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/len Ha perku 0oJsiectu, pespyapu 2022

Bo 2022, paboteBme 3aeaHo co HaumoHanHata AnujaHca 3a PeTku Bonectn ga nokaxeme
obeanHeT rnac Ha NauneHTUTe co peTkn bonecTu.

Ha HacTaHoT Koj ce ogpra Bo CKonje, ce cobpaa Mpeata gama Ha CeBepHa MaKeaoHwuja, r-fa
EnvnsabeTa [oprMeBcka, MWUHUCTEPOT 3a 34pPaBCTBO, r-AMH bekum Canu, AMPeKTopuTe Ha
AeTckMTe KAMHWMKM (a-p Acnasuja CodwujaHoBa), Hedponornja (a-p WpeHa Pambabosa
Bywsbetnk), xematonorvja (a-p WpuHa [MaHoBcka) M HeBponoruja (a-p WMeBaH Bap6os) wm
OMPeKTOopOoT Ha MowTa Ha CeBepHa MaKegoHMUja, r-anH JaHn Makpagynu.

3aeaHo co lMowTta Ha CeBepHa MaKegoHMja ja NpomoBUpaBmMe YeTBpTaTa NOLWTEHCKa MapKa 3a
peTkn 6onectun. MNpeata Gewe 3a geua co peTkn Honectn, BTopata 3a ANNOPT CUHAPOM, a
TpeTaTa 3a 6onecta lNowe. OBaa rogmHa bewe 3a bynosHa enngepmonunsa. OBa e UHULMjATUBA
Ha FopaaHa Jlonecka.

Buaeo oa HacTaHOT AOCTANHO Ha CneaHMoT AnHK: https://fb.me/e/16NpTuLl1lS
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MM nopap:KaBme M nNpefaBakbaTa OpraHM3MpPaHW o, 34pYKEeHMe Ha CTYAEeHTUM No MeauuMHa
nocBeTeHn Ha peTkuTe bonectu, Ha 28 deBpyapun 2022 roanHa.

Mpetcenatenot Ha Penybnuka CesepHa MaKegoHuja ro nogapika LeHOT Ha peTku 6onectu
3ae4HO CO CBOETO CEMEjCTBO.
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Bo butona, KMBOT CO MPEAM3BULN opraHmsmpalle pasamMyHM aKTMBHOCTM CO NMOMOLI Ha
Xenap ueHTap — butona, HTepaKT kKnyb — butona rumuasujata ,Jocun bpos Tuto“ — butona u
OnwTrHa butona. Bo aKTMBHOCTMTE 33 NoAApPLUKA HA PeTKUTe 6onecTn ce Npuapy»Kuja u mHory

APYT YYUAULLTA U NOEANHLM.
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Onmruna Htun Bo 6oute Ha JleHOT Ha peTku OoJiecTr

Bo Oxpua co nogapluKa Ha onwTuHaTa, dupmu n npujatenn, fopgaHa Jlonecka opraHusmpalue
noBeKke aKTMBHOCTM 33 NOAAPLLKA HA PETKUTe bonectu.

OcBeTtnyBatbe Ha CamonnoBata TBpAMHa, 28 AeHa BO ¢peBpyapu 3a NoAapLiKa Ha cemejcTBaTa
co peTku 6onectu.
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Yunnuwreto ,,CB. KnumeHT Oxpuackn” — Oxpua ja noanpa Kamnarbata 3a NOAUTHYBakbe Ha
CBecTa 3a peTkuTe bonectu, a BoeaHo ce BKAyum u Manauy leHujanay — Oxpua,

| cENOHAILITOINO BHAEME
| IKOAMRABE =
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Yunnuuwrara ,l'purop Mpanyes” u ,Xpucrto YayHos", Oxpua,

Yunnuuwre ,,C. KnumeHT Oxpnackn“ Bo butona u yunnuuwre , aHe Kpanyes” Bo Ckonje
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EHepuyn aepobuk Knyb butona u yumnuwTteto ,,boposeu” Bo Ctpyra

|5EASE%'
A\/ARE £S5
FEBRuﬁ

Yunnuuwre ,Cs. MaHajoT TMHOBCKK" BO byTen, CKonje, y4MnumwTe 3a aHI/IUCKK jasukK ,Yes” -
Oxpug,

SHFK ,Panajot Ginovski"-Butel
VI3-Kujdestarja Selvete Kalisi
Kelmendi me nxénésit e klasés .
Sémundja té rralla zhvillohet

né datén e fundit té shkurtit

té ¢do vitit.

Eshté e rrallé té jeshé i rrallé,por...
Mos té jeté pazakonté ;
gé ne t€ mbushemi me
mirékuptim,dhemshuri dhe
ndjeshméri.

Ajo gé njerézit me sémundje té
rralla kané nevojé mé shumé
éshté té njohin sémundjen e
tyre ,té informojné pér té dhe té
ofrojné shumé dashuri kujdes
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XPUCTUjaHCKOTO 3pYyKEeHUE Ha KeHU U AeBojku — AHA opraHusmpalle cobup 3a noaapLuKa Ha
AnuaTta co peTku bonectu

OnwTtwnHa Foctueap
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I';m 3amo3naBame peTkure 00J1€CTH

0OBOj npoeKT ro 3ano4yHaa Cynep Pagumo, lopaaHa Jlonecka u XKMBOT CO NMPEAM3BULUMN.
3anoyHaBMe BO jaHyapw 2022 roanHa co NPpoOMoLMja Ha NPOEKTOT WTO Ke goseae A0 [JeHoT Ha
peTkn 6onectn 2022. MHory 4OKTOPY ja noAgpKaa HalwaTa Kamnakba.

CTPYYHH COPABOTHMUM:

PR 83
ARR0

UcTo Taka, BOMIOHTepuTe Ha Bukm Knyb6 — Oxpuag rm noctaByBaaT Ha BuKkuneamja cute
MHbOpMaLMM 3a peTKMTe 6ONecTu, Taka LWTO AOKONKY BO npebapyBayoT HanuwuTe ,peTKu
bonectn” ke pobmete MHory MHGopmauum 3a pasanyHK peTkm bonectn. OBa e KOPUCHO 3a
jaBHOcTa ga ce nHbopmupa 3a peTkuTe 6onectm U UHPopmaumMmTe Aa ce nNoAoCTanHKU 3a
CemejCcTBaTa Co peTkM 6onecTu, Kako U 3a MeaANLMHCKUTE paboTHMUM.

HawwuTte Bnaea ce cnogeneHn n so Anbanuja n Kocoso bmaejkn nmasme npesos, U Ha anbaHCKu
jasuK. MpuapyeTe HU ce BO NOAUTHYBaHbE Ha CBECTa 3a peTkuTe bonectu!

3a 0BOj NpoeKT umame 1 Pejcbyk cTpaHMLa:

https://www.facebook.com/gizapoznavameretkitebolesti
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Mpec-KoHbepeHUMja 3a NPoeKToT ,,M'v 3ano3HaBame peTkuTe bonectn”
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Jlunuja 3a momoin 3a perku 0oJiecTH, janyapu — jyaum 2022

Bo HawaTa nMHMja 3a nomow, egeH nocebeH aen e 6ecnnaTtHaTa NCUXONOLWKA NOAAPLIKA 33
cemejcTBa co peTkn H6onectn. Bo TekoT Ha 2019 rogmHa cornegaBme KOJIKY HAaBUCTMHA € OBa
BA*KHO 3a NaumeHTUTe co peTkn bonectn. Ce HageBame AeKa Ke NPOAO/IKMME Aa UM MOMarame
Ha /iMuaTa co peTkM 60ecT KoKy WTO € MOXKHO noBeke. CPeKHW CMe LITO MOXKeMe Aa U
noagpyBame cemejcteata co peTkn 6Honectn. Umame u Beb-CcTpaHWMua CO NpeBeAeHU
MHPOPMaLMM 33 MHOTY Pa3NNYHK peTKn Bonectn. OBa e camo Man NpuaoHec 3a nogobpysarbe
Ha KBA/ZIMTETOT HA XMBOT 33 NyfeTo CO peTKM H6oNecTM n HUBHUTE CEMEjCTBA, KOW 3ac/yKyBaaT
MHOrY noBekKe.

Bo 2021 roguHa, nopaan Koeua-19 naHaemwujata, MMaBme 3ronemeH 6poj Ha nyfe Kou ce
jaByBaa u 6apaa MHbOpMaLMK, 3a NPENOPAKKU, NOAAPLUKA, @ MMaLLe U 3ronemeH bpoj Ha nyfe
Kou bapaa NcMxo/oWKo coBeTyBarbe. Bo 2022 rogmMHa MmaBme yliTe noBeKke nyfe, 4OAEKA BO
0BOj MOMEHT MMame Ncuxos03u Bo 3 rpaga, mefy Koun Ckonje, Tetoso (Foctueap) n KymaHoso.

AKMugHocmMu Ha nuHujama 3a NoMouw:

e (Obe3benyBatbe NCUXOMOLLKA U COLMjaNHA NOAAPLUKA 3@ CEMejCTBa CO peTkM Bonectn Bo
CeBepHa MakegoHuja.

e OpraHusunparbe Ha cobupu 1 BebnHapw.

e [loBp3yBatbe Ha cemejcTBa co UCTU Bonectu (npeky mejn, ®ejcbyk, TenedoHcKK).

e [loBp3yBatbe HA MNALMEHTU CO MHCTUTYUMWU (JOroBaparbe COCTaHOLM, NULLYBakbe
baparba).

e Cobupare Ha MHPOpPMALMK 32 TEKOBHUTE Npobnemn u npeamnssuumM (3actanysarbe 3a
NpPoOmMeHNn).

e W3pasarbe 6pollypy 3a NoaapLlika Ha NaumMeHTUTe (cnogenysarbe OHNAjH 3a becnnaTHo
npesematrbe, Kako U NevyaTeHa Bep3nja BO KAMHUYKM LeHTap Bo CKonje).
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e EayKaumja Ha naumMeHTH, cemejcTBa, OOKTOpU (BeOMHapK, COCTAHOUM, MUCNpaKare
MHGOpPMaLMM 1 HOBM 3HAEHA).

PeruonasiHa 0a3a Ha mogaToOH 32 peTKU 00J1eCTH

basaTta Ha nogatoum 3a peTkM 60/1ecTM e eAUHCTBEH PernoHaneH NPOEKT BO KOj CME BKAYyYEHMU
BO nocneaHute 2 roguHu. Llenta e ga ce ckpaTv BpemMeTo 3a AujarHoCcTUUMparbe M Aa ce
o6e3bean WMPOKa Noagpluka 3a NauMeHTUTE KoM MMmaaT peTka 6onecT, HUBHUTE CemejcTBa,
KaKo M JOKTopwUTe.

KUBOT CO NMPEAM3BULN e BrkayyeHO ywTe 04 CaMWOT MOYETOK HA NPOeKToT. Bo momeHTOB
BKAy4yeHu ce Cpbuja, CeBepHa MakeaoHuja, Penybanka Cpncka, XpBatcka. Ce HageBame AeKa
Ke ce NPUKAyYaT M OCTaHATUTE 3eMjU O, PErMOHOT.

OBaa roguHa ycneaBme 4a ja akypupame 6asata Ha nNogatouM CO HOBM NPEBOAM, KaKO U CO
BMOEA 3@ KAWMHWYKM UCMUTYBakba, CNOAE/IMBME MHOFy CTaTuM, a y4vyecTByBaBMe U BO
peanunsaumnjata Ha AKagemujata 3a naumeHtTm m pogutenn. Ce HageBame pAeKa BO OBOj
pernoHasieH NPoeKT Ke UMame MHory rpafaHun Ha CesepHa MakegoHuja co Xenba ga Hayyar.

5§ Baza retkih bolesti

AKADEMIJA za pacijente | | ° A
i zastupnike pacijenata I

2022.

gy 282,202 GENETIKA | RETKE BOLESTI”

PROGRAM:

30. 4. Genetska osnova i nasledivanje retkih bolesti — prof. dr lvana Novakovi¢

7.5. Prenatalno ispitivanje i preimplantaciono genetsko testiranje —
prof. dr Aleksandra Novakov Miki¢, dr Natasa Nikoli¢, Bojana Mirosavljevi¢

14. 5. Genetska dijagnostika retkih bolesti - prof. dr Dijana Plaseska Karanfilska
21.5. Genska terapija - prof. dr Tamara NikuSeva Marti¢

28. 5. Moderirana diskusija - Ivana Golubovi¢

Predavanja se odrzavaju SUBOTOM putem platforme ,Zoom", ucesce je BESPLATNO.
Moguce je prijaviti se za pojedinaéna predavanja ili celokupan program.

ViSe o programu i nacinu prijave na:
www.retkebolesti.com e
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CopaboTtKa co apyru 3apyKeHuja

Co 3ppyxeHwnjaTa of AnumjaHcaTa HA MAUMEHTCKM OpraHM3auuu OpraHusMpasme npec-
KoHdepeHuMja BO jyHn, 2022, Ha Koja pa3roBapaBme 3a NpobaemuTe CO jaBHOTO HaadaBarbe,

HabaBKaTa Ha /IEKOBM, INCTUTE Ha YeKarbe, MpallakbaTa Co NO3UTUBHATA JINCTA HA NIEKOBU U
MHOTY noBekKe.

3ano4YyHaBMe UCTParKyBauykn MPOEKT 3ae4HO co npod. Bragumup Nnnesckn og dunosodpckmot
daKkynTeT, buaejkn cakame Aa BUAUME KaKo Ce TPeTMpaaTt NauMeHTUTe Co peTkmTe 6oaectu Bo

0b6pa3oBHUOT cMcTeM BO HallaTa 3emja. OyekyBame Aa rv objaBume pesynTaTuTe A0 KPajoT Ha
roguHara.

#¥# Life With Challenges / >KvBor co Mpeanssnum
Ku%,?g’! Published by Vesna Aleksovska @ - April 21 - @

MounTyBaHK, NOBENeTe KPATKW NpallanHuum 3a npobnemm 8o obpazosaHue 3a
nmua co peTk. Ce HajeBaM Ke HajieTe Bpeme aa I 0Arosopute . MICTpaxyBateTo
ro npaew Npodecop Bnagumup Wnvescku oa dakynteT 3a dunozoduja.

1. TpalanHuk 3a yyeHuunTe
https://docs.google.com/.../1FAIpQLSc8CaBNTpu.../viewform...

2. MNpawanHuk 3a poauren

https://docs.google.com/.../1FAIpQLSesRcUKIb5.../viewform...

AKETEH MPALLANHMK 38 yeoammm
e DOCS.GOOGLE.COM

AHKETEH MPALUANTHWK 3a yueHWLM

o AHKeTaTa ce cnpoeejgyea 3a ﬂOTpeﬁHTE Ha eEMIMUPUCKO
MCTPaXcyBakbe Unja Lien e yTBpAyBate Ha CoLmjanHuTe

Lo NOTEWKOTUW KOW TU MMaaTt YY4eHULWTE CO PETKK Bonectu....
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3ano4yHaBMe copaboTka co MaKeaOHCKOTO 34pyrKeHue
Ha mnagu npasHuMumM. OBa e NpPB NPOEKT Koj obesbenysa
6ecnnaTHa NpaBHa NOAAPLIKA 332 NaLMEHTUTE KOW ce Ha
JleKyBatbe BO OO/HUUUTE U  KAMHUKKUTE. buaejkn
npob/1emMoT CO jaBHOTO HagAaBarbe U HabaBKa Ha JIEKOBU
NPOAO/IXKYBa, Ce cornacyBame geKa OBa € BUCTUHCKMOT
YyeKop Hanpeg, 3a NoA4pLUKa Ha HAaWWUTe ceMejcTBa Kowu ce
COOYYBaaT CO XKMBOT CO peTKa bonecT. bnarogapHu cme
MM Ha Polw WTO ro nogapkaa oBoj NpoekT. Hackopo Ke
6buae pgoctanHa M Beb-CTpaHMLUATa 33 OBaa aKTMBHOCT:
pravnaapteka.mk.

MNMpaBHa
AnTteka.

MpaBHa noaApLiKa 3a

Tepanuja.

NHMUMjaT1Ba 33 pellaBarbe Ha 3aeAHUYKM NpobaemM BO 34paBCTBEHMOT CUCTEM, aBryCT —
HoemBpwn 2022

3aeaHo co okosy 30 opraHMsauuu ycrneaBme ga M3paboTMme CNMCOK Ha bGaparba Kou ce
OofHecyBaaT Ha cuTe rpafaHu Ha Hawara 3emja. Cekoja rpyna Ha nNaumeHTn uma cBom npobaemm
n Npeau3BuuUM, HO NOBEKETO OZ HMB Ce 3aeAHUYKK, Ma ogayYnBme aa ce obeanHume mn aa ce
3a/s1arame 3a NPOMEHMN.

CnucoKoT Ha baparba ro ucnpatMeme 4O CUTE pPeneBaHTHU MHCTUTYUMM (MuHKCTepcTBO 3a
3apaBcTBO, POHAOT 3a 34PABCTBEHO OCUIypyBake, AreHumja 3a nekosu) n nobapasme cpenba
3a [a pasroBapame 3a MOXKHUTE peLUeHWja W BKAyYyBakbe Ha 34pYKEHMjaTa Ha NaLMeHTU BO
npoLecoT Ha oa/ydyBarbe, 6UAEJKM BO MMHATOTO CeKoralw cme 6uie NMOBMKAHM CaMO KaKo
Hab/byyBayM, @ HUKOraLW CO NPABO Ha rN1ac BO KOMUCUW, PaBOTHU FPyNu U CIMYHO.

Bo cenTemBpu oaprkaBme npec-koHdepeHLMja 3a a ja NOTeHLUMpPaMe UTHOCTA 3a PeLlaBakbe Ha
npAan3BMUMUTE CO KOW CEKOj AeH ce coovyBaaT naymeHTute Bo CeBepHa MaKegoHMja, KaKo WTO
ce: no3uMTMBHaTa /INCTa Ha JIEKOBW, [MOCTOjaHOTO AOUHewe Ha HabaBKaTa Ha JIeKoBM,
HeJ0CTaTOKOT Ha NOoTpebHu 34paBCTBEHM ycayrv, notpebaTa o4 HaBpemMeHa A0jarHosa, paH
npucTan A0 NIEKOBU, BKAyYyBakbe Ha NaUMEHTUTE BO AOHECYBaHeTO Ha OAJ/IYKUTE BO BPCKa CO
HMBHOTO JIeKyBatbe U XuMBeeke co bonecta M cn. HajBaxkHO e Aa ce pa3Bue copaboTKa mery
CuUTe 3acerHaTM CTpaHu, buaejku camo TaKBUTE pelleHuja Ke buaaT pasymHU U HaBUCTUHA
MOXKHU 33 NPOMEHA Ha 34PaBCTBEHNOT CUCTEM KOH Noa06po.

Kako [04aTOK Ha HawwuTe 3an06u, ycneaBme ga cobepeme M mMcnpaTume KOMeHTapu 3a
3aKOHOT 33 JIEKOBM M 33 pamKaTa Ha NO3MTMBHATA /IUCTA Ha N1EKOBU. Mmalle MHOry COCTaHOLM,
NNUE B NMLE W OHAjH, 33 ia Ce A0roBOPAT K/AyYHUTE NOpPaKku Mefy 34pYyXKeHKnjaTa Ha NauneHTH.
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Ke npogonkume na paboTume 3aeHO Ha oBaa MHMULMjaTMBa 1 BO 2023 roamHa.

CHOpTCKI/I AKTHBHOCTH 3a NIOAUTIHYBAILEC Ha CBECTA

TpKa Ha noe3unjata, CTpyra

Ha TpKata Ha noe3mjata Bo Ctpyra, Bo jyHn 2022 roguHa, gen on yyYecHuUMTe Tp4yaa 3a
NpPaBMYHOCT 3a PeTKM bonectu

MHOT CME oo P

D.F.H HA PETKW BONECTA

28 OEBPYAPI 2022 RAREDISEASEDAY.0RG

WOMEN §

#eepl
Bgl’ysajaoCeﬁ
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TpKa Bo Kpyweso, jyHn 2022

PeTKMTe ja NOAMTHYBaaT CBECTA HAa MapaTOHOT BO butona, centemspu 2022

| — »-l;ba
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MefyHapoaHu KOHdepeHUnU, paboTuaHuuM u paboTHU rpynu

CoCTaHOK Ha 4YneHcTBoTO Ha EYPOPANC

;‘ff;;“ The Voi f Rare Disease
e Voice O
t' EURUR["S Patients in Europe
RARE DISEASES EUROPE

Living with a
Rare Disease

Orphan Drugs &
Treatments

About Rare

About Rare Disease
EURORDIS Diseases Policy

Services &
Trainings

Get involved News & Events

Home

EURORDIS-Airbnb: Temporary
housing for Ukrainians fleeing
the war

Register now for ECRD 2022!

Supporting the rare disease
community in Ukraine

F - \
>> EURORDIS mobilises the community to
address the challenges of people living with a rare
disease in Ukraine

All you need to know about HTA

oeimaves ———— reaureacvn imemaiona

Registrations for the 2022
ECRD are now open!

Register for the
#30millionreasons
webinar! 31 May

L]
* *

New Rare Barometer
Survey: more responses,
better data

NEW GLOBAL RARE
BAROMETER SURVEY

e o Diognas fo P
s ith o Boe

Rnrosnzn

Languages EN|FR|DE|ES|IT|PT|RU

Who we are

EURORDIS-Rare Diseases Europe is a
unique, non-profit alliance of 1000 rare
disease patient organisations from 74
countries that work together to improve the
lives of the 30 million people living with a rare
disease in Europe

») Our members

») Our mission statement

Search for:
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MefyHapoaeH cMmno3nym Ha MBI/

The International Working Group on Gaucher Disease

1st IWGGD

-k s i
i

il 5

|
= rﬁLelden The Netherlands

r Hans Aerts, Leiden Institute of Chemistry, Leider

~

P
Al ‘““
~ MISSION 7, POSSIBLE

17" EUROPEAN CONFERENCE
ON RARE DISEASES &
ORPHAN PRODUCTS

27 JUNE B 1JULY 2022

CocTaHoK 3a copaboTka, Paj3ep, ATuHa, Mpuuja, centemspu 2022
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Perkure 001eCTH BO MeTUYMHUTE

NOVETMA  MIGMICTERCTBO  YCTAMOBM  MPOTMCH  AOKYMENTH  TPAWCTAPENTWOCT KOPOWA MPeC @ Q =

AEHEWHWOT HACTAH 3A IEHOT HA PETKW BONECTH

E8poncia egend i

UMYHUSALIIA

MOJ
TEPMUH

Perncrap na IApancrsens

yeranosm
EPMN

*, owa 3awac -  Copabommum  Cesors

Home / Post

3a npB naT goAeneHun CTUNeHAUU Ha Nnua co PeTKn
6onecTtu 1 nocebHM notpebm Bo OnwTnHa Oxpug

© March5.2022 & Perat

Ha npuroges HacTan ko Ha Oxpia A-p Kupwn Mevax

KUMANOVONEWS.MK 22 cTANEHAMpar Y. oKTopaTH co peTik Ganec

W CTYAMPSAT B0 APKABHI M MPHBATHM YU

BecHa AnekcoBcka, npeTceaatenka Ha 3apyxeHneto ,)Kusot co S
npeanssuun: Pogutenute Ha Aelia co peTku 60necTu ce BUCTUHCKM...
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une

lpoaoxysa HaunonanHara kamnamwa ,,[u
3ano3HaBame petkute bonecti”

2= Urinal
Mipexy COOABETHM TEKCTOBM, BHAEO W 3YAMO 32NWCH M TOAMHAB3, 04 1 $espyapw,

npogonxysa
W Kaunana JSn peTxMTE S0NECTH”, COONWTH IAPYXEHNETO PETKD € 43 T

NOYETHA  MKA  CBET  GWIHMC  KVATYPA  XPOHMKA  CNOPT  ©OT0  BWAED  TUKEP

v 3ano3HaBame petkute 6onectu 2022” - kamnama 3a
AOMA  MAKE[JOHMIA ArPO 6PH® EXKOHOMMIA CBET XPOHMKA M,
no,quruyaau,e Ha cBecTa 3a /iMua co peTKVI 60necm

.M 3ano3HaBame perkute 6onecrn 2022" —
KaMnamwa 3a NogurHyBarbe Ha CBecra 3a /iMua co
perku 6onecrmn

HAJHOBY BECTH

Mpuseaen xpasey 8o Npuren
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e—m on = oo wor  [ENOUSOGN ¢
p CAKAM HA KAXAM HALIA TEMA OBPA30BAHUE HAYKA KYITTYPA 3APABJE TEXHONOTWJA KONYMHU

nobogoymMHn

HA _OXPUJ TPYAT 2022° TUMOT HA
PETKWTE BOJIECTU KE TPYA 3A
EAHAKOB NPUCTAN [0 AUJATHO3A U
NEKYBAE

A 3ANO3HABAME PETKWUTE BOJIECTU:
BYNO3HA ENUAEPMO/IU3A -

BULLOSA Ww s s
I FE R L. §
§ ~i7 ‘ ‘ . /5/\'.\ /;", . CARWSPHTAGLIA TPEEA JA
j “ WREHTUTET 3A 1A CIPEVAT

MYTHH QA POBAPY B0 HATO,
BETM MATABSHOT S0PV

A 3ANO3HABAME PETKWUTE BOJIECTU:
MYNTUNNA CKNEPO3A KAJ AIETCKATA
nonynAuuJA

Mopaka on npetcenarenot MengapoBcku no nosoA [eHoT Ha
petku 6onectu - 28 ®eBpyapu

| SUPPORT

RARE DISEASE DAY
28 FEBRUARY 2022

o st HRAREDISEASEDAY RAREDISEASEDAY.ORG

++ YNATCTBO 3A E-JAHOUH

RARE IS RARE IS RARE IS
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XKUBOT CO NMPEN3BULMU rn peanusmnpallue cute ropeHaBeAeHU aKTUBHOCTU CO NOAAPLUKA OA,
CMOH30pU, AO0HATOPU, BOJIOHTEPU U YneHOBU. BrarogapHu um cme 3a HUBHMOT NPUAOHEC BO
peanusaumjata Ha HalKUTe NPOEKTHU:

The work of LIFE WITH CHALLENGES is supported by:

AMICUS® BiOMARIN ¢

a Swixx BioPharma company
XEER & O 1w
Takeda RPHAN ‘ M E DIS w ALKALOID ( > NOVARTIS &RECDRDATl

MEDIJA PLANET K RARE DISEASES
Hanid 8o miive it

Bu 6narogapam Ha nogAapLuKara,

BecHa AnekcoscKka

lMpemcedamen Ha 30pyxeHue Ha 2pasaHu 3a pemKu bosnecmu,
Hueom co lMpeduszsuyu - Bumona

Ten: +389 (0)70 70 54 46

e-mail: 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 lMpedu3zsuyu e 4saeH Ha:

- AL .
* ™ s iy
* o *

& EURORDIS

RARE DISEASES EUROPE

i
1

IGA I::I!El:::l;lﬂl"#" 1" International Alliance of

B B i §. Patients’ Organizations

I

ALLIANGE
OF PATIENT
ORGANIZATIONS
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