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30py>XeHMeTo 3a peTku 6onectm e HenpoduTHaA W HeBnaavHa
OopraHusaumja Ha NaumMeHTn n poanTenun co peTkn bonectn, odpopMmeHo
BO 2009Ta rogmHa. Kako ocHOBauM CMe nauueHTU U poauTenn Kou
Cce Coo4yBaaT CO XWMBOT co bonect Ha lowe. Cute HWMe 3aefHO CO
HawwuTe 6AnCKkM 1 Npujatenn ce CooYMBME CO MOTELIKOTMM ylWwTe Ha
MOYETOKOT Ha HALUMOT XMBOT, Buaejkn peTkmTe 601ecTn ce HajuecTo
reHeTckn (85%) n cumMnToMKTE 3ano4vHyBaaT yLTe Ha NOYETOKOT Ha
XXUBOTOT.

Bo TEKOT Ha HaLLEeTO NOCTOEHE Ce KOHLEHTPMpPaBMe Ha Toa Aa buageme
OTBOPEHN 3a KOHTaKT CO CUTE MauMeHTU U poauTenn 1 aa noHyamMe
noaaplika M MoMow BO OAHOC Ha 3aedHuMyko obeavHyBame 3a
cnogenyBarbe Ha MHOpMaUMM U UCKYCTBO 3a CripaByBaHbe CO XXMBOT
CO peTka bonect. HawuTe Hanopu ce Haco4eHn KOH obe3benyBare
Ha COO/IBETHA [IMjarHo3a, TPETMaH M COLMjanHN YCIyru 3a NOCpPeKeH
N MNOKBANUTETEH >XMBOT 3a MNauMeHTUTe CO peTkn 6onectn BO
MakepnoHwuja.

[leHec BO 3Apy>XeHWeTo uyneHoBu ce Haa 100 naumeHTM M poauTenu Kou ce coodvyBaaT Cco
Hag 70 pa3nuyHu peTku Gonectn kako: bonect Ha lowe, PeHWnkeToHypuja, XepeautapeH
AHrnoegem, Anaxxun cvuHgpoMm, TuposuHemuja, JleHokc lactayT CuHapoMm, KoHreHuTanHa
MyCKynHa  auctpodumja,  KoHrewutanHa  katapakta, [lynMoHanHa  XwnepTeHsuja,
bonect Ha LTtpymden, Mpagep Bunu Cunppom, Enupepmonusuc bynoca, KapHUTWH
nnamuTonuTpaHcdhepasa aedpuumjeHumja, AapeHomuenoeHeyponatuja wnn agynteH obnvk
Ha AgpeHoneykoauctpodwmja, bBonect Ha BwncoH, Bunujamc CuHgpom, PET CuHapowM,
AJIC — Jly F'epek, MujacteHunja 'paBuc, XaHTUHITOH, Mopdurpurja, ManurHeH naparaHravom
— (bexpomMaumToM TymMop, ApTOrpuMno3nc MynTurnnekc koHrenuTta, ®OMNM — dubpoancnnasma
ocnduuaHc nporpecnsa, MyntuneH Muenom, MuenoancnnactnyeH Cuiapom, MMNC 4 — Mopkumo
Cunppowm, Ltpymden, KaptaHreHep CuHapoM, Takajawm CuHapoM, MactounTo3a, JyBeHuneH
[empaTtommosntnc, @puapux ATtakcuja, AkyTHa [Mopdupuja, LnctuHypuja, LUTaprapt,
JNloBe CuHgpoMm, [lekctoapava cuTyc uHBepcyc, ®daHkoHu, MactouuTtosa, Exnepc [daHnoc
CuHppomM, Bpyrapa Cunapom, Annopt CuHapom, Heypodwubpamatosuc, Memduryc Bynrapuc,
MonummnosunTuc, BereHepc NpaHHynomaTocuc, Human Muk L, Chronic inflammatory demyelinating
polyneuropathy, KapHej Komnnekc, Erythrodermia Ichthyosiformis congenita, Guillain
Barreov Sindrom, Malignant Melanoma, Rendu-Osler-Weber disease -hereditary hemorrhagic
telangiectasia(HHT), Systemic vasculitis-Sy.Churg-Strauss, UxTnosa, ®amunvanHa AMunongHa
MonnHeyponatuja, AuxoHaponnasuja, CnuHanHa MyckynHa Atpoduja, MyckynHa Auctpoduja
— [lyweH cvHApOM, ... M ApYyrv WTO Ke Ce MPUKIy4YaT Kako UNIEHOBU Ha 3APYXKEHMETO....
CeKOjAHEBHO MMaMe HOBW YNEHOBW BO 3ApYXeHWeTo Kou HapaaT uHdbopMauuu, noaapLika,
NnoBp3yBame ...
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JIN3030MHMU BOJIECTU
HA HATPYNYBAIGE

JinzosmMHUTEe 6onectn Ha HaTpynyBatbe Ce reHeTCKM
nopeMeTtyBatba NOBpP3aHU CO AUChHYHKLUMUja Ha IM303MUTE.

[lo cera ce no3HaTK noseke oa 45 NM3030MHM Bonectn u ce
npoueHyBa Aeka uma okony 1 cnydaj Ha 7500 HoBopoaeHu. EgHa
oa Tve bonectn e Mykononucaxapugosa. Cute osue NIM3030MHU
bonectn ce KpakTepuaupaaT CO MNPOrpecMBeH KIMHUYKM TeK.
Bp3nHaTa Ha nporpecujaTa 3aBucy og 6onecta n MHaMBUAyanHuTe
KapaKTePUCTUKN Kaj NaLMEeHTOT.

KAMHWYKNTE CMMNTOMM MOXeEe Aa Ce BUAAT BO Pa3/IYHN OpraHu:
3rofieMyBake Ha Crie3MHaTa 1 LUpHUOT Apob, NpoMeHa BO KOCKUTE
n 3rnobosuTe Kou AoseaysBaaT Ao Aedopmauunja U BKOYAHETOCT
M CManeH pacT, OWTeTyBake Ha CNyXOT M BMAOT, dacumjanHa
ancMopduja, pecnupaTtopHuM U cpuesBu npobnemu, HEBPOSIOLLKM
npoMenn (rnaBoboska, BpTornasvua, cnabocT), NCUMXOOPraHCKM
NpoMeHn (MHTeNeKTyanHu MOTELKOTMK, enunencuja, ncmxosa) u
Apyrn.

KnuHnukata cnvka Ha NM303MHUTE 60NecTn Ha HaTpynyBame e
N3pa3eHO XeTeporeHa M MoXe Aa Ce NojaBu BO Pa3/IMyHO BpeMe
0[ XXMBOTOT, @ CeKoja oA oBme 60necTn MoXe aa Bapupa o4 MHOry
6nar o6nnK 40 MHOry TellKa KIMHUYKa CIIKa.




MYKOMNMOJINCAXAPNOO3A (MIIC)

MIC e peTka HacnegHa MyJaTUCUCTEMCKa 6onect Koja ce
nojaByBa off HEAOCTAaTOK Ha EH3MMMUTE KOM yuecTByBaaT BO
pa3rpagyBakbe Ha rIMKO3aMUHOI/IMKAHUTE.

[MKO3aMUHOITIMKAHUTE Ce MOMMCaxapuay KoU ce COCTaBEHM of
NOBTOPSIMBU €AVMHMUM Ha Aucaxapua H-auetunrykosamuH wunm H-
aUeTUranakTo3aMuH ko ce boratm co cyndaTHu CoeanHeHwja.
[pyra Monekyna Ha LWWeKepoT € OBWMYHO YpPOHCKaTa KUCENMHa
(rNyKOpPOHCKA WM MAYPOHCKA). [NMKO3aMUHOINIMKaHWUTE ce ofl
MOpaHo MO3HaTK Kako MyKOMonmcaxapuau.

Kaj 3aboneHute og MIC, rMMKO3aMUHOMIMKAHWUTE Ce HaTpynyBaaT
BO SIN3030MUTE, LITO NPEeAM3BUNKYBa NOPEMETYBaHE Ha PyHKUUUTE
Ha KNEeTKUTE, TKMBaTa U OpraHuTe.

KnuHunykata cnvka ondaka pacrnoH oa 6narv TeNecHW NpoMeHW
MponpaTeHNn CO YpeleH WHTeNeKTyasieH pasBoj M HopMaseH
XMBOTEH BeK, A0 TEWKO OLITETYBatb€ HA MHOTY OpraHu, Kou
BKJTydyBaaT W KOMM/MKAUUM BO CPEAHUOT HEPBEH CUCTEM W
[0BeflyBaaT [10 CKPaTEH XXMBOTEH BeK.

[lo neHec ce onuaHK ABaHaeceT TUMOBKU M NOTTUNOBK Ha MIIC,
KoM MerycebHoO ce pasnMKyBaaT BO OJJHOC Ha EH3MMOT uuja
yHKUMja e HegocTanHa, U Aen BO OAHOC Ha K/IMHMYKATa CnKa
Ha NauMeHToT.




TUNOBU HA MIIC

MMC 1 X Xypnep cvMHApOM
MMNC1C Len cnHapom

MIMC 1 X/C Xypnep-LUen cnHapom

CaHdpUAMNo CMHAPOM

MMC 4 A MODKIO C o
KNO CUHAPOM
MIC 4 b P o

MIMC 6 MapoTteay-Jlamm CuHapomM




NMPEMNO3HABAIGE HA
MYKOMNOJIUCAXAPUOO3A

MocTaByBaweTo Ha [AujarHo3a 3Hae pJda 6uae  BUCTUHCKU
AVjarHOCTMYKM MNpeau3BMK MOopaau roneMaTta  pasfiIMyHOCT Ha
K/IMHUYKaTa C/IMKa Kaj MyKornonuncaxapuaosarta.

Nako cnmntommnte Ha MIC ce nojaByBaaTt ywTe BO AETCTBOTO,
4yecTo ce npunuwysBaaT Ha Apyrn 6onectn. 3aTtoa AujarHosaTta
HajuyecTo AOUHW, HeKoraw M co roavHwu. [opaauM noAouHeXxHa
AnjarHosa ce csiydyBaaT CepPMO3HM Nocneamumn — AOUHU NOYETOKOT
Ha NleKyBareTO U CO TOa Ce HaMaslyBa KBaJIMTETOT Ha >XMBOT U
AO/DKMHATa Ha XXMBOTOT Ha MauueHTOoT.

3a paHa gujarHo3a Ha MIIC, koja e Temen Ha gobap TpeTMaH u
rpuxa, Kiy4Ho e 6p30 npeno3HaBarbe M NPaBUIHO TONKYBaHE Ha
3HaUMTE U CUMMTOMUTE.

Cute MyKonmonmcaxapnaosm ce XpoHUYHWU, NMPOrpecuBHN BO TEK U
MYMTUCUCTEMCKM O 3adakaaT TesloTo, a Ce KapaKTEPUCTUYHU MO
deHoTMnOoT.




3HAUN N CUMITTOMU

3aMaTeHoCT Ha
poxxHuuaTa — dotodobuja

330CTaHaTOCT BO pPas3Boj —

MEHTa/IHa 3a0CTaHaTOCT —

MOpeMeTYBaH€e BO Pa3Boj
Ha roBopoT

YecTn MHbEKUMM Ha AMLWHKTE
naTuLTa — rNacHo AULLEHE U
‘pPKarbe — anHeja BO COHOT

lNoBTOp/MB BOAEH MpPONUB

Cnaba dyHKumja Ha
paueTe — 3rpyeHn NpcTu
— 3rpyYeHa AnaHka

N ENERNEEERY
yesno — LWNPOK HOC —
aebenun ycHu

l'ybere Ha cnyxoT —
4eCTn UHMEKLMN Ha YBOTO

LLlym Ha cpueTo — 3aaebenyBare
Ha cpueBuTe 3anncToum

3rofieMeHa cre3unHa v LpH
Apob — xepHuja

KapnaneH TyHen cmHapom —
KOMMpecnja Ha KapnauuaTa —
OTEXHATO oAeHe

BkouyaHeTocCT Ha
3rnobosuTe

¢




NMPUKA3HATA HA
TUH N CBEH-MIIC 1

,BEke He 3Haeme Kaje [a OAMME CO HawuTe Medanju" — ropao Hu
KaxkyBa PeHaTa, Majka Ha 14 roguvwHyn 6nm3Haum TuH n CBeH, Kou
BEKe ABEe roAMHW TPEeHWMpaaT MWHI MOHM W Yy4YecTBYBaaT Ha pasHu
HaTnpesapu. HUBHWOT TpyA € HarpajeH co MHory nobeau, of Kou
HajHOBM ce 1 M 2 MeCTO Ha APXKaBHO MPBEHCTBO 3@ MWHI MOHIr 3a
nyre co uHBanMAUTeT. Majkata PeHaTa M TaTKoTo Mrop BOOMLITO He
Ce COMHEBaaT [eKa M MoHaTaMy Ke MMa MHOry ycnecu v mMeaaniju, u
nokpaj Toa wrto TuH n CeeH 6oneaysaat oa MIMC tvn 1.

HajTewko 6elwe kora 34paBjeTO Ha HawuTe Aeua o4uurnegHo ce
BMIOLWWYBALle, @ HUKOj 04 AOKTOpUTE HE 3Haelle Aa HW Kaxe 30LTo,
ce npuceTyBaaT poauTenuTe. Bo TOj nepnoa He HM COHyBaBMe Aeka
JlEHeC Ke MMaMe coba nosnHa co Meaanju. [euaTa ylTe oA parame
MMaa TUNMYHM cumntoMm Ha MIIC, 3ronemMeHa rnasa M CTOMak, HO
HWKOj o4 neanjaTpute He 3Haewe Aa objacHu Koja e npuymHaTa 3a
Toa. Mocne exo Ha rnaBaTa, He ybeayBaa [ieka Ce € BO pefl U ieKa He
rnegaaT NnpyMYnHa Nopaau Koja rnaeaTta 6w um buna 3ronemeHa. Kora
AeHec M rnegame crapute doTtorpadumn, ocobeHo of netyBame,
Kora geuaTta uMaa camo roamHa AeHa, rnejame KosKy rnaBuTe UM ce
AVCNPOMNOPLMOHANHO NoroieMn o4 TenoTo M Ce npallyBaBMe 30WWTO

Ha HWKO] TOa He My
npeTcTaByBalle 3HakK
JeKa HewTo He e BO
pea. NoHaTtaMowHWTe
B/OWYBaa KOW U
3abenexasme 6ea
Ha 4 roavHM Kora He
MOXEBMe HOPMaJsiHO
Ja UM M cedeme
HOKTUTE Ha paueTte



6uaejkn fgeuata He Moxea Aa ja
CTUCHAT paKaTa, a CBUTKaHUTE NpPCTH
He MOXea fAa rv ucnpasaT. TakBuTe
CMMIMTOMM TOBEKE HE MOXEea Aa ce
UrHopupaart na 3atoa TprHaBMe BO
notpara no AavjarHosa. beeme BO

noBeke GOSHMUM M efleH oA COMHexwuTe belle aeka ce paboTv 3a
MYCKYyJIHa aucTpoduja. MCTOBPEMEHO CO HALLETO Tasikakbe, 34pPaBjeTo
Ha JeuaTa ce NoBeKe ce B/oLyBalLLe.

He Moxea pga kfekHaT, da TpyaaT, MOTOPUYKM Ce pasBMBaa cCe
nobaBHO, MMaa 3rofieMeHa cne3nHa 1 LUpH Apob 1 WymMoBK BO CPLETO.
Hukoj He ce coMHeBawe aeka e MIC Bo npawarse. Aypu so 2007
roguHa CTUrHaBMe Ha nperneq A0 AOKTOp CreunjanucT Koj nMalle
NCKYCTBO BO pabota co MMC. Menajkm rv TuH 1 CBeH BeaHall ce
nocomHeBa Bo MIC n Toa 6p30 ce NOTBPAN CO TECTOBUTE.

Kora amjarHo3ata KOHEeYHO Ce NOCTaBK, NOYYBCTBYBaBME O/IeCHYBaHe
6uaejkn anjarHosata 3HaYelle Kpaj Ha HaLIeTO Taslkake M KOHEYHO
CO3HaHWe 3a Toa COo LWTO MopaMe Aa ce 6opume. Ho, kora go3HaBme
WTO TOYHO e MIC 1 wTo HocK co cebe, cnepelue WokK. [a ce xueee
co MIMC 3Hadewe MoTnonHa peopraHM3aumja Ha CEMEjHUOT >KMBOT.
Bo 2008 rognHa TuH 1 CBeH 3amno4yHaa CO NpUMaHe Ha E€H3UMCKa
3aMecTuTesIHa Tepanuja Koja ja npuMaat cekoj netok. OTKako ce Ha
Tepanuja aojae Ao MHory nogobpyBara: ce HaMAW LWYMOT Ha CpLETO,
ce Hamanu UpHuoT apob n ctomakoT, ce nogobpu BMAOT, 3aToa LWITO
HEMa BeKe HaTpyrnyBarbe€ Ha MyKOMoJMcaxapuay Ha pOoXHMLATA,
MOJSIECHO AMLWIAT M MMaaT MoBeKe cuna.

Mokpaj cuTe nopobpyBara Ha 34paBCTBeHaTa coctojba, ce 3abasu
N nporpecunjata Ha bonecta. TepanujaTta, Mako NOHeKOraw HanopHa
6uaejkn eneH AeH HeaenHo Mopame Aa NoMuHeMme Bo 6oMHMUa, 3a
HALLETO LIEN0 CEMEJCTBO 3HaUM KBAIMTETEH XMBOT, MOBEKE MOXHOCTM
N cBeTna uaHnHa. TuH 1 CBeH peaoBHO OAAT Ha yuyunuwTe, umaat
OAJINYEH YyCrnex U Tpy naTh HeaenHo oaaTt Ha TPEeHWH3WU. Bo naHuHa
o4YeKkyBaMe yLTe NeTKK, ywTe Meaanjy u ybasm 3aegHNYKM MOMEHTH.




MYKOMNOJINMCXAPUAO3A
Tn 4A - MOPKMO CUHAPOM

[eteTo e co AujarHo3a Mykononucxapugosa tvn 4a - Mopkuo
CUHAPOM.

[njarHoCcTMumMpareTo oAelle penaTtMBHO 6p30 1 NeCHO a HAjTeLIKNOT
MOMeHT 6elle Kora NpenaT CylWwHaBMe a NoToa u Kora Ae(MHUTUBHO
ce NoTBpAM Taa AnjarHo3a. Toralw ce YyBCTBYBaBME KaKo Lien CBET Aa
HaTeXHan Ha NAeKUTe CO MaYHMHa U TEroBHOCT BHATPE.

3a nameTere ce OHME MOMEHTM Kora ce npakaa NpuMMepoun oA KpB
3a AnjarHocTMuMpatbe, TYIreTo 1 AOKTOPUTE KOM NOMOrHaa BO LIENMoT
TOj npouec. Tyka e u Tepanujata Koja KOHEeYHO A0jae U MO3UTUBHO
AeNyBa Ha [ETETO, @ CO TOa U HallaTa HaZeX U CpeKka ce oApXKyBa.

OHa WwTO HajMHOry HW aaBa cuna e BepaTta BO bora, a MoTmB ce
TaNEeHTUTE KOU ' NoceslyBa OBa M3BOHPEAHO U UHTENIMFEHTHO AETE -
nocebHo aapbata 3a upTaHse.

[la ce 6buae poauTen Ha feTe cO peTka 60/MecT CUrypHO e TeLKo
BPEME, HO UCTOBPEMEHO UCKJTyYUTESIHA MOXHOCT 3a CMUPEHUE 1 of
HaC Aa Hanpasu noaobpu nyre.




NMPUKA3HATA
HA AHEJ - MINC 2

,Kora Ke nopacHaM cakaMm Aa ce 60paM 3a npaBaTa Ha cuTe 601HK
Aeua 6uaejkn oBMe BO3pacHUTE MM MPEMMHAa CUTE FpaHULUM U
BOOMLUTO He nomaraat!™ — Benn AHen, 12 roguliHO MOMYe Koe
bonegysa og MINC Tmn 2. AHen e poaeH Kako 3apaBo 6ebe.
EAMHCTBEHO pas3nnyHO Ha Hero 6elue norosieMaTta rnasa U CToMak,
Ha LITO HWKOj 04 neaunjaTpuTe He 0bpHa BHMMaHMe. Kora HanosHa
efHa roMHa 3ano4Haa pecnupaTopHuTe npobnemmn, 6POHXUTUC U
BMCOKa TemnepaTtypa. Tue npobnemmn co roamMHu ro mMadvea AHen,
a [OKTopuUTe r'm neyea camo cuMmntommuTe. [lypy Ha 6 roavHu
3apagn 3roneMeHn KpajHuuu, AHen ro ogHecoa Ha npuBaTeH
OTOPWHONAPWUHIONOr KOj BMAE [AeKa OCBEeH Apyrute CUMMTOMMU
AHen uMma n n3paseHo KpaToK BpaT. 3aTtoa ro yrnaTu Ha reHeTcko
TecTupare Co Koe e noTepAeHa anjarHosata MIIC 2.

MajkaTa Ha AHen BefM [eKa HUKOrawl He pasMuciysane aeka
MOXe fAa ce paboTu 3a Takea Tewka 6onect. Mopaan AOUHOTO
noctaByBatb€ Ha [AuWjarHo3a, AHes 3anoyHa CO  eH3MMCKO
3aMecTuTeNiHa Tepanuja aAypu Ha 7 roavHu.

[Jlo Toraw pas3Bu Uena naneta Ha CUMMMNTOMM: OcnabeH Cnyx,
3rofieMeH LpH Apo6, 3rofieMeHa Ce3nHa, PpasBUEHN KOHTPAKTypU
Ha 3rno6oBuMTE, LIYMOBM Ha CPLIETO, 3rOJIEMEH ja3uiK.




Mocne Tpu Meceuu Ha Tepanuvja, Beke ce
3abenexaa nogobpysarba Ha 34paBCcTBeHaTa
coctojba: upH1oT Apob, cnesnHaTa, CTOMakoT
M jasuKoT ce Hamanvja un ce nopobpu
KoopAvHauuMjata W noABMXHOCTa. MajkaTa
BeNM Aeka bnarogapejku Ha TepanujaTa ce
3a6aBu TEKOT Ha 601ecTa, HO TELLKO M e Kora
pa3MuciyBa WTO 6u 6uno ako 3anoyHene
nobp3o co Tepanuja.

be3 ornea Ha cuTe 3apaBcTBeHM npobnemu,
AHen feHec e BO NeTTo oaaeneHue n oboxasa
cdynban. On Man HasuBa 3a [lMHamo u ce
pagyBa Ha cekoj HaTtnpesap, 6e3 ornea Ha
pe3yntaTtoT. Kako wto AHen Benu — BaxkHo e
[a ce y4yecTByBa.




NMPUKA3HATA HA
BAJIEHTUHA — MINC 6

BaneHTuHa e HajMnaga oA Tpu Adeua BO CBOETO ceMmejcTBo. Mma
[iBa noctapv 6paka. EAHMOT e 3apaB, a ApYrMoT UCTO Kako Hea
6onenysa oa MIMC Tun 6. MajkaTa [dparvua ce cekaBa Kako Ha
BaneHTnHa 1 Hej3nHMOT BpaT MM ce NocTasn AujarHo3arta.

.Kora 6paTtoT Ha BaneHTMHa mmawe 6 Meceuu, jac u conpyrot
3abenexaBMe [eKa HaLLeTo AeTe He ceam NpaBuiHO. buaejku Beke
MMaBMe eflHO NOCTapo 34paBo AeTe, MOXEBMe Aa rv 3abenexunMe
pa3nukute BO pa3sojoT. OTMAOBME Ha neaujaTap CO CTpaB Aeka
HELLTO He e BO pef CO AETETO M Taa HE CMUPY BENEjKU AieKa Toa He
e cepuo3eH npobnem. Ho, AeTeTo M BO HapeaHWUTe Meceumn He ce
pa3BuBalle BO CKflaj CO BO3pacTa U Ha roavHa AeHa HanpaBuBMe
peHAreHckn nperned. Moxe fda ce KaXe [Aeka MMaBMe cpeka
6uaejkun cryyajHo 3aBpLUMBME Kaj AOKTOP CMELMjannUCT Koj uMalle
nckycTeo co MIMC nauneHTH 1 BegHall NocTaBu AvjarHosa."

Jloneka aa CTMrHaT TeCToBUTE KOM ja NOTBpAYBaaT AnjarHo3aTa ce
poau n BaneHTUHa Kaj Koja BeaHal ru 3abenexaBMe CUMATOMUTE
Kako Kaj Hej3anHMOT H6paT u BegHal ce noctasu AujarHosaTta MIC
™n 6.




BaneHTHa peHec wuMa 20 roamHu, a
€H3MMCKO 3aMeCcTUTeNnHa Tepanuja npuma
Beke 6 roavHu. Bo npBuTe 6 Meceum kora
NnoyHaBMe CO Tepanwuja BedHaw ce Buae
noaobpysare: ce nogobpu MOABMXKHOCTA

Ha 3rnoboBuTe, KOXaTa M KocaTa Ce oropasuja U CNyxoT ce
nopobpu. OTKaKo e Ha Tepanuja BaneHTUHa HeMa BrOLWYBaHe Ha
coctojbaTta n TectoBMTe 3a KOHTpona ce aobpu. Majkarta >anu
WTO TONKY [OLHA Ce 3amnoyHa co Tepanuja, HO MCTOBPEMEHO M
e Aparo Aeka TepanujaTta e foctanHa v ce rnega noaobpysarse.
bnarogapeHve Ha 3anvMpakeTo Ha HanpefokoT Ha 6onecta,
BaneHTuHa ycnea Aa CTUrHe A0 Kpaj Ha BMOTEXHUYKO YUYUIULITE K
ce npunpeMa 3a ApXaBHa MaTypa.

CnoboaHOTO BpemMe o WCMOSIHyBa CO
YyuTakbe Ha KHUMM WM NUWYBake Ha
npuvKasHu 3a Ageua. EgHawl HegenHo oau
Ha jaBaHb€ M BESI ieka Toa MHOry 3Haun 3a
Hej3MHOTO 34paBje. Ha npallaHeTo Kaje
Haora BPEME 3a CE, eHOCTaBHO OAroBapa
Aeka ce e Bo fobpa opraHusaumnja u
noAAapLLUKa o CeEMejCTBOTO.
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Hrvatski savez
zarijetke bolesti
www.rijetke-bolesti.hr

TekcToT BO HpoLlypaTa e npeB3eMeH of
XpsatckmoT Cojy3 3a PeTkun bonectu.

MNpukasHaTa 3a MINC tin 4A e oa poanTenu oa MakegoHwja. bnarogapvme
3a NPUAOHECOT 3a NOAWIHYBak-e Ha CBeCTa 3a peTkuTe 6onectu.

XMBOT CO MPEAM3BULN e nonHonpaBeH YieH Ha
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UNEHCTBOTO BO 3APYXEHMETO e 6ecriaTtHO 1 A0CTanHO 33 CUTE MauMeHTU W POAMTENM KOU Ce COoYyBaaT
co peTka 6GonecT. UCTo Taka 3ApY>XEHWETO € OTBOPEHO M 3@ MEAULMHCKW MPOMEecoHanuy, Hay4YHuLy,
BOJIOHTEPM 1 MOAAPXKYBAYM KOM CakaaT Aa Ce 3acTanyBaaT 3a noaobpyBatbe Ha KBANUTETOT Ha XKMBOT Ha
NauMeHTUTE 1 ceMejcTBaTta co peTkn 6onecTu.
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[ononHutenHn uHdopmaumm 3a XXUBOT CO NPEAU3BULIN:

Beb crtpaHa: http://challenges.mk/

JyTy6 kaHan: https://www.youtube.com/user/lifewithchallenges
dejcbyk cTpaHa: https://www.facebook.com/LifeWithChallengesi
TeuTep npodun: https://twitter.com/ZivotPredizvici

EYPOPUC — EBponcka OpraHusauuja 3a Petku Bonectun
EYPOPAWC npeTcTaByBa rnoeeke of 606 opraHu3aumm 3a peTku 601ecT Bo 56 pasnmuHm 3eMju, NoKpuUBajKu
noseke oa 4000 peTku 601ecTut. 3aToa e rnacoT Ha 30 MUIMOHK NaUMeHTV co peTku 6onectn Hi13 Espona.

EYPOPAWNC e HeBanagvHa anujaHca BOAEHA Of MauMEHTM M COCTaBeHa O OpraHM3aumMu Ha MauueHTu u
MHAMBUAYW aKTUBHM Ha nosie Ha peTku 601ecTn, NOCBETEHN KOH NofobpyBake Ha KBANMTETOT Ha XXMBOT Ha
cuTE Nyre Kou XMBeaT co peTka 6onect Bo EBpona.

EYPOPAWNC nopapxxyBa co3faBatbe M pa3BOj Ha HaUMOHAnHW anujaHcu 3a petku 6onectn u EBponcku
denepaumm 1 mMpexu cneumduyHn 3a oapeaeHa 6onect. MoaapxaHa e oA CBOUTe uneHoBu U of AOM —
TenetoH, EBponckata Komucuja, kopriopaTviBHM hoHAAuMM U 34paBcTBeHaTa MHAycTpuja. EYPOPAWUC e
dopmMupaHa Bo 1997 roamHa.

[ononHuTenHn ngopmaumn 3a EYPOPAUC n 3a peTknTe 6onectu ce goctanHu Ha: http://www.eurordis.org
[lononHuTenHn uHbopMaLmm 3a peTku 6onecT MoXe a HajaeTe v Ha:

[leH Ha peTku 6onecty - http://www.rarediseaseday.org/

Mpexa 3a peTku 6onectv - https://www.rareconnect.org/en

MopTtan 3a peTkn 6onectv n nekosn cupaum - http://www.orpha.net

KomuteT Ha EBponcka YHuja Ha EkcnepTv 3a PeTku Bonectu - http://www.eucerd.eu/

EBponcka nnatcdopma 3a Pernctpu 3a PeTkn Bonectu - http://www.epirare.eu/

EBponcka AreHumja 3a Jlekosu - http://www.ema.europa.eu/ema/

EBponcku MpoekT 3a Pa3Boj Ha HauuoHanHu MnaHoBu 3a PeTkn Bonectu - http://www.europlanproject.eu
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