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HAPATUBEH U3BELLTAJ HA AKTUBHOCTU 3A 2018

30PYEHUE HA TPAFAHU 3A PETKW BOJIECTU }UBOT CO NPEAU3BULMU

1. AEH HA PETKU BOJIETU, 2018

OBaa roauHa, 34py*KEHNETO ro ogbenexa AeHOT Ha peTkM bonectM Bo NMoBeKe rpafoBu:
butona, Banangoso, Ctpymuua, Ckonje, lNoctmsap, Oxpug, ... og, 2008 rogmMHa HAaTMYy MMa
noseye on 1000 HacTaHuM roguHO BO CBETOT 3a OBOj AeH. Kamnawata 3amoyHa KaKo
EBponckM HacTaH 1 npepacHa Bo r/iobasneH HactaH. OBOj AeH € MOHOCT 3a YYecHUUM of,
uenuot cBetT aAa 6buaat gen ofg rnobasHMOT MOBUK KOH KPEaTopuTe Ha MOJUTUKM,
NCTPaXKyBayn, KOMMNAHMUM M 34PaBCTBEHM paboTHUUM.

,
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U3jaea, BecHa AneKcoecka, npemcedamen Ha XXUBOT MNPEAN3BULN:

JleHom Ha pemKu 3a Hac, nayueHmume U cemejcmeama, Kou ce coovyysame co pemku
6os1ecmu e 0eH 80 Koj ja nomcemysame jagHOCMa WMo ce Hanpasusao 00 ceaa 3a Hac u
wmo mpeba 0a ce Hanpasu 3a 0a Moxce 0a 3a2apaHmMupame nocpeKHa UOHUHA 3a
pemkume cemejcmea. EOHO 00 Hajeopausume npawarba ce CeKako Hogume seKo8u, 3a
Ho800UjeaHOCMUUUPAHU U HosopeaucmpupaHu 6onecmu. Ha aucma Ha nobapysarsa ce
nekosu 3a CruHanHa MycKysHa ampodguja, 3a nyamMoHasnaHa ¢ubposa, 3a pamunujanHa
amusnoudHa rnoauHesponamuja, 3a CUCmMemMCKa CKAepo3d, 3a MycKyaHa oucmpoduja AyuweH
u bekep, 30 pemKu paKosu HA XeMamos102Uja U OHKO/02Uja, 3a pemKu a8moumyHu
bonecmu Ha pesmamornozauja. O4ekysame e niekosume 0a ce Habasam 80 HAjCKOPO
MOXHO 8peme u 0a budam den 00 aucmama ywme o8aa 200uHa. 3a nayueHmume co lowe
ocakysame u opasHa mepanuja 0a ce Habasu co yes 0a UM ce 0aeCHU Husomom Ha
nayueHmue co wWmo Hamecmo Ha 0ee Hedenu 0a 0oa2aam Ha UH@Y3Uja Ke Moxe Ha 6
meceyu 0a nodu2aam opasaHA mepanuja Koja ke ja npumaam doma. 3a nayueHmume co
jyeeHuneH apmpumuc bapame u nekom eHbpen 0a bude docmaneH (0o ceza 0se Opyau
mepanuu ce 00CMarnHu rnpeKy npoz2pama u npeky 0emcka KAuHuka). Oyexkysame 80
ueHmpume 3a coyujana 0a ce obyyam spabomeHu 3a pemkume 6osecmu 3a 00 Moxce
coodsemHo 0a 2u UHOPMUPaAam cemejcmeama Koaa Ke YyKHam Ha HUBHama epama.
Bapame 0a ce nodobpu u dujazHo3ama 00nocHo 0a ce pegpyHOupaam cpedcmaea 3a
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L ] m L - ag @ *
+JHHBOT . % .
MPE[BHIH JgﬁA &E%
e T i R e

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

dujazHo3a 80 MakedoHuja 3a 6osecmu Kou He ce 8KayveHu Ha aucma Ha ®30M u ako Hema
MoMHOCmM 0a ce dobue dujaeHO3a 80 HaWama 3emja 0a ce ucrnpamam cooo08eemHo
mamepujanu 8o nabopamopuja co Koja ce copabomyea 3a 0a ce cmuaHe 00 OujazHo3a.

Pemko 3Hayu 0a masaKaw rno dujazHo3a 00 HEKOMKY meceyu 00 Had 10 200UHU, pemKo
3Ha4Yu 0a 3Haew OeKa UMa siek Hekade Mamy 80 HeKoja Opyaa 3emja, HO mu 20 Hemaw
3amoa wmo e npemozy cKarn, pemko 3Ha4yu 0a Hema Opyz co meojama 6osecm 80 mgojom
2pad HUMy 8o meojama 3emja, na 20 bapaw Ha basnKaH u Nocse 8o ceemom ... PEMKO 3Ha4u
KO2a Ke 20 npawaw 0okmopom 3a meojama 6osnecm moj da ja 6apa Ha uHMepHem 3a 0a
mu Kaxce, pemko 3Ha4u Koaa Ke ja criomeHew b6osnecma 0a mopa 0a ja objacHysaw budejku
ny2emo mucsam 0eKka UsMUCays8all, PemKo 3Ha4u cekoj 0eH 8a mu e ucriosnHem co bopba
30 00 2u U38pWUW CeKojoHesHUMe 068PCKU... PEMKO 3Ha4U 0d cu edeH 80 UAjadHUyU U Koad
Ke Haj0ew Opyau ucmu Kako mebe KaKo 0a cu 20 Hawos 8Mopomo CemMejcmeo, pemkxo e
Ko2a He Moxcew 0a ja nAaHUpaw UdHUHama ...

20 po 25 dpeBpyapum ce opraHMsnpalle HacTaH og Jocnd Muwesckm u Hebojwa MeTpecku. OBaa np.a
C/IMKA Ha NoaApLUKa e HanpaBeHa Kaj rpagoHavYanHUKoT Ha Foctmneap, ApbeH TapaBapu. bnarogapHu
CMe Ha noagpukaTa Ha MNMpokam cTygmo u Foctueap.

‘

K1 saenvocmenocunim Q

Ha 26 ¢ebBpyapu Bo butona Ha nnowrag MarHonumja co ogapwka og Xenap LleHTtap
butona ce opraHusmMpalue HacTaH 3a NOAUrHYBakb€ HA jaBHATa CBECT 3a peTKute 6onectu
3aeAHO co npec KoHpepeHuuja. brarogapHu cme Ha NogAapLlIKaTa 04 y4YMAULWITETO JaHe
CaHpgaHcku u Jocun bpos Tuto butona.



http://challenges.mk/wp-content/uploads/2018/03/gostivar.jpg
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Co BaKBaTa KaMMakba MoAXKyBaMe ZleKa CEKOj MOXKe [a ce MPUKAYyYM M A3 Aage NoaapluKka
3a cemejcTBaTa Co peTkM bonecTu.

Ha 28 ¢eBpyapu Bo Oxpup, lopaaHa Jlonecka opraHusupalwe noBeKe HAcTaHM 3a
noaurHyBake Ha jaBaHTa cBecT. CpegHuTe yunnuwTta og, Oxpug cute ce NPUKAYYMja KOH
HacTaHMTE KaKo MapLLIOT 3a peTku 6osectu.

NcTo TaKa ce ogpKa M NnpomoLmja Ha NecHa 3a peTku bonectn — Cute cme UcTK, Koja belwe
n3seaeHa og TaneHTn oz woyto Oxpua Cynep Seesaa. MNecHaTta belwe cHUMEHa BO CTyANOTO
KuTpo3aH, my3unkaTta e Ha JoBmua Kapannesckun u TeKcToT e Ha Cawo MuTaH. ApaHXKmaHoT e
Ha Josunua Kapanmesckn un Aumue KNTpo30CKU.

XeneH AOpPOH LEHTApPOT MUCTO y4vyecTByBalle BO KamnakbaTa 3a MNoA4pLIKA Ha efeH of
HMUBHMTE ydeHuUuM — MBa XalumMmHaoBa Koja uma KoHreHuTanHa MyckynHa [Auctpoduja.
Hema nek HuTy Tepanuja 3a oBaa bHonect. N yyeHuUMTE Of, HEj3MHOTO yymauwTe ce
NPUKAYYMja KOH oabenexyBarbeTo Ha AEHOT Ha peTku bonecTu.


http://challenges.mk/wp-content/uploads/2018/03/охрид-3.jpg
http://challenges.mk/wp-content/uploads/2018/03/охрид-4.jpg
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#ShowYourRare #rarediseaseday #MyRare #CureCMD

Helen Doron Centar

M ocHOBHOTO yumnuwTe ['opfuja Mynescku, Aepoapom, Ha 21 pespyapu ce NpUKAYYM BO KamMnarbaTa
W Aafie NOAAPLIKA 3a peTkuTe Bonectu 3a coyueHuukaTta Mea XayumaHoea 3-1 ogaenexue.

Ctpymmua u BanaHpoBOo UCTO ja Aajoa cBojaT noaAaplika 3a petkute 6onectu
npeasoaeHu og Jbybuua NMpogaHosa.

Yunnuuwtetot JaHe CaHgaHckm oa CTpymuua rm noaaprka cemejctsaTta co PeTku 60/1ectn u
fpeuaTa og BanaHAoBO UCTO ja Aafoa cBOja NoAgpLuKa.

grm
S



https://www.facebook.com/hashtag/showyourrare?source=feed_text
https://www.facebook.com/hashtag/rarediseaseday?source=feed_text
https://www.facebook.com/hashtag/myrare?source=feed_text
https://www.facebook.com/hashtag/curecmd?source=feed_text
http://challenges.mk/wp-content/uploads/2018/03/iva-hadzimanova.png
http://challenges.mk/wp-content/uploads/2018/03/струмица1.jpg
http://challenges.mk/wp-content/uploads/2018/03/valandovo.png
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Do6ueme noaapwka u og npemuepot Ha MakepoHuja — 3opaH 3aes. Toj o6jaBu n3jaBa Ha
dejcbyKk Kage WTO ce M3jaCcHU AeKa ce MOTPebHW AO0NroTpajHM CUCTEMCKM pelleHuja 3a
peTkuTe 6bonectu 3a nyfeto co osme 601ecTm ga ce MHTerpMpaaaT NosecHoO BO OMWTECTBOTO
W Aa HemaaT npeau3BuLLKM Kom Tpeba Aa rm HaaAMUHYBaaT BO CEKOjAHEBHMOT XKMBOT.

> /‘( oW youyr

Zoran Zaev
Fahr - 28 at 1 g

Petkute Donectu He ce u300p, Kako LUTO M CUCTEMCKUTE PeLeHW|a Ha edHa ApX¥aBa He
cmeart aa ouaat uadop. Hue uenvme KoH ONWTECTBO BO KOe nuuyata co petkute Sonectu
ke OUaaT WHTErpUPaHKU W HUBHAaTA Pa3NUYHOCT HeMa Aa Duae npenpeka 3a CeKojAHeBHo
hYHKUMOHMPate. NULaTa co peTku DONecTy M HUBHWUTE CeMejCTEa, ce Dopuw 04 Kou cuTe
Tpeba aa ce MHCNVMpUpame 3a Toa Kako MOXe 4a ce crnpasysame CO Npeauasuum 1 Toa 4a
O Npasvme CO NO3WTUBEH enaH.

Tokmy 3apaaw oea, [leHoT Ha peTkuTe Donectu (Rare Disease Day) ro oabenex
3 HOBW NeKoBK BO lNporpamara 3a peTku DonecTi U Toa: efleH HOB NeK 3a Tepanuja Ha
CMHAPOMOT _loLWe”, efeH HOB fieK 3a Tepanuja Ha nuua co haMunujapHa aMunongHa
MonWHEBponaTuWja u efeH 3a Tepanuja Ha ananacTuyHa aHemuja

WcTo Taka, ro Haarpanueme enexTpoHCKUOT MHMOPMaTUYKM 3APaBCTBEH CUCTEM, OHOCHO
0BO3MOXYyBaMe eBUeHUM|a Ha PaCcToNOKIUBUTE KONUUYMHW NEKOBK, CO LITO
MuHucTepcTeo 3a 3apaecteo / Ministria e Shendetesisé moxe 80 peanHo epeme aa ja
cneaw KonuuyHaTa v cocTojbarta Cco NexKosuTe U 4a 0BO3MOXMW KOHTUHYUPAHO W
HaBpeMeHo cHabaysawe Ha NOTPedHUTE KOMUYMHK Ha NEKOBM.

Ha 28 ¢eBpyapu Bo CKonje BO opraHusauuja Ha HaumoHanHata AnuajHca 3a peTKu
6onectn ce opp:ka HactaH Bo EY uHPO ueHtapor. Ce obuaosme pga rm notceTmme
NPUCYTHUTE MHCTUTYLIMM 32 OHA LITO HanpaBuae A0 cera U WTo Tpeba noHaTtamy 3a Aa MoXKe
Aa umame nogobpa ngHuHa.

Mm 6narogapvme Ha cuTe LWITO Ce NPUKAYYMja KOH oabeneskyBarbe Ha AEHOT Ha PETKM
6onectv BO noadplKa Ha CemejcTBaTa KOM CEKOjaoHEeBHO ce coodyBaaT co 6e36poj
npeaussuuMm.


http://challenges.mk/wp-content/uploads/2018/03/zaev.png
http://challenges.mk/wp-content/uploads/2018/03/alijansa-den.png
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2. XXMBOT CO NPEA3BULUN HA CKOINJE MAPATOH

Ja npoponkysame Tpaguumjata 3a yyectBo Ha CKOMCKMOT mapatoH. M Bo 2018 roauHa
3aeaHo co Ckoncko HoKHO Tpuyatbe yyectByBame Ha CKOMCKM MApaToH 33 NOAWUrHyBare Ha
jaBHaTa cBecT 3a peTKkuTe bonectu.

Ha 6 maj, 40 yuecHuum Ha 21 n 42 KUnomeTpu Tpyaa 3a peTtkuTe 6onectn. Hawmor rnac e
NOCUNEH Kora cme 3aefHo.

CemejctBaTa co peTKkM HonecTcu ce coodyBaaT CO MHOTY Pa3NNMYHM NPean3BULM BO TEKOT Ha
MBOTOT. bnarogapHu cme Ha cuTe WTO ja NOALPMKYBAaaT OBaa aKTUMBHOCT ywTe og 2013
roguHa. Ce HageBame Aa NPOJO/IKMME Aa NPUAOHECYBAaMe KOH MAHWHATA Ha nyfeto co
peTku bonecTu.

U3jaea — BecHa Anekcoscka, lpemcedamen Ha Hueom co lpeduzsuyu

,,Co U3pabomka Ha peaucmapom U 320/1emMy8aHe Ha (hUHAHCUUME 80 Npozpamama 3a
pemku 6osaecmu ce 0803MoxcU Habaska Ha okony 30 nekosu Kou 0o ceza bea HedocmarnHu
30 nayueHmume co pemxu 6onecmu. MuHucmepom BeHko ®unaunye 20 00pxca
semysaremo 00 0eHOm Ha pemkKu bosecmu U Ha meKosHUOM meHoep uMma 3 HOB8U AeKo8U
3a pemku 6oaecmu.

Cé ywme uma nompeba 00 Opyau s1eK08U 30 HOBOPE2UCMPUPAHU NAYUEHMU U 30 HO8U
n1eKkosuU KaKo maksu ce llynmoHanHa ¢pubposa, JyseHuneH Apmpumuc, 6UoI0WKU eKosu 3d
a8O0MUMYHU pesmMamosioWKU pemku (Ho u 3a yecmu) 6osnecmu, nomoa u 3a AyweHe u
bekep myckynHa oucmpodhuja He ce docmnaHu NocmoeYku sekosu. Mlcmo maka 6apame u
nodobpysar-e Ha Keasaumem HA #usom 3a nayueHmume co 6osecm Ha lowe co
o0be3bedysarbe Ha OpanHa mepanuja HaMecmo UH@y3uoHama mepanuja kade
nayueHmume mopa 0a 00am Ha UHGY3uja Ha cekou 0ee Hedenu.

00 ®30M ce ywme oyeKysame U 000bpysar-e Ha pegyHOayuja 3a nocebHu 3a8ou U
¢nacmepu 3a Enudepmonucuc bynoca, uako ucmume 6ea semeHu yuime 8o 2016 200uHa
80 ¢hespyapu.

OHa wmo 80 roc/ae0HO 8peMe e 3a2pUMHy8aYKo e dujazHozama. Umasme 3 cay4au 8o
nocnedHuUmMe 08a meceyu U moa Ha bebe 00 4 meceyu, Ha deme 00 10 200UHU U Ha
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803paceH Y08eK Kade He Mmoxceule 0a ce nocmasu oujaeHo3a 8o MaKkedoHuja u cé yuime He
e nocmaseHa ucmama. Haxcaaocm He ce pepyHOUpaam mpowoyu 3a nompaza no
dujazHo3a 80 cmpaHcmMeo HUMYy nak 8o MakedoHuja 00KoKy 0jaeHo3ama He e Ha Aucma
Ha OujaeHo3u kKou ®@30M 2u naaka (0OHOCHO ce naaka camo napmuuyunayuja). Aneaupame
Wwmo rockopo 0a ce pewu 080j Npobaem 3amoa wmo 6e3 OujazHo3a He e MOXHA HU
mepanuja u nayueHmMume U cMeejcmeama #useam 80 Heu38ecHoCm 3a €80jama UOHUHAQ.

lMpodonxysame co KomyHukauuja co MuHucmepcmeomo 3a 30pascmso, 30M, MAHY u co
MuHucmepcmeomo 3a mpyo u coyujanHa NoAUMUKA o yes 0a ce 0803MOXAmM c0008eMHU
ycnyau 3a cemejcmsama co pemku 6osecmu, NoYHy8ajKu 00 OujazHO3a, MpoooaHys8ajku co
dobusarbe Ha coo08emHa UHopmayuja, Habaska Ha paHa mepanuja, 00cmManHoOcmM Ha
coodsemHu 30pa8cmMeeHuU U COYUjanHuU ycayau 3a nayueHmume.. CeKoj 4o8eK 3acayxcysa 0a
dobue waHca 3a nodobap »cusom. Camo co 3ae0HU4YKa paboma npeky 0obpa
KOMYHUKayuja moxce 0a ce 0803Moxcu nodobap Keasumem Ha xcusom.”

3. PETKU BOJIECTU HA OXPUA TPYAT

Ha 3 jyHu, 50 nyfe Tpyaa 3a peTku bonectn Ha Oxpug Tpuat. MNopakaTta e jacHa — cakame
HaBepmeHa W becnnatHa AMjarHo3a, cakame NpucTan A0 WMHOBATMBHU NIEKOBM, CaKame
npucTan 4o coogBeTHa Hera, cakame nogobap xusoT. OBaa aKTMBHOCT Helle opraHn3npaHa
opa lNoppaHa Jlonecka u umasme noAaapLuKa o4 onwTuHaATa Ha Oxupa,.

Usjaea NopdaHa J/lonecka, akmusucm so Mueom co lpeduzsuyu

,»,30 Auyama co pemku bosecmu Ke mpyaam npogecuoHanyu, Ho U camume AuUyd, KaKo U
HuUsHUMe pooumenu. Y npogecuoHanyume, Ho U epazaHume ja nodopxaa Hawama udeja
0a mp4yaam 3a Auyama co pemku 6oaecmu U Ha Moj HAYUH 0a MOMO2HAM 80 NMOOU2AHE HA
jasHama ceecm 3a npobaemume u nompebume Ha osue Auya.3a npe nam Ha Oxpud mp4yaT
Ke npucycmeysaam rnayueHmu co 7 pemku Ouja2Ho3u.

Tumom Ha pemKume 6osecmu e NodopxaH U 00 MUHuUcmepom 3a 30paecmeo BeHko
®duaunvye, MuHucmepom 3a ¢uHaHcuu [lpazaH Tee008CKU MUHUCMepom 3d
UHGOPMAmMuYKo onwimescmeo U mMexHOs02Ujad KAKoO U OpwdaeHUom cekpemap npu
MUHUCmMmepcmeomo 3a HadsopewHuU pabomu Bukmop JumoscKu”
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U3jasa — BecHa Anekcoecka, lpemcedamen Ha Yueom co lMpedu3zsuyu

,fopdarHa Jlonecka e edeH 00 HaAWumMe HAJOKMUBHU 4Y/7€HO8U 80 30pyHeHuemo,
0P2aHU3UPAjKU HACMAHU 30 NOOU2HY8AHE HA jagsHama caecm 80 OXpuod, HO U MNOKpeHysajKu
ja nocmankama 3a Kpeupare Ha NOWMEeHCKA MapKa 3a pemkume 6osecmu. O80j HACMAH e
ywme edeH 80 HU3AMQA HA HACMAHU 30 MOOU2HYy8AHbe HA jaeHama ceecm 3a pemkume
6osnecmu, 3a 0a ce nomcemume 0eka Ha cemejcmeama um mpeba nodopwka, um mpebaam
coo08emHuU 30pas8CcMBeHU U COYUjanHU ycayau.

Pemkume cemejcmea ce makeu, cekoj nodasa paxka Ha opyauom, 3amoa wmo 3Haeme cme
c8ecHU 3a moeapom Koj 2o Hocume. [Mo4yHysajku 00 npobaemume 3a dobusarbe OujazHo3a,
na npodosxysajku co mnompaaa rno UHGopmauuu, no mpemmax, no KOHMposaa Ha 6oaecma
Koja ja Hocume OoXUBOMHO. BeKe ce HarnpaseHU npsume 4YeKopu KOH nodobpysarbe Ha
Hawuom xcusom. MuHucmepom byjap OcmaHu 8o 2009 2oduHa ja doHece lMpoepamama 3a
pemku 6onecmu (1 6onecm, 3 nauyueHmu), MuHucmepom Hukosna Todopos ja 3ajakHa
¢uHaHcucku, ja npowupu 3a 30 nekosu u 18 dujazHO3u, U 3aNOYHA peaucmap Ha pemkxu
b6onecmu 8o 2015 200uHa. MuHucmepom BeHko ®ununye dodade mpu HOBU a1eKO8U 08ad
200uHa. O4yexkysame peuieHue u 3a Opysume nompebHU mepanuu, Ho U 3d MOXHOCMA 3d
dujaeHo3a, oyekysame 0a ce caedu naaH Koj Ke Hu 0oHece nodobpa UOHUHA.

OcmaHysame Ha Hawume 6aparka u au OononHysame croped nompebume Ha
nayueHmume U cemMejcmeama Kou ce coo4yysaam co pemku 6osecmu. Cume Hue
3acayxysame nodobpo 30pascmeo u nodobpo onwmecmeo. 3acnyxysame nodobap
wusom. Kako 30pyxceHue Ke npodonxcume copabomra co MHo2y Opyau op2aHu3ayuu Kou
pabomam eo obascma Ha 330pas8cmeo U CO 30pyiceHU cuau Ke bapame 00a120pP0YHU
peuwieHuja 3a nodobpysarbe Ha 30pascmeeHu ycayau, Heaa U mpemman. “

4. IMHUIA 3A NMOMOLU 3A PETKU BOJIECTU

Bo nocneaHuTte 3 roguHu 1 noseke Mmame GYHKLMOHAHA IMHMjA 32 MOMOLL Ha NaLMEHTHU U
cemejcTBa KOM Ce coo4vyBaaT Cco peTka bonecT. Mako He e oduumjaneH 6esnnateH 6poj,
cenak ¢QyHKUMOHMPA NO Pas/IMYHU KaHaAW, Kako TenedoH, CoumjanHu Meauymu KaKo
¢dej3byk, Bajbep, e-maun ... HAj4eCTo MMaMe Mo ABa NOBMUM Ha AeH, U ce paboTu u 3a
BMKEHAM W 3a npasHuuM. Mmame M coctaHouu auue Bo auue. MoHeKkoraw pobusame
noBMUM Of, Ny)Ke co apyrn 6onecTm M CooOABETHO M HaAcovyyBamMe KOH pesieBaHTHUTe
OpraHM3auumn Kou MoXKe A UM NOMOrHar.


http://challenges.mk/wp-content/uploads/2018/06/DSC07182.jpg
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HA PETKW BONECTH ; y.é‘
= EIFE

JIMHWJA 3A NOMOLL

CHALpENGES

HELP LINE FOR
RARE DISEASES

Co uen ga nomorHeme noseke, peanusMpaBMe KOMYHWMKALMja CO OpraHM3aumMn 3a peTku
bonectn on permoHoT Kako Cpbuja, XpBaTcka, LpHa lopa, byrapmja, CnoseHuja, bocHa u
XepueroBuHa. CuTe eHTY3MjaCTUUKM CME HaACOYeHW YMOPHO Aa M noaapiyBame M ga rm
nomarame cemejcTBaTa CO peTKM bonectn. UCTo Taka OpraHM3Mpame WM pPermoHanHu
KOHpeepeHUMmM, COCTaHOUM, cnogenyBame Hajaobpu NpakTUKM U 3Haere, cnogenyBame
KOHTAKTM 0f, 34PaBCTBEHM NpodecmoHanLm, ce coBeTyBame 1 noagpxysame mefycebHo co
Len 43 HanpaBMMe NoBeKe 3a CEMejCTBATA KOM Ce COOYBYaaT CO pPeTKu bonectu.

Eapal-ba 3a nomouw n noggplika ce Haj‘-IeCTO cnegHuTe:

e [lann mojaTta bonect e peTka unam yecrta?

e Kaze moXam Aa Hajaam nHpopmaumn? Janu moxe Aa npesesere nHbopmaumm 3a
MmojaTa peTka bonect?

e [lanun nocton nek?

e [lanwn nekot e gocraneH u pedyHampaH Bo MakeaoHuja?

e Kako pa ce pernctpupam 3a ga aobujam nekosu?

e [lanv 3HaeTe HeKOoj Apyr co mojata bonecr?/

e [lann moxe a Me NoBp3eTe Co APYrM CEMEjCTBA U NALMEHTU?

e [lanu 3HaeTe AOKTOPU KOU MOMKe Aia MM ja objacHaT mojaTa bonect?

e Kapge pa 6apam gujarHosa?

e Kou MHcTUTyuMn Tpeba ga rv KOHTaKTMpam 3a ga rm gobujam npaBaTa KoM MU
cnegysaat?

e Kako fa Hanuwam NMCcMo A0 MHCTUTYUnja?

e [lann MoXKe Ja MW NOMOrHeTe CO AOKYMEHTaumjaTa 3a Aa ja nogHecam Ao
MHCTUTYUMja?

e [lanun TpeTMaH co MaTUYHUN KNETKU € KOPUCEH?

e [lann MmoKe fia HM NOMOrHeTe Aa cobepeme fOHALMM 33 NeKyBakbe?

e Koje opgorosopeH Bo ®30M 3a peTkn bonectn?

e Koj e ogoroBopeH Bo MUHMUCTEPCTBO 3a 34paBCTBO 33 peTKU bonectn?

e [lanu cneunjanHaTta UcxpaHa e pepyHanpaHa u Kako aa pedyHampam?

e Kojoanyyysa ganu ke nobujam nek nam He?

e KonKy gonro tpeba ga Yekam 3a ga gobujam nek?

e [lann KNMHWKaTa e 04roBOPHa 3a HabaBKa Ha MOjOT NekK?

e [lann mu cnesyBa COLMjanHA NOMOL MW HELUTO CINYHO?

e [lann uma KAMHWUYKK cTyAMK 33 MojaTa bonect?
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e [lanu moxe Aa Mu 0bjacHUTE KaKo ce peannsnpa KAMHUYKA CTyAMja U KaKO MOXKe Aa
ce BKAyunme?

Hajuecto gasame ofrosop BegHal WAM BO POK o4 Hedena geHa. AKO He ycneeme ga
Aobveme oarosop, NPOAOJIKYBaMe CO peAoBHA KOMyHMKaUWja OOAeKa He ycneeme Aa
CTUTHEME A0 pelleHuja Ha npobaemuTe U Npean3BULUTE CO KOM Ce COOYYyBaaT cemejcTBaTta
CO peTku bonectn. 3a ga NOMOrHemMe YecTo nNuuyBame AONUCK U OpraHnU3npame COCTaHOUM
CO MHCTUTYLIMWN N CEKAKO MPeKy meanymuTe ce obuayBame Aa npusiedyeme BHMMaHUE KOH
npobsemoT U HeroBo 6pP30 peluaBakbe.

MNcTo Taka Npeky nMHMjaTa 3a NOMOLL ycrneaBme Aa NMOMOrHEMe BO CO34aBakbe Ha YeTupu
HOBW OpraHM3aummn 3a petkn bonectu. Kora opraHmsmpame cobupu 3a ogpegeHa bonecr,
objacHyBame aeka e gobpo aa ce dopmupa opraHusalmja U nomarame Bo cobupare Ha
NOKYMeHTalUMja, NUNiLlyBartbe Ha NPOEKTU, cobuparbe Ha CpeacTBa 3a aKTMBHOCTU, AaBame
NPUMepN 3a Kako M [0 KOro nuilyBame JAONUCKM A0 MHCTUTYUMM, TU crnogenysame
KOHTaKTUTE WITO MM MMame, OpraHM3Mpame COCTaHOLM CO UHCTUTYLUMWU U CAMYHO. 3a cera
NMoMOrHaBMe 3a Aa Ce co34aAaT opraHusaumm 3a 6onect Ha BuncoH, Tanacemunja, MyckyiHa
ancrtpoduja, CnuHanHa MyckynHa atpoduja u NynmoHanHa XunepTeHsuja.

BoegHo ru NOKaHyBame CuUTe OpraHns3aunn 3a pPeTKu 6onectu Aa Ce BKAy4YaT BO
HauuoHanHaTta anntha 3a PETKU b6onectn co uen 3aegHo Aa copa60TyBame cnTe 3a
no,u,o6ap KBa/IUTET Ha XNBOT Ha CeMejCTBaTa KOU Ce CO0o4yBaaT CO PETKU 6onecTu.

[pyra akTUBHOCT e 1 rpynuparse Ha npobaemun n npeamnssmnum. OA4HOCHO KOra rnegame Aeka
Ha NPUMMEP MMa MHOry npobnaemu npujaBeHM BO OAHOC Ha OPTOMNEACKM nomarana, rm
cobvpame npobnemute og MauMeEHTUTE M OpraHM3auMMTE U OpraHM3Mpame COCTaHOK CO
cooaBeTHa MHcTUTyuMja (Bo 0BOj cnydaj P30OM) co uen ga Hajaeme pelleHWe n aa
HagMMHeMe npean3BuLUTE.

’ o i o

ANKANDOWNAL
CKONJE

TPAJYE
Sty et MYKAETOB

TPAJME
MYKAETOB

" AJYE
S+*KAETOB
o

ANKANDWVNAL
CKOMJE
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Hawe Hajronemo fOCTUrHYBakbe € CEKaKo MOBP3yBatbeTO Ha NALMEHTU U CEMEjCTBA. UMame
MHOTY yCMelWHN NPUKaA3HU M MHOTy CPpeKHM CemejcTBa NopaaM OBaa aKTMBHOCT. Kora Ke
fobvell peTKa AnjarHosa, He e IeCHO a NPOAOJIKMLL CO XMBOTOT Kako nopaHo. Ho, Kora Ke
3ano3Hael HeKoj Koj BEeKe CO roAMHU KMBee CO Taa AMjarHosa, pabotute ce meHyBaaT M
nonecHo ce npudaka AnjarHo3aTa, ce pasameHyBaaT MHGOPMALUN U 3HaEHE U CO 3ae4HUYKM
CUY Ce HagMWHYBaaT NpeaunsBuumTE.

Ha Kkpaj og 2018 roanHa gobusme aoHaumja og ®PoHaaumja Tpajue Mykaetos, AJIKAJION/
A[l Ckonje 3a Aa ja NnpoAoaKMMe HawaTa paboTta npeky JIMHMjaTa 3a nomoll. Ycneasme Aa
noTnMweme MemopaHAyM 33 cOpaboTKa CO MCUXONIOF CO Uen Aa MOoXe Aa ucrnpakame
nauueHTn 1 cemejcTBa 3a Aa ja AobujaT NncuxosiowKaTa NoMoLl Koja um e notpebHa. Toa ro
HanpaBMBME CO MemopaHAym 3a copabotka co HEOKOPTEKC - BoaeH op WMBaHa
XaumBaHoBa. McTo Taka 3a Aa ro nogobpume npuctanoTt 4o MHpopmaummn 3a peTkm bonectu,
noTnuwiaeme M MemopaHaym 3a copaboTka co 3apyxeHuneto HKUMBOT op Cpbuja. Tue
3ano4yHaa co M3paboTKa Ha Beb cTpaHa Kage uma nHbopmaLumm 3a peTkn bonectn Ha Cpncku
jasuk M BO Koja ce BKAy4YeHU U HOpPymMM 33 AUCKYCHja 33 NALMEHTU, CeMejcTBa U 3a
34paBcTBEHN paboTHMuM. Ha wctata Beb cTpaHa HaweTo 34py)KeHue Ke pgogane
MHbOPMaALUMM 3a peTKM Bonectm Ha MaKeaOHCKM ja3uK U HalMTe NAUMEHTU U 34PaBCTBEHMU
pPaboTHULM Ke MOKe Aa r'v KopuctaT popyMmuTe 3a AMCKYCHja CO WTO Ke ce 3rojieMn HUBOTO
Ha copaboTka nomery aseTte 3emju. OuekyBame ga ce npukayum un LipHa Ffopa v apyru 3emjm
0f, PETNOHOT.

Ha oBOj HauMH cMe CUTYPHU AeKa ro 3roemyBamMe HMBOTO Ha MOMOLL M NOAAPLWIKA KOH
cemejcTBaTa KoM ce coodyBaaT cO peTkn bonectm Bo MakegoHuja. [loHaTamowHO
o4yeKyBaMe M norosiema copabotka co MMHUCTEPCTBO 3a TPyA M couMjanHa NOANTUKA CO Len
Aa cTaHeme oduUMjanHO gaBaTen Ha YCAyrM U Aa cTaHeme MHGPO LeHTap 3a peTkn bonectu
BO MakegoHuja.

5. MECEL MAJ 3A UXTUO3A

Ha 29 maj Bo locTnBap MmaBme NpomMmoLMja Ha BUAEO 32 NOAUTHYBaHE Ha jaBHATa CBECT 3a
b6onecta uxtmosa. Jocud Muwesckn co MNpoKkam CTyaMo HanpasBuja BUAEO Koe Mnps naT ce
npomosupalle Bo Kade bapoT People BoO locTtmBap. Buaeoto e AocCTanHO Ha cnegHUOT
NMHK. UMa 1 npeBoj, Ha aHMIUCKM ja3uK - https://www.youtube.com/watch?v=z d2CDIvtlg .



https://www.youtube.com/watch?v=z_d2CDlvtIg
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6. AJZINOPT PETMOHATHA CPEABA, 31 asryct — 2 centemBpu, 2018

34pYKeHMETO Ha rpafaHu 3a peTku bonectn ,Kueot co Mpeamssnum® og 31 asryct go 2
centemBpu ja oap:Kyea [lpBaTa bankaHcka Cpepba 3a Annopt CuHapom, Bo Oxpwug,
MakegoHuja. OpraHm3saumjata e Ha lopaaHa Jlonecka, BecHa AnekcoBcka u [p Benunbop
Tacuk. OTBOparbeTo 3anoHa co obpakare Ha Majka Ha pete co Annopt CuHAPOM,
MuHucTepoT 3a 34paBcTBO U MpagoHaYaNHUKOT Ha onwTuHa Oxpua,.

{

e *’ FIRST BALKAN
- A MEETING FOR
LIFE ALBORT,
b inesSYNDROME

31AUGUST - 2 SEPTEMBER 2018
- ~Ohrid, Macedonia - - .

Usjasa, lopgaHa Jlonecka, aktusuct Bo XXUBOT CO NPEAU3BULU, majka Ha geTe co
ANnopT CMHAPOM, OpraHu3aTop Ha KoHdpepeHuujaTa:

Lparo mu e WTO AeHEeC ce NPUCYTHMU N MHCTUTYLMWU U NALUEHTU N SOKTOPWU, 3aTOa WTO
3ae[1HO MOXKeMme [1a HanpaBMMe NOBEKe 3a CeEMejcTBaTa KoM Ce COoYyBaaT co peTKa bonect
Kako Annopt CuHapom. Ce HageBam AeKa cemejcTBaTa Ke MMaaT MOXHOCT BO TEKOT Ha oBMe
TPV AeHa Aa pa3roBapaaTt U UCKPEHO Aa npallyBaaT Ccé WTOo cakaaT Aa 3HaaT 3a AnnopTt
cMHApom. Kako majKa Ha geTte co AAnopT 3Ham LITO 3HAYM Aa TU Ce CPyLUM CBETOT Npea Ho3e
Kora Ke gobuell aMjarHo3a co Koja He 3Hael LTO Aa NpaBWLL 3aToa LITO HEMA JIEK.
OcTaHyBa Aa HOCMME HaAeX AeKa Ke MMa HOBW KIMHUYKKN UCTPaXKyBakba U NEKOBU KOU Ke ro
NpPoAoAXKaT M NoaobpaT KMBOTOT co AnnopT CUMHAPOM.
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M3jaBa, BeHko ®dununue, MuHucrep 3a 3apascrTeo Ha P. MakegoHuja:

CMmeTam AeKa CaMO Ha BaKBWM COCTaHOLUM Kade ce MPUCTYHU CUTE 3acerHaTu CTPaHU MOoXKe
3ae4HO [a ce HanpaBuM MHOry noseke u Aa ce gobwujat gobpu pesyntatn. [JokTopute u
ekcnepTute Tpeba ceKkoraw Aa MM ce Ha pacnosiarakbe Ha MauueHTUTe, a WUCTO U
MHCTUTUTYLMUTe. Ke ce obuaeme Aa ro Haarpagume KMBOTOT Ha CUTE NaLMEHTH, rpafaHu BO
HawaTa 3emja. Co 3apy)KeHujaTa 3a peTkn bonecTn 3anoyHaBme copaboTKa ywTe npep,
roavHa AeHa, Kafe MMaBMe COCTaHOLM Ha KOM UCKPEHO ce CTaBMWja Ha maca cuTe npobaemu
n npeanseuum. [len og pabotuTe rv 3aBplUIMBME, a Ha Aen ywTe pabotume. ENeKTPOHCKMOT
perucTap e HanpaBeH, TP HOBU NIEKOBU ce HabaseHW. Cera pabotTume Ha NnogobpyBake Ha
ANjarHOCTUKa Ha peTkn 6onectv, U Ha OoHecyBarbe Ha HOBM NeKoBM. Ha cocTaHOK co
MwuHucTepoT 33 PuHaHcUKM nobapasme norosiem 6yLET 3a 34pPaBCTBO, M BOEAHO 33 PETKUTE
6onectn. Ucto Taka pabotume Ha cneunjaneH ¢oHa co CTonaHCcKa KOMopa 3a Kpeupame
[ONOJIHATE/IHU CPEACTBA 3a /IEKOBM 3a pPeTKu bonectu.

M3jaBa, KOHcTaHTUH FeoprueBcku, 3ameHuK NpagoHavyanHuUK Ha Oxpua:

fopan cMe WTO Kaj Hac ce cnyyyBa efHa BakBa bankaHcKa cpeaba M Tyka cme pga ro
noaAp’KMMe CeKoj npouec Ha copaboTka. YbeneH cym Aeka BO OBME TpU AeHa, MouTe
LEHeTM KoNern n ekcnepTn Ke NnoHyaaT 3Haewe M HoBM MHbOpMaLMn Kon Ke um buaat opg,
KOPMCT Ha NaumeHTUTe U cemejctaTta co AnnopT CMHAPOM, HO U BOEAHO Ke CU pa3meHarT 1
MCKYCTBO M Mefycebe 3a NMoHaTamMoWHO noaobpyBatbe Ha TPEeTMaHOT Ha AnnopT CUHAPOM
Bo MaKeaoHuja. BM nocakyBam npujaTeH NpecToj Bo HajybaBmoT rpag Kaj Hac, Oxpua.

M3jaBa, BecHa ANleKCOBCKa, NpeTceAaTten Ha 34PpYKeHUeTo:

Kora npB nat ja 3ano3Has MopaaHa Jlonecka 3HaeB Aeka Toa € MajKa Koja Ke ce 6opu He
camo 3a bonecrta Ha cBOeTO AeTe, TyKy 3a cuTe Aeua co peTku bonectn 1 Toa 1 ro Hanpasw.
Co HeusmepeH eHTy3Mjazam Jlonecka oAp:Ka MHOTy pas/IMyHM HacTaHu Hu3 Oxpua 3a
NOAUTHyBakbe HA jaBHATa CBeCT 3a peTKuTe 6osiecTv, a M3aejcTyBaBa M [a ce Kpeupa
NOLWTEHCKa MapKa 3a peTkuTe bonectn. Ce HageBam AeKa Ke ce oxpabpaT 1 gpyru cemejcTea
co peTkun bonectn ga 6apaat nogobpyBarbe Ha KBAJIMTET Ha MBOT 3aTOa WTO CMTE rparaHu
3aC/y)KyBaaT LWaHca 3a nogobpap KMBOT. ANNOPT CMHAPOM e 60NecT 3a KOja MOMEHTAIHO
HeMa JIeK, HO Ce UCTPaXKyBa M Ce HaZeBaMm AeKa Kora Ke ce ogobpu UCTUTOT Ke buae 3a 6p30
AoCTaneH u Kaj Hac. Mopa Aa ce CTpeEMUME KOH CUCTEMCKU, AO/ITOPOHU peLleHnja Kou Ke
npuaoHecaT ga ce noaobpu npucTan A0 paHa AMjarHO3a, paH TPETMaH M Hera, U KOHTpPoa 1
cneperoe Ha bonectute 6e3 pasnvKka Janum ce peTkU UAN YecTu.

7. UCKAYYBAHE HA KOPAB, 9 centemspu, 2018

MpogonkMBme cO TpauujaTa Ha WcKadyBarbe Ha Kopab no nosoa 8 centemBpu, AEHOT Ha
He3aBMcHocTa Ha P. MaekgoHuja. OBaa aKTMBHOCT e BO copaboTka co 3apyeHueto Kopab uumm
YNEeHOBM ro NOCTaBKja HalWeTo 3Hame Ha BpBOT onem Kopab.
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8. UCKAYYBAHE HA NZTAHUHCKU BPBOBU U TPHAHE HA MAPATOHU
3A PETKU BOJIECTU 20 MA)J

OXxpup, HOKHO Tpuakbe, maj 2018 u Oxpua mapaTtoH, jyau 2018
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30 jyHu, EBponcKu HaTnpeBap 3a NIAHMHCKO TpUYakbe
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ABryct, UcKauyBarbe Ha Tpurnas, ChoBeHuja

23 oktomBpM, PyeH nnaHuMHa

23.09.2018, Osogovski Planini, Ruen 2.252mnwv...
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11 oktomBpu, Kopab, LLynswa cteHa u 14 oktomepw, LLlap nnaHuHa — MNaat

Praznicen den kakov samo moze da se
posaka... .z

Maksimalno da se iskoristi "ciganskoto leto" iz
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20 oktomBpu, baba nnaHuHa — Menucrep u 27 oktomspu, MuneHkos KameH

20.10.2018, Baba, Pelister 2.60Tmnviz...po ~ 27.10.2018... Milenka na Milenkov Kamen

Kamenjar, preku Stiv 2.468mnv i llinden (2.217 mnv) t.e.jas na mojot kamen ...
2.542mnv... ,,

A posle druzba i gozba vo domot "Dimitar —"

llievski - Murato"... golema blagodarnost do
domakinitews ...

Aewart n Wap nnaHuHa

Co NpBMWOT CHer...cTUra u nogapLukara..MeHve
Fewat nnauuHa ,Bpe Benusap 2373mHB JosaHocka u llija Mirjanoski nnaHuHapea

#showyourrare neHecka Ha bopvcnasel 2675HB
LWapMnaHuHa ! Opyrapv 6narogap1Me 3a Ba...
Bugu noeeke

9. MPOMOLUMUIA HA ®UZTIM 3A PETKU BOJIECTU — IMLLATA HA TA®OPA

Ha 16 oktomBpwu, BocaHcKaTa ambacasa opraHmMsmpalle npomoumja Ha puamor JlvuaTa Ha
Nadopa, n Kako opraHM3aumja ce BKIyYMBME 3a ga MOMOrHeMe BO peasinsaumnja Ha
npomoumjata Ha puamoTt. Mimawe moKHOCT nybamkaTa Aa pa3roBapa 3a npobaemute u
npeau3BuLMTE Ha CeMejcTBaTa KoM ce coo4yBaaT co peTku bonectn. brarogapHu cme 3a
OBaa NoaAapLlKa U ce HageBame AeKa Ke ro npukarkeme puamot u Bo butona n Oxpug, Ha
AEeHOoT Ha peTkn 6onectn 2019 roanHa.
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A JIA T CITACH CBOMTE JIEBOJUMISA P ’5} ey

A STORY ABOUT MOTHER WHO \‘l()\ ED

3

QCUMENTARY MOVIE

sy DENIS BOJIC

TPEMHUERA HA JIOKYMEHTAPHUOT ©UIIM
na JIEHAC BOIMK g

NOYATYBAHK,

(‘.‘ : YECT HYA E AA BE MOKAHVME HA
s MPEMVEPATA HA ADKSMEHTAPHUOT OVAM
& «\VILIATA HA AADOPA»

HA 16.10.2018 MOAVHA, BO 19:00, BO MKLI CKOMNJE
KEJ "AVIMUTAP BAAXOB® BP. 15, CKOMJE

B Ho.E. AEMA BABUK, AMBACAAOPKA HA BOCHA W XEPLIEFOBUHA
| ¢ i BO PENYBEAVIKA MAKEAOHIJA

10. UHTEPHALUMUOHANEH OEH HA TOLLE, 28 Hoemspu, 2018

MaKko 1 oKTOBMpM e AeHOT Ha llowle, nopaan NOANTUUYKUTE NPUINKK BO 3emjaTta ogydymnBme
[a 04/10}KNUMe U peannsnpaBme HacTaH BO HoemBpWu. belle opraHnsnpaHo npeaaBambe 3a
AOKTOpUTE 04, 6oNHMLATa BO TeToBO.

MmaBme aBe npeaaBarba M T0a og MNpod. [1-p 3nate CtojaHOBCKM 3a bonecTa Ha lMowe
(amjarHosa u TpetmaH) 1 eaHo oa Mpod. -p Bennbop TacKk 3a MHOBAaTUBHU TEXHOOTUN
npw gujarHosa Ha peTkn 6onectun. NcTo TaKa ja npeseHTUpaBMe M OpraHusaLmjaTa U Kako
nogAp’KyBame M Nnomarame NauneHTU 1 CEMejCTBa Co PeTkM bonectu.
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11. AYLWUEHOBA MYCKYJIHA OUCTPO®MUIA - cpeaba Ha cemejcTBa, 16
AeKkemspu, 2018

Osaa cpegba b6ewwe opraHmsnpana og KMBOT CO NPEAN3BULMN, co nogapLika Ha gen
04, MHMUMjaTOpPMTE 3@ OCHOBAkbe Ha OpraHuMsauMja 3a MyckynHa auctpodwuja. Kako
rOCTUH roBOpHUK bewe npucytHa Mpod. O-p Hatanuja AHrenkosa, Koja rv Bogum geuara
CO MYCKy/IHa Anctpoduja Ha oa4aenoT HEBPOIOTMja Ha YHMBEP3UTETCKA AeTCKa KAUHUKA,
Ckonje. TaaobjacHM KaKo paboTW perncrapotr M nporpamarta 3a peTku 6onecty,
360pyBalwe 33 NOCTOEYKMTE TPETMaHMW, 33 KJAMHUYKM CTYAUM U OTBOPEHO NpPeasioXKu
CEKOoj oA, cemejcTBaTa Koj MUMa A0MNOJIHUTE/THN NMpallakba cN0060AHO Aa ja KOHTaKTUpa 3a
3 MMaaT TOYHM M NpoBepeHn MHPopMaL MM Bo o4HOC Ha bonecTa co Koja ce cooyyBaar.

Opue H1MKoNoB Kako eaeH o4 OCHOBayMTe Ha 34PYKEHUETO, TaTKO Ha aeTte co AMJ, ro
cnogenn CBOeTO WMCKYCTBO o4 KoHdepeHuum 3a AM/[ Ha Kou NpuUCycTBYyBalle OBaa
roguHa. Mpeky dejcbyk MmaBme MOXKHOCT M Aa ro caywHeme Aumutpuc AtaHacmoy og,
lpunja Koj e npeTcegaTen Ha MHTepHauMoHanHata M/, opraHmnsaymja. NMO3HAHCTBOTO
co Aumutpmuc e op noogamHa npeky EYNATU wn EYPOPAUC u mHory og AM/[,
cemejctBata bea ynaTyBaHM A0 Hero, a Toj 6e3pe3epBHO UM Hyaelle NoAafplika U

MHPOPMaLMM CO LLeN MOKBANUTETEH KUBOT 3a NaumeHTUTe co AMA.
. Insthaiy :
o t LYQ

12. COCTAHOUM, CPEOBUA U KOH®EPEHLIUUN
CoCTaHOLM CO MHCTUTYLIMK

OBaa roguHa CKOpPO CEKOj mecel, MMaBMe cocTaHouu co MUHUCTEPCTBO 3a 34pPaBCTBO
(MuHUCTEp, Wed Ha KaBUHET, 3aMEHUK, COBETHULM, CEKpATap ...). coOcTaHoUuMTe 6ea co uen
[a ce AMCKYTMpa HanpegoK BO OAHOC TPEeTMaH U Hera Ha nyfe co peTku bonectu. 3a cera
OBaa ronHa ce AoAaZeHN 3 HOBU NIEKOBKU BO NporpamaTta M o4eKyBame yLiTe HOBU JIEKOBU
Ha no4veToK Ha 2019 roguHa. Pernctapot Bo 2018 cTaHa eNneKTPOHCKM CO Len NoaecHo ga ce
MeHaLMpaaT KOJIMYMHUTE Ha NIeKoBM, HabaBKaTa, GMHAHCMMUTE BO MporpamaTta 3a PeTku
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6onect n NoNecHo Aa ce perncTpMpaaaTt NnaunmeHTUTe BO perncTapoT. Ha noyeTok Ha jyHu,
MHULMPABME M aHa/IN3a Ha AMjarHOCTMKA 3a peTkM bonectn n pasrosapasme Kako B0 MAHY
€ MOXHO reHeTCKo TecTupame, Ho Tpeba noseke GMHAHCUM 3a Aa Ce Kynau peareHcu Kom ce
notpebHn. PasroBapaBme 3a CTaBarbe HA HOBM IEKOBM BO NporpamaTa Kako 3a MamonaTtcka
nyAmMoHanHa ¢ubposa of Koja Mmame 4 perucTtpupaHuM MAUMEHTU, U AONOJHUTENHO
pa3roBapaBMe 3a KaKo Aa ce pewun npobnemot co HabaBKka Ha JONONHUTENIHN KOJIMYMHM Ha
NeKkoBM 3a 6onectn Kou ce BeKe PerucTpupaHn M Beke ce HabaByBaaT /JIEKOBM, HO ce
pernctpmpane HoBM NauMeEHTM KoM He Bune nnaHupaHu (TakeBu ce npujasuja co AJIC, ®AM,
JyBeHuneHn aptputu, lowe wn gpyrn). Ucto Taka pasroBapaBme M 3a HabaBKa Ha opasiHa
Tepanuja 3a Nowe co uen NnogobpyBarbe Ha KBAaIMTET Ha XUBOT HA MALUMEHTU U CEMEjCTBA U
HamManyBare Ha BONHMYKM TPOLIOLM KOW Ce NOrosieMu nNpu MHPysnoHa Tepanmja. Mcto Taka
ce pasroBapalle M 3a 3ro/ieMyBatbe Ha CpeAcTBa 3a HabaBKa Ha OMONOLIKM NIEKOBU Ha
AEeTCKa KAMHUKA, peBMaToiormja u ractpo. Ce cnoxmMBme geka He e Aobpo naumeHTUTe Aa
Ce 0CTaBaaT Ha /INCTU HA YeKake og 6 Meceum Na 40 roAvHA AeHa, BO Koj nepuog bonecta
ce B/OWYBAa M CMMNTOMUTE HanpeaysaaT. 3aTtoa bewe gorosopeHo Bo 2019 roamHa ga ce
BpLAT UTHM HabaBKM 3a a ce NOKPMjaT HOBOAMjArHOCTULMPAHN NALUEHTH.

MmaBme M NpoAyKTUBEH COCTAHOK cO MUHUCTEPCTBO 3a TPYA M COUMjanHa NOAUTUKA U CO
®oHAO0T 33 34paBCTBEHO OCUTYpyBatbe Ha P. MakegoHuja. O4yeKkyBame M3MeHU BO O4HOC Ha
TOQ KaKo peTKuTe 60n1ecTn ce TPeTUpPaHU BO COLMjaIHUOT CUCTEM M AOCTAaBMBMEN NUCTA Ha
60enCcTN KOU He ce BO MPaBUIHUKOT 3a NOCEOHN NoTpebun 1 MHBaANMACKa NeH3uja, a Tpeba aa
ce CTaBaT CO uen ga rm aobujat npaBaTa KouM MM cieayBaaTt nopaan 6onecta co Koja ce
cooyvyBaaT. BaxKHO e ga ce cmomeHe AeKa MMaBMe MCUpPMHa AUCKYyCMja CO KOMMUCMjaTa 3a
opToneacku nomarana o P30M co uen ga ce chatm notpebata o anapaTv 3a Aullere,
Pas/IMYHN MOMarana KakKo BepTMKAAM3ATOPM, MOMKHOCT 3a Aonjata 3a ga Ce Kynu
NnoccoABeTHO Nomarano u camyHo. KoHeyHo obuBmen OAroBop AeKa Ke ce peanunsmpa
pedyHaaumja Ha dnactepmn 3a enngepmonucuc bynoca. Co coumjana pasrosapaBme M 3a
MHOO UeHTap 3a peTku Bonectn, U NNaHMpame BaKBaTa yCAyra Aa ja MOHyAWME npeky
HalaTa opraH13aumja NpeKy NPOeKTOT IMHKUja 33 MOMOLL Ha NALMEHTU co peTkn bonectn Bo
TeK Ha 2019 roguMHa 3ano4yHyBajkM Of jaHyapu Na HaTaMy 40 AEKEMBPU ce HageBame Aa
NOHyAMME NOBEKe YCAYrM KOM UM Ce HEeOMNXOAHW Ha cemejcTBaTa Co peTKM bonecTu.

Bo mapt, 2018 roauHa, Ha jaBHaTa AebaTa 3a NPOMeHM BO 3aKOHOT 3a /IeKOBU (NOTOYHO
NPOMeHM BO OAHOC HAa MapaneneH yBO3 HA JIEKOBU) MMaBMe MpPeTcTaBHUMK — BecHa
AneKcoBCKa, Koja oAapa KpaToK roBop npepn npateHuuute u npucytHute MUHUCTpU U
NpeTCcTaBHUUM Ha papmaumu 1 34pY)KEeHMja BO O4HOC HA TOA AeKa MAHWHaTa Tpeba Aa ja
rnegame BO eBPOMNCKUTE 3aKOHU U AeKa Mopa Aa ce NpeKkuHe napaneneH ysos og Typuuja,
ocobeHO nocne MNOTBPAEHUTE COMHEXKM 33 yBe3eHM ¢dancuduKaTM of, KoM nauueHTuTe
nobuja n HecakaHu edekTn. OBOj 3aKOH Helle NPoMeHeT co Toa WTO ce AoAaZe AeKa Npu
yBO3 Ha NlekoBM Tpeba Aac e NpuUnoXu u ceptuduKaT 3a KBaIMETTE U NOTEKNO Ha SIEKOT U
Tpeba fga ce noAHecaT AOKYMEHTU 3a CNeA/IMBOCT Ha IEKOT KOM MOKAXKyBaaT Kage 6un opg,
NPoOu3BOACTBO A0 KpaeH KopUcHMK. Co oBa ce HamasieHU MOXKHOCTUTE 3a NapanesiH yBo3 of,
Typumja n 3ronemeHa e 6e36egHOCTa M KBAZUMTETOT HA JIEKOBU KOWM Ce BHECyBaaT BO
MakepoHuja. Ce HageBame AeKa OBOj 3aKOH Ke M gaae ovyekyBaHUTe pesynTtaTtu. MNonce
CTBaHTO BO CWJ1 aH a0BOj 3aKOH He ce BHECEHM JIEKOBM 3a peTKM Bbonectn npeky napaneneH
yBo3 og Typuuja, HO ce ylwTe MMa nekoBu Kou ce HabaByBaaT op Typuuja Ha aen of
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KNAMHUKNTe Bo Ckonje. CmeTame AeKa M 34pyKeHujaTta n papmaLeBTCKUTE KOMMNAaHUM MOopa
Aa paboTtart 3aegHO 3a ga ce cnpeyn nNoHaTaMolHa 3n0ynotpeba Ha MmapaseneH yBo3 Ha
JIeKOBM, CaMO CO LLen aa ce Aobme NoHUCKA LeHa, 6e3 pasinK Ha KBanuTeT.

0a 9 po 12 maj, 2018, BecHa AnekcoBcKa, npucyctesyBalwe Ha EBponckata KoHdepeHumja
3a PeTtkn bonectu Bo BueHa, ABCTpMja M BOeAHO HA COCTAHOKOT Ha 4aeHcTBo Ha EYPOPANC,
Ha E-nar cOCTaHOKOT M Ha cpepbata Ha WMHTepHauMoHanHaTa OpraHusauMja 3a PeTKu
6onectn,. OBOj BWA Ha KOHdepeHUMM ce A0CTa Ba)KHM 3a copaboTka, pa3meHa Ha
MHbOPMALMM, 3HAEHE M Hajaobpn NPAKTUKKU. MMalie MOXKHOCT 4@ OCTBApM COCTaHOLM CO
NPeTCTaBHULUM Ha PErmoHOT 3a Aa Ce pa3roBapa 3a pernoHanHa cpenba Bo MakeoHMWja BO
jyHu, 2019 roguHa u co pasHu npeTctaBHmum og Espona. Ce HageBame feKa BakeuTe
KOHEKLMN N KOMYHMKaLMja Ke HU JoHecaT HOBM MAeun 3a 3acTanyBaakbe Ha NauMeHTUTe BO
MakenoHuja. 3ae4HO CMe NOCUTHM.

buaejkm nmawe noseke og 10 npeTtctaBHMUM o4 [oWwe 3aeaHMLATA, OopraHu3mMpasmen lowe

cpenba 3a Aa AWCKYTUpame 3a Npeau3BuMLMTE U 33 MOMKHUTE pelleHWja COOABETHO BO
3eMjuUTe BO KOU Xunseeme.

sustainable H# ACC@SS
o madicines & care
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Ha 31 maj, 2018 roanHa, BecHa AnekcoBckKa, belle roBopHMK Ha PopymoT 3a MHOBaTUBHMU
NeKoswu opraHusmpaH og Papma bpeHg Hosa — OpraHusaumja Ha dapmaueBTCKU KOMMaHUK
N ANCTPUOYTEpPM 3a WMHOBATMBHW J/IEKOBU. Mmalle rocTM rOBOPHULM 04 PErMOHOT MU
MuHUCTEepOT 3a 34PaBCTBO ja OTBOPU KOHdepeHunjaTa.

BecHa AneKkcoBcka Kako 6opa aupektop Bo WHTepHauuoHnaHata lowe AnuvjaHca wm
npetcegaten Ha XKMBOT CO NMPEAM3BUUMW, npucycteyBalle Ha KOHdepeHuMja 3a peTku
6onectn Bo TupaHa, AnbaHuja, opraHMsMpaH of, opr3aHM3aunja 3a peTkM bonectn BO
AnbaHuja. Taa 360pyBalle CO NAaUMEHTUTE U AOKTOPUTE 3a CUTyaLMjaTa co peTkuTe bonectm
BO AnbaHuja M 3a TOa KaKBM pelleHnja ce MOXKHM 3a nofobpyBake Ha cuTyauujaTa co
TPEeTMaH 1 Hera u couujanHum ycnyrn. Copabotkata mery nauueHTu, AOKTOPU, UHCTUTYLUN U
praHuM3auMmM e HajBa)KHa 3a Aa Ce MOCTUrHe ycnex BO noaobpyBatbe Ha KBA/AMTET Ha
cemejcTBa co peTku bosecTu.

Kako opraHusaumja ce obuaysame fa rv noanprKyBame opraHvsaumuTe BO PErMoHOT, Kako
WTO M TME Hac Hé noaAapXKysBaaT. 3aToa M NPUCTYCTBYBaME M Ha HACTaHW KoM U
opraHusnpaat. Ce noagp:KyBame M CO HaLMOHANHUTE OPraHN3aLMM Ha NALMEHTU M 3aToa U
NPUCyCcTBYBaMe M Ha HAaCTaHM 3a xeMobUuAnja, paK, MyaTUMNA CKAePOo3a U MHOTY APYIu.

BecHa AnekcoBcKka NpoaonXu Aa 6uae BosoHTep BO paboTtHata rpyna Ha EYPOPAUC 3a
UHpopmauyumja, TpaHcnapeHTHOCT M [JoctanHOCT Ha faeKkoBu. OBaa rpyna ja cneam
paboTata Ha MauueHTUTE U KOH3ymepuTe BO EBponckata AreHumja 3a JIeKKOBM, U BO
EBponckata mpexa 3a npoLeHKa Ha 34paBCTBEHM TexHosnorn. Mma 18 BONOHTEPU Kou
paboTtaT BoseHu oa PpaHcoa Xojes u co nogapiuka Ha AH Mapu BoauH. BonoHTtepute ce
BaKHM 3aTOQ LUTO MMAAT CONCTBEHO MCKYCTBO M UCKYCTBO O, ApYrM NauMeHTN CO Kou ce BO
KOHTaKT BO OAHOC Ha 334paBCTBEHUTE cuctemn BO EBpona. OBaa paboTHa rpyna ce
COCTaHyBa PeA0BHO NpPeKy TeNekoHPepeHLUMN U ABA NATU TOAULWIHO MMA U COCTAHOLM INLE
BO /nLe.
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Bo centemBpu, 2018, nmaBme cBOj npeTctaBHUK Ha KoHdepeHuujata 3a HaumoHaneH
nnaH 3a petku 6onectu Bo XpBaTcKa. Tamy MMaBMe MOMKHOCTM 33 COCTAaHOUM CO
pPEervoHasiHUTe MNpPeTcTaBHMUM 3a peTKn bosectu n anobmsme nosBeke uHPopmaumm 3a
noHaTamMoWwHa copaboTKa 3a HanpeAoK Ha 34pPaBCTBEHM M COUMjanHM yCayru 3a nyfe co
peTku bonecTu.

HRVATSKI
SIMPOZI)
O RIJETKIM
BOLESTIMA

NACIONALNA
KONFERENCIJA
O RIJETKIM

BOLESTIMA

Bo oktromBpwm, 2018, yyectByBaBame Ha cpepbaTta Ha YNEHCTBO Ha MHTepHauMOHanHarta
Fowe AnujaHca. HawwuoT npeTcTaBHUMK BecHa AnekcoBcka, Oele wu3rnacaHa 3a
noTtnperceaaten Ha AnunjaHcata. M noHatamy Ke npogonku ga BonoHTupa Bo UFA u Ke
paboTn co Apyrute opraHM3aumm HM3 CBETOT 3a NOAOPOYyBarbe Ha KBAZIMTETOT HA XKUBOT HA
naumMeHTUTe co ongCT Ha lNowe.

T
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*ueot co Npepussuum / Jeta me Sfida / Life With Challenges
Bo Oktomepw, 2018, yuectByBame M Ha COCTAHOKOT 3a peTku 6onectn Bo Kyctengun,
byrapmja Kage pasroBapasme 3a COLMjaNHUTE YCAYIU U pexabunutaymjata 3a nauneHTuTe
€O peTKu bonecrtu.

Ha 10 aekemspu, 2018, BecHa AneKcoBCKa yyYecTByBalle Ha COBETHUYKMOT oabop 3a MNowe
opraHusupaH op leH3ume, CaHodu ABeHTUC, BO AmcTepgam, XonaHguja 3aegHO Co
y4YecHMUM o4 MHOTY Apyru 3eMju. [lobpo e Aa ce 3Hae AeKa MUCIEHETO Ha MaLMEHTUTE e
BAa)HO M JeKa ce CcnpoBeayBaaT pelleHWjaTa NOHyAeHW o4 NauueHTUTe U HUBHUTE
cemejcTsa.

Bo paekemspu, 2018, yyectByBaBme Ha WctouHata EBponcka KoHdepeHuuja 3a peTku
6onectn opraHusmpaHa og HauwoHanHata OpraHusauuja 3a Petku bonectn Ha Cpbuja.
YyecHuumTte 360pyBaa 3a HAUMOHANHWUTE MNJAHOBM, 3@ COUMjaNHUTE YCAYrM, NpucTan no
TPeTMaH, U MHOTy NoBeKe 3a pasHu npobnemu n npegussnum. Ce cnomnsme Aeka e Aobpa
naeja bankaHckuTe AprkaBu ga ocHoBaaT cBoj coseT BO EYPOPAMC BO COBETOT Ha annjaHcu
co uen aa ce noaopbu copaboTtkata. Ke ce cpeTHeme noBTpoHO BO Maj, 2019 Ha EYPOPAMNC
COCTaHOKOT Ha 4s1eHCTBO BO bykypewT 1 Bo jyHu, 2019 Bo MakegoHuja Bo Ctpyra.

-
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COPABOTKA CO MEAUYMU

OBa e camo man gen oA MeAUYMCKUTE KamnakbyM KOU r'M MMaBMe MPeKy uena roguHa
360pyBajKku 3a npobnemute U Npean3BULUTE HA CemejcTBaTa co peTku 6onectu

#% Life With Challenges / KuBoT co Mpeanssuuy shared a link
KB} published by Vesna Aleksovska (21 - May 8 - ©

24MK
MakenoHuja aeHec - XXuBoT co npeausevum Butona - PeTkute
BonecTu Ha CKOMCKN MapatoH

HE3ABWCEH
oya) T e e e
Yt KEeHujaT: MeHTH Tk GonecTn
AnexcoBcka: TeHZlepuTe 3a IEKOBM 32 PETKA Pl

BomecTu TpaaT y>XaCcHO AOJIT0

HETOEES RoGnsai dhaxrypm

MAKGAOHWA  SATIGH | CHET  AHATIGH

MAKEAOHWA CMOPT CBET 3ABABA KVATYPA KV

==

0g peuucu 8.000 peTku GonecTw, camo 3a 250 RO ———

1Ma NeK unv Tepanuja R Peructap 3a petku 60AeCTH 0A AeHeCKa e
o aKTMBMpa K]

= iy ;

[leTcTB0 CO PETKMOT ANaxun CUHAPOM Kaj Hac
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Ce opp:xa npBaTa 6aIKaHCKa cpeada

* 113 08 X8 CO PATK3 GONECT HE 8 BAHOCTABHO, 3 YIITS NICTBIKD & KOra He

CuUTe HacTaHU ce NoAApPXKaHU O4;:
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MANORI G o <dgmc Q®B=OMARINQ M E D 1S novarTis meEDIA PLanveET

3a dononHumenHu UHpopmayuu, c10600HO KOHMaKmMupajme He
BecHa AnekcoscKa

lMpemcedamen Ha 30pyxceHUe Ha 2pasaHu 3a pemxu 6onecmu,
MWBOT CO MNMPEAN3BULN Bumona

Ten: +389 (0)70 70 54 46

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

UHndopmayuu 3a 30pyxceHuemo:
e http://challenges.mk/
e https://www.youtube.com/user/lifewithchallenges
e https://www.facebook.com/LifeWithChallengesi
e https://www.facebook.com/groups/312483895490987/
e https://twitter.com/ZivotPredizvici
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