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XVBOT CO HPEI3VBULY






MUBOT CO NPEA3UBULIX
3ae[lHO r0 MeHyBaMme CBETOT,
YKHOTO IO IPaBHUMe BO3MOXHO!



~

/ WTO CE PETKW BONNECTU?




3a peTka ce cMeTa oHaa bonecT Koja ce nojaByBa Kaj He noBeKe of 1 Ha 2000 nyre
BO Monynauuja Ha egHa 3emja.

Cnopep npoueHkuTe Ha EBponckata Komucuja kKou ru kopucTrMe U BO HallaTa
3eMja, 6-8% op nyreTo Bo MakegoHuja ce Bo onmp co oppeaeHa peTka bonecr.

Toa bu 3Haueno feka okony 20 000 nyre Bo MakeaoHMja ce fen of CeMejcTBOTO Ha
peTkuTe bonectu.

KapakTepucTuku Ha petku 6onecrtu:

+ 80% op peTkuTe BonecTu ce co reHeTCKo MOTEK/0, 0CTaHATUTE ce
nocnegmun Ha uHdekumnja, anepruja, GakTopu of XMBOTHATA CPeAnHa
WnW ce fereHepaTUBHU U NponudepaTuBHU.

+ Kaj 50% op peTkuTe bonectu, NpBuTE CUMNTOMMU Ce jaByBaaT Mnpu
pararbe Uau BO paHO BETCTBO.

+ 30% op peuaTa co peTkyu BONECTU He XuBeaT noseke of 5 roauHM.

+ 3a noseke og 95% o peTkuTe 60NECTU He MOCTOM HUKAKBa peruc-
TpUpaHa Tepanuja.

+ HajyecTata nocneguua of peTkata bonect e MHBanUANUTET.

M nokpaj Toa WTO peTkUTe BONECTM Ce MHOTY pas3fiMyHK, cenak ce-
MejcTBaTa Ce CO0YYBaT CO CIMYHM MOTELKOTUM U NPean3BULM KON Npo-
u3nerysaaT Ofi peTKocTa Ha bonecTa:

* HepocTanHocT Ha gmjarHosa uau JONArOroguiliHa notpara no guja-
rHo3a.

+ HepocTatok Ha nHdopmMauum 3a bonecTa, 3a kafe ga ce fobue no-
MOLU, ¥ HeLOCTATOK Ha JOKTOPU CNeLnjanucTu.

3AEHO NMOCUNTHW, 3AEAHO ro0 MEHYBAME CBETOT, 3AE[IHO M HEBO3MOXHOTO 0 NPABMME BO3MOXHO!



* HenocTtoeme Ha Hay4yHW WUCTPaXKyBakba, HEMOCTOEHE Ha JIEKOBU U
COOABETHU MEAULIMHCKM noMarana.

+ Bwucoka ueHa Ha NeKoBM M TPeTMaH LITO BOAM [0 OCMPOMaLLyBake
Ha cemMejcTBaTa.

+ CouujanHu nocnegmum Kako CTMrMaTtusaumnja, usonauuja, GUCKpU-
MWUHaLKja, HaManeHn NPodeCUOHaANHU MOXHOCTH.

* HepocTaToK Ha KBaNUTETHA 34PaBCTBEHA 3aLUTUTA, UCKTYHYEHOCT 0f
30paBCTBEHA 3alITWUTA, [ypWU M KOra e nocTaBeHa BUCTUHCKaTa Auja-
rHo3a.

+ HeepnHaKBOCT, OQHOCHO alMUHCTPATUBHU Npobnemu 3a nekyBare 1
3a 0CTBapyBatbe Ha NpaBa of 0b61acT Ha coumjanHa 3awTuTa.

MopaToumMTe ce npeseMeHu of: HaumoHanHa opraHusauuja 3a petku bonectu Cp-
buja, EBponcka Opranusaumja 3a PeTku Bonectu, Mnobantu requ.
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NnHnja 3a nomow - wMHGO UeHTap
3a peTku bonectn Ha 3Opy)KeHue Ha
rparaHu 3a peTku bonectu
XWBOT CO NMPEAN3BULIA




* McuxonolwKa noAAPLIKa 33 NALMUEHTU U ceMejcTBa cO peTKu 6onectu

YXMBOT CO NMPEAM3BULN notnnwa porosop 3a copaboTka co HEOKOPTEKC (075
27 37 68), ncmuxonor MeaHa XayunBaHoBa, Kage MauMeHTU U CEMEjCTBA CO PeTKu
bonecTn Moxe Oa ce jaBaT M [a 3aKaxaT TepMUH. lcuxonowkaTta MoaapLiKa e
becnnaTtHa, MOKpMUEHa o CTpaHa Ha 34pYXeHMeTo co rpaHToT og ®oHaaumnja Tpaj-
ye MykaeTos.

* UHdopmauum 3a petku 6onectu

Co uen pa u3neseMe BO NpecpeT Ha NoTpebuTe Ha MauMEHTUTe U ceMejcTBaTa co
peTku bonecT BO 0AHOC HA UHBOPMALMM KOU UM Ce MOTPEOHM 33 HAUYMH Ha XU-
BOT, TPETMaH 1 MeHalpathe Ha ogpeaeHa peTka bonecT, NoTnuiLaBMe MEMOpPaH-
ayM 3a copabotka co 3apyxenuneto XUBOT og Cpbuja. 3aenHo nspabotysame Beb
CTpaHMLa Ha Koja ke bupaTt focTanHu cé noBeke MHboOpMaLmMK 3a peTku bonectu
Ha Cpncku n MakepoHcky ja3uk. CoonBeTHo Ha Beb cTpaHuuata Ke uMa n dhopym
33 JOKTOpM 1 CeMejCTBa 3a a pa3MeHyBaaT MCKycTBa. M 0Boj fen of nuHuMjata 3a
MOMOLL e NOKPUEH co rpaHToT op ®oHpaumja Tpajue MykaeTos.

* Undopmauuu 3a 3qpaBCTBEHN U COLMjANTHU YCAYTU
Mpeky JIuHnjaTa 3a nomow (TenedoH, Manun, coumnjanHn MeguyMu, COCTaHOUM ...)
ceMejcTBaTa M NauMeHTUTE CO peTku bonecTu Moxe fa fobujat v nHpopmaLum u
HACOKM 3a pa3fMYHM NpaBa 1 yCIyru Bo 3aBUCHOCT Of peTkaTta bonecT.
Momarame Bo ofHOC Ha JobuBamwe MHbOpMaLMKM 33 AnjarHo3a, MHGopMaLuum 3a

HafIMUHyBare npobnemMu Bo NekyBatbe U Hera, MHGOPMaLLMK 33 perucTap Ha pet-
Ku bonectu, KoMucKja 3a petTku bonecTu, nporpama 3a peTku bonectu, noHaTaMy

3AEHO NMOCUNTHW, 3AEAHO ro0 MEHYBAME CBETOT, 3AE[IHO M HEBO3MOXHOTO 0 NPABMME BO3MOXHO!



nHdopMaLuum 3a pedyHpauuja npeky GoHA 3a 30paBCTBEHO OCUTYPYBakbe 3a pas-
NIMYHW BUAOBM Ha CMeLMjanHa ucxpaHa 1 npenapatu, MHbopMaLmMu 3a coLujanHu
YCAYrvt U CAUYHO.

* MoBp3yBake Ha MaLlUEHTU U ceMejcTBa co peTku 6onectu

BakeH fen of nuHMjaTa 3a NOMOLL e MOBP3yBatbe Ha CeMejcTBa M MaLUEHTU Co
LafeHa peTka bonect. MMaMe paasBueHa Mpexa Ha OpraHu3alnu of peruoHoT U
noBp3yBaMe ceMejcTBa BO MakefoHWja co apyru co uctata bonect o MakefoHuja
unu HagBop of MakenoHuja, co XpBaTcka, Cpbuja, LipHa lopa, Byrapuja, BocHa u
XepueroBuHa. CMeTaMe feKa HajBaXHMOT MOMEHT Noc/e AujarHosa u uHpopMa-
LMK 32 peTkaTa bonecT e TOKMy NoBp3yBatbe Ha CEMejCTBaTa CO Len fa ce nogmp-
)XyBaaT Mefy cebe n ga pasameHyBaaT uckycTBa. OBaa MpaKTHUKa Ce MOKaXa Kako
Hajoobpa anaTtka 3a noffpLIKa Ha CeMejcTBaTa Co peTku bonecTu, Npeky nnMHujaTa
3a momoLu.
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PeTkn bonectu Bo
YXWBOT CO NPEOM3BULMN




[leHec BO 34pyXeHMEeTO MMa uneHoBu of Hag 80 pasnuuHu pgujarHosum: louwe,
DeHnnkeToHypuja, Anaxun cuHapom, TuposmHemuja, JSleHoke FacTayT CUHAPOM,
KoHreHuTanHa MyckynHa auctpodwuja, MyckynHa guctpoduja OyweH u Bekep,
KoHreHuTanHa katapakTta, Enugepmocnucuc bynoca, KapHuHTMHE nnamuTonu-
TpaHdepasa peduumnerunja, AopeHommenoHesponatuja, Bunujamc cungpom, PET
cuHapoM, AMnoTpoduyHa natepanHa ckneposa — ANIC Ny F'epuk CuHppom, Mujacte-
HUWja rpaBuc, XaHTUHITOH, Mpodupuja, apTorpunocuc MynTUNNEKC KOHreHnTa, Ma-
NUTHAT naparaHrnMoma ¢deoxpomouutoM Tymop, ®ubpopncnnacua ocumbuLaHc
nporpecuBa — ®OMN, Myntunnu muenom, MuenogmcnnactuyeH cuHgpom, MMC 4
- Mopkwuo cunppom, bonect WTpynmden — xepeanTapHa cnacTuyHa napanneruja,
Takajawmn apteputuc, NMpumapHa kunmapHa guckuHesunja, Kaprtanrep tun, Macrto-
uMTO3a, JyBeHUNeH apTupuTC, JyBeHuneH gepmMatomMunosntuc, Gpuapux atakcuja,
AKyTHa uHTEpMUTETHa nopdupwuja, LUnctunypuja, Jlose cuHppom, Gemyc Bynra-
puc, WTatrapa cuHapom, Barenep rpaHynomatosuc, bonect Agucon, Exnepc Jax-
noc cungpoM, Annopt CuHapom, [ekTokapana cutyc uHBepcyc, Heypodubpamu-
Tocuc, Eputpopepmua uxtmocudopMuc KoHreHnTanHa, Acneprunosa, AyTocoMHa
peLecuBHa AMCTOHM]a TUPO3UH XMAponakca aeduuneHumnja, AkyTeH TpaHchepseH
mMuenuTuc, Human nuk L, XpoHM4Ha MHbNaMaTopHa feMUenMHaTHa NofUHeBpO-
naTuja, BecT cMHAPOM, PETUHUTUC NMUITMEHTOCA, KapHej Komnekc, LlynvnaH bape-
OB CMHAPOM, ManurHeH MenaHoM, Penfly ocnep Bebep - xepeauTapHa xeMopa-
rMYHa Tenermektacua, cucteMcku Backynut — Yypr WTpayc, CnuHanHa MyckynHa
atpoduja, baptep cungpom, GAN - bamMunnanHa aMuNoMaHa NONMHEBPONATH]a,
MpomonaTcka nynMoHanHa ¢pubposa, AMenoreHecuc umnepdekTa, AXoHAponnasua,
Kabykn cunppom, ®ubpux ctabunusmpaukn daktop geduumerunja, Knunen Tpe-
HaHej CMHOPOM ... U MHOTY [pYrM KO CakKaaaT fa Ce MPUKIy4yaT BO 3aefHMYKATa
bopba 3a npaBaTa Ha NauMeHTUTe CO PeTKM boNecTu 3a 3rofieMyBatrbe Ha KBaMTeT
Ha XXMBOT Ha CeMejcTBaTa Kou Ce cooYyBaaT co peTku bonecTw.

3AEHO NMOCUNTHW, 3AEAHO ro0 MEHYBAME CBETOT, 3AE[IHO M HEBO3MOXHOTO 0 NPABMME BO3MOXHO!



WHdopMaumm 3a 3apyeHme Ha
rparaHu 3a petku bonectu
XXWUBOT CO NPEOU3BULNA




30py)XeHueTo Ha rpafaHu 3a peTku bonectn XWBOT CO NPEAM3BULNM Butona,
belue ocHOBaHO co Momow U noadpluka of HauuoHanHaTa AnujaHca 3a nyre co
peTkn bonectu op byrapuja. [IpBMOT COCTAHOK Ha CEMEjCTBA U [LOKTOPM 3a PETKM
bonect Bo MakefioHMja ce opraHusupatle of byrapuja u Toa Bo Oxpua, Bo JyHu,
2009Ta roguHa. OTTOraw naumMeHTuTe Bo MakefoHMja pelivja fa OCHOBAAT CBOja
opraHusaumja v aa ce bopat 3a cBouTe npasa. Taka ce pogu XWBOT CO NMPEOM3-
BULN.

BU3UIA

HawaTta BVI3VIja € [oa nocturHeme Hajp,o6ap MOXXEH KBaJIUTET Ha XMNBOT 3a NalNeEH-
T™™MTE N CeMEjCTBaTa KOU Ce CO04YyBaaT CO PETKU 6OJ'IECTI/I, npeky Hajuo6pm MOXHN
30PaBCTBEHU U COLLVIja)'IHI/I ycnyru.

MUCUIA

Hawarta Mucuja e passoj Ha pelleHnja U NoIUTUKN HU3 UMMIEMeHTaLmMja Ha ak-
TUBHOCTYM 33 NopobpyBare Ha KBANMTET Ha XXMBOT HA MaLMEHTU U CEMEjCTBA KO
Ce COo0YYyBaaT CO XXMBOT Co peTka bonecT. Lienta Ha XXWUBOT CO NPEAU3BULMN e na
noMara v Aa NoAapXyBa NalMeHTU 1 CeMejcTBa CO PeTku bonecTu.

EYPOPOUC - EBponcka OpraHusauuja 3a Petku Bonectu

EYPOPOMC e yHMKaTHa HeBnafMHa 1 HenpoduTHA OpraHM3aLumja Koja npeTcTaBy-
Ba 826 opraHu3aLMu Ha NauMeHTn 3a peTku bonecTu of 70 pa3nuunu 3emju. Cute
3aefHo paboTaT KOH nofobpyBatbe Ha XMBOTOT Ha 30 MUMOHK Nyfe Kou XuBeaT
co peTka bonect Bo EBpona.

Co NoBpP3yBatb€ Ha MaLUEHTH, CEMejCTBa M rpynu Ha naunmeHTu, Kako n co Co-

paboTka co cuTe 3auHTepecupaHnu ctpaHu, EYPOPOWUC ycnesa ga ja Mobunusnpa
3aefHuLaTa Ha peTku bonectu Bo EBpona, 3ajakHyBajKu ro rnacoTt Ha nauueHTuUTe

3AEHO NMOCUNTHW, 3AEAHO ro0 MEHYBAME CBETOT, 3AE[IHO M HEBO3MOXHOTO 0 NPABMME BO3MOXHO!



n O6!'IVIKYBa]'}’(l/I ro0 UCTPAXYBaAHETO Ha NOJIE HA PETKU 6OJ'I(ECTI/IJ noONNTUKNTE N yC-
NyruTe 3a nauneHTuTe.

JononHutenHu nidopmaumm 3a EYPOPLNC v 3a peTkuTe bonecTn ce pocTantu Ha:
http://www.eurordis.org

JononHuTenHn uHdpopMaLum 3a peTku bonectTn Moxe fa HajaeTe U Ha:

[leH Ha peTku bonecTw - http://www.rarediseaseday.org/

Mpexa 3a peTku bonectu - https://www.rareconnect.org/en

MopTan 3a peTku bonecTu u nekoBu cupaun - http://www.orpha.net

KomuTeT Ha EBponcka YHuja Ha Ekcneptu 3a PeTku bonectu - http://www.eucerd.
eu/

EBponcka nnatdopma 3a Peructpu 3a Petku bonectu - http://www.epirare.eu/
EBponcka AreHuuja 3a JlekoBu - http://www.ema.europa.eu/ema/

Esponcku MpoekT 3a Pa3eoj Ha HaumoHanHu MnaHoBu 3a PeTku bonecTw - http://
www.europlanproject.eu

Co uckpeHnu xenbu 3a nopobap MUBOT oguMe NoHaTamy, ce 6opume 3a Hawu-
Te npaBga,

BecHa AnekcoBcka

MpeTcenaTen Ha 3apy)KeHuWe Ha rparaHu 3a peTku bonecTy,

YXXWBOT CO NPEOM3BULMN Butona

Ten: +389 (0)70 70 54 46

E-Maun: zivotsopredizvici@egmail.com ; vesna.stojmirova@gmail.com
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WH®OPMALMH 3A 3APYXEHUETO:

+ Beb cTpaHa: http://challenges.mk/

+ JyTyb kaHan: https://www.youtube.com/user/lifewithchallenges

« ®ejcbyk cTpaHa: https://www.facebook.com/LifeWithChallengesi

« ®ejcbyk rpyna: https://www.facebook.com/groups/312483895490987/
* Teutep: https://twitter.com/ZivotPredizvici

YXUBOT CO NPEAU3BULLU e uneH Ha:

e
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MopapxxyBaun Ha XWUBOT CO NPEOU3BULA

SANOFI CENZYIVIE @ Nogkm N BIOMARIN @®MEDIS S

TPAJYE
MYKAETOB

y —

4

S
it

—

http://challenges.mk/






