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¥usoTt co Npegussuum / Jeta me Sfida / Life With Challenges
MouynTyBaHM YNEHOBU N NOAAPNKYBAUM,

34pyKeHMeTo Ha rpafaHun 3a petkn 6onectn KMUBOT CO NPEAUM3BULN Butona, npogonkysa co
cBojaTa paboTa Ha nosie Ha NogobpyBarbe Ha KMBOT Ha MaUMEHTU CO pPeTKn bonectu. Bo 2016
roguMHa, peanusnpaBme MHOTY aKTMBHOCTM 33 MOAUIHYBakbe Ha jaBHaTa cBecT, copaboTka u
BMpeXKyBake Co APYrn OpraHM3aLmMm Ha HaLMOHANHO U MHTEPHALMOHANHO HUBO U KOMYHMKaLMja CO
peneBaHTHU UHCTUTYLMKN BO P. MakepoHuja.

MNHTepHaLUMOHANHO NPOAO/IKMBME QAKTMBHO [fa ydyecTByBame BO OOpAOT HA AMPEKTOpM Ha
EsponckaTa MNowe AnunjaHca, Bo PaboTHaTa rpyna Ha EYPOPAUC 3a MHbopmaumja, TpaHcnapeHTHOCT
n [octanHocT Ha JlekoBW, CTaHaBMe 4YJeHKM Ha AnujaHcata Ha [laumeHtckn OpraHusaumun BO
MakegoHMja co uen ga M NoAAPXKMME CemejcTBaTa KOM Ce coodyBaaT co pak. McTo Taka
npoaoKmMBme co pabota Bo HaumoHanHaTa AnvjaHca 3a PeTkn Bonectn Ha P. MaKegoHuja.

3a HawwuTe aKktTMBHOCTM BO 2016 MmaBme [JOHaUMKM Of pPasAUYHM NPUBATHWM KOMMNAHUKU BO
MakegoHuja U oa, pampaL,eBTCKM KOMMNaHUKU Kako [eH3nme-CaHodu ABeHTuc, XodmaH Jla Powe,
BruomapuH, dajsep, LlenreHe NHTepHauunoHan.

3a cuTe HalM aKTMBHOCTM MOXKe Aa ce MHPopmMpaTe MpeKy Hawarta Beb CTpaHa WM couujanHuTe

MPEKU:
e http://challenges.mk/
e https://www.youtube.com/user/lifewithchallenges
e https://www.facebook.com/LifeWithChallengesi
e  https://twitter.com/ZivotPredizvici

Bu 61a200apam Ha 8HUMAHUEMO U ce Hadesam Ke npodoaxcume co ycrnewHa paboma,

BecHa Anekcoscka

lMpemcedamen Ha 30pyxeHue Ha epa2aHu 3a pemku 6osecmu,
MHUBOT CO MNPEAN3BULIN bBumona

Ten: +389 (0)70 70 54 46

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

MUBOT CO MNPEAN3BULIN e uneH Ha:
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Address: Boris Radosavlevik — Goce , 12, 7000, Bitola
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M3BewTaj Ha aKTUBHOCTU 3a 2016 rogmnHa

Bo 2016 roaunHa, 3apy»KeHUETO Ha rparaHu 3a peTku bonectn KUBOT CO NPEAN3BUUMN Butona,
peanusmpalle MHOrY akTUBHOCTM 33 NOAUIHYBaHE Ha jaBHATa CBECT, COPaboTKa M BMpeXKyBaHe CO
APYrM OpraHMsaumMm Ha HAUMOHANHO U MHTEPHALMOHAIHO HUBO WU KOMYHMKALMja CO PeneBaHTHU
MHCTUTYLUMM BO P. MakeaoHwja.

Bo 2015 rognHa MWHUCTEPCTBOTO 3a 34paBCTBO FO 3rosiemMn PpUHAHCMPAHETO Ha nporpamarta 3a
peTku bonectn co WTo ce Habasuja 21 HoB nek 3a 12 pasnuyHu 6onectn. Bo 2016 3ronemyBarbeTO
Ha nporpamaTta MpPoAo/KM U ce HabaBMWja M OPYrM HOBM JIEKOBM 33 HOBO AMUjarHOCTULMpPAHWU
nauueHTV og BeKke pernctpupaHu 6osiecTu M 3a HOBO perucTpupaHu bosiectn. UCTo Taka npeky
®30M ce HabaByBa nocebHa UcxpaHa 3a oApeaeHn peTkM 60s1ecTu. 3a »Kan 3a PeTKU PaKoBU ce ylTe
Hema HOBU MHOBATMBHM JIEKOBU U CE yLITE MMa HEAOCTaTOK Ha KOMMYMHU o4 o4peneHU iekoBu. Bo
KOHTAKT CMe CO MHCTUTYLMKUTE 3a ga ja nogobpume coctojbaTta 3a UCTOTO.

Hoeama npozpama 3a pemku 6oaecmu objaseHa 00 MuHucmepcmeomo e cnedHama:
1. BonecTu Ko MoXKe Aa ce TPeTUpaaT Co JIEKOBMU;

2. BOMeCTM KOM Ce PEeTKM, HO 3a KOM Hema TPeTMaH HO Ce BaHM 3a AMjarHocTvumparbe U
nnaHuparse.

Bo pervcrapoT Ha NauueHTn ce BKAyYeHW BONECTM KoM ce HaofaaT Ha /IMCTaTa 3a PeTkn bonectn og,
2014 Ha OpdaHer.

http://www.orpha.net/orphacom/cahiers/docs/GB/List of rare diseases in alphabetical order.pd
f

Bo peructapoT Ha peTku 6onectn ce BKAyYeHU 6onectn Kom Banjaat Ha 1 Bo 2000 nyre, HO KoM He
HaAMMHyBaaT 6pojka 20 Ha HMBO Ha P. MakeaoHwuja. JlekoBuTe ce obe3beyBaaT 3a NALUMEHTUN KOU ce
PEerucTpMpaHn BO PErMCTapoT 33 peTkM 6Oonect npeky nporpamata 3a pPeKTn bonecTu.
Ob6e3beneHnTe NEKOBU ce NOTPEOHM 32 MAUMEHTUTE U Ce e4UMHCTBEH MOXEH M360p 3a TPETMaH Ha
6onecTa, HO He ce HaofaaT Ha ICTaTa Ha NO3UTMBHU Nekosm Npn G30M.
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3a peanunsaumja Ha nporpamara, TPETMaHOT Ha peTKn 6o1IecTn co Tepanunja U 1EKOBM KOU MPETXOAHO
He ce HabaByBa/ie, 3a NpoBM3Mja Ha NoTpebHa onpema 3a AnjarHo3a, 3a eayKalmja Ha NepcoHanoT 3a
AVjarHo3a 1 TpeTmaH Ha naumeHTn co peTku 6onectn Bo 2016 ce usasoeHn 203.000.000,00 aeHapw.

e TpeTmaH Ha naumneHTH co peTkn 6onectn 6e3 pasnnKa Ha cTaTyc Ha ocurypysare 197.000.000.00

e Obe3benyBarbe Ha onpema 3a gujarHo3a M TpeTMaH Ha peTkn 6onectn 4.000.000.00

eE/yKaumja Ha nepcoHan Koj M TpeTupa/avjrHocTMuMpa nauMeHTUTe Co peTku bosiectu
2.000.000.00

Ce HageBame aeka Bo 2017 Ke MMa AOMNOJIHATENHW MPOMEHM BO Mporpamarta 6uaejkm mHory og,
NauMeHTUCKUTE OPraHM3auMM Kako M HUe pearMpaBme Ha OrpaHWYyBareTo Ha bpojkaTa Ha
nauneHtn o 20. UcTo Taka pearmpaBme M Ha HeAOCTAaTOKOT Ha TPAHCMAPEHTHOCT Ha KpUTepuymmTe
3a perucTpaumja u HabasKa Ha TPETMaH 3a NaUMEHTUTE CO PeTKM 6onectn Bo MakeaoHwja.

1. [eH Ha Petku bonectu, 29 pespyapu, 2016
Mo nosog CBeTckmoT [leH Ha PeTku bonectn 2016, 3gpyKeHneto XKueot co lMNpeanssmum 3aegHo

co HauunoHanHaTa AnnjaHca 3a PeTku bonectn Ha MakeoaoHWja opraHM3mpalle HacTaH 3a NPUrogHo
onbenexysarbe Ha 29 ¢peepyapu (noHedenHuk), 8o KuHo ®pocuHa — MKL.
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Aupekmopkama Ha AeeHyujama 3a nexkosu - - a. Mapuja [fapkoscka CepadhumosckKa,
36opyBalwe 3a BarkHocTa Ha OP®PA nexkosute (ORPHAN medicines) n 3a HMBHaTa BaxKHOCT. Mako
peTKkuTe 60MecTn ce Majky U reHepanHo IeKOBUTE NOTPEOHM 3a 0BME BONECTM He ce MHTepPEeCHM 3a
dapmakosiowKaTa MHAYCTPMja bruaejkM NUCTPaXKyBakeTO 3a HMB e cKano, a nas3apoT man. Cenak Bo
nocneaHoO BpeMe Mma Nos3uTUBEH HanpeaoK buaejkn aen of UCTpakyBakbaTa ce CNOH30pMpPaaT of,
B/lagMTe, HAaMasieHa e AAMUHUCTPATUBHATA NPOLEAYPA,a M NATEHTOT HA OBME JIEKOBM TPAe NOLOATO.
Bo oagHoC Ha oBue nekosn Bo MakeaoHuja Bo 2015 roauHa e obe3beaeHa KOHTUHYMpaAHa HabaBka
Ha OBWe NIeKOBM W Toa BnarogapeHMe Ha M3MeHMTe BO 3aKOHOT 3a AKUM3M M Ha paboTaTa Ha
KomucujaTa 3a PeTkun 6osiecTn. AreHupjaTta 3a JIEKOBU Ke NPOAOJIKN Aa ja AaBa cBojaTa noaApLuKka Ha
WUCTUOT UAWN CIMYEH HAYMH.

Mpemcedamenkama Ha Komucujama 3a pemku 6oaecmu Ap. Acnasuja CogpujaHoea cTakHa AeKa
e npeauM3BUK [la Ce KMBee Co peTka bosecT, a ywTe noronem npeamnssuK e bosecta ga ce ApKu nog,
KOHTpona. Taa Harnacu Aeka PeructapoT Co peTKn 6onectu pefoBHO Ce axkypupa M [eKa 3aeHo
Tpeba ga paboTume Ha noroJsiema MHTerpaunja Ha oBMe 1A BO ONWTECTBOTO. Taa ce 3abnarogapu
Ha cuTe Kou ce aen og osaa 6opba, KaKo U Ha MeauymuTe 3a NO3UTMBHATA MOKPMEHOCT Ha OBaa
Tema. McTo Taka Harnacum pfgeka He camo Tepanujata Koja e BarKHa, TYKY U CemejcTBOTO M
MHTErpMpaHoCcTa BO ONLITECTBOTO.

MpemcmaeHuykama o0 MAHY, [O-p AujaHa MNnawecka KapaHguacka HakpaTKO Kaka KOMKY e
BaXXHa AMjarHOCTMKaTa M OeKa MaKo e CKana Taa noctoun. Bo MakegoHuja Ha nauneHTUTe Mm ce
OOCTanHW COBPEeMeHW AWjarHOCTUYKM anaTkM WM CO OBa MOXe Ja Ce HanpasBu npeHaTasHa
AMjarHOCTUKA M reHeTCKa AMjarHOCTMKa, Kage ce yTBpAyBaaT MOXKHCTUTE 04, NojaBa Ha peTKa bosect
BO CEMEjCTBOTO.

Mpemcedamenkama Ha HayuoHanHama AnujaHca 3a Pemku bonecmu, BecHa Anekcoecka, peve
»,Ha nouetokoT 6eB cama Kako 6Hopeu, nauneHT Bo 2009 roamHa, HO AeHec BeKke MMame efHo
CEMEJCTBO CO KOe 3aefHO ce bopume BO O6UTKaTa 33 peTkuTe bonecTn.” Taa cymupalle KoKy e
Ba)KEH TPETMaHOT M MNOMOWTA Kaj peTkuTe 6onectm M ja nocounm cTygmjata Koja HueoT co
Mpeaunssnum ja nspaboTn Bo copaboTka co ,,CTyamnopym”.

CmedpaH Yuuyueanuee 360pyBalle 3a NaTOTO KOj edeH MauUMeHT co peTKa bonect mopa Aa ro
n3oan.Toj naT NOYHYBa CO AMjarHo3a Koja moxke ga buae nam 6p3a nam 6asHa. BtpouoT aen og 1oj
naT e BCYLIHOCT HajBa*KHMOT Aen Koj rM obeaMHyBa NPUMapHOTO, CEKYHAAPHOTO M TepuunjapHOTO
34paBCTBO M KOj Nomara naumeHTOT Aa OAp»KyBa cTabuaHa cocTojba co cooaBeTeH TPeTMaH, WTo e
BCYLUHOCT M NnocneaHWoT Aen. bes cooaseTHa nogapLuKka cemejcTeaTa Kou ce bopaT co peTka bosnect
Ce Coo4yBaaT Cco ronemu npobnemu, npea ce o4 EKOHOMCKM acneKT, a NoToa M 04 couMjaneH acnekT.

McTo Taka ce ogprka HacTaH 3a NoAMrHyBakbe Ha jaBHaTa CBECT CO Ae/fieke Ha MPOMOTMUBEH
MmaTepujan Ao jaBHOCTa U MeauymuTe.
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CtyaujaTta 3a peTkun 60s1ecTu Koja ja npeseHtupatwe KMUBOT CO NPEAN3BULMN moxke aa ce Hajge Ha

HawaTa Beb cTpaHa.

NOMMTHKM, NPAKTUKK F
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McTo TaKa yyecTByBaBMe M BO KamnawaTta “Hug For Rare” Ha XpBaTckaTa AnujaHca 3a PeTkn bonectu

1 HaunoHanHaTta AnmjaHca 3a peTkn 6bonectu Ha Cpbuja co uen aga ce cpywm NMMHUCOBUOT peKopa BO

rywKkarbe.

bnaropapeHue Ha lopaaHa Jlonecka ce opraHusupawe HactaH Bo Oxpua: LpseH Kpct Oxpug,
3ae[HO CO 34pyKEeHMEeTO 3a Besiocunegmsam naaHuHapewe U eko Kyntypa 3L AaHTypa Ha 27.02
opraHusuMpalle nNaaHUHAPCKa Typa Ha naaHuHaTa lNaamumnua nog nmeto MNYWKAHE HA TAJIMYULA.
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Yuenuumnte npu OCY CB KnumeHT Oxpuacku ro ogbenexkunja AeHOT Ha PeTkn 6oecTM co Tpyake
aT/IETCKM KpOC KOj ce oapra Ha 29.02 2016 8o 12.00 yacoT Ha KejoT Ha OxpuackoTto Esepo.

bnaropgapeHue Ha JacmuHa XpUCTOCKa ce oap:Ka HacTaH Bo lMpwunen: BonoHTep co noaapLlika Ha
onwTtuHa Mpunen Ha 27.02, opraHu3sMpa moaHa pesuja Bo KMHO casna Muc CroH, Bo 19.00 vacor..
Ucto Taka n Bo butona ce oppiKa HacrtaH: 3apyxeHneTto Xenap LUeHTap opraHmsupalle agenere
dnaepu v rywkare Ha 27.02 (cabota).

Kako npoposkeHWe Ha AEHOT Ha peTku bonectn 6eBMe MHBONBMPAHM M BO OpraHuWsaumja Ha
npefasarba BO peanmsaunja Ha HaumoHanHata AnuvjaHca 3a PeTku bonectn Ha P. MakenoHuja, Kom
ce oap:Kaa Ha MeauumnHckmot dpakynTteT Bo CKonje.
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2. CKoncku mapaTtoH 8-mu maj 2016- CKkonje — Skopje Night Running Tpua 3a PeTkure
6onecrtu!

34pyKEHMEeTO Ha rpafaHu 3a peTkMT 6onectn HKueoT co MNMpeanseuumM ja NPOAONKM TpaguLmMjaTa Aa
yyectByBa Ha CKonckmoT mapaTtoH. OBaa roguHa 3gpyxeHueto MomeHT MNnyc og lesrenuvja mncro
TaKa yyecTByBalle Ha MapaTOHOT.

Ha 8-mu maj 2016r. 60 yyecHuum oa Croncko HokHo Tpuame (Skopje Night Running) Tpuaa 3a
HusoT co Mpeaunssnum Ha TpruTe og, 21 n 42 KMAOMETPM M UCTO TaKa APYrK yYecHUUM Tpyaa 3a
MomeHT Mnyc Ha TpKaTa o4, 5 Knnometpu. FNacoT Ha peTkMTe 6ONECTM e NOCUNEH KOra CMe 3aefHo.

OBaa aKTMBHOCT € 3a Aa ce NoaurHe jaBHaTa CBECT 3a peTKkute 6onectn Bo MaKe,D,OHMja n ga ce
Harnacat npeaMssmunTe Co Kowu ﬂnyTO CO PETKU 60nectM U1 HUBHUTE CeMEjCTBa ce coo4yBaaTt
CEKOj,D,HEBHO. bnarogapHu cme Ha ceTa noAgplika WTO ja nMmame aeHec u Ke npoaosixxmme co
NOHATaMOLWHa copa60TKa. Ce HageBame pgeKa KaKko 34pyxXeHune Ke npunaoHeceme 3a no,u,o6pa
UWAHWHa 3a J'nyeTO CO peTkun 6onectu.
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3. Mpec-KoHdepeHumja 3a Harnacysare Ha npobaemuTe Ha nyfeTo co peTkn bonectn
Ha KOU UM e NoTPe6HO UTHO pelueHune

HauoHanHata AnuvjaHca 3a peTku bonectn Ha P. MaKkegoHuja co noaapLllKa O CBOUTE Y/IeHOBU
opraHuMsupalle npec-koHdbepeHUMnja 3a Aa ja uHPopmupa jaBHOCTA M MHCTUTYLMUTE AeKa MMA
oAapeaeHn npobnemn Kom 6apaaT UTHKU pelleHuja. Kako nauneHTn cme 61arogapHu 3a HanpeaoKoT
BO TPETMaHOT Ha peTkuTe 6os1ecTn, MMa yliTe MHOry WTo Tpeba Aa ce Hanpasu 3a da ce nogobpu
KMBOTOT Ha nNaumeHTUTe co peTku bonectn. OcobeHa 6narogapHocT A0 opraHusaumjaTa ECE 3a
OpraHu3aumjaT Ha KoHpepeHuujaTa.

[\
s

Becha -
Crojmuposa

4. WckauyBarbe Ha Kopab, 4 centemspu, 2016

34pyKeHMeTo Ha rpafaHm 3a peTkm bonectn HKueot co MpeanssuLm ja NPoaoKyBa TPaanLUMjaTa Ha
YYECTBO Ha MCKauyyBaHeTO Ha HajBUCOKMOT BpB BO MaKeaoHuja — Flonem Kopab n Bo 2016 roguHa.
Mo nosog 8mKM cenTMEBPU, Ce OAPXKYBA TPAAMUMOHANHOTO MCKavyBatbe Ha Fonem Kopab Ha 41um
centemspu, Hegena. 3MK Kopab ro noctasm 3HameTo Ha 34pYyKEHMUETO Ha rpafaHn 3a peTkm bonectu
,,"KnBoT co MNpeaunssnumn” Ha BPBOT.

Association of citizens for rare diseases “Life With Challenges - Bitola
Address: Boris Radosavlevik — Goce , 12, 7000, Bitola
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/

e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com



http://challenges.mk/
http://challenges.mk/
mailto:zivotsopredizvici@gmail.com
mailto:vesna.stojmirova@gmail.com

Yy e ol b oo

+sHHBOT ETA
HHROT JET e
:._.l:..“_..‘.‘i.--._..,_.:. v N '.|-.I _.: _-.:l.- ) LA:F\’, [,l: a,+P~_‘;uLe,,

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

5. WcKauyBare Ha HajBMCOKAaTa nsiauHa Bo 3anagHa EBpona — MoH bnaH Bo ®paHumja 3a

noAApLIKA Ha iMLaTa co peTKu 6onectu

lpafaHuTe on Oxpwua MNOBTOPHO M nopapKaa ayfeTo co peTkn bonectm on MakedoHwja.
HajBMcoKMOT BpB Ha AnNWMTe M HajBUCOKaTa NiaHWHA Bo 3AnagHa EBpona belwe ycnewHo
MCKa4veHa Bo nepmnogot og 19 jyam po 26 jynum, 2016. Ekcneguumjata sBogeHa og Muwko TaHecku
3aefHo co KoHcTatuH Meoprmnesckn 1 Bnatko Kapabanecku 3a 4 aeHa ro nckaumja spsot og 4180
MEEeTPU M ro UCTaKHaa 3HAaMeTO Ha peTKM BosecTn ucnpakajkm cuaHa nopaka — Tue He ce camu,
THe He ce Hesugaueu! MocebHa GnrarogapHocT Ao NopaaHa Jlonecka Koja ja MHMUMpalle oBaa
copaboTKa co ekcneguumjata. OBaa copaboTKa Ke NpPoao KM U naHaTa rogmHa.
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6. OpraHmsauymja Ha cpepba Ha cemejctBa co bonect Ha lowe op AnbaHuja u
MakepoHuja, 8-9 Oktomspm, 2016

3a ga ro o3HaumM MerfyHapoaHuoT [leH Ha lowe, MakegoHCKOTO 34pyKeHMe 3a peTku H6onectu
MuBoT co MpeaunssuumM 3aegHO co anbaHCKOTO 3A4pYyrKeHWe opraHusmpalwe cpesba Ha 8 n 9
OkTomBpu Bo Crtpyra, MaKegoHunja. Ha cpeabaTa vMmalie cemejcTBa, MaLMEHTU, JieKapu W
MeANUMHCKM cecTpu nospsaHu co Mowe 6onect Tmn 1, 21 3. UcTo Taka MMalle NPeTCTaBHULM 04,
Genzyme u Pfizer Kou ja cnoH3opupaa cpeabara.

MaumeHTMTe 360pyBaa 3a HMBHUTE MpPeaM3BMUM W Npobnemn BO OA4HOC Ha Tepanwujata U
cnofenyBaa WMCKycTBaTa 3a Toa LITO Ce C/ly4yBa BO HUBHWUTE 3€MjU BO MOMEHTOT, KaKo ce
AnjarHoCTUUMpPaHKU, KaKBa Tepanuja npumaaT M TeCTOBMTE KOM I'M NpaBsaT; ce 36opyBalwle U 3a
AOMaLIHN TPETMAHM M dann Toa 6u 6muno pobpo Aa ce ma BO MAHWHA. MmaBme MOXKHOCT ga
CNYWHEeMEe W MUCKYCTBO Of, MauMeHT Koj bun BKAyYeH BO KAMHMYKA cTtyauja 3a Cerdelga u Bo
MOMEHTOB Ce YyLITe ja KopucTK TabieTaTa LWITO € HOBO MCKYCTBO 33 CUTE NaumeHTU. McKpeHo ce
HageBamMe 3a WAHMHA Kage nauMeHTUTe 3aef4HO CO NeKapuTe Ke MoXKaT fa ja oabupaat
Tepanujata Koja HajMHOry MM OAroBapa M CO HAjBMCOK KBA/IUTET HA KUBOT 3@ MaUMEHTUTE U
HMBHUTE cemejcTBa. Jlekapu opn asete 3emju (a-p bBunjaHa LoHecka JosaHoBa) Mmaa
npeseHTaLMu 3a Toa WTO NpeTcTaByBa bosecTta Mowe 1 3a NauneHTUTe BO ABeTe 3emju (TpeTmaH,
npean3BuULM U MOXKHOCTU 3a BO MAHMHA). ChaTBMeE ZieKa ce cCoodyBame CO HEKOW UCTU U HEKOM
pasnMyHM npobiemn M geKa MOXKeme fJa CUM MNOMOTHHeMe fga HanpaBMme MoBeKke 3a
naumeHTuTe.

MNoaapwKata og EFA e mHory BarkHa; nopaau ElA ycneaBme ga ce 36epeme u ga 36pyBame U
cera Mma 34py*KeHue Ha naumeHTU Bo AnbaHuja Koe Hackopo Ke ce npukaydnm Ha EFA. Ce
corfiacMBMe JeKa HajBaXHOTO HeWTOo WTO BO MAHWMHA MOXKeme Aa ro ovyekysame of ETA e
eayKaumja Ha nekapu 3a gujarHosa u TpeTmaH. Ce HajeBamMe feKa Ke ro oaprKume cnegHuoT
COCTaHOK BO AnbaHuja Ha NPOJIET U AeKa Ke UMaMe roCcTM npeaasayn- nekapu og EY.
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7. MpB MHTEepHAUUOHaNEeH KOHrpec Ha AMua co nocebHM notpebu — A 30wTO Aa He
6ugeme nonHakseu?, 14-16 okromspu, 2016, Ckonje, MakegoHuja
Ha oBoj KoHrpec, npetcrasHmum og MUBOT CO MPEAU3BULIN 6ea yyecHMUM KaKo npenaBayuw,
npe3eHTMpPajku ja cTyaujaTa 3a peTkn bonectn — CTyamja Ha NOIMTUKM 3@ 34PaBCTBO U cOLMjana Ha
nyfe co peTkmn bonectn Bo P. MaKegoHuja.

8. TpKanesHa maca 3a peTku pakosu, 28 oktomspu, 2016, Ckonje, MakeaoHuja

34py*KeHMeTo Ha rpafaHu 3a peTkn bonectn Hueot co MNpeanssBnum opraHnsnpa TpKasesHa maca Ha
Tema peTKuMTe pakosu BO MakeaoHuja Ha 28 okTomBpM, neTok, 8o 11.00 4acoT BO canarta Ha xoTen
Bect BectepH CKonje. OBaa aKTMBHOCT Ce OAPXKyBa CO LeN NOAUTHyBake Ha MHCTUTYLMOHANHATA U
jaBHaTa cBeCT BO 04HOC Ha HeA0CTanHOCTa Ha TepanujaTa 3a NALUEHTUTE CO PETKM PAKOBK 3@ KOM BO
MOMEHTOT He ce HabaByBa Tepanuja HUTY npeky ®30M HUTY NpeKy NporpamaTta 3a peTkn bonectn
Ha MuHUKCTEpPCTBO 3a 34paBCTBO, HUTY MPEKY KIMHUKUTE 3a OHKOJIOTMja M XeMaTo10Tnja.

AAMJAHCA HA
MAUMEHTCKHM
OPFAHU3ALMN

EneH og TMe peTKM pakoBu e MuenoamcniacTU4HUMOT CUMHOPOM U BO OKTOMBPM ce oabenekysa
neHot Ha MAC. EgeH naumeHT co MC e BeKe Ha Tepanuja NpeKky goHauuja u ywTte egeH gobusawe
[0HauMja Ha KpaTKo 3a ga ce cTabuamMsmpa npes Aa NoYHe TPpaHCNAaHTaUKWja Ha KOCKeHa CpLeBuHa.
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Mma pasnmynum Tmnosm Ha MAC v TMe cnafaaT BoO rpynaTa Ha PeTku 6osectn u 3a UCTUTE MOCTojaT
TaKaHapeyeHn opdaH NEKOBU NN NIEKOBU CUPaLLM. 33 Kan He pacrnonarame co TO4HU MHPopmaumm
3a 6pojoT Ha NauueHTU Ha Kou um e notpebHa Tepanuja, Nopaan pasnMyHaTa KaacuduKaumja Ha
MZAC, Ho BepojaTHOCTa e AeKa Ce OKOJly AeCeTMHa Ha Kou UM e noTpebHa MHOBATMBHA Tepanuja Koja
Ke ro 3anpe nporpecoT Ha 6bonecta u Ke ro nogobpn KBanMTETOT Ha KMBOT HAa NauMeHTUTE. BoeaHo
NOCTOjaT U MHOTY APYrU PasIMYHU PETKU PAKOBU KAKO LWITO Ce U: MYATUMNEH MWUENOM, MANUTHEH
MWesioM, TaCTPOHUTECTUHAIHU CTPOMAJIHM TYMOPMU, TaCTPOEHTEPeOonaTCkM HeBPOeHOOPKUHU
TYMOPM, aKyTHA MUEIOMHA JIeyKeMnja, aHrMocapKkoma, HeypobaacTtoma U MHOTY APYrn Kou Aen ce u
o0b6jaBeHN KaKo peTKM BO NporpamaTa 3a peTku 6onectn ywrte Bo 2009Ta roanHa, HO 40 AEHeC He ce
BK/Ay4YeHM Bo MporpamaTta 3a peTkun 6onectn. CmeTame geka He Tpeba fa ce AUCKPUMMUHUPAAT KaKo
TaKBM U OeKa oBue nauueHTu Tpeba ga ja AobujaT cooaBeTHATa Tepanuja, Kako LITO BMNPOYEM ja
nobuBaat 1 BO HawuTe cocedHwn 3emMju byrapwuja, XpBaTtcka, CnoseHuja, LipHa lopa, a n Cpbuja
3ano4HyBa co HabaBKa Ha MHOBATUBHM NEKOBU 3a paK.

U3jaea — BecHa Anekcoecka, lMpemcedamen Ha *ueom co lNpeduzsuyu

,Pemxkume 6onecmu donzo epeme bea Heaudausu 8o MakedoHuja. 00 2015 co 3arno4YHy8aHemo Ha
peaucmapom u 320/1emMy8arbemo Ha UHAHCUUME 80 Mpo2pamama 3a pemku 6osecmu, KOHe4YHO
Hao 13 OujazHo3u o00HocHO Had 150 nayueHmu Oobuja nexkosu. Osue nauyueHmu 00 moaaw He
0obusaa HUKAK8U s1eKosu, 00HOCHO bea ocmaseHu camu Ha cebe. 3a »caa nayueHmume co pemkxu
PAKOBU KOU Ce HA KAUHUKAMA 3a XemMamosio2uja U HA KAUHUKama 3d OHKoso2uja ce ywme He eu
dobusaam nompebHume snexkosu. Kako 30pyxceHue Ha nayueHMu cmemame OeKa co 08d e
HanpaseHa OUCKPUMUHAUUfa KOH o8uUe fayueHmu 3amod Wmo mue ce coovyyeaam co Pemku
b6onecmu u mpeba 0a um ce obezbedam rompebHUME AEKOBU KOU Ke UM 20 npodoanxam
mwusomom, a Ke um 2o nodobpam u keanumemom Ha #usom. EOHa 00 mue pemku pakosu e u
MuenoducnaacmuyHuom CuHOpom Koj ce odbenexysa MOKMYy 80 Meceuy OKMoOMBpU U 3d KOjf
uspabomusme u bpowypa 3a NomMow HA nayueHMume Kou ce coovysaam co osaa bosecm. EOeH
nayueHm 00 MakedoHuja co MAC ja npuma nompebHama mepanuja npexky doHayuja. Cmemame
dexka mepanuja mpeba 0a ce 06e3b6edu 3a cume NAyUeHMU Co pemKU PAKO8U KOU Ce pe2ucmpupaHu
80 K/AUHUKUMe. 3a }#aa He pacnosngzame co moyHuU b6pojku 80 MomMeHmom, HO OujaeHo3ume ce
pemku u ce Haodaam Ha aucmama Ha OpgaHem, WMo MOMeHMAsnaHO e elfeH Kpumepyum 3a
HabasKa HA AIEKO8U MpPeKy npo2pamama 3a pemku bosecmu. Kpumepuymom nak 0o 20 nayueHmu
00 OdujaeHo3a e OUCKPUMUHUPAYKU, U KAKO 30pyxceHue U KAKo aqaujaHca 3a pemku 6onecmu
peazupaeme Ha 6pojkama 20 3amoa wmo ce nAawume 0eka ucmama e 00Cma 02pPaHUYy8aYKd U He
ce 3Hae Wmo Ke ce cay4u Koza 00 Hekoja 6onecm Ke ce peaucmpupa dsaecem u npsuom nayueHm.
Anenupame npozpamama 3a pemku 6oanecmu 0a ce 320a1eMu hUHAHCUCKU 00M0AHUMENHO, 0OHOCHO
KOs/IKYy wmo bewe eemeHo Ha noYyemok (0ynsao 00 ce2awHuUom U3Hoc 3 MUUOHU e8pa), 3a 0a MoXe
wmo noseke nauyueHmu 0a eu dobujam nompebHUmMe neKkosu. MIHoeamueHUMeE EKO08U Kou ce
Kopucmam 80 ceemom, mpeba 0a ce Kopucmam u 6o MakedoHuja 3a 0a um ce MpodoaxU u
nodobpu »usomom Ha nayueHmume.
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Usjaea Ha nayueHm co MuenoducnaacmuyeH cuHopom — Apazu JlozeecKu

00 mecey cenmemspu ce ocemus 6e3 cHaza u be3 KoHOuUYuUja, rocsae cume mecmuparad Mmu ce
nomepou OujaeHo3ama 80 Hoemspu 3ad memanobsacmHa aHemuja. bee 80 mewkKa UHAHCUCKA
cumyayuja u 80 HeMoXHoOcm 0a a2u Kynysam rnompebHume sneKosu. 3a CpeKa rnpeky 0oKmopkama
UpuHa 00 xemamosozuja HA Koja UCKpeHo u ce 3abnazodapysam 3a 3an0xcbume u Hed U Hd
MeOUyUHCKUMe cecmpu U cume 00 KAUHUKama 3a xemamosnozauja, 0o0bue mepanuja npeky 0oHayuja
00 KomnaHujama LenzeHe. [locine mepanujama ce 4yyscmeysam MpPeKpacHo U moxam u 0d
pabomam u 0a NOMUHY8aM 8peme Co cemejcmseomo, 0a nNpasam ce wWmo npases u nped bosecma.
Mopam 0a Kaxcam 0eKa e 8axHO Ha cume nayueHmu 0a um e 6ocmanHa UHo8amMueHa mepanuja 3a
0a moxam 0a umaam KeasumemeH HUeom 3d 0a Moxce 0d UM ce npooosau wueomom. Hema
cemejcmeo wimo b6u moxcesno 0a cu 00380au camo 0a obezbedu mepanuja. PUHAHCUCKU e YHACHO
meuwKo.

Usjaea — buba flodesa, lMpemcedamen Ha Al1O

“Bo osa npedu3bopHo epeme, HA epazaHUMe MHO2y MoseKe 00 Cs102aHU. 3amoda jaeHo 2u
MOBUKY8AM cume jasHU UHCMuUMyyuu, cecawHume u UGHU 8aacmu, ce2auwiHu U UGHU 30pascmeeHu
MeHalepu, 2u rMoguKyeam rnoaumu4apume u cume oHue 00 Kou Hu 3asucu 30pasjemo, pakom 0a 2o
cmasam KaKo npuopumem 80 30pascmeeHume npozpamu u 0a ja paszbepam eaxcHocma 00
UTHO umnaemeHmuparbe Ha HayuoHanHa cmpamezuja 3a KOHMpPosa Ha pakom 8o MakedoHuja
Koja Ke 0803MOM (U U Ke MOOMUKHe 3ae0HUYKO Oemexkmuparbe Ha rnpobaemume u edeH ceongpameH
npucman 3a HAOMUHy8ar-€ U pewasarbe Ha ucmume. “

Usjaea — [faeop Ayboka, U3epweH Oupekmop Ha HayuoHanHama Opz2aHu3zayuja 3a Pemku
bonecmu Ha Cpbuja

Cakam 0a ja UCMAKHAM 8AaMCHOCMA HA MOAd WMo 80 ocnedHo speme ce cayvysa eo Cpbuja,
00HOCHO @30 8eKke e 60 npe208Opu CO papmauesmckKume KOMMNAHUU 30 0a ce Hanpasu
npuopumemHa AUCMa Ha UHOBAMUBHU /1eK0BU Kou Ke ce obezbedysaam npeKy nocebeH ¢poHO co
uesn 0a UM ce NomMozHe HA nayueHmume Kou ce coouysaam co meuwiku bosecmu, He camo co pemu
b6onecmu, myKy u co paK u co opyau 6osecmu 3a Kou e nompebHa uHosamusHa mepanuja. Bo
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Cpbuja cume 30pyxceHuja ce obeduHusme 80 6APAHAMA 30 UHOBAMUBHU /1€KOBU U KOHEYHO
dobusme pazbupare 00 UHCMumMyyuume 3a nompebume Ha nauyueHmume. Ce Hadesame OeKda
0800 AUCMA U HOMAMY Ke ce 320/71eMy8d U Ke UM Ce u3se3e 80 npecpem Ha roseke nayueHmu. 3a
ceza Ke ce Habasam okony 20 HOBU 71eKOBU MpPeKy aAuCcmama HaA npuopumemHU UHOBAMUBHU
fneKosu.

Usjaea — Bopucnas [ypuk, Mpemcedamen Ha 30pyxeHuemo 3a pemku 6onecmu Ha BocHa u
XepyezosuHa

bocHa u Xepue208uHa 3a #ana € 80 IOWA NOAUMUYKA cocmojba nopadu cume npobaemu co Kou ce
coouysasme U ce coovysame ce ywme. [lodenbama Ha KAHMOHU e AoCcMma KOMMAAUYUPAHA U 80
HeKou pe2uoHuU cocmojbama co siekosu e MHo2y 006pa 0odeKka 80 Opyau Nnak e oyajHa. MakedoHuja
uma MHoay noedHoCmMaseH MoAUMUYKU cUCmeM U HA8UCMUHA e Hecghamsugo 30Wmo ce yuime He
ce HaoZa peuwleHue 3a nayueHmume co pak. Jac Au4HO cmemam OeKka e bykaasHo ybucmeo 0a He ce
0b6e36edu nek 3a HeKoj nayueHm co Koj bu My ce crnacun ¥usomom. He e ybucmeo camo da ybuew
HeKoj. 30pasjemo e OCHOBHO YOBEKOBO MpPABO U He cmee 0ad My bude YyCKpameHo Ha HUmy eoeH
epa2aHuH. Cume Opx3asu 8o peaUoHOM NPABAMA HANopU 3a nNodobpysarbe HA K8AsaumMemom Hda
Hugomom Ha nayueHmume, cume 30pyxceHuja copabomysame u ce MOOOpHysame peauoHasaHo U
Hema 0a ce omKaxceme 00 0CHOBHOMO YOBEKOBO MPaso Ha 1 usom — 00 30pagjemo. Copabomysame
CO UHCMUMyyuu co Mmeoduymu.. .. e0eH o edeH cMme Moxcebu MasKy, HO 30e0HO CMe MHo2y, 3ae0HO
Hawuom 27aac e nocuseH U cmuaHyea 0anekxy.

9. MpBa PerMoHanHa KoHdepeHumja Ha bonect Ha BunacoH, 25-26 HoemBpu, 2016,
Ckonje, MakegoHuja
MpBaTa pervoHanHa KoHdepeHumja Ha bonect Ha BuAcOH opraHuMsMpaHa Bo MakegoHuja ce
peanusupa of 3apyKeHueTo BuncoHMakegonuja. MaumMeHTM M 34pABCTBEHM PabOTHMUM Of
Byrapwuja, Cpbuja u MakegoHuja 36opyBaa Ha KoHdepeHLMjaTa Kako 1 npodecop Metep PEpeHLM of,
BueHa, ekcnept 3a bonect Ha BuacoH. CBoe obpaKkare Mmawe u npetcegatenot Ha KUBOT CO
MNPEAM3BULMN, BecHa AneKkcoBcKa.
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10. OpraHusupame Ha POl geH Bo BanaHposo, MakeaoHuja, 3t gekemspu 2016
Ha 3-Tm gekemBpu HawaTa 4neHKa BukTopuja MNeHOBCKA CO NOMOLW Ha HEj3UHOTO yyYuauwTe w
Hej3VHUTE NpujaTesiM U CEMejCTBOTO OpraHu3upalle HacTaH BO HEj3MHUOTO yuuauwTe co GOKyC Ha
Ba)HOCTa Aa ce npudaTM MHBAAMANTETOT M BaXKHOCTA Ha CcoLMjaHaTa MHKAY3K]a.

11. NowTeHcKa mapkKa 3a [leHoT Ha PeTtku bonectu, 2017

MwuHaTaTa roamMHa YNeHKa Ha 34pyKeHUeTo Ha rpafaHun 3a peTkn bonectn UBOT CO NPEAN3BUNLA
Butona, majka Ha gete co AnnopT cuHapom, NopaaHa /lonecka BpaboTeHa Bo MaKegoHcka MowTa
noapy*Huua Oxpua 3anoyHa MHULKjaTUBA 33 NevaTerbe Ha NOLWTEHCKa MapKa co Noroto Ha [leHoT
Ha peTknM Bonectn co Len NoaurHyBarbe Ha jaBHaTa CBeCT 3a peTku Bonectn Bo MaKenoHuja U
nowmnpoko.baparbeTo 3a neyaTere Ha NOLITEHCKATA MapKa belle NOTKPeneHo Co CUAHA NoAAPLIKA
Of, UenokyHata nekapcka dena Bo MakedoHMja 3a WITO cBego4vYaT OrPOMHMOT 6poj mmcma co
nogApLuKa AOCTaBeHM 3aeHo co bapareTo A0 bupoTto 3a punatenmja u pakosoauTenoT Ha uctoto I
AnH Enes Enesn.

Op, HawwuTe npebapyBatba Ha MHTEPHET 40jA0BME A0 CO3HAHMja AeKa 40 cera Ha CBETCKO HUBO He e
McneyaTeHa nowTeHCcKa mapKa nocseteHa Tokmy Ha JELIATA CO PETKW BOJIECTU na 3aTtoa oBa Ke ro
cMeTame 3a ywTe norosema npupobueka Ho M admpmaumja Ha MakenoHcKa lMolwTa Ha CBETCKO
HMBO. OBaa roanHa MakegoHCKaTa nowTa ja npudatM nHMLMjaTMeaTa n Bo 2017 ce HageBame AeKa
33 AEHOT Ha PeTKM 6onecTn Ke MoKe A3 ja NpoMoBMpamMe McTaTa. TemaTta Mnog Koja ce neyatu e
JeTe, a meTo Ha mapkaTa Ke buae deua co peTku 6onecTtu.

MapkKaTa Ke 6uae npomoBumpaHa og MaKkegoHCKaTa nowTa M o4 HauMoHanHaTa annjaHca 3a PeTKU
6onectn Ha P. MakeaoHuja. OBa e eAHa NpeKpacHa uaeja Koja ctaHa peanHoct. Ce HageBame AeKa U
APYrv 3eMju 1 opraHM3aumm Ke ja npes3emaT oBaa uaeja.
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Ve
MAKEIOHCKA

NMOLLTA

fopan cme Ha FopaaHa Jlonecka Koja co rosiem eHTy3njasam oA uaeja cturHa go peanmsauymja. Ucto
TaKa Cakame fa ce 3abnarogapuMme Ha reHepasHUMOT AMPEKTOP HAa MakeAoHcKaTa nowTa M-auH
®agunc Peyenu, Ha pakoBoaAuTENOT Ha bupoTo 3a dunatennja M-guH Enes Enesun, Ha AMPEKTOPOT Ha
noapy*Huua Oxpua Ha MakegoHcKaTa nowTa M-anH Cejdyna XaHu u MpeTcegaTtenkaTa Ha COBETOT
3a mapku Bacunescka Comba.

[pyrv1 akTMBHOCTM KOM MM NnaHMpame 3a [leHoT Ha peTKu 6onecTu, ocBeH Ha oduumMjanHaTa Tema -
UCTpayKkyBakbe Ke 6Maat GoKycHpaHM Ha MajKuTe Kou MMmaaT geua co peTku bonectn. Cakame aa ja
noaurHeme CBecTa 3a NpeamnsBULNTE CO KOM Ce COOYyBaaT OBME MajKU U 3@ UM AafeMe COOABETHO
BHMMaHWe ¥ NnoaapLuka.

12. 3HameTo co noroto Ha [leH Ha PeTku bonectn 6ele nocraBeHo NoA Boga Mo NOBOS,

Hosa loauHa, 2017 Ha 25 Oekemspu, 2016, Bo Oxpua, MakegoHuja

Mo 15 naT, HypkauuTe of HypkaukmoT ueHTap ,Amdopa” n KnyboT 3a nopBoAHW aKTUBHOCTU
,Oxpna“ Bo copabotka co Cojy3oT 3a NoOABOAHW aKTMBHOCTM Ha MaKedoHWja, ja HaKuTuja
noasogHata enika Bo OxpuackoTo Esepo. TpagMuMOHaNHO M OBaa roAMHA, HypKayuTe enkata ja
nocTaBuja BO e3epCKMTe BOAM Kaj 3a/MBOT Ha KOCKUTe. Bo NoABOAHOTO yKpacyBake ydyecTByBaa u
HajMIaguTe YIeHOBM HA KNyboBUTE 3a HypKatbe.
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TpaANUMOHANHOTO KMUTEHE Ha NoABOAHATA e/1Kka 0Baa roguHa OXpUACKMTE HYpKadu ro noceetuja Ha
fAeuaTta co peTku bonect - Ynamueme anen 3a nomMmow U UCMAKHAeMe 3HamMe 3d nodopuika Ha
deyama co pemku 6osecmu nod eoda, a CeKAaKo oed 20 npasume U 3d npomoyuja Ha epadom u
MakedoHuja u pasybasysare Ha Npa3HUYHaAMa ammocegepa. — n3jasu FfopaH baneckun og kKny6oT
3a No4ABOAHM aKTMBHOCTM o4 Oxpua,

OBaa noAaapLUKa KOH peTkuTe 6osectn Helle 0BO3MOXKEHA NPEKY HAWMOT YaeH fopaaHa Jlonecka oz
Oxpua.

13. YuectBO Ha KOHpepeHuMH, paboTuaHULM U TpeHUH3U: JaHyapu — lekemspm, 2016

KoHdepeHunnte 1 paboTUAHULUTE CE MHOTY Ba*KHM BUAEjKM HX NomaraaT Aa ce BMperKyBame Co
HaLMOHaNHU U UHTEPHAUMOHA/NHM OpraHusaumu (nauueHTn, OOKTOPU, UCTpaxKyBauu). McTo Taka
nomaraart 3a egykauuja, MHPopmMaumja u rpagerbe Ha KanauuTeT 3a 3acTanyBakbe Ha MauMeHTU U
APYrY BEWTUHM NOTPE6HM 32 BOAEHE Ha OpraHusaumja.

e EURORDIS coctaHoK Bo EguHbypr, LLIKOTCKa, 25-29 maj 2016

MpBaTa nneHapHa cecnja ce PoKycupalle Ha OHA WTO e BeKe NOCTUIHATO A0 cera BO MOJETO Ha
peTkuTe 60necTn, HUBHOTO NPEnoO3HaBake, BAMjAHWE, NPUCTaN A0 TPETMAH U OBO3MOXYBAtbe Ha
KBa/IMTETEH }KMBOT Ha NaumeHToT.ECRD ctaHa nnatdopma 3a cnoaenyBarbe Ha UCKYCTBA M Hanpeaok.
Mefy ppyrute pabotn 6ea cnomeHTaTM NOCTUrHaTUTE Len Kako wto e EUPATI - egykauumja 3a
nauneHTn. Cnegele obpakarse og Tom LLieKkcnvp Koj ogprKa roBop 3a nameTere 3a MHBAIMAUTETOT.
Temata Ha rosopoT bewe ,MHBanngu og onwTectBoTo”. Toj 360pyBale 3a BaXKHOCTA OA
NMOXOJIMCTUYKM MPUCTan KOH MHBAaAUAMTETOT OHaMy KaZe LITO MOKe Aa Mma nogobpu peleHuja Bo
OfHOC Ha 0bpasoBaHMe U coumjanHa rpua. HajsarkHaTa Touka b6elwe MNosenbata Ha OH 3a nyfeto co
nHBanmanutet. OBaa NoBena BeKe e yCBOeHa oZ 164 3eMju 1 rapaHTUpa e4HAKBOCT U NOYMT 3a IyfeTo
CO WHBanMAauTeT. TpuTe rNaBHM TOYKM HA OBaa nosenba ce: Ja ce oAp)KaT HayKaTa U JieKoBUTE
OAPX/NBU U CO PasyMHU LLEeHM; MyATUdAKTOPWjaneH NpUCTan KOH MHBaAUAUTETOT ( NCUXOJOLIKY,
COLMOJIOLWKM); NyfeTo Co MHBANMAUTET ( BKAYYUTENHO U NaUMEHTUTEe co peTkM bonectn) Tpeba aa
6apaaT o[roBOpPHOCT of Bnaaute co oBaa nosenba. CnepHaTa cecvja belwe nocBeTeHa Ha
nauMeHTMTE U 3aMoYHa CO eAHa NPeKpacHa M oxpabpysBayka npeseHTaumMja Ha Urop BaH. Urop u ja
pacKkarka Ha nybsMKaTa HeroBaTa NPMKasHa Kako ce 6open co peTka ¢popma Ha paK Ha KPBTA KaKo
aete. [eHec Urop npoponKyea ga paboTu 3a MauMeHTUTE CO PeTKM BOoNecTM Kako MeHayep Ha
WHTEPHET coapXuHM 3a RareConnect. MNaHen AucKycujaTa Ha NPETCTaBHMLUM Ha MaLMeHTU ce
dOKycMpalle Ha TOa KaKo HOBUTE TEXHOIOTUMN U COLMjaIHUTE MegMYyMM MM NOMaraaT Ha naumMeHTuTe
[a ce noBp3aT HM3 LennoT cBeT. MauneHTnTe 6ea egHOrNAcHN BO 3aK/IYHOKOT AeKa peTkute 6osectu
ce rnobaneH NnpuopuTeT U AeKa NauMeHTUTe ce Aen oA HanpeaoKoT.
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HalwunoT npeTcTaBHMK MNpUCycTBYyBalle Ha CecuUTe pefieBaHTM 3a HawaTta pabota Kage bea
OMCKYTUPAHWU PasMYHKM TeMU M Hea Npe3eHTUPaHKU PasnnyHK ciyyvau. Ha egHa of cecumTe Ha Kou
npucycTByBalle HalMOT NPETCTaBHUK GOKYCOT Belle Ha rpyna Npenopaku HAMEHETH 33 COBETYBae
Ha 3emjuTe YNeHKM M Ha EBponckaTa KomucKja 3a npawarbaTta Kou Tpeba Aa ce 3emat npeasusa npu
OrpaHM3Mparbe Ha XO/NUCTMYHA Hera Ha NauueHTUTe Cco peTkM 6onectTm  BO pPaMKUTE Ha
HaLMOHaNHWUTE 34PaBCTBEHN U couMjanHu cuctemn. OBME Mpenopaku HeogamHa Hea ycBOeHW of
EKkcnepTckaTa rpyna 3a peTkn b6onect Ha Komucujata. . Japocnas Banuropa og leHepanHuoT
OuvpekTopaT 3a 3apascTBo 360pyBalle 3a HOBMOT NpucTan Ha EY KOH TpeTMaHOT Ha peTkuTe
b6onectn. 3apasjeTo e coctojba Ha uenocHa PpM3MUKa, MEHTANHA M couujanHa GnarococTojba. T.
Eayapao TvumjaHo, gupektop Ha O4AenoT 3a KAMHUYKA U MONEKYapHa reHeTuKa U peTkn 6onectu
of, Bane XebpoH yHuBep3uTeTcKaTa 6onHMUa Bo BapcenoHa, LLnaHuja ro cnogenn MCKycTBoTo 3a
TPeTMaH Ha NaumMeHTUTe Co peTku 6onectn Bo oBaa 60nHULA. MmeHo, Toj 36opyBaLle 3a Ba*KHOCTA
Ha TPWMaroNHMKOT Mefy MauMeHTUTe, CEMejCTBOTOT M HeryeaTesnoT. Ja Harnacu u notpebaTta Aeka
naumneHToT BeKe He Tpeba Aa npunara Ha 601HMLATa, TYKY Ba)KHO € NaLMeHTOT 4a € AO0Ma ONKPYKeH
CO CeMejCcTBOTO U A3 MMA UCMOHET ¥KUBOT.

[eHec oBa moKe fa ce mocTurHe 6narogapeHve Ha HanpedoKOT Ha TexHosorujata. Bo ogHoc Ha
peTkuTe 6onectn naumeHTOT BeKke He Tpeba Aa naTysBa o4 edeH cneumjanuct Ao Apyr, BCYLHOCT,
MHOBaUMjaTa Ha r. TuumMjaHO HyAM fleKapuTe Aa o4aT A0 NaLMEHTOT U CeKoj nauueHT co PB nma cBoj
MeHallep Ha Cay4aj Koj rm meHauumpa Apyrute cneumjanuct u cute Apyru BKAYYEHW BO HeraTta Ha
nauMeHToT. [NnaBHUTE TOUKKM Kou TOj M cnomeHa 6ea: KoopauHaTtop, Cneuujanuct, MeHalep Ha
cnyuyaj, Mcuxonor, AoMUHUCTpaTMBHA noagapluka, ObyyeH coumjaneH paboTHUK, Kamauutet aa ce
WHTerpupaar cuTe OBUE YUHUTENN.
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FnasHMOT $OKyC BO cecumTe Belle MHTerpupaHata Hera u notpebarta of, XONUCTUYKM MPUCTaN KOH
TPETMaHOT U NoAobpyBarbeTO Ha KBa/JWUTETOT Ha XMBOT. Jpyrn Temu Ha Kou wTo Bele obpHaTo
BHMMaHMWe Bea npeHaTtasHaTa rpuMKa Kako v NPOMEeHU BO JIerncaiaTmeaTa co Len Aa ce 0BO3MOXM Ha
nauveHTUTe Aa MmaaT Norojem npucran 4o TpeTmaH u Hera. OBa BTOPOTO Nnpes, cé ce oaHecyBsalle
Ha nauuMeHTuTe Co Xemodunuja.

Ha egHa op cecunte co Hacnos ,lMaumeHTuTe cTaHyBaaT Jlyfe” 6ele HarnaceHo Aeka nogobparta
Hera M NpucTan Ao TPeTMaH Ha XPOHWYHO 60/IHMTE NauMeHTM MOoKe Aa Hanpasu Tue aa buaat
aKTMBHW YJEHOBM Ha OMLWITECTBOTO M CO TOa A3 Ce MMa noneseH edekT U Ha NauMeHTUTe U Ha
3aeAHMUaTa. BO MOMEHTOT HEKOW O, MOAUTUKUTE Ce MPEYKM U MHOFYMUHA O XPOHUYHO BoNHUTE
naLuMeHTH ce 3arn1aBeHn BO CUCTEMOT.

MNocnepHaTa naHen cecuja ja Harnacu notpebaTta ga ce agantmpa r10b6asHOTO Ha /SIOKASIHOTO U
BaXHOCTa A3 ce pa3bepe KyNTYPHOTO ONKPYKYBAHE U KAKO Aa UM Ce NpUCTanu Ha nyfeto. MHory ce
MMa MOCTUTHATO npeKky HaumoHanHuTe anujaHcn Ho, Tpeba ywTe MHOry Aa ce HanpasBu CO Len
peTkuTe 60onecTu ga cTaHaT MHTEePHALMOHaNHM U TNAacoBUTE Ha NyfeTo Aa rv uspasat notpebute Ha
3ae4HMLATA U Aa ce Aafe MOK Ha 3aefHUUMTE A3 MM CNOAEeNyBaaT M KOPUCTAT HOBUTE 3Haera M
TEXHONOTUU. XOJIMCTUYKMOT npuctan nogap>kaH og OH, YHECKO, MM® n C30 e og Hajronem
BaYHOCT 33 peTKkute 6onectn 1 3a nogobap TPETMaH U 3a KBAa/IMTET Ha KMBOT KAaKO U Aa ce NPOMEHM
W OTCTPAHW CTUIMaTa Of MNauMeHTUTe co peTkM bonectn. HauMoOHaNHWUTE U MHTEPHALMOHANHUTE
nebatn ce noseke o noTpebHW 3a Aa ce NOCTUTHe MOCBET/NAa MAHMHA BO MONETO Ha peTKuTe
6onectu.

e EBponcka lNowe AnnjaHca, 3aparosa, LLnaHuja, 28 jyuu — 2 jyau, 2016

EGA co 3ag0B0/1cTBO 0b6jaByBa AeKa 3a BpeMe Ha bueHanHMoT MeHepaneH cocTaHoK BO 3aparosa Ha
29 jyHW, YneHoBWTE ja M3pasMja HMBHATA *KenBa Aa ro U3MeHaT CTAaTyTUT CO Toa WTO Ke ja yKMHaT
pasnvKkaTa mefy NOJIHOMPaBHU U NPUAPYKHWU YneHKkn. Co pesynTtaT og 69% 3a gaBarbe LE0CHM
npaBa Ha He-EBpONCKUTE acoumjaummn YKEHKU, MHO3MHCTBOTOT Y/IEHKM M3Pasu jacHa Xenba aeka
EGA ctaHyBa rnobasnHa rpyna.
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Ha 29-t1 jyHun MNackan Huemejep 6ewe nsbpaH 3a npercegasay of, HOBMOT ogbop Ha EBponcKkaTta
lowe AnnjaHca. Mackan pabotu Bo oabopot og 2008 1 e 0AroBOpeH 3a 0O4HOCK CO jBHOCTA U BPCKU
co EWGGD. Mackan ja npesema nosuumjata og Llepemn MaHyen Koj oanyum ga ce nosaeyve Kako
npeTcenasay 3a Aa OTCTaNM MECTO Ha HOBUTE reHepaLMn HO, UCTOBPEMEHO AaBajKM CUIYPHOCT AeKa
HerosaTa MOCBETEHOCT KOH noajplikata 3a lowe 3aegHuuaTa Npofo/KyBa CO TOa LWITO TOj ce
coriacu Aa octaHe Bo o460poT.

Uennot ogbop m yce 3abnarogapysa Ha Llepemun 3a HeroBMoT HecebUUeH aHra*MaH BO rpagere U
pa3suBatbe Ha EGA BeKke 20 roanHu.

Hosunot opbop dopmanHo belwe npetcTaBeHe Kako: BecHa Anekcoscka (MakepoHwuja), bunjaHa
JoBHOBUK (Cpbuja), AH- TpeTe JNlaypuaceH (OaHcka), Llepemn MaHyen (ObegmHeTo Kpancrtso),
Mackan Hwuemejep, npetcegaBay (FepmaHuja), JoxaHa MapkuHeH (PuHcKa), JaceHKa BarHep
(XpBatcka), CaHapa 3apwuHa (/leToHnja), UpeHa Munaap (ChoseHuja).

3a BpeMe Ha O6MEeHasNIHMOT COCTAHOK MMalle HEKOJIKY WHTEePECHW AUCKYCUMU, PaboTUAHMUM Kajde
yYyecHuumMTe 6ea noAeneHn BO YeTUpU rpynu u paboTtea co uneHoBu Ha ogbopoT. Co uen ga ce
MHCNMpUpa AUcKycuja belwe gafeH KpaToK BOBEA, HA MOMKHWUTE TEMM 33 AUCKYCMja BP3 OCHOBA Ha
nHpopmaummTe oa M3selwTante no semja Kom bea npaTeHu npes COCTaHOKOT.

On6opoT rv eBanympalle cuTe NOBPATHU MHPOPMALMK OF, CUTE FPYMM U TW Pa3genn npallarbaTa Kou
npousneroa Bo caegHuTe Tpu obnacTu:

e Kako ga ce gobue amjarHosa, NpomeHa Ha TpPeTMaH, fJa ce TpeTupa MK He, couumjanHuTe
acnekTtu Ha Pb

® Bopaeme Ha acoumjaLnja; 30WTO M KaKo

® [paerbe Ha CBECHOCT KOH PA3/IMYHUTE LLeNHU Tpynun

lnepajkm nognaboko Bo noBpaTHUTE MHGOPMaLMM onwTaTa TeMa Koja bele naeHTMPKUKyBaHa bele
,»,CBECHOCT” 1 ce 04ny4n mana rpyna Bo o460poT Aa NPOoy4YM WTO 0Ba 3HAYM Ha Pa3NNYHK HMBOA. Bp3
OCHOBa Ha paboTaTa Ha rpynara Ke ce naeHTMdUKyBaaT MOXKHUTE HOBM NPOEKTM 3a Aa ce NpeanoKat
Ha LLe/I0OCHMOT COCTaB Ha 0460pOT Ha C/IeAHNOT COCTAaHOK BO jaHyapw.

e [aptHepwu 3a nporpec, BueHa, Asctpuja, 4-6 jynu, 2016

Ha OBOj COCTaHOK Ha NAaunNeHTCKN opraHM3sauunm ce ogpxKa pa60TMﬂHVILI,a 3a Ed)eKTVIBHO 3acTtanyBame
Ha nauyneHTutTe BO UAHWHA. (DOKyCOT 6elwe cTaBeH Ha y4yer€ 3a PeasIHOCTa Ha XXMUBOTOT CO 6onect u
3a ya0rata Ha NauymeHTCKnTe OopraHmsaulnn BOo nogap»Kysarbe Ha nyfeTo KOU Xneeat CoO CeEPUO3Ha
6onecr. 06e36ep,v| MOXHOCT 3a cnogenyBakbe Ha UCKYCTBa CO APYyrn naumMeHTCKU opraHusauunm m
nopaau 3sronemeHumoT obem Ha Y4E€CHULM Ce 3rosiIeMn MOXKHOCTA 3a BMpPEXKYBakbe U cnoaesiyBakbe Ha
HOBU NOEN N aNaTKN BO 3aCTanyBare Ha NaUUEHUTUTE.
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e

® VYyectBo Ha BasIKaHCKM COCTAHOK Ha opraHuM3auumn Ha pabotunHuua so bBenrpag, Cpbuja, 6-
8 centemBpu, 2016 Ha Tema — BKnyuyBarbe Ha r1acOT Ha NALMEHTMTE BO NPOLLEHKA HA
3ApaBCTBEHA TEXHONOrMja

MpuctanoTt fo nekosun BO EBpona cTaHyBa A40CTa 3aBMCEH O TPOLWOLUMTE NOBP3aHM CO KOPUCTEHE Ha
34paBCTBEHATa TEXHOI'IOBMja nopaaun WTO KOPUCTEHETO HA NPUCTANOT Ha NPOUEHKa Ha 34pPaBCTBEHA
TeXHOJ'IOFMja CTaHyBa O00CTa BaXKeH. Koja € pea/ZIHOCTa Ha XXMUBOT CO 6onect? Kako moxe HoB TpeTMmaH
Aa HanpaBu pas3zinka BO TOa, Aa o OJIeCHU XUBOTOT CO b6onecta? Osue npawarba MoXe Aa Tn
oAarosopar camo ﬂnyTO KOu ce noa ANPEKTHO BﬂMjaHMe co 6bonecta un NauyneHTCKnTe opraHn3aummn
MOXe Aa o6e36e,u,aT AOKa3n 3a TOa KaKO HOBUTE NEKOBU Ce UEHAT o4 NauneHTuTe U HUBHUTE
CEMEjCTBa OOHOCHO OHME KOU Ce rpnXaTt 3a HUB.
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® 5T COCTAHOK 3a peTKute 6onectu Bo JyrouncrouHa Eepona, MAHY, Ckonje, MakegoHuja, 12
HoemBpM, 2016
MAHY ro opraHusMpalle NeTTMOT COCTAaHOK 3a peTKn 6bonectm BO JyrouctodHa Espona.
OpraHmsaumckm opbop Ha coOCTaHOKOT belwe BO cnegHUMoT coctas: Momup oneHaKoBMK,
npetcegaren, 3o0paH Myyes, cekpetap, Haga Mon-JopaaHoBsa, Nnuja dunmnye, usko
Monos, Beanbop Tacuk, Acnasumja CodujaHosa, BecHa AnekcoBcKa, JujaHa MNnawecka KapaHdpuacka

MNporpamara belwe cnegHaTa:
CABOTA 12 HOEMBPWU — Petkute bonectu 8o JUE
Mopaepatopum : Haga Mon-JopgaHoBa, 3opaH MNyyes
Cecujall
09.15-09.30 CredaH YnueBanues, BecHa AnekcoBcKa, Ckonje, MakeaoHuja
MoANTUKK, MPAKTUKMU U HUBHOTO B/IMjaHWE Ha KBANIUTETOT Ha *KMBOTOT Ha NIyfeTo co peTku bonectm
09.30-09.50 Momup NoneHaKkoBuK, Ckonje, MaKkegoHuja
PeTKkM reHeTcku bybpexkHn 6onectu
09.50-10.10 MwunowesuK [aHKo, 3rpeb, XpBaTcKa
ATUNNYEH XEMONUTUYEH-YpeMMYEH cuHapom (aHUS) Kaj XpBaTckute aeua
10.10-10.40 3onTtaH Mpoxacka, YHrapumja
Mpernes Ha KOMNEMEHTHU aeduLMeHLUN
10.40-11.00 JNunjana Capanau, Huw, Cpbuja
MUKponponakTMHOMA BO AETCTBOTO M afl0/lecLeHLMjaTa; peTKa nam noTtueHeTa 6onect
11.00-11.20 Apapwujan Capajnuja, benrpapg, Cpbuja
[NMMKOreHo3n — UCKYCTBA Of, €A EH LeHTap
Ouckycuja
12.00-12.20 JoxaHec A. Majp, Canubypr, ABcTpuja
MuToxoHapujanHu 6onectn — lanu ce 4ecTn UaM BOOHGUYAEHU?
12.20-12.35 Benubop Tacuk Ckonje, MakeaoHuja
MUT XONKMHC CMHAPOM HOBM MOAATOLM
12.35-12.50 3opaH lNyues CKonje, MakeaoHuja
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CneKTapoT Ha NnopemeTyBakba BO pacToT:MaKeAOHCKUOT aen
12.50-13.15 XaHc Joakum 3aju, Xambypr, FepmaHuja
EHAOKPMHO HapyllyBakbe e Kako NpuYMHa 3a (peTkn) bonectu
DOuckycmja
13.30-15.00 Pyuek u Cecuja 3a NMocrepu
Cecujalll

Mogepatopu: Nnnja dununue, Bennbop Tacuk, *Kusko Nonos
15.00-15.25 Pocena NapHu, MunaHo, Utanuja
MyKononucaxapuaosa:gujarHosa n TpeTmaH
15.25-15.50 Onueep bapTw, MajHu, F’epmaHuja
CnepHa reHepauMja ceKeHUOoHUpPHe (Bo NepmaHuja)
15.50-16.15 Jan Xan6pwutep, Jlajnuur, FlepmaHunja

AHanusa Ha MyTauum Kaj bonecty Ha KameH Bo bybper

6.30-17.00 3narte CtojaHoBckuM, CKonje, MakeaoHuja
MNonnuymTtemuja pybpa Bepa Kaj naumneHT co Mowe 6onect
CnoH3opupaHo npeaaBarbe
17.00-17.20 MwnaH JlakoueBuk, benrpapg, Cpbuja
TpeTmaH co 3aMeHa Ha EH3MMM: CPNCKO UCKYCTBO CO Tanurayuepasa anda
17.20-17.35 3opaH lNyues CKonje, MaKkeaoHuja
M. lowe: TpeTmaH
Ouckycnja
3aKkny4Hu 3abenewku
3opaH lNyyes, Beanbop Tacnk, Momup NoneHakoBMK

NOCTEPU

Cecwuja 3a noctepwm |

MogepaTtopu: ApbeH Tapasapu, Onunsepa Crtojuesa TaHeBa AnekcaHgap MNeTAMYKOBCKM
e [laHuena Yanapocka.HEYPOJIENTUYEH MAJTIUTHEH CUHOPOM:TIPUKA3 HA C/TYHA)
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fopaaHa Kutesa- TpeHueBcka. PEOPAKTOPHA EMUMENCUIA BO KOMMNMAEKCOT HA TYBEPO3HA
CKNIEPO3A

C.Hukonoscka, B. Npuuesa-MaHoBCKa, K. lameBcka, [1. Yanapocka, H. banesa K/IMME/1 -TPEHOHE
CNHAPOM — KNIMHUYKO UCKYCTBO

Hapa Metposa.KOMIMJTIEKC HA TYBEPO3HA CKJTIEPO3A — NMPUKA3 HA C/TYYA)

WpeHa PambaboBa byLubeTuk, lynceH Cenum, Urop KyamaHoscku, MeHKa JlasapeBcka, MunaH
Pucteckun, Jenka MacuH- Cnacoscka, Onmepa CrojueBcka TaHeBa, /lagucnasa pueBcka, lNoue
Cnacoscku. YIMIOTPEBA HA mTOR MHXUBUTOP —EBEPOJIMMYC KAJ MALIMEHT CO BUJIATEPAJTHA
AHTMOMUONTNMNOMA N CYBENEOUMANHA ACTPOLUTOMA NOBP3AHA CO KOMNMJIEKCOT HA
TYBEPO3HA CKJIEPO3A

Cecuja 3a noctepm i

MogepaTopu: aHko Munowesuk, CHexxaHa Manyescka-Kouescka, CeeTnaHa LlekoBcKa

BecHa [Jnyocka, AHa CtamaTtoBa, Emunuja LLlaxnasosa, Beanbop Tacuk [opoTja Hwyka, 3onTaH
Mpoxacka. ATUMUYEH XEMOJTIMTUYEH YPEMUWYEH CUHAPOM

HunKonnHa 3apasecka, AHeT lNana3oBcKa YepenHankoBcKn, Hatawa Anynocka, JaHa JoBaHOBCKa,
Katmua NMunepkosa CUCTEMCKA MACTOLNTO3A-U3BELLTAJ 3A PETKA COCTOJBA KAJ
HOBOPOJEHYE

/1. MuneHKosa, A. MNanasoscka, H. Anynocka, H. PAMUTMIANTHA NMOJABA HA
MYNTUUNCTUYEHOUCNNACTUYEH BYBPEN

KpewHukK MonoxkaHu, XaHa Ctaposa, KpuctujaH byHgosckun, Emununj Laxwnasosa. ATUMMNYEH
XEMOJUTUYEH- YPEMWYEH CUHAPOM -NMPUKA3 HA C/TYHAJ

AHa CtramatoBa, Mepu Muxonosa, Beanbop Tacuk . YPOPAUMIANIEH UM OXOA CUHAPOM

Cecwuja 3a nocrepwu lli

MogepaTopu: AgpujaH Capajamja, AHa MomupoBscKka, CTojka PywTmk

. A. JaHueBcKa, K. Y3eBcKka-MaHeBa, /1. Tacescka Pmyw, A. CodujaHoBa, O.JopaaHoBa, A. YrpuHcKa
HEBOOBWUYAEHA MPE3EHTALMIA HA BONECTA XALLMMOTO CO OPTA/IMONATUIA MOBP3AHA CO
TUPOUOATA KAJ 12.5 TOANLWIHO AEBOJYE

Mapuja AnmuniukoBcka, 3opaH MNyues, CBeTnaHa Koyesa, Bjoca KoTopu, Momup MoneHakoBUK,
[Oujana MnawecKa-KapaHpuncka. HOBU MYTALIUU KAJ FANCA FEHOT(c.3446_3449dupCCCT) KAJ
AOBAJUA NALUMEHTU LWILWITO HE CE BO CPOACTBO O4 MAKEAOHUIA 1 KOCOBO

B. JoBaHOBCKa, P. Kauapcka, K.Ky3sescka MaHeBa, b. I‘ypxosa AHrenoscka, M. Hewkoscka
LLlymeHKoBCKa, E. LLlykaposa AHrenoscka.BUTMJAMC BEPEH CMHAPOM CO CYIMNPABAJIBYJIAPHA
CTEHO3A HA AOPTA MNMPUKA3 HA CJTYHAI

Cannxy C, TowesckKa K, Llekoscka C. CAC MNAT ETEKTPO®PEPE3A E CUTYPHA CKPUHUHT ANATKA 3A
MNAUMEHTW CO OUPT MYTALNN

MwunaH Benkos, AnekcaHgap Metanukoscku, Momup MNoneHakosuK, 3opaH
lyses.LYMPHOMACUHAPOM HUIMETEH BPEKULI U ANDY3EH TONNEM TMM®OM CO b KNTETKU

Cecuja 3a noctrepu IV

MogepaTopu: JlInnjaHa CapaHau, HeseHa ChaBeBcka, AnjaHa MNnawecka KapaHduacka

KatepuHa Abpawesa MapKko KoctoBcku, MapuHa Kpcrtescka -KoctaanHosa. PYBUHLLTAIJH —TAJEUN
CMHAPOM BE3 CREBBR U EP300 ANTTEPALUN HATEHU
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Esa Mapkoscka, Hatawa lMeTposcka, 3opaH lNyyes. HEBAJJAHCUPAHU TPAHC/TOKALIMN 8;13 KAJ 13
roanwHO MOMYE CO ®AUMIANTHA ANCMOPDUIA N MEHTANTHA PETAPOALIMIA

AHa Ctamarosa, 3opaH boxxnHoBcKkn, AnekccaHgap Cones, Catba MBaHOBCKa, AujaHa MNnawecka
KapaHduncka, Momup MNoneHakosuKk, 3opaH MNyyes. BAPUJAHTA HA FIBRODYSPLASIA OSSIFICANS
PROGRESSIVA NPEAN3BUKAHA O G328E (c.9836>A) MYTALMIA HA ACVR1 TEHOT

Teopopa CTojaHBcKa, Kpuctujar ByHaoscku, fopin BoxnHoscku, Beanbop Tacuk. M30/IMPAHA
KOHTEHUTAJTHA AHOMAWJA HA BYBPET U YPUHAPEH TPAKT KAJ AETE CO 22qg11.2
MWKPOAENNLICKM CUHOPOM

Cecuja 3a noctepu V

MogepaTtopu: KpuctmHa MupoHcka, PybeHc JoBaHoBMK, CBeTnaHa Kouesa

B. AmbapkoBa, H.Ctaspesa.AEHTA/THN ACNEKTU KAJ MNTAAU NALUMEHTU CO CUHAPOM HA
EKTOL4EPMAJTHA ANCINASNIA

KpucTujaH ByHaoBcku, Teogopa CTojaHoBcKa, ['opfu [lamjaHoBckM, Benmbop Tacuk. HA
OPEBOKPLUAYKA KAJ NAUMEHT CO PEKYPEHTHA MAKPOXEMATYPUJA

C. dywTnk, A. Cramatosa, T. Jakoscka, /1. Cnupescka.PAHA HACNPEMA AOUHA ONJATHO3A HA
UNCTUYHA ®UBPO3A:MOTPEBA 3A BOBEAYBAHE HA HEOHATANNEH CKPUHWUHI

Camba MBaHOBCKa, CHexxaHa JaHuyeBcka, MapuHa Kpctescka KoctaHtnHosa. BUAEMAH-CTAJHEP
CUHAOPOM CO NALUMEHT CO HOPMA/THA BUCUHA U BE3 ANTEPALUUIA HA KMT2 TEHOT

Thank you for your attention and | hope that we will continue our successful cooperation,
Vesna Aleksovska,

President of the Association of citizens for rare diseases,

Life With Challenges - Bitola, http.//challenges.mk/

Tel: +389 (0)70 70 54 46

e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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