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3apyKeHue Ha rpafaHm 3a peTku 6onectu Xusort co MNpeaussuum — butona

Bosep,

34pyKEeHMEeTo Ha rpafaHu 3a peTku bonectn HKueoT co MpeamssBuUM € OCHOBAHO Of NaUUEHTU U
poauTenn Kom ce coodysaat co lowe Bo 2009T1a roamHa. lowe e 3abonyBakbe NpU Koe HegocTacyBa
efleH eH3MM BO OPraHM3MOT M HacTaHyBaaT Npobaemu nopaau TanoXKewe Ha [oelle KNeTKU, KaKo:
3ronemMeHa cfnesuHa, 3ronemeH UpH Apob, cnabu KOCKKM, YeCTU CKpLUEHMUM, ocnabeH MMyHUTET,
TPOMbBOLMTONEHNA, HU3OK XeMOronobuH, HecBecTMUM nopagu ryberbe Ha eHepruja U CAMYHO.
MomeHTanHo Bo MakegoHMja ce AnjarHocTMumpanm 12 naumeHTH co lowe, o4 Kou 5 ce nekysaat co
nomow Ha AOoHauuja o4 camaTa KomMMaHWja, MPOU3BOAUTEN Ha NEKOT KOj MM OTCTpaHyBa CuUTe
CMMNTOMM U COCEM ja HOpManu3Mpa coctojbata Ha nauumeHTuTe. TepanujaTta e noTpebHO Aa ce
npUMa egHall Ha ABe Hegenun npeky nHoysuja.

MoHatamy Bo 2012Ta roamHa, BO 34PYKEHUETO Cce NPUKIYYMja U POAUTENM CO AeLia Kou ce 3aboneHn
op, PeHunkeToHypua. MNpu 0Ba peTKo 3abo/lyBarbe HacTaHyBa NOPEMETYBakbe Ha OPraHM3MOT KOj He
MOXe HOPMaJIHO A3 ja pasrpagm xapaHaTa b6orata co npotenHu. [loafa [0 OWTeTyBakba Ha MO3OKOT
M MeHTafNHa peTapiaunja, NPUMAPYKEHA CO 3a0CTaHyBakbe Ha PpU3MUYKMOT pasBoj. Bo MakeaoHuja
MMa OKOJy LEeCT MauMeHTU AWjarHOCTUUMpPAHW co oBaa 6osecT Kou camu HabaByBaaT NocebHM
NPOTEMHCKU NpenapatM M chneumjansHo 6pawHo 3a neb, NpuapyKeHo co NeKoBM NoTpebHU 3a
CnpaByBakbe CO KOMMIMKALNNUTE, 33 Aa 0b6e3benaT HOPManeH KUBOT.

Co Anaxun cuHapom Bo MakegoHuja e agnjarHocTMumMpaHo egHo aete. OBaa reHeTcko 3abonyBatbe
ce KapaKkTepusumpa co nporpecmBHa 3aryba Ha PyHKLMjaTa Ha LpHMOT 4pob 1 goara fo unposa so 30
o 50% opf, cnyyanTe, UCTO TaKa ce 3abenexkyBa NOXKMNOATYBatbe Ha KoxKaTa, Yellare, Npobiemm co
oumTe. 3a ga ce nogobpu coctojb6aTta M Aa ce OAPHKM HOPMAJEH PaCT U pa3Boj, NoTpebeH e TpeTmaH
CO MeAMKamMeHTU 3a LPHUOT Apo6, KoxKaTa U ounTe 1 co nocebHa UcxpaHa co mneyHa dopmyna.

Bo 34py»KeHUTO ce NpUKAYYMnja U naumeHTn co XepeautapeH AHrnogem, (XAE), peTko 3abonysarbe
WTO ce mMaHMEeCTMpa Co OToUM (efsemun) Ha pas/iMyHM LeN0BU O TeNOTO, HO U Ha BHaTpelHuTe
opraHu. [locera He e OTKPUEH JIEK, HO NOCTOjaT TPETMAHM 33 O4PXKYBatbe Ha HOpMasiHa cocTojba Ha
naupeHTTe. Ha oBMe nNaumeHTn Um HegocTacyBa L1 nHxMbuTOp Koj Npu Hanaau (nojasa Ha oTouM)
Tpeba Aa ce npumm 3a aa ce cTabunmnsmpa naumeHToT. Bo MakenoHuja 3a cera ce AMjarHOCTULMPAHH
OKO/y AeceTMHA NaLMeHTH co oBa 3abonyBarbe.
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Bo MakenoHunja ce AujarHOCTUUMPAHU WU APYrn pPeTKM 3abosyBarba KaKo: MYATUMNEH MUEIOM,
MMWENoauCnAacTM4eH CUHAPOM, TAaCTPOUHTECTUHANIHM  CTPOMAJIHU  TYMOPW, aKpOMeranuja,
raCTPOEHTEPONAHKPEACHN  HEBPOEHOKPUHM  TYMOPM,  MYKOMOAMCaxapuaosa, XepeauTapHa
TUPOLMHEMWja, FTANAKTOEMMUja, XepeauTapHa GPyKTO3a MHTONEPAHLM]a.

34pYKEHMEeTo e M MoHaTamy OTBOPEHO 3a Y/IEHCTBO 33 APYrM NauMeHTU U POAUTENU CO PETKU
6onect 1 3a noaap:Kysaun. Bo MakeaoHuja MMa HUCKO HMBO Ha AWjarHOCTULMpaArEe Ha PeTKUTe
b6onectm n notpebHO e yHanpeayBaktbe BO OAHOC Ha AMjarHo3a M Ha TPeTMaH Ha peTKuTe
3abonyBama.

MauneHTUTE YecTo Mopa Aa oaaT Haasop o4 MakenoHWja, 3a AMjarHo3a 1 TpeTmaH. Bo MaKegoHuja
Of, CTpaHa Ha nporpamarta 3a peTku 6onectu og MUHUCTEPCTBO 3a 34pPaBCTBO MOMEHTa/IHO ce
NOKPUEHM CO Tepanumja camo ABa NauMeHTM CoO MyKonoancaxapmuaosa.

AKTUBHOCTU U cnyyyBaka Bo 2012T1a roguHa:

e KOHTMHyMpaHa akTuBHOCT og 2009Ta roguMHa A0 [AeHec e pefoBHaTa KOMyHWMKauuja co
MWHUCTEPCTBO 3a 34PaBCTBO CO Len noaobpyBarbe Ha YCNOBUTE 32 TPETMAH Ha NauMEHTUTE CO
peTkn bonectu.

e KoHTMHyMpaHa copaboTka co [etckata KnuHuka Bo CKonje M OCTBapyBakbe Ha pPeAoOBHU
COCTaHOUM CO JAMpeKTopKaTa Ha Jletcka KnuHuka — Acnasumja CodwujaHoBa, Koja cTaHa
nogAp:KyBay Ha HaLLeTo 34pYKeHWe BO OCTBApyBatbe Ha HalLUTe Lesn.

e Bo 2012Ta rognHa Ha 291 dpeBpyapwu, eHoT Ha PeTkn bonectn, co uen nogurHysatbe Ha jaBHaTa
CBECT U MHPOopMMpatbe Ha rpafaHUTe M NaLMeHTUTE oAp)KaBMe Mpec KoHdepeHuMja Ha Koja
NpuUcycTByBaa CUTE NeYaTeEHN U EIKTPOHCKU MeaguyMu 1 jaBHO 360pyBaBMe 3a HaluMTe Npobaemm
M 33 Npeau3BULUTE CO KOW Ce COOYyBame LeN Haw MBOT. NoBeke MHPoOpMaUUKM MOXKe aa
npoynTaTe U BO MESUYMUTE 33 LUTO NMPUJIONKYBAM U HEKOJIKY JIMHKOBWU A0 CUTE MegUyMU KOM ja
objaBuja MHpopmaumjaTa 3a 4€HOT Ha peTKUTe bonectTn n cuTyaunjaTta Bo P.MakegoHwja:

1. http://www.dnevnik.com.mk/default.asp?ItemID=6A2E3A7D78373743942077317D4FDEDB
http://www.denesen.mk/broj66/
http://kanal5.com.mk/default.aspx?mld=37&egld=13&eventld=87829
http://24vesti.com.mk/index.php/makedonija/293-makedonija/4774-2012-02-29-15-19-04
http://www.plusinfo.mk/vest/35152/Drzhavata-gi-ostavi-na-cedilo-pacientite-so-retki-
bolesti
http://vesti.alfa.mk/default.aspx?mld=36&egld=6&eventld=46777
http://kurir.mk/makedonija/vesti/62626-Alarmantno-Za-deca-so-retki-bolesti-nema-pari-za-
terapija
8. http://press24.mk/story/zdravie/%E2%80%9Ezhivot-so-predizvici%E2%80%9C-bara-terapija-
za-site-pacienti-so-retki-bolesti
9. Tenma Tenesusuja - sectu- http://telma.com.mk/index.php?task=content&cat=6
10. http://www.sky.mk/makedonija/16355.html|?task=view
11. novinska agencija - http://mia.mk/default.aspx?mld=35&Ild=1
12. http://vecer.com.mk/?ltemID=CF9BD888BBEDEE4AAAE6F86A85D53EFA4
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13. doKyc aHEBEH BECHUK
14. Cuten — YTPUHCKa eMuUcuja 1 Bectu
15. Anda — Bectn — MNopTmK 1 YTPUHCKA eMUcKja

CopaboTtka cO 3gpyxeHuja w acoumjaumm: Hawarta copaboTka e Ha HaUMOHANHO WU Ha
MHTEepHaUMOHanHo HuBo. CopaboTyBame co 3gpyxKeHueto XAE (XepeautapeH AHrnogem), co
UmctmyHa ®nbposa, co 3apyKeHune 3a LUMJI, 30 3apykeHne XEMOJIOI, noHaTamy co 3apy*KeHue
Ha peTkn bonectn oa byrapuja, Cpbuja, CnoseHuja, XpBaTcKa u apyru.

Ha esponcko HMBO BO 2012Ta roanHa CTaHaBMe YieHKM Ha EBponckaTa MNowe AnnjaHca m cera Bo
2013T1a roanHa ctaHyBame oduuUMjaNHN YneHKM U Ha Eypopauc — EBponcka opraHusaunja 3a
peTku bonectu.

MpoeKTn: 34py)KEeHMEeTO MMHaTaTa roguHa cTaHa AO0OMTHMK Ha MpecTU)KHaTa Harpaga 3a
NIMAepcTBO BO 3acTanyBakbe Ha npaBa Ha nauneHTu. CpeacTtBaTta Ke 6uaaTt ynotpebeHn Bo Tek Ha
2013T1a rognHa BO COO4HOC CO NAaHMPAHN aKTUBHOCTU 33 KamMnarbaTa 3a NOAMHIyBake Ha CBecTa
3a peTkute bonectn (Npec KoHGepeHLUMU, HacTaHW, NeyaTere Ha MHPopPMaTUBEH maTepujan).

Beb ctpaHa: http://challenges.think.mk/ , Ha kpaj oa muHaTaTa rogmHa ja nywtnsme Bo ynotpeba

Beb cTpaHaTa Ha 34pYKEeHMEeTO Koja e cera akTMBHa M ce o0b6jaByBaaT MHOOPMALUKN 33 TEKOBHM
aKTMBHOCTW. MoHaTamy Ke ce 06jaBaT M HpOLIYPU CO INMYHU MPUKA3HU U CO MHHOPMALLUM 33 PETKMU
b6onectm Kou 6GecnnaTHo Ke MoXe pa ce cumHat Bo MNAP dopmar on Beb cTpaHaTa.
MpogonxyBame WM CO KOMYHMKauuja Ha ¢ejcbyk rpynata M ¢aH cTpaHata -
https://www.facebook.com/groups/312483895490987/ ,
https://www.facebook.com/LifeWithChallengesi .

MouyeceH uneH: Mepu Llo Bonepc, keHaTa Ha ambacagopoT Ha AMepuKa, CTaHa NOYeCceH Y/eH U
noAAp»KyBay Ha 34pYKeHNeTo.

KomnaHuu: copabotkata co leHsum (CaHodu)npomoKyBa 3a NOAMHIYBake Ha jaBHATa CBECT 33
peTkuTe 6onectu. Kako noaap:kysay Ha 34pyKeHueto ce npukayun u KOHLUENT MapkeTuHr
KomyHuKaummn, KOM nomaraaT BO OpraHwW3auuja Ha HacTaHWM, OAHOCKM CO jaBHOCT U AM3AjH WU
n3paboTKa Ha NPOMOTMBHU MaTepujann 3a peTkmn bonectn. Cekoja nomow e nobpenojaeHa u ce
HaZleBaMe AeKa Ke ja npowmnpume Hawata copaboTka co uen noaAurHyBarbe Ha jaBHATa CBECT 3a
peTku 6osecTn 1 NofobpyBarbe Ha YCNIOBUTE 3a TPETMAH Ha PeTKM bosecTu.

Meanymu: copaboTkata co meagnymmte Bo MaKeLoHMja NpoaoKyBa Ha BUCOKO HMBO. Ha 24
BECTU Beke ce CHUMWU 40MUHYTHa emucuja 3a peTkM Bonectm M HapegHa eMUCHja 3a PETKM
bonectm Ke oaM Ha MaKedoHcKkata Pagwo Tenesusvja BO CKAON Ha emucujata TyHen.
MeanyMcKaTa noAapliKa e eceHUmMjaHa 3a NOAUIHyBatbe Ha jaBHaTa csecT. Ke npogonxume u
co objaByBatbe Ha CTaTUM U MHTEPBjya BO AHEBHUTE BECHULM U HA UHTEPHET NOPTANIUTE.
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UpaHU AKTUBHOCTMU:

Bo TeKOT Ha HaleTo NOCTOEeHE Ce KOHLLEHTPUPABME Ha TOa Aa M'M KOHTAKTUPame CMTe NAUMEHTM M A3
noHyaAuMe noaapLiKa U NOMOLL BO O4HOC Ha MHOPMaLLMKM U TpeTMaH. Beke e nywTeHa Bo ynoTpeba
n Beb cTpaHa 1 BO Nnpunpema ce u 6poluypu 3a peTkn 6onectu, buaejkm 3acera Hema nHdopmaLmm
Ha MaKeOOHCKM jasuK 33 peTku bonectu. Bo neuyat Ke 6maaT nywteHn m Bpowypu €O AUYHM
NPUKa3HU 04, POAUTENN MU MALMEHTU HA NOYETOK HA KaMnakaTa 3a peTkn bonectn Ha 28 despyapy,
2013Ta rogmHa.

McTo Taka ce 3anarame 3a Co34aBarbe Ha perMcrap 3a NaumMeHT co peTkn bonectun, buaejkn gocera
naumeHTUTe ce pernmcTpmpanHm Bo KamHukata 3a [eTckn 6onectn Bo CKonje, HO Ba*KHO e ga ce
M3roTeu nocebeH perncrap 3a peTkuTe 60/eCTM 3a A3 MOXKe A3 Ce BUAM KOMKY MaLMeHTU U KaKBM
peTkn Bonectn aeHec noctojat Bo MaKegoHuja. Bo KOHTaKT cme co peodopmeHaTta Komucumja 3a
peTtku 6onectn, Oetckata KaMHWMKa M MuHMCTepCTBO 3a 34paBCTBO 3a Aa O peanusMpame
KpenpareTo Ha PermcTapor.

[pyrn akTMBHOCTU ce NiaHWpaaT BO copaboTKa U KOMYHMKaLMja CO YeHOBUTE Ha 34PYKEHMETO U
HMBHUTE NOTPEOM.

OBaa roguHa oyeKyBame fia Aojaeme A0 AOArOTPajHO pelleHMe 3a obesbeayBarbe cpeacTBa 3a
TpeTMaH Ha peTkuTe 6o1ect Bo MakeaoHuja.

UcKpeHo,

BecHa Ctojmuposa,
MpeTcepaten Ha 3gpyKeHMe 3a peTku bonectu
KMBOT CO NPEAMN3BULIN - Butona
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