupa KoMu-
cujaTa 3a peTKM bonectu cnopen 6aparba oA, KIMHMKU, 04, JIEKapu LITO
AujarHocTUUMpaaT nauyeHTn co peTku 6onectun. Oa 2018 roanHa peruc-
TapoT e BO e/IeKTPOoHcKa popmMa npeky ,Moj TepMUH",

KomucujaTa 3a peTkn 60s1ecTu ce coctom opf nekapu on, KnnHuukmoTt
ueHTap Bo Ckonje n TUe ce cocTaHyBaaT 3a Ja AUCKYTUpaaT perucrpa-
uMja Ha 60/1eCTU U MAUMEHTU U NMOHATAMOLLHO peLlaBaaT 3a TPETMaH U
KOHTpOJ1a Ha 6osiecTuTe.

3acera nporpamMaTta 3a peTKM 60/1eCTU MMa OrpaHuYyBame AeKa, CaMo
AOKOJIKY MMa Ao 20 nauueHTn oA, eiHa 6o1ecT, Ke ce obe3beam Tepanuja
3a HuB. VcTo ocTtaHa 1 Bo 2019 roamHa, camo HamecTo bpojkaTa 20 ce
CTaBU AeKa Tepanuja ce obesbenysa 3a 60/1ecTU Kage LWTo 6pojkaTa Ha
naumMeHTn He HagMmHyea 1 Ha 100 000 so nonynaumja. pyr Ha4YMH Ha
HabaBKa Ha Tepanuja e NpeKy No3uTuUBHaTa ncTa npeky ®30M mnum npe-
KY KJIMHUKUTE LWITO A06MBaaT ycoBHU 6ylieTn og ®30OM u og MuHuc-
TepCTBO 3a 3[paBCTBO 3a [ia HabaByBaaT COOABETHO JIEKOBM LUTO UM Ce

10 ropaunm XXUBOT CO NPEAU3BULN



NnoTpebHM 3a NaLUMEHTUTE LITO MM TpeTupaaT. Ha oBre HaumHK ce o6e3be-
[AyBaaT JIEKOBU 3a Pas/IMYHM APYrK PpeTKM 601ecTU LWITO ja HaAMUHYBaaT
6pojkaTta og 20 nauneHTn of, egHa amjarHosa.

Bo 2019 rogmnHa ®oHAOT 3a 34paBCTBEHO OCUrypyBakbe Ha Penyb6mka
CeBepHa MakeaoHMWja 0406pKn AMjarHOCTUYKO-FEHETCKM aHa/IM3KM Ha Ha-
cnegHu 6onectn Ha ToBapHa ®30. Co paHa U 6p3a AMjarHOCTMKA Ha Ha-
c/leiHN, PETKM U MaJIMFHX 3a00J/1yBarba Ke ce OBO3MOXKM paHa AeTeKuuja
Ha 601ecTUTE, LUITO Ke 3Ha4yn 1 Nnobpsa peaklinja BO METOAUTE Ha JIEKY-
Bakb€ M MeHalIMparse Ha bosiecTuTe.

CuTe oBME AOCTUTHYBaHba Ce HanpaBeHU BO copaboTKa Co ApYyru 34pyrKe-
HWja 3a peTKM 6o1ecTn Bo M HaaBop oA, HaunoHanHaTa afMjaHca 3a peTKu
6onectun Ha P. CeBepHa MakenoHuja.

JNEKOBIW 3A PETKW BOJIECTU

[Mpeky nporpamMaTta 3a peTkn 6onectn ce HabaByBaaT Hag, 30 nekoBM 3a
JINLLA CO PETKU Pa3/INYHKN PeTKMN 6osiecTu.

ByLieToT Ha MuUHUCTEPCTBO 3a 34paBCTBO 3a NporpamMaTa 3a PeTKu bone-
ctn 2017 - 2019:

e 2017 roguHa - 210 MuUAMoOHM aeHapu
e 2018 roauHa - 224 MUIMOHU AeHapU

e 2019 rogmnHa - 380 MUIMOHKU AEeHAPU, HO CO 3a/10XK6U Ha
Bnapata oBoj BylleT Ke ce 3ronieMun Ha 450 MUIMOHM JeHa-

pu.

2017-2018 3ano4HaBMe KOMyHMKaLMja co MuHmuctepoT BeHko ®Ounavnye
3a ga nobapamMe fa ce oM 1 MOHaTaMy YeKop Hampes, Cekoja roamHa 3a
peTkuTe 6o1ecTu.

Bo 2018 roauHa ce BoBenoa 3 HoBu siekoBu, 2019 ce BoBeayBaaT yLUTe
[Ba HOBW JIEKOBM 3a /IMLLATa CO PETKM BoslecTu.

Bo 2018 roaunHa ce aoHece 1 3aKOH 3a Napasie/ieH yYBO3 CO KOj LieHaTa He
€ eINHCTBEH ycs1oB 3a TeHAep. Co oBOj 3aKOH ce GapaaT u cepTudukaT
3a KBaJIUTET M AOKYMEHT 3a C/IeI/IMBOCT Ha JIEKOT OfL, MPOM3BOAUTEN A0~
noTpoulysay. [locne HabaBKaTa Ha JIEKOBU CO COMHUTEJIEH KBaJIMTET BO
2016 1 nojaBeHUTE CTPaHUYHU edEKTU,0TKPMBaHeTO Ha dancudukaTu,
KoHeyHo Bo 2018 rparaHuTe Ha HallaTa 3eMja ce 3aluTUTEHU. TprHaBme
Ofl, PETKUTE, aMa Ce 3aLUTUTEHU CUTE.

10 roauun XXUBOT CO NMPEAU3BULIA
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®OHA, 3A 30PABCTBEHO OCUTYPYBAHSE HA
P. CEBEPHA MAKEOOHWJA - ®30M

®30M op 2014 rogmHa 06jaBM COOMLLITEHME CrOpe/, Koe 3anoYHa pedyH-
Jaumja Ha rpyna HyTPUTUBHU MPOU3BOAM 3a INLLA CO PETKM 6OECTM KaKo
cneuujanHo 6pallHo, Maieko u apyru nponssoaun. OBaa ofAJlyka cTanu Bo
cuna Ha 1 asryct 2014 roauHa.

1. MpaBoTO Ha 6ecnPOTENHCKO GpaLlHO M 6EeCNPOTENHCKO MAEKO
Ke ro gobujaTt cnte imua co 3aboslyBarbe Ha MeTabo/IM3MOT
Ha aMWHOKMCE/IMHM U METABO/IM3MOT Ha MaCHU KUCEJIHW.

2. MpaBo Ha HOBOBOBEMEHUTE XMUMOAJIEPreHO MJIEKO BO MpaB
M Macslo of, cpeAHONaH4YaHWu TPUIMLEepuaM 3a auuata
co Alagille Syndrome.

3a npBaTa HOBMHa NPOLLUMPEHU Ce UHAMKALUMUTE BO A€/I0T Ha NpaBo Ha
6ecnpoTENHCKO BpallHO M MJIEKO 3a JiMLaTa co 3abos1yBarbe Ha aMUHO-
KNCEJIMHN U MaCHU KUCEJIMHU U Toa 3a c/iefHnBe 8 rpynu Ha 6oaecTu:

= [pyna Ha 3ab6os1yBarba Ha MeTabo/IM3aM Ha pasrpaHeTUTe
aMUHOKUceNHU (XunepaeyLmH - n3osieyLumHeMuja, xunep-
Ba/IMHEMMUja, M30BaIEPUYHA aUnaEMMja, METUIMAJIOHUYHA
aumaemuja, NPormMoHcKa aunaemuja);

*= [pyna Ha 3a6o/1yBarba Ha METAaBO/IM3MOT Ha MacHUTE KuUce-
nmnnHu (agpeHoneykoamncTpodumja Addison-Schilder, pedunumt
Ha MYCKY/IHa KapHUTUH NaJIMUTUATpaHcdepasa) ;

= [pyna Ha 3a60/1yBarba Ha aMUHOKUCE/IMHCKNOT TPaHC-
nopt (UmctmnHosza, Linctunypuja, Fanconi(-de Toni)(-Debre)
cuHapoMm, Hartnup-oBa 6os1ecT, Lowe-oB cuHApom);

= [pyna Ha 3ab6osiyBarba Ha MeTab0OIM3MOT HA aMUHOKMUCe-
NnHUTE co cyndyp (LMCTaTUOHMHYPUja, XOMOLIMCTUHYPU]a,
MEeTUOHUHEMMU]A, AeDULMT Ha CyIPUT OKCUAA3a);

= [pyna Ha 3a60/1yBatba Ha METABO/IUTUYKMOT LMKIYC Ha
ypeaTa (apruHuHemMuja, aprMHUHOCYKLUMHMYHA aumaypuja,
LUMTPY/IMHEMMU]A, XMINIEPaMOHEMM]a);

=  [pyna Ha 3a6oJ1yBarba Ha METaboIM3IMOT Ha JIU3UH U XU-
OPOKCUMAM3UH (r1yTapHa aumnaypumja, XuapoKCUan3suHeMuja,
XunepsimsnHemuja, 3ab60s1yBarba Ha OPHUTUHCKMOT MeTabo-
nnsam, opHuTUHeMuja (Tun |1, 11));
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= [pyna Ha 3a60/1yBarba Ha MULMHCKMOT MeTabo/iM3aM (Xu-
nepxXuapoKCcUnponHeMmja, xunepnposimHemuja (tun |, 1),
HEKETOHCKa XUMneprinumHeMmja, CapKkosmHeMuUja);

= [pyna Ha apyru o3HadyeHu 3a60/1yBarba Ha MeTabo/IM3MOT
Ha aMUHOKMCceIMHUTE (3abos1yBatba Ha MeTaboIM3MOT Ha 3
AMUHOKUCENIMHUTE U Y-TNYTaMyJ LIUKYC).

OBKe HOBMHM 3Ha4aT rosieMa 3allTeAa Ha OBUE INLLA U HUBHUTE haMUINK
3aT0a LUTO CEé U3/I0XKEHM Ha MeceyeH Tpollok og, 4.000 ao 35.000 aeHa-
pu 3a xpaHa. OgHocHo 4.000 aeHapu 3a 6e3r1yTeHcKoTo 6patuHo, 20.000
JeHapun MeceyHo 3a 6ecnpoTeMHCKOTO BGpalluHo U Maeko, okosy 10.000
AeHapu 3a xunoasepreHa ¢opmysia Ha Maeko co 55-80% Ha cpeaHonaH-
YaHu Tpurnnuepuam n 3.000 aeHapwu 3a CJ1T macnoTo.

XPpOHOJIOWKN [/1efaHo, 3a JiMUATa CO PETKM 60JIeCTM LITO KOpucTaT
MCXpaHa KaKo Jiek BO cBOeTO cekojaHeBne ®30OM 3anoyHa co BoBegy-
Batbe onpeaeneHun npoayktn ywte Bo 2007 roamMHa Kora 3a npBnaTt Ha
[Mo3nTMBHATa IMCTa Ha JIEKOBM Ha PELLENT ce BOBeayBa 6e3r/1yTEHCKOTO
6GpallHO M MJIEKO 3a JiMLaTa Co AujarHOCTULMPaHa Lennjakuja (anepruja
Ha ryTeH). Bo u3MuHaTMOT nepuog, of, cTpaHa Ha PoHAOT 3a 34paBCcTBe-
HO OCUTypyBar€e ce eBUAEHTMPaHU 247 nvua co AmjarHoCcTUMUMpaHa Le-
Nnjaknja, KoM ce XPOHUUYHN KOPUCHULIM Ha MPOAYKTOT 6e3 ryTeH (bpalu-
HO U MJ1EKO).

Bo ¢eBpyapm 2014 roanHa co nsmMeHaTa Ha [paBUIHMKOT no 6aparse Ha
OCUTYPEHU NIl CO peTKM 6osiecTu (Kako WwTo e PeHnn KeToHypujaTa u
Rett Syndrome), ®oHAOT 3a 34paBCTBEHO OCUTYpYyBaH€ BOBE/E 3a MPB-
naT HoBa rpyna Ha nomarana ,CynjeMeHTU 3a AUreCTUBHN 1N MeTaboHU
3ab6o/1yBatba“ Kora ce BOBeeHU

= 6e3r/lyTeHCKO BpallHo 3a iMua 3a6osieHn o Ret Syndrome,

=  BGecnpoTeMHCKO BpaLlHO 1 MIEKO 3a aiMua 3a6oseHn co de-
HUIKETOHYpUja, 3ab60/1yBakba Ha TUPO3MHCKMOT MeTabosn-
3aM - TUPO3MHEMUU, XUCTUANHCKMU M TPUNTOPAHCKN MeTa-
6onmn3am
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Bo nsMmnHaTUTE roamHu ycneaeme fa UMnaeMeHTMpame GyHKLMOHaAAHA
JIMHKWja 33 NOMOLL Ha MauUMeHTU U CeMejcTBa CO peTKU 6onecTn. Boobu-
YaeHO KOMYHMKauMjaTa oan npeky TenedoH, nmejn, dejcbyk-cTpaHuua,
dejcbyKk-rpyna, cocTaHoLM M OpraHmM3aLmja Ha cpedun Ha ceMejcTBa Kaae
WwTo 6p0ojoT Ha NauMeHTn of, eaHa 6onecT e noronem (Hag 5) na noTpe6-
HO e [a ce opraHu3upa cpenba Ha HaLWOHATHO HUBO.

Ha gHeBHa ocHoBa MMaMe rnoBeKke of, 2 TenedOoHCKM NMOBULM, HE CaMO
BO pabOTHM AEHOBM TYKY YeCTO M 3a BUKEHAM M npasHuum. [NoHeKoraw
MMaMe 1 6apatba 3a MOMOLL Ofi, MaLMEHTM LUTO HEe Ce COOYyBaaT CO PETKMU
60/1eCTM M BO TOj C/1yHaj ' NpeHacovyBamMe KOH COOZBETHN OpraHM3aLmm
LUTO MOXKEe Aa UM MOMOTrHaT UM KOH COOABETHU MHCTUTYLMW.

Co uen ga NoMorHeMme NoBeke, peasinsmMpaBMe KOMYHMKaLMja CO OpraHu-
3alMn 3a PeTKM 601ecTU o, permoHoT Kako Cpbuja, XpBaTcKa, LipHa lopa,
Byrapuja, CnoseHuja, bocHa n XepuerosmHa. CuTe eHTY3UjaCTUYKK CMe
HaCoYeHM yrnopHO Ja M noAApyKyBaMe M [la MM romarame cemejcteaTa
Co peTkn 6osiecTn. BoeiHO opraHM3npame 1 permoHaH1 KoHdEepeHLMN,
cocCTaHoUM, crofieslyBaMe Hajaobpu NpakTUKU U 3HaeHe, crnodesiyBaMe
KOHTaKTU 0f, 34paBCTBEHN NpodeCcnoHasILM, Ce COBETYBaME U ce noaap-
»KyBaMe Mefyce6Ho, co Lie1 Aa HanpaBMMe NoBeKe 3a CEMejcTBaTa LUTO ce
COO0YyBaaT CO PeTKM BONECTM.

NUHWJA 3A noMoLl
HA PETKW BONIECTH O

HELP LINE FOR
RARE DISEASES

Baparba 3a nomMoLl 1 nogapLIKa ce Haj4ecTo caefHuTe:

e [anu mojaTa 6osecT e peTKa uam yecta?

e Kape moxkam fa Hajaam uHbopmaumn? anm moxxe aa npe-
BefeTe MHbOpPMaL MM 32 MojaTa peTka bonecT?

e Jlanu noctou nek?
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e [lanun nekoT e pgocTtaneH n pedyHaupaH Bo CeBepHa Make-
AoHuja?

e Kako ga ce pernctpupam 3a ga gobujam nekosu?
e [lanu 3HaeTe HeKoj Apyr co MojaTa 6osiecT?

e [lanu MOyke @ Me MoBp3eTe CO APYrn CEMEJCTBA U NaLUeH-
™?

e [lanu 3HaeTe JieKapu LUTO MOXKe a3 MU ja objacHaT MojaTa
6onect?

e Kape pna 6apam gmjarHosa?

e Kou MHCTUTYuMM Tpeba Aa r'M KOHTAKTUpaM 3a Aa rm go-
6ujamM npaeaTa WITO MU C/ieayBaaT?

e Kako ga HanuuiaM NUcMo 0 UHCTUTYLMja?

e [lann MoXke Aa MM NOMOrHeTe CO AOKYMeHTauujaTa 3a 4a ja
noAgHecaM A0 UHCTUTYuUuja?

e Jlanu TpeTMaH CO MaTUYHM KNIETKU € KOpUCeH?

e [lanv MoXKe Ja HM NoMorHeTe Aa cobepeme JoHaLMM 3a fe-
KyBatbe?

e Koj e ogrosopeH Bo P30OM 3a peTku 6onectn?

e Koj e oarosopeH Bo MMHUCTEPCTBO 3a 34PaBCTBO 33 PETKU
6onectn?

e [lanu cneuymjanHaTa UcxpaHa e pedyHampaHa U Kako Aa pe-
dyHaMpam?

e Koj ognyyyBa ganu ke gobujam nek nam He?

e Konky ponro Tpeba ga yekaM 3a ga gobujam nek?

e [lanu KAMHMKaTa e oA4roBopHa 3a HabaBKa Ha MOjOT JieK?

e [lanu Mu cnepysa colmjasiHa MOMOLL MW HELUTO C/INYHO?

e [lann uMa KAMHUYKKU CTYAMM 32 MojaTa bosiecT?

e [lann Moxke Aa Mu o6jacHUTE KaKo ce peasiu3upa KAMHUYKA
CTyAMja M KaKo MOXKe [a Cce BKy4ymume?

HajyecTo naBamMe oAroesop BeAHall UM BO POK o, efiHa Heaena. AKo He
ycneeMe ga gobueme ofArosop, NpoaosKyBaMe CO pefoBHAa KOMYHUKa-
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LUMja goAeKa He ycreeMe ga CTUrHEMe A0 pelleHuja Ha npobsiemMuTe u
npeamsBMLIUTE CO KOW Ce COoYyBaaT cemMejcTBaTa Co peTKu 6onectu. 3a
[a MOMOrHeMe, 4YecTo NuLLyBamMe [0MMUCU U OpraHn3MpamMe COCTaHOLM CO
MHCTUTYLIMN N CEKAKO NPeKy MeanyMuTe ce obuaysaMe aa rnpusiedeme
BHMMaHME KOH NPo61eMOT M HErOBO 6P30 peLlaBakbe.

McTo TaKa, NpeKy /IMHKjaTa 3a NOMOLL yCreaBMe Aa NOMOrHeMe BO CO3-
[JaBarbe NMeT HOBWM OpraHu3aumm 3a peTku 6osectu. Kora opraHusmnpame
cobupu 3a ogpeneHa bonecT, objacHyBaMe AeKa e Aobpo aa ce dpopmu-
pa opraHu3aumja M NnomMaraMe Bo cobuparbe JOKYMeHTaLMja, NULLYBatbe
NPOEKTU, CobMparbe CpeAcTBa 3a aKkTUBHOCTM, JaBaMe NpUMEPU 3a Kako U
[0 KOro nuilyBamMe AOMNUCK A0 UHCTUTYLIMK, TU CroaeslyBaMe KOHTaKTU-
Te WTO 'M MMaMe, OpraHM3upame COCTaHOLM CO MHCTUTYLMU U CIIUYHO.
3acera NoMorHaBMme 3a [1a Ce co34aaaT opraHmsaumm 3a 6onect Ha Bun-
COH, TaslaceMuja, MycKy/iHa Auctpoduja, CriMHasHa MyCKy/IHa aTpoduja,
ny/IMOHa/IHA XUMNepPTeH3nja 1 34py>KEHME Ha rparaHn 3a NOMOLL Ha anua
co GAMN (PamunmanHa amumaongHa nosavHesponatuja. JonoaHUTENHO
rnomMaraBme 1 rnpu odopmMyBaHe Ha OpraHusaumja 3a MyJITUMNJT CKepo3a.

BoenHo rv nokaHyBame cuTe opraHM3aumm 3a peTku 601ecTu [a ce BKy-
yaT Bo HaumoHanHaTa afivjaHca 3a peTku 60/1ecTu, co Lesi 3aeHo Aa co-
paboTyBame cuTe 3a Nofo6ap KBAa/IMTET Ha XXMBOTOT Ha CEMEjCTBaTa LUTO
Ce Co0YyBaaT Co PeTKM 6oecTu.

[pyra akTUBHOCT € 1 rpynunparse Ha npobaemuTte 1 npeamnssnumte. Oa-
HOCHO, Kora r/iefjaMe JieKa, Ha NpuMMep, MMa MHory npobsieMun npujaBeHn
BO OJHOC Ha OpTOMeACKM NoMarana, rm cobmpame npobaemMuTe of, naum-
€HTUTE U 0f, OpraHM3aLMnTE U OpraHM3MpaMe COCTAaHOK CO COOJBETHA
MHCTUTYUM]ja (Bo oBOj ciydaj D3OM), co Uen aa Hajaeme pelleHue n aa
r'M HaAMUHEME NpPeau3BULINTE.

Hallie HajrosieMo AOCTUIHYBaHE € CEKAKO NOBP3yBatbeTO NaLMEHTU U ce-
MejcTBa. MIMaMe MHOry ycneLHW NMpUKasHU U MHOTY CPEKHM ceMejcTBa
rnopaau oBaa akTMBHOCT. Kora Ke nobuell peTka gujarHosa, He € JIeCHO
[a NPOAO/HKULL CO XKMBOTOT Kako rnopaHo. Ho, Kora ke 3anosHaell He-
KOj LLITO BEKE CO FOAMHU »KMBEE CO Taa AMjarHosa, paboTuTe ce MeHyBa-
aT 1 NnosiecHo ce npudaka amjarHo3aTa, ce pasMeHyBaaT MHbOpPMaLUK U
3HaeHe M CO 3a€AHUYKN CUJIU CE HAZIMUHYBaaT Npeau3BULMTE.

Ha kpajoT og 2018 rogunHa nobusme goHauuja og ®oHpaumjata ,Tpajue
MykaeTtos", ,AJIKAJTONO" AL, Ckonje, 3a Aa ja NpoAo/IXKMMe HallaTa pa-
60Ta npeky JInHujaTa 3a nomMoLu. YcneaBMme ga noTnmieMe MeMopaHayM
3a copaboTKa CO MCMXOJIOr, CO e a MOXKe Aa npakame naumeHTu u ce-
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MejcTBa Aa ja AobujaT NCcMXoI0LKaTa MOMOLL LITO UM e noTpebHa. Toa ro
HanpaBMBMeE CO MeMopaHAayM 3a copaboTtka co HEOKOPTEKC - BoaeH
of, MBaHa XaumBaHoBa. McTo Taka, 3a Aa ro nogobpume npuctanoT Ao
MHdOpMaLUKM 3a peTKN 6oaecTu, NOTNMLLIABME U MEMOPaHAYM 3a copa-
60TKa co 3apy>keHneTto XXMBOT op Cpbuja. Tue 3anoyHaa co nspaboTka
Ha Beb6-CTpaHMLa KaZie LTOo MMa MHbopMaL MK 3a peTKM 601ecTr Ha cpr-
CKM ja3uK U BO Koja ce BKJTydeHU 1 GopyMun 3a AUCKYCHja 3a NALLUEHTH, ce-
MejcTBa 1 3a 34 paBCTBeEHM paboTHUUM. Ha nctata Be6-cTpaHMLa HalLETo
3py’KeHne Ke gopane MHbopmaumm 3a peTK 601eCcTn Ha MakegoHCKM
ja3sMK M HaWIUTE NaLMEHTU M 34PaBCTBEHM PabOTHULM KE MOXKE Aa ' KO-
pucTtaT dopyMuTe 3a AMCKYCHja, CO LUTO Ke Ce 3roJIEMN HMBOTO Ha copa-
60TKa nomery apeTte 3eMju. OyekyBame aa ce npukayun un LipHa lopa u
ApYr1 3eMju of, PEFMOHOT.

Ha 0oBOj HauMH CMe CUrypHU AeKa ro 3rojieMyBamMe HMBOTO Ha MOMOLL
M noaAdpLIKa KOH ceMejcTBaTa LUTO Ce COOYyBaaT CO peTKM 60/1ecTn BO
CeBepHa MakegoHuja. NoHaTaMy o4yeKkyBamMe U rnorosiemMa copaboTka co
MWHUCTEPCTBOTO 3a TPYA U CouMjasiHa MOJIMTUKA 3a A3 CTaHeMe odu-
uMjasiHO gaBaTes Ha YCAyrn U ga ctaHeMe MHGO-LeHTap 3a peTKu bose-
ctu Bo CeBepHa MakenoHuja.
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NOAOUTHYBAHE HA JABHATA CBECT 3A
PETKWN BOJIECTU



JEH HA PETKW BOJIECTU

3ano4yHaBMe co oabenexxyBare Ha [leHOT Ha peTku 60s1ecTu ywTe BO
2012 roguHa. Ce 3apy>kMBMe co Apyru opraHmsaumm n og 2015 rogmHa
ce BKJIyYMBMe BO 0f6esieXKyBareTo Ha AeHOT co HaumoHanHaTa anvjaH-
ca 3a peTKu 6onecTu.

Cekoja roguHa ce obmaysame ga MMaMe noBeKke aKTMBHOCTU BO MoBeKe
rpagoBu, CO Lien Aa ja NogMrHeMe jaBHaTa M MHCTUTYLMOHA/IHATa CBECT.
HawmnTe yneHoBM ce TMe LUITO NOKPeHyBaaT MHULMjaTMBA 3a Ja ce opra-
HU3MPa oApeaeH HaCTaH BO HUBHOTO MECTO Ha YXMBEEHE, a 3[PYXKEHNETO
ja moaapyKyBa aKTMBHOCTA CO MCMpaKake NMPOMOTUBHU, €4yKAaTUBHU U
MHbOPMATMBHU MaTepujan.

Bo 2014 roamnHa nobueMe 1 noaapluka oA, conpyrata Ha ambacagopoT
Ha CALL Bo CeBepHa MakeaoHuja, r-ra Mepu Llo Bonepc. Bo 2015 1 2016
rogmHa ce NpuKJyyu co noaapLika v npeata gama Ha P. CeBepHa Makego-
HWja, r-ra Maja ViBaHoBa. KoH oa6esie)kyBarbeTO Ha AEHOT HU CE NPUKIY-
YMja U aMpekTopKaTa Ha [eTckaTa KAMHUKKA, r-fa Acnasuja CodujaHoBa,
notoa r. Momup X. lNoneHakoBuK 1 a-p dujaHa MNnawecka-KapaHduacka
Of, 044e/10T FEHETCKM MHXKEHEPUHT o4, MakelOHCKa aKaAeMuja 3a HayKu
M yMeTHocTU. Hn ce npuknay4um u r-ra Maja lMapHapuveBa-3MejkoBa Kako
aupekTop Ha ®30M, ce npukyymja NpeTcTaBHULUM of MUHUCTEPCTBO-
TO 32 34paBCTBO U 04, MWHUCTEPCTBOTO 3a TPYA U COLMjasIHA MOSIUTUKA.
KaKko WTo M3MMHYyBaa roauHUTe, Taka A00MBaBMe Cé noBeke noaapLuka
0J, UHCTUTYLMUTE U of, CTPyYHaTa jaBHOCT (34paBCTBEHM PAaBOTHULIM U
MCTPaKyBayu LUTO paboTaT Ha MNoJIeTO Ha PeTKN 601ecTu).

MHory cMe ropam Kako 3[py»XeHWe LITO ycrneaBMe Aa HarnpaBuMe UC-
Tpa)kyBarbe 3a peTKM 60/1eCTM BO COpaboTKa CO APYyrn opraHMsauum u
co ,CtyamopyM", koe ce cnposege Bo 2015 roanHa u oduumjanHo belue
npomMoBuMpaHo Ha [leHoT Ha peTku 6onectn Bo 2016 rogmHa. [leHec oBa
UCTpaKyBatbe € [0CTarnHO Ha HallaTa Beb6-CTpaHMLa Kade LITO MOoXKe
6ecnsiaTHO Aa ce CMMHe 3ae[HO CO APYyru 6poLuypu U MaTepujasim LWITO
6une n3paboTeHn BO TEKOT Ha HallaTa paboTa.
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[NocTep opn, oBa UcTparkyBarbe bellie Npe3eHTUpaH 1 Ha EBponckaTa KoH-
depeHumja 3a peTkn 6onectn Bo Maj 2016 rogmHa.

HaBucTuHaA cMe CpeKHM LITO ycneaBMe [a HacouYMMeE FroJIeEMO MeAUYMCKO
BHMMaHME KOH peTKnTe 60/1eCcTu U Toa NpuaoHece ga gobueme 1 BHUMa-

10 roauun XXUBOT CO MNMPEAU3BULN

HUe o, UHCTUTYLMUTE LUTO COOABET-
HO Tpeba Aa rm pewasaaT npobe-
MUTE U NMpeau3BULMTE Ha rparaHuTe
LUTO Ce COoYyBaaT CO PETKN 6OJIECTMH.
Ce HageBaMe JleKa HallMTe HaCTaHu
M MOHaTaMy Ke MpuaoHecyBaaT KOH
npudakare Ha peTkUTe 6os1eCTU BO
jaBHOCTa M AeKa MHCTUTYUMUTE Ke
NpoAoJ/iXKaT Aa copaboTyBaaT CoO Hac
3a ga 0b6e3begume nomobap Keaau-
TET Ha >XMBOT Ha JIYfeTO CO PETKMU
6onectn Bo CeBepHa MakenoHuja.



[eH Ha peTkn 6o0nectu, 2015, Cutn mon, Ckonje
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Bo 2016, 2017 n 2018 rogmHa ycneaBme fa opraHMsnpamMe 1 HacTaHu BO
BuTtona co nomouu Ha Xenap ueHTap oa butona, Bo MNpunen n Bo Oxpug,
CO MOMOLL Ha HaLLW Y/1eHOBM M copaboTHULUM (JacMuHKa XpucTtocka, fop-

paHa Jlonecka, Lipsen kpcT - Oxpua).

[eH Ha peTkn 6onectu, 2015 roamHa, MKLI, Ckonje
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[eH Ha peTkn 6onectn 2017, EY nudo-ueHTap, Ckonje

Tpkane3sHa Maca 3a peTkn pakosu, 28 oktomepu 2016, Ckonje, CeBepHa
MakepoHuja, co nomow Ha Cpbuja n Ha bocHa 1 XepueroBmHa u 3gpyxe-
HMeTo 3a 6opba NpoTme pak - BOPKA og CeBepHa MakeaoHuja

AARRIAHEA Hk
TLALIRAE D K
LR ITRETT L)
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[eH Ha peTkn 6onectn, 2018, Ckonje, EY nHdpo-ueHTap

MOCEBHA BJIATOOAPHOCT OO HALUMOT HAJAKTMBEH YNEH -
FOPOAHA NOJIECKA O, OXPN[,

Bo oBue geceT roanHmn paboTa, cakame nocebHo aa ce 3abnarogapume Ha
€HTY3Mja3MOT, YNOpHOCTa U xpabpocTa Ha lopaaHa Jlonecka og Oxpua,
Majka Ha geTe co AAMNOpT CMHAPOM. M Ha HaUMOHaJIHO M Ha UHTEpHa-
LLMOHA/IHO HMBO C€ BKJIy4YM BO aKTMBHOCTM M camMaTa MHULUMpALLE MHOTrY
aKTMBHOCTM 3a MNOAMUIHYBaHbEe Ha jaBHaTa M MHCTUTYLMOHAa/IHATa CBECT 3a
peTKn 601ecTn 1 yliTe NoBeKe KOH eayKaumja U MHbopMmpatrbe 3a peT-
Kn 6onectu. [lo Hej3MHaTa u3jaBa, caeayBaaT e Of HACTaHUTE LWITO '
OopraHmMsmpalle 1 KoM ja NpaBaT oBaa Majka HeBepojaTHa. Cekoja opraHu-
3aumja MMa noTpeba o, s1yre Kako OBaa »KeHa.

»,MojaTa np1KasHa 3ano4yHyBa npen, 4 rogmMHu Kora coctojbaTa Ha
MOeTO JleTe A06M AujarHosa, peTka 60/1ecT - AJINOPT CUHAPOM.
M opepHaw LLIOK - peTka 6onecT 3a Koja HeMa nek! Cnenysaa
Tellka genpecuja, o4aj 1 Tara. [o nocnyllaB COBETOT Ha Npood.
O-p Tacuk n Ha npod. A-p KyaMaHOBCKa U C& NoBeKe ce BKyYy-
BaB BO rpynu 3a noAjapLika Ha peTkute 60/1eCTU U TaMy 3amnos-
HaB HaBUCTWHA PETKM BOPLIY, KOM MU O NMoKaykaa NnaToT [0 BO-
JIOHTEPCTBOTO M aKTMBM3MOT. Bo eHa oA, Tve rpynu ja 3ano3HaB
n BecHa AneKkcoBcKa, »KeHaTa LWTo 6ellle Moja NpBa NoaapLLKa,
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0/l KOja Hay4MB MHOTY 3a PeTKUTe 60/1eCTH, 3a NOAUTHYBaHE Ha
jaBHaTa CBECT, 3a OpraHu3uparbe HacTaHM 3a NoAJpLilKa Ha ce-
MejcTBaTa... OBaa XeHa e AeHec Moja npujaTtesika 1 Moj BeTep BO
rp6! MojaTa, HawaTa 6opba, He NpecTaHyBa... NPOAC/HKYBaMe
noHaTaMy CoO MUC/a AeKa 6apeM MaJiKy Ke ycrneeMe Aa ro npo-
MeHMMe CBETOT 3a /IMLATa M 32 CeMejCTBaTa co PeTKu 6onectu.”

W3jasa Ha TopdaHa Jlonecka, uneH u akmusucm Ha
JKWUBOT CO MNPEAN3BULIN
MOLUTEHCKA MAPKA 3A PETKN BOJIECTU

Bo 2015 roauHa, loppaaHa Jlonecka, Koja e BpaboTeHa Bo MakeaoHCKa
nowTa Bo Oxpua, 3anovHa MHULMjaTMBa 3a Kpenparse NMoLUTEHCKa MapKa
3a peTKU 60JIeCTU, KaKO aKTUBHOCT 3a MOAMIHYBak€e Ha jaBHaTa CBECT.
OBaa mMHWMUMjaTMBa Gelle noaAp»aHa of, 34pPaBCTBEHM PaAbOTHULM Of,
CeBepHa MakeaoHMja, KoM nNpaTuja 1 NMCMO Ha NoaapLika A0 AUPEKTO-
poT Ha dunaTtenuja r. Enes Enesn. Ha uHTepHeT yBUIOBME AeKa BaKBa
noLuTeHCKa MapKa HeMa Jiocera U3aZleHo 1 e NpBa of, BakoB BMA,. Mapka
3a JeuaTta co peTKM 60s1eCTH, KaKo CBETCKO A0CTUrHyBame of, CeBepHa
MakenoHuja.

Bo 2016 roanHa nowiTaTta ja npudaTu MHMUMjaTUBATA U MapKaTa belue
npomosupaHa Bo oktoMepu 2017 roamnHa, nog umeTto Leua co peTku 60-
nectn. Op 2019 rogmHa Bo HapeaHWUTE MeT roAMHU Ke ce objaByBa Mno
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€4Ha NoWTEHCKa MapKa CO pa3/indHa peTKa 6onect co Luesi noaurHyBame
Ha jaBHaTa CBECT 3a PETKUTE 6onectun.

Fe ey e s e e e e e e e e e W e W W W a

REPUBLIKA
MAKEDONIJA

€ Rare Disease Day

LIS MMLEd 02 v
e

[opan cMme Ha TopaaHa, Koja eHTYy3MjaCcTUYKM ja MoHece OBaa Mjeja KOH
peanusaumja. Victo Taka, 6,1arogapHM CMe Ha reHepasIHMOT AMPEKTOP Ha
nowTaTta, r. Paguc Peyienn, Ha AnMpeKkTopoT Ha dunatenuja r. Enes Enesu,
Ha AMpeKkTopoT Ha duamjanata Bo Oxpua Cejdyna XaHM 1 Ha COBETOT Ha
dunaTenmja Bo nowtaTa, 4Ymj npetcepaten e r-ra Bacunescka Comba.

Bo jyHn, 2019 rogmHa ce nspane mMapka nocBeTeHa Ha peTka bonect -
AnnopT CuHgpom.

W

Frifes insars desiemy | Fucrare b r e assgr s | fne s e e e,
R B e L | e L e T

:I - - ...
FEMUET WE SEMUNDIE TE RRALLA - ALPORT SYNDROME W
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3HaMeTo Ha peTku 6onecTu nog Boga 3a Hoea roguHa, gekemepun 2016 n
2017, Oxpua, CeBepHa MakeaoHuja

MckavyBakbe Ha HajBMCOKMOT BpB BO 3anagHa Espona, Mon Baan, ®pan-
unja

36 10 roauun XXUBOT CO MNMPEAU3BULN



PeTkn 6onectu Ha ,Oxpua TpyaT', jyHm 2017
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MuHucTepoT 3a duHaHcuu r. lparaH TeBAOBCKM y4eCcTByBalLLle Ha Mapa-
TOHOT NOAAPXKYBajKU M PeTKUTE 60/1eCTH
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NOCEBHA BJIATOOAPHOCT OO
YJIEHOBU N AKTUBUNCTUN HA
XUBOT CO MNMPEAN3BULIN



Oparad JUMUTPUJOCKK, YIEH U aKTUBUCT

[paraH e eneH o NpBUTE KOj Ce NMPUKYUM KOH 34pyrKeHmeTo. Kako TaT-
KO Ha geTe co PeHUIKETOHYpUja, beLle eaeH of, NPBUTE KOj U3ese BO
jaBHOCT na 360pyBa 3a peTkaTa 60/1eCT M 3a TELUKOTMMTE LLITO Taa r'M HOCK
co cebe.

3aegHo ycneaBMe [na MOCTUrHeMe pedyHAaumja Ha cneumjanHaTta
6ecnpoTenHCKa MCXpaHa U1 npenapaTy 3a peHuAKeToHypuja Bo 2014 ro-
anHa npeky ®30M (ocBeH 3a GpeHUNKETOHYpWja, yCcreaBMe U 38 MHOTY
Apyru 6oecTtu 3a Kou e notpebHa cneumjasiHa ncxpaxa). Bo 2015 rogmHa
ce 3ano4Ha co HabaeKa 1 Ha nekoT ,KyBaH", Koj e 3a peHUIKETOHYpUja.

[pynata Ha cemejcTBa co oBaa 60necT ce BO KOMyHMKaUMja U ce Moa-
Ap>KyBaaT Mery cebe 3a nogobap n noseceH »MBoT. [dparaH 3amMmHa co
cBoeTo ceMejcTBO Bo LLIBeacka, Ho HeMa aa 6uae 3abopaBeH Bo CeBepHa
MakefnoHuja, 3aToa LITO ycrnea fia HarnpaBu MHOrY 3a Jla MMaaT nogobap
YKUBOT [APYruTe naunueHTu.

Wsjasa ApazaH: Muso Mu e wmo He cMe 3abopaseHu, Uako He cMe
seke 80 CesepHa MakedoHuja. VichonHem cym co Hadexc 3amoa
wmo 30pyxceHUemo ywme pabomu u UM NoMaza HA hayueHmume
co pemku bosnecmu. baazodapeH cym wmo cymM 0en 00 30pynceHue-
mo 6udejku hopaHo pemkume 6osecmu 6ea maby-mema u cume
epamu 6ed 3ameopeHU 3a 08ad Kamezopuja pdHausu nauueHmu.
Jlobusarbemo ek bewe HayyHa paHmacmuka. [leHec pabomume
ce NOUHAakeu U o0ume Ha ho0obpo.

Bnayke ApcoB, TaTKo Ha geTe co AnaXkua CUHAPOM U YneH/aKTUBUCT

Bnayke e egeH o, NpBUTE POAMTE/IN LUTO CE NPUKJTYYM KOH HALLETO 34pY-
»XeHune 3aegHo co [paraH. Toj cekorall akTMBHO Y4Y4eCTBYBa Ha HalumTe
HaCTaHW, ANCKYCUKM U cocTaHoum. [Mopagm HerosaTa npodecuja kako du-
3MOTepaneBT, TOj UCTO TaKa MOKaXka MHTepeC KOH edykKauuja 3a ¢pusmo-
Tepanuja 3a peTkM 60s1ecTu. YCrnewHo opraHu3mpalle HacTaHu 3a ¢usmu-
oTepanuja Kaj naumeHTn co umnctudHa epubposa. Ce HageBame Oeka BO
MAHWHA Ke ce eayuMpaaT rnoBeke GM3MOTepPaneBTU 3a Pas/IMYHU PETKU
6osecTu - cneundurUyHoO 3a HEBPOMYCKY/THUTE 6O1ECTU Kae LLUTO BEXKOU-
Te ce 4OCTa BaXKeH AeJs1 oA, TepanujaTa 3a Nogo6ap KBaJIMTET Ha >KUBOT.
Toj npopo/KyBa Aa buae akTUBEH M BO 34pY>KEHMETO M BO A/iMjaHcaTa
3a peTku 60s1eCcTn 1 e npeTceaatenl Ha MakegoHckaTa acoumjaumja 3a
dun3mnoTepanesTu.
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Jocndp MuieBcKkum, naLmMeHT Co MXTMO3a U Y1eH/aKTUBUCT

Cakame ga My ce 3abnarogapume Ha Jocud, Koj BegHaLl LUTOM Ce MPUKIY-
4YM KOH HallaTa opraHuMsauMja, cTaHa MHOTry akTuBeH. [pucycTByBalle Ha
HaCTaHW, NoMaralle BO OpraHu3aLmja Ha akTUBHOCTU M COCTaHOLLM CO UH-
CTUTYLMM, 3ar0o4Ha copaboTka co MMHUCTEPCTBOTO 3a TPYA, U COLMjaiHa
nonnTuka. Toj opraHusmpalle MHOry HacTaHu Bo focTueap (eyKaTMBHM,
MHOPMATUBHM M 3a NOAMIHYBakE Ha jaBHaTa cBecT). MicTo Taka, Jocud
aKTMBHO M MOAAPXKYBa CUTE aKTUBHOCTM OfI OpraHM3aumum WTo paboTtaT
Ha NOAMrHyBaHEe Ha CBECTa 3a /imuaTa co nocebHM NnoTpebu.

Bnaropgapume Ha ceTa nogapLiKa U MHcnMpaumja wto Jocmd ja gaea. e-
Hec Toj e BpaboTeH BO MWHUCTEPCTBOTO 3a 3[PaBCTBO BO CEKTOPOT 3a
dapmauymja. CpekHM CMe LITO ro MMaMe KaKo Halll YJIeH U My NnocaKyBamMe
yLITE MHOTY yCnecu BO UAHMHA.

W3jasa Jocudp: nasHuom momue 0a cmaHam usaeH/akmusucm, 0a
ce npuKkayyam KoH cemejcmeomo YKMBOT CO TMPEAN3BULINS
bewe Mojama pemka 6osecm, co Koja CeKojOHes8HO Jcuseam U CyM
npujames omkako 3Ham 3a cebe. [1o 3aspwysarbemo Ha cmyouume,
umas 0080s1HO NPUYUHU 0d Ce NOCBEMAM KOH HeWmo HO80 80 Moe-
Mo cekojoHesue, HeWmo Wmo Ke Mu 0aoe Momue 0a npoooawam
noHamamy 2padejku ce cebecu 80 CU/IHA U NO3UMUBHA /AUYHOCM.
JKusomom mu bewie MOHOMOH, MPAakom 20 npeossiadyeduie Moemo
ceKojOHesuUe, HO Cenak Ha Kpajom 00 myHesiom KAKo ceemos 3paK
ce hojasu mokmy ,YKMBOT CO MPEAN3BULIN“ Omkako ja ysu-
0os 2n1aeHamMa uen u udeja Ha camomo 30pyiceHue, ce NPoHajoos
cebecu 80 Hezo, buOejKu omcekozaw Mojama eusuja bewe paHama
dujazHo3a, HaspeMeHa mepanuja U MOHUMOPUH20M, HO U HaOMu-
Hy8arbemo Ha cmuzMamusayujama 6o onwmecmeomo Kako u ouc-
KpuMUHayujama, Koja 8o Haj2osemMu 003U ja UMas houyyecmeysaHo
Ha concmeeHa Koxca. 3a Kpaj, cakam 0a cnodesam 0eka Mojom Hcu-
eom nocne ,)KVBOT CO IMPEAN3BULIN® cmaHa noakmueeH, Mou-
me pasmMucsy8area No3UMueHU, Moume nozsaeou NOWUPOKU, eOHOC-
MAeHO CMaHas fAUYHoCcm co bopbeH Oyx!

Kupe CasgoBcku, naumeHT co pemphigus vulgaris, 4ieH/akTMBUCT

Kupe HU ce nMpuKayYn Bo 3APY>KEHUETO YLUTE BO CaMUTE MOYeToLUMU, U
MaKo He MOyKelle ceKorall [a MpUCYCcTBYBa Ha HacTaHW wau ga buge
NPEeMHOry MHBOJIBUPaH BO aKTUBHOCTUTE, Cemnak ceKoratl 6elle Tyka Aa
Hanuwe y6aB 360p, Aa gage MOTUBaLLMja U MHCNMpaLLMja.

Hwkoj of, Hac He ro 3abopaBa HeroBoTo MoTo - bonecTa ja npudaTus, HO
nopasoT He! Cute cMe 6opuu, cuTe cMe 3aefHo. T bnarogapume, Knpe,
3a MHCMMpaumjaTa 1 3a noagpLikaTa.
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W3jaea Kupe: Cakam 0a ee ho30pasam u 0a ja UCKaicam mojama no-
yum KoH HeguOeHama 6op6a u hoxcpmeysaHocm. bu cakas 0a Hema
nompe6a 00 30pyxiceHuja u cume ayze 0a ce ucusu u 30pasu. Ho,
JCUB0MOM € NOsIH CO hpedu3suuu U 3amod e U ohopMeHO 30pyice-
Huemo XXWNBOT CO NPEAN3BULIN, a jac kako u cekozaw moxce 0a
Kamcam eOHO CKPOMHO, HO 00 CpUe KamcaHo - 20/a1emMo 6/1a200apam
0o BecHa wmo 00 noyemokom ce cnpasyea co MUsauoH nhpobsaemu
U npedussuyu, bopejku ce 3a co30dsarve ycs08U 3d NOK8AsUMem-
HO Mcuseerbe Ha ceKoja eOUHKA, hayueHm, Koj ce coouyea Cco HeKoja
pemka 6osnecm. Cekozaw 0a 0asame hoOOpWKaA 3a N030paso ympe.

BeHeTa JaHKoOBa, NaumneHT/4neH/aKTUBUCT

BeHeTa 6elle 1 ceé ywwTe e IMYHOCTA LUTO MMaLLe HajMHOTY MHpOpMaLLMK
3a 6os1ecTa MMjacTeHuWja rpaBuc. Kako maumeHT, HO U KaKo MeAMLMHCKO
SMue Taa ycnea fa cobepe MHOTY MHGOPMaLUKM U 0f, IMYHO UCKYCTBO U
He ce Nallelle Aa ro CnoAem ceTo Toa co ApyruTe naumeHTn. Cekorall
€ JlocTanHa Kora e noTpebHa 3a Aa MM 06jacHM Ha ceMejcTBaTa CO LUTO U
Kako Ke Tpeba fia ce coo4vaT BO MAHMHA. BeHeTa nomaratue n co MHdop-
MaLMn 1 3a Apyrn 601ecTn U NpobsieMu LITO Ce MojaByBaa CO TEKOT Ha
roaguHuTe. bnarogapvme WTO ocTaHa NO3UTUBHA U €HEPrMYHa M MOKPaj
cuTe 3[paBCTBEHM NPOBAEMMN.

M3zjaBa: NomoluTa o4 CTPyYHO AnLE M MOpasiHa U MCUXO/IOLLIKA
noAApLIKa ce HEOMXOAHU U Of, FO/IEMO 3HaYEHE Kaj NaLneHTu-
Te LWITO Ce COo0YyBaaT CO HELITO HOBO M Heno3HaTo. Of ronemo
3Hauere e npeo MHdopMalujaTa 3a 60s1ecTa ywTe o4 CaMUOT
MoYeTOK, 3a Pa3BOjOT, 38 MOXHUTE PUSULLIM U KOMIJIMKALLIUK, 33
KpM3UTe LLITO MOyKe Aa HacTaHaT. Ho, of, ronema BaykHOCT e Aa
HayuMMe Kako [a ce cripaBume co ceTo Toa. OHa wWTo e noTpe6-
HO e BO Taa rojieMa C/iMKa [ia 3HaaT NauueHTUTe Aeka ce noj-
Op>KaHK, oxpabpeHu, 1 Aa ce coo4aT U [a ja nperpHaT 60/1ecTa,
KOja He I'v NpaBu pasINYHK TYKy 60pLm 1 NpuMep 3a XpabpocT
u ynopHocT. CnogenyBarbeTo Ha 60/1ecTa Urpa KJydHa ysiora Bo
rnomararbeTo e[lHM KOH Apyru, Cnoae/lyBatbeTo UCKYCTBa NomMa-
ra 3a ja ce oam Hanpeg KoH uaHuHata. Cekoj npeamssuK Tpeba
Oa ce npudaTu 1 fa ce YeKopU Hanpes, co ropAo KpeHaTa I/1aBa,
[OJeKa LBPCTO ce Ap>Kume Mefy cebe 3a pale.

Jennua BenkoBcka, poautes/yneH/akTMBUCT

Co deHunua npenat ce 3ano3HaBMe Bo 2013 roauHa Kora ce nojaBu Ha
HacTaH Ha [leHoT Ha peTku 6osiecTu. EHepriyHo cTaHa npep, cuTe 1 peye
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[JeKa HeEMa MoYnUT HUTY JoBepba KOH HUTY eQHO 34pPYrKEHME 3aToa LUTO
cuTe pocera ja pasodapase. [NoToa cegHaBMe M 3aefHO pasroBapaBMe
3a NpobaeMmnTe CO KOM Ce COOoYyBallle M 3a pelleHujaTa LWTo M3raesaa
HeMOXXHU. HejsnHoTo aeTe JaHe 6oneayBa o CrMHa/IHA MYCKYJIHA aT-
poduja. Toraw Hemalle fek, a TELIKO ce goaralle U 4o NoTpebHUTe no-
Marasia, Ko MoXea Jia My ro nogobpaTt KBa/IMTETOT Ha »kuBoT. OTToraw
HaTaMy no4YHaBMe ga copaboTyBaMe 1 [leHuua ycrnea Ja OCHOBa U 34py-
»keHune 3a CMA 1 3aegHo ce 6opeBMe 3a JIEKOT LUTO Gelle oa00peH oA
EBpona u Amepuka ga 6uae goctaneH Bo CeBepHa MakeaoHMja. 3aeHO
HacTanyeaMe u npeg, P30M un Apyru UHCTUTYLUMM, 3aTOa LUTO 3HaemMe
[AeKa 3aeHO cMe NocuaHKu. Bu 6harogapume [eHnua 1 JaHe LITO CTaHaB-
Te gen on XKMBOT CO MPEON3BULN, 3a ga rm HagpMMHYyBame 3aefHO
npeau3BMLUMTE NpPes Hac.

Jannena Mupuecka, pogurtes/yneH/akTMBmCT

LaHnena ce NpuKIyYM KOH 34pY>KEHMETO COOYYBajKM ce co peTkaTa 60-
NEeCT jyBeHW/IEH AepMaTOMMO3UTUC, Of, Koja belle norogeHa Hej3uHa-
Ta KepKa. [lBeTe ce npeKpacHW JIMYHOCTU, KOM aKTMBHO Ce BKJyYMja BO
NoAUrHyBakbe Ha jaBHaTa CBECT, BO Gaparbe noaobap »KMBOT, 3a NoBeke
npaea Ha JiMLaTa co PeTKN 6oaecTu. 3apaam BakBM Jyfe CBETOT CTaHyBa
noy6aso MecTo. [JaHunena 6elue BKy4eHa 1 BO PecypcHMOT LieHTap U BO
OPYTY 34pYyr>KEHW]a M aKTUBHOCTM LUTO Ce 3acTaryBaaT 3a NpaBaTa Ha fe-
LLaTa co peTkM 601ecTn N NocebHM NoTpedbu.

BunjaHa MaBnecka, naumMeHT/YneH/akTUBUCT

BunjaHa ce cooumn He co egHa TYKY CO NoBeKe peTKM 6os1ecTu. 3anoyHa co
Yypr LLTpayc, ce nojasu 1 $MBPO3HO TKMBO M aBTOMMYHa 60J1ECT... YEKOP
no Yekop ce penat npobsemu n npeamssmum. Cekorall Haora Bpeme aa
ce jaBu, Ala MoOpasroBapa, Aa Kaxke LTO € HOBO, LUTO oAM Hanpes, WTO Ha-
3af, paboTu WITO MM NoMaraaTt U Ha ApYyrn naumeHTn, MHdopmMauum LWTo
MM ce NoTpebHM 1 Ha apyru. brarogapHu cMe WITO e Aen of, CEMejCTBOTO
Ha peTKMTe U LITO CeKorall Haora BpeMe Aa A0j4e Ha HacTaHM U [a Kayxke
y6aB 360p, fAa nogaze paka M HaCMeBKa.

He6ojwa n KatepuHa MeTpeBcku, poantenn/4yieHoBU/aKTUBUCTH

OBa npeKpacHO CeMEjCTBO Ce MPUKJIyYM KOH 34pYy>KEHNETO Gopejku ce
3a CBOETO JleTe, KOoe Ce CoOoYYyBa COo enmaepmosin3Ha bynoca. PeTkata 60-
NeCT M1 HarnpaBu NocebHM U ja UMaBMe CcpeKaTa Aa CTaHaT e/l 04, HaleTo
peTKo cemMejcTBO. [M noaapyKyBaaT CUTE HAaCTaHWU, aKkTUBHO 360pyBaaT BO
jaBHOCT NMOAMrHYBajKKM ja CcBeCTa 3a OBaa peTka 60s1ecT U A0MNoJIHUTEN-
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HO ce BKJlyyuja Bo poTorpadumparbe U JOKYMEHTUPAHE Ha Pa3/IMYHUTE
HaCTaHW LUTO KaKo 3[pYyKeHWe M opraHusmpame. 3aefaHo co Jocmd Bo
[ocTMBap, HEKOJIKY TOAMHM MO pej, opraHM3MpaaT M HacTaH 3a [leHoT
Ha peTKu 6oaecTu, Co e Aa ja NOAMIHAT CBEeCTA Ha rpafaHuTe 1 fa rm
NMOTTUKHAT Aa Npy»kaT NoMoLl 1 NoajapLiKka 3a oBMe sivua. brarogapmume
Ha MPOKAM cTyauo Bo concTBeHOCT Ha Hebojwa wTo HM nomara ga 6um-
AemMe BUIAINBMU.

BukTopuja MeHoBa, naumeHT/41eH/akTUBUCT

BukTopuja € efieH of, NpBUTE YEHOBU BO HalleTo 3a4py»KeHue. Coouy-
BajKku ce co gocTa peTka 6os1ect POI, of Koja ce ckameHyBaaT MYCKY/n-
Te BO KOCKM, Taa CeKorall Haoralle Ha4yMH Aa A0j4e Ha HacTaHW U Aa oap-
KM TOBOP 3a Aa 'M MHCMMpUpa U MOTUBMpA ApyruTe naumeHTu. Cekoralu
ja ocTaBa ny6/MKaTa CO Haco/13eHM 04X U Barof4apHN CMe LITO € Aen of,
HalLLIeTO CeMejCTBO.

W3jasa Bukmopuja: Coouysarbemo co pemka 60s1ecm e eOHO 00 Haj-
meuwiKume Hewma wmo mMoxce 0d UM ce C/y4Yu Ha eOHd AIUYHOCM U
e0Ho ceMejcmeo. Bo ueauom moj npouec,cnoped MeHe e HajeamcHo
0a umaw nodopuwiKa o0 cemejcmeomo u 00 syZemo oKosy mebe.
MeHe mMu bewe nompebHO MHo2y 007120 epeme 04 ja npugpamam
Mojama pemka 60s1ecm Kako 0es 00 MeHe,0e(hUHUMUBHO OHA WMo
MU NOMO2HA MHO2Y € mod WMo paszo8apas co AuUd Wmo ja umaam
ucmama pemka 6osecm Kako U jac. Paszogopume mu nomazaa 0a
pasbepam Oeka He cyM eOUHCMEeHa U maka 006usas MHoO2y hogeke
cusaa u Haoedxc Oeka cé Ke 6ude 80 ped. 3a cpeka, umas U WaHca
/IUY4HO Oa ce 3aN03HAAM CO Yemupu /UYa CO Kou ja 0esnam pemkama
60s1eCM, @ YyBCMBOMO e HasUCMUHA Heuckaxcauso. Co ynopHocm u
Jcenba jac ycneas 0a 3aepwiam cpedHo yyuauwme, a cezda CyM emo-
pa 200uHa Ha ¢hakynmem. Jac cym 2opda Ha camama cebe 3a Moume
00Cez2awHU ychecu U CyM npecpekHa Wwmo UMAam mosKy NPeKpdacHo
ceMejcmeo, Koe cekozaw e myKa 3a MeHe U 6ecKpajHo Me no00pxcy-
80 680 C€ WMo npasam.

MBaHa, naumeHT/yneH/akTuBmUCT

MBaHa ce MpuK/Yy4M KOH 3[pY>KEHMETO Mopaju Toa LUTO Ce CO0YU CO
peTkaTa 60siecT enugepMonucuc 6ysoca. Toa He ja cripeun Aa goara Ha
HacTaHu, [a ce NoBP3yBa PErvMOHaIHO MU UHTEPHALIMOHAIHO CO APYrU CO
oBaa 60/1ecT 1 aa 6apa HauMHM Aa ce yHanpeamn KBaIMTETOT Ha XXMBOTOT
Ha oBue naumeHTU. bnarogapeHve Ha Hej3sMHaTa YNOPHOCT, AeHec nauu-
eHTUTe co oBaa 60/1eCT MMaaT MOXKHOCT A3 pedyHAMpaaT cpeacTsa 3a
IeneHKK, Kon UM ce NoTpebHU 3a Aa MMaaT MOHOPMAasIeH YKMBOT.
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W3jasa: Cekoja 6bonecm He e 6os1ecm Koza uma coodsemHa mepa-
nuja. Hemaremo MoxmcHocm 0a cu ja 00380aUMe mepanujama e
ywime nomeuwko 00 camama 6osecm. Cume Hepgo3u Wimo 2u NoMu-
Hysame nopadu moda Kako 0a 0ojoeme 00 mepanuja, HU wmemam
ywme noseke 00 camama 6osecm. Pemkume 6os1ecmu He cakam
0a z2u sukam bosecmu, myky cocmojéu. [looeka yosek ce 08UNCU,
006po e, He e bosieH. Kako wmo Hekoj uMma npobaem co audom usau
co cayxom, Hema 0a kaxceMe Oeka e 60/1eH, maka U jac Mucsaam 3a
Mojama cocmojba Oeka He e bosecm. Vimam npobsem co Koxcama
nopadu enudepMou3Hama 6ysocd, HO Co seneHKUme jac Mowcam
0a cyM HOpMAsHa, Kako opyau co mepanujama. [Jobpo e wmo uma-
Me MoMcHoCcmu 0d ce cpekasaMe U 0a pa3zzosapame me2y cebe Hue
pemkume 3a 0a Moxce 3ae0Ho 0a 2u bapame Hawume npaea.

MeTap bypHas, nauuneHT/yneH

Bo oea 30pyxiceHue ce 8Kayyus co zosnema wcenba 0a nNpuooHe-
€cam co Moemo 00/120200UWIHO UCKYCMB0 80 He8/aduHUOm cekmop,
a 80e0HO U cebecu 0d CU NOMO2HAM 3HdejKU 2u eauiume KOHMakmu
HU3 yeauom ceem. Ywime nped 35 200uHU Mu omkpuja 0eka bone-
odyeam 00 Knunen TpeHaHej cuHOpoM, a 80 nocsaedHuUme 4 200UHU
30pascmeeHama cocmojba Mu ce 8s10ulyed Cé No8eKe U NoBeKe, 80
2016 200uHa 00 Hozama budejku UMam 0/1a60KA 8eHCKA MpPom6bo-
3a, 0obus nynMoHasnHa mpomboembonuja, ce nekysas o ,duaun
Bmopu“ u ceza co cuHOpomM NOO KOHMPO/A ja KOHMPOAUPAM, Me2y-
moa uyscmeysam Oeka 30pasjemo mMe Hanywma. Beke 4 Hedenu
UMAaM Heu3opxicausu 60sKU 80 ‘pbemom u Ha 0ecHomo pamo, ce
naawam Oeka bosecma npozpecupa. [lpemcedamen cym Ha Heena-
OUHA op2aHuU3ayuja 3a NOMoOW HA UHBAAUOU U CaAMOXpaHu podume-
nu ,30pasje u pecnekm®, a epabomeH cym pedosHo 60 [picasHuom
UHChekmopam 3a 3emjodescmeo. Mucnam deka 6u MU nomozHasne
€O cyzecmuu u npedno3u. MHozy cakam 0a cym no0 KOHmMpoa Ha
HeKoj niekap u 0a me 800U hpasusaHo. baazodapeH cym Ha moa wimo
CYM usieH Ha eauiemo 30pyiceHue.

Mapuja JumMoBcKa, BOJIOHTeP/CcOpaboTHUK/ YsieH

BknyyeHa cym Bo pabotata Ha XXMUBOT CO TMPEOAN3BULNA
yuwiTe o, caMMoT no4veToK. HaBUCTMHA e npeKkpacHo Y4yBCTBOTO
[a BUAULL KaKo eqHO 34pYy>KeHMe pacTe U MM NoMara Ha TOJIKY
MHory nyre. OBa 34py>KeHne CTaHa efleH Of, [/TaBHUTe HOCUTe-
IV 3a NOAUrHYBak-€ Ha jaBHaTa CBECT 3a peTKUTe 60/1eCTU, HO U
3a Apyru npo61eMn Bo 34paBCTBEHATA M COLMja/IHATa FPUXKa Ha
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rparaHuTe Ha CeBepHa MakegoHuja. Co XyMaHMOT U XOJIUCTUN-
KW MpucTan, oBa 3[ipy>KEHMNE e CBeT/1a SBe3/a Koja ro NnoKaxkyBa
naToT Ha MHOry MaLUMEHTM U CEMEJCTBA KOM »KMBEAT CO peTKa
6onecrT.

Ama bocunkoBa - AHTOBCKA, NauyeHT/copaboTHUK/aKTUBMCT/ BuncoH
MakenoHuja

Co 200UHU omKako ja 0obus OujazHo3ama BuscoHosa 6osecm mu-
cniee 0eKka HemMa co Kozo 0a 2u cnodesam zpuxcume U npobsemume
CO Kou ce coouyeas (U ceywime ce coouysam) - ce 00 hpeuom cobup
3a hayueHmu co BuscoH Koj 20 opzaHusupawe mokmy XXVUIBOT CO
MPEAV3BULIN. Mucnes Oeka cym cama, a 00edHaw 0obus ywme
e0HO ceMejcmeo co Koe 00 mozawl 3ae0HO 2uU cosnadysame 3aed-
HUYKUMe npenpeku u cekojoHesHUmMe npobsemu. Co nodopwkama
00 YKNBOT CO IMNPEAN3BULIN u coeemume Kou HecebuyHo 2u 0o-
busasme, 8o 2014 ja Hanpasusme 08aa 2paZaHcka opzaHu3auyuja
Koja 3a HeKosIKy 200UHU ycned 0d Hanpdeu MHO2y 3a nayueHmume
co BuncoHosa 6onecm eo CesepHa MakeOdoHuja - 0obusme mepa-
nuja Koja co HUKozaw hpemxoOHO He belle 0ocmanHa 8o 3emjama,
obe3bedusMe zeHemcKU U 1abOpAMopucKu uchumyedrba 3a ouja-
2HO3a U pedo6HA KOHMPOAA Ha 6osecma, edyuupdasme MHo2y OOK-
mopu 3a 08ad pemka 60secm, U HECOMHeHO ja noOuzHaseMe ceecma
3a hpedussuuyume Co Kou ogue ceMejcmea ce coouysaam. Hus cume
osue 200uHu, XMBOT CO IMNMPEAN3BUNLIN umawe 20nema ynoza 6o
No00pwKama Ha Hawama paboma u Hawume 3de0HUYKU 3a1az2dkba.
3ae0HuUYKU ja hpodomicysame bopbama 3a cUCMeMCKU pelleHuja 3a
nayueHmume co cume pemku 6osecmu eo CesepHa MakedoHuja, u
ce Hadesame HA ychewHa copdbomka 60 UOHUHA U 83deMHd hoo-
OpWKa 80 ocmeapysedrbemo Ha Hawama 3aedHUYKa MUCUja - Wmo e
MOXCHO NOKed/sumemeH #cusom 3d cume Auyad 3acezHamu o0 pem-
Ku 6osecmu!

BnaropapHocT a0 Munenka CapoBuk,

Bu cakane ga nckaxkeMe ronemMa 6sarogapHocT A0 MuneHka CapoBsuK,
KOja JIMYHO BJIOXKYBaLLle MHOIY TpyA, OKoJly NnoaobpyBarbe Ha KBa/UTeET
Ha >XMBOT Ha MaLMEHTU CO peTKu bosecTn yuwTe of 2009Ta rogmHa. Taa
ro noaAp»a OCHOBAaHETO Ha OpraHmMsalMjaTa U CO rosIeM eHTy3MjasaM 1
onTUMM3aM MPOAO/HKM Aa copaboTyBa CO HaC M CO APYrn 34py>KeHuja
3a peTkn 6onectu. Bo nocnegHmnTe 5 rogmHun, Ha cBoMTE MCKadyBama Ha
NJ1aHMHCKW BPBOBM CO 3a0BOJICTBO M0 HOCeLlle 3HAaMeTO Ha peTkuTe 6o-
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J1IeCTU CO LeJ1 NogUrHyBame Ha jaBHaTa CBECT 3a peTkuTe 6onecTu. Jlyre-
TO Kako MuieHKa ce peTKM Jlyfe M YeCT HK e LITO € CO Hac

MM 6narogapume 1 Ha copaboTHULMTE oA APYruTe 34pYy>*KeHuja, KakBU
wTo ce buba Hopera, Buonera TomoBcka, Hatawa Macnewa, Munan
Muwkosuk, MaennHka banucka, bopjaH MaBnoBcku, bunjaHa BnacTtu-
MupoBa, Pe6eka JaHkoBcKa Puctecku, Uckpa [oHesa, l'ypiuua Kaesa,
LiseTa n Mapuja Hakecka, Oparu JlyneBcku, Hatawa AHrenecka, Bepue
u Hatawa JoBaHoBcKM, Maja OumMuk, Awa bocunkoBa AHTeEBCKa, Jlune
Pajuecka, AnekcaHpap lMetposcku, MNMeno JleBu, MapTuH MaHpoBCKU H
MHOrY ApYrY, KOM NOMOrHaa BO HanopuTe 3aefHU4YKK ga ce 6opume 3a
rnpaBaTa Ha nauMeHTUTe co peTku 6osecTtu Bo CeBepHa MakenoHuja.

BnaropapHocT no EBponckaTa opraHusaumja 3a peTku 6onectu u Un-
TepHauunoHasHaTa lowe anujaHca, Kom HecebMYHO ja NoaapyKyBaa Halla-
Ta paboTa M NpeKy KOHpepeHUUn 1 cpendu ycrneaBMe Aa NOCTUTHEME
no6bpa KOMyHMKaLMja U copaboTKa CO pas/IMYHU 3eM)jU, CO Lien aa obes-
6eauMe pasMeHa Ha MCKYCTBa M Ha Haj06pu NpaKTUKMU.
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Opf, NOYETOK Ha 34pY>KEHMETO 3aMo4YHaBMe Ja KOMYHULUMpaMe 1 Ja copa-
60TyBaMe CO JieKapu, CEeCTPU U UCTPayXKyBauM U CO Toa KpeupaBMe cre-
LMjanHa BpcKa, ocobeHo noMery 3apyrkeHmneTo un [leTckaTta KAMHMKa BO
Ckonje, 6uaejkm HajrosieM fen of HawmTe nauueHTu bea aeua, Kou ce
AuvjarHocTULUMpaa, TpeTupaa U nidopmmnpaa TokMy Ha [leTckaTa KAnMHKUKa
Ha pas/IMYHUTE OAAE/IM M Kaj Pa3/INYHM CNEeLUjaINCTI.

Beke 6 roamHn copaboTyBamMe Kako COOpPraHM3aTopu 3a COCTAaHOKOT Ha
JyroncTtoyHa EBpona 3a peTku 6onectun, 3anoyHyBajku og 2013 roamHa,
na HaTtamy Hu3 roanHuTe. Cera Bo 2019 rogmHa opraHmsmMpame 3aeaHn4-
Ka pervoHasiHa cpefba Ha MauMeHTU, 34py>KeHMja U HayvyHa cpenba Ha
NleKapu 1 UCTPaXKyBauu.

Co nHTerpuTeT, KpeanbuamTeT, YNIOPHOCT U UCTPAjHOCT ro 3aC/y>KUBMe
HalLEeTO MecTo Mely MHBOJIBUPaHWUTE CTPaHW BO OAHOC Ha peTKuTe 60o-
nectu. ,HuwTo 3a Hac 6e3 Hac" - e MOTO LUTO NPOAO/IKYBa Aa HE BOAM.

Nm 6narop,apV|Me Ha CUTE JIEKapU WITO noaanoa paka M 3HaeHe BO TEKOT
Ha UISBMUHATUTE geCeT rognHn n ce HaaesamMe AeKa 6pOjOT Ha 1eKapun wto
MMaaT No3HaBak€ 3a PETKU 601eCcTH Ke ce 3rosieMu.

10 roauun XXUBOT CO NMPEAU3BULIA
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COPABOTKA CO MAKEOOHCKA
MEONUNHCKA CTYOEHTCKA
ACOUMIJALUNIA - MMCA



Bo 2019 rogmHa 3aeagHo co MMCA opraHu3upaBMe npeaaBatba 3a PETKU
6onectn. bnarogapHocT A0 opraHmMsaTopuTe Ha Yesio co MoHuka CToja-
HOCKa KOM YCrMEeLLHO opraHM3anpaa HacTaH co npucycTBo Ha Hag 300 cTy-
AeHTU. 3anHTepecupaHoCcTa Ha CTYAeHTUTE HM JaBa HaZexX 3a noaobpa
MIHWHA Ha CeEMejCTBaTa KOM Ce COoYyBaaT CO PeTKKU BonecTu.
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COPABOTKA CO OPYTW OPTAHU3ALIN U
YJIEHCTBO BO AJTMJAHCH, PETUOHAJIHN,
MEFYHAPOHW W EBPOMCKM OPTAHU3ALUUN



3oLwTo cMeTaMe AeKa copaboTKaTa e BaXKHa?

CnopenyBatbe Ha 3HaeH-€ 3a 3acTarnyBarbe NaLUneHTu.

Cnogenysatbe anaTKU 1 Hajaobpu NPaKTUKK CO NALMEHTCKM Op-
raHMsaumm.

Yuyerbe Kako Apyrn opraHmsauymm BO CBETOT M MOCTUTHYBaaT
cBOUTE LUenn.

JobuBare noaapLiKa BO Pa3Boj Ha MOJINTUKMU.

,D,OGMBaH:e nogapLikKa n HoBn naen 3a akTMBHOCTU 3a NOAUTHY-
Bakb€ Ha jaBHaTa M Ha MHCTUTYUMNOHa/IHAaTa CBECT.

Mpuctan Ao paboTUAHULM, COCTaHOLM, CEMUHAPU M OOyKa Ha
TEMW BaXKHW 3a PasBOj Ha eAyLMPaHX 3aCTarnHULM Ha NMaLUEHTM.

MpucTan A0 HOBM MHOOPMALIMM 338 UCTPaXKyBakbe M PasBoj Ha
HOBM JIEKOBW, HOBW MOJIMTUKM M HOBM HaAYMHM 32 NOMOLLI U MOA-
OPLUKa Ha MaLMeHTw.

KoHdepeHuuu:

BTopa pernoHanHa cpenba Ha lolle 1 npBa pernoHanHa cpeaba 3a nM3o-
30MHU 6onectu, Capaeso, bocHa n XepueroBuHa, 5-7 anpun 2013
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BankaHcka KoHdbepeHuuja - nogobpa KOMyHMKauuWja - nogobap TpeT-
MaH, 20-22 anpun 2013, Codwuja, byrapmja
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Cpenba Ha naumeHTH, byrapmnja - CeBepHa MakenoHuja, Ckonje, 7 cen-
TemBpu 2013

HOPEC - koHdepeHLUMja 3a HaumoHaneH naax, benrpaa, Cpbuja, 5-7 ge-
kemBpu 2013
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OWTA pa6oTHa rpyna (MHbopMauuja, TpaHCMapeHTHOCT M A0CTaNHOCT Ha
nekosu), npu EYPOPOWNC, JloHaoH, 8-10 aekemspu 2013

EYTMATW - EBponcka naumMeHTCKa akageMuja 3a TepaneBTCKa MHOBaLM]a,
2014 - 2015
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BJTATOOAPHOCT OO HALLUNTE
noanpP>XyBA4n HN3 rOANHUNTE



BnaropapHOCT [0 3apy)KeHujaTa 3a nogapluka u copaboTKa BO TEKOT
Ha roguHuTte

13.

14.

15.

16.

17.

18.

19.
20.

21.

22.
23.
24.
25.

CKOMCKO HOKHO Tp4yake

3apy>xeHune 3a 60pba npotme pak BOPKA
3apy>xeHune XEIMAP LleHTap, Butona
3apy>xeHne XKMBOTHA NCKPA
3apy>keHue MNMEMNEPYTKA

LipBeH KpcT Ha OnwTuHa la3um baba, Ckonje
LlpBeH kpcT Ha OnwTtmnHa Oxpua,
MnagnHckm obpasoseH ¢opym/ MOO

Ha Touak

. Todak
. AnmjaHca Ha NauMeHTCKM opraHM3aumnmn Ha MakenoHuja
. 3p,p))2/>|<eHme 3a xeModumja, BoHBunebpaHa 1 peTku Koarynona-

EMOJIOI

34py»KeHue Ha naumeHTu co xepeamTapeH aHrmogeM XAE Ma-
KeLOoHWja

™

30py>KeHune 3a eMaHUMnaLuuja, CoNMaapHOCT M €4HAKBOCT Ha »Ke-
HuTe ECE

30pYy>KEHUE Ha poAUTENM Ha JiELlAa CO PETKU HEBPOJIOLLKKN Bosle-
ctn KOKUYNHA

ﬁ%O;I.L(l:/IjaLLMja 3a Ny/IMOHa/IHa xmnepTeH3nja MoMeHT MOMEHT

3Apy>KeHue Ha rpafaHu 3a MOTMBaLIMja U MOCPEKEH, MOUCTIONHET
M NOMPOAYKTUBEH XXMBOT Ha cUTe JIyre, 0COBEHO Ha inua co du-
3n4ka n MeHTasHa nonpeveHoct HOBA NCKPA

HeBnagnHa opraHmsaumja 3a peeMaTtmsam m apTputuc HOPA
3apyrkeHune Ha avua co [ayHos cuHapom TPMCOMUIA 21

3,u,%y>+<eHme Ha rpafaHu 3a imua COK,MCI:g)YHKLI,MM, XeHaukKen, peT-
Kun 6onectu n nocebrun notpeoun JAJTE HA KPUJJA

3apy>KeHue Ha rpafaHm 3a nogjpLika Ha iMua co peTka 6onecT
BI/m/COH MakepoHuja

3apy>keHne Ha xemodunundapuTte, Ckonje
30py>KeHune Ha rparaHu co koarysnonatumn XEMO-BWJ1, MannpeH
34py>KeHne 3a LA CO peTKU bosiecTn Tanacemmja, MnnHaeH

CTOIT CMA - 3apy»KeHune Ha rparaHu 3a CriMHaIHa MYCKYJ/1Ha aT-
poduja

10 roauun XXUBOT CO NMPEAU3BULIA
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BnarogapHocT A0 fOHaTOPU

He 6elle necHo ga opraHusmMpamMe MHOTY HacTaHW U Aa oAp>KyBaMe CO-
paboTKa M KOMyHMKaLMja CO CUTE WMHBOJIBUPAHM CTPaHM Ha MOJIETO Ha
peTKkn 6onecTtu.

BnarogapHu cme 3a noaaplukaTa WTO ja 4o6MBMe 04, MHOTY MPUBAaTHU
KOMMaHUK, jaBHN MHCTUTYLMU, GapMaLLEBTCKM KOMMAHUU U MHAMBUAYA-
UM KOM I'M MoAApyKaa HaluMTe akKTUBHOCTM BO nocaeaHute 10 roguHm.
3HaeMe JieKa 3ae[IHO MOYKeMe MOoBeKe.

3a noyeToK Mopa Ja Kaxkeme 6narogapaM KoH ,leH3nme-CaHodu ABeH-
TUC" buaejku Tme 6ea npeaTa PpapMaLeBTCKa KOMMaHMja LITO ja NoaapykKa
HawaTa opraHmsauuja ywTte Bo 2012 roanHa 1 Npoao/mku Aa He noaap-
>KYBa BO TEKOT Ha HapeAHuTe rogmHu. MIcTo Taka, Kako KoMnaHuja AOHK-
palle Tepanuja 3a KPUTUYHKU NaLUMeHTH co 6onecT Ha lowe on 2009 po
2015 roayHa v Npoao/ KK Aa noaapyKyBa eAeH nauMeHT WTo belle Ha
K/IMHUYKA CTyAMja 3a opasiHa Tepanuja U BO HapeaHUTe roAMHM A0 AeHec.
OHa WTO € UCTO Taka BaXKHO e [AeKa NoMOrHaa 1 BO AujarHo3a Ha naum-
eHTH co lowe.

[MoueToKoT Ha GarogapHMLM € pe3epBMpaH cekako 3a ,KoHuenT Mapke-
TUHT M KOMYHMKaLMKN®, KOW ro TpaHChOpMMpPaa HaLLMOT UAEHTUTET Kako
3[pY>XeHne, HM NMoOMOrHaa ga gobueme noro, Be6-CcTpaHuLa, 1a OpraHu-
3MpaMe HacTaHu, Aa ob6jaBMMe 6poLLYpPU CO MPUKA3HM Ha NMALMEHTW... TUE
ce TMe LITO HE ApXKea 3a paKa M HE Hay4Mja KaKo Ja oguMme Hampeg, Kako
[a CTaHeMe YCMEeLLHO 34pYrKeHMe,

MoToa cakam ga ru cnomeHam ,LlenreHe nHTepHaTUOHaN" 1 fa UM ce 3a-
61arogapam LWTo ce co Hac ywTe oa 2014 roamnHa. IcTo Taka, Kako KOM-
naHuja Hanpasuja 1 JOoHalMja Ha Tepanuja 3a HEKOJIKY MaLUMEHTU CO MU-
e/loANCNIaCTUYEH CUHAPOM M CO TOa HanpaBuja TUe NalMeHTH Ja uMaaT
MAHMHA CO CBOUTE CEMEjCTBa.

Mma MHory nogap>kyBaum n copabotHuum Ha XXMBOT CO MNMPEON3BU-
L. Cute ce nocebHU M YHUKATHU U CUTE HA CBOj HAYMH NMOMOrHase aa
pacTe HalIeTO 34py)KeHue, Aa ce rpagm KpeanbuamTeT U UHTErpuTerT,
cuUTe Hé nogapykasie Bo baparaTa 3a MPOMEHM Ha 34paBCTBEHMOT U CO-
UMjasIHMOT CUCTEM 3a Aa buaaT naumeHTUTe Co PeTKM 6onecTn BKIyYe-
HU, @ He MaprMHaan3upaHu, 3a Aa UMaaT NauMeHTUTe NpucTan 4o paHa
AujarHosa, coogBeTHa MHPopMaLMja, TPETMaH, KOHTPOJ1a U MEHaLIMEHT
Ha 6onecTa.

BnarogapHu cme Ha ,daj3ep’, koM rm NoaapPXKyBaaT HaUIMTE aKTUBHOCTU
M UCTOBPEMEHO [JOHMpPaa U CpeacTBa Ha Make,OHCKa aKageMuja Ha Hay-

10 ropaunm XXUBOT CO NPEAU3BULIUN



KM U YMETHOCTW, CO e/ Aa ce yHanpeau AujarHosa Ha 6osiecTa Ha [owe
n pamMuamjapHa ammiomaHa noavHesponatuja - OArN.

MsjaBa og Pajsep: bu cakane ga MM yecTUTaMe Ha NaUUEHTUTE
wTo ce aen oa XXMBOT CO NMPEAN3BULWN 3a aeceTrogniiHm-
HaTa of, NOCTOEHETO Ha OpraHM3sauujaTa, UCMOJIHETA CO copa-
60TKa, LUMPOKA BKJIyHEHOCT BO MOAMIHYBaH€ Ha jaBHaTa CBECT
M 3roJIeMyBarb€ Ha AOCTarnHOCTa Ha JIEKOBUTE 3a MaUMeHTUTe
CO peTKn 6oecTn. 3a MOXXHOCTa MHOBAaTMBHM Tepanuu aa ce
[O0CTarHWn, BaXKHM ce BUAJIMBOCTA, MOCBETEHOCTA U HEMOKOoJ1e6-
mMBocTa Ha nauumeHTuTte. OuekyBame XXMBOT CO TMPEOW3-
BULUW pa npoponku ga pabotun npodecruoHaHO 1 acepPTMBHO
BO ngHuHa. Hne cme Tyka 3aegHo ga ciyliame, ga yumme v ga
npaBMMe NPOMEHM LUTO 3HavaT. Hue cMe Tyka 3a NaumeHTuTe.

,BMOMapuH" v noaapyka HalMTe aKTMBHOCTM M MOMOrHa BO Noaobpy-
Bakb€ Ha TPETMAHOT Ha NaLMEHTM CO AOHMpParbe CPEACTBA 32 UHPY3NUOHU
nyMmnu Ha JleTckaTa KAMHUKA, 044e 3a eHAO0KPUHOIormja.

MoHaTaMy cakame fa ce 3abnarogapume Ha ,XodmaH Jla Powue”, ,Me-
aunc’, ,HoeapTtuc" n gpyrn dapmMaueBTCKM KOMMNaHUKU, KO GUHAHCUCKN,
MaTepujasIHO M NPeKy eAyKaumja M noaapyaa HalimMTe aKTMBHOCTM 3a
NOAUIrHYBarbe Ha jaBHaTa U MHCTUTYLIMOHAIHATa CBECT U aKTUBHOCTUTE
3a COBUPU Ha NaALMEHTU U MeAULIMHCKU NnLa 3a HGOopMUpare 1 eay-
Kauuja.

Msjasa ,HoBapTtuc": Bo ,HosapTtuc" cekoraiu nctpaxkysame HoBum
MOXHOCTM 3a A3 ro nogobprMe 1 [a ro NPoao/IKUME XKUBOTOT
Ha nyreto. Hue pasbupame geka HalmTe Tepanuu ce Aen of,
pelleHneTo 1 AeKka Mopa Ja paboTMMe 3aeHO CO NauueHTUTe 1
HWBHWTE CeMejcTBa 3a Aa ro pasbepeMe HMBHMOT MaT BO 3/paB-
cTBeHMoT cuctem. Cekorall cMe OTBOpeHu 3a Aa obesbegmme
peLLeHnja 3a NaLMeHTUTE 1 32 HUBHUTE ceMejcTBa. ,HoBapTuc” e
[0Bep/IvB NapTHeP Ha 34paBCTBEHM PabOTHMLM, NaALMEHTHU, UH-
CTUTYLIMM U OMNLLTECTBOTO BO LIE/INHA ...

,Meauja nnaHeT" e eaHa o4 NPUBATHUTE KOMMAHMM LUTO A0JFOPOYHO HE
noaap>xyeaat. Co ogsojyBarbe 20% opf npoga)kba Ha cnMcaHujaTa LITO
M n3gaBaaT, TUE ja MoAApyKaa HalllaTa IMHMja 32 MOMOLL Ha NaUUEeHTU U
CeMejCTBa Co peTKM 6osiecTu.

MoHaTaMOLLIHO HallaTa JIMHW]ja 32 MOMOLL NpepacHyBa Bo MHbO-LEeHTap 3a
peTKku 6on1ecTu co goHaumja og PoHgaumjaTa , Tpajue MykaeTos", ,AJTIKA-
niona“ AA, Ckonje, npu WITO ycnesame ga UMaMe MCUX0J10r, coLujaneH
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paboOTHUK 1 BEB-CTPaHUL,A 32 MHPOPMALMK 3a peTKM 60s1eCcTU Ha MaKe-
[OOHCKMU ja3uk, co GopyM 3a AUCKYCHja MPeKy copaboTKa CO 34pY>KEHNETO
XMBOT opg Cpbuja.

[en opn, HalwmMTe NPOEKTU HU3 rogmHuTe 6ea dMHaHCUpaHu 1 of, LleH-
TpasiHaTa eBporicka uHmnumjatuea n on, YCAU, - ®oHpaumja OTBOPEHO
OrLITECTBO.

McTo Taka, MMaBMe MHOTY MOAMAPIKYBayuuM 3a Pas/IMdHU aKTUBHOCTM 3a
eflyKaumja n nHdopMaumja 3a peTkn 601ecTn KakBu LWITo ce: KuHoTe-
Ka Ha CeBepHa MakegoHuja, KoHTypa, Ctyamopym, LleHTap 3a Kyntypa
Butona, ,Menuctepka“, ,Tamapo mapketn‘, ACI 3apyrkeHue Ha Bo3auyu
Oxpwua, OO ,Ecnepanca“, ITX ,Jleapuunua®, ,Anagpoc dapm*, ,OTtnag Ox-
pua’, JKuto ne6”, Jinxunaoc", ,CnosuH Bunjana“, ,Heckade®, ,Anerpuja’
J1agHa“, xoten ,Cunekc” Oxpwua, ,Jloro nnayc’, ,AcTpa amsajH‘, 6ype-
kumnnamua , YN EKOCIAPY, ,Pemuc” JOOEJ], xoten ,Hosa pusuepa”,
,ABB auszajn’, ,MH meTan“, chatkapHuua ,AHABEJIA, usekapHuua ,bena
ausajH, Xepbanajd“, Ckoncku mapaTtoH, Cynep Paano Oxpua, HaTawia
Odumntpuescka Kpusoluees, 3opaH Muxajnoscku, PoHgaumja ,Makeno-
HuKa“, Oparan b.C. Koctuk, OnwtuHa Oxpug, ...
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