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10.00-10.10

10.10-10.30

10.30-11.30

OTBOpare Ha KoOHdepeHuujaTa (M3jaBu 3a MeanymMu)
BoeenHo obpakarse - Pebeka JaHkoBcka - Pucteckun, HAPBM

Petku 6onectu Bo MakepoHuja: [lpo6nemMu u peweHuja

3aKOHCKa perynaTiBa 3a peTku bonect Bo MakeaoHuja
Ar-a bocunkoBa AHToBCKa, BuncoH MakenoHuja

lNpennor HauvoHaneH nnax 3a petky 6onecty Bo MakeaoHuja
BecHa AnekcoBcka, XXusoT co lMpeaunssuum

MckycTBo n Hajno6pu npakTuku o EBponckarta YHuja u permoHoT

EYPOIMNAH npoekT Bo 3eMjuTte Ha EY: 30WWT0 ce BaxHW HALWMOHaNHWTE NNaHOBW 3a peTky bonectn?
ApuaHe BunmaH, EYPOPOUC

[ocTirHyBama Ha paHLyCKMOT HALMOHAMeH NnaH 3a peTkn bonecTu:

MeToAonoruja, MOHUTORUHT 1 UMMNAEMEHTALM]A Ha HALMOHANHWTE NaHOBM
Mapu-Tjep Buwert, ®paHuycka anujaHca 3a peTku 6onectu, PpaHuuja

Hanpenok Bo oaHOC Ha peTkmTe 60necTX BO NOCNeaHNUTe NeT roavHy Bo Cpbuja

Nasop ly6oka, HaunoHanHa anujaHca 3a petku 6onectu, Cpbuja

JnHKja 332 NOMOLW Ha NaUMEHTM 1 CEMEejCTBa CO peTkn bonectu

Camba Mepuu, HaumnoHaneH cojy3 3a petku 6onectun, XpBaTcka

IHoBauWK BO coumjanHa Hera 3a NauneHTn 1 CeMejCTBa CO peTkin 6onectu

Bnacra 3masek, [le6bpa, XpBaTcka

LleHTap 3a petkm bonect BO byrapwja, Hanpeanok €O HaUMOHAMeH niaH 3a peTku bonectn
Bnapno TomoB, HaunoHanHa anujaHca 3a nyre co petku 6onectu, byrapuja

Hanpepnok Bo 0AHOC Ha peTkunte 6OMeCTV BO NOCNeAHUTE NET roAnHK Bo bocHa 1 XepueroBnHa
Bopucnas N'ypuk, bocHa n XepueroBuHa

11.30-11.45 Kade naysa

11.45-12.45 Pa6oTHu rpynu 3a NnpUopuTeTU BO OQHOC Ha peTku 6onectn Bo MakenoHuja

TeMa

1) 3akoHcka perynatvBa 3a peTku bonectn 8o PM
2) KoMucmja 1 peructap 3a petku 6onectu
3] [lnjarHocTvka 1 TpeTMaH (NekoBw, OpToneacku

nomarana)

4] LleHTap 3a peTky 6onectv 1 coumjanHi ycnyrm

*pacnopenoT 3a y4eCTBO BO TeMaTckuTe paboTHW rpynv e npeanor, UctuTe Ke ce AedurHmpaat cnopef npedepeHumnmTe aa yyecHUUNTL.

12.45-13.30 Tpe3eHTauuun of paboTHUTe rPpynu U AUCKYCUja

13.30-13.45 3akny4youmu

13.45-14.30 KokTten pyuyek

FMaBHN yYeCHUUN™®

KoMucuja 3a 3gpaBcTBo Bnapa Ha Peny6nuvka
MakepoHuja, MuHUcTepcTBO 33 PUHaAHCUN

MuHucTepcTBO 3a 34paBCTBO,
KoMucuja 3a petku 6onectu

MAHY, ®30M, AreHuuja 3a nekoBu

MTCI, UHcTuTyT 3a peTkn 6onectu Byrapumja




Cnopea neduHuumnjata Ha EBponckata YHuja, peTkv 6onecTu ce oHne 60NecTu Kou Ce jaByBaarT kaj HajMHory 5 Ha 10 000 nyre.
Ce cmeta neka uma nomer'y 5000 go 8000 pa3nunyHm peTku 6on1ecTy 04 Kou Ce 3acerHatii okony 29 Munamonm nyre Bo EBponckata
YHuja, aoaeka BO MOMEHTOB BO MakeaoHuja MMa pernctpupaHo Hag 400 naumeHTw, HO Ce MpeTnocTaByBa Aeka bpojkata K
pocturHe okony 2000 naumeHTn. Pernctpypany Bo MakeoHwja ce Haf 40 0CHOBHM AnjarHo3u, Ho Taa bpojka cekako Ke CTUrHe

100 1 noBeye Co MOAUrHYBAHETO Ha jaBHaTa, MHCTUTYLIMOHANHATA 1 CTPyYHaTa CBeCT Bo MakeaoHwja.
.

PeTknTe 60n1eCcTNpeTCTaByBaaTK/IMHUYKM XETePOreHa rpynanngeanHeyHo npeTcTaByBaat MHORY Ma NpoLEeHT 0 ueno»'ma

nonynaumja, Ho Kako rpyra Tue NpeTCTaByBaaT 3HaYaeH NPOLLEHT B 0AHOC MOPOVAMTETOT, MOPTA/IMTETOT U KBANUTETOT HA XMBOT

Ha rparaHnTe. 3a0LHEeTOTO U HealeKBaTHO NMPeno3HaBakbe Y NMoCTaByBatbe Ha AnjarHo3a Ha peTkv 60NecT YecTo BOAM 10 TPajHM

OWTETYBaHa, CO FONEMO BAMjaHNe U BP3 COLMJANHNOT 1 (AUHAHCMCKN yC Ha CEMEjCTBOTO, @ HEPETKO A0BeAyBa W 0 CMPT Ha

3aboneHunTe.
Haj3HauajHWTe npeamsBMUM BO NPUCTANOT W CNpaByBaHeTO CO peTku 6onecTn BO jaTa Ce: HeaaekBaTHO Mpeno3HaBaHse,
HeA0BO/HA A0CTANHOCT HA ANjarHOCTUYKIM OrPaHNYEHM TePaNeBTCKM MOXHOCTW, HEeIHAaKOB BO/IEH KBaNIMTET HA 3APaBCTBEHA
3allTUTa, BMCOKA LIEHA Ha NeYerbe 1 Hera, HemonpaBAvBY NOCAeaUUN 1 1301aumja 1 MapriHanu ja Ha 3ab0M1eHUTe Of PeTKM
6onectn. Bo MakenoHwja He MoCTou CTaHAapAV3MPaH NpUCTan 3a peTky 601ecTn, a NpUcyTHa e 1 Hedo a3BMeHa CBeCT Ha

onwTata n CprL{HaTajaBHOCT 3a 3Ha4yeHeTo Ha peTkuTe 601ecT 1 HUBHOTO Bﬂl/ljaHl/IE Bp3 BHDaBjETO nKBan

3aT0a e noTpebeH HaUMoHaNeH MnaH 3a PeTkX 601eCTy Koj BKy4YyBa LIEMN 1 KOHKPETHW MepKW 3@ yHanpeayBakbe Ha TPETM

Ha peTkuTe bonectr Bo MakeaoHuja. LienTa Ha BakBMOT MNaH e MOCTaByBare 0CHOBA 3@ (hOpMMParse Ha MHCTUTYLIMOHAMHA PaMKa

1 COOABETHM MeXaHM3MW 3a 06e36eyBarbe HaBPEMEHA MPEBEHLIMA, AWjarH03a, KOHTUHYWPaHa 1 KBanuTeTHa Tepanuja, BO Hacoka
Ha NoaobpyBakbe Ha KBANMTETOT Ha XMBOT Ha 3aboneHUTe 0 peTkM 6ONECTH 1 HUBHITE CeMejcTBa BO MakeaoHWja.

MPUOPUTETU BO OBJTACTA HA PETKWU BOJTIECTU BO MAKEAOHUIA

MHCTUTYLUMOHANNHA PAMKA 3A PETKW BOJIECTU
* 3aKOHCKO perynmparbe Ha peTku 6anectu
* HauvoHaneH pernctap 3a petku 6onecTy
* Komucwja 3a peTku bonectn
* PedbepeHTeH HaLMOHaNeH LieHTap 3a peTky bonectu

JOCTAMNHA N KBANUTETHA 3APABCTBEHA 3ALUTUTA HA

MALMEHTUTE CO PETKW BONECTU
* YHanpenyBaH-e Ha NpeBeHLMja 1 AnjarHo3a Ha peTky 6onectu
* YHanpe/yBatrbe Ha KOHTPOMA Y MOHWUTOPUHI Ha TDETMaH Ha
peTky 6onectn
* [NonobpyBatrbe Ha NpKcTan Ao TPETMaH Ha MaUMEHTUTE CO
peTky bonectn
* OpTONenckX noMarana v NoaapLIKa 3a NaLWeHTV Co PeTKK
60onecTy co monpeyeHoCTy

COUMJANHWN YCNYTW 3A NNLA
3ACErHATM O PETKW BONECTU
* [peno3HaBabe Ha peTky 6oNecTy Kako CoLmjanHa KkaTeropuja
* [poMoLvja Ha MHTerpyUpaH NPUCTan KoH peTk 6onecTu
COLIVJAMHO BKy4yBarbe Ha MaLMeHTTe Co peTki 60necTi n
VIBHWTE CEMEjCTBA

YHANPEYBAHE HA 3HAEH-E U MPUCTAMN A0
NHOOPMALIUW 3A PETKW BONNECTU

* YHanpeayBarbe Ha 3HaeHse 1 NPOMeCVOHaNHM KanaunTeTu Ha
Mea LIMHCKITE NPOdeCOHANLIM BO MONETO Ha peTki 6onecTu
* BocnocTasyBarbe Ha edimkacHa pervoHanHa u
WNHTEepHaLIMOHaNHa copaboTka
* CTMMynaumja 3a UCTPaxyBakba Ha nose Ha peTku 6onecTu
* OpraHv3nparse Ha HaUMOHAMHW jaBHU KaMMakbK 33
MOAUrHYBak-e Ha jaBHaTa CBECT 3a peTkuTe bonectu

COPABOTKA CO OPFTAHU3ALUMN HA MALUMEHTH
* [TogAapuika v copaboTka Co HEBMAAWHM OpraHn3aLnm Ha
naumeHTy BO 061acT Ha peTku bonectu



AnujaHcuTe 3a peTku
60onecTv v opraHm3aunmTe
Ha NaLVEeTHM MMaaT
KMy4Ha ynora Bo
0OpMyBaHETO Ha
HaLWVIOHAHWTE NONUTYIKM
3a peTkn bonectn. Bo
paMkuTe Ha EBponckata
akuvja 3a Petku
Bonectn, EYPOPOWC 1
HaLVOHaNHUTe anujaHcw
NPOAONXYBAaT akTUBHO
1a Ce MIHBOMBVPaaT BO
KoopanHupaH EBponcku
Hanop 3a 3acTanyBakbe
1 MPOMOBMPAH-E Ha
VNHTErpyvpaHmn HaUMoHaNHM
MOMNTUYKM 11 3aKOHCKM
MepKM KOW MMaaT MMMaKT
Ha XVBOTUTE Ha NyreTo
1 CeMejCTBaTa KoM Ce
CO04YyBaaT CO PeTKM
6onecTw.

EYPOI/AH - Esponckvior mpoekT 3a pa3Boj Ha HaLMOHanHW

nnaHoBW 3a peTkn 6onectn (http://www.europlanproject.eu) e mpoekT

W KoduHaHpaH on  EBponckata Komucnja 3a  mpoMoBuMparse U
MMenneMeHTaLVja Ha HauvoHanHW NnaHoBM UK CTPATer v 3a CrpaByBakse Co peTku bonectu. icTnoT cnyxm
3a pa3MeHa Ha pPeneBaHTHW MCKYCTBA MOMery 3eMjuTe Bo EBpoma, 3a MoBp3yBarbe Ha HaLIMOHaMH Hanopy
O 3aeAHMYKa cTpaTernja Ha EBponcko H1MBO 3a MOA06PYBaHLe Ha KBANIMTETOT Ha XMBOT Ha NYreTo Co PeTku
6onectw. TnaBHaTa Len e Aa Ce BOCMOCTaBMW VHTEPHALIMOHAMHA U MHTEePaKTBHA MPexXa Ha 3auHTepecvpanHm
CTPaHW 33 Aa Ce 3abp3a NpoLecoT Ha MMMAEeMeHTaLUMja Ha HaumoHanHu NAaHoBK 3a peTku 60necTy, Npeky

aKTMBHO YYECTBO Ha 3APYXeHWjaTa Ha NaLWeHTX 1 anujaHcuTe Ha peTku bonecTtv 3aeaHo co EYPOPINIC.

HALUMOHANHATA ANTMJAHCA 3APETKUBOJIECTUHA P. MAKELQOHWJA e ocrosara
B0 2014 roamHa Co Len NoTTUKHYBakbe 1 Moaaplika Ha ped)opMm BO 3APaBCTBEHMOT CMCTEM BO 0bnacTa
Ha petkuTe bonecT BO MakedoHwja, CO Lien Aa ce pelur npobnemMoT co TpeTMaHoT
N KOHTUHYMPAHOTO MUHAHCMPakbe Ha NeKkyBakeTo Ha peTkmTe bonectn. HAPEM ja
3aroYyHa MHWLMATBATA 3a CO31aBaH-€ Ha HaLMOHa/HA CTPaTeruja 3a petkun bonectu,
Koja Ke 0BO3MOXW AONrOPOYHM pelleHnja 3a NpobnemuTe 1 NpeansBMLMTE CO KOW
Ce CO0YYBaaT MALMEHTUTE U HUBHUTE CEMEJCTBATA, U CE 3aCTanyBa 3a BOBEAYBaH-E
ncrata. [exec, yneHkn Ha HAPBEM ce 14 opraHu3aumm Kov npeTcTaByBaat noseke o4 70 pasnnuHm peTku
6onectn. HAPEM e cekorall 0TBOpeHa 3a HOBW YMEHKM KOV ja C/ledaT MUcTata BY3Mja — OBO3MOXYBaH-€
Hajoobap MOXeH KBaMTET Ha XMBOT 3a /TyI'eTO M CeMejCTBaTa KoM Ce CO0YYBaaT CO PeTky 6oiecTw.
KoHTakT: retkibolesti@gmail.com | Facebook: https://www.facebook.com/NARBMakedonija

YXUBOT CO MPEAUN3BULIN e 30pyxeHve uvja BU3Mja e NOCTUrHYBarbe Ha Hajaobap MOXeH KBAanUTET Ha XVBOT Ha
MaLMEHTUTE 1 CeMejCTBaTa CO PeTkM BONeCTW Mpeky Hajaodpu MOXHW W A0CTarNHU COLMjaMnHU U 30paBCTBeHM YCIyru. 3a Aa ja
0CTBApUMe BM3MjaTa 3aMoyHaBMe CO aKTUBHOCTVI 33 MOANTHYBar-e Ha jaBHaTa U HCTUTYLMOHaNHATa CBECT CO KoM MpoNo/XyBaMe
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rpyna Ha MaLUveHTV 1 ceMejcTBa. HalwaTa Mrcuja e Kpemparse Ha peLleruja u MoUTUKA U CrIpoBeayBartbe o ¢

CEKOja roanHa, I'IOCTI/II'HVBajKI/I OrpoMHa noaapLKka rnpw 3actartyBakse 1 FIO@I/IDE\H::G 3d MNpaBdTa Ha OBad

Ha aKTMBHOCTV 3@ NOA0BPYBatLe Ha KBAZIMTETOT Ha XMBOT Ha MALIMEHTWTE M CEMejCTBaTa CO peTkM 60necTu. mﬁ?ogi
Beb ctpaHa: http://challenges.mk/ | Youtube: https://www.youtube.com/user/lifewithchallenges | ﬂfmﬂaﬂu
Facebook: https://www.facebook.com/LifeWithChallengesi | Twitter: https://twitter.com/ZivotPredizvici
XWMBOT CO MPEAV3BVILI e nonHompaBeH YneH Ha

T\

BWJTICOH MAKEJOHWIA e 3apyxeHue Ha rparaHyi co 0CHOBHa Lien NoA0BpYBakse Ha KBanWTETOT Ha XMBOT Ha MaLvieHTuTe
CO peTku bonecTn Bo MakefoHWja 1 yHanpeayBatbe Ha 3APaBCTBEHATa 3aliTUTa Ha 0BMe N1LA. [MaBHUTE LIeAV Ha 3ApYXeHUeTo
ce 0be3benyBarbe Ha MOTPEOHUTE YCI0BW 3@ PaHO AMjarHOCTMLIMPaHLE M MPaBUAHO CefeHbe Ha TekoT
Ha BuncoHoBata 60MecT, yHanpeayBarbe Ha HMBOTO Ha CTPYYHOCT Ha MEAMLIMHCKMOT MepcoHan 3a
naeHTUdVKaLWja, AnjarHOCTILIMParLE U Clederbe Ha 0Baa BOMECT, rpajeHe Ha CUCTeMU 3a mogaplka = o i
Ha nmuaTta co BuncoHoBa 60MECT 1 HUBHUTE CEMEJCTBA, Kako 1 CopaboTka CO CMYHW OpraHmM3aumnm o BH;"\.COH
MakefoH1ja, PErMOHOT W MOLMPOKO. AKTUBHOCUTE Ha Bunco MakenoHuja He ce cdokycupary camo  MAKEADHMIA
Ha MauveHTUTe co BuncoHoBa HonecT - 3apyXeHWEeTo ce 3anara U akTMBHO paboTh Ha NOAMrHyBakbe Ha CBEeCTa BO CTPyYHaTa U
MOLUMPOKa JaBHOCT 3a PeTKMUTe BoNecTy BOOMLWTO, KaKo ¥ 3acTanyBakbe Ha NMpaBaTta U MHTepecuTe Ha MaumneHTTe co peTku bonectu
npea VHCTUTYLIMATE 1 A0HECYBauMTe Ha 0aNyKU.

Beb ctpaHa: http://wilsonmk.org/ | Facebook: https://www.facebook.com/wilsonmk.org/ | Youtube: http://bit.ly/2isTL75
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Oigan wOHDEDEHLIGE & NOAOPEHE 0 EBDONCRaTa Yidia Bo DEMKN Ha NPOeToT
Jpadaere B0 colpassinn: AEse0gasm iHETAEA 38 sonEEoan pess”
LT 1 P DOMGALMATE 3 OeMoEpaTIE vl Beciuaeiap

a0 copaBoTen co BRcokaTa 1Leona 33 HONREANCTIO W 18 OHOCH jamocTa

Koischapwigifama o opraFitwpd OO NOWMOL HE MRAT A0GEN0H NpaKy NpoesToT

JMemnMcka MUCMEHOCT B0 8PA HE HENNWE HA MEDopEan Koaniiula 23 MEHyMCKE IHCMBHOCT
WD My CNpcRedyRa BACOTATE WEDME 33 HOBWHAPDCTED W 38 GAH0CH O {ABMOCTRE BO COpaboTya oo
HMCTATYTOT 33 PAAMMHOCTE BO MEDyMNTE 0F NoWios ¥ sdcmmon Hosa Macegoms”

of (heHanCMCKR nOpnaies F Enponciara Yeisa

JiononsiaTenH MHRORMALMA 38 peTiw GonecTe MO 13 HAJNETE | Ha:
Dt va petes Gonecrd - http:/Iwww.rarediseaseday.org/
Mpexa 3a peTky Gonecm - https://www.rRreconnect.org/en
Mopran 33 pemk GoNecT U NeKner crpalps - https//www.arpha.net
EY Komurer Ha Extnepmd 3a Petkw Banectw - http/fwiw.eucerd. eu/
Esponoea nnatopma 3a Perwcrpy 33 Petey bonecw - hittpo/fwww.epirare.eu/
Eeponcia Aressa 2a NMexoaw - httpe/fwww.ema.europa.eufema/
Esponcxy MNpoexr 3a Paiaoj sa Haumos@ankm [nanosd 3a Pena bonect - httpo/fwww. europlanproject.eu



