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I'u 3an03HaBaMe peTKUTE 00JIeCTH

0OBoj npoekKT 3ano4Ha co NopaaHa Jlonecka u Cynep Pagmo 3aegHo co KUBOT CO NPEAU3BULIN. Bo
2020 3ano4yHaBme o4 JaHyapu CO Uen Aa KyAMUHUPANpoeKToT BO PeBpyapu 3a AEHO HA PETKM
6onectn. MMHUCTEPOT 3a 34PaBCTBO M MHOIY AOKTOPWU ja Nnoaap»Kaa KamnarbaTa.

LIFE POk JEE

SFIDA

McTo Taka cute nHbopmaumm 6ea ctaBeHU M Ha Bukuneamja og BONOHTepUTE Ha BukK kay6 Oxpua.
OBa e oA NMOMOLW 33 WuWpere Ha uHbopmaumu 3a peTkM 60ecTM [0 jaBHOCTa M 33 norosema
LOCTanHOCT Ha MHbOPMaLMKM 3a PeTKM 601eCTM Ha MaKeSoHCKM jasuK.

A
LIFE oot ERN

OBO NpOEKT e gocTaneH Ha Beb cTpaHaTa Ha 34pYyKeHMeTo: Learning about rare diseases
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J/len Ha perku 0oJs1ecTH, 2911 heBpyapu, 2020

34pYKEHMETO 3aedHO CO BOJIMHTEPU U MOAAPNKYBauM ycrewHo ro ogbenexa AEHOT Ha PeTKu
6onectn Bo CeBepHa MakeaoHMja CO MHOTY Pa3/INiHM aKTUBHOCTU.

#0eHHaPeTtkubonectu
rarediseaseday.org

HWUE CME
300 MWITUOHK

2 Gl
% SCOME aKKBOT

MOKAXETE JA CBOJATA NO/AAPLIKA 3A AEHOT
HA PETKH BOJIECTH

29 DEBPYAPY 2020

WUma Hag 300 MunMOHM nyfe BO

RARE mSEASE DAY@ CBETOT KOM XXMBeaT co peTka 6onecr
SANOFI GENZYME
G2 BoMARN amm. M 8. W dy @ © flicial
@ CMEDIS l' _-.‘-' @‘\ :l:::::a PeTKU GONCCTH € OPraHuuINPan o EYPoPn,uC Esponckara oprauuuuula

Bo Ckonje

MaKkegoHckaTa MeguumHcKa Acoumjaumja Ha CTYAEHTM HaMNpPaBu UCTParkKyBakbe NMomery CTyAeHTUTe
BO OA4HOC Ha HMBHOTO NO3HaBakbe Ha peTKuTe B6osiecTn. PesynTtatnute Hackopo Ke 6uaaT objaBeHn u
cnoaeneHu.
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s & J0QEBPYAPH 2020

Yuyenuumn op lopfuja Mynesckn, Aepogpom , Ckonje 3aefHo cO yuuTenkata Maja leopruesa

MaBnoscKK, ro o,q6ene)Kaa AEeHOT CO NpallakeTo 30WTO € AEeHOT BO cbeprapM M KaKO MOXXe Aa UM
NOMOrHeme Ha J'nyETO CO peTKkn 6onectu.
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Bo butona:

3aegHo co XEMAP ueHtap og butona, v rumHasujata Jocmn Bpo3 TuTo ce oapKa COCTAHOK CO
rpafloHa4vanHMKoT HaTawa MeTpoBcka. [McKycujaTa belwe OKOMy aKTMBHOCTM 33 MoAAPLWKA Ha
peTkuTe 60N1eCTN U CTUrMaTa BO O4HOC Ha NIyfeTo Co PeTKn bonecTu.

lpagoHa4YaHUKOT ce cornacu Aeka e gobpa naeja Aa ce Hanpasu pernctap Ha peTku Bo butona co
uen Aa UM ce NoHyAaT NoBeKe yCAyru 3a NOAAPLLKA Ha CeMejcTBaTa KoM Xuneeart co peTka 6onecr.
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AHa KpajOT 04, COCTAQHOKOT U rpagoHa4Ya/HUKOT ja CTaBu CBOjaTa oboeHa ANaHKa 3aeagHOoO Co
y4yeHnunTe BO MM€E Ha nop,,u,pra Ha NaUMEHTUTE CO PETKU bonectu 1 3a noaurHyBame Ha jaBHaTa
CBECT BO O4HOC Ha npegn3BuULLMTE CO KOU Ce COOYyBaaT OoBUe CEMEjCTBa.

M'vmHasnjata Jocun bpo3TuTto 3aeaHo co ncmxonoroT Jinaunja Cnoa, Xenap uweHtap n KUBOT CO
MPEAU3BULLN, opraHu3supaa HacTaH 3a ga ro ogbenekat 4eHOT Ha PeTKM 6onecTn co npeaasarbe Ha
yyeHuKoT CtedaH Bacuk Koj 6onegysa oa petkata bosnect Mopodea. Toj e ogaNYeH YYEHUK U
notnpetcegaren Ha MnaguTe akTMBUCTU. [NacOT Ha PeTKMTe MOpa 43 € CUJIEH U FN1aceH.
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YueHuuute og Togop AHfeneckm butona ce NnpuKAyyYmnja KOH NoaAapLUKa Ha PETKMTE CO yYMTesIKaTa
[OparaHa LLepaeHKoB Koja cnogenn nHpopmaLmMm 3a 4eHOT Ha PETKM U BA*KHOCTA Ha NoAgpLluKaTa Ha
cemejcTBaTa Co peTku bonectu.
:i‘r ) TABEAA 100 L 2 ) - 3 .4 ﬂ_ﬂ
o e 2NAENIKE0 oy v 0% 24 o
£ 2 [ 'rg"s" ’ ‘:-r
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“Réver seul ne reste qu’un réve, réver ensemble devient la réalité”; “Siamo tanti, siamo forti,
siamo rari”

MoA MOTOTO aKo COHyBaLU CaMm, Ye OCTaHe CamMo COH, HO 3ae4HO MOXe Aa ro Hanpasmme
pPeasiCHOT, YYEHULIUTEKOM y4aT UTANMjAHCKUKN GPAHLYCKM ja3uK BO y4MANLWITETO KNMMeEHT
Oxpuackm og butona, BogeHu og, yuntenkata Maja MuneBKkc —KyneBcka, opraHnsmpaa
aKTMBHOCT 3a AEHOT Ha peTKn bosiecTn. HMBHATa nopaka belue geKka mopa Aa rv nogaprKnume
peTkmTe buaejkn camo 3a 5% o4 HMB MMa IEKOBM.
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MaunyKkunTe Kou ce Ha CIMKaTa NOA0NY Ce HanpaBeHM CneLunjasHo 3a AeHOT Ha peTku bonecTu.
BnarogapHu cme Ha noaapLikaTta og, yumnuwTteTo Taku Jackano og butona Ha yeno co
npodecopkmuTe *Kumeka TaHywesa NuaHocka n AHuTa CtedaHoscKa. CeKoj Mmoxe a npuaoHece
KOH MOAWrHyBakbe Ha jaBHaTa CBECT 3a peTKUTe 601ecTu Ha CBOj HaYMH.

#RareDiseaseDay #reframerare #rareisstrong #rarebutnotalone
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Bo Oxpupg akTMBHOCTUTE 6ea opraHusupaHu co nomow Ha FopaaHa Jlonecka, Hajgob6puoT og,

HaluMTe BONIOHTEPM, MajKa Ha geTte co AanopTt CuHApom.

Moaaplika of KAy6 3a NoaBOAHM aKTUBHOCTH
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Yunnuwreto Kovo PaumH og Oxpua ro noaapKa AeHoT co BUAEO Npe3eHTalmMja 3a peTkn bonectu 1
aKTMBHOCTW 33 NOAUIHYBakbe Ha CBecTa.

MnaaunHckunoT Kny6 Ha LpseH KpcT oa Oxpua cekoja roagmHa MMa akTUBHOCTU 3a AeHOT Ha PeTKu
bonecTu.

34pyrKeHue Ha rpafaHm 3a peTku 6onectn }KMBOT CO NPEAU3BULIU Butona, Oxpua, Ckonje
Appeca: Xpucro Tatapues 796/1/18 Ckonje
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Co6paHuneTo Ha y4eHnuM Ha EKoHOMCKMOT dakynTeT Bo OXpua UCTO TaKa y4YecTsyBalle co CBOU
aKTUBHOCTU 33 AEHOT Ha peTKMu 6osecTn. YueHnumTe cnogenysaa MHGopmaLumm 3a petkute 6oectu
1 rv oxpabpysaa cute ga 36opysaat noBeKe 3a peTKuTe.
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YyeHuum og yumnmnwrtetoT KnumeHT Oxpuackmn Oxpua,.
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Yuunuwreto oz Aebpua.
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el

3owTo Aa ceamLl Ha CTpaHa KOra MoXe Aa ce BKAyYMLW M Aa cnofenvil no3MTUBHA eHepruja u
npudakare. Yumme 3a petkute og yumnumwreTto Mpurop Mpanyes og Oxpua,.
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3acranyBame 3a mnanueHTu Bo Bpeme Ha KOBU/I 19

Kako aKTMBHO 34pyKeHne 3a peTkM 6osectun, cekoraw cme AOCTanHM 3a NaUMeHTUTE U cemejcTBaTta
KOW KMBeaAT CO HeKoja peTka bosect. Bo Tek Ha 2020 cnogenysaBsme MHbOpmMaUMKU 33 peTKUTe
b6onectu, n cnogenysaBme npenopaku 3a petkn 6onectn so KOBU/ 19. UcTo Taka NnpoaonKmMBme co
NnoBp3yBatbe Ha CemMejcTBa WM fAaBarbe Ha COBETU Kade WTo e noTpebHo. Mmajkm ja npeasup,
cuTyaumjata co KOBU 19 6eBme AoCTanHW NpeKy MHTEPHET, Ha TesnedOH, couujasiHu Mmeanymu,
BebMHapu, HTEPHET COCTAaHOLUM U CAAINYHO.

NcTo Taka nNpoao/iKMBMeE CO AaBarbe Ha becnnaTHa MCMXONOLWKA NOMOLL Koja ywTe noseke bewe
noTpbHa BO Bpeme Ha KapaHTMHU U n3onauuja.

PeTkute 601eCTU ce KOMMNIEKCHM XPOHUYHM COCTOjBKN 1 nobapyBaaT MyATUAUCLMNAMHAPEH NpuUcTan
BO TpeTMaH M KOHTpona Ha 6onecta. 3aToa MMaBMe U MeAUyMCKa Kamnakba 3a 3acTanyBakbe Ha
npasaTa Ha NauMeHTUTe co peTkn bonectu. Hekoun o Hawnte 6aparba 6ea chnegHu:

e PeTKuTe He ce Ha JIMCTa Ha BMCOKOPM3MYHM MauMeHTU Kou ce ocnoboaeHun og paborta. MHory
nauMeHTM npumaaT bMonoLlWKa Tepanuja, MMyHOKOMMPOMUTMPAUKa Tepanuja, HemaaT C/1e3nHa,
MMaaT KOMMNAWKaUMM Ha 6enu gpobosBM, MMaaT TpaHCMIAHTUPAHU OpPraHM M CAMYHO. 3aToa
nobapasme oa Komucumjata 3a 3apasHu 601eCcTn U peTKUTe Aa M CTaBu Ha /IucTa Ha ocsioboaeHun
BO Bpeme Ha BOHpeaHa cocTtojba 3apagu KOBWMA 19.

e Ha nucra Ha ocnobogeHnH ce camo NaLMHTY CO TPAHCNAAHTUPaH 6ybper, nobapasme 1 Apyru
OpraHu ga ce CTaBaT Ha JIuCTa.

o [la ce nomorHe Bo HabaBKa Ha N1eKOBM KOU NaLMeHTU M HabaByBase 04, CTPAHCTBO, HO cera He
MOXaT nopaau cucTyauujara.

e Poautenu Ha Aeua co BUCOK pU3UK Aa ce ocnobgar og pabora.

e [la ce MOMOrHe Ha CEMEjCTBA CO PETKM HOIECTM KOU Nopaay KpnsaTa MMaaT HaMaNeHM NpMMarba
WA ce ocTaHaT 6e3 paborTa.

e PoauTtenu Ha geua co KOHreHUTaNHU CPLEBM MaHK Aa ce ocnoboaaT of paboTa.

e [la ce HanpaBu cooABETEH NPOTOKOA 3a NALMEHTU CO peTKu bonectn Kom 3abonysaaT og KOBU/,
19, nopaau KomnnekcHocTa Ha bonecta U noTpebaTta oZ BKAyYyBakbe Ha MyATUAUCUUNANHAPEH
TUM.

e [la ce 0BO3MOXM AgomalwHa Tepanuja (unHdysuja) U auctpmbyumja Ha Tepanuja Bo Apyru
rpagosu ocseH Bo CKonje 3a peTku 6onectu.

Mocne Heuen mecel, MUHUCTEPCTBOTO 33 34paBCTBO BO anpw objaBu cneuuvjaiHK Npenopakn 3a
naumeHTn co peTku bonectn Bo KOBWUA 19. 3a Kan He ce pewn npobnemoT Ha NauMeHTU Kowu
KYMnyBaaT NEeKOBM 0f, CTPAHCTBO, HO 34pPYXEHMETO aouupa U cnofenn anTeku KOou ycnesaaT Aaru
yBe3yBaaT MoTpebHUTe nekosBu. Lpyr npobnem Koj ocTaHa HepeleH e goMallHaTa Tepanuja u
Anctpubyumja HU3 rpasoBu.

34pyrKeHue Ha rpafaHm 3a peTku 6onectn }KMBOT CO NPEAU3BULIU Butona, Oxpua, Ckonje
Appeca: Xpucro Tatapues 796/1/18 Ckonje
TenedoH: +389 (0)70 70 54 46, Beb cTpaHa: http://challenges.mk/
E-maunn: zivotsopredizvici@gmail.com ; info@challenges.mk
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CocTaHOK co MUHHCTEPOT 3a 3 paBCTBO 3a JUCKYCHja HA U HHU IIJIAHOBH 32 PETKHU
6osiectu, ABrypT, 2020

3aeaHo co apyn 10 opraHusaumm 3a peTtku bonectn ce cocTtaHaBme co MuHUcTepoT BeHko
dunmnye 3a ga ANCKyTUPame 33 UAHUTE NNAHOBM 3@ PETKM BONecT BO 04HOC Ha 34pPaBCTBEHMU
yCAyru, TpeTMaH W apyrm noTpebu Ha peTkuTe cemejcTBa. Kako 3apyxeHuenobapasme
HeOHaTaNeH CKPUHUHI 33 PeHWNKeTOHYpuja, AUcnep3nja Ha TPETMaH BO APYrM rPagoBuM BO
Ap¥KasaTta, nogobap cuctem 3a o406pyBatbe HOBM IEKOBM 3a PETKKU Bbonectn, nogobpyBarbe Ha
PEerncTapoT 3a peTkM bonectu, nogobpa KOMyHMKaUMja U copaboTKa MeXKy MUHUCTEPCTBATaA 33
3[1paBCTBO, TPyA, W COLMjanHA NOAUTUKA, MU GOHAOT 3a 34PaBCTBEHO OCUTYpyBakbe WU APYru
WMHCTUTYLIMKN KOM ce noBp3aHu. McTo Taka nobapaBme M Aa ce HanpaBu HEKAaKBa MHLEHTMBA 3a
dbapmaLeBTCKUTE AUCTPUMOYTEPU Aa HOCAT NEKOBU KOWM MM ce NoTpebHM Ha man 6poj Ha
nauneHTU 1 3aToa He ce A0CTanHM BO HallaTa AprKasa. McTo Taka ro noaaprkaBme yCBOjyBareTO
N MMMNJIeMEeHTaUnjaTa Ha cTpaTernjaTa 3a peTku 60/1ecTn Ha Koja cuTe 3aegHoO paboTteBme BO
2019 roamHa. Kako 34pyrKeHue 3Haeme fgeKa CeKorall Mma HOBM HauyuMHW ga ce nopobpwm
KBA/IMTETOT HA }KMBOT HA NALMEHTUTE N CEMejcTBaTa CO PeTKu 6onecTu.
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JIuHmuja 32 momMo1I HA peTKHU OoJsiecTH, Janyapu —
nekemspu, 2020

Bo HawaTa nMHMja 3a nomow, nocebeH gen e becnnatHaTa NCUXOOWKA NMOMOLW WM NOAAPLIKA 33
nauMeHTU N cemejcTBa co peTku bonectu. 3a Bpeme Ha 2019 pesyntatute of AMHUjaTa 3a NOMOL
MOKa)Kaa fOeKa HAWWUTEe YNEeHOBWM ce CPekHW LWTO MOXKe Aa AobujaT 6ecnnaTtHO NCMXONOLIKO
COBETYyBakbe HE CAaMO 3a MaLMEHTUTE TYKY M 3a YJeHOBUTe Ha cemejcTBOTO. KomeHTapute Kou ru
[obmBme o4 HawuTe YneHosM Bea AeKa ce CPEKHU LWTO HE MOPA 4 04aT Ha KAMHUYKN LeHTap Uam
B0 60/HMUA 33 Aa AobujaT ncmMxonowka nomol. Mcto Taka 6ea N3HeHaZeHM U CpeRHM LUTO MOXKe A3
AobujaT nomoL M YN1eHOBUTE BO CEMEjCTBO, BUAejkn 3a HMB He NocToelle BakBa NoaApLluKa gocera.
AHOHMMHOCTA Npu AobMBare Ha ycyraTta beLle UCTO NOCOYEeHa KaKo BakHa, buaejku 34py*KeHNeTo
He 3Hae Kou niyfe AobuMBaaT Nnomow camo Ao6uBa B6pojku Ha nyfe Ko nobapane u Aob6UNe NOMOLL.
[paro HKU e WTOo KaKo 34pYyrKeHue ycrneaBme Aa ro 3ano4yHeme OBOj NPOEKT U Aa NPOAO/IKMME Aa ro
peanusmpame 1 noHatamy Bo 2020 1 cekaKko Ke npogosixkmme n Bo 2021. OBa e camo man npuaoHec
3a noaobpyBatbe Ha KBAJIMTETOT HA *KMBOT HA MaLMEHTUTE M CEMejCTBATA CO PETKU BonecTu, Kou
3acny)KyBaaT mHory noseke. MNMopagu KOBUA 19, umaBme 3ronemeH 6poj Ha nyfe Kou 6apaat
MHOOPMaUMKM, NPenopaku, Nogaplika M pellaBarbe Ha Pas/IMYHU aAMUHUCTPATUBHU Npobiemu.
UcTto Taka n BpojoT Ha nyfe Kou BapaaT ncuxosowka noagplika bewe 3ronemeH. OBa He belwe
M3HeHagyBarbe 33 Hac U HeBMe NoAroTBEHM WM AOCTaNHM Npeky TenedoH, MHTEPHET, CouMjanHuU
MeLNYMU U CINYHO.

Bo TekoT Ha 2020 ycneaBme M Aa HanpaBMMme NOCTEP 33 NMCUMXOJIOWKOTO COBETYBAHbE M JIMHMjaTa 33
nomoll Koj belwe npeseHTMpaHa Ha EBponckata KoHdepeHuMja 3a peTKkM 6onectn. UcTo TaKa
nocrepot bewe npeseHTUpaH M Ha MEEMO KoHdepeHuMjaTa 33 MaLMEHTCKM MPETCTaBHULM Of,
XodmaH Jla Pow Ha 23 centemBpwu. JononHeta Bep3uja Ha MOCTepoT belle npe3eHTUpaHa U Ha
perMoHanHata KoHbepeHuMja 3a peTkn 6onectn BO OKTOMBPU, BO OUCKYCUja CO APYrY pPerMoHanHu
JIMHUMM 33 NoMoLW. 3aKNYYOKOT € fAeKa HMe MMame YHWKATeH HaumH Ha obe3bepysarbe Ha
NCUXONIOWKa noaaplika. [oaeka HEKoM OpraHW3auuu BO PErMoHoT MmaaT BpaboTeHn wam
BOJIOHTEPU KOW [AaBaaT NojApluka, HUE MMame copaboTHUUM Of Pas/NMYHM TPafoBU KOWU cuTe
nauMeTHU U cemejcTBa CO peTKM Bonectn MoxKe IMYHO Aa M KOHTaKTUpaaT u aa aobujat becnnatHa
nogaplika 6e3 pasnuMKa Aanu ce YAeHKM Ha HaWeTo 34pYyXKeHWe uam He. MHcuctupame cute
ncuxoTepaneBTU U MCMX0/103M CO KOM copaboTyBame Aa ce obyyat (BplimMme M 0byKuK) 3a paboTa co
peTku 6onectn buaejkm cme cBecHU 3a cneumMdUYHOCTa M KOMINIEKCHOCTA Koja ja HocaTt co cebe.
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AKMueHOCMU Ha AUHUjamMa 3a NOMOW:

e (Ob6e3benyBarbe Ha NCUXOJIOWKA U COLMjaNHA NOAAPLIKA 33 CEMEjCTBATA CO PeTKM Honectu
B0 CeBepHa MakKkegoHuja.

e OpraHusnparbe Ha NaumeHcKn cobupm n sebuHapu.

e [loBp3yBakbe Ha CEMEjCTBA CO C/IMYHMN U UCTU PETKKN BonecTu.

o [loBp3yBatbe Ha MNALMEHTM CO WMHCTUTYUMW (OpraHM3Mparbe COCTaHOUM, MULyBarbe Ha
bapatsa).

o (Cobuparbe Ha MHPOPMALMM 33 MOMEHTANHW Npobaemum npegms3BULM U 3acTanyBarbe 3a
NPOMEHMW.

o (Ob6jaByBarbe Ha bpollypM 3a NOAAPLWKA HA NAUMEHTM (cnofenyBarbe NPeKy UHTEPHET M BO
rnevyaTeHa Bepsuja).

e Eaykauuja Ha nauMeHTH, cemejcTB, AOKTOpM (BebuHapu, cnogenyBakbe Ha MHGOpMaLMK U
3Haeme).

e Providing psychological and social support for families with rare diseases in North
Macedonia.

e [lpyr1 akKTMBHOCTM NOBP3aHM CO NOMOL M NoALPLLIKA Ha CEMejCTBA CO PeTKM BonecTu.

[IcuxoJsionika oA ipiliKa NpeKy BebuHapu

Ha 4 HoemBpU opraHn3npaBme MHTEPHET PaboTuUIHMLMA 32 CEMejCTBa CO PETKMU BosiecTu Koja belwe
BOAeHa o, MBaHa XayunBaHOBa, NCUXMAOIOT CO KOj copaboTyBame Beke 2 roauHu. MnaHupame aa
NpoAo/IKUME CO BaKBM BebBUHApM 3a MaUMeHTM M CEMejCTBa 3a rpynHa NoAApliKa BO BPpeme Ha
KOBWU/ 19. Bo aekemBpu ogprkaBme ywte efeH BebuHap co Toa WTo TemaTta belwwe poKycupaHa Ha
[eLara co peTkM 601ecTv 1 Kako noAobpo Aa MM ce NOMOTHE A3 HAaAMUHAT NPeykn 1 NpegusBuLm.
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¥ KarepuHa Aumoea ’ 4 % snezana trifunov... Aobpeaojaoete

From snezana trifunovska to Everyone:

Zdravooooo Ivanaaa i na site ostanati

Teogopa TomoB... Marinela Zhupa... F Ljupce Ana Karajanova...

From Jelena to Everyone
Dobro vecer!
% Frosina

To:  Everyone v O File

A . Type message here

Unmute s Security Polls
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= : ; B

&2 af& 1 A
. U pa N -

//' / éﬂf””” ¢ \,’_"’,”é”'”f’/"” MCHXOAOMIKH MOTEMKOTHH H
npeAM3BHIN

Ipidakaive Ha AujarHosa co peTka 604€CT, H 60AECT €O XPOHHUESH TOK € YIITe oroJieM NPeAn3BHK 3a geuatal
IpoMena 80 HHBHATA AMHAMMKA, NPOMEHA BO lleAaTa ceMejHa AMHaMuKal
TPec, perpec, aHKCHOIHOCT, NAHUYHH HANAAK, AENPECHBHOCT, Npollec Ha npudakame Ha sary6a.

HTeH3HBHH YYBCTHA Ha CTPas, 36yHeTOCT, cpaM, AyTHHA, Tara, Gec, BHHA, HeJIOBOAHOCT,

Annra fluavesc.
A IAHIHOCT, GECTIOMONTHOCT, HCIPTeHOCT....HEH3BECHOCT...

caeanyna aerckara GearpuanocT U nacmenka! I

AKHO € HABPEMEHA JeTeKun|a, apecuparhe M TPeTMaH
Bnaarvuya Jopga

MHCTHYKHOT NPHCTAN H MHTEPARCUMILIMHAPHA HOAAPWIKA @ MHOrY BaxHa!

i 3
BB 0T s : _:1
% 2 ot @ 1 ju] o Laave
[Toaapiiika Ha MallMEHTUTE BO COpAabTOKA CO papMalleBTCKA KOMIIAaHUHU
KUBOT Cco NPEAU3BULMN 3aegHo co Pow MaKkeoHwuja

(https://www.facebook.com/rochemacedonia), noaroten mano UsHeHagdyBarbe 3a NaLMEHTUTE

CO mMguonaTcka nyaAmoHanHa ¢ubpos3a Kou ce TpeTupaaT Ha KAMHMKATa 3a NyAMosornja Bo
Ckonje. OBOj Man NakeT Ha rpu»Ka e caMo NOTCETHUK AeKa CemMejcTBaTa He Ce CaMM M AeKa cMme
TYKa Za v noagpxume 3a nogobpo puU3nMUKo M MeHTaNHO 34paBje 1 Bo Bpeme Kako KOBWA, 19.
Ke npopomume €O HalmTe aKTUBHOCTM 3a NoAobpyBarbe Ha KBa/UTETOT Ha KMBOT Ha
naumMeHTUTe Co PeTKM bonectn. 3ae4HO CMe MNOCUITHM.
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HacTraHu 32 NOAUTHYBamkb€¢ HA jaBHATA CBECT 32 PETKHUTE
0o0J1ecTH
Mako He belle necHo aa ce opraHM3npaaT akTUBHOCTK 3a Bpeme Ha KOBU/ 19, cenak ycneaBme Aa

AO6M€‘ME noaapLlKa 3a HEKOJ/IKY aKTUBHOCTU 3a NOAUTHYBaHE€ Ha jaBHaTa CBECT, HO 1 UCTOBPEMEHO
3a noAuUrHyBare Ha Ha4EeXKTa Ha NaUMNEHTUTE U CeMEjCTBaTa CO peTkun 6onectu.

[laparsnajausr 3a petku 6osiecty, Oxpug, jyay, 2020

([T
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Oxpup Tpuar, 30 aBrycrt, 2020

3a Bpeme Ha MapaToHOT Bo Oxpug, MMaBme nocebeH TUM 3a peTKM 601ecTu LWTO ro opraHusmpalle
lfopaaHa Jlonecka. MNopakuTte Kou ce cnogenyBaa 6ea co Uen NoAurHyBarbe Ha jaBHaTa CBECT 3a
peTkute 6onectu. Camo 3a 5% opn peTkuTe H6onect NOCTOM HeKaKkBa Tepanuja. JoaeKka Tpae
WCTParKyBaHETO Ha JIEKOBM, MaUMEHTUTE M cemejcTBaTa MmaaT notpeba o noaapLiKa BO 04HOC HA
34paBCTBEHM W COLMja/IHM YCAYrWM, MCUXOJIOWKa noagplika, ¢usmoTepanuja, pexabuautauumjau
cAnyHo. MoTpebHO e HawuTe MHCTUTYUMM ga obesbepaT nopobpu ycnosu M ga ro nogobpart

KBa/IMTETOT HA XMUBOT 34 CEMejCTBaTa CO peTKkun 6onectu.

Ctpyra co kajak, 30 aBryct, 2020

OBoOj eBeHT Helle opraHM3MpaH co noaapLiKa Ha CNopTCKMOT pekpeaTnseH Kayb n xoTen borapa oz
Ctpyra Bo copaboTKa co lopaaHa Jlonecka og peTku 6onectn Oxpug,. OBoj HacTaH Aage nogapLuKa
Ha cemejcTBaTa Co peTku 60a1ecTv 3a NoANTHYBakbEe HA jaBHATa CBECT 3a NPEAN3BULMTE Ha PETKUTE.
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3acranyBame 3a XpOHUYHHU 00J1eCTH, cennTeMBpH, 2020

buaejkn Bo centemBpu, BagaTa o4nyun cUTe NALUMEHTU CO XPOHUYHM BonecTMkomn Bea ocnoboaeHun
o pabota nopagm KOBM/ 19 aga ce BpaTaT Ha paboTa, opraHM3MpaBmMe UTEH COCTAaHOK Ha
NPeTCTaBHULUM Ha NaLMEHTU CO LeN Aa ce A0roBopMme 3a oapeneHn 6aparba KOH MHCTUTYLMUTE BO

nornea Ha oBaa o4/1yKa.

Vesna Aleksovska

Milan Miskovikj Liver Disease il Dimce Velev =D

Pavlinka BALISKA
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MNocne COCTAHOKOT Ha MPETCTaBHMUM Ha MAUMEHTM Ce COrnacMBMe Ha 3aedHuYku baparba Ao
MHCTUTYUUUTE M MeguymuTe. Peakuujata Ha HawwuTe baparba bewe 6p3a u BegHaw [obusme
COCTaHOK €O MUHUCTEpPOT 3a 34paBCTBO 32 A3 Ce COr/lacume 3aeJHO Ha KPpUTEPUYMM U NPENOpaKu 3a
BpaKatbe Ha XPOHWYHO BosHWMTe Ha paboTa Bo KOBMA 19. YwTe eaHall AOKa)KaBMe AeKa Kora
paboTnme 3ae4HO NOCTUTHYBaMe yCrex.

CuTe npeTcTaBHULUM HA NALMEHTM ce cornacuja geka ke buae nogobpo ako pabotume 3aegHo u ce
doKycMpame Ha BaXKHU 34paBCTBEHN MHULMjAaTUBM KOU TM NoroaysaaTt cuTe rpafaHu, a He camo egHa
rpyna Ha nauueHtv. Ke npogomkume Aa ro sronemyBame 6pojoTH a YneHKM BO AnujaHcaTa Ha
NaLUMeHTCKM OpraHn3LUmMmM 3a 3aeHO Aa HanpaBuMme NPOMeHU KOH noao6po.
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Nurepnanmuonasien Jlen Ha I'ome, 1 okromBpu, 2020

Ogaa roguHa ro ogbenexaBme AeHOT Ha owe Npeky MHTEPHET KaMMaka 3a Tepanmja BO 4OMALLHU
YC/IOBU M CO 3acCTanyBakbe npes MHCTUTYLIMUTE CO Npeano3un 3a peannsalmja Ha TpeTMaH Aoma 3a
naumeHTUTe Kou ce Ha MHdYy3Mja. BarkHOCTa Ha KBA/IMTETOT Ha KMBOT Ha MNaLMEHTUTE U CeMejcTBaTa
ywiTe noseke aojae Ao nspas nopaam KOBUA 19 v cTpaBoT 04 NaTyBakbe U NpUMakbe Ha UHPY3Uja BO
KNmMHMKaTa Bo CKonje Ha cekon age Heaenu. Co Tepanuja AOMa Ce CKpaTyBa BpeMeTo Ha NaTyBakbe
Ha NauUWEeHTUTE, CTPECOT 04 BONHMYKM YCN0BU, r'ybere Ha paboTHM AEHOBU U CIMYHO. 3a XKan ylwTe
He e ogobpeHa AomallHa Tepanuja BO HallaTa 3emja.

HOMES NOT
HOSPITALS

Improving patients’ quality of life by campaigning for home therapy

'.' '. INTERNATIONAL

{2 GAUCHER
7 “<'DAY10CTOBER

supported by: /\\/ROB'O ORPHAGYME a@ m"i! International Gaucher Alliance
N 00000
#1GD2020 #RareButNotAlone #Homes

gaucheralliance.org
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Peruonasina koHgepeHuuja 3a perku oosaectu — Ce
rpuKuMe 3a peTkure, 23-24 okromMpBH, 2020

PernoHanHata KoHdepeHumja belwe nnaHMpaHa ga ce oap»ku Bo benrpag, Ho mopawe ga 6buge
HauHTepHeT. lporpamarta Ha cpegbata bewe opraHM3MpaHa BO 2 AEHA M CUTE OpraHu3aLuu o4,
perMoHOoT y4yecTByBaa BO pPasBOjOT M pesausauujata Ha nporpamata. CnegHute Temu 6Gea
OVCKYTUPAHU:

AGENDA AGENDA

FRIDAY, 23 OCTOBER 2020 SATURDAY, 24 OCTOBER 2020

OPENING CEREMONY ACCESS TO TREATMENT / ACCESST TO OMP
AR \/ - THE ROLE OF PATIENTS, PATIENT
AND UMBRELLA ORGANISATIONS
12:00 - 1230 COMFORT BREAK 12:00 - 1230 COMFORT BREAK

HOLISTIC CARE AND RARE DISEASES 12:30 - 1330 NEWBORN SCREENING IN RARE DISEASES
130 - ELP LINES AND ITS IMP,
1330 - 1430 HELP LINES AND ITS IMPACT s

KMBOT CO NMPEAM3BUUM ja npeseHTUpawe nMHMjaTa 32 NOMOLW 33ae4HO CO pesynTatute wu
npean3BuUMTE, YYecTByBajKM BO ANCKYCHjaTa.

© Zoom Meeting - X

v Participants (55)

Q Find a participant
3 Vesna Aleksovska (Me) ¥ ™
B oy conference tiosty © &
& Ana Omrcen ]
" Interpreters (Interpreter) s O A
o Alex %
S Sandra Zivkovi ranislav Uzela Baiba Ziemele (L., | | Z
i — : m Alexandru Nita %
f ' @ Andielka Stupar ¥ A
| Danijela Pesic Milos Krstic
= Andrea Nenadic # ™
|2 Bjordje Hinic Mearina Mijatovic Sanja Bi \

m Andrea Nenadic¢ X A
i H i Al - Andrija D i % o
Andrea Nenadi¢ Olivera Jovovié Kristina N Martina m e, Biuranoyc az
O svoic ¥

Lﬂ Baiba Ziemele (Latvian Alliance .. & TX

HRISTINA STAM... Stefan Zivkovic Interpreters HaemophAmicu... Wilson.org.rs o Bilja % A
m Biljana Kotur ¥ A
m Bojana Mirosavljevic ¥

Invite Unmute Me Raise Hand
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PeruonasiHa 0a3a Ha moAaTONHU 32 PETKHU 00J1eCTH

basaTa Ha noZaTouM 3a peTKM 6ONeCTM e YHUKATEH perMoHasieH NpPoeKT KOj LLe/I KOH HamalyBake
Ha BpeMeTo 40 AMjarHo3a 1 0be3benyBarbe Ha WNMPOKa NoAAPLLIKA 33 NALMEHTM U ceMejCcTBa KoM ce
COOYYBaaT CO XMBOT CO peTKa bosnecT, 4ONOAHUTENHO e 1 33 06e36eayBatbe Ha NoAApPLUKA Ha

34 paBcTBEHMTE paboTHMUM.

%q— Baza retkih bolesti fowa 3awac  3mpywewsja  Pemimbonecrn  @opym  Bectw  Kowrakr

a7, -

{ @ > ."/;_W.rbopmauuu 3a peTku 6onectu

CoBeTi 071 AOKTOPM U KOHTaKTV O[] 3ApYXeHuja of LIennuoT permoH Ha Tpu
—4 jasuum

‘\ 4

: : \ :
/ \
Seas < v P Sans
» < N */ . <

XUBOT CO NPEAUN3BULIU e BKNyueH BO M3paboTKa HA OBOj NPOEKT ywiTe 04 CAaMUOT NOYETOoK. Bo
0BOj MOMEHT ce BKAy4yeHu cnegHute 3emju: Cpbuja, CesepHa MakeaoHuja, LipHa Mopa, Penybauka
Cpncka, XpBaTcka. Ce HageBame geKa Ke ce NPUKAY4YaT U ApYyru 3emju.

-

%" Baza retkih bolesti Dowa 3amac  3apywewsja  Percnbonecrn  Gopym  Bectn  Kowrakr
3apyxeHue Ha rparaHm 3a petku 6onectun XKUBOT & ©
COMPEOU3BULIN n&.ﬂ-

KEH KBANUTET Ha XXMBOT 3a NauneHTuTe u

W, Npexy Hajnobpw 3npascTBeHn N

Co Bnu1wyBake Ha TEPMUH BO NMOJETO 3a NpebapyBatbe, 6a3aTa Ha NogaToLM BM AaBa UHPOpMauum
3a peTku 601ecTV Kou ro BKy4yBaaT TOj TEPMMUH.

Co KnMKake Ha oapeneHa 60}'IECT, ce nojaByBa onuc Ha bonecta u A0oNOo/HUTENHN NogaToumn
OOKOJIRY I'IOCTOjaT 3ae4HO CO KOHTAKTU Ha OpraHmn3auumn Ha nauneHTn JOKOJIKY ' nma.
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-Qq'v Baza retkih bolesti Ooma 3aHac Sapyxenuja Petku Gonectn Dopym Bectu Kowrakt

PRETRAGA

Baza retkih bolesti

nﬂn_ﬂumd PRETRAZI ABECEDNO

Co peructpupatbe Ha PopPYyMOT MOKe Aia pa3smeHyBaTe MHPOoPMaLMKM U UCKYCTBO CO SIyfe o4, LLenoT
pervoH. Mima aa popymu: 3a NaumMeHTH 1 3a 3apaBcTBeHn paboTHMUM. oBeKe 3a 6a3aTa MoXKe aa
BuAnTe Ha Beb cTpaHuuara: https://www.retkebolesti.com/mk .

bu cakane aa ce 3abnarogapume Ha cuTe KOM yyecTByBaa BO npeBoA Ha uHpopmuuure: Moue
Kanues, Maja TaHKocka, XpuctuHa Ctojmuposa, [lejaH JakumoBcKu.

%U‘ Baza retkih bolesti Ooma 3aHac 3apyxenuja PeTku Gonectn Dopym Bectn KoHtakT

BA3A HAPETKUBOJIECTU
Basara Ha peTkn 60M1eCTH NpeTCTaByBa eAWHCTESH PerMoHaneH NPoeKT CO Len cKpaTyBake
Ha BPeMeTo A0 ANjarHo3a ¥ AaBake Ha WHPOoKa NoAaplIKa Ha NULUATa KOW MMaaT peTka

6onecr.

4300+ 5 3

jasuum

OKTOPUTE W NAUUEHTUTE, HO U A2 ja

v BaXHW MH(OPMAUMK v TMcuxonowka noaapwka
v KOHTaKTH Ha 34pYKeHNeTo v W3BecTyBak:a Ha eNeKTPOHCKa aapeca
v BMmpexyBake v BasaHasHaee

l'v NoBMKyBame cuTe Aa ce NpUAPYXKaT U [a ja HanpasBume oBaa b6a3a, LLeHTap 3a CnoAe/lyBakbe Ha
3Haetrbe, HajAobpU NPAKTUKK, U KOMYHMKaLMja NOMEry IyfeTo 04, PErMOHOT KOW Ce MHTepecMpaar 3a

peTkn bonectu.

PETKU, HO HUKOTALLI CAMMN!
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AKNUBOT CO ITIPEAU3BUIIA BO MeguymuTe

29 PETKW BONECTY BO ®EBPYAPU KE CE NMPETCTABAT E

"
HA MAKEJOHCKY, ANBAHCKM U 3HAKOBEH JA3MK Bo Butona onbenexan [leHoT Ha peTKi GonecTi @':LA_ o o
==

ButkuTe Ce cekojaHeBue 3a nuuara
co peTku GonecTy B0 3emjata

T 2anoamasave perwate Ganece” w 0soj E

GEBYAPN,C12 M M2 ANBINCKN X IHANOBEH Sunanue: BoBeAOBAE WECT HOBH AEKOBN 33 RAGHENTHTE CO
peron Sonecru -

o L £ 5 r =
CHETCKM 4B HA PETXHTE SOMECTH. QB0 M0 B e & o o e & @ S
IFONEMEM BYUET M HOEM LWECT NEXOSM 3A - — -
MALMENTHTE
v i
e - o
=== -
= Ll

Topaesa Nonecea: 30 Ariets ¢o petem Sonec
L W GO AT

@ oxpua[al !

et —— -l
Ohl'ldSX )':on = — —

= -:—v-;::-—.-l-'—n
¥
X SLAILY r

o[R!

W M W meenc W A e e e W )

B0 X000 Tpwtens wa prten Sorecte COON Oapag,
it B Suteeree
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