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JleH Ha peTku 0oJiectH, pespyapu 2021

JeH Ha peTkm bonectn Bo Ckonje

Bo Ckonje, opraHu3supasme NpPOMOLMja HA MOLWTEHCKM MAPKWM 3a PeTKu Hosectn, 3aegHoO Co
MowTa Ha CeBepHa MaKepgoHuja. MpBaTa MapKa Koja belle M3gafeHa € OMnwTo 33 peTkute
6onectn, BTopaTa 3a ANNOPT CMHAPOM, M TpeTaTa OBaa roguHa 3a bonect Ha lowe. OBa e
MHUUMjaTMBA Ha fopaaHa Jlofilecka Koja e MajKa Ha AeTe co AANOPT CUHAPOM M aKTUBEH BOJIOHTEP

BO HaLLETO 34pYXKeHne n Bogay Ha KueoT co npeaussmum Oxpua. Buaeoto og npomouujaTa e
[OCTanHo Ha IMHKOT: Promotion of postal stamp — video

YyecTByBaBMe BO npegaBarba 33 peTkum 6Honectm BO oOpraHM3auumja Ha MakegoHcKaTa
MeaununHcka CTyaeHTcKa Acoumjaumja.

Video from the event / Buaeo on HacTaHOT

Ana Timovska

Viktorija Penova -

b Like (J comment & Share OO S You. Gordana Loleska, Snezana Todorovska and 230 others - 345 Comments
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MoBeKe yunnumiuTa n MHCUTYLMK Ce NPUKIYYMja KOH NOAMUTHYyBake Ha jaBHaTa CBECT.

Yumnwre MNon lNeoprmnes beposcku og LWtun.

Yunnuuwre Bo Ckonje Kage uma ydyeHuk co MINC 4, petka 6onecr.
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[eH Ha peTku BbonecTn Bo butona

Bo butona opraHnsmpasme pasanMyHM aKTUBHOCTK CO NOMOLL Ha Xenap LeHTap butona,
NTHepaKT KNyb og butona, onwTnHata butona, u rumHasmjata Jocun bpos Tuto butona. MHory
APYTY YYUAULITA U UHANBUAOYM CE MPUKAYYMNja KOH aKTUBHOCTUTE CO Boetbe paLe, pacKarkyBare
Ha NPWKasHU 1 cnogenyBare Ha MHPopMaL MK 32 PETKU BonecTu.

SRS, S|

AKTMBHOCTW BO LEeHTApPOT Ha rpaaorT.

MODULIALIVIL VI LILIZTID 1VI 1dalIT upcasxod LIIT VVILII lianci lsca - piwvia
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OCBeTJ'IyBaH:e Ha onwTuHaTta butona.

T 1

a4 Ul o

EAyKaTMBHA AMCKyCKja 33 peTKM 6oNecT 1 NPUKasHM oa naumeHTn og butona.

© Zoom Meeting

bt . I -
% - r - | .
Milan Hepar Centar . Vesna Aleksovska ¥ Filimena Najdovs... 3 % Milevska-Kulevsk... % Ivan Brglevski
I

Jovan Sekulovski

# Lidija Spoa ¥ Stefan Vasic ¥ Natali Trpkouska i % Martin Kociski

MunoBaHoBcKa... Evgenija Maslink simona Nikola Gelov

Hristina Hristova

Ana Nakovska Sofija Purovska Ana Pejchinovska Anastasija

¥ Vera Tosheva

Mihaela Jovanc... I Teopopa J Aleksandar Dimi...

¥ Izabela Naskovska 4 ¥ Jovana Spasenos
© e

7:07PM
BN 2/28/2021 %

KnnmeHT Oxpunacku mn Jocun bpo3s Tuto Bo butona.
Les bons amis t'aident a retrouver ton sourire, ton espoir et ton courage. Ogni bambino ha
diritto di essere sano. Réver seul ne reste qu’un réve | Réver ensemble devient la réalité. SIAMO

TANTI, SIAMO FORTI, SIAMO RARI.
Qui est en bonne santé, est riche sans le savoir. L'amore vince tutto! Etre rare, c’est étre fort. !
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JOURNEE INTERNATIONALE
MALADIES RARES

Giornata Mondiale
delle Malattie Rare

Yunnuuwrte Togop AHrenecku butona

[eH Ha peTku bonectn Bo Oxpua

Bo Opupa co noaaplika Ha onwTUHAaTa, UHANBUAYM M MHOTY NpujaTenn u KomnaHuu, lopaaHa
Jlonecka nHMUMpaLle MHOTY aKTUBHOCTM 3a NoAApPLUIKa Ha peTKuTe bosecTu.

OcseTnyBare Ha CamounnoBa TBpAMHa, 28 aeHa Bo ¢eBpyapu 3a NnoaapLuKa Ha cemejcTBaTa Co
peTku bonecTu.
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Yunnnwre febpua

MHuumjatnea 5 oo 12 Oxpua,.
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YunnmwTte Kupun n Metogmj Oxpug

https://www.youtube.com/watch?v=3bxaP9FJKnk

AMNOTPOPUNYHA
natepanHa ckneposa

AMyOTpOdUUHATa NaTepanHa ckieposa e Rare Disease Day’
60/1eCT Koja ro Hanara LieHTpanH1oT HepBeH

cMCTeM(MOTOYHO HEBPOHOT) U Ce KapakTepusnpa co

NporpecvBHa MyckynHa cnaboct Bo ekcTpemMuTeTuTe

Kako n cnabocr

Ha MyCKyUTe OArOBOPHM 3a AULLIEH:E, FOBOP U
rontare

1 Taa He BAvjae Ha uTenereHumjata u Memopujara.
MpvunHata 3a 6onecta He e nosHara.

Hajuecto ce jaByBa Ha Bo3pact mefy 40 1 70 roguHN.

CtuBeH XOKHHI

MecHa 3a peTkM bonecTu

Kora nogapuukata goara og, HajManTe,HajYNCTUTE U HAjJUCKPEHUTE AyLUM Torall NO3MTMBATA Koja
ce npeHecyBa HaceKage e Hajtonna. Heuata yneHoBu Ha PA BUCEPU n Xopueto BECE/IN
BUCEPYUHA opg Oxpug,Mwunna TpeHecka u bumwaHa bypocka ,DUO BALCK MOON nog
PaKoBOACTBO HAa YMETHWYKM pakoBoauTen TaTjaHa Y3yHOcKa TpeHecKa ja CHMMMja necHata
."PeTKa necHa",4ynj aBTop,My3MKa U TeKCT e TaTjaHa Y.TpeHecka,: "CeKkorall ce Tpyaume Aa cme
Oen of, XyMaHUTAPHM HaCTaHW,Co Len feuata NOKpPaj urpa v necHa Aa rv 3ano3HaaT npasute
BPEAHOCTM BO KMBOTOT,NOYMT,CO4YBCTBO,E4HAKBOCT Mefy nyfeTo.

https://www.youtube.com/watch?v=zijfZet|IB5c&t=15s
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Bukn Knyb Oxpua Bo noaapliKka Ha peTKknTe 601ecTn BO MeCeL,oT MOCBETEH 3a H1B

Bo 2019 roauHa ce ocTBapu copaboTKa co lNopaaHa Jlosiecka, rpafaHCKU akTUBUCT BO ABUKEHETO
3a Petkm 6onectm BO MakeZoHMWja M uneH BO 34pyKeHueTo UMBOT €O npeaussuum BO
MakenoHwuja, co Koja uneHoBuTe Ha Bukm Knyb Oxpug 6ea 3ano3HaeHu co Toa LITO 3HaA4YM peTKa
H6onecT, Co KakBM NpeansBMUM Ce COOYYBaaT M KOJIKY ce 3acTaneHn Bo MakezoHwuja. Mo KpaTko
NCTParkyBakbe 40jA0BMe A0 3aKNY4YOK AeKa Ha Buknneamja Ha makeqoOHCKM ja3uKk oBue 6osiectu
ce 3actaneHu Bo man 6poj, Na pewMBme HMe Kako Knyb aa ja HagononHume Bukuneauja Ha
MaKeZlOHCKM jasuK co cTaTum 3a oBue bonectn. Bo 2019 roanHa HagononHaBMe U ypeamBme
ABaeceTTMHa CTaTUM 3a AnjarHo3uTe 3a peTkn bonectu, a Bo 2020 roanHa Bo mecel, peBpyapu
ceKojaHeBHO ce 0bjaByBaa CTaTUM 3a NO eAHa AMjarHO3a 3a peTKa bonecT.

3a BeKke CTOpPEHOTO, CTaHaBMe MapTHEpPU M NpujaTenn Ha CBeTCKaTa opraHusaumja Ha PeTKM
6onectu, og Kaze WTO ro No3ApaByBaaT HALWMOT BOIOHTEPCKM aHraXKMaH 3a peTkuTe 6onecTtu.

https://www.rarediseaseday.org/friend/2103?fbclid=IwAR2FOnxW2H1tFbNKpiWrUsirnnsh-
Yg03bTVcORVNS5urykuwvGlJiF8KzkgE

Ho, akTMBHOCTUTE Ha BuKK Knyb Oxpua, NoBp3aHM CO NULLYBAHETO CTAaTUM 3a peTkuTe bonectn
ce Hajgoja M BO jaHyapcKoTo usgaHue 2020 rogMHa Ha MeCEeYHWOT BECHMK 3a eayKaumja Ha
Bukmneamja.

https://outreach.wikimedia.org/wiki/Education/News/January 2020/Wiki Club Ohrid grows?f
bclid=IwAR2FRQPOuUcwa0clQV1p39uzdoWLc8uwVXiSWdATrEJoQHb9OVNjys6kr8RA

OBoj mecey um ro nocserysame Hum, Ha PETKUTE BOJIECTU, o0AHOCHO, KaKo WTO Teye
KamnarbaTa, CeKoj AeH Bo mecel, ¢peBpyapu (1 oBaa 2021 rogmHa) Ha meauymute aa buae
oabenexkaH co No eaHa peTka bosect, Taka HUe, YieHoBUTe Ha Bukn knyb Oxpug, ypeaysaBme
no egHa CcTaTWja Ha AeH, UCTaTa Koja odelle Ha MeauymuTe, Ha Bukunegmja Ha MeKeaoHCKU
jasuK, co WTO ro AaA0BMe CBOjOT NPUAOHEC KOH OBaa Kamnama.

Buku kny6 Oxpua GyHKUMOHMpPaA €O y4eHMum og 13 ao 18 rogmHmn u cute 3anHTEpecupaHu ce
nobpenojaeHn ga napTMumMnupaaT Ha eHuuKAoneagmjata Bukuneanja Ha MakeOHCKM ja3uk, nog,
pakosoacTeo Ha Hatawa HepaHocKa, koopauHaTop 3a obpasosaHue Ha IMTAM MakegoHuja Bo
Oxpua.

https://glammacedonia.mk/mk/%D0%B1%D0%BB%D0%B0%D0%B3%D0%BE%D0%B4%D0%B0
%D1%80%D0%BD%D0%B8%D1%86%D0%B0-%D0%B7%D0%BO0-
%D0%B2%D0%B8%D0%BA%D0%B8-%D0%BA%D0%BB%D1%83%D0%B1-
%D0%BE%D1%85%D1%80%D0%B8%D0%B4/

Association of citizens for rare diseases “Life With Challenges — Bitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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¥usort co Npegussnum / Jeta me Sfida / Life With Challenges

MNoaapLika o MHCTUTYUMK 33 A8HOT Ha PeTKM 6oaectu

Mpetceaarten Ha Penybaunka CeBepHa MakegoHuja

3l

»

. -

MpeTceagaTenoT nocTupalle ciMKa Ha CoLUUjaIHUTE MeAUYMU CO CBOETO CEMEjCTBO U 060eHM
paue, 3a NnoaApLiKa Ha cemejcTBaTa co peTku bosiectu. UcTo Taka 1 BUAaTa Ha npetceaartenor
belwe oceeTsieHa BO 6bouTe Ha peTkuTe bonectu.

Moseke o 600 cemejcTBa *KMBeaT co peTKa 6oaecT BO HallaTa 3emja U Mopa Aa UM NOMOTHEME
W ga ry noanprKMMe Bo HUBHMTE Baparba 3a NoA06ap KBAIMTET Ha XKMBOT.

#eHHaPeTtknbonectn #RareDiseaseDay #EURORDIS

Pothuajse 600 persona né vend jetojné me ndonjé sémundje té rrallé.

Bashképunimi midis nesh té gjithéve éshté i réndésishém gé t’'i ndihmojmé pér njé jeté mé té
miré. Té japim dorén dhe té déshmojmé se nuk jané veté.

#DitaESémundjevetéRalla

FIYOVLIUMLIVIL W VILIELI Y IV T U - MV UOSY Rl I WM iy —ivwiuw
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¥usort co Npegussnum / Jeta me Sfida / Life With Challenges

Bnaaa Ha Peny6nuka CeBepHa MaKepoHuUja

MpemunepoT 3opaH 3aeB U MUHUCTEPOT 3a 34paBCTBO BeHKo Puaunnye, ogpKa COCTAaHOK CO
34pYy*KeHnjaTa 3a peTKM bonectn Kage egHornacHo belwle npeHeceHa nopakaTa AeKa ce
NoTpebHM CUCTEMCKM peLleHmja U CUCTEMCKM MPUCTaN CO YCBOjyBatbe Ha HAaLUMOHANHWOT NaaH
3a peTkun 6onectn. Ce pasroBapalle 3a KOHTUHYUTET BO 3rosieMyBakbe Ha 6poj Ha HOBM NEKOBM
BO Nporpama, 3rofiemyBate Ha pUHAHCUM BO Nporpama u noronema copaboTtka co

34pyr*KeHunjara.

#RareDiseaseDay #vlada.mk/node/24386

Association of citizens for rare diseases “Life With Challenges — Bitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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¥usort co Npegussnum / Jeta me Sfida / Life With Challenges

MuHuctep 3a 3gpaBcTBo Ha Penyb6nnka CeBepHa MakeaoHuja, BeHko ®ununue.

NyfeTo co peTkn 6onectu He ce camu. MMHUCTEPCTBOTO 3a 34PaBCTBO € CEeKOrall OTBOPEHO 3a
pa3rosop 3a NpobsemunTe 1 3a HOBU MNPUCTANM KOH AOCTaNHOCT Ha Tepanuja u Hera. Co
3ronemyBarbe Ha byLIeToTo BO Nporpamata, 3roJleMeHo e TPeTUPaHEeTO Ha Pa3/IMYyHU AMjarHo3u
1 norosiem 6pPoj Ha NaUMeHTH ce BKAyYeHu. Bo nocheaHute 3 rogmHu ycneasme ga crasume 9
HOBW NEKOBU M UMa Hag 560 pernctpmpaHn NauMeHTM BO PErncTapoT Ha PeTKM 60necTu npeky
KomucwujaTa 3a petku 6onectu. Co HaumoHanHaTa cTpatermja ke Npoao/Iume Aa ro
noaobpyBame KBa/IMTETOT Ha MBOT Ha CeMejcTBaTa CO peTku bonecTtu.

NpeaTta lama Ha Peny6nuka CesepHa MakepaoHuja, -fa Enusaberta lopruescka

Co Halwa noaapLiKa u copaboTka, ce opraHu3npa ekcnepTcKa ANCKycuja 3a nogobpyBsarbe Ha
34paBCTBEHM U COUMjaNHU YCAYTM 33 PEeTKM 6ONeCTH, 3ae4HO CO AOKTOPM, UCTParKyBauMu,
MCMX0/103U U NPeTCTaBHMUM o4 MUHUCTEPCTBO 3a 34PaBCTBO.

Republika ¢ Magedonisé s& Veriut
PRESIDENTI

Republic of North Macedonia
PRESIDENT

Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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¥usort co Npegussnum / Jeta me Sfida / Life With Challenges

MauneHTUTE Co PeTkn 6ONEeCTM U HUBHUTE CEMEjCTBA Ce NPUMeEp 3a XPabpocT 1 HagexK. Mmame
MHOry paboTa 3a MoKe Aa NOHYAMME NPaBUYHOCT BO COLMjaNHUTE U 340aBCTBEHMTE YCNYTU 3a
HMB.

Ob6a He e HewTo WTO Tpeba Aa ro NpaBMMe CaMo Ha AEHOT HA peTKn 6onecTn TyKy cekoj AeH
Tpeba Aa ce 3acTanyBame 3a CUCTEMCKM NPUCTan 3a TPeTMaH, Hera u aujarHosa. He Tpeba aa
[L03BO/IMME PeTKUTE Aa Ce U30/IMPaHN U MaprMHanm3npaHu. Tue maat noTeHumMjan aa
npuAOHecaT BO HAWeTo ONwTecTBoO M Tpeba Aa UM fafeme MOXKHOCTM [a y4yecTByBaaT BO
nofobpyBareTo Ha 34paBCTBEHATA U COLMjaHATA Hera.

MuHuUcTep 3a TpyA U coumjanHa nonuTuKa, MN-ra Jaroga Laxnacka

3a AeHOT Ha peTKM 6onecTn cakam Aa Kaxkam [eKa *KUBOTOT Ha NIyfeTo Co peTKM bonectu u
HUBHUTE cemejcTBa He Tpeba aa ce aeduHUpa of HMBHATa bonect. CoumnjanHute pedopmu
Tpeba Aa NoHyAaT CMCTEMCKa NOAAPLLKA 33 IYFeTO CO PeTKM 60eCTU U KaKo MUHUCTEP MMaM
[iBa NPUOPUTETHU:

- Ob6e3benyBarbe Ha KBAaAUTETHA COLMja/IHA 3aWITMTA U YCAYTU 33 MALUMEHTUTE U
cemejcTBaTa Cco peTku bonectu

- Pa3B0oj M NpaKTMKa Ha XO/IMCTUYKM NPUCTan BO TPETMaH Ha NyfeTo co peTku 6os1ectu un
noagpLluika 3a HABHUTE ceMejcTBa.

HEH HA
PETRV BOJIECTV

Rare but not invisible #0eHHaPeTkubonecTtn #RareDiseaseDay #EURORDIS

Association of citizens for rare diseases “Life With Challenges — Bitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
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I'm 3amo3HaBame peTkuTe 00J1eCTH

OBoj npoeKT bewe 3anoyHaT o4 Cynep Pagmo, NlopaaHa Jlonecka n KUBOT CO NPEAM3BULMN. Bo
2021 ywTe BO jaHyapu 3ano4yHa NpomoLuMjaTa Ha MPOEKTOT KOj Bogelwe KoH [leH Ha PeTku
bonectn 2021 Ha Kpaj Ha dpeBpyapwu.

MHory fOKTOpM ja noaapiKaa KamnarbaTa M ce BK/y4nja BO NPeBOAM M Npernes Ha MHpopmaLumu.
McTo Taka cute nHdopmauum b6ea ctaBeHU M Ha BuKunegmnja npeky BosoHTepu og, Bukm Oxpus
KNy6 co WwTo 6pojoT Ha MHPOPMALMM AOCTANHM Ha MAaEKAOHCKM ja3uK Ha MHTEpHET NpebapyBatrbe
ce 3ronemyBa o4, roauvHa Bo roamHa.
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HawwuTe Buaea oa oBoj NpoeKT 6ea cnoaeneHn n Bo AnbaHunja u Kocoso nopaam 1oa wto 6 ea u
npeBefeHM U Ha anbaHCKM ja3uK OCBEH HAa MAKeOHCKU.

3aToa e BaXKHO LWTO noBeKke /yfe Aa Ce NPUKIydYyBaaT KOH MOAUIHYyBak€ Ha jaBHATa CBECT 3a
peTkuTe 6onectu.

OBOj MPOEKT e AJocTaneH Ha CAefHWMOT JIMHK 3a cnobogHO npesemarbe Ha MHPoOpMaUUKM Ha
MaKeaoHCKM 1 anbaHCKuM jasuk: Learning about rare diseases

Mmame 1 nocebHa dpecjbyk cTpaHa: https://www.facebook.com/gizapoznavameretkitebolesti

Association of citizens for rare diseases “Life With Challenges — Bitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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Nurepuanuonasen Jlen Ha I'omre

Mo noBoa MHTEepHaLMOHANHMOT AeH Ha Mowe, peannsmnpaBme MHTEPHET KamMMNaka Ha CoUMjaIHUTE MPEXKU
3a NoArHyBakbe Ha CBeCTa 3a paHa AnjarHosa 3a bonecra Ha lowe, HO 1 3a cuTe peTkM 60/1ecTn cooaBETHO.
Co paHa gujarHo3a v paHa Tepanuja cuTe NauMeHTU MoXKe Aa MmaaT nogobap KBa/IMTET Ha XKMBOT.

Cute maTtepujann 6ea npes3emeHun 1 npesegeHn og MHTepHaumoHanHaTa Mowe AnujaHca.
®
e o ©
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NMopaHa gujarHo3a, nogob6ap XuUBOT

AKO cnesuHara € 3rofiemMeHa, Torail 30WTo e Toa Taka? Ako
MMa enn3oga Ha OCTeOHeKpOo3a BO AeTCTBOTO unu Bo 6uno
KOj Aen oA XWBOTOT, TOoraw opere noganeky og camo
nasawe Ha Tepanuja npoTue 6onka: npawajre, 3owto? Uma
nu npuumnHa? Kako moxam ga ro ucrpaxam? Ako 6pojor Ha
TpoMbBouutTn e HeobjaCHMBO HMU30K, npogomkere pa
UCTpaxyBare ceé fnoaeka He ce Haje o6jacHyBame 1 NpuunHa
3a Toa. He BeneTte camo: ena HUCKO €, HO He € TONKY HUCKO
3a Aa TM HawTeTWU. 3anpalajre ce WTo Toa o3Havysa. U ako
BUE KaKO OOKTOP He 3HaeTe HEeWTo, KOHCynTupajre ce co
Kornera: ,,ABe rnaBu cekoraw mucnar nogo6po o egHa !

lMpoghecop Tumomu Kokc, Mpogh. Emepumyc Ha MeduyuHa, XxOHOpapeH nekap
KoHcynmanm Ha Kebmpuy YrHueepaumem, AdeHb6pyk 6onHuya, Kem6puy, OK

gaucheralliance.org/international-gaucher-day
#rarebutnotalone #earlydiagnosis #1GD2021

NHTepHAIIMOHAJIEH [IEH 32 CKPUHMHT HA HOBOPOJAEHYNHA

3a MHTEePHaALMOHANHMUOT AEeH 3a CKPUHMHT Ha HOBOPOAEHUYMHA KOj BOEAHO
bewe M geHoT 3a oabenexyBatbe Ha peTka bonect PeHUNKETOHYpWU]a,
COOABETHO crnogesnysasme MWHPOPMaALMW Ha COUMjaIHUTE MPEXU WU
MeaNyMUTE 33 BAKHOCTA Ha CKPUHUHIOT 33 PpeHnIKeToHypumja. Bo HawaTa
3eMja OBOj CKPUHMHT ce npaselue Ha 2000 oa, 20000 HoBOpOLEHWU, HO AEHEC
CO HalWM 3anarakba M 3anarakba Ha AOKTOpUTE ce npaBum Ha 6000
HOBOpOAeHuMiba. Ke nposonxmme Aa ce 3actanysame cé AojeKa OBOj
CKPVHWHT He ce NpaBu Ha CMTe HOBOOPAEHM BO HalaTa 3emja.
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JIuHmuja 32 momoin Ha peTku OosecTu, 2021

Bo HawaTa AMHMja 3a Nnomow, nocebeH Aen e MNCUXONOLWKaTa NOAAPLWKA 33 NauUeHTUTE U
HUBHUTE cemejcTBa. 3a Bpeme Ha 2019 Kora npB naT NOHyAMBMe BakBa ycayra 6ecnnaTtHo,
chaTMBME KONKY € BaXKHO OBA 3a peTkuTe 6onectn. KomeHTapuTe Ko rm gobusme og, HawmTe
YyneHOBKM Gea AeKa ce CPeKHM LITO He Mopa Aa 04aT Ha KAMHWKa uam 6onHMua 3a ga gobwujat
BaKBa YyCAyra, AeKa MM € BaKHO LITO MOXe Aa CU ja 3a4pKaT aHOHMMHOCTA W [eKa MoXe
b6ecnnaTHo aa fobujaTt coBeTyBarbe He camo 3a cebe Kako NauMeHTM TyKY 3a LLeN0 CEMEjCTBO.

Ce HageBame Aa NPOAO/XMME CO OBaa ycayra 3a Aa Nomarame LWTO € MOXHO MNoBeKe 3a
nauneHTUTe M cemejcteata. OBa e camo man NpuUAoOHeC KOH noaobpyBarbe Ha KBa/MTETOT Ha
YMBOT Ha NaLMEHTUTE CO PETKM BONEeCTU U HUBHUTE CEMEjCTBa.
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Mopaayn KOBUA 19 nmasme noronem 6poj Ha nyfe KoM KNopucTea NCUX0A0LKa NOMOLL, NoBeKe
6apaa 1 MHPopMaLMKM M Npenopakm u noagpuwka. Osa He bewe U3HEHaAyBake 3a HAC KaKko
34pYyKeHne 1 3aToa U 6eBme CnpemMHu Aa NPOAO/IKMME CO HALLUTE YCAYTU U NPEKY NHTEHPET U
TenedoH, ogberHyBajku ru cpenbute Bo }KMBO Nopaauv NaHAemujaTa.

AKmMueHocmu Ha AUuHUjama 3a nomMouw:

e (bes3benyBatbe Ha MCMXO/IOWKA M CoUMjanHa NoAApluKa 3a cemejcTBaTa CO PETKU
b6onectu.

e OpraHusauuja Ha cobnpu Ha NauneHTn n BebnHapu.

e [loBp3yBatbe Ha CeEMejCTBa CO UCTU UAWN CPOAHM BoNecTn Npeky coumnjanHn meanymmn mn
TenedoH.

e [loBp3yBatbe Ha NALMEHTUTE CO MHCTUTYLMK (COCTaHOUM U Bapatba).

e Cobuparbe Ha MHOOPMALMM 33 TEKOBHM Npobaemn M nNpeamsBUUM U 3acTanyBarbe 3a
NPOMEHMN.

e EayKaumja Ha NauMeHTH, ceMejcTBa, 4OKTOpU (BebMHapK, cocTaHouM, HGOpMaLmMn, HOBK
3Haerba U Hajgobpu NPaKTUKK).

e (Ob6jaByBatbe Ha 6poLypu 3a NOALPLIKA HA NALMEHTU (NPEKY MHTEPHET M NeYaTHU NPeky
KNMHUYKKM ueHTap Ckonje)

e [lpyrn akTUBHOCTM NOBP3aHM CO NOAAPLIKA M MOMOLL Ha CeEMejcTBaTa Co PeTKM bonecTu.

Peruonasina 0a3a 3a peTku 00J1eCcTH

PervoHanHata 6a3a Ha nogaTtoum 3a peTkM 60/1ecTM e yHUKATeH NPOEKT Koj belle naHcupaH
MWHaTaTa rogMHa co Len Aa ce Hamanu BpemeTo A0 AobuBare Ha AujarHo3a n obesbenyBarbe
Ha cooaBeTHM MHGOPMaLMM 1 NOAAPLLIKA 33 NALUMEHTUTE N CEMejcTBaTa CO PeTKMU 6onectu, Ho U
obesbeayBarbe Ha GopyM 3a cOpaboTKa NOMery JOKTOPUTE O, PETMOHOT.

Ld“ Baza retkih bolesti lowa  3awac  3apywewsja  PerkuGonectn  Qopym  Bect  Kowrakr

° < b L]

< @ » < ._/Vy.tbopmau,vm 3a peTku bonectu

CoBeTiN 0[] JOKTOPW U KOHTaKT¥ of 34pYXeHuja og UenuoT permoH Ha Tpu
» ) i

jasuum
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MMBOT CO MPEAMN3BULIN paboTn Ha OBOj NPOEKT ywTe of NOYEeTOKOT. BO 0BOj MOMEHT ce
BKAydyeHn Cpbuja, CeBepHa MakenoHuja, UpHa lopa, Penybnnka Cpncka, XpBaTcka U ce
HaZeBame AeKa MOHAaTaMOLIHO U ApYrK Ke ce NpUKayYarT.

OBaa roguHa ycneasme 4a ja nogobpume aata 6asaTa co HOBM NPEBOAMN, BUAEA 04, KNUHUYKK
NCTPaXkyBakba, MoBEKe CTaTUM U CIMYHO.

AKADEMIJA za pacijente 1
i predstavnike pacijenata 202

Olivera Jovovié
Predsednica organizacije SMA Srbija | Nacionalne organizacije
za retke bolesti Srbije

29. 5. 2021.

PREDAVANJE:

Efikasne gije k ikacije s
odluka u si | zadtite i proi
lekova na primeru SMA Srbija

d

Zahvaljvjuci efilk ik ikaciji sa d iocima odluka,
deci i odraslima koji boluju od spinalne misiéne atrofije u Srbiji
obezbedeno je leenje modernim lekom za ovu retku bolest.
QOsim 3to je uspela da dovede proizvodada leka za SMA
u zemlju, organizacija je izdejstvovala i da se jedan broj
obolelih ukljugi v klinigku studiju za drugi lek u razvoju.
Olivera je majka deéaka sa spinalnom misiénom atrofijom.

-Qq-v Baza retkih bolesti

McTo Taka yyecTByBaBMe BO AKagemujaTta 3a NauMeHTM U CEMejCTBa KoM cakaaT Aa HayyaT noBeke
3a 3acTanysare, Aa 36opyBaaT nornacHo M Aa ce 6opaTt 3a cBomuTe npaBa. OBaa akagemuja
3aMoy4Ha co cnogenysakbe UCKyCcTBa of Cpbuja, U Ke Npoao/IKK CO cnofenyBarbe UCKYCTBA Of,
CeBepHa MakegoHuja 1 XpBaTtcKa. Ce HageBame geKa PerMoHasIHMOT NPOEKT Ke NOMOrHe BO
oxpabpyBarbe Ha MaLMeHTUTE U ceMejcTBaTa Aa paboTaT noBeKe M Aa ce 3acTanyBaaT 3a CBOUTE
npasa 1 NnogobpysBare Ha CBOjOT }KUBOT.

AKALIEMWJATA 32 nauveHty 2021 : . 8.5-26.6.2021.
W NPETCTaBHULM Ha MauueHTu 5 OB 11 A0 12.30 vacot
Npegasawara ke ce oapxysaar 80 CABOTA npexy unrepnet nnardopma,

“ » . ayvecrsoto e BECIUJIATHO

Mowe 112 02 penvCTpHpaTe 33 MHANBHAYANKM NPEA3Baa

fav Baza retkih bolesti

o— W 33 Uenara nporpava
e K
MPABHO- OPTAHU3ALIMCKM ¥ OUHAHCUCKM ACNEKTY 3A AEJCTBYBAIGE HA
& OPTAHU3ALMM HA NALUMEHTH
< C:‘f‘-,u > y 8.5. OcHosabe Ha OpranM3aumja va uau»en MM HENHN H

DUHAHCHPAKE AXTUBHOCTH - Jparana K

JABHO 3ACTANYBAKE

15.5. [arwranson i MeQuyMCKH CTPATSIMM 32 NOZWHYSALE 1A CBECTA 32 peTanTe
GonecTi no nprmepoT Ha XAE Cpbuja - Josana LiseTm

22. 5. ONWTECTEEHO O/rOBOPHHM K2MN3HM 33 NOAMIAME H3
GonecTw no NpuMepoT Ha oprakmusaumjara NX Cpbuja ena

28. 5. EbexTuBHm CTPATEINH 33 KOMYHHKRUN]A CO HOCHTENHTE KA a,.ryr»ao upaucmennm
CHCTEM W NPOHIBOAMTENNTE Ha NEXOBH Ha npuMepoT Ka CMA Cpbuja - Onusepa Jososuk

MOZANUTETH 3A NPUCTAN HA TEPANWA 3A PETKM BONECTH
5.6. OuHanCHpaILe K2 NOCTOCNKM Tepanum 22 peTkn Gonectr n jaskn Habasku - flasop flyboa
12.6. Pa3poj Ha NeKOSH . CHPAUK" W KNHHWIKM CTYAMM

K2KO M3UMK Ha NexyBame - Bojanz Mupocaaneai
SAKNYHOK
ML N8 pa,va‘.‘ﬂ LT a8 CTexHaT 3HaeH 18. 6. flsaecer roquuu 3apyxetme Ha xemodunuvapn so Cpiuja:
npouecwTe Ka fia ce NOBP3AT efHM 00 Npepuaaium u yenecu - flejen Metpoant

26. 6. Moaepnpana aucKycuja u 3aTBopae - Maawa Monybosw
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3acranyBame 3a nanuenT B0 KOBU/L 19

Kako aKTMBHa opraHu3auuja 3a peTkn 601ecTn, HMe CMme KOHTMHYMPAHO AOCTanHM 3a cute
NnauMeHTM M cemejctBa cO peTku bonectn. PeposBHo crnogenysame MHGOPMALMKM 3@ PETKM
6onectn, 3a KOBUL, 19 n petkn 6onectn, npenopaku nospsaHu co cneumduyHn 6onectn m
cocTojbu. MoHaTamy NpPoAo/IKMBME @ NOBP3yBaMe NALMEHTU U CMejCTBa, Aa Haofame AOKTopuU
KOW Ke coBeTyBaaT Ha Pas/IniHN TeMuK U npobnemu.

Bo Bpeme Ha KapaHTUHWU U M30/1aLMKN NCUXOJIOLIKaTa NoaapLika BO IMHWjaTa 3a nomow belue
A0CTa BaXKHa M noTpebHa. PeTknuTe 60necTn ce KOMMNAEKCHU XPOHUYHM cocTojon 1 nobapyBsaat
MYNTUAUCUUNANHAPEH NPUCTAN 33 TPETMaH M cnpaByBakbe co 6onecTta. 3aToa NPoAONKMBME CO
MegMYMCKO 3acTanyBakbe 3a NpaBaTa Ha NaLMeHTUTE U cemejcTBaTa Co peTku bonectu.

BaKkumHaumja 3a peTku bonectm

Opn deBpyapn, 2021 ynopHo anenMpaBme A0 MHCTUTYUMUTE W Ce 3acTanyBaBME MPEKy
MeauyMnTe 3a MPUOPUTU3MPAtbe BO BaKUMHALMja HA MAUMEHTUTE CO pPeTKn bonectn wm
poauTennTe Ha Aeua co petkm bonectn. KoHeyHo Bo maj, 2021, MMHUCTEPCTBO 3a 34paBCTBO
CTaBM Ha INCTa peTKUTe 3a BaKUMHaumja.

CJIOBO/IEH IEYAT.MK

HACTOBMA  SECTM .  MATAMA -  KOMYMMM  CIOPT . IOPASUE  CMIMEEAMWK  CMOSORWATE  BAUM GMNMANOM

HAJHOBO

BUAIEO | Fsmu: Bo mymTeTHMTD
onWTSCTEO WM weCTO 33
33CTIDGHMTS MBH 33...

He e ep Bakumna Aa ce A0GMBa cnopeA T0a BO Koja ONWTHHA
xuseere!

Mmoo e @0z G2 R0

e o QEEOOODDO

Cé nosefe rpafaxi PearMpaaT AeKa CHCTEMOT 33 BIKUMHALM]A He e npaewyen. Becka
Anexcoecra, nPETCRRaTeNKa Ha IAPYXEHMETO 33 peTri GonecTi . KueoT co
npenwsenuM” 33 .CROBOASH NEYST” BENM AeKa HENPHDITAHED € penep 33 T0a ko] NPE
e 02 BaKUMHMP3, A3 GHae ONWTHHATS BO KOJAWTO KHBEETE, HIMECTO JAPABCTBEHATA
cocTojfa. Taa Benit Rera @ Ha[3AMPIKEN3 33 MYFETO CO PeTKM GONECTH Ha BenuTe
aposoen.

7, VESNA ALEKSOVSKA

IVOT S12AZOVIMA™

Ny : o 6 3051

MaumeHTUTE cO peTkn BonectM Kou ce BO3PACHWU U poauTenuTe KoM MmaaT Aeua CO PeTKM
6onectn, Moxe aa ce BakUMHKUpPaaT Bo canata bopuc TpajkoBckn Bo CKonje. Tamy MmaaT CrnMCoK
Ha NAUMEHTM KOj e AOCTABEH 04, PErMCTAPOT Ha peTKu bonectn og MuHMcTepcTBO 3a 34paBCTBO.

3a Aa AOKaxKaT AeKa ce naumMeHTH uam poauTteny Tpeba aa ce HOCKM U3BELLTAj O CNeLMjanncT unm
APYr AOKYMEHT Kafle WTO CTO 1 6onecTa Koj He Mopa [ia € HOB (MOKe Aa e NocTap AOKYMEHT).
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Tpeba fOa ce HOCU M AIMYHA KapTa WAM M3BOA, MW Macoll 3a WAEHTUPUKaUMja Ha JINLLETO
COO/BETHO.

Ce npenopayyBa Aa He ce 041 PaHO HAayTPO BUAEjKM MMa Norosiema ryxsa.
BaKLMHaLmMjaTa He e 3a40/1KUTeNHA, TYKY e M3bop Ha ceKkoj o4, Hac.

Moseke MHPOPMaLMM 33 BaKLMHM U 3a KoBng, 19 Bo ogHOC Ha peTKn 6onecT Moe Aa npoyunTaTte
Ha Beb cTpaHaTa Ha EBponckaTta OpraHunsaumja 3a Petkn Bonectu. Kako 3apykeHue yyectsyBame
BO pabOTHM rpynu 1 ANCKYCUM BO O4HOC Ha npenopaku u cosety 3a KOBNA, 19 n BakunHaumja Ha
NauMeHTH Co peTkn bonecTu.

https://www.eurordis.org/covid19resources

CnopTcky aKTHUBHOCTH 32 NMOJUTHYBAakh€¢ HA jJaBHATA CBECT

Ctpyra — TpKa Ha noesujaTa

Ha 23 maj, 2021 gen oa yyecHUUUTE TpYaa 3a NPaBUYHOCT 3a peTkuTe bonectu.

Hawwn BONOHTEpM nogenuja matepujannm og MHPOPMATUBEH W eAyKaTMBEH KapakTep 3a
noAurHyBakbe Ha CBecTa 3a peTkute bonectu.
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NckauyBarbe Ha Kopab, Centemspu, 2021

Mapko MejunHoBcKM, npenamnea HM3 Oxpuacko Esepo 3a peTkmTe 6onectun, asryct, 2021

BpaBo Mapko jyHaky, ropaocT MakeAoHcka &

OHRID24.MK

(POTO) Mapko ycneLHo ro 3aBpLUU NANBaHETO
noceeteHo Ha [euarta co petku 6onectu - Oxpua24
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YyecTBO Ha MaHubecTaumjata Oxpua TpuaT

https://ohridpress.com.mk/?p=133268
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HoBoroamuHo ykpacyBakbe Ha e/1Kka — CO 3HaMeTO Ha peTKku bonectu, aekemspu, 2021

UHTepHaUWOHaNHU KOHpepeHUUU, paboTHU rpynu u
COCTaHOLM

CocTaHOK Ha uneHcTBo Ha EYPOPONC
Kako yuecHuK Bo paboTHaTa rpyna 3a npenopaku 3a peTku 6onectn 2030, BecHa AneKcoBcKa, belue
naHenCT BO AMCKYCHja 3a npenopakuTe 3a 2030 M HaUMOHAIHWUTE NNAHOBM 33 PeTKK bonecTu.

© Zoom Meting

EURORDIS
MEMBERSHIP

MEETING
[T MAY

¥ Evnonos HEMM2021
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PernoHanHa KoHpepeHuUMja Ha HaumoHanHaTa opraHunsaumja 3a peTkm bonectn Ha Cpbuja

NORBS VEsna Aleksovska B vana Badnjarevic

‘ NORBS I Brankica Jankovic Ivana Badnjarevic Natasa

' Dejan Krsti¢ Emina Osmanagic 5 Nikolina Covié

~

Natasa Angjeleska Dejan Krsti¢ Emina Osmanagic

Dijana Jovanoivé Ana Pataki Andjelka Grbic Zvongéica - Irina...

Dijana J DIVE Manina Ana Patak Andjelka Zvondica - Inna Ban

p Stefan Zivkovic Danica Vuéi¢ Andrijana Rogo..

Prevodilac

Biljana Dordevic... Sanja Stankovic dragana.vugdelija UdruZenje SMA...

UdruZenje SMA

A LIFE

*Leaming ahout rara diseases”
o

PETKUTE CE MHOY
PETKWTE CE CUIAHU
.. PETKUTE CE [DP A/

e
T b e R e e i peltEvOTSE - R . 2
2 E & peck phtad E T Y
+ YEARS OUTCOMES:
PROJECT INFORMATION:
e it o s e Al ot YAt Ko
S s
S 33970 705445
+ Ovur 70 uw membiors i+ o assoc ation © Lmsil infoficha lengesnk
» Connscting ovar 72 fam liss & Web: htps:itenal anges.merari
= Rafem g aver 80 patients for frea payctalogical support th-augh the helpling of LIFE 'WITH CHALLENGES
o e A
{aside fror th bl of tf
« Over 10 mestinga with instit.tons
i R

The projest nad pas tve effect alao in the medi-
cal prefessionals’ community as doctars helpd
ou to shae the right inforasion, to snare it
w1 colleagues and to further promote irterest
in rare dizeases among mesical sticants.

o Ieforma

- preice support i a cormain s diserss

The 13th Annual
International Experience Exchange.
Organizatians

Association of citizens for rare diseases “Life With Challenges — Bitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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YyecTBO BO Npunpema v peasnmsaumja Ha obyKa 1 NPUPAYHUK 33 NALMEHTCKU OpraHM3aLmm

i-s AeKemspy 2021
oTen naHopaMuka, Ckonje

OBYKA HA
NAUMEHTCKK
OPTAHU3ALMY
BO

3 PABCTBEHWOT
CUCTEM

Bo opraHu3auvja Ha A
: by
BOPKA 3a ceKoj HoB A€ A

MoAApLIKa 3a OCHOBAHE Ha 34pYKeHWja 3a peHUNKeTOHYpuUja U peTku Bonectn

YcneaBme Aa NoAAP*KMME OCHOBAHE Ha 2 HOBW 34pYXKeHW]ja M Toa 3a peHUNKETOHYPUja U 33 PETKU
bonectu.

o
o PKU
heroes

Association of citizens for rare diseases “Life With Challenges — Bitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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3apyKeHuneTo 3a peTkn bonectn PETKO E OA CU PEAOK oa Oxpua e OCHOBAaHO KaKO HeMapTMCKa,
HeBMaAMHa U HenpodUTHa opraHnsaumja, GopmmpaHa Bp3 OCHOBA Ha c10b60aHO 1 0H6POBOSHO U3paseHa
BOJ1ja Ha HEFrOBUTE YNEHOBM, 34,pYKEHM 3apaZM 3aLUTUTA Ha NpaBaTa Ha IYfeTo CO PeTKM HONEeCTU U HUBHA
nogAplKka, nomow wu uHOOpMUpatbe Ha TepuTopujata Ha Penybnuka CesepHa MakegoHuja u
NOLMPOKO,CTaBajKM aKLEHT Ha naumeHTuTe co A/INOPT CUHAPOM.

MpeBoa Ha maTepujanun 3a peTkm bonectu

Unbopmaun Kﬁm]nmme EHCEPMO e ﬂpomnnl\ o T
Dpwate cryavia. ®oro npoei]
&KVWD’M umw zl?r: n};g
=

~. Buvopess P
B!x! Solve® .,‘ me, ot o e UNIAMO C) wtmm feder

SWAN™ uom

WLELM
FOUNDATION

EYPOPOWC gokyMeHT 3a NpaBUYHOCT 3a peTku BonecTu
— https://download2.rarediseaseday.org/2020/Factsheet Advocating%20for%20equity.pdf

dnaep 02022021

MPABWYHOCT 3A NYFETO KON XXMBEAT CO PETKA BOSIECT *’

RAREDISEASEDAY. DRG

LUTo npeTcTaByBsa NpaBMYHOCTA 33 NyleTo
KO XMBeaT co peTka bonect?

MpasuyHOCTa, BO NPaKCa, 3HA4YM A3 Ce MCNOAHAT

3A J-Iyr’E-I-U KU" *M BEAT :neuwd!wuume notpetu nin;lyl:eﬂmer A:'i ce

HHBHOTO uenucnu YHECTBYBatHE BO ONIUTECTBOTO.

CO PETKA BOJIECT  z=nenmonmsesrcopersatorecrmpammycra

03H3UYBA ONWTECTBEHA W COUMJANIHA MOXHOCT,
NpeTcTaByBa e/|HaKoB W NpasUuyeH npuctan NpaBuieH NPUCTaN AO 3APABCTBEHA W COUMjaNHa
. HEra, AjarHo3a 1 TPETMaH.

AC AujarHo3a, NeKyBare, 3ApaBCTBEHa W

COLMjanHa Hera v MOXHOCTH. Ha JleHoT Ha peTkm GONecTW NOBWKyBaMe Ha
aKuuja 3a MUATa KOM XKMBeaT o peTka Gonect
A3 MOXAT Aa MMaaT e4HaKBM MOXHOCTM Aa ro
PEaNH3MPaaT HHBHUOT NOTEHUM]aN 33 YUECTBO BO
CemMejHHOT, PaGoTHNOT W COLM|a/IHMOT XKMBOT.

JAoAropoyHaTa yen Ha JleHoT Ha peTki Gonectw,
BO TeKOT Ha C/egHaTa AeKaja, e 3ronNemeda
NPaBHYHOCT 3a NYFETO KOM XMBEAT O peTKa
60NecT, KaKo U 33 HMBHUTE cemejcTBa.

ASS0CIALION U1 CILIZETS 10l 1drre aised>d>es  LIE vviln Lrdiienges = bpilvid
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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EYPOPOWNC goKyMEHT 3a CKPMHUHI HA HOBOPOLEHUMNHA:
(https://download?.eurordis.org/documents/pdf/eurordis_nbs_position_paper.pdf ):

e Hayena 3a ckpuHuHr (1)

EURORDIS

RARE DISEASES EUROPE

KJTYYHU HAYENA
3A CKPUHUHT
HA HOBOPOAEHYNHA

OBOj OOKYMEHT e NpeBoA o4 AoKyMeHToT Ha EYPOPLONC
— https://www.eurordis.org/publication/why-we-need-european-action-rare-disease

e Factsheet #30 MyUnNuoHu NpU4NHU

#20 MUNUOHU
nPUgUHU

MMAME #30 MMWTWNOHW NPUYNHWK 3A EBPONCKO

AENYBAHE

3A PETKWTE BONECTH

Association of citizens for rare diseases “Life With Challenges — Bitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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PerkuTe 00JIeCTH BO MEIUYMHUTE

TLEBMNNLS 0 i
It o ————— Sa i njohim sémundjet e rralla?
\1/ B ucevucemx e
' Co nepcoHanuavpaHa MeauLUuHa A0
OAPXAMEO 3APABCTEO M Hajaobpa rpuxa...
MNpuaobuekuTe KO MM HOCK NepcoHanMsupaHara
MEAMLMHE ¥ HEJ3UHOTO BAMGHWE BP3 KBANWUTETOT
Ha XWBOTOT Ha NaLMEHTOT, & BO GoKycoT Ha 44,
W3AaHWE Ha CrIUCIHWUETO 33 OF

< Q(
|PASQYRA E SHENDETIT

€ SHTUNE ORA 16:35

163 10

Pzople Reachad Zngagements Boost Unavailable

4 i PETKHTE CE Mnom‘

.. PETKWTE CE Cu/HU

. PETKMTE CE [0F A1

-— BHKH K/IVE OXPH], H OBOJ $EBPYAPH CE IPHKIVYH KOH KAMITABATA 34
y 3AIIO3HABABE HA PETKHTE BOTECTH.

Bukwu Knyb Oxpua so noaapwka Ha petkwte 6onecru so meceuor

MepcoHanuavupaHata MeavuLvHa He 3Hauu camo 2o ke o
NeKyBake 1 rpuxa 3a NaumneHTuTe, Tyky
noApas6upa v NapTHepcKu NpUCTan co
KpeatopuTe Ha NoAUTVIKa, NeKapure,
VICTPaXyBauuTe, NauneHTUTe, rparaHckoTo
ONLWITECTBO U MHAYCTPMjaTa.

Nuue B anye

1d - Instagram - @

MpucTanoT 40 nogaTouuTe € peancH CaMmo ako NocTou gosepba
50O HUEHO CMOAENYEBare Mefy NaLMEHTUTE, 34PaBCTEEHNTE
paboTHuum ¥ NowmpokaTa jasHocT. YurajTe B0 HosMOT Bpoj §
https://kupi.licevlice.mk/shop/ yBnuugerer.
FANUEBANLECOTParaHUTE FNMLEesAMLEIZeaHuLa

92 13 FTUAM MaKeaoHMiD

Association of citizens for rare diseases “Life With Challenges — Bitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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.
.0
MOMETHA  SECTM .  PEMENOCT .  SESf- WOWAMA~  AEUA~  MOSEKE~ [ P—
NOMETHA  SECTA~  SPEMEHOCT v  BESE~  MOPAMA~ ARG~  NOBSEE -

[opaaHa Jlonecka: Kora fosHas 3a
Bonecrta Ha CMH MKW, MHOTY NJ1aYeB, @  CymoHa JoBecka: MiMaM peTka
noToa, NoYyHaB Aa ce 6opam oujarHo3a OTKako nameTam 3a cebe

..
n<'1]4 aun AeTe

MOMETHA  BECTWI v  BPEMEHOCT ¥  BESE ¥  WCXPAHA v  AEUA v  MOBEKE v

MpBuUTE cuMnTOMM Ha Bonecta My ce
nojaeune Ha 14 roauHu, cera, Ha 26 —
He MO)Ke fla ce ABWXXU 6e3 nomoll

T —yCaRAN TA KEXAN

wnn w [EUA 01 ®ONKSIOPEH AHCAMB/1 M XOP Of1 OXPU[L Buenenoruroro
CHUMWJA MECHA 3A NOA/APLUKA HA JIMLIATA CO n gwé'f_;?.;n;,;_“.:“
PETKM BOJIECTUN R RETERD POATETE
NEAT CATOROPOCT
aoEEn -int
SXDAR, (SAKAMAAKAKAM MK § rnsremsmes
MMIANKOE RE EMRE CNPOSEREH
S0 Gvmin v
SEmiars o canare ko

24 wriEn neuTECE

16TODMLA SO _SMEXE
MPETAZA ACKTOR KAl
KMHAHICA LESTAR B3 CKONE

- TATHE W G 34 IBA HACA 1A
- EKELABANE NOPAKATA LT
HACA 24 OTAZU 20

MARDEPAIT HA

Do ceojata 14-ramuna Bo3pact Toplv Buil KXo W OHTE AEua, OR8N Ha YIHIWLITE, T

D = [T YR MOKEND Aa Brge. Begraw wy Aadoa dyBexanta Tepanvia so

|H3a €O MO TyBara,

ASSOCIatioNn OT CITIZEeNS TOr rare aiseases “LiTe WIth Lhallienges — sitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
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http://challenges.mk/
mailto:zivotsopredizvici@gmail.com
mailto:vesna.stojmirova@gmail.com
http://challenges.mk/wp-content/uploads/2021/03/%D0%BC%D0%B0%D1%98%D0%BA%D0%B01.jpg
http://challenges.mk/wp-content/uploads/2021/03/%D0%BC%D0%B0%D1%98%D0%BA%D0%B0-2.jpg
http://challenges.mk/wp-content/uploads/2021/03/%D0%BC%D0%B0%D1%98%D0%BA%D0%B0-3.jpg
http://challenges.mk/wp-content/uploads/2021/03/%D1%81%D0%B0%D0%BA%D0%B0%D0%BC.jpg

Y . e o

HKHBOT JETA LIFE

HP‘EHHBMTJ;H SFIDA CHALL,ENGES
T domaem ¢ % 42, vrpaiky lLfa L a pazzle,
by o Artinid L e ke collect' ik

¥usort co Npegussnum / Jeta me Sfida / Life With Challenges

AEHCKIN MATA3IH

U Ceeta Codpja o Goute Ha nMuaTa co petku Gonectn

E——
Hema nek 3a Hawara VBa: Tawa XaynmaHoBa 36opyBa 3a 1602211021
CBOjaTa KepKa, eJVHCTBEH NauveHT Bo MakejoHuja co

AvjarHosa KoHreHutanHa MyckynHa Auctpoduja - MeposmH [ vl 1o szt [ snare N W Tt |
HeraTueHa CMD1A ) "

* Aan nopogysanero Gewe 8o HsjaoSap pea? Kaxo Gewe ouenera coctojfeta na saweto

) NYBAULUTET

NOUHAKOB NOMNEA HA HEWTATA

AKTYENHO  ThicED KYITIYPA  GWIMOMYEME  MOJOT MMSOT, MOIOT CRET VS &
N P S Boma  Mogewgoxyc  Nimomiaywwenys  pesiendumiec  Cemeenanym  Xopookon  Kymypa  Wirepeiys

AREHCKI MATA3IH

T RN RN DRy I TR SN TP M SRR Y TET M 0T nroe TN

since 1993 &&=

‘\ - VINIEPEYA 1 VILPEA
‘W A A " 0 J o 14 roAViHM YeKaBMe TOUHa AvjarHosa: FopaakHa 3a
» cemejHaTa ronroTa co peTkara 60/1ecT - ANMOPT CUHAPOM
AA0JO

H KVKATA HA KPAITSEBIIH BO OXPILI 3ACBETH BO FOHTE HA PETKHTE

Kykarta Ha Kpan4yesum, aluTMTHHOT 3Hak Ha OXpua, BO NOAAPWKAE HA
nnuuaTa co peTkn Gonenu.

ASS0CIation Or CItizens T1Or rare aiseases Lite vvitn Lnalenges — bitold
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
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XKUBOT CO NPEAN3BULN ru peanusmnpa cute HaBeAeHU aKTUBHOCTU CO NOAAPLUKA OA,
CNOH30pU, AO0HATOPU, BOJIOHTEPU, COPabOTHULM U uneHoBU. Um brarogapume 3a
noaapLuKaTa Bo peanmsaumja Ha HalwuTe NPOEKTU U aKTUBHOCTU 3a NoAaobpyBare Ha
KBa/IMTETOT Ha XXUBOT Ha NaLUEHTUTE CO PeTKU 6onecTtu n NnoaguUrHyBake Ha jaBHaTa U
MHCTUTYLLMOHANIHATA CBECT 3a peTkute 6onectu.

SANOFI G Y]

@
BIOMARIN NERRe st

Hoeadtf alsve ace
O .8
® MEDTI1S NOVARTIS  MEDLIA PLANET

Bu 6narogapume Ha nogapLiKara,

BecHa AneKcoscka,

lMpemcedamen Ha 30pyxeHue Ha 2padaHu 3a pemku 6onecmu, *KUBOT CO MNMPEAN3BULN -Bumona
Ten: +389 (0)70 70 54 46

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

Undopmayuu 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:

\)_\A 2q,
W 4:

IGA TRTERNATIONAL F International Alliance of

o

m |
SANGIRR AILIANCE ] Patients’ Organizations ' "' ALLIANCE
i OF PATIENT
? ORGANIZATIONS

',,"n*' *
e XKy

¥ & EURORDIS

Association of citizens for rare diseases “Life With Challenges — Bitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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[onatok 1: lonoNHUTENHW NMHKOBM A0 06jaBM BO MeaAnyMu

https://mia.mk/qgi-zapoznavame-retkite-bolesti-28-dena-vo-fevruari-so-28-retki-di-agnozi/
https://opserver.mk/makedonija/gi-zapoznavame-retkite-bolesti-28-dena-vo-fevruari-so-28-retki-

dijagnozi-2/
https://fokus.mk/qgi-zapoznavame-retkite-bolesti-2021-28-dena-vo-fevruari-so-28-retki-dijagnozi-2/

https://debrca.gov.mk/archives/4873
https://ohrid.gov.mk/%D0%BE%D1%85%D1%80%D0%B8%D0%B4-
%D0%B1%D0%BB%D0%B5%D1%81%D0%BD%D0%B0-%D0%B2%D0%BE-
%D0%B1%D0%BE%D0%B8%D1%82%D0%B5-%D0%BD%D0%B0-
%D1%80%D0%B5%D1%82%D0%BA%D0%B8%D1%82%D0%B5-
%D0%B1%D0%BE%D0%BB%D0%B5%D1%81/
https://www.slobodenpecat.mk/naczionalha-kampana-gi-zapoznavame-retkite-bolesti-fevruari-
mesecz-so-28-dena-i-28-retki-dijagnozi/

https://licevlice.mk/doza-vesti/articles/191
https://kanal5.com.mk/gi-zapoznavame-retkite-bolesti-28-dena-vo-fevruari-so-28-retki-
dijagnozi/a458971
https://www.radiomof.mk/foto-ohrid-bleska-vo-boite-na-retkite-bolesti/

. https://strugaonline.mk/vesti/lokalni/na-1-vi-fevruari-zapochnuva-nacionalnata-kampanja-qi-

zapoznavame-retkite-bolesti-2021/attachment/kampanja-retki-2021/
https://ohrid24.mk/?tag=%D1%80%D0%B5%D1%82%D0%BA%D0%B8-
%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8
https://ohridpress.com.mk/?cat=9&page=113&paged=6
https://frontline.mk/2021/02/28/zaokruzhena-tretata-nacionalna-kampa-a-gi-zapoznavame-retkite-
bolesti/

https://denesmagazin.mk/taq/829-1253/
https://doznaj.mk/2021/02/01/treta-sezona-na-proektot-gi-zapoznavame-retkite-bolesti/
https://24info.mk/%D0%B3%D0%B8-
%D0%B7%D0%B0%D0%BF%D0%BE%D0%B7%D0%BD%D0%B0%D0%B2%D0%B0%D0%BC%
D0%B5-%D1%80%D0%B5%D1%82%D0%BA%D0%B8%D1%82%D0%B5-
%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8-28-
%D0%B4%D0%B5%D0%BD%D0%B0/
https://www.mkd.mk/makedonija/razno/gi-zapoznavame-retkite-bolesti-28-dena-vo-fevruari-so-28-
retki-dijagnozi
https://bitolanews.mk/2021/02/02/%D0%B7%D0%B0%D0%BF%D0%BE %D 1%87%D0%BD%D0%B
0-%D1%82%D1%80%D0%B5%D1%82%D0%B0%D1%82%D0%B0-
%D1%81%D0%B5%D0%B7%D0%BE%D0%BD%D0%B0-%D0%BD%D0%B0-
%D0%BF%D1%80%D0%BE%D0%B5%D0%BA%D1%82%D0%BE%D1%82-%D0%B3/
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