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Ckonje, Penybauka CesepHa MakedoHuja, 2023
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J/len Ha peTrku 0oJ1ecTH, peBpyapu, 2023

Bo 2023 roauHa, paboTeBme 3aeAHO co HaumoHanHaTta anumjaHca 3a peTkn bGonectn aa
nokarkeme obeanHET rnac Ha NnauMeHTUTe co peTkn bonecTu.

HactaHoT, Koj ce ogprka Bo Ckonje, rM obeaumHu [lpBaTa gama Ha Penybnvka CeBepHa
MakefoHuja, r-fa Ennsabeta [opfuescka, MUHUCTEpPKaTa 3a TPYA, M COLMjanHa NOAWUTMKA r-fa
JoBaHKa TpeH4YeBCKa, AMpeKTopuTe Ha KAMHUKUTE BO KauHWYKkMOT ueHTap Bo Ckonje,
yneHosuTe Ha Komwucmjata 3a peTkn 601eCcTM BO MMHUCTEPCTBOTO 33 34PaBCTBO, MALMEHTH,
cemejcTBa, NALMEHTCKU 34pYHKeHUja, NPEeTCTaBHULN o4 MeaAUyMUTE U MHOTY NOAAPMHKYBayuu 3a
Kay3aTa 3a peTku 6onectu.

REH HA PETKH GONEETA 1};2

Ha HacTaHOT ro nNpomoBMpaBMe M MOYETOKOT Ha MPOEKTOT: AHanu3a Ha npobnremute U
npegusBuLMTE Ha CEMEjCTBATA CO peTKkn bonectu Bo Penybaunka CesepHa MakeaoHuja.
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MNcTo TaKa noaapkaBme M npegasatba OPraHU3MpaHm o4 34pyKeHne Ha MAaKegOHCKN CTYAEHTH
no megMuuHa NocBeTEeHM Ha peTKuTe 60/1ecTu, Kako M HaCcTaHW 3a NOAUTrHyBake Ha CBecTa BO
Oxpua v butona.

ey MMSA Skopje - Macedonian Medical Student's Association

March 1 .68

Cnukute ce poctanHM Ha Hawarta Pejcbyk cTpaHMuUa, Kage WTO MOXKeTe ga M Buaute
Pa3/IMYHMUTE AaKTMBHOCTU 33 MOAMIHYBakbe HA jaBHaTa CBECT 33 PeTKM 60necTn BO pPas/vyHU
rpagosu Bo CeBepHa MakegoHuja.

n i
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I'm 3amo3HaBaMe peTkuTe 00J1eCTH

MpoekToT e 3anoyHaTt og Cynep Paawmo, NopgaHa Jlonecka n HUBOT CO MPEAUN3BULIN. Bo
jaHyapwu 2023 roguHa 3ano4yHaBme CO NPOMOLMja Ha NPOEKTOT WTO foseae A0 [1eHOT Ha peTKu
6onectn 2023 M nNpoAoMKM MOHaTamy. MHOry AOKTOpPM ja noagprkaa Hallata Kamnatba.
HaBucTUHA e npeKpacHo Aa ce 3abenexun geka HOBUTE JOKTOPU ce NpUApPyKyBaaT Ha bUTKaTa
3a nopobap *KMBOT 3a AMLATA CO peTKM bonectn. UcTo Taka cute MHPOPMaLMM 33 peTKuUTe
6onectn ce npukayeHun Ha Bukunepunja op cTpaHa Ha BoMOHTepuTe Ha Buku knyb6 Oxpua —
NHdopmaumm 3a Buku kayb Oxpus, Taka WTO akKo HanuweTte peTku 60nectm Ha MaKe[oHCKM
jasuk, ke pobuete MHOry uHboOpMauMM 3a pasnanyHM peTkn bBonectn. OBa momara ga ce
npowwupaT nHdopmaunnute 3a peTknte 601ecT BO jaBHOCTa M Aa Ce HANpPaBaT NOAOCTANHM 3a
cemejcTBaTa Co peTku bonectn 1 3a MeAULNHCKUTE nua.

< ruaanoaHasame r0NoaAPXYBAM
—\s.<~ PETKUTE BONECTH '\ AQ B TIEHOT HA PETKI BONECTA
ad 28 OEBPYAPH 2023
° & HETCKA KNNMHUKA OAAEN HEOHATONOMMJA
GUILLAIN-BARRE : B | .
SYNDROME . ;

HawwuTe BMAaea ce cnogeneHn n Bo AnbaHuja n KocoBo, buaejkm ce npeseaeHn 1 Ha anbaHCKK
jasuk. MpugpyKeTe HKU ce BO NOAMUIHYBaHETO HA jaBHaTa CBECT 3a peTkuTe 6onectn! MocseTeHa
®dejcbyK cTpaHMLa 3a 0BOj NpoekT: https://www.facebook.com/gizapoznavameretkitebolesti
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JIuHMja 32 MOMOILI HA PEeTKHU 00JIeCTH, jaAHyapPH — HOEMBPH
2023

Bo nuHMjaTa 3a nomow ocobeHOo 3HayaeH Aen e HecnnaTtHaTa NCMXO/NOWKa MoAApliKa 3a
cemejcTBata Co peTkM bonectu. Bo TekoT Ha 2019 rogvHa yBMAOBME KO/IKY € BaXKHO 3a
MauneHTUTe co PeTKn 6oNecT 1 BO TEKOT Ha OBUe 4 roAMHM ja NpyKMBMe NoTpebHaTa NomoLL.
Ce HapeBame [eKa M BO MAHMHA Ke NPOJO/KMME Aa MM MoMarame Ha NyfeTo CO PeTKM
6onectn. HaBUCTMHA CMe CPeKHW WTO MOXKeMe A3 M NOAAPMKMME CEeMejcTBaTa CO PETKM
6onectn, a MMame M NoaApLUKA 33 3acTanysatbe, NPeBogu M civyHo. OBa e caMo efeH man
npuaoHec 3a NofobpyBareTo Ha KBA/IMTETOT HA ¥KMBOT Ha /IMLLATA CO PETKM BONECTU U HUBHUTE
cemejcTBa, KoM 3aC/y»KyBaarT yLuTe noseke.

JIAHWJA 3A nNomMoLl
HA PETKW BOJIECTH

HELP LINE FOR
RARE DISEASES

Bo 2021 roguHa, nopaan Koena-19, umasme 3rosiemeH 6poj Ha nua Kou ce jaByBaaT M bapaaT
MHPOPMaLMKM, 3a NPenopakn, 3a NoaapLliKka, a UMawe u 3rosiemeH 6poj Ha nyfe Kou Hapaa
NMCUXO/OLWKO coBeTyBarbe. Bo 2022 mmaBme ywiTe NOBEKe Nyfe KOW ce jaByBaaT, Na Taka ja
3rofemMmBme noagplikata co MCMX0Nn03n BO 3 rpafoBK, BKAy4vyBajkm ru Ckonje, TeToBO
(foctBap) n KymaHoso. Bo 2023 roanHa umame ncuxonosm Bo Ckonje, TetoBo, [ocTuBap,
KymaHoBso, butona u Mpunen.

AKMugHocmu Ha nuHujama 3a Nomow:

e [lpy)Katbe Ha NCMUXO/IOWKA U COoLMjanHA NoAApPLIKA 3@ CEMEjCTBA CO peTku bonectn Bo
CesepHa MakenoHuja.

e OpraHusunparbe Ha cobMpu Ha NaLMeHTU U BeOMHapH.

e [loBp3yBatbe Ha cemejcTBa co UCTU Bonectu (Npeky e-maunn, dejcbyk, TenedoH).

e [loBp3yBarbe Ha MALUMEHTU CO MHCTUTYLMKN (OpraHM3MpParbe Ha COCTAHOLM, MULLIYBAHbEe Ha
baparba).

e Cobuparbe Ha MHPOPMAUMM Ha aKTyenHM npobnemu u npeamsBuuM (3anarare 3a
NPOMEHMN).
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e M3paBarbe Ha bpolypy 33 NoALPLUKA HA NAUMEHTUTe (cnogeneHn oHNajH 3a becniaTtHo
CMMHYBatb€ U NevyaTeHa Bep3uja BO KAMHMYMOT LeHTap Bo CKonje).

e EayKauuja Ha NaUMEHTU, ceMejcTBa, AOKTOpM (NpeKy BebMHapu, cocTaHOUM, UCnpaKarbe
Ha MHOPMaALMM N HOBU 3HaEHA).

Pe3yamamu eo 2023 200uHa:

e [0 3ronemumBme 6POjOT HA NCUXOJIO3M BO HalLaTa MpeXKa, Nna cera NOKpuBame 6 rpagosu
BO Pas3/IN4HM PEruoHW, KOWU ce AO0CTanHM M OHMajH 3a Aa He Mopa Aa naTtysaar
cemejcTBaTta Ha Kou um Tpeba Nnomoll 1 nogapLuKa.

e OpraHusupasme 3 rpynHu cobupu Bo 3 perMoHn Ha HalaTa 3eMja 3a cemejcTBaTa Aa
MOXKAT A3 ce CpeTHaT M Aa pasroBapaaT e4HW co apyrn. McTo Taka, Kora ce 3aegHo,
A061MBarbeTO Ha NoAAPLIKA 04 ONWTUHUTE Kaje LWTO XKMBeaT € MHOrYy NoAEecHO.

e [lpoueHuBme pfgeKka uMmame okoay 40 NOBMUM MECEYHO 3a Pas3IMYHK npobaemu,
npawata, MHpopmaLmm, noaapLika 1 4pyro.

e Bo TeKoT Ha roguMHaTta nosBp3aBme Hag 50 nauyeHTU, Ha HAUMOHANHO U PEernmoHasHo
HWMBO, CO CEMEjCTBa M NALUMEHTU CO UCTa peTKa bonect, UAK Co opraHuMsaLmn og, Apyru
3emjm.

e CobpaBme MHPOpPMaLUM 3a aKTyenHUTe Npobsiemm 1 nNpalara 1 NoAroTBUBMe aHaAM3a
LITO Ke NMOC/IY*KN KaKo anaTka 3a 3a/s1ararbe 3a noaobpu peleHuja 1 3a nogobpysarbe Ha
XMBOTOT Ha NYFETO CO pPeTKn bonectu.

e KOMyHMUMpame CO MHCTUTYUMM 33 [a CTaBMMe HOBM MaUMEeHTU M HOBM NEKOBU BO
nporpamara 3a peTku bonecTtu, cnopes HbopmaumuTe WTO rm Aobmnsme.

e JlMHKMjaTa 32 MOMOLL € K/ly4eH MPOEKT 04, OrPOMHa Ba)KHOCT 3a HallaTa opraHu3aumja u
3aegHuua. Co Hea moxeme aa cobepeme n aa wupume nHpopmaummn, nogobpo aa ce
3anarame 6uaejkM cMme BO AMPEKTEH KOHTAKT CO CeMejCTBaTa Ha Kou Mm e noTpebHa
nomow. Ce HageBame AeKa Ke MPoAOMKMME CO HalWUTe aKTUBHOCTM U BO WUAHMHA,
ocobeHO cera Kora cme A06po BOCMOCTaBeHa OrpaHu3aumja co BUCOK MHTErpuTeT u
erﬂ,Mﬁ_MﬂMTT.
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JAEHOT HAPETKM BOMECTH 5w panewe

BE3PE3EPBHA
NOMAPLUKA W A
JA NMOAUTHEME
CBECTA 3A
NIULIATA CO PETK

BONECTU DA
OOBUJAT 'PUXA,
OWJATHO3A U
TEPANWUJAM
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PeruonasiHa 0a3a Ha mogaTOHU 32 PeTKHU 00J1eCTH

basaTa Ha nogaTtoum 3a PETKMN b6onectu e YHUKATEH PeErMoHasieH NPoeKT BO KOj CMme BKNy4YeHu BO
nocnegHuTe roguHn, Lenta € ga ce CKPpath BpeMeTo Ha NoCTaByBakb€ Ha ,a,mjarHosa n aa um ce
NPy norosnema noggpwka Ha nauyneHtTute KOU CTpadaat o4 PEeTKU 60ﬂeCTVI, HUBHUTE
CeMejCTBa, KaKO U OOKTOpW.

3apyKeHmeto KMBOT CO MPEAU3BULILM e BKAy4eHO o4, CaMMOT MOYETOK HAa OBOj MPOEKT.

MomeHTanHO, BKAydYeHuTe 3emju ce Cpbuja, CeBepHa MakeaoHuja, LipHa lopa, Penybauka
Cpncka n XpBaTtcKa. Ce HageBame AeKa M OCTaHaTUTe 3eMjUu Ke ce NpUAPYKaT UCTO TaKa.

Ba3a Ha peTku 6onectu

Ys Baza retkih bolesti

CopaboTKa co apyrv opraHM3aLMmM U COCTaHOLM CO Pa3/INYHMU
3acerHaTv cTpaHum

Cpepnba co MuHUCTEPOT 3a 3apascTso, Patmup Meyuntn

3apyrKeHue Ha rpafaHm 3a peTku 6onectu ,, ) KUBOT CO NPEAU3BULINY — Butona
Ten: +389 (0)70 70 54 46, Be6-cTpaHuua: http://challenges.mk/
E-mawnn: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com



http://challenges.mk/
mailto:zivotsopredizvici@gmail.com
mailto:vesna.stojmirova@gmail.com

Y e e G

JHHBOT ETA LIFE
HPEHHBMM JSF‘IDA CHA!LENGES
Erdomorn ¢ R A Toba. B 2E. wrnaik, LA,]LP,\,S @ pazzle,
oy a. ftirnd . & s k. colleck ik,

*KMBOT CO NPEAU3BULIU / JETA ME SFIDA / LIFE WITH CHALLENGES

Cpepnba 3a HaumoHanHaTa cTpaTernja 3a petkn bonectu Ha Penybanka CesepHa MakenoHuja

Cpenba co OnwTnHa butona 1 cemejcTBaTa co peTkM bonectn o butona

CopaboTka co MaKkeJOHCKO 34pYX»eHMe Ha Maaam NpasHULM

Ja npogonkueme copaboTtkata co MaKkeaOHCKOTO 34pyKeHWe Ha mMaaam npasHuum. Toa bewe
NPB NPOEKT WTO 0BO3MOXM BecnnatHa npaBHa NoAAPLUKA 3@ NALUMEHTUTE KOW Ce Ha SIeKyBakbe
BO 6oNHULMTE N KAMHUKKUTE. Bugejkn npobiemoT co jaBHOTO HaagaBare U HabaBKa Ha 1EKOBMU
NPoAO/IXKYBa, Ce cOor/lacyBaMe [fgeKa OBa Ke Ouae NpaBUAHMOT YeKOop 3a noagplika Ha
CemMejcTBaTa KoM Ce COOoYyBaT CO KMBOT CO peTkM bonectn. MUm Bnarogapvme Ha Pow, Kou ce
eoHW of TNaBHUTE MNOAAPNKYBauYM HA NpPOeKToT. Beb-cTpaHWMuaTa 3a O0OBOj NPOEKT e:
www.pravnaapteka.mk. Ha KpajoT Ha 2023 n noyeTokoT Ha 2024 roauHa, o4eKkyBame 0bjaBeHM
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HaACOKM 33 NauMeHTUTe U ceMejcTBaTa, 33 Aa UM buge nonecHo aAa nobapaaT nogapLIKa U Aa ce
6opat 3a cBOMTE Npasa.

MpaBHa
AnTeka.

Kou ce MouTe npaBa KaKo OCUIypaHO INLLe BO OAHOC Ha NPUCTaNoT n
fAo6uBakbe Ha peJoBHa Tepanuja- IeKOBU KoM ce AaBaaT Bo 60/1HMLA
nopaau npupogarta Ha 6onecra (NpyMep, OHKONOLIKM, peTKu 6onectn)?

—

N

Kako ocurypaHo nuue Bo ®30CM Bue nmate npaBo Ha npucran un
HaBpeMeHO 1 KOHTUHYMpPaHO A06uBake Ha peAoBHa Tepanuja, Nekosu
KOW Cce AaBaat BO 60/IHMLNTE 1 Toa CornacHo YcraBoT Ha PCM, 3akoHOT

3a 3paBCTBEHO OCUTypyBakbe, 3aKOHOT 3a 34paBCTBEHa 3aLUTUTa U
3aKOHOT 3a 3alUTUTa Ha NpaBaTa Ha NauueHTuTe

-

V|Hl/|LI,l/IjaTl/IBa Ha 34PYyXEHN CUIN N\eﬁy MAaUNEHTCKNTE OPraHn3aumnm

3aenHO CO ApyrM aKTUBHW OpPraHu3aLmnmn ycneasme ga npogoxume ga copabotysame 3a Aa ce
3as1arame 3a pelleHunja Ha NpobsieMmnTe Ko 'v 3aceraat cUTe rpafaHn BoO HaluaTa 3emja. Cekoja
rpyna Ha naumMeHTU MMa CBOW MHAMBUAYANHM Npobaemu u npeamsBULLM CO KOM Ce COOYYBaA, HO
ronem fen o4 HMB ce 3aeHUYKM, Na TaKa 04/ly4MBME Aa 3aCTaHeEMe 3aeZHO M Aa ce 3anarame
3a npomeHu. Ke npogomkrme Aa paboTume 3aefHO Ha OBaa MHULMjaTMBaA M Bo 2024 roanHa u
ce HageBame ga dopmmpame HauMoOHaNHa NaaTPopma 3a peTkuTe bonectu.
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Cpepnba co Jlekapcka komopa Ha Penybaunka CeBepHa MaKeaoHuja

Bo okTOMBpM MMaBmMe cpepnba Co MpeTcesaTenNoT HAa JIeKapcKaTa KoMopa, 3aefHOo CO Apyru
MPeTCTaBHULM Ha NauMeHTUTe 33 Aa pa3roBapame Kako MOXKeme 3aedHo Aa AejcTByBame 3a Aa
pelmme HEKOM 04, MHOryTe Npobiemu BO 34paBCTBEHNOT cucTeM. EfeH oa npeanosuTte e aa ce
paboTn Ha peueHTpanusauMja Ha 34paBCTBEHUTE YCIYrM U NeKyBarkbe, buaejkm cera cé e
CKOHLEHTPMPAHO BO YHMBEP3UTETCKMOT KNMHUYKK LeHTap Bo CKonje.

o

JIEKAPCKA
KOMOPA

KoHdepeHLMja 3a reHeTcKM U peTkn bonectn, oktomspun, 2023

Ha camoTo oTBOparbe Ha KOHdepeHumjaTa 36opyBaBMe 3a npobiemuTe Ha cemejcTBaTta Co
peTku 6onectun. Ycneasme Aa peannsmpame HEKOJIKY cpeabu co BeTyBatbe 3a copaboTka.

S
CHALLENC™

BUIK

TPEARS

o
#’ G o3
JETA
SFIDA
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Mpec-koHbepeHUMja 3a GoKycHnparbe Ha NpobaemMnTe 3a PETKMN U XPOHUYHM BONECTU, OKTOMBPM
2023

Ha oBaa KoOHdepeHUWja, 3aegHO CO npeTcedaTenuTe Ha 34pyKeHujata 3a MynTtunnekc
CKNepo3a, JyBeHUNEeH apTpUTUC U MHCTUTYTOT 3a ONWTECTBEHN U XYMAHUCTUYKK HayKM Aad0BMeE
M3jaBM 3a 3aeQHWYKUTE MNPOBNEMM CO KOW ce coodvyyBame, NOYHyBajkM o noTtpebaTta 3a
AeUeHTpannsaLmja Ha 1eKoBUTe U 34PaBCTBEHUTE YCAYIK, Na Ce A0 AONTOroAUWHMOT npobaem
CO TeHAepu M HabaBKM Ha NEKOBW, WTO A0BeAyBa A0 /NINCTM HA 4YeKake, AOUHA HabaBKa,
HeAoCTUT Ha NeKoBMu of 2 Ao 4 meceum utH. Ce Hagesame Zieka Ke npoaokume aa pabotnme
3aeHO 3a Aa v paspewnme TeKoBHUTe Npobaemm Kom ce NpoBaeKyBaaT noseKke o4 15 roguHu.

lpafaHWUTe 3acny»KyBaaT nogobap XKuUBoT.
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PaboTHa cpeaba 3a GoKycuparbe Ha NnpobiemuTe BO 34paBCTBEHMOT cUCTeEM, HoemBpwu 2023

3aelHO CO HEKOJIKYy aKTUBHW 3ApY)KEHWja Ha nauueHTU opraHusmpaBme paboTHa cpepba mery
NPeTCTaBHULUM Ha NauMeHTM W NPEeTCTaBHULUM Ha MHCTUTYUMM 3a Aa pa3roBapame 3a aKTyesHuTe
npob6semn BO 34pPaBCTEHMOT CUCTEM M MOXKHOCTMTE 3a pelleHuja, bBuaejkm Hekon on npobnemute
nocrojat Beke €O rOAMHM, a NPOMEHaTa € KAyyHa 3a noAaobap KBa/UTET Ha XMBOT, ocobeHO 3a
XPOHWYHUTE BoNecTu (40KMBOTHM BonecTun, BKAYUYBajKU T peTkUTe bonectn).

BknyyeHute 3apyrKeHuja 6ea: Xenap ueHTap (6onectn Ha upHMOT Apob), 3aeaHo nocunHn (CUAA),
HedpoH (bybpexkHn 3abonyBara), 3apyskeHue Ha Aujabetnuapu, Xema (3apyrKeHue 3a pak),
3apyskeHue 3a MC (MyaTUnaeKc ckaeposa), 3apykeHme XMJ1. Of UHCTUTYLMUTE MMaBMe NPeTCTaBHULM
o4, MUHUCTEPCTBOTO 3a 34paBCcTBO, Mporpamara 3a peTkn 6osectu 1 nporpamata 3a aunjabetec, doHaoT
3a 34paBCTBEHO OCUrypyBatbe, AreHumjaTa 3a NekoBu, BUpOTo 3a Habaeku. McTo Taka, MmaBme U
npeTtcTaBHMK oa CBeTcKaTa 34paBCTBEHa opraHM3aumja.

MmaBme MHOry OAMCKYCUWM MOBP3aHW CO Pas/IMYHKU NpeaM3BMLM, KaKo LITO ce NMOo3MTMBHATa /INCTa Ha
JIEKOBU, MPOLLECOT Ha AMPEKTHO NperoBaparbe 3a HabaBKa Ha JIeKOBM, NPOLLECOT 3a HabaBKa U Kako
MOXe ga ce nogobpu, NUCTUTE Ha 4YeKakbe Ha MaumeHTuTe (4a ro gobujaT NekoT wWTo um Tpeba),
HauMHUTE Aa ce AobunjaT HOBM IEKOBU 33 MALMEHTUTE HA KOU UM ce NoTpebHM, PMHaAHCMCKaTa cocTojba,
CTPYYHOCTa Ha JIeKapuTe U MHOTY NoBEKe.

3aKkNyuMBME [eKa MMa MHOMY HauMHM Ha KoM MoXKeme da copaboTyBame M ga ro nogobpume
34paBCTBEHNOT cucTem Bo CeBepHa MakeaoHuja 3a Ja ro nogobpvme KBasUTETOT Ha KMBOT Ha
nauueHTUTe, 0CO6EHO Ha OHUME CO AOKMBOTHU cOCTOjbU. CregHaTa roamHa ke popmupame AnmjaHca Ha
opraHusaumu 3a naumeHTH, buaejkm 3Haeme AeKa e BaXKHO Aa 3acTaHeme cuTe 3aedHo 3a npobaemuTe
CO Kou ce coovyBame. OyeKyBame Aa ja nofobpume copaboTKaTa CO MHCTUTYLMUTE U 34PABCTBEHUTE
paboTHMuM.
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Ten: +389 (0)70 70 54 46, Be6-cTpaHuua: http://challenges.mk/
E-mawnn: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com



http://challenges.mk/
mailto:zivotsopredizvici@gmail.com
mailto:vesna.stojmirova@gmail.com

Y e e G

JHHBOT ETA

HP‘EHHBB\HTJ;H JSF‘IDA C;—ITA!IE:IGES
Erdomorn ¢ el Toba- B AR e ik, Ln,)‘:b L a przzle,
iy aphinlindy St S fm Frbirdid o udl b eolleeh v

*KMBOT CO NPEAU3BULIU / JETA ME SFIDA / LIFE WITH CHALLENGES

MefyHapogHu KoHdpepeHuUn, paboTUaHMLM U paboTHU rpynu

Ce rpmxnme 3a petkute, benrpag, centemspu 2023

YyecTByBaBMe Ha paboTUAHKMLA 33 NAaHMpPatbe Ha UAHU MefycebHM akTUBHOCTU M copaboTka nomery
opraHusauumTe Bo permoHoT. Ce cornacMBme AeKa 3aeHMYKOTO paboTerbe HX Momara BO rpafeHerto Ha
noaobpu 34paBCcTBEHM CUCTEMM U Aa AaBame Norosaema noAapliuKka Ha cemejcTBaTta co peTku 6onectm Bo

HawwuTe 3emju.

PernoHaneH lowe COCTaHOK, centemBpu-okTomspm 2023

Ha perMoHanHnoT cocTaHok lowe, 15 nauneHT M YneHoBM Ha cemejcTBa o4, CeBepHa MakeaoHuja
npucycTBYBaa Ha NpefaBarbata U paboTuaHUUMTE. 3a XKan, LOKTOPUTE OBOjMaT HE MOKea Aa HU ce
npuapyxart. MNporpamata 6elle HanpaseHa crnopea MomeHTaHWUTe noTpebu Ha cemejcTBaTa co bonecta
Ha lowe 1 6elle 04/1MYHO WITO MOXKEBME A3 Ce CPeTHEME NOBTOPHO NOC/e MHOTY 400 BpeMe.
PernoHanHaTa copaboTka e ronema NoAApLUIKa 33 CEMEjCTBATa KOM Ce COOYYBaaT CO C/IUYHM
npeaussuLUMm.
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CocTaHoK 3a copaboTka, Paj3ep, /incaboH, okTomepu 2023

OBOj COCTaHOK MMalle GOKYC Ha AMCKPUMUHALMjaTa Ha NOCTapuTe Nyfe, U Kako TUe He ce TpeTupaHu
WCTO Kora cTaHyBa 360p 3a peTKuTe 60aecTu. Hekou og, 3aKknyyoLmTe NOoKaXkaa AeKa Ha noctapure Amua
UM e TelKo Aa AobujaT paHa AnjarHosa M paH TPeTMmaH, a couMjanHuTe U 34PaBCTBEHUTE YCAYTU He ce
JIecHO gocTanHu. 3aeHO 04/1y4MBME 33 aKTUBHOCTM 3a NoAAPLIKA HA NOCTapuTe /ML co PeTku bonectn
Ha Ha4YMH WTO Ke bmae NOKOpUCEH.

KoHdepeHumja 3a peTkuTe bonectn, CapaeBo, aekemspu 2023

Ha pBopHeBHaTa KoHdepeHumja Bo CapaeBo ¢okycoT belle cTaBeH Ha KBa/MTETOT Ha XKMBOT Ha
cemejcTBaTa co peTkM bonectn Bo BocHa u XepuerosuHa u Penybamka Cpncka. Ce pasrosapalle 3a
LEHTApOT 3a peTKn 601ecTu, PUHAHCUPaAHETO HA JIEKOBU 33 pPeTKM Bonectu, coumjanHute Cayom uTH.
Kako yyecHuK og CesepHa MakegoHwuja, BecHa yyecTsyBalle Ha NaHen AUCKyCcujaTa 3a cnogenyBame Ha
HajaobpuTe MPaKTUKM M UCKYCTBa BO 3emjuTe o, pernoHoT. Mo 3aBplyBate Ha KoHdepeHLMjaTa,
HanpaBWBME NJAaHOBM 3a MAHa copaboTka U cnofennBme SONOAHUTENHU MaTePUjanN.
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#penonapusnpajce

BECHA AJIEKCOBCKA: HI TPEBA 3IPABCTBEH CHCTEM KOJ KE ®VHKIIHOHITPA,
A HHKOJ JIA HE OCTAHE BE3 JUIATHO3A 11 BE3 TEPATTIIA

OA 24 aHanu3a Buepa. 3a npobaemute Ha peTkute. #raredisease

#rarediseaseawareness #patientcare #patientadvocacy

PRIKAZNA.MK YOUTUBE.COM
BecHa AnekcoBcka: [la He 3a6opaBuMe JieKa 34paBjeTo e eHO oA 24 ananusa - Ke ce HaGasy /M HaBpeMe N1eKOT 32 GoNHWTe 04
OCHOBHUTE YoBekoBy npasa - MPUKA3Ha uucTmura pubposa?
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_ PELLIEHWE 3A BOJIHUTE, BEJTAT O[] KAMIMAHATA U

- 3ANO3HABAME PETKMTE BOMIECTM 2023

¢ |v]o]

XWBOTOT HE TPMW TEHAEPW, IPXXABATA MOPA JA UMA

@

® HACNOBHA

KATEFOPMM - BECTM - TBMPOTPAMA  EMMCMW  CEPMM

® 494
Oxpug, (CAKAMOAKAXAM MK)

Ce 3ronemyBa 6p0ojoT Ha NayUeHTn CO PeTkn

6onectn

PR —

MeguunHaTa Tpe6a 4a Hanpeaysa, a APXKaBaTa MOpa Aa 1 NpenosHae NoTpeGuTe Ha 60HMUTe CO peTkn GonecTu. TepanujaTa e
CKaNa, TeHAIEpCKVTE NOCTaNKy AONTY 1 TPE6a Aa Ce 6apa CHCTEMCKO PEluexie 0TV NDHOPHTET @ 31DaB H0BeK, 3ADAB0 AeTe,

Kamnarea M 3 GONeCTH" Ha feHelHaTa NPec-KOHDEpeHwVja 80

pexoa Ha

YEJIMA

BECTH CMOPT MATASWH NPOTPAMA EMWCHM CEPWN OWAMOBM BES TR

S — & R R T TR
KOHIPec 3a XyMaHa resetuka u 9. CocTaHok 3a
peTku bonectu

UneHTudumKyBaHm Han 6.000 peTku 6onectu,
KOM Ce Haj4YecTo XPOHUYHU, NPOrPeCUBHU U
©OMacHU NO XXMUBOTOT Ha NauMeHTUTe

Jyroucrouna Espona.

. W SANOSHABAME
PETKUTE BONECTH

e ¢ v - f e
~% CAKAM JIA KAXAM Mom
o’ 33 €no6oAOYMHM - n0oiamas s
! : : i Dl PO POIPAMA  BWIEO  EMMCMM  NOMKACTH  #MIAJM  OBPA3OBAHME

HEMAME NEKOBW, TEPMUHWU U CNEUWNJANTUCTW, BENAT APAIATAC
JILIATA CO PETKW BONECTH
aoa

3apyxeHuja Gapaar geueHTpanusaumnja u npucran
A0 neKkoBw 3a aa ce noaoGpu XUBOTOT Ha
cemejcTBara co peTku Gonectun

-

€O NPOLER)
00f#. (CAKAMIAKANAM MK

MPUBERENM
JATAIYBAMS
AP B0 20
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BEFCTRO

- COMORM MA

METJY NEPY
SIPYIATENY
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MAKELOHI,
OCAMENO, B
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D6/EMOT 33 EKOT TPMKAQTa 33 HONHIUTE 04 LMCTUUHA PMBPO3a, Ha

HUB MM 33BMCH W XMBOTOT ¥ KBAMTETOT Ha XKMBOT. A AOLHEHETO
OT 33 IEKOBM 33 PETKN HONECTH CeKOja FOANHA NCTO TaKa 1o
3arpo3yBa 3APABJETO Ha MHOTY NALMEHTV KON 33BUCAT OA TepanujaTa 3a ceojata
AmjarHo3a Ha petxa Gonect,

Baw Tepmun 16 01 2023 - BecHa Anexcoscka u Aumurap v Upena
Bacunesckn

XKUBOT CO NPEAN3BULMN ru peanusmnpalue cute ropeHaseeHU aKTUBHOCTU CO NOAAPLUKA 04
CMNOH30pU, AO0HATOPMU, BOJIOHTEPU U YNeHOBU. BrarogapHu cme 3a HUBHMOT NPUAOHEC BO
peanunsaumjata Ha HalLUTE NPOEKTU:

The work of LIFE WITH CHALLENGES is supported by:

®Amicus BiOMARIN G2 (Genesis

£B
SXCEED @MEDIS 8. 8. U novarmis

MEDIJA PLANET
Focalrh alove als

Bu 6narogapume Ha nogapLUKaTa,
BecHa AneKkcoscka

Mpemcedamen Ha 30pyxceHue Ha 2pa2aHu 3a pemku boaecmu,
Husom co npeduszsuyu - 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.facebook.com/LifeWithChallengesi
e https://www.facebook.com/groups/312483895490987/

Mueom co npedu3zsuyu e 4saeH Ha:
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. T e o, s i t. Patients’ Organizations w . A A ALLIANGCE
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