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M3BewTaj Ha akTMBHOCTU 33 2017 rogmHa 3a 3gpyKeHue Ha
rparaHm 3a petku 6onectu X KUBOT CO NPEAU3BULIUA Butona

Bo 2017 roauHa, 3apyxeHueto HKUBOT CO MNPEAU3IBULN, opraHuMsupalle MHOrFY pPasamyHu
aKTMBHOCTW 33 NOAMIHYBakbe Ha jaBHATa CBECT, 33 3ajakHyBakbe HAa MauMeHTUTe U cemejcTBaTa Cco
peTku 6osectu, 3a 3acTanyBakbe HA NPaBaTa HA NaLMEHTUTE 32 TPETMAH M KBAJIUTET HA XKUBOT.

MoKpaj akTMBHOCTUTE OAPKyBaBMe A06pa KOMYHMKaUMja CO MeANYMUTE M HALLIETO NPUCYCTBO BO HUB
bewe BO KOHTMHyMTeT. CKOpPO CEKOj Mecel, MMalle NpMKasHa BO MeAMyMWUTe, BECT NoBp3aHa co
npobnemnte U NpeaMsBULMTE Ha CEMejCTBaTa CO PeTKM bonectn Bo MakegoHuja, HaNnoOMeHyBajKu
[leKa caMo 3aeAHo paboTejku CO MHCTUTYLMUTE MOXKE Aa M HagMMHeme cute npobaemu.

McTo Taka maBmMe NoBeKe COCTAHOLM CO pefieBaHTHU MHCTUTYLMKM Kako MUHUCTePCTBO 3a 34PaBCTBO,
MMUHUCTEPCTBO 3a TPYA M coumjanHa nonutmka, PoHA 3a 34paBCTBEHO OCUTypyBakbe, AreHunja 3a
nekosn, MaKkeaoOHCKa akageMunja Ha HayKM U YjMETHOCTU U pyTu.

MpoaonKkMeme Aa copaboTyBame CO OPraHM3aLMM Ha NaUMEHTU HALMOHAMHO U MHTEPHAUMOHAIIHO,
paboTejkn 3aefHO 33 06POTO Ha NAUMEHTMTE, M Pa3BMBAjKM ja HalATa opraHM3auMja npeky
BMpPEKYBatbe, Pa3MeHa Ha Hajaobpu nNpakTUKW, JIMHUM 33 MOMOLW Ha MNauueHTW, TPEHMH3MN,
KoHdepeHumn, cpenbn Ha NAUNEHTU M CANYHO.

HawmnTe aKTMBHOCTM 33 NOAAPLIKA HA MAaLMEHTU BKAYYyBaaT AaBakbe Ha pesieBaHTHN MHPOpMaLmn 3a
peTkn 6onectn, npesos Ha mMHbopmaumu, M3paboTka Ha 6Gpolypu, NOBP3yBatbe Ha CemejcTBa
HaLMOHANIHO M MHTEPHALMOHA/HO, OPraHM3nparbe Ha COCTaHOLM CO MHCTUTYLMM, OPraHu3npatbe Ha
acpeabu 3a NauMeHTN U CANYHO.

Ce HageBame aa npoaosixXmme Co ycnewHa pa60Ta M HapeaHaTta rognHa.

1. /luHumja 3a nomoLl U nogapLUIKa Ha NauMeHTU U cemejcTea (2015-2017)

Bo TeKOT Ha U3MMHaTMTE 3 roanHU ycnewHo GyHKUMOHMPamMe BO OAHOC Ha NOMOL M NOAAPLUKA Ha
nauneHTH U cemejcTBa co peTku bonectn. TenedoHCKMOT KOHTAKT 6p0j, e-Mmana KOHaTKTOT U dejcbyk
CTpaHMLaTa M rpynaTta Ce HajuecTo KOPMUCTEHM KaHanW NPeKY KoM KOMyHULMPaMe KaKo 34pYKeHue co
HalLMTe YN1EHOBM M CO CMTE KOM Ce COOYyBaarT Cco peTka 6os1ecT M um e noTpebHa NOMOLL M NoAApLIKa
3a Aa HagMuMHaT ogpeaeHn npobaemun U Nnpegussuum.

BoobnuaeHo MMame efieH 40 ABa NOBMUM (MM APYr HAaYMH HA KOHTAKT) BO TEKOT Ha paboTHuTe
[AEeHOBMU, a YeCTOo M 3a BUKeHA,. MoHeKoraw gobuesame NOBMLM M 04, rpafaHM KoM ce COoYyBaaT Co Apyr
BMA, Ha 6onecT (He co peTKa), Npu WTO r'v NpeHacodYyBaMe KOH ApYrv 34py»KeHunja Kom 6u moxkene aa
MM MOMOTHAT, LOKOJ/IKY HE CMe BO MOYKHOCT COOABETHO A3 UM MOMOTHEME.

Co uen noBeKke Aa MOXe A3 NOMOrHEME CMe BK/lyYeHU BO KOMYHMKALIMjA CO OPraHn3aumun 3a peTku
6onectu Bo pernoHoT (XpBaTcka n Cpbuja Beke umaaT oduuUMjanHa MHM]ja 3a NOMOLL, AoAeKa BocHa
n XepuerosuHa, LipHa lNopa, MakegoHuja n byrapuja ¢pyHKUMOHMPame HeodULMjasHO, HO UCTO TOJIKY
€HepruyHo, eHTy3MjaCTUYKM M yNopHo). HajuecTo KomMyHuuMpame 33 Aa NoBp3eme NALEHTU U
poguTenn co oapeneHu bonectu, cnogenysame MHGOPMaLMKM KOU Ce MPEBEAEHU Ha jasuun Kou
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NoJIeCHO ' pasbupame Kako basikaHCKM 3eMju, opraHM3Mpame PerMoHaNHN KOHPEePEHLMM U cpeadu,
CW MoMarame egHU Ha APryu co CnoZe/yBare Ha MCKYCTBA M Hajaobpu NPaKkTUKKM, ce COBETYBaMeE BO
AeNyBakbe CO MHCTUTYLMMN M BO OAHOC Ha KNMHUYKKN CTYAUN, CNoaenlyBaMe KAMHUKK U SOKTOPU Kage
MMa NaLMeHTU co peTkn 6oaecTu 3a 4a MoXKe A3 Ce KOHCYNTMpaaT mefy cebe  MeguLHCKUTE nua U
C/IMYHO.

HajuecTo 6aparbata 3a noMoLL M NoaapLika ce cnegHuTe:

e [lann mojaTta 6bonect e peTka 6onect?

e Kape Aa Hajaam nHpopmaLlmm 3a peTkaTta boaect?

e [lann moxe aa mu npeseaeTte MHPopmaumm 3a MmojaTa peTka bonect?

e [lann nma nek?

e [lanun nekot e goctaneH Bo MakegoHuja?

e Kape Tpeba ga ce peructpmpam 3a aa gobujam nek?

e [lann mu cneaysa coumjaniHa NOMOLL Ofl HEKAKOB BUA?

e [lann Tpeba ga oaam Kaj apyr 4OKTOp?

e [lann no3HaBaTe AOKTOpM Kou nogobpo Ke mu objacHaT 3a peTkaTta bonect?

e [lann moxe Aa Me NoBp3eTe co HeKoj og MaKezoHWja Koj ja Mma oBaa peTka bonect?

e [lann moxe Aa Me NoBp3eTe CO HEKOj HaaBop o4 MaKeaoHuja?

e Kaj Koja MHCTUTYUMja Aa ce obpatam 3a ogepeaeH npobaem?

e Kako ga Hanuwam baparbe, A0NUC U CINYHO?

o [lann moxe aa ogHeceTe baparbe CO AOKYMEHTALMja BO Hale ume?

o KoJIKy Bpeme ce YeKa AofeKa Aa Aobujam /ieK ako UCTUOT Beye ro obusaat Apyrv naumeHTm
KaKo meHe?

e [lann 61 MM NOMOTHNAae MaTUUYHU KNETKU?

e [lann MoKe fa HanpaBam ogpeneHa onepaunja Bo MakegoHuja unu ga 6apam ga ogam Bo
CTPaHCTBO?

e [lann ®30M nokpuBa oapefeHn CynaeMeTHN — gann ru pebyHanpa’?

e Kapge pa Hajgam Aa Kynam coogBeTHa nocebHa McxpaHa Koja My Tpeba 3apaau peTkaTta
6onect?

e Kako ce pedyHanpa nocebHa xpaHa nopaam 6onectu npeky ®30M?

e [lann KANMHUKaTa e 04roBopHa 3a HabaBKa Ha MoUTE NEeKOBU?

e Kako oanydyBa KOMUcKjaTa 3a peTKM 60aecTM 3a Toa Aann UMam peTKa bonect u ganu Ke ce
NlekyBam?

o Koj e ogorosopeH B0 MMHUCTEPCTBO 33 34paBCTBO 3a PeTKM bonectn?

e [lann nma nocebHa coumjanHa NOMOLL 32 PETKM BonecTn?

Bo pok o4 AeH ABa ogrosapame Ha CUTe Mpallaktba Ha KoM MOXEME, HajuecTo Aypy M BedHall nocne
pasrosop npakame MHPOPMaLUN eNEeKTPOHCKM CO Le WTo Nobp3o Aa cTUrHat uHpopmauunte 4o
CEMEejCTBOTO KOe Ce COOYyBa CO peTKa bosiecT. [lOKONKY 33 HeWTo HeMame OAroBop, ' N3BecTyBame
Ha eHKOJIKY AeHa Jann cme pobunie oAroBop wau ce ywTe Hapame COOZBETEH OArOBOP 33 Aa UM
nomorHeme. JJOKOJ/IKy He CMe BO MOXHOCT A,a MOMOTHEME, T'M Haco4YyBaMe KOH ApYyru Kov 6u moxkene
Za M NOMOTHaT.

BoeaHO npeky AMHMjaTa 3a NOMOLL yCreaBMe U Aa NoMorHeme Bo popmuparbe Ha HOBU 34pYKeHU]ja
KaKO LITO e 34pY)KeHWeTo 3a Nomol Ha 6onHu op BuncoH Bo 2015 roguHa, 34py»KeHWeTo 3a
Tanacemuja, 2016 rogmnHa v 3apyKEHNETO 3a CNMHANHA MYCKY/IHa aTpoduja Bo 2017 rogmHa.
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HauMHOT Ha Koj Nnomarame e eHOCTaBeH, OZHACHO CEKOj KOj HUM ce jaByBa M Hbapa NOMOLL M CTaHyBa
Hall yneH co NpUCTanHuua e 3abenexkaH BO PErMCTapoT Ha 34PYKEHWETOo (Mmame perucrap Ha
6os1ecTn 6e3 KOHTaKTK camo co 6onecTy 1 6poj Ha NaUMEHTU M PEFUCTAP BO KOj CTOjaT M KOHTAKTU KOM
HW 6UNe AafeHu KaKo TakBM 33 KOMyHUKauMja). Kora Ke 3abenexnme geka Mma noBeke NaLmMeHT og,
efHa 6onecT co noseke Npobiemun 1 NpeansBULM TOraw pean3mMpame COCTaHOK BO TEK Ha efeH AeH
HajuecTo caboTa UM Heaena co Len ga ce 3anosHaat mefy cebe naumeHTUTE U poguTenuTe, 4a ce
rpynvpaaar npobsemuTe 1 Aa ce 04y4M KaKBM aKTMBHOCTM Tpeba Aa ce npeB3emat Bo UAHMHA.

HeKkoraw oanyyyBaaT Aa oCTaHaT HedopMasHa rpyna BO 334PYKEHMEeTO, HeKoraw oA/yyyBaaTt aa
odopmar 3gpyKeHue.

[lOKONKYy OCTaHaT Kako HedpomasiHa rpyna, Torall CoOoABeTHO oabMpaaTt HauMH Ha KOMyHMKauuMja u
OAroBOPHO /iMLE, KaZe NoHaTamy cuTe MHGOPMaLMKM 04aT NPEKY OAr0BOPHOTO ANLLE A0 CUTE APYrK U
04, cuTe APYrn NPeKy OAroBOPHOTO /MLIE A0 34PYXKEHMETO AOKO/KY Tpeba Aa ce npeB3eme oapeneHa
aKTMBHOCT MK Aa Ce pearnpa Ha Hekoj npobsem.

[oKkonKky ce oanyun aa ce popmupa 3apyeHue, Kusot co MNpeanssuum nomara npu cobupame
noTpebH AOKYMEHTU 3a perncrpauunja Ha 334pyKeHne, a NoOHaTamMOLIHO [aBa HacOKM 3a pa3Boj Ha
34pYy*KeHNeTo. BoeiHO KaKo 34pyrKeHMe Koe BeKe NOoCcToM 9 roAnHM, CEKaKO CTOMME Ha pacnofararbe
Aa NoMOrHeme NMpu KOMyHMKauMja co MHCTUTYLUKN (NULLYBarbe Ha AONMCK, NpUMepM 3a Hapara Ha
cnoH3opcTea, paboTa Ha MPOEKTM M aKTUBHOCTW, AOroBaparb€ Ha COCTAHOLUM CO WMHCTUTYLUMM,
npunpema Ha gonucu co 6apara 40 UHCTUTYLUWU U CZINYHO).

CeKaKo rv nokaHyBame HOBUTE 34pyXeHuja Aa ce NPUKAYYaT U KoH HauuoHanHaTa AnmjaHca 3a peTku
6onectu Ha P. MakeoHwWja co uen fa bmaaTt Bo TEK CO CUTE 3aeAHUYKN aKTUBHOCTM U Bapatba BO Mme
Ha YNEeHKUTe Ha anunjaHcaTa 3a NnogobpyBarbe Ha KBA/IMTET Ha KMBOT Ha MaLMEHTM U CEMejcTBa CO
peTkn bonectu Bo P. MakegoHwuja.

Cmetame geka copaboTkata M 34pyXKyBatbeTO BOAM KOH MOronem ycnex M KOH OCTBapyBakbe Ha
HalwaTa MUCKUja U Lenn.

2. JeH Ha peTku 6onectu, 28 dpespyapu, 2017 (Ckonje, butona, Oxpuma,
Mpunen)

3apyKeHuMeTo Ha rpafaHu 3a petkm 6onectn }UBOT CO MPEAN3BULMN 1 oBaa roamHa ce NpUKAyUm
KOH HauunoHanHaTa AnujaHca 3a PeTku Bonectn Ha P. MakaeoHuja 3a oabenexyBaHeTo Ha AeHOT Ha
peTkute 6onectu, 28 despyapu, 2017 roguHa nop Kanata Ha EeBponckata OpraHusaumja 3a PeTku
bonectn — EYPOPOWNC, noa moToTo co Ucmpaxcyeare MOXHOCMuUmMe ce Heo2paHu4yeHu. VICTo Taka
OoBaa roauHa ce GoKycMpame Ha pPoamUTENNTE KOM MMaaT Aela CO peTKM BonecTn U TelKoTuUTe U
npeamsBuUMTE CO KoM ce coodyBaaT. OTKAKO ce AoHece HOBMOT 3aKOH 3a (QUHaHCUpare Ha
nporpamara 3a peTku 601ecT Bo TeK Ha 2015 e Habasuja 21 HOB ek 3a OKoy 12 AnjarHo3M Ha PeTKM
6onectu, co wTo ce nokpuja Hag 150 nauneHTn. Cnopes nogaToumTe LWITO MOXKEBME Aa rm aobueme
0/, jaBHWUTE TeHAepM HAa MUHUCTEPCTBO 3a 34PABCTBO 3a Nporpamarta 3a peTku 6onectn ysugosme
AeKa 6pojoT Ha nekosm Bo 2016 e 3rosiemeH Ha 29 co LWTO ce NOKPUEHU M NoBeKe AnjarHo3m og4HOCHO
ce 3rofiemyBa 1 6pojoT Ha NEKOBM M BPOJOT Ha ANjarHO3M KOW ce NOKPUEHM U BPOjOT Ha NaLMEHTU Kou
[06MBaaT NekoBU, 0AHOCHO okony 220 nauueHTn gobusaaTt nekosu. Bo perucrapoT nma okony 46
NPUMapHWU AMjarHos3u.
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Usjaea, NMpogp. A-p. Acnasuja CogpujaHoea, NMpemcedamenom Ha HayuoHanHama Komucuja 3a
pemku 6onecmu

Kako dokmopu mopa da budeme nomaskKy eMoyuoHaAHU HO MOd Kaj HAC He e Cay4dj 3amoa wmo cme
80 OupeKkmeH KOHmMakm co 0euya Kou ce 6osHu. Koza Ke cnacume edHo deme, Kako 0a cme 20 criacusne
ceemom, HO Koad Ke u32ybume edHo 8eme, moaaul Kako 0a cMme 2o usz2ybune ceemom. Osaa 200uUHA
Ke npodonxcume 0a ce bopume 3a nayueHmume co pemku 6osecmu, @ 80 moa HAjMHO2y HU
nomaaaam pooumesnume, nayueHmume, 30pyXeHujama, cume 30e0H0 co UHCmumyuyuume Moxeme
MHo2y 0a Hanpasume. CeKozaw uma Hewmo rnogeke 0a ce Hanpasu. [u 3Haeme npobaemume. Ese
doaZam 00 KAUHUKG u ee no3opasysam 00 cmpaHa Ha Uckpa, deme co CruHAAHA MYCKYsHA
ampoguja, Koe ywme e Ha UHMeH3UBHA Kaj Hac. o 3Ham u JaHuen 3a Koj MHoz2y rnomazawie
Ambacadama Ha CAL eo MakedoHuja, co -éa Mepu Llo Bonepc. /lekom e Hoe U Ke ce obudeme da
Hajoeme hUHAHCUCKU Ha4uH 0a ce 0oHece U 80 MaKkedoHUja, GKKAOo Wmo ce Hocam s1eKosu U 3a 0pyau
nayueHmu.

Usjaea, r-oun. Akademuxk Momup lMoneHakosuk, MAHY

Kako MAHY cme man ueHmap 3a eeHemuka u oujaezHocuUmKa Ho copabomyeame U CO CMPAHCMBO U
ce obudysame 0a oOume Hanpeeo U co edyKayuja u co HarnpedoK 80 OUja2HOCMUKA KOja e 8aM(HA U
KOKO npeseHyuja. PaHama OujaecHOCMUKaG e 8aM(HA 30 PaHA mepanuja u paHa UHgpopmayuja 3a
nodobpysarbe Ha xueomom Ha nayueHmume. Co rnomow HaA 30pyx#ceHuemo BuscoH seKke
HanpedHasme u 80 edyKayuja 3a bosecm HA BusicoH a HU 0803MOM(Uja U peazeHcu npexy GoHayuja.
Ce Hadesame NOHAMAMOWHO Ke umame U Noseke QUHAHCUU 30 Opyeu pedzeHcU 34 HarnpeooK Ha
dujazHo3a 3a pemku 6onecmu.

Usjaea, A-p Pawena Mu3spaxu, MuHucmepcmeo 3a 30pascmeo Ha P. M.

Mpoepamama 3a pemku 6oaecmu 3anoYyHa 0a pabomu nped 0se 200UHU CO peaucmapom 3a pemkxu
b6oencmu co 3201emeHu pUHAHCUU 30 Ha6AB8Ka Ha nekosu. [Tpobaemu uma MHo2y U co OujazHo3a U co
Kaacugukayuja u cucmemamusayuja. Llena mawuHepuja pabomu 80 no3aduHa u 8o MuHucmepcmeso
U co Komucujama 3a pemku 6osecmu, Kade KauHu4Yapu pabomam 6e3 HUKaKo8 Hadomecm 34
dobpomo Ha nayueHmMume. Ymepousme U Kpumepuymu U yCao8U 3d 81e2y8aHe 80 peaucmapom,
uma peazucmpupaHu okony 400 nayueHmu, co Hao 46 dujazHo3u u seke 3a 220 ce Habasysaam
7ieKosu.
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U3sjaea, Pebeka JaHKkoecka Pucmecku, lMpemcedamen Ha HAPEM

Osaa 200uHa ce hokycupame Ha nayueHmume Kou mpeba 0a dobujam nekosu noHamamy. Taka ce
nayueHmMume co CruHanHa MyckysaHa ampodgbuja, deya 30 Kou eOUHCMBEeHA HAOeX UM e /1eKOMm Koj
MUHamama 200uHa bewe 000b6peH 00 AMepuKkaHCKamMa azeHyuja 3a aexkosu. lToHamamy myka ce
/7leKosume 30 pemkKu paKkosU, KaOKo Wmo e npumepom Ha nayuedmume co M/C, dea nayueHmu Ha
0oHayuja seKe nokaxicysaam eghekmu Ha No0obpysare Ha 30pasje u xcusom. Co008emHo cmemame
deka uHosamusHume sekosu mpeba 0a 6udam docmarnHu 3a nayueHmume 3a 0a 0803MOMAM
KeasnumemeH »uUeom 3d nayueHmume u 3a cemejcmeama. [loHamamy myKa ce U aKeosu 3d
jyseHuneH apmpumuc, 00 Kou ce Habasysa edeH 00 mpu nocmoeyku. HapedHo 6aparbe umame u 0o
®30M e da He ce 3abopasu u semysarbemo 3a nauyueHmume co KpoHosa 6osecm u YnuyeposeH
Konumuc 3a Kou ce semu seKkom Pemukade ywme 2015 -2016 e2oduHa. Hawama su3uja KaKo
30pyHceHUe U KaKO asujaHca e HUKoj 0a He bude uzocmaseH. CeKaKo U 0a ce 0803MOMAM c0008eMHU
nomaezana u dpyau nompebu Kade Wmo Hema /1eKo8U.

Usjaea, Awa bocunkoea AHmoecka, lMomnpemcedamen Ha HAPBM

PemKkume 6onecmu ce MHO2Y PasAuYHU U MOXAM Ha cume 0a um ce caydyam. Co 30pyieHuemo
BusicoH Hanpasusme ucmpaxcysare 3a npobsaemume u npedussuyume U Hanpasusme rnpernopaxu 3a
30KOHCKU npomMeHu 80 MakedoHuja 3a pemkume 6oaecmu 0a umaam UOHUHA, 0a He ce naawam Ha
0012 poK 8anu Ke umaam mepanuja uau He. HeornxodHo e da uma HauyuoHanHa lNpoepama 3a pemku
bosecmu U cUCMEMCKU U 30KOHCKU peuwleHuja 3a 0a cMe cueypHU 80 UOHUHOMA HA Hawume
cemejcmea co pemku 6onecmul.

U3jaea, BecHa Anekcoecka, lpemcedamen Ha Yueom co lNpedu3zsuyu

Konky u 0a 36opysam ceKako 0eka Hewmo Ke 3abopasam, 00 eOHa cmpaHa cme 61a200apHU HA
UHCmumyyuume 3a CAyxom Koj 20 UMaa KOH HAC nayueHmume co pemku 6osecmu 80 mek Ha
usMuHamume 0se 200UHU, 00 Opya2a CMPAHA CEKAKO Mopam 0a peyam 0exka uma yuwme MmHoay 0a ce
Hanpasu, uma ywme MHo2y 0d ce MOMO2HE U CeKo2aW Ke umame Hosu bapara U cekoeaw Ke umame
Hosu nompebu. Pemkume 6osnecmu ce crieyuguy4Hu, u 80 eOHa bosecm uma MHoO2y nommurnosu u
CeKoj nayueHm e €80ja NPUKA3HA Co C80U Npedussuyu, nomewKkomuu, npobsaemu, co ceoja cpeKka u
csoja maza. Pabomejku 3ae0HO KOKO 30pyHeHuUja 80 anujaHcama cmemam 0eKa MHO2y 108eKe Moxce
0a nocmuzHeme u ce Hadesam OeKa ce noseKe Ke budeme 21ACHU U ce oseKe Ke ce CAywa Hawuom
anac. CeKoe cemejcmeo ja 3acaymysa Hajdobpama MOxHA WaHca 3a cpekeH xwusom. Ke ce
cocmaHysame co UHCmumyuyuu, Ke 36opysame 80 Meduymu, Ke ja akmusupame U jagHOCMaA MpeKy
HAOCMAHU ... ceKoj nayueHm mpeba 0a 6ude 32puieH.
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Bo NPOCTOPOT Ha EY VIH(I)O UeHTap 6ea U3N0XKEHWN N NNAKATU CO NPUKa3HM o4 poanuTeI Ha NAUMNEHTU
CO peTkun 6onectu.

DononHutenHo HactaHu HU3 MakegoHuja:

OBOj NaT KamnawaTta 3a NOAUrHyBatbe Ha peTKM 6onecTy 3anovyHa co HacTaH Bo butona Ha 24
¢eBpyapu, Bo 10.00 yacot BO LeHTapoT Ha butona, Ha LLUnpok Cokak, Kage co nogapluKa Ha Xenap
ueHTap o butona 3apykeHMeTo Ha rpafaHu 3a peTkn bonectn KUBOT CO MPEAU3BULN Butona
opraHusupa npec koHdepeHumja n aenere Ha Gpaaepu BO LeHTapoT Ha butona, Ha LWnpok Cokak, 3a
NoAuUrHyBakb€ Ha jaBHaTa CBECT 3a peTKuUTe 6oaecTu.

ST
AT
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Bo Oxpupg, Ha 28.02.2017 (BTOpHMK), Bo 12:00 3anoyHa mapw of ABopoT Ha OY Xpucto Y3yHoB, o4,
Kage okony 200 yyeHMUM BO KOJIOHA ce aBuiKea no yA. MNuty MNyam, notoa no ya. JaHe CaHAaHCKK, Kaj
¢doHTaHaTa Ha MapLlOT ce MpuKAydmja u yyeHuumute og OCY CB KnumeHT OXpUACKM U 3e[HO
npogosixkuja ce go Kej MakegoHuja (npeg x. Pojan), oa Kage okony 13:00 cTapTyBalle aTAeTCKUOT
KPOC Ha y4YeHMuUTe Co Len npes cnoMeHunkoT Ha Knpun n Metoamj. Og TyKa ydeHnumuTe ce ynatujaHa
lPafCKMOT NAoWTaA Kage nogenvja MHGopMaTMBEH MaTepujan 3a peTknte bonecTu.

BoegHo Bo Oxpua ce oapKaa U NNaHUHAPCKM aKTUBHCOCTM Ha 26 n 27 deBpyapu, co noaapLuka Ha
3L aBaHTypa og Oxpua. Og Oxpua ce BKAYUYM M 34pYy*KeHUeTo AHMMANMja KOM ja nogapKaa unaejata
33 NOAWrHBYakbEe HA jaBHATa CBECT 33 PeTKM 6ONEeCTM NPeKy Nopaka — BAOMETE MUAEHMUYE 32 HEKOU
TOa e eAMHCTBEHaTa becnnaTHa Tepanuja. HactaHoT Bo Oxpua e opraHmsupaH o4 FlopaaHa Jlonecka,
MajKa Ha geTte co AnnopTt cuHapom co noggpuwka oa UpseH Kpct og Oxpua, og OCY Cs8 KnumeHTt
Oxpuacku, oa 3L aBaHTypa, og 3apyKeHneto AHMManuja, og rparfaHute Ha Oxpua.

Bo Mpwunen Ha 24.02.2017 Bo Mpunen ce NpUKAyYn rpyna KOH mackeH6anoT Koja genewe diaepu 3a
nogurHyBare Ha KjaBHaTa CBECT 3a peTKuTe bosiecTu. McTo TaKa Ke ce o4p»Ku 1 NpesaBatbe 3a PeTKU
6onectn. HactaHOT e opraHM3upaH o JacMnHa XpUCTOCKA, NALMEHT CO aKpomeraanja co noaapLIKa
Ha opraHusaumjata C/1AM og Mpunen.
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http://ohriddenes.mk/%D0%BF%D1%80%D0%B8%D0%B4%D1%80%D1%83%D0%B6%D0%B5%D1%82%D0%B5-%D0%BD%D0%B8-%D1%81%D0%B5-%D0%B7%D0%B0-%D0%B4%D0%B0-%D1%81%D0%B5-%D1%81%D0%BB%D1%83%D1%88%D0%BD%D0%B5-%D0%B3%D0%BB%D0%B0%D1%81/
http://ohriddenes.mk/%D0%BF%D1%80%D0%B8%D0%B4%D1%80%D1%83%D0%B6%D0%B5%D1%82%D0%B5-%D0%BD%D0%B8-%D1%81%D0%B5-%D0%B7%D0%B0-%D0%B4%D0%B0-%D1%81%D0%B5-%D1%81%D0%BB%D1%83%D1%88%D0%BD%D0%B5-%D0%B3%D0%BB%D0%B0%D1%81/
http://ohriddenes.mk/%D0%BF%D1%80%D0%B8%D0%B4%D1%80%D1%83%D0%B6%D0%B5%D1%82%D0%B5-%D0%BD%D0%B8-%D1%81%D0%B5-%D0%B7%D0%B0-%D0%B4%D0%B0-%D1%81%D0%B5-%D1%81%D0%BB%D1%83%D1%88%D0%BD%D0%B5-%D0%B3%D0%BB%D0%B0%D1%81/
http://gostivarpress.mk/svetski-den-na-retkite-bolesti/
http://ohrigani.com/zg-zhivot-predizvitsi-niza-aktivnosti-ke-go-odbelezhi-denot-na-retki-bolesti/
http://ohrigani.com/zg-zhivot-predizvitsi-niza-aktivnosti-ke-go-odbelezhi-denot-na-retki-bolesti/
http://www.slobodenpecat.mk/drustvo/28-mi-fevruari-svetski-den-na-retkite-bolesti/
http://www.dw.com/mk/%D0%BB%D0%B8%D1%86%D0%B0%D1%82%D0%B0-%D1%81%D0%BE-%D1%80%D0%B5%D1%82%D0%BA%D0%B8-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8-%D0%B6%D0%B8%D0%B2%D0%B5%D0%B0%D1%82-%D0%B6%D0%B8%D0%B2%D0%BE%D1%82-%D0%BF%D0%BE%D0%BB%D0%BD-%D1%81%D0%BE-%D0%BF%D1%80%D0%B5%D0%B4%D0%B8%D0%B7%D0%B2%D0%B8%D1%86%D0%B8/a-37741954?maca=maz-rss-maz-pol_makedonija_timemk-4727-xml-mrss
http://www.dw.com/mk/%D0%BB%D0%B8%D1%86%D0%B0%D1%82%D0%B0-%D1%81%D0%BE-%D1%80%D0%B5%D1%82%D0%BA%D0%B8-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8-%D0%B6%D0%B8%D0%B2%D0%B5%D0%B0%D1%82-%D0%B6%D0%B8%D0%B2%D0%BE%D1%82-%D0%BF%D0%BE%D0%BB%D0%BD-%D1%81%D0%BE-%D0%BF%D1%80%D0%B5%D0%B4%D0%B8%D0%B7%D0%B2%D0%B8%D1%86%D0%B8/a-37741954?maca=maz-rss-maz-pol_makedonija_timemk-4727-xml-mrss
http://www.dw.com/mk/%D0%BB%D0%B8%D1%86%D0%B0%D1%82%D0%B0-%D1%81%D0%BE-%D1%80%D0%B5%D1%82%D0%BA%D0%B8-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8-%D0%B6%D0%B8%D0%B2%D0%B5%D0%B0%D1%82-%D0%B6%D0%B8%D0%B2%D0%BE%D1%82-%D0%BF%D0%BE%D0%BB%D0%BD-%D1%81%D0%BE-%D0%BF%D1%80%D0%B5%D0%B4%D0%B8%D0%B7%D0%B2%D0%B8%D1%86%D0%B8/a-37741954?maca=maz-rss-maz-pol_makedonija_timemk-4727-xml-mrss
http://www.dw.com/mk/%D0%BB%D0%B8%D1%86%D0%B0%D1%82%D0%B0-%D1%81%D0%BE-%D1%80%D0%B5%D1%82%D0%BA%D0%B8-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8-%D0%B6%D0%B8%D0%B2%D0%B5%D0%B0%D1%82-%D0%B6%D0%B8%D0%B2%D0%BE%D1%82-%D0%BF%D0%BE%D0%BB%D0%BD-%D1%81%D0%BE-%D0%BF%D1%80%D0%B5%D0%B4%D0%B8%D0%B7%D0%B2%D0%B8%D1%86%D0%B8/a-37741954?maca=maz-rss-maz-pol_makedonija_timemk-4727-xml-mrss
http://www.dw.com/mk/%D0%BB%D0%B8%D1%86%D0%B0%D1%82%D0%B0-%D1%81%D0%BE-%D1%80%D0%B5%D1%82%D0%BA%D0%B8-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8-%D0%B6%D0%B8%D0%B2%D0%B5%D0%B0%D1%82-%D0%B6%D0%B8%D0%B2%D0%BE%D1%82-%D0%BF%D0%BE%D0%BB%D0%BD-%D1%81%D0%BE-%D0%BF%D1%80%D0%B5%D0%B4%D0%B8%D0%B7%D0%B2%D0%B8%D1%86%D0%B8/a-37741954?maca=maz-rss-maz-pol_makedonija_timemk-4727-xml-mrss
http://www.dw.com/mk/%D0%BB%D0%B8%D1%86%D0%B0%D1%82%D0%B0-%D1%81%D0%BE-%D1%80%D0%B5%D1%82%D0%BA%D0%B8-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8-%D0%B6%D0%B8%D0%B2%D0%B5%D0%B0%D1%82-%D0%B6%D0%B8%D0%B2%D0%BE%D1%82-%D0%BF%D0%BE%D0%BB%D0%BD-%D1%81%D0%BE-%D0%BF%D1%80%D0%B5%D0%B4%D0%B8%D0%B7%D0%B2%D0%B8%D1%86%D0%B8/a-37741954?maca=maz-rss-maz-pol_makedonija_timemk-4727-xml-mrss
http://www.dw.com/mk/%D0%BB%D0%B8%D1%86%D0%B0%D1%82%D0%B0-%D1%81%D0%BE-%D1%80%D0%B5%D1%82%D0%BA%D0%B8-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8-%D0%B6%D0%B8%D0%B2%D0%B5%D0%B0%D1%82-%D0%B6%D0%B8%D0%B2%D0%BE%D1%82-%D0%BF%D0%BE%D0%BB%D0%BD-%D1%81%D0%BE-%D0%BF%D1%80%D0%B5%D0%B4%D0%B8%D0%B7%D0%B2%D0%B8%D1%86%D0%B8/a-37741954?maca=maz-rss-maz-pol_makedonija_timemk-4727-xml-mrss
http://www.dw.com/mk/%D0%BB%D0%B8%D1%86%D0%B0%D1%82%D0%B0-%D1%81%D0%BE-%D1%80%D0%B5%D1%82%D0%BA%D0%B8-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8-%D0%B6%D0%B8%D0%B2%D0%B5%D0%B0%D1%82-%D0%B6%D0%B8%D0%B2%D0%BE%D1%82-%D0%BF%D0%BE%D0%BB%D0%BD-%D1%81%D0%BE-%D0%BF%D1%80%D0%B5%D0%B4%D0%B8%D0%B7%D0%B2%D0%B8%D1%86%D0%B8/a-37741954?maca=maz-rss-maz-pol_makedonija_timemk-4727-xml-mrss
http://plusinfo.mk/vest/106274/na-mojot-sin-mu-treba-zdrava-majka
http://novamakedonija.com.mk/NewsDetail?title=%D0%A1%D0%B5-%D0%BE%D0%B4%D0%B1%D0%B5%D0%BB%D0%B5%D0%B6%D1%83%D0%B2%D0%B0-%D0%94%D0%B5%D0%BD%D0%BE%D1%82-%D0%BD%D0%B0-%D1%80%D0%B5%D1%82%D0%BA%D0%B8-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8&id=88912f61-aa91-4c67-8955-741b325c5b2d
http://novamakedonija.com.mk/NewsDetail?title=%D0%A1%D0%B5-%D0%BE%D0%B4%D0%B1%D0%B5%D0%BB%D0%B5%D0%B6%D1%83%D0%B2%D0%B0-%D0%94%D0%B5%D0%BD%D0%BE%D1%82-%D0%BD%D0%B0-%D1%80%D0%B5%D1%82%D0%BA%D0%B8-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8&id=88912f61-aa91-4c67-8955-741b325c5b2d
http://novamakedonija.com.mk/NewsDetail?title=%D0%A1%D0%B5-%D0%BE%D0%B4%D0%B1%D0%B5%D0%BB%D0%B5%D0%B6%D1%83%D0%B2%D0%B0-%D0%94%D0%B5%D0%BD%D0%BE%D1%82-%D0%BD%D0%B0-%D1%80%D0%B5%D1%82%D0%BA%D0%B8-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8&id=88912f61-aa91-4c67-8955-741b325c5b2d
http://novamakedonija.com.mk/NewsDetail?title=%D0%A1%D0%B5-%D0%BE%D0%B4%D0%B1%D0%B5%D0%BB%D0%B5%D0%B6%D1%83%D0%B2%D0%B0-%D0%94%D0%B5%D0%BD%D0%BE%D1%82-%D0%BD%D0%B0-%D1%80%D0%B5%D1%82%D0%BA%D0%B8-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8&id=88912f61-aa91-4c67-8955-741b325c5b2d
http://novamakedonija.com.mk/NewsDetail?title=%D0%A1%D0%B5-%D0%BE%D0%B4%D0%B1%D0%B5%D0%BB%D0%B5%D0%B6%D1%83%D0%B2%D0%B0-%D0%94%D0%B5%D0%BD%D0%BE%D1%82-%D0%BD%D0%B0-%D1%80%D0%B5%D1%82%D0%BA%D0%B8-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8&id=88912f61-aa91-4c67-8955-741b325c5b2d
http://novamakedonija.com.mk/NewsDetail?title=%D0%A1%D0%B5-%D0%BE%D0%B4%D0%B1%D0%B5%D0%BB%D0%B5%D0%B6%D1%83%D0%B2%D0%B0-%D0%94%D0%B5%D0%BD%D0%BE%D1%82-%D0%BD%D0%B0-%D1%80%D0%B5%D1%82%D0%BA%D0%B8-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8&id=88912f61-aa91-4c67-8955-741b325c5b2d
http://plusinfo.mk/vest/106239/shto-da-se-pravi-koga-deteto-kje-ja-nasledi-tvojata-bolest
http://exclusive.mk/articles/26180/shto-i-kako-da-se-pravi-koga-deteto-kje-ja-nasledi-tvojata-bolest
http://exclusive.mk/articles/26180/shto-i-kako-da-se-pravi-koga-deteto-kje-ja-nasledi-tvojata-bolest
http://exclusive.mk/articles/26180/shto-i-kako-da-se-pravi-koga-deteto-kje-ja-nasledi-tvojata-bolest
http://exclusive.mk/articles/26180/shto-i-kako-da-se-pravi-koga-deteto-kje-ja-nasledi-tvojata-bolest
http://www.vest.mk/?ItemID=ED2A821C230C1C43B7D373D8D21ADD80
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3. Know AML Fight AML - 3Haj wto e AMJ1, 6opu ce co AMJ1

OBa Kamnarba € npBo oabenexkyBarbe Ha AMJI aeHOT Ha 21 anpun HacoyeHa KOH ejyKauwmja,
nogurHyBare Ha jaBHa cBecT M obeauHyBare Bo bopbaTa npotme AMJ1 Ha naumeHTU,cemejcTBa,
34,paBCTBEHWN PAabOTHULM U OMLUTA jaBHOCT.

Fight by The #21Apyil
knowing your is AML World
Awareness Day
21 '380 Join us in wearing red and
people o develop black to mark the day and
AML in 2013 raise awareness of AML
xv»s;’:jeness wa va?grdeness
Fhorn #enowAmL #HighhamL AML ke #enowAmL #Highrhame

Bo pexkemspwu, 2016, 3a Bpeme Ha COCTAHOKOT Ha AMEPUKAHCKOTO OMWTECTBO HA XemMaTo/03M,
KOJIEKTUB Ha NaUMEHTU anaepn, NPodecnoHaNLM N NPETCTAaBHULUM Ha MHAYCTPUjaTa, cera ce 3aeHo
noa umeto AMJ1 Koanuuumja.

Fight AML by _ Fight by
knowing your facts knowing your

In the UK, approximately

2,600 people are diagnosed 2 ’ GOO

with AML each year ;
eveny yeay
NOw | e Rateness
AML D\:xa;eness . Dgy " .
21 April #nowAML #HightAmL 21 April #nowAML #ightAmL

OBaa Kamnarba MMa 3a Len ga nofobpu eaykaumja v nogapuika 3a 4a rv oxpabpu naumeHTmTe Bo
6op6aTa NPOTMB aKyTHa MMeIoMAHA NeyKeMuja.

Fight AML by Fight by G a
knowing your facts knowing your

Several risk factors can contribute to 9 = @
the development of AML, including;

age, gender, exposure to radiation or

chemicals, previous blood diseases, as well

as previous treatment for different cancers .
NOw | e, NOw | e,
a a
AML 2T hpril #lenowAmL #igiramL AML 21 April #enowAML #igihtAmL

Moseke nHPopmauum Ha — http://www.know-aml.com


http://challenges.mk/wp-content/uploads/2017/04/Infographic_08a.jpg
http://challenges.mk/wp-content/uploads/2017/04/Infographic_09.jpg
http://challenges.mk/wp-content/uploads/2017/04/Infographic_07b.jpg
http://challenges.mk/wp-content/uploads/2017/04/Infographic_06a.jpg
http://challenges.mk/wp-content/uploads/2017/04/Infographic_05b.jpg
http://challenges.mk/wp-content/uploads/2017/04/Infographic_04a.jpg
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Fight AML by 4o
o SO0 ePL, &
knowing your fach; ;ezg%:w"%% knowing your
0, @09
AML is characterized by the rapid “'{ge:%:.:%'
production and growth of abnormal
blood cells, which can build up in /,:i:f“ S
the bone marrow and prevent the g",:%%go;qg
production of normal blood cells o9 b e o
@ oo
KNOw ‘év:e-'al;‘eness e va:g:‘eness
21 April #enowAML #HighhamL b1y o #KNoWAML #ightAmL
Fight AML by
knowing your facts
Acute...
AML can sometimes Myeloid.
be referred to as Acute Myeloaghic

Myelogenous

...Levkemia

Myelocytic Leukemia or Acute
Myelogenous Leukemia

Da;
AML 21 Apri #knowAML #ighhramL

4. Ckonckun MaparoH Maj, 2017

34pYy*KeHMEeTOo Ha rpafaHn 3a peTkn 6onectn KueoT co lMNpeanssnum ja NnpoaoKyBa TpaguLumjaTa Ha
y4yectBo Ha Ckonckm MapatoH n Bo 2017 rogMHa 0BOj NaT CO 3ae4HUYKN CMAKN CO 3apyHKeHneTo XAE
MakeaoHwuja Bo copaboTka co Ckonckm MapaToH u rpynata Ckoncko HokHo Tpuarbe. XAE MakegoHuja
ro ogbenexKysaat AeHOT Ha XepeauTapeH AHrmoeaem nog MoToTo —,,OTeKyBaMm, HO He Ce NOBJ/IEKYBaM
— Tpuam! “.

MACEDONIA

Joromae LIFE

CHALENGES

Ha 7 maj, 30 yuecHuuu npujaseHu og, CKkoncko HokHo Tpuare Ke TpuaaT Ha 21 u 42 KunomeTpu 3a
XAE MakegoHuja n ¥usot co Npeaunssuum, a UCTO Taka Ke MMa U A,0MOJIHUTE/IHO YYECHUUM U Ha
TPKaTa 04 5 KunomeTtpu Kou Ke Tpyaat nog mototo OTeKyBam HO He ce noBseKyBam — Tpuam! 3a
XAE MakegoHuja. Fnacot Ha peTKuTe 601ecTu e NocuneH Kora cme 3aefHo.

OBaa aKTMBHOCT ce 0Ap!KyBa 3a MOAMTHYyBake Ha jaBHATa CBECT BO OAHOC Ha peTkuTe 6onectu BO
MakKegoHHja U Npean3BMLMUTE CO KOW CE COOYYBaaT NyfeTo Co PeTKM 60ecTn U HUBHUTE CeMejCTBa BO
CEKOjaHEeBHUOT XMBOT. bnarogapHu cme Ha cuTe WITO HE NoAdpiKase 40 cera M ja Npoao/IKyBame
copaboTkaTa 1 noHatamy. Ce HaZeBame AeKa Ke npugoHeceme 3a WAHWHATA 33 /IYfETO CO PETKM
b6onectn fa buae AHUHA Koja ja nocakysaar.


http://challenges.mk/wp-content/uploads/2017/04/Infographic_03b.jpg
http://challenges.mk/wp-content/uploads/2017/04/Infographic_02a.jpg
http://challenges.mk/wp-content/uploads/2017/04/Infographic_01b.jpg
http://challenges.mk/wp-content/uploads/2017/05/hae-logo.jpg
http://challenges.mk/wp-content/uploads/2017/05/snr.jpg
http://challenges.mk/wp-content/uploads/2016/07/%D0%96%D0%B8%D0%B2%D0%BE%D1%82-%D1%81%D0%BE-%D0%BF%D1%80%D0%B5%D0%B4%D0%B8%D0%B7%D0%B2%D0%B8%D1%86%D0%B8-%D0%9B%D0%BE%D0%B3%D0%BE-%D0%90%D0%BD%D0%B3.jpg
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U3jaea — Hamawa JosaHoecKa lNonoecka

30pyxceHuemo 3a pemrkama bosecm xepedumapeH aHauoedem — XAE MakedoHuja, 80 copabomka co
30pyxceHujama ueom co npeoussuyu u CKOMCKO HOKHO Mp4arbe, Hd 080§ HAYUH cakauwe 0a 20
006enexcu deHom Ha xepedumapHuom aHeuoedem 16 maj nod momomo ,OmeKyeam, HO He ce
nosnekysam —mpyam!“ Toj 0eH 8o 2012 200uHa bewle uzenacaH 00 AMepuUKaHCKUOM CeHam Kaxko 0eH
Ha XAE. Ommoeaw 80 ceemom ro4yHa 0a ce oobenexcysa co yesa 0d ce cepmu 8HUMAHUEMO HA
bonecma, Kojawmo ce maHugecmupa co omoyu Ha pasHu 0ea08uU 00 Mesaomo Wmo Mmoxce 0a ce
HUBOMO3G2P0O3Y8AYKU OKO Ce jasam Ha 2ps0 uau Ha CMOoMaK. Micmo maka, deHom ce odbenexcysa u
€O yen 0a ce psu c8ems10 KOH 8aXHOCMA 00 HABPeMeHOMO OujazHOCMUYUparke U npucmanom 00
cospemeHU u edpukacHU mepanuu. Joceaa 30pyiceHuemo XAE MakedoHuja, opeaHusupawe 6pojHU
MaHugecmayuu, co yen 0a ce Haeaacu Oeka co docmanHa mepanuja auuama co XAE sodam
HOPMasieH YUBoMmM U Ce KOPUCHU 4YaeHo8U Ha onwmecmeomo. Ha kpaj, 6u cakana 0a HanomeHam
deKka uako nayueHmume co xepedumapeH aH2uoedeM ce 8se3eHU 80 MPo2pPamMamd 3d pemku
b6osiecmu, cenak NOCMojaHo ce coo4ysaam co Hemarbe aekosu. Co moa um ce 320s1emysa cmpecom,
Koj nak moxe 0a npedu3suka Hosu Hanadu. Ce Hadesame 0eKa 080j 310KOBeH Kpya Ke ce npeKuHe u
deka nayueHmume nocmojaHo Ke umaam J0ocmanHa mepanuja 3a 0a moxe 0a cu sodam
rnobesapuxceH U NoKeasumemeH ¥ugom.
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U3jaea — BecHa Anekcoscka, lMTpemcedamen Ha *ueom co lMpedussuyu

»,Co uspabomka Ha peaucmapom U 320/eMy8aH€ HA UHAHCUUME 80 MPO2PAMama 3a pemxu
bos1ecmu ce 0803MOM(U HabasKa Ha HAO 29 nekosu Kou 00 ceea bea HedocmanHu 3a nayueHmume co
pemku 6onecmu. Céywme uma nompeba 00 Opyau n1eKo8U 30 HOBOPE2UCMPUPAHU NayueHmu u 3a
HOBU f1eKo8U KaKO makeu ce ®amunuanHa AmunoudHa MonuHesponamuja, yamoHanHa ¢pubposa,
CnuHanHa MyckynHa Ampoduja, Muenoducnaacmu4eH CUHOPOM ... UCMO MAKA MyKa ce U eKosume
Kou 6ea semeHu 00 @30M ywme 2016 200uHa 3a KpoHoea 6osecm u yayepo3eH Koaumuc U Kou
cé ywme He ce HabaseHuU, myka e u nompebama AU4YHU acucmeHmMuU 3a AUYa €o UH8aaudumem Kou
He Moxce 0a ce 2puxam camocmojHo 3a cebe Kako auuyama co AJIC — Jly lepuk CUHOPOM, a U 8AHCHO
e U 32puxcy8aremo Ha osue AuUua 80 NodoyHexHUMe ¢asu 00 6osecma 80 coo08emHU UHCMUMYyyuU
Koe ce2a He e 0803MOM(EHO 30 Auya Kou mpeba da ce Ha anapam 3a duwere KOHMUHyupaHo. 09
®30M cé yuime ouexkysame u 0006pysare Ha pegyHOayuja 3a nocebHU 3aeou U ¢haacmepu 3a
Enudepmonucuc bynoca, uako ucmume bea semeHu yuime 8o 2016 200uHa 8o ¢espyapu.

Mpodonrysame co KomyHuKayuja co MuHucmepcmeomo 3a 30pascmeo, ®30M, MAHY u co
MuHucmepcmesomo 3a mpyo U coyujaaHa noauUMuUKa co yesn 0a ce 0803Moxam coodsemHu ycayau
3a cemejcmeama co pemku bosecmu, NoYHysdjku 00 OujazHoO3d, NPodoaxXysdjku co 0obusare Ha
coo0semHa UHgpopmayuja, Habaska Ha paHa mepanuja, 00cManHOCM Ha coo08emHuU 30pascmeeHu
U coyujanHu ycayeu 3a nayueHmume.. Cekoj 4osek 3acayicysa 0a 0obue waHca 3a nodobap xcusom.
Camo co 3aed0HuU4YKa paboma npeky 006pa KOMyHUKayuja Moxce 0a ce 0803MOxcU nodobap Keasaumem
Ha xcusom.

Anenupame 0a He ce 00380auU opadu noaAUMUYKAMa cumyauyuja nayueHmume 0a ocmaHam 6e3
/1eK08U, CO MOa ce 3a2po3y8aam 4oseyku xusomu. Cume aekosu b6e3 paszauka 0anu ce 3a pemku uau
yecmu 6onecmu mpeba HaspemeHo 0a ce Habasysaam 3a epadaHume 0a Hemaam 00noAHUMeNHU
npobaemu.

Usjaea — Uckpa Jumumap u Tomucnae 00 CKONCKO HOKHO mpYarse

CKOMCKO HOKHO MpYare KaKO UHULUjamued 3a pa3zsusarbe Ha C8ecma 3a PpeKpeamusHo mpydre ce
NpUKay4ysa KoH noddpwka Ha bopbama co Koja ce coodyysaam aAuuyama co pemku bosecmu 60
Penybauka MakedoHuja npeky 30 muHa npemcmasHUUyU Kou Ke mpyaam Ha wmagpemHama mpka,
noaymapamoH 21 km u mapamoH 42 km. lpeky Hawama UHUYUjamuea 3a pekpeamusHO mpyarbe
noseke namu cme 0asase NoOOOPWKA HA XyMAHUMAPHU HACMAHU 00 pa3sau4eH Kapakmep u yecm u
3a0080s1cMe0 Hu e 0a ja dademe nodopwKama Ha Musom co npedussuyu mpema 200UHA 10 peod a
08aa 200UHA 34 NP8 nNam u Ha 30pyxceHuemo XAE MakedoHuja nod momomo — ,,O0TeKyBam, HO He ce
nossiekysam — Tpyam! “
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5. EYPOPAUC CocTaHOK Ha 4ieHcTBOo, Maj, 2017, byaumnewTa, YHrapumja

COCTaHOKOT Ha 4neHcTBo Ha EBponckata OpraHusauumja 3a peTkuM 6onectu ce cnyyum BO Maj, BO
byavmnewra.

Mmalle focTa pas/iMiHM TEMKW Ha KOU Ce AUCKYTUpaLle BO OAHOC Ha peTKute 60aecTun, a UCTO TaKa ce
peanusvpaa u noseke PabOTUNHULM U UHTEPAKTUBHU CECUMM 3a YHanpeayBarbe Ha 3HAEHETO U
oxpabpyBatbe Ha MpeTcTaBHULMTE Ha MaumeHTU Bo 6bopba 3a MpasaTa Ha MaUMEHTUTE CO PEeTKU
6onectn.

MpeTcTaBHMKOT Ha UBOT CO NPEAM3BULLN, 6elwie npucyTeH 3ae4HO €O NPETCTaBHMKOT Ha HAPBEM
npeTcTaByBajKku MM PeTKMUTe 60MeCcTU 1 CO34aBajKM BaXKHM KOHTAKTU 3a KOHdepeHunjaTa Koja cneam Bo
MakeanoHuja Bo Hoemspu — EYPOT/IAH, 2017 — 3a nps nat Bo MakegoHuja.

6. Petkurte 6onectu Ha Oxpug Tpuar, 4 JyHu, 2017, Oxpug,

BonoHTep Ha 34pyKeHUeTo Ha rpafaHun 3a peTkn bonectn HKueot co Mpeamssunum, NlopaaHa flonecka
BO copaboTKa co 3apyKeHnja n dupmm og Oxpua, opraHnsnpaLle TMMOBM KO Ke TpyaaT 3a /IyfeTo co
peTkn 6onectn n nocebHM NoTpebm Ha HacTtaHOT Oxpua TpyaT. CtedaHumja Puctecka ocBoun 1 mecTo, U
Mapuja YcTvjaHOCKa OCTBapu 2 MecTo 33 TMUMOT Ha peTkute 6onect u nocebHu notpebu, Ha
MapaToHOT 3a AeBeTTUTE oAfefieHnja 04 CMTe OCHOBHM yumauwTa of Oxpua. Koj ce ogpiKa BO
yeTBpTOKOT Ha 1 jyHun, 2017, Bo Oxpua. Ha 4 jyHu, Bo Heaena, Ha Oxpua TpuaT, yyectsysaa Hag 50
YYECHMLM BO MME HA CEMEjCTBATA KOM Ce COOYyBaaT Co peTKM 6osiecTn n nocebHn noTpebu. Oxpug,
TpuaT BMKeEHA, NPeTCcTaByBa CMOPTCKM NPOMOTMBEH HACTaH MPW LITO FNABHA UEN HU € Aa Hanpasume
Crnoj nomery TpyareTO, ABUKEHETO, CMOPTOT, KBA/IMTETHATA UCXPaHa U 34PaBMOT HAYMH HA XKUBOT.
Oxpua TpuaT BUKEHA, Ke ce O44PKYBa HAa HEKOJIKY JIOKaLMM U BO HEro Ke 6MaaTt BKAYYEHWU HEKOJIKY
TPKM o4 npodecnoHaneH U pekpeaTMBEH KapaKTep, Npu Toa 3a40B0/YBajKM O aneTUTOT Ha NoBeKe
couMjanHU rpynu M Toa: NpodecMoHanHM aTneTMyapu, Aeuata of, YYMAUWTATa, Aeuata oj,
rPaguHKNUTE, POAUTENN, PEKPEATMBLM U INLLA CO MOMPEYEHOCTH.
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U3sjaea lNopdaHa JlonecKa, yneH Ha Mueom co lpedussuyu

,3a deyama co pemku 6osecmu u co nocebHU nompebu Ke mpyaam npogecuoHaayU, Ho U camume
AUYa, KAKo U HUeBHUmMe pooumesnu. M1 npogecuoHanyume, Ho U epazaHume ja nodopxaa Hawama
udeja 0a mpyaam 3a aAuuaMA co pemku 6osecmu u co nocebHu nompebu U HAG Moj Ha4uH O0a
rnomoaHam 6o rnoduaarbe Ha jasHama ceecm 3a npobaemume u nompebume Ha osue nuuya. /lyéemo
co pekmu bosnecmu u nocebHu nompebu 3acayxysaam nodobap U rnokeasumemeH Mueom,
3acayrwysaam 0a um ce 6ade WaHca 3a 04 HANPAsam HAjMHO2Y WMO MOMAm CO mod Wmo 20
umaam. He cmee HUKoj 0a eu nomuyeHysa u 0a eu coxcanyea. Cekoj moxce 0a bude ycrieweH ako my ce
dade waHca.”

U3jasa — BecHa Anekcoscka, lTpemcedamen Ha *usom co lMpedussuyu

,opoaHa Jlonecka e edeH 00 Hawume HAjAKMUBHU 47€HOBU 80 30pyXHeHuUemo, op2aHU3UPajKu
HAacmaHu 3a noduzHysarbe Ha jasHama ceecm 80 Oxpud, HO U MOKPEHY8AjKU ja nocmankama 3d
Kpeupare Ha MOWMEeHCKa MapKa 3a pemkume 6oaecmu. O80j HOCMAH e ywime e0eH 80 HU3aMa Ha
HacMaHu 3a NoduzHys8aH-e Ha jasHama ceecm 3a pemxkume 6onecmu, 3a 0a ce nomcemume 0eka Ha
cemejcmeama um mpeba nodopwkKa, um mpebaam coodsemHu 30pasCmMBeHU U COYUjanHU ycayau.

Co u3spabomka Ha peaucmapom u 320/eMy80HE€ HA (PUHAHCUUMeE 80 NpPo2pPamama 3d pemku
6onecmu 8o 2015 u 2016 200uHa ce 0s8o3moxcu Habaska Ha HAo 29 nekosu 3a HAd 15 paszauyHu
dujaeHoyu Kou 0o ceza bea HedocmanHu 3a nayueHmume co pemku 6oasecmu. Cé ywme uma
nompeba 00 Opyau s1eKo8uU 3a HOBOPe2UCMPUPAHU NAYUEeHMU U 3a HO8U /IEKOBU KAKO MAaKeu ce
®amunuanHa AmunoudHa loauHesporiamuja (Koj ek e umeH 3amoa Wmo QKO He 20 rnpumam
nayueHmume HACKOpoO nomoa Ke 6ude 0oyHa u Hema 0a Oenaysa u NayuHemume Ke ce dosedam 80
Husomosaeposyeayka cocmojbéa), [lyamoHanHa ¢ubposa, CnuHanHa MyckynHa Ampodauja,
MuenoducnaacmuyeH cuHopom, yweH MyckyaHa Jucmpodguja, 00epedHuU pemKu pakosu Kou ce 6e3
docmanHa mepanuja ... UCMo MAKa MyKa ce u siekosume Kou bea semeHu 00 ®30M ywme 2016
200uUHa 3a KpoHosa 6osecm u yaueposeH Koaumuc U Kou cé yuime He ce HabaseHu, myKa e u
nompebama AU4HU acucmeHmu 3d UYA Co UHBAAUOUMEM KoU He Moce 0a ce 2puHam camocmojHO
30 cebe Kako auuyama co AJ/IC — Jly Fepuk CUHOPOM, O U BAHCHO € U 32pUNCY8AHEMO Ha 08Ue AUUd 80
noodouyHexHume ¢pazu o0 6osecma 80 coo08eMHU UHCMUMYYUU KOe cead He e 0803MOM(EHO 3d uya
Kou mpeba 0a ce Ha anapam 3a Ouuwere KOHMuHyupaHo. 00 ®30M cé yuime ovekysame U
00obpysarbe Ha pepyHOauuja 3a nocebHU 3a80u U ¢aacmepu 3a Enudepmonucuc bynoca, uako
ucmume bea gemeHu yume 80 2016 2o0uHa 60 espyapu.

Ouekysame Hosuom MuHucmep 3a 30pascmeo 6a uma cayx 3a nompebume HA cemejcmeama co
pemKku bonecmu 3a sekosume Kou mpeba umHo 0a ce Habasam. Ce Hadesame OeKa Ke
copabomysame 3a 3ae0HO 0a npudoHeceme KOH o0obpysare HA Keaaumemom HA HUsom Ha


http://challenges.mk/wp-content/uploads/2017/06/35.jpg
http://challenges.mk/wp-content/uploads/2017/06/7.jpg

¥R e o

JKHBOT JETA LIFE
HPEHH-,;BH SFIDA CHAL1,gNGES
Fodimson o T i Toba. B A wamaike, luft U a przzle,
oy vy g . At L o S, eallick ok,

¥usoTt co Npegussuum / Jeta me Sfida / Life With Challenges

nayueHmume co pemku 6onecmu 6o MakedoHuja. lcmo maka ce Hadesame u Ha nodobpa
copabmoka co MuHucmepcmeomo 3a Tpyd u CoyujanHa Moaumuka.”

7. Tpuyame, eapume, netame 1 NaaHMHaApUme 3a peTkute bonectu

OpHoBo Oxpua ce NPUKAYYM BO NOAAPLIKA HA peTkuTe bonectn. Beach Run e cepuja Ha TpKu Koja ce
ofip>ka Ha 5 nokauuu nokpaj Boga Bo MakeaoHuja (Ckonje, Npecna, AojpaH, Masposo 1 Oxpua) Bo
TeKoT Ha jynn 2017 rogauHa, BO BWMA, HA JIeTHA /uKra BO Tpyamwe Ha 5km. PuHaneto BO
Oxpug crapTtysawe Bo 10 yacot, Ha 30 jynau, BOo Heaena. HactaHoT ce oapyka Ha Buffalo Beach.
Ekunute Ha NRC — Nike + Run Club Skopje i Ark Lotus Prilep Tpyaar 3a nogapLiKa 1MuaTa CO peTKu
6onectu.

OpraHusaumjaTa Ha ekunuTe 3a NoaApLIKa Ha AnuaTa co peTkn bonectn e Bo pauete Ha MopaaHa
JlonecKa, MajKa Koja NoKaka AeKa CeKoj MoXKe Aa HanpaBu MHOTY NOBeKe 3a NOAUIHYBake Ha jaBHaTa
CBECT 3a peTkuTe 60/1ecTn 1 3a NogApLUKa Ha cemejcTBaTa KoM ce CoOoYyBaaT Co peTKa bonecT.
. ¥ E] S -
c,_ \ P

L N i e oy .
BoegHo Bo Oxpua noagpluka CTMrHa u og, AkBaTMka [IMBOHO — M e4puaMumM Ke ro 3aBeaT 3HaMeTo Ha
peTKknTe 6onectTn Ha TpKa co eapuanum Ha 29 mn 30 jynn, gofeKa Beke 3HaMETO Ha peTKuTe 6onectu
bewe npoweTaHo HWM3 Oxpuackoto Hebo co naparnajgep — npeky ®naj Oxpug — TaHgem
naparsiajaepcrso.


https://www.facebook.com/pages/Buffalo-Beach/609885139132247?fref=mentions
https://www.facebook.com/PrvDoVrv/photos/gm.1713180278991351/820895711427033/?type=3
https://www.facebook.com/PrvDoVrv/photos/gm.1713180278991351/820895711427033/?type=3
http://challenges.mk/wp-content/uploads/2017/08/FB_IMG_1501414110203.jpg
http://challenges.mk/wp-content/uploads/2017/08/received_1941965782691554.jpeg
http://challenges.mk/wp-content/uploads/2017/08/zname-retki.jpg
http://challenges.mk/wp-content/uploads/2017/08/zname-retki-nebo.jpg
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Mporpamarta 3a peTku 6oaecTm oy

eKyBamMe HapegHa rogMHa KOHeYyHo Za ce 3rofiemm GUHAHCUCKMU Co
uen Aa ce NOKpMjaT WTO NoBeke 60nectu, WTO NoBeKe NALMEHTM U A MMA NeKoBu 3a cuTe. Cekoe
CEeMeCjTBO 3ac/yKyBa Aa fobue waHca 3a nogobap *KMBOT.

Ke npoAo/mKkume 3aegHo co HauuoHanHaTta AnmjaHca 3a PeTtkm bonectn Ha P. MakegoHuja ga ce
60purme 3a Nnoronemm nNpasa 3a AMLATA CO PeTKM 60aecTM NpUToa pasrosapajku co MUHUCTEPCTBO 3a
3apascTBo, co MuHuctepctso 3a Tpyg u CounjanHa Nonntmka, co P30M n cekako co cute NOBP3aHU
MHCTUTYLLUN KOU MOKe Aa HanpasaT YeKop Hanpes BO NoaobpyBake HAa KBA/IMTETOT HA KUBOTOT Ha
cemejcTBaTta co peTku bonectn. Ce HageBame AeKa HapegHa rogvHa Hema Aa UMa AOUHEHEe Ha
TEHAEPW M NEKOBM, A€Ka MpouesypuTe HaBpeMEHO Ke TeuyaT, AeKa CemejcTBaTa Hema ga vMmaar
notpeba aa cobmpaaT XyMaHUTAPHO CPeACTBa 33 Aa CTUMHAT A0 NeKyBakbe.

8. WUckauyBame Ha lonem Kopab Bo Mme Ha nauueHTUTe CO peTKu bonecty,
3 centemspwm, 2017

34py»KeHuneTo Ha rpafaHu 3a peTku 6onectn ,, KneoT co Mpeam3suun® ja npoaoaxKyBsa Tpaguumjata Ha
YYE€CTBO Ha MCKauyBaHETO Ha HajBMCOKNOT BpB Bo MakeaoHuja — Ffonem Kopab v Bo 2017 roamHa.

Mo noBoa 8mMu cenTmeBpM, ce 0ApPXKYBa TPaAULMOHANHOTO UCKadyBare Ha Ffonem Kopab Ha 3Tn
centemspu, Hegena. 3MNK Kopab ro noctasu 3HameTo Ha 3apyKeHUeTo Ha rpafaHu 3a peTku 6onectu
»"Kusot co MNpeaunssuumn“ Ha BpBOT.

WU3jaBa BecHa AneKcoBcKa, npetcepaten Ha 34pYKEeHUeTo:


http://challenges.mk/wp-content/uploads/2017/08/received_1941964429358356.jpeg
http://challenges.mk/wp-content/uploads/2017/09/korab-2017.png
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Co u3spabomka Ha peaucmapom U 32071eMy8drbe HA (PUHAHCUUMe 80 fpo2pamama 3d pemxu
6onecmu 8o 2015 u 2016 200uHa ce 0s803mMoOxcU Habaska Ha HAo 29 nekosu 3a HAO 15 paszauyHu
dujaeHo3u Kou 0o ceea bea HedocmanHu 3a nayueHmume co pemku boaecmu. Cé ywme uma
nompeba 00 Opyau sneKosU 34 HOBOPE2UCMPUPAHU NMAyUeHmMu U 3a HOB8U /1eKO8U KOKO MaKeu ce
GdamunuanHa AmunoudHa llonuHesporiamuja (Koj ek e umeH 3amoa Wmo QKO He 20 rnpumam
nayueHmume HACKOPO nomoa Ke 6ude 0oyHa u Hema 0a Oenaysa u NayuHemume Ke ce dosedam 80
MWueomosaeposysayka cocmojba), [lyamoHanHa ¢ubposa, CrnuHanHa MyckyaHa Ampoduja,
MuenoducnaacmuyeH cuHOpom, AyuweH MyckynHa Jucmpodgpuja, o0epedHU pemKu paKoeu Kou ce be3
docmanHa mepanuja (Kako MuenooucnaacmuyeH cUHOPOM, MyamuneH Mueaom u opyau)... ucmo
maka myKa ce u nekosume Kou b6ea semeHu 00 ®30M ywme 2016 200uHa 3a KpoHosa 6osecm u
yAyepo3eH Koaumuc U Kou cé ywme He ce HabaseHu, myKa e u nompebama AuYHU acucmeHmu 3a
AUUA CO UHBAAUOUMEM KOU He Moxce 0d ce 2puxam camocmojHo 3a cebe Kako auyama co AJIC —Jly
lepuxk CuHopom (wmo ce Hadesame OeKka ce2a Ke ce obe3bedu npexky MuHucmepcmeo 3a mpyo u
coyujanHa paboma), a U 8AXHO e U 32pUXysaremo Ha osue Auyd 80 nodoyHexHume ¢asu oo
b6osrecma 80 coo08emHU UHCMUMYyUUU KOe cead He € 0803MOM(EeHO 3a /uya Kou mpeba 0a ce Ha
anapam 3a duuwere KoHmMuHyupaHo. 00 ®30M ce ywime oyekysame u 000b6pysarbe Ha pegyHOayuja
3a nocebHu 3a80u u ¢hiacmepu 3a Enudepmonucuc bynoca, uako ucmume 6ea eemeHu yuime 6o 2016
200UHa 80 hespyapu. CeKako ocmaHysa U eaxHocma Ha dobusarbe Ha OujazHo3a, 3a WMo ce ywme
He nocmou pegpyHOayuja 00 @30M u 6apame moa Habp3o 0a ce ocmeapul.

Ouerysame MuHucmepom 3a 30pascmeo 0a UMa cayx 3a nompebume HA cemejcmeama co pemku
b6osecmu 3a nekosume Kou mpeba umHo da ce Habasam. Yicmo maka eepysame 0eka eemysarbama
0a He 0oyHU HABaBKa HO Mepanuja Ke ce UcMoaHAM HACKopo budejku oeaa 200UHA MHO2y nayueHmu
bea 8o ucyekysae Ha nekosume co meceyu. Ce Haoesame 0eKa Ke copabomyeame 3a 3aeOHO HUe
30pyxceHujama co uHcmumyuuume 0a npudoHeceme KoH Modobpyearbe Ha K8aaumemom Ha #ueom
Ha nayueHmume co pemkxu 6osecmu 8o MakedoHuja.“

MocTaByBakETO HA 3HaMeTO Ha Kopab e cMmboIMYHa aKTMBHOCT KOja ce o4pyKyBa 3a NOAMIHyBake
Ha jaBHATa CBECT BO OA4HOC Ha peTKUTe bonecTn Bo MaKeaoHMja M Npean3BULMTE CO KOM ce COoYyBaaT
NyfeTo co peTkM 6oNecTM U HUBHUTE CEMEjCTBA BO CEKOjAHEBHMOT KMBOT. 32 OApP)KyBarbe Ha OBaa
aKTUBHOCT cme bnarogapHu Ha 3MK Kopab Ha yeno co npetceaatenot /bybomup KoTeBCKM Koj yluTe
Ha NoYeToK ja NpudaTH ja naejata co 0OTBOPEHO CpLE.
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BnarogapHu cMe Ha cuTe WITO HE NoagpKase A0 cera v ja NpoaosKyBame copaboTkaTa U noHaTamy.
Ce HafeBaMe feKa Ke NpuaoHeceMe Kako 34pyKeHue 3a naHUHaTa 3a iyfeTo co peTku bonectn aa
buae MaHWHA Koja ja nocakyBaar.

9. Tpuame 3a noaapwKa Ha peTKM 6onectu Ha WMHTEepHAUUOHANHUOT
ATtnetckn mapatoH Bo Oxpuga, 8 cnetmepu, 2017, Oxpupa,

Oxpua, NOBTOPHO TPYa CO Ha HOB HACTaH CO CTapa LUen nogurakbe Ha CBECTHOCTA 3a NOCTOEHETO Ha
peTkuTe 6onectn. Ha 8 centemBpu rco nNoYeTok Bo 9 yacoT cTapTyBawe MefyHapoAHMOT aTAEeTCKU
MapaToH co ctapT og CB Haym. MapatoHumuTe Tpyaa Ha oBaa naTeka Ha 30 Km, goAdeKa MaK co
no4vyeTokK Bo 9 yacoT 1 30 MMHYTK 04, AOMOT Ha KyATypaTa cTapTyBawe m [NpBaTta TpKa Ha HE3aMCHOCTa
KOja € 0f, peKpeaTuBEH KapaKTep M CO NaTeKka o4, 5 Km, HO BO CKoMN Ha MHTepHaUNMOHANHNOT ATNETCKU
MapaToH Bo Oxpuga,

OpraHu3aumjaTa Ha ekMnuTe 3a NoAAplKa Ha MuaTta co peTkn 6onectm e Bo paueTte Ha FopgaHa
Jlonecka, MajKa Koja NoKaka geKa CEeKOj MOXKe [ia HanpaeBu MHOTy NoBeKe 3a NoAUrHyBakbe Ha jaBHaTa
CBECT 3a peTkuTe 60/1eCTU 1 3a NoAaapLIKa Ha CEMejcTBaTa KoM ce CoOYyBaaT co peTka bonecT.

MuHucTepoT 3a duHaHCUm M-guH [paraH TeBLOBCKM, KOj y4eCTBYBaLle Ha MapaTOHOT, Ce MPUKIYYUN BO
noaapuikarta 3a nyreTo co peTku 6onecTu.

Usjasa NopaaHa Jlonecka, BoNoHTep BO 3apyxeHueto XUBOT CO NPEAU3BULIU:

Oxpud Mo8mMopPHO NoKaxa 0eKa UmMa c/yx 3a 0d ja UCKaxce ceojama noddpwWKa 3a 3a nayueHmume co
pemku 6onecmu, OxpuaaHu co ceoume aKMUBHOCMU ja MpeHecysaam nopakama 0o nayueHmume co
pemku 6onecmu : HE CTE HEBU//INBU HE CTE CAMW HUE CME BALLINOT /IAC !

UsjaBa BecHa AneKcoBcKa, npetcepaten Ha 3apyKeHnetoXXMUBOT CO NPEAU3BULIU:

Ouekysame MuHucmepom 3a 30pascmeo, ce2awHUOm uau UOHUOm, 0a UMa cayx 3a nompebume Ha
cemejcmeama co pemku bosecmu 3a nekosume Kou mpeba umHo da ce Habasam. Micmo maka
sepysame 0eKa eemysar-ama 0d He O0UHU HabasKa HaO mepanuja Ke ce UcrnoaHam HAckopo budejku
08aa 200UHA MHo2y rnauyueHmu bea 80 ucyeKkysare Ha sekosume co meceyu. Ce Hadesame OeKa Ke
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copabomysame 3a 3ae0HO, Hue 30pyreHujama co UHCmumyyuume, 3a 0a NpuooHeceme KOH
nodobpysare HA K8A/aAUMEMoOm HA XUsom Ha rnayueHmume co pemku 6oaecmu o MakedoHuja.
MayueHmume He cmeam 0a YeKaam Ha noaAumMuUKYapume da 00ay4yeaam, mepanujama mpeba da e
HaspeMeHa, cucmemom mpeba cooosemHo 0a pabomu. MuHUcmepmcmaeo 3a (huHaHcUU mopa 0a eu
0b6e36edu nompebHUMe cpedcmea 3a HUMy edeH nayueHm 0a He mMoau u 0a He bude ocmaseH 6e3
mepanuja 6e3 pazauka 0aau ce cooYysa co pemka uau Yyecma bosecm.

Co mn3paboTKa Ha perncTapoT 1 3ronemyBare Ha GMHAHCMKTE BO Mporpamara 3a peTku H6osiectn Bo
2015 1 2016 rogmHa ce 0BO3MOXKM HabaBKa Ha Okony 30 nekoBM 3a Hag, 18 pasnMyYHKU AMjarHO3M Kou
[0 cera bea HegOCTAaNHM 33 NAUMEHTUTE co peTKn bonectun. Ce ywTe nma noTpeba oa Apyru NeKOBU
33 HOBOPErucTpMpaHM NaUMEHTM W 3a HOBM JIEKOBM KaKo TakBu ce PamumnananHa AmunoungHa
MonnHeBponaTtuja (Koj NeK e UTeH 3aToa LUTO aKo He ro NPMMAT NaUuMEHTUTE HAaCKOPO NoToa Ke buae
AOUHa M HemMa Ja AgenyeBa WM nNauMHeTUTe Ke ce [0BeAaT BO KMBOTO3arposysBayka cocTojba),
MynmoHanHa ¢ubposa, CnuHanHa MyckynHa Atpoduja, MuenogucnnactmyeH cuHapom, AyuieH
MyckynHa [Ouctpoduja, opepenHW pPeTKM paKoBM Kou ce 6e3 pgoctanHa Tepanuja (Kako
MuenogucnaacTUieH CUHAPOM, MYNTUMEH MUEIOM U APYTK)... UCTO TaKa TyKa ce U NeKoBuTe Kou bea
BeTeHn og ®30M ywTe 2016 roanHa 3a KpoHoBa 60/1ecT 1 y/LEepPO3eH KOJIMTUC U KOU CE YyLITE He ce
HabaBeHM, TyKa e 1 noTpebaTa IMYHM aCUCTEHTU 33 ZINLLA CO UHBAMANUTET KO HE MOMKE Aa ce rpuKaT
CaMoCTOjHO 3a cebe Kako anuata co AJIC — fly Tepmk CuHapom (LWITO ce HageBame ZeKa cera ke ce
06e36eau Nnpeky MUHUCTEPCTBO 3a TPYA U CoLUjanHa paboTa), a U BaXKHO € U 3rPpUKYBaHEeTO Ha OBME
M@ BO NoaouHexKHMTe ¢a3m of 6onecta BO COOABETHU MHCTUTYLMUM KOE Cera He € OBO3MOMKEHO 33
Nmua Kou Tpeba Aa ce Ha anapaTt 3a Auliere KOHTUHyupaHo. Og ®30M ceé ywTe ouvekyBame
of06pyBatbe Ha pedyHAauUmja 3a nocebHM 3aBon 1 daactepu 3a Enngepmonuncuc bynoca, nako ncturte
6ea BeTeHn ywTe Bo 2016 rogmHa Bo ¢peBpyapu. Cekako OCTaHyBa M Ba*KHOCTa Ha fo0buBarbe Ha
AnjarHosa, 3a WTo ce ywTe He noctoun pedyHaaumja ogq 30M n bapame Toa Habp30 fa ce ocTBapM.


http://challenges.mk/wp-content/uploads/2017/09/ohrid-93.jpg
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BnarogapHocT Ao Tamapo MapKeTu, BpaboTeHUTe U AMPEKTOPOT KoM Ke y4ecTByBaaT Ha MapaToHOT
TPYajKM 3a peTKM 6oecTn 1 cekako 61arogapHOCT 4,0 OpraHM3aUMjaTa Ha MapaToOHOT Kom obe3beuja
b6ecnnaTHU KoTmM3amm 3a ydyecHuum og KK knyb Crtpyra 2009 u yyeHMUM Of, OCHOBHM U CPeaHM
YYUAMLITA KaKo 1 aTnetndapute Ha AK OXPUL og OXPUL.

10.Pa6oTtHa cpeaba 3a noTpebute Ha MuaTa co peTku bonecry,
25.09.2017,CKonje

Ha vHuumMjaTMBa Ha MUHUCTEPCTBOTO 3a TPYA M COLMjasiHa MOJUTUKA, AEHECKA ce oapiKa paboTHa
cpeaba co NpeTcTaBHMUM Ha 34pYKEHMjaTa Ha MLA COo PeTKM 6o/ecTu, Ha Koja ce pasroBapalle 3a
6pojHMTE NPeAn3BMLM CO KOU TUE Ce COOYYBaaT.

Mokpaj muHUcTepkaTa Muna LlapoBcKa, cBoM BoBeAHM obpaKkarba MMaa M 3aMeHUK MUHUCTEPOT 3a
34paBcTBO, loLe YakapuBCKK, COBETHUKOT 3a 34paBcTBO Ha [peTceaaTenoT Ha Bnagata Ha Penybnuka
MakenoHuja, BeHko ®unmnye u npetcepatenkata Ha AnuvjaHcata 3a peTkn 6onectn, Pebeka


http://challenges.mk/wp-content/uploads/2017/09/ohrid-95.jpg
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JaHKoBCcKa PucTeBcku. Cnegelle WMpPoKa AUCKYCHja 3a NoTpebuTe o4 UHTEPBEHMpPatbe BO CUCTEMOT
Ha couMjanHa u 34paBCTBEHA 3alUTMTa, KaKo M noTpebaTa ogoTBoparbe nocebeH LieHTap HameHeT 3a
OBaa KaTeropwuja rpafaHu. UcTo Taka, bele ncTakHaTa BaXKHOCTA 0f, HaBpemMeHa HabaBKa Ha /IEKOBY,
CTPY4YHO ocnocobyBarbe Ha MEAMUMHCKMOT U HeMeAMLMHCKMOT Kagap, HaBpemeHa pasmeHa Ha
MHpOpMaLMK, MefyceKTOPCKa copaboTKa, COOABETHA M3MEHA Ha 3aKOHCKUTE pelleHuja, CTaBakbe BO
dyHKUMja Ha KomucmjaTa 3a peTkn 6oaectu, NogroToBKa Ha COOABETHA an/iMKaLMja 3a NoAApLUKA Ha
PerncrapoT 3a peTku 60/1ecTi U MHOTY APYrvM TEMU KOU Ce OAHEeCyBaaT Ha NoAApLIKaTa Ha anuaTa co
peTkn 60a1ecTn U HUBHUTE CemejCTBa.

Llenta Ha oBaa MHMUMjanHA cpenba e Aa ce AEMOHCTpUpa MOAUTUYKA BOAja M NOATOTBEHOCT 33
3aeHWMYKO YTBPAYBAHE HA HAUYMHMUTE 33 rpafiere BUCTUHCKA MHCTUTYLIMOHA/IHA rpUKa 3a /ivuaTa co
peTkn 6onectn npeky obesbenyBarbe COOABETHU MEANLMHCKA U COLMjANHN YCAYTU.

11.UHTepHaumoHaneH fleH Ha lNowe — 1 OktomBpy, 2017, Ckonje

UnmepHayuoHanHuom feH Ha bonecm Ha lowe (1 OkTtomBpu) ce oabenexysa Bo Hag 40 3emju,
Kage opraHusaumm YneHkn Ha EBponckata owe AnmjaHca opraHmM3npaaT pPasnUYHM aKTUBHOCTM 33
nauMeHTH, CeMejcTea, 4OKTOPU, UCTPaXKyBauu ... Bo MakeZoHuja, 34pyKEeHMETO Ha rpafaHu 3a PeTKK
b6onectu }MBOT CO NPEAN3BULIU ro ogbenexa oBoj AeH co cobup Ha cemejcTBa KO ce coovyBaat
€O oBaa peTKka 6osiecT, 3ae4HO CO AOKTOPUTE U MELMULMHCKMTE CEeCTPM KOWU M MoaaprKyBaaT BO
HWUBHUOT CEKOjAHEBEH KXUBOT.

Op, bonecra Ha lNowe Bo MakegoHuja uma Hag, 10 naumeHTH. bonecta ce maHmudecTnpa Bo Tpu TUMNOBMK,
HO BO MaKefoHMnja e npucyTteH TMn 1 Koj ce maHudecTMpa CO 3rosieMyBakbe Ha CNe3WHaTa,
3ronemyBarbe Ha LLPHMOT P06, KPLWAMBKU KOCKU, HAMaNeHN TPOMBOLUTM 1 XxeMorf1obunH, HamaneHa
eHeprmja u gpyro. o 2015 roguHa 5 nauneHTn ce nieKyBaa Ha AOHaUMja NPeKy XyMaHWUTapHaTta
nporpama Ha KomnaHujata MeHanme, CaHodu ABEHTUC, M eAeH NPEKY NporpamaTa 3a peTku 6onectu
Ha MunHuctepcTso 3a 3apasctso. 04 2015 roamHa 3a cuTe NaLMeHTU e AoCTanHa eH3UMMCKO 3aMeHCKa
Tepanuja obe3bepeHa oga MNMporpamara 3a Petkn bonectn Ha MuHuctepcTBo 3a 3apaBcTBo. OBaa
Tepanuja noctom Bo ceeToT ywTe og 1991 roanHa. Co oBaa Tepanuja cMTe CUMNTOMM KOW HacTaHane
CO TeK Ha rogMHUTe Ce HaMayBaaT U AypU UCYE3HYBAaT U CaMUTE MALMEHTU MOXKe [a MMaaT Cocem
HOPMaNEH ¥UBOT.

OVERCOMING
CHALLENGES

LIVING
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Kako nayueHm co Nowe HasucmuHa cym 671a2000pHA 30 HANPeGoKom 80 00HOC HO MPemupParemo
Ha nayueHmume co bonecm Ha Mowe 6o MakedoHuja. O0 mojama dujazHo3a nped 23 200UHU 00
deHec, CpeKHa cym Wwmo cume HO800Uja2HOCMUUUPAHU nayueHmu co oeaa bosecm Hema da mopa
da ce naawam 34 ceojama UGHUHAO MYKy CO HaspemeHama OujacHo3a Ke umaam MOXCHOCMm 0d
dobujam u HaspeMeHa mepanuja Koja e 3aameH cmaHOapo 80 ceemom u co moa Ke dobujam u
MOMCHOCM 30 HOopmaseH xusom 6e3 0a au noyyscmeyeaam cumnmomume Ha 6oasecma Ha
donzopoyHo Huso. Ce Hadesam Oeka cume nayueHmu co pemku 6onecmu 8o MakedoHuja Ke ja
umaam ucmama MOoXHOCM 3a HopmaseH xusom eo MakedoHuja. Co mepanuja Hue moxeme 0d
umame cemejcmeo, 0a pabomume u 0a npudoHecysame KAKo U cume 2pasaHu Ha P. MakedoHuja.
— BecHa AnekcoecKa, npemcedamen Ha }ueom co lNMpedu3suyu

MNako mefycebHO Ao0CTa pasnnMyHK, 3aboieHNTe 04 PeTKM 601eCTU U YNEHOBUTE HA HUBHUTE CEMEjCTBA
Ce CO e HaKBM NOTELIKOTUM KOW NpouM3erysaaTt TOKMY 04, PETKOCTa Ha H1BHaTa 6osecT. Mpobnaemunte
ce MHOrybpojHK, of, NOoCTaByBatbe Ha KOHEYHa AujarHosa, npuctan A0 afeKBaTHO NieKyBakbe, A0
COUMjaNHA UCKNYYEHOCT U XXMBOT Ha MaprMHMTE Ha OMLWTECTBOTO.

M nokpaj ce, cunaTa, oNnTMMU3IMOT W BepbaTa BO Nogobpo yTpe, ce raBHO ,0py*Kje” Ha 3aboneHuTe u
HUBHUTE cemejcTBa Bo 6bopbaTa 3a KBaNIUTETEH W OAT XMBOT. Ha Hac e Aa UM nojajdeme paKka v aa
WM ro 0/IeCHMME NaToT ...

12.Mpomoumja Ha NoOWTEHCKA MapKa — [eua co peTku 6onectn — 4
OkTtomspu, 2017, Ckonje

3apyKeHuneTo Ha rpafanmn HKUBOT CO MPEAU3BUUM Butona co MakenoHcKa nowTa NpomoBMpaa
NnolTeHCKa MapKa HacnoBeHa [eua co Petkm 6onectn Ha 4 oktomBpu Bo MAHY. ABTOp Ha
noLluTeHCKaTa MapKa CoO HOMWHaNHa BpeaHOCT o4 48 aeHapu e JlopaH Kydano 1 e nsgageHa Bo TMpaK
oa 6000 npumepoum.

MowTeHcKaTa MapKa e NpBa BO CBETOT NOCBETEHA HA peTKM 6onecTn u ce ropaeeme Aeka Hall YieH,
loppaHa Jlonecka Koja pabot Bo MaKeZoHCKa NoLwTa ja NOTTMKHA OBaa MHUUMjaTMBa M MakenoHCKa
NoLUTa ja OCTBapM Kako Takea. Co 0Baa MHULMjaTUBA CaKaMe [a ja NOAUTHEME jaBHaTa CBECT 33 PeTKUTE
601ecTu 1 3a Npean3BULMTE CO KOM CEMEjCTBATA Ce COOYYBaaT.
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U3jaea, BecHa AnekcoecKa, npemcedames Ha 30pyxceHuUemo:
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[a ce xuBee co peTka 6oecT 3HauM fa ce KMBee Co npujaTen He co Henpwujaten. EQHOCTaBHO ja
3ano3HaBamMe peTKa 60/1ecT M yumme Kako Hajaobpo aa »kueeeme co Hea. Ce cooyyBame CO MHOry
npeausBuUM, NOYHYBajKM O AMjarHo3a, Na BO MoTpara no MHGOPMALMM, IEKOBU, 34PAaBCTBEHN U
coumjanHu ycnyrn. PeanHocTa e fgeka e NOTPEBHO cuTe MHCTUTYUMM ga paboTaT 3aefHO Co
34pYy*KeHMjaTa 33 4a HanpaBMMe HanpeaoK. 3ae4HO CMe MOCUHM U MoXKeme noseKke. Kora nmame
NoMOLU HME MOXKeme U Aa paboTume M Ja MMaMe CEMEjCTBA, MOXKEME Aa MMame HOpPMasieH KUBOT

KaKO 1 cuTe gpyrn Kon Hemaat PEeTKn b6onectu. 3acny>1<yBame Aa 6M,CI,EME Aen og onwTecrtsoTo U Aa
npmnaoHeceme KOH Hero.

U3sjaea, Uea lNMempeescka, wecmaoduweH nayueHm co pemka 6onecm Enudepmonu3suc bynoca:

Cakam 3a cuTe peTku 6onecTu Aa M3MMUCAAT Tepanuja, 3a HEKOM MMa, 33 HEKOM HEMA. 3a MeHe HeMa,
3HaM, aMa jac Moskam 1 6e3 Tepanuja aa *ueeam. TyKa Ce MaMa M TaTO KOM CeKorall ce co meHe. U
MHoOry um 6narogapam Ha MaKefLoHCKa NoLwTa WTO Ce CeTWja Ha Hac Aeuarta co PeTku 6osecTu.

U3sjaea, lreHepaneH JQupekmop Ha MaKkedoHcKka lNMowma, ®aduc Peyenu:

Cute UHCTUTYLUMU BO MaKep,OHMja, CnTe noronemm KomnaHun Tpe6a Aa HanpaBuMme ce WTO € MOXXHO
3a Aa Um o no,a,o6pwv\e XUBOTOT Ha CEMEjCTBaTa KOWM Ce COo0o4yBaaT CO PETKU 6onectu. Tpe6a Aa
nomarame BoO NOAUrHyBarbe€TO Ha CBECTA 3a OBUeE 6onectu Bo MaKe,ﬂ,OHMja. OBaa nowTeHCKa MapKa
nocseteHa Ha [euarta co peTku 6onectu e camo e[eH rect WTo MoXXeBme H1e Aa ro Hanpasmme, ga
Ce HaaeBamMme O€eKa Ke moxkeme u noseke NOHaTamy.
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13.MaumeHTUTE KaKo napTHepu, 18-20 oktomepun,2017,6oapu, LLiBajuapuja

0OBOj COCTAaHOK e opraHu3npaH og LlenreHe, 1 y4ecHULM ce OpraHMsauum og LeanoT ceeT. Ha oBoj
COCTAHOK NpPeTCTaBHUUMTE HA MALMEHTCKMTE OpraHM3auMM MMmaa LWaHca ga cnofenat Hajaobpwu
NPaKTUKKN, UCKYCTBO, Aa rpadaT 3aeHNYKa copaboTKka. MmaBme MOXKHOCT Aa cieanme npeseHTaumm
M paboTUNHMLM CO LEeNn 3a rpaerbe Ha KanaumTeT U MOXKHOCTU, U Aa pasriesfamMe Haja06pu NpakTUKK
of 18 3emju mery Kou ja NpeTcTaBMBME M HalwaTa 3emja. MICTo Taka MMaBMe M MOXKHOCT Aa c/ayllame
MHCANPATMBEH TFOBOPHUK WITO 6elle MHTEePecHO M HaBUCTMHA KOPWUCHO 3a maHaTa paboTa KaKko
3aCTanHMUM Ha NaAUUEHTH.
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Ha cnvkata nogony ce ydyecHUumTe of bankaHCKUTe 3emMju, CMeTaMe [AeKa e MHOry BaKHO Aa ja
oap:KyBame copaboTkaTa mefy opraHusaummute Ha bankaHOT M mefycebHO aa rv noaapikyBame
aKTUBHOCTUTE KOWM MM MMaMe 33 MOMOL M MNOAAPLLKA Ha NaLMEHTH.

14. KoHdepeHuuja EYPOIJIAH — Cuctemcku pelueHuja 3a petku bonectn —
Co3pasame MaHMHa 3a IMLLATA CO peTKU bonectu

MpeaTta EYPOMN/IAH KoHdbepeHuMja Bo MaKeaoHMW]ja Ha TeEMa CUCTEMCKU peLleHnja 3a peTkn bonectu,
ce ogpKa Ha 10 Hoemspun 2017, og 10:00 oo 14:30 yacot, Bo xoten Xonmnaej NH, Ckonje. Ha oBaa
KOHbepeHLMja ce cnogennja NpMMepu M WUCKycTBa BO obnacta Ha peTku bonectn og Espona u
PErMOHOT, KaKo MOTTUK 33 OUCKYCUW U MAEHTUPUKYBarbe HA MOXKHOCTM 33 yHanpeayBake Ha
coctojbata Bo MakeaoHuja. OBa KoHdepeHUMja NpPeKy AUCKYCMja 3@ MOXHUTE pelleHuja oAy BO
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HaCOKa Ha 066366,D,YB8H:€ CUTrypHa "AHWUHA U KBAJIUTETEH XUBOT 3a NAaUNEHTUTE U CEMEjCTBaTa Kou ce
coo4yBaaT Co PETKHU 6onectn BO HawaTa 3eMja.
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KOH(pepeHuUM|a

EYPOM/AH

CMCTEMCKM pelueHwja 3a petku bonectu

C034aBaMe NOHWHA P
3a nnuaTta EUROPLAN " foins DG ISR
CO PETKN BONECTU  wuon v @ enors G2D

10 Hoemspu, Xonuaej Mu Cronje

JENAY Do

Ko ebnpomimata o6 CormARIRD O AL #3 MME ARSI TDary OB T

MG KD FHEARIOCT BO 6613 el HMNIND 1) A DOPMMIA KOBUEUA 33 MEINCLS MWACUGOCT
1170 13 CIOOMEYA EBACCKAT MACI 58 HOBMNADCTSO W 34 (HOCK O JBHOCTA 86 CCDECOTA 50
P 11300 50 PALWIOSTIA B WM 0 TCrior w B80emc! Homs Masesicrens

BO NAPTHEPCTBO CO: €0 evcamcncxa neDuID ) EAPORKA™ Yorgs
EYPONNAH npoexror Ha EYPOPAUC el
kopuHaHcupad og Esponckara Yuuja i)

3a npB NaT Ha BakBa KOHdepeHLMja Ha eAHO MECTO Ce NPUCYTHU MHCTUTYL MK (KomuKcuja 3a 34paBCTBO,
Bnaga Ha PM, MuHuctepctso 3a ¢uHaHcuM, MUHUCTEPCTBO 3a 34PpaBCcTBO, MMUHUCTEPCTBO 3a TpyA U
couMmjanHa nonutuka, PoHA 3a 34paBCTBEHO ocurypyBarbe Ha P. MakegoHunja, MakeaoHcka
Akagemuja 3a Haykm u YmeTHocTu, AreHuuja 3a N1eKoBM), 34paBCTBEHM paboTHMUM (KOoMucKja 3a
peTkn 60MeCcTN, YHUBEP3UTETCKA AETCKa KAUHWKA, YHUBEP3UTETCKM KAMHWYKKM LeHTap CKonje),
NPeTCTaBHUUM Ha (apMaLeBTCKM KOMMAHWKM, MNPETCTaBHUMLM Ha 34pYKeHuja of MaKedoHwWja,
pernoHoT 1 EY, naumeHTn n pogmTenm Kou ce coovyyBaaT co peTKa bonecT.

U3jasa, Pebeka JaHkoecka — Pucmecku, npemcedamen Ha HayuoHanHa AnujaHca 3a Pemku
boaecmu Ha P. MaKkedoHuja

Bo 2015 200uHa, Kako pe3ynmam HA Hawume 2AaCHU 3aa0#6u, nowupokama 3aedHuUya cmaHa
C8ECHA 30 Hawume Maku u rnpobaemu — mewkama oujazHocmuka 8o P MakedoHuja 3a pemkume
bonecmu, HedocmanHOCMa HA feKosume 34 JeKy8dre, yuwme roseKe MNaK U yeHama 3d
mepanujama. EGHa noceemeHa eKuna Ha syée, 00 KOU HeKoU U 0eHec, Ha Moe 2071eMOo 300080/1CMBO
au enedam oede, U Moa Mu rpedu3suKyed 4y8cmeo Ha 002 KOH HU8 U yesad Moja moyum, 8peoHo ce
Hagpamuja Ha npeduzsukom Oa ce emabaupa u 3axcusee [lpoepamama 3a pemku 6osecmu.
Mpozpamama ongamu noseke seKosu,MoMoYHo 29 nekosu 3a 18 OujaeHO3u, 30 KOU HUe, KAKO
HesnaouH cekmop nNpeodsIoxusme , d cmpy4yHume 30pascmeeHuU pabomHuuyu, 00ay4uja 0eka mpeba
0a ce HeMUHOBHO orghameHu 80 pedosHama mepanuja Ha pemxkume 6oaecmul.

Mpobnemu uma mMHo2y U 4Yecmo peazupasme 00 pecopHUME MUHUCMEPCMBA 30 MPOMeHU 80
30KOHUMeE, MOO3AKOHCKUMe aKmu, npasuaduyume... [lompebHU ce MHO2y Hewima KaKo Ha npumep
dehuHuUpar-e Ha noumom pemka 6osecm co wWmo osue NayueHMu Ke cmaHam euousuU U MpuU3HAeHU
KOaKo nocebHa Kameaopuja Ha syée 3a Kou e nompebeH nocebeH mpemmaH u mepanuja, 0epuHuparbe
Ha coodsemHa npoyedypa 3a HaspemeHa HAbABKA HA 1IeKO8U, ueHmap 3a pemku 6osecmu, Makap u
supmyesneH, Koj Ke UMa c80j mum, 002080pPHOCM U HA4UH HA paboma u ce pa3bupa rnozosaem byyem
3a HabasKa Ha neKosu U 0p.eud Ha MeOUUUHCKA UHMepaeHyuja.


http://challenges.mk/wp-content/uploads/2017/11/europlan-2.png
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U3sjaea, Awa bocunkoea AHmosecka, BuncoH MakedoHuja

Kako nuua co pemku 6onecmu xcuseeme 80 He3a8UOHA cocmojba Hesudnusu rnped 3aKOHOM.
TpemmaHom Ha pemku 6osecmu e camo NospuwiHo peaynupaH. lpoepamama e 20s1em Yekop Hanpeo,
HO uma ywme MHo2y paboma. Aneaupame cucmemom 0a pabomu 6e3 o2aned Ha noaumu4ykama
cumyayuja. He cmee nayueHmume 0a ocmaHysaam 6e3 AeKo8u Kako 00 ceaa 0ypu U rnodoszo o0 4
meceyu. JeHec cme myka 0a 36opysame 3a peweHuja He camo 3a npobaemu. Ce bopume 3a paHa
dujaeHo3a, paHa mepanuja, 30 6ocManHoOCM HA COUUjaAHU U 30pa8CcmeeHU ycsyau, 3d He3aeucHoCm
U KeasnumemeH xcusom.

Uzjaea, BecHa AneKcoecka, npemcedamen Ha 30pyreHuUe HA 2paéaHu 3a pemKu 6osnecmu ueom
co lMpedussuyu

JleHec cme myka Oa co3dasame UGHUHA 30 aAuuama co pemxu b6oaecmu. [leHec, sue Kou cme
MPUCYMHU HA 0804 KOH(hepeHyuja cme myKka 3amoa wmo pabomume 0a criacume 408e4KU ¥usomu,
3a 0a Hanpasume 0a bude UGHUHAMA 803MOXCHA 3a AUUAMA €O pemKu bosecmu. 3aedHO MUCAaM
O0eka moxce 0a Hanpasume MHoay nyze CpeKHU, 3ae0HO Moxce 0a UM MoMozHeMe Ha ceMejcmeamad co
pemku 6oanecmu 0a umaam nodobap Keasumem Ha wueom, 0a ja dobujam He3asucHAMA UOHUHA
Koja ja 3acayxcyeaam. ViMame HeKosIKy npuopumemu 3a Kou Ke paszzoeapame 0eHec 80 00HOC Ha
npednoe HayuoHaneH naaH 3a pemxu 6osnecmu. He cakame 0a 36opysame 3a npobaemume, cakame
0a duckymupame 3a peweHuja, 30 KOHKpemHu akyuu Kou mpeba 0a ce npes3emam 08aa 200UHA U
HapedHama 200UHaA U MoHamamy.

Pawena Muspaxu, Komucuja 3a pemku 6oaecmu usjasu deKka bewe npedussuk da ce pabomu Ha
npoepamama 3a pemku 6onecmu. Mopasme 00 noyemoKk 0a Ouckymupame 3a OeguHuyuja, 3a
npucman u 3a peweHuja.

MNMoHaTamoLlHO ja objacHM paboTaTa Ha KOMMCHKjaTa 3a PeTKM Bonectn, n3paboTkaTa Ha PerncTapor,
npeausBULMTE U PeLleHnjaTa Kou ce goHecoa Bo TeK Ha 2015 go 2017 roauHa. 3a npe nat bea
NpUKaxKaHW U CTaTUCTUYKK NOAATOLUM BO OAOHC Ha PErncTpMpaHu naumMeHTH, a 6ewe ob6pasnoxkeH u
naToT KOj ro NOMMWHYBa efleH NauueTH o pernctpaunja 4o Aobusarbe Ha Tepanuja.


http://challenges.mk/wp-content/uploads/2017/11/DSC_4737.jpg
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MpuctyHute roctu og, EY n pernoHoT 360pyBaa 3a HUBHUTE UCKYCTBA BO OA4HOC Ha CNpaByBake U
MeHayupare Ha npobaemuTe U NpeansBULMUTE KOU CO cebe ru HocaT peTkute 6onectu. dokycor
6elle Ha yCLIeLWHN NPUKA3HU BO OA4HOC HA PEry/1aTUBU U HA BAXKHOCTA HA NOCTOEHE HAa HaLlMOHANEH
nnaH 3a peTkn 6onecru.

ApuaHe BuumaH, 00 EYPOP/LANC, 36opysawe 3a EYPOIJ/IAH npoekToT BO 3emjute Ha EY: 3owTo ce
BaXHW HALMOHANHWUTE NNAHOBM 33 peTkn bonectn?

Mapu-lijep Buwem, 00 ®paHyycka aaujaHca 3a pemku 6oaecmu v objacHM LOCTUTHYBakba Ha
bpaHUYCKMOT HauMoHaNeH NaaH 3a peTkn 6onectu: MeTon0/10rnja, MOHUTOPUHT U MMMNEMEHTaUM]a
Ha HaLUMOoHaHUTE NJaHOBM

Aaeop Ayboka, HayuoHanHa anujaHca 3a pemku 6onecmu — Cpbuja 20 npeseHmupauie Hanpeaok
BO OZHOC Ha peTKuTe 6onecTu Bo nocneaHnTe net roamHu Bo Cpbuja

Carba lNepuy, HayuoHaneH cojy3 3a pemku 6onecmu —XpeamcKa ja npezeHmupaule JInHnjata 3a
NoMOLU Ha NAUMEHTU U CEMEjCTBA CO PeTKK BonecTn

Bnacma 3maszek, Jebpa Xpeamcka, obpHa eHUMAHUe Ha NHoBauuuTe BO cCOUMjanHa Hera 3a
nauueHT! U cemejcTBa co peTku bonectn

Bnado Tomos, HayuoHanHa anujaHca 3a nyée co pemku 6osecmu, byzapuja ja npeseHmupauwe
pabomama Ha LleHTapoT 3a peTkun 6onecty Bo Byrapuja,  HanpeaoKOT CO HAaLUMOHA/EH NJIaH 33 PETKK
6onectu.

Bopucnas lypuy, 30pyxeHue 3a pemku 6onecmu Ha bocHa u Xepyezo08uHa, 20 npeseHmupawe
HanpenoKOT BO 0OA4HOC Ha peTKMTe 6oiectn Bo nocaeaHUTe neT roamHu Bo bocHa u XepuerosuHa.

KoHdepeHuujata nposonkysa co PaboTHM rpynu 3a npMopuTeT BO OAHOC Ha peTku 6onectn Bo
MakepoHuja u Toa:

e 3aKOHCKa perynatuBa 3a peTku 6osectu Bo PM
e 2) Komucuja u permucrap 3a peTkm bonectu


http://challenges.mk/wp-content/uploads/2017/11/DSC_4861.jpg
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e 3) AnjarHocTuKa 1 TpeTMaH (nNekoBu, opToneacKM nomarana)
e 4) LleHTap 3a peTkM 601eCcTn 1 coLmjanHun ycayrm

3aknyyouuTe o4 AMCKyCMjaTa 3aelHO CO Mpeasor HauMOHANAHMOT NAaH 3a PeTKU bosectn ke buae
[OCTaBeH [0 CUTe COOABETHU MHCTUTYuMM BO MaKedoHMja €O uen fa ce M3Hajae AOAropoYHO
pelueHue 3a npeansBULMTE CO KOM Ce COOYyBaaT /IMLATa M CemejcTBaTa Co peTkM bonecTtu.

MeduymcKa noKpueHocm Ha HacmaHom:

U3BOp 1 HacnoB Ha BecTa

KpaTka uHpopmauumja n AMHK

Cuten
KoHdepeHumja 3a peTkn 6onectn Bo MAHY

MakeaoHCKaTa akagemMuja Ha HayKuTe m
ymeTHocTuTe (MAHY) aeHecka ja opraHusmnpa
LuecTaTa KOHbepeHUnja 3a peTku bosecTu.
KoHdepeHumjaTta e 3a negmjaTpu, UHTEPHUCTH,
HeBpPOA03K, HedpPOoI03U, NEKAPU 3a CEMEjHA
meauunHa, reHeTu4apu, bruoxemmyapu, 61Monosu,
neKapu og MakegoHuja n oa JyronctouyHa
Espona.

JINHK A0 N3BOPOT

24 Bectun
MauneHTUTE CO peTKM BonecTn ce NoxKanuja Aeka
HemaaT AOBOJIHO IEKOBU U Tepanuja

Hema [0BOIHO IEKOBM 3@ MALUMEHTUTE CO PETKM
601ecTu, TepanuuTe co meceLm AOLHAT Nopaau
TEeHAEPCKUTE NpoLesypu, a CEKoe AOLHeHe Ha
TepanujaTa NpeTcTaByBa ONacHa 3aKaHa 3a
HMBHMOT XUBOT - CE€ NOXKaNNja 34PYyrKEHMjaTa Ha
imuaTa co petku bonectu.

JINHK A0 N3BOPOT

Ancat
PeTku 6onectun, NnoTpebHU ce NeKoBM 3a
naymneHTuTe

Nnuata co peTkn bonectn He Tpeba aa buaat
AVCKPUMUHMPAHU, @ NIEKOBUTE LITO MM KOopUcTaT
Tpeba ga 6uaaT cTaBeHM Ha NO3UTUBHATA ANUCTa.
Osa ro 6apaaT NpeTCTaBHULMTE Ha 34,pYKeHNjaTa
,AajTe H1 Kpunja“ n ,,}MBOT co npeanssuLn”.
Cnopep, HYB, LEHWTE Ha JIEKOBUTE KOU U
KOPWCTaT NauMeHTUTE Co PeTKMU 601ecTn, 4ecTo
naTh ce HeU3APKAMBU 32 HUBHMOT cemMeeH byLeT.
JINHK 0 N3BOPOT

Mpec 24
MaumeHTUTE co peTkn Bonectn 6ecHU - Hemaat
[0BOJIHO NEKOBU

Hema 00BO/IHO NEKOBM 33 NAUMEHTUTe CO PETKH
60}'IECTM, Tepanuute Co meceuun gouHaT nopagu
TeHAEPCKUTE npoueaypu, a CeKoe gouHeEHE Ha
TepanMjaTa € 3aKaHa 3a HUBHUOT XNBOT.

JIMHK A0 U3BOPOT

dokyc MK
MaumeHTUTE co peTkn 6oNecTn HemaaT 4,0BOJHO
JIeKOBU, TEpanMMTe AOLUHAT NOpaanN TeEHAEPCKUTE

Hema A0BONHO 1IEKOBM 33 MALMEHTUTE CO PETKM
b6onectu, TepannuuTe co mecelm AoLUHAT nopaan
TEeHAEepPCKUTE NpoLesypun, a CeKoe AOLHEHEe Ha
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http://press24.mk/pacientite-so-retki-bolesti-besni-nemaat-dovolno-lekovi
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OOKYMEHTH TepanujaTa npeTcTaByBa OMacHa 3akaHa 3a
HMBHMOT XMBOT — Ce NOXanuja 3apyKeHunjata Ha
iMuaTa co peTku 6onectu.

JIVHK A0 N3BOPOT
Mayc NHdo [a ce HabaBaT IeKOBU KOM HA HEKOMU INLA CO

3apy»KeHujaTa 3a peTkn bonectm bapaat ga ce
obe3benat neKkoBu 3a NauneHTUTe

peTkn 6onecTm UTHO UM ce NoTpebHU 3a aa
MOXKaT Aa KMBeaT, Aa NPoA0 KU HUBHO CTaBakbe
Ha NO3UTMBHaTa IMCTa U Npeasio3nTe 3a
nporpamara 3a peTkute 6o1ecTu, 4a ce cTaBaT BO
3aKOH, bapaaT 34py*KeHnjaTa 3a peTkm bonectu u
HaumoHanHaTa anunjaHca 3a peTku 6oaecTu Ha
Peny6nvka MakegoHuja

JIMHK 40 N3BOPOT

Al OH
KoHdepeHuuja 3a peTkn bonectu Bo
opraHusauuja Ha MAHY

MaKefOHCKaTa akaZieMuja Ha HayKuTe 1
ymeTHocTuTe (MAHY) ja opraHusmpa wecrarta
KOHepeHUMja 3a peTkM 6bonecTu, NnoanpiKaHa og,
MaKe0HCKOTO IeKapCKO ApYyLWTBO M JleKapcKaTa
Komopa Ha MakegoHuja

JIVHK [0 N3BOPOT

Akagemunk MK
KoHdepeHuuja 3a peTkn 6onectu: HabaskaTta Ha
JIEKOBM 3a TPETMaH Ha peTkuTe HonecTn mopa Aa
6uae npuoputeT

3apyKeHujaTa 3a peTku 6onectu n
HauunoHanHaTa anujaHca 3a peTkn 6osectu Ha
Penyb6avnka MakenoHuja nobapaa oz,
HaaNneXHUTe MHCTUTYyUuu, npeanosnTe 3a
Mporpamarta 3a peTkuTe 6osecTu, 4a ce CTaBaT BO
3aKOHCKa pamKa, O HOCHO OBaa NpobaemaTuKa
[a buae 3aKOHCKM peryanpaHa.

JIMHK A0 U3BOPOT

JNokanHo MK
KOH®EPEHUMIA 3A CUCTEMCKWM PELLEHWUIA 3A
PETKWU BOJIECTU

Mpea EyponnaH KoHpepeHunja BO MaKkegoHuja
Ha Tema ,,CMCTEMCKM peLleHmja 3a PETKU
b6onectn”, ke ce oap*Ku aeHecka Bo Ckonje.
JIMHK 10 N3BOPOT

Peny6bnuka
EYPONAH: MoTpebeH e ueHTap 3a peTku
6onecTv, Mmakap v BUpTyeneH

MoTtpebHo e ga ce gedpuHUpPa NOMMOT pPeTKa
601ecT Co WTO 0BME MALMEHTU Ke CTaHaT
BMA/IMBU U NPU3HAEHM KaKo nocebHa KaTeropuja
Ha nyfe 3a Kou e noTpebeH nocebeH TpeTMaH U
Tepanuja,

JIMHK 10 N3BOPOT

MeTta MK
KoHdepeHumja 3a peTkn 6onectn Bo MAHY

MaKefoOHCKaTa akagemMuja Ha HayKuTe 1
ymeTHocTuTe (MAHY) aeHecka ja opraHusmnpa
WwecTaTa KoHdepeHLUMja 3a peTkn bonecTtn, Ha



http://fokus.mk/patsientite-so-retki-bolesti-nemaat-dovolno-lekovi-terapiite-dotsnat-poradi-tenderskite-dokumenti/
https://plusinfo.mk/vest/133310/zdruzenijata-za-retki-bolesti-baraat-da-se-obezbedat-lekovi-za-pacientite
http://a1on.mk/archives/816949
http://www.akademik.mk/konferentsija-za-retki-bolesti-nabavkata-na-lekovi-za-tretman-na-retkite-bolesti-mora-da-bide-prioritet/
http://lokalno.mk/konferentsija-za-sistemski-reshenija-za-retki-bolesti/
http://republika.mk/845524
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KOja y4yecTByBaaT neanjaTpu, UHTEPHUCTH,
HeBpPOo03u, HedposI03M, IeKapu 3a cemejHa
MeanUMHa, reHeTuYapu, buoxemuyapm, 6Mono3u,
nekapu og MakegoHwuja n o JyromctoyHa
Espona.

JIVHK A0 N3BOPOT

Cakam [a Kaxxam
70 OTCTO O4 NAUMEHTUTE CO PETKWU BOJIECTU
CE AEUA, BOJTHUTE BAPAAT APXABATA JA UM
OBE3BEON NEKOBU

be3 Tepanuja ce okony 40 oTcTO OA,
perncTpupaHunTe NaumMeHTN co peTkn 6onectm Bo
3emjaBa, cnopes, CTaTUCTUYKMTE MOAATOLM O,
MMUWHUCTEPCTBOTO 3a 34PaBCTBO. 1o NpPBM jaHyapu
0Baa roagnHa, BO PerncTapoT LWTO ro BOAu
MuHuncTepcTBOTO, pernctpmpaxu ce 347
nauueHTun co 46 anjarHosmn Ha peTku bosiectn, og,
Kou 68 oTCTO ce geua, O4HOCHO Ha BO3pPAcCT Noj,
16 rognHn.

JINHK 10 N3BOPOT

MPT
MauneHTHTe co peTkM BoNecTM YeTUpPK Mmeceumn
HemaaT Tepanuja

PerynaTuea 3a peTkute 601eCTM 3a CKanuTte
MeanKameHTH, 6apaaT naumMeHTUTe n
34pyKeHunjaTta. Ce noxanumja Ha HEJOCTUT Ha
MHOTY JIEKOBM, HO U Ha BUCOKUTE LLeHN. Bo
HUeAEeH 3aKOH 04 MeanUMHCKaTa 061acT He e
CMOMHAT TEPMUHOT peTKa bonect, TBpAaT o4,
34pyKeHujaTa...

JINHK 10 N3BOPOT

Camo 3ppasje
MOTPEBEH E LLEHTAP 3A PETKU BOJIECTU, A
NAUMEHTUTE OA HE BUOAT HEBUONUBW!

Nnuata Kom bonenysaaT o4 peTkn 6oaectn Bo
MakKeLoHMja *K1BeaT BO He3aBMAHA COCTojba
HEeBUAIMBM Npes, 3aKoHOT. NoTpebHo e aa ce
AedrHMpa NoMMoT peTKa b6onecT co WTo oBUE
nauMeHTM Ke CTaHaT BUAIMBU M NPU3HAEHU KAKO
nocebHa KaTeropmuja Ha nyre 3a Kou e noTpebeH
nocebeH TpeTMaH v Tepanuja, gedpuHnpare Ha
coopBeTHa npoleaypa 3a HaBpemeHa HabaBKa Ha
NeKOBM, LLeHTap 3a peTkM 60/1ecTn, makap 1
BMpPTyeneH

JIMHK 10 N3BOPOT

Anda [ynKkaTa BO MMHUCTepCKaTa ¢oTenja r'v Hanytu
Hema nekoswu 3a peTku 6onectu, naumeHTUTE naumeHTUTE Co peTkn bonectun. Benat geka umaat
6ecHu notpeba o4 KOHTUHYMpPaHa Tepanuja Koja He
CMee Aa 3aBUCK 0 NOUTUYKNTE 36uaHYyBarba U
KagpOBCKUTE NPOMEHMU.
JINHK 0 N3BOPOT
KaHan 5 BpojoT Ha peTKku 6oecTn e orpoMeH 1 Tue

KodepeHuuija 3a petkn 6onectn Bo MAHY

npetcrasyBaaT 3 f0 5% of cekoja nonynauunja.



http://meta.mk/konferentsija-za-retki-bolesti-vo-manu/
https://sdk.mk/index.php/makedonija/70-otsto-od-patsientite-retki-bolesti-se-detsa-bolnite-baraat-drzhavata-da-im-obezbedi-lekovi/
http://mrt.com.mk/node/44387
https://samozdravje.mk/potreben-e-tsentar-za-retki-bolesti-a-patsientite-da-ne-bidat-nevidlivi/
http://www.alfa.mk/News.aspx?ID=125961#.WgmcsrynE_M
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Cnopeg Mpodecop MNyues oHa WTO € NoTpebHo e
KOHTUHYMPAHO ...
JIVHK A0 N3BOPOT

KoHdepeHumja 3a peTkn 6onectn Bo MAHY

Mperka MK Bo MAHY ronema Hay4yHa KOHdepeHunja 3a peTKu
Bo MAHY ronema Hay4Ha KoHdepeHunja 3a peTku | 6onectn
6onectu JINHK 10 N3BOPOT
MaKkeaoHCKaTa akagemMuja Ha HayKute n
MK ymeTHocTuTe (MAHY) aeHeckKa ja opraHusunpa

LuecTaTa KOHbepeHUnja 3a peTku bosecTu.
KoHdepeHumjaTa e 3a neaunjatpu, MHTEPHUCTH,
HeBpPOA03K, HedppPOI03M, IeKapyu 3a cemejHa
meauunHa, reHeTu4apu, bruoxemmyapu, 61Monosu,
nekapw og, MakegoHuja u o4 JyronctoyHa
Espona.

JINHK 10 N3BOPOT

MakeaoHckn Megma Cepsuc
Bo MAHY ronema Hay4Ha KOHdepeHunja 3a peTKM
6onectu

Bo MAHY ronema Hay4Ha KoHdepeHunja 3a peTku
6onectn
JINHK 10 N3BOPOT

15. South East European Meeting on Rare Diseases, Macedonian Academy
for Science and Art, 11*" November, 2017, Skopje, Macedonia

The Organizing Committee for this meeting is: Momir Polenakovic, President, Felix Unger, Co-
President, Zoran Gucev, Secretary, Nada Pop-Jordanova, llija Filipche, Zivko Popov, VeliborTasic,

Katarina Stavric, Vesna Aleksovska

; O .

The AGENDA was following:
Rare Diseases in SEE
Moderators:Nada Pop-Jordanova, Zoran Gucev

09.00-09.15 Welcome and opening



http://kanal5.com.mk/vesti_detail.asp?ID=137637
http://www.mreza.mk/%D0%B2%D0%BE-%D0%BC%D0%B0%D0%BD%D1%83-%D0%B3%D0%BE%D0%BB%D0%B5%D0%BC%D0%B0-%D0%BD%D0%B0%D1%83%D1%87%D0%BD%D0%B0-%D0%BA%D0%BE%D0%BD%D1%84%D0%B5%D1%80%D0%B5%D0%BD%D1%86%D0%B8%D1%98%D0%B0-%D0%B7%D0%B0/
http://b2.mk/news/konferencija-za-retki-bolesti-vo-manu?newsid=2uEM
http://mms.mk/news/%D0%B2%D0%BE-%D0%BC%D0%B0%D0%BD%D1%83-%D0%B3%D0%BE%D0%BB%D0%B5%D0%BC%D0%B0-%D0%BD%D0%B0%D1%83%D1%87%D0%BD%D0%B0-%D0%BA%D0%BE%D0%BD%D1%84%D0%B5%D1%80%D0%B5%D0%BD%D1%86%D0%B8%D1%98%D0%B0-%D0%B7%D0%B0-%D1%80%D0%B5%D1%82%D0%BA%D0%B8-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8?uid=121606
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Session |

09.15-09.25 Momir Polenakovic, Skopje, Macedonia

Introdcutory remarks

09.25-09.40 Vesna Aleksovska, Anja Bosilkova Antovska, Skopje Macedonia

National plan for rare diseases an regulative for rare diseases in Macedonia - challenges and
solutions

09.40-10.05 Ria Schoénauer, Leipzig, Germany
Intrafamilial variability due to genetic modification in ADPKD

10.05-10.30 Mirko Spirovski, Skopje, Macedonia
Rare-diseases genetics in the era of next generation sequencing: Single
Center experience

10.30-10.55 Johannes A. Mayr, Salzburg, Austria
Next generation sequencing reveals new treatable diseases. Are we entering a new era of
preventive medicine?

10.55-11.20 Zoran Gucev, Skopje, Macedonia
Rare diseases, new genes, molecular mechanisms and treatments

Discussion
11.45-12.10 Oliver Bartsch, Mainz, Germany
Clinical update on preimplantation genetic diagnosis

12.10-12.35 Martin Magner, Prague, Chech Republic
Mucopolisaccharidoses

12.35-13.00 Velibor Tasic, Skopje, Macedonia
Pediatric nephrology in the next generation sequencing era

13.00-13.25 Ramush Bejiqi, Prishtine, Kosovo
Klippel-Feil syndrome associated with congemital heart disease

Discussion
13.25-14.10 Lunch and e-poster session

Session |l
Moderators: Mirko Spiroski, Velibor Tasic

14.10-14.35 Ruthild Weber, Hanover, Germany

Genetics of renal malformation: new insights through next generation
sequencing.

14.35-15.00 Dieter Haffner, Hanover, Germany

Complications and management of X-linked hypophosphatemia

15.00-15.25 Julia Hoefele, Munchen, Germany
Impact of genetic modifiers in female patients with Alport syndrome

Discussion

15.50-16.10 Milosevic Danko, Zagreb, Croatia
Atypical hemolytic-uremic syndrome (aHUS)-Croatian experience

16.10-16.30 Adrijan Sarajlija, Belgrade, Serbia
Clinical spectrum of mitochondrial disorders in childhood
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16.30-16.50 Vjosa Kotori, Prishtine, Kosovo
Hyperinsulinemic hypoglycemia

16.50-17.10 Mensuda Hasanhod?zi¢, Tuzla, Bosnia and Hercegovina
Lipid storage disorders (single centre experiance in Bosnia and
Hercegovina)

Discussion

Conclusion remarks: Zoran Gucev, Velibor Tasic, Momir Polenakovic

There were also ELECTRONIC POSTER SESSIONS

First e-poster session (Panel A) 11.20-11.45
Moderators: Ana Momirovska, Svetlana Cekovska, Danko Milosevic

1. Stajkovska A et al. IN THE HEART OF THE MATTER: EXOME SEQUENCING FOR DIAGNOSTICS OF
ARRHYTHMIC SYNDROMES AND OTHER CARDIOVASCULAR CONDITIONS
2. Stamatova A et al: FAMILIAL FORM OF CONGENITAL UNILATERAL MICROMASTIA

Second e-poster session (Panel B) 11.20-11.45
Moderators: Nada Pop-Jordanova, Katarina Stavric, Stojka Fustik

1. Ambarkova V et al. PATIENT WITH CLEFT LIP AND PALATE- A CASE REPORT
2. Jovanovski-Srceva M et al . ANESTHESIA FOR PATIENT WITH LOUIS BAR SYNDROME

Third e- poster session: (Panel A) 13.25-14.10

Moderators: Vesna Ambrakova, Ramush Bejiki, Adrijan Sarajlija

1. Stamatova A et al. ECTODERMAL DYSPLASIA IN TWO BROTHERS

2. Bogevska | et al. TISSUE SPECIFIC CREBBP MOSAICISM IN A PATIENT WITH RUBINSTEIN-TAYBI
SYNDROME

3. Janchevska A et al. A 9.5 YEAR OLD BOY WITH FAMILIAL MALE CENTRAL PRECOCCIOUS
PUBERTY

4. Simic | et al. ANESTHETIC CHALENGES IN A CHILD WITH ARTHROGRYPOSIS MULTIPLEX
CONGENITA PRESENTED FOR LIMB SURGERY

5. Fustik S et al. THE IMPORTANCE OF AN INTERNATIONAL REGISTRY FOR PATIENTS WITH CYSTIC
FIBROSIS
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Fourth poster session (Panel B) 13.25-14.10
Moderators: Vladimir Avramoski, Goran Kungulovski, Rubens Jovanovic

1. Alili Ademi L et al. MYASTHENIA GRAVIS IN A GIRL WITH HASHIMOTOQO’S THYROIDITIS

2. Markovska-Simoska S et al. GIRL WITH 22q11.2 DELETION SYNDROME MANIFESTING
PSYCHOTIC SYMPTOMS: CASE REPORT

3. Momirovska A et al. WILSON DISEASE, MUTATION ¢.3207C.A (p.His1069GIn) IN ATP7B GENE,
IN PATIENTS IN REPUBLIC OF MACEDONIA

4. Mehandziska S et al. RARE IS NOT A DIAGNOSTIC SCARE: EXOME SEQUENCING FOR
DIAGNOSTICS OF RARE DISEASES

15. Cute 3a JaHe, MoaurHyBakwe Ha jaBHaTa CBECT 3a peTkute 6bonectn u 3a
CnuHanHa MyckynHa Atpoduja, Aekemspu, Oxpug, 2017

Bo aekemspwu, Bo Oxpua, rpafaHu 1 opraHusaumm og, Oxpug, opraHnsmMpaHu Bo copaboTka co MopaaHa
JNlonecka — BonoHTep Ha KMBOT co NpeamsBuUM, peanvsanpaa HacTaH 3a NoAWUrHyBare Ha jaBHaTa
cBecT 3a CnuHanHa myckynHa atpoduja M Apyrn peTkM 60/ecTU 3a KoM Ce yeKka AOCTanHocT 3a
nekysare. Ce HageBamMe AeKa CUTe HOBM JIEKOBU 33 peTKM bosectn Ke bmaat goncranHu 3a geuara
B0 MaKegoHWja Aa MMaaT NOCBET/a UAHWHA U MOKBA/IMTETEH KUBOT.

‘ ORPAN

N

~_ PETKU
X

16. dypbanckn Hatnpesap, OCHOBHO yuuauwTte Aumutap MwunaguHos,
Ckonje, pekemspu, 2017

YyeHuuyute ogn Tpeto 6 ogpeneHne of OCHOBHOTO yymauwTte Oumutap MunaguHos Bo Ckonje,
opraHusanpaa ¢ybancku HaTnpeBap Co Len Aa Ce NoAuHre jaBHaTa M MHCTUTYLMOHANHATA CBECT BO
OZHOC Ha npeansnBMLUTE U NpobaemnTe Ha geuaTa co peTkm bonectu. HactaH og geuata 3a geuara.
Ha oBoj npujatencku HatnpesBap y4ecTBo 3e40a M Aela Co PeTkM bonecTtu.
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17. 3HameTo Ha peTKu 6oa1ecTu nog BoAa 3a HOBA roguHa, agekemspu, 2017,
Oxpua, MakeaoHuja

Mo 16T1 naT, YNeHOBWUTE HA HYPKAYKMOT LeHTap ambopa M KayboT 3a NOABOAHM aKTMBHOCTU Ha
MakKeaoHuja, ro aekopupaa BOMKHOTO ApBO nog Bogda Bo Oxpuackoto esepo, MakepoHuja.
TpagMUMOHAMHO CeKoja roAnHa ce ClyvyBa OBOj HAacTaH M Aypy U HajMIaZauTe ydyecTByBaaT BO OBaa
aAKTUBHOCT.

M oBaa roguHa Kako U mmHaTaTa, OXpuz ja NocBeTH AeKopauujaTa 3a geuaTa co peTkn bonectu. Osaa
copabToKa 6elle Bo3mMOoKHa npeKy MopaaHa Jlonecka, BonoHTep Bo MKuBoT co Mpeasmnsmum.

18. Tpka Ha Aepo Mpa3osuu, Oxpua, aekemspu, 2017

Bo gekemspun, 2017 Bo Oxpua ce ogprka TpKa Ha Jepo Mpasosum. opgaHa Jlonecka Hapasu
copaboTKa co opraHu3aTopuTe M belle NOCTaBEHO Ha Kpaj o4 TPKaTa U 3HAMETO Ha peTKuTe 6onectu
CO LN fAa ce NoAurHe CBecTa 3a peTkute 6onectn Bo MakefoHWja M oa ce CBPTU BHUMAHMETO KOH
notpebute n npobaemute kou Tpeba Aa ce pellaBaaT 3a CemejcTBaTa Aa MMAaT NOKBA/IMTETEH XKUBOT.
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OhridNews [P

BecHa AnekcoscKa

lMpemcedamen Ha 30pyxeHuUemo Ha 2pasaHu 3d

pemku 6onecmu MWNBOT CO MNPEAN3BULIN bumona

Ten: +389 (0)70 70 54 46

E-maun: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com

Ungopmayuu 3a 30pyxceHuemo:
e http://challenges.mk/

e https://www.youtube.com/user/lifewithchallenges

e https://www.facebook.com/LifeWithChallengesi

e https://www.facebook.com/groups/312483895490987/

e https://twitter.com/ZivotPredizvici
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