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' MonnTUKK, NPaKTUKN U HUBHOTO BJ'II/IjaHI/Ie BP3 KBANUTETOT Ha XXMBOT Ha nnuarta Cco PeTKN 6onectu

BINNATOOAPHOCT

M3pasyBame GnarogapHOCT 4O cUTE nuua co peTkM BoNectTn n HUBHUTE poanTte-
NN, 30paBCTBEHNTE PabOTHULM U rparaHCKUTE opraHuM3aummn Kon pabotaT Ha NosieTo Ha
nopgobpyBak-e Ha 30paBjeTo U KBANUTETOT HA XXMBOT HA OBME Nvua.

OcobeHa GnarogapHOCT u3pasyBaMe [0 MapTHEPCKUTE opraHu3auuun: 3apyxe-
HWe Ha rparanu 3a peTkun donectu ,2KnoT co npeamssuum” - butona, 3gpyxeHne Ha
rparaHu co xepeautapeH aHrnoegem ,XAE MakegoHuja“; 3apyxeHue Ha rparaHu co
xemodunuja Ha Penybnuka MakegoHuja ,Xemornor®; 3gpyxeHue Ha rparaHm Acouuja-
umMja 3a nynMmoHanHa xunepteHsnja ,MOMEHT IMJTYC P.MakegoHuja“; 3apyxeHne Ha
rparaHv 3a noggpLuka Ha nuua co BuncoHoBa GonecTt u HMBHUTE cemejcTBa ,Buncox
MakegoHuja“ n HaumoHanHarta anuvjaHca 3a petku 6onectn Ha Peny6nuka MakegoHuja,
Kako M 0o nopapxyBaduTe Ha ctyaujata (BioMarin; Celgene; Genzyme, Pfizer), 6e3
Ynja nogapLuKka Hemalle Aa Ovae MOXHO CNpoBedyBake Ha OBa UCTpaXyBare MpPeky
Koe ce cornefaHu Kry4yHuTe efieMeHTM Ha ceraliHaTta coctojba Bp3 OCHOBA Ha LUTO ce
HanpaBeHu Npenopakn 3a NOHO AenyBarwe KOH NogobpyBare Ha KBanuUTETOT Ha XXMBOT
Ha nuuarta co peTkn bonecTtu.



NMPEATOBOP

MocTojat mery neT n ocym unjaam peTkn 6onecTtu, cekoja co npeBaneHua of no-
manky og 0,1% op HaceneHueTo, HO 3aedHO TWe 4YMHaT orpomMHa Opojka Koja 3acera
MUJTMOHCKW XMBOTM Ha rrobanHo HUBO.

HuTy egHa 3emja, a 0cobeHO He nomManuTe kako WTo € MakegoHuja, He Moxe
CaMOCTOjHO fa Ce cnpaBu CO NPean3BULMTE Ha peTKUTe bonecTu, HO 3aToa MOXe Aa ce
NPUAPYXKN HA 3aeOHUYKUTE HAMoOpW 1 Aa ' UCKOPUCTU MOXHOCTUTE U NPUMEHU NpUao-
6uBkuTE Oof rnobanHuTe 1 pervMoHanH1Te Hanopu 3a crnpaByBake CO CUTE acrekTu, o4
34paBCTBEHU I'IOTp66VI, npeKky eKOHOMCKU U COLI,VIjaJ'IHVI yCnosu 00 KBANUTET Ha XNUBOT U
camopeanusauuja.

Cenak, 1 nokpaj 3abenexnmMenoT HanpegoK BO NocrnegHnTe aeueHnn 3a nogobpy-
Bat€ Ha AujarHOCTULMPaHeTo, TPETMaHOT 1 pexabunutaunjata Ha peTkute 6onectu
BO 3emjaTta, PerMoHOT 1 Cekako Ha rnobanHo HMBO, U HaTamy ocTaHyBa noTtpebaTa 3a
nogobpo pasbvpare Ha YHUKaTHUTE NpeausBuumM of peTkuTte 6onectu, co uern ocMuc-
nyBar€e COOABETHM MEpPKM 3a OAroBOp BO 34pPaBCTBEHWOT, HO M APYrnTe CEeKTopu Ha
ONLUTECTBEHOTO JAeryBame.

OBa ncTpaxyBare € camo Man fen of ronemara CroxyBsarka Ha >XWBOTOT CO
npeausBuun of petkute GonecTu, HO uctata ce ogHecyBa M € NMPUMEHNMBa 3a cuTe
XPOHUYHKM 3abonyBara KOW BfvjaaT Ha KBanNUTETOT Ha XMBOT. HejsuHaTa uen e ga ja
yTBpAM cocTojbaTa, Aa r yBuayM MOXHOCTUTE M Aa Aafe Npeanosun 3a HajuenucxogHu
pe3ynTaTi 3a 04roBop BO PaMKW Ha OrpaHUYEHNTE PECYPCU BO CEKOj CUCTEM.

Ce HageBame [eKka OBa UCTpaXKyBahe Ke MOCIYXKW Kako MHCTPYMEHT U BIIOT BO
AvjanoroT 3a UgHWTE UCTpaxyBakba kou Tpeba aa rm MHopmupaaTt NonUTUKUTE 3a Mo-
[obpyBatbe Ha 34paBjeTo 1 KBanNUTETOT Ha XKUBOT Ha nuuarta co peTku 6onecTu n nuua-
Ta KOM Ce rpuxKar 3a HuB.
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N3BPLWIHO PE3UME

Ogaa ctyaunja, cnpoBegeHa Bo 2015 n 2016 roguHa, MMa uen ga ja cornega Ha-
LUuoHarnHarta coctojba 1 ga NoHyau O4roBopuy Ha NpeausBuULUTE CO KOM Ce COOYEHM Nn-
uara co peTtku 6onectu (PB), kako n ga co3gage ycrnoBu 3a 3anoyHyBakbe Ha aujanor 3a
pa3Boj Ha O4PXXNMBU NOMNUTUKM 3@ COBAAyBak-e Ha rMaBHUTE MAEHTUMOUKYBAHN NPEYKMN.
Bo cokycoT Ha nctpaxyBaneTo ce nuuata co Pb, HUBHWUTE ceMejcTBa 1 34paBCTBEHUTE
paboTHMUM, Y MUCTEHA, UCKYCTBA U Npeanosun (3a nogobpysane Ha cocTojbaTta) bea
nNpubupaHn Npeky KBaHTUTATUBEH (nNpallanHuium) u KsanutatmBeH MeTod (NonycTpyk-
TypypaHu uHtepsjya). OgroBopuTte 6ea aHanu3vpaHu BO HaUMOHAreH KOHTEKCT, a BO
KOHTEKCT Ha COBPEMEHUTE CyOpervoHanHu, permoHanHn u MeryHapoaHu perneBaHTHU
OOKYMEHTMN.

Ctyoujata yTBpayBa ogpeneH Hanpegok BO OAHOC Ha MOMUTUKMTE 3a cripaBy-
Bat€ co peTkute Bonectu. Ho, ykaxxyBa M Ha HuM3a HegocTatoum, ocobeHo Bo Aenot
Ha HMBHaTa onepaumoHanu3auuja, npes cé Bo obe3beayBaHeTO COOABETHO HMBO Ha
3apaBCTBEHa 3aluTuTa - nogpadje Koe crnopes UCnuTaHMUUTE Urpa HajaHadajHa ynora Bo
OOPXYBaH-E€TO Ha KBanuTeTeH XuBoT. O Apyra cTpaHa, BO 0gHOC Ha bnarococTojbata
1 MOLUMPOKOTO couujarnio OnKpyxyBake, TUe npasyBaaTt 3Ha4YMTENEH CTENEH Ha 3a40-
BOJICTBO (CouMjarniHn BELUTUHM, KBANWUTET Ha XKMUBOT, MCUXOMOLLKA acleKTn, UTH.), HO KOj
MCTO Taka Mma NpocTop 3a NogobpyBamse.

OBaa cTyaunja MHGOopMMpa 3a NeTTe HajoUTHU NONUTUYKK Nperopaky noaapXkKaHu
ol TpuTe rpynu UCNUTaHULK:

1) sronemyBatse Ha dorHaHcKcKaTa noaapluka 3a o6e3benyBarbe Tepanvja;

2) noguramwe Ha cBecTa Ha npodecmnoHanHaTa 3aegHuua 1 nowmpokaTa jaBHOCT 3a
BnujaHneTo Ha Pb Bp3 3gpasjeTo Ha noeaMHeLoT 1 3aeqHUuaTa;

3) BocnocTaByBawe MeryHapoaHa npodyecrmoHanHa copaboTka 3a perncrpmpamse,
cnefetwe, onjarHocTuumparse, TpETMaH M UCTpaxyBara 3a Pb;

4) onepauunoHanusauuja Ha geduHuumjaTa, N BoBeayBake kogndmkaumja, katano-
rmsaumja n 6asa Ha uHcgpopmauun 3a PE;

5) pasBuBare UHTErpMpaH npucrtan 3a geTekuuja, AvjarHocTvka, NpeBeHumja u co-
LuMjanHa nHTerpaumja Ha nuua co Pb n HMBHUTE cemejcTBa Ha cUTEe HMBOA Ha
30paBCTBEHUOT, COUMjaNHNOT U APYruTe CUCTEMN.

MpenopaknTe Haco4vyBaaT koH noTpeba 3a MHULMparse avjanor 3a nonutuku 6a-
3paHu Ha 4oKasw.
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1. BOBE[
1.1. JeduHuumja, ondat n npegmssmum

Petknte Gonectn BoobuyaeHo ce AedmHMpaaTt crnopes HMBHaTa npesaneHua.’
HWBHMOT AnjanasoH e WNpoK 1 ce ABWXM o4 uMcTudHa unbposa, xemodunumja n cuHa-
pom AHrenmaH (Angelman syndrome), co pacnpocTpaHeTocT og okony 1 Ha 15.000
nvua go cuHgpomot Onuy TpuroHouedanuja (Opitz trigonocephaly syndrome), wro e
€KCTPEMHO pefoK, CO OKOMy eAeH Cny4aj Ha MUNMOH nuua.2

JacHoto gedmHMpare Ha NoMMoT ,peTka bonecT” e ocHoBa 3a ceondaTHO pas-
OGupare Ha NpobnemoT; HeroeaTta CyLITUHa U MOXHOCTUTE 3a denyBame. Bo uneHoT 3
op lMpenopakata Ha CoBeToT Ha EBponckata yHuja,® kako geduHuumja Ha peTka 60-
necT gpxasuTe-uneHkn Ha EY ja ycBowja cnegHaBa onpepenba: ,cekoja 6onect Koja
ce jaByBa kaj nomarnky og 5 Ha 10.000 nuua“. HaBnaym man, oBoj 6poj 3acera ondaka
npmnbnmkHo 246.000 nuua Bo 28 gpxxaBu-uneHkn Ha EY. HajmHory nauueHTn ce Haoraat
BO rpynara Ha peTku 6onectu Ko ce co npesaneHua og 1 Ha 100.000 nvua unv noseke.
Ce npoueHyBa geka Bo EBpona noctojat 5.000-8.000 andepeHumnpanmn petkn 6onectu
kou 3aceraart 6-8% op HaceneHneTo, OA4HOCHO Mery 27 1 36 MUNNoHN nyre.*

Op mMeaovumMHCKM acnekT, peTkute GonecTn HajuecTo NpeTcTaByBaaT XPOHWUYHM,,
XKMBOTO3arpo3yBayku COCTOjOM KOM BnujaaT Ha MoOBeKe opraHu WM OpPraHcku CUCTEMM
1 Ko TpajHo ro ocriabysaat 1 oHecrnocobyeaat opraHnamot.’ OTTyka, jacHo e aeka co-
rmacHoO BakKBMOT MpucTan, TepMUHOT ,peTKM Bonectn” ondaka WMPOK CnekTap KnMHWY-
KM cocTojbu, KaTeropmanpaHu Bo OBaa rpyna cnopeg enMaeMronoLwKnoT KpUTepuyM Ha
YecToTa, a He UCKMYYMBO Ha OCHOBA Ha MeauuMHcKn kputepuymun. OBa, nNpeTcraByBa
CBOEBMAEH NPeaM3BMK HE caMo 3a NauMeHTUTe U nuuaTta LUTO Ce rpuxkaT 3a HUB, TYKY
W 3a 34paBCTBEHMOT CUCTEM; peTkaTta MojaBHOCT Ha oBMe OONecTn 3Hayu geka Hekou
00 HVB Ce AnjarHoCTULUMpPaHW Kaj CaMO HEKOMKY urjaau, CToTMLM unu moxebun camo Kaj
HEKOrKy AeceTvum nuua.

1 YectoTa, ogHocHO Gpoj Ha criyyan Ha GorecT LITO ce nojaByBa BO HAceNeHWeTo BO ofdpefdeH BpeMEHCKU Mepuop.
MeaouuuHckn pedHuk, [octanHo Ha: http://medical-dictionary.thefreedictionary.com/prevalence, npuctaneHo Ha:
06.12.2015 roguHa

2 CeeTcka 3gpaBcTBeHa opraHusauuja, BecHuk Ha CeeTcka 3apaBcTtBeHa Opranusauuja, 3aegHo Bo Gopbata npotus
peTkute 6onectu, (Ha aHrnucku: Bulletin of the World Health Organization, Coming together to combat rare diseases),
HocTanHo Ha: http://www.who.int/bulletin/volumes/90/6/12-020612/en/, npuctaneHo Ha: 06.12.2015 rogunHa

3 Mpenopaka Ha CoseToT of 8 jyHn 2009 rogmHa 3a akumja Bo obnacta Ha petkute Gonectu (Ha aHrnwmcku: Council
Recommendation of 8 June 2009 on an action in the field of rare diseases (2009/C 151/02)), poctanHo Ha: http:/
ec.europa.eu/health/rare_diseases/policy/index_en.htm, npucranexo Ha: 06.12.2015 roguHa

4 Tpenopaka Ha CoseToT of 8 jyHu 2009 roguHa 3a akuuwja BO obnacta Ha peTkute 6onectu (Ha aHrmucku: Council
Recommendation of 8 June 2009 on an action in the field of rare diseases (2009/C 151/02)), poctanHo Ha: http:/
ec.europa.eu/health/rare_diseases/policy/index_en.htm, npucranexo Ha: 06.12.2015 roguHa

5 HauwnonaneH nnaH 3a peTkn Gonectn Ha ABctpuja 2014-2018 (Ha aHrnucku: Austrian National Action Plan for Rare
Diseases, 2014-2018), poctanHo Ha: http://www.europlanproject.eu/DocumentationAttachment/Austrian%20National %20
action%20plan%20for%20rare%20diseases%20(2014-%202018)_Executive%20Summary-%20english%20(en).pdf,

npucraneHo Ha: 25.12.2015 roguHa
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MocTojaTt n apyrv Nnpegussuun, cornegadm n obpaboteHn Bo akagemckara u apy-
ra nutepartypa Bp3 OCHOBa Ha eMNUPUCKM UCTpaxyBawa. CTyaujata Ha aBCTPUCKOTO
MuHucTepcTBo 3a 3gpaBcTBo of 2011 roamHa ,PeTkute 6onectu Bo AscTpuja“,® ykaxkyea
Ha KOMMMeKCHU 1 6pojHM Mpalaka Kako Ha MpuMep: No3HaBawa 3a peTkuTe bonectu
Kaj 3gpaBcTBEHUTE paboTHMLM, 30paBCTBEHATa NONMTMKA W jaBHOCTa, M3BOPMU 3a WH-
dopmMuparbe; NOCTOEHE Ha CMELMjanmM3npaHn MHCTUTYLUN U KOOpPAMHaUMja Mefy pas-
NNYHNUTE HMBOA Ha 3allTUTa, 0COBEHO MEFy KNMHMYKaTa npakca v JonrotpajHaTa Hera,
cuctemu 3a npubupare NogaToumn 1 LEHTPanM3MpaHo perncTpmpamse, Kako 1 aeuHu-
parwe Ha cTaHgapauTe u obesbeagyBarbe KBanUTET U edpMKacHOCT BO AujarHOCTUKaTa,
KIMHWYKMOT OArOBOP W NocrefoBaTenHara 34paBCTBEHa U coumjanHa rpuxa.

EneH og npeBuTe Npegus3BuuM Ha NauMeHTUTE Co peTka bonecT e gujarHocTuum-
pareTo. ManmoT 6poj naumeHTn 3aeaHO CO CAIMYHOCTA Ha CUMMNTOMUTE Kaj HEKOU PETKM
Bonectu co gpyru cocTojbm ro oTeXxXHyBa HaBPEMEHOTO ANjarHOCTMLMPaHsE.

3a pasnvka og noyectuTe 6onecTu, 3gpaBCTBEHUTE pabOTHULUM MMaaT IMMUTK-
paHu 3HaeHa U BELUTVHU 3a AnjarHocTuumparse 1 nekysamwe Ha PB. ManaTa nHumgeH-
Lua Ha oBMe 3abonyBara [403BOSlyBa CaMoO OrpaHuyeH 6poj 3opaBCTBEHU paboOTHULIM,
06MYHO BO cneuujanuavpaHnTe LeHTpW, Aa rpagaTt ekcrnepTuaa 3a AvjarHoCTULMpake
1 OaBare COO[BETHa 34paBCcTBeHa 3awwTtuta. VIcTo Taka, nocTojaT ApXasu BO KoM npe-
Ky cneuujanuampaHiTe Nporpamun u cTpaTernckute OOKYMEHTM, Of jaBHU CpPeacTBa ce
NOTTUKHYBa rpafeHe eKcrnepTuaa 3a ogpedeHn peTku GonecTtu.

Mo BocnocTaByBaHk€TO TOYHA AMjarHo3a, CeaHUOT Npeams3BuK 3a NauneHTuTe e
yTBpAYyBake Ha MOXHOCTWUTE 3a feKkyBare. 3a rorem 6poj peTku 6ornecTu, He NocToun
cneundunyeH TepaneBTCKM OAroBop, Npes ce nopaan HeMaHeTo EKOHOMCKM MHTEPEC Ha
nHOycTpujaTa 3a pa3Boj Ha BaKBM NIEKOBW, HO U Kako pesynTaT Ha ManuTe naumeHTCKU
KOXOPTU LUTO OHEBO3MOXYBa KIMMHWUYKM UCMUTYBaka croped npuHuunuTe Ha gobpara
Hay4yHa npakca.

Cenak, 3a gen og petkuTe Gonectun, pasBueH e cneunduyeH TepaneBTCkU oa-
roBop, CO nekoBu-cupaum (adrmn. orphan drugs), ko ro gobune MMeTo TOKMy 3apagu
3anoctaBeHocTa Ha bonectute Kou rn nekysaat. Cnopea EBponckata perynatmea 3a
PETKM MEAMLIMHCKM NMPOU3BOAW,” 3a NEeK-CUpak ce CMeTa CEKOj ek HaMeHET (a) 3a coc-
Toj0a Koja e 3arpo3dyBavka U ncuprnyBayka 3a XuBoTOT Ha BonHKOT, (6) 3a cocTojba koja
ce cpeTHyBa Kaj He noeeke oA 5 Ha 10.000 nuua unu Kako nek 3a Koj ce 04eKyBa MHOry
Man noBpaT o4 MHBEeCcTULMjaTa ako HemMa OONOMNHUTENeH cTumMyn u (B) 3a coctojba 3a
KOja He MOCToW ApYr 3a40BONUTENEH anTepHaTMBEH HAYMH Ha NeKyBare WUnu 3a Koja
0f BaKBMOT HOB J1€K NauUMEHTOT uma 3HauuTenHm beHedmTn Bo cnopenba co gpyrute
MOCTOEYKM Ha4YMHU Ha nekyBane. Mimajkun rv npeasug uctTpaxyBadkuTe TPOLLOLM U CTaH-
hapouTe Ha gobparta Npon3BogHa npakca, HEKOU 3emju BO cBouTe OyLieTM HameHyBaar
cpeacTBa 3a CTUMynauuja Ha BakB/ UCTPaXKyBakba 1 NPOU3BOACTBO.

6 Bournangep, PeTkute 6onectu Bo Asctpuja, 2002 r., (Ha repmaHcku: Seltene Erkrankungen in Osterreich®, Voigtlander et
al 2012), poctanHo Ha: http://bmgiis02.bmgfj.gv.at/BDBExtern/BrochureDownload.ashx?sel=WmR4NGIYdGVvY1VRV0O
RCSnpsWGxKQT090, npucTtaneHo Ha: 25.12.2015 roguHa

7 Perynatnea 6p. 141/2000 Ha EBponckuot napnameHT n CoBetoTt (Ha aHrnucku: Regulation (Ec) No 141/2000 of the
European Parliament and of the Council of 16 December 1999 on orphan medicinal products), goctanHo Ha: http://eur-

lex.europa.eu/LexUriServ/LexUriServ.do?uri=0J:L:2000:018:0001:0005:en:PDF, npuctaneHo Ha: 06.12.2015 roguHa
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[o neHec, HUTY eaHa of 28 apxXaBu-yneHku Ha EY, He3aBMCHO oa ronemuHaTa u
opraHusauujata Ha 34paBCTBEHMOT CUCTEM, HE MOXe fa 06e3beam TpeTmaH 3a Leno-
KYNHWOT crnekTap Ha peTkute 6onectu. ,Jypu n ObeguHetoTto KpancTteo [co HaceneHue
on 62 MUIMoHU] ncnpaka Hekon nauneHTn npeky OkeaHoT 3a TpeTmaH”.8

OBoj haKT e noTKpena Ha TBAEHETO AeKka ce NoTpebHM KOMOMHMPaHN Hanopw;
3a HaBpeMEHO OTKPUBaH-E 1 AujarHocTUUMpame, 06e3benyBate NpaBUeH TPeTMaH u
coumjanHa noaapLuka 3a nogobpyBare 1 oapXKyBake Ha KBaNUTETOT HA XXMBOT, HO UCTO
Taka 1 COBeTyBate BO paMKUTE Ha aKkTMBHOCTUTE 3a NnaHMpake Ha CeMejCTBOTO, CO
LWTO 61 Ce 0BO3MOXWMIa NPEBEHLMja Ha MOjaBa Ha HOBW Clny4au.

KoH oBa, ronem 6poj Op>Xasu BO EBpona MMaart yCBOEHO cTpartermm n niiaHoBu co
KOu ce npensunayea:

e Manupatre Ha peTkuTe GornecTn Bo 30paBCTBEHWNOT U COLMjanHUOT CUCTEM;
e YHanpegyBake Ha MEAULMHCKUOT/KMMHUYKNOT TPETMaH;

e T[lopobpyBare Ha gujarHOCTMYKaTa MpakTuka, Tepanujata u HejsaMHaTa gocTan-
HOCT A0 NauneHTuTe;

e YHanpeayBatbe Ha UCTpaxyBaHaTa Bo 06racTta, OMnLTOTO 3HAaEHE U CBECT U enu-
AemwvorniornjaTta (permctpute Ha 6onectn);

e CopaboTkaTa Ha BNaguHMOT U HEBNAANHUOT CEKTOP;
e BwupanmeocTa Ha npobnemor;

e [lpeBeHuujaTa 1 paHMOT TPETMAH, AMjarHOCTUYKUTE cTaHaapau, MHAopMaLMCKM-
OT CUCTEM;

e YnoraTa Ha npumapHaTa 3gpaBCcTBeHa 3allTUTa Kako NPB KOHTAKT CO 3apaBcTBe-
HUOT CUCTEM;

e be3begHocTa Ha NaUMEHTUTE N KOMMETEHTHOCTA Ha 34paBCTBEHUTE paboTHULM
0a fagat objekTuBHa, KBanuMTeTHa 1 cneunduyHa nHdopmaumja dokycmpaHa Ha
naLueHToT;

o OnpenenyBarwe Ha paMKku 3a criefere M NpoLeHka Ha BrWjaHWEeTO Ha TakBuTe
MONUTMKM U NNaHOBM BO NpakTukara.®°

HaunoHanHoTO MCKYCcTBO nokaxysa Hanpenok og 2009 roamnHa, kora MuHuctep-
CTBOTO 3a 34paBcTBO ycBou lMporpama 3a peTtkun 6onectn,' 3acHoBaHa Ha 3akoHOT 3a
3gpaBcTBeHa 3awTuTa.'?

8 CaeTcka 3gpaBcTBeHa opraHusauuja, BecHuk Ha CeeTcka 3apaBcTtBeHa Opranusauuja, 3aegHo Bo Gopbata npotus
peTkute 6onectu, (Ha aHrnucku: Bulletin of the World Health Organization, Coming together to combat rare diseases),
OocTanHo Ha: http://www.who.int/bulletin/volumes/90/6/12-020612/en/, npuctaneHo Ha: 06.12.2015 roguHa

9 lMpuoputetn n notpebu Ha naumeHTUTe 3a UcTpaxysawe Ha PB, (Ha aHrnucku: Patients’ Priorities and Needs for
Rare Disease Research 2014-2020),2011, poctanHo Ha: http://www.eurordis.org/sites/default/files/publications/what
how%20_are_disease_research_0.pdf,npuctaneHo Ha: 02.03.2016 roguHa

10 Tperneg Ha HauuoHanMHWTE NONWUTUKK 3a peTkn Bonectu, (Ha aHrmmckn: Overview of National Rare Disease Policies),
pocTanHo Ha: http://www.eurordis.org/content/overview-national-rare-disease-policies, npuctaneHo Ha: 02.12.2015 roguHa

11 Tporpama 3a nekyBare Ha peTku 6onectu 3a 2009 roguHa Bo Peny6nvka MakegoHwja (Cn.BecHuk 6p.45/09); nocranHo Ha:
http://www.slvesnik.com.mk/Issues/0145DC355953F340BB9BD 13F8D098B80.pdf, npuctanexo Ha: 02.12.2015 roguHa

12 3akoH 3a 3gpaBcTBeHa 3awTtuta (Cnyx6eH BecHuk Ha PM, 6p. 43/12, 145/12, 10/13), poctanHo Ha: http://www.fzo.org.
mk/WBStorage/Files/3._ ZAKON_ZA_ZDRAVSTVENATA_ZA[TITA_(PRE%SEISTEN_TEKST)_10_od_17.01.2013.pdf,
npucraneHo Ha: 25.12.2015 roguHa
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Bo Taa Hacoka e v 0Ba UCTpaxyBare, MHULMPaHO CO Len ia ce Hanpasu nperneq,
Ha NONMUTUKUTE N MNPAKTUKUTE Ha HALMOHANHO HMBO, CO LWITO 61 ce yTBpaUne npedkute
HO M MOXHOCTUTE 3a CrpaByBake CO PETKUTE BONecTu; NCTPaXyBaHeTO Ce OCBPHYBa
1 Ha HMBHOTO BIWjaHNe BP3 KBANUTETOT Ha XMBOT Ha Niuarta co peTku 6onecTu, v aaea
HaCcOKW 1 Mpernopaku 3a genysame.

Cryavjata cogpxu 1 koMnapaTvBHa aHanusa Ha NonMTUKUTE U 3aKOHOAABCTBOTO
BO M3bpaHu gpxxasu og bankaHckuoT pernoH (byrapuja, Cpbuja, Xpeatcka n CrnoBeHuja)
co uen Aa ce obe3benar MHMOPMaLMM 32 MOXHUTE peLLeHuja BO obnacTta Bo CpoaHU
COLMO-EKOHOMCKM KOHTEKCTU, @ BO BPCKa CO Mpallararta 3acCHOBaHW Ha akTMBHOCTUTE
Ha EY" 3a yHanpefgyBahe Ha cocTojbaTta Bo obnacTa Ha peTkuTe 6onecTu:

1. BoBegyBatse Kogupare 1 CrieieHe BO 34paBCTBEHO-MH(POPMALMCKMOT CUCTEM;
[oHecyBare HauMoHanHu NnaHoBM 3a peTkuM GonecTu;
Kpeunpare petepeHTHN MpeXu Ha cneunjannuanpaHm LeHTpu;

Mpubupare 1 pasameHa Ha NPaKTUKM 3a CKPUHWHT Ha peTkun BonecTy;

o M DN

BOBeJJ,yBaH:e N BOOEHE PETNCTPU 3a PETKN bdonecTu.

1.2. OCHOBHM enNMaeMNOonoLLKK nogaToLun

Bo cBeToT A0 aeHec ce ngeHtudmkysann nomery 5.000 n 8.000 peTtkm Gonectu,
O KOW Hajronem gen ce co reHeTcka etuornormja. Mako 3a cekoja noeguHevHa peTtka
GonecTt nojaBHOCTa MoXe da 6uge egHo Ha AeceTvuy vmjaau nvua, Ha KyMynaTuBHO
HMBO, rpybara npoueHka ynatysa Ha nojasHocT og 1 Bo 15 nuua (unm 6-7%), wro npeTt-
ctaByBa 350 MununoHun nuua Ha rnobanHo HMBo,™ og kom no 30 mununoxu Bo EBpona’® un
Bo CoegnHetute AmepukaHckm Opxasu.'® OBme nogaTtoum rv npaeaT peTkute GonecTtu
rnobarnHo 34paBCTBEHO MNpaLlakse.

Bo npunor Ha oBa 36opyBa 1 hakToT Aeka BO nocnegHute gekagm camo Bo CAL
ce opobpenu noseke og 400 nponsBoam 3a nekyBare Ha noseke og 200 cumnToMm NoBp-
3aHK co peTkMTe Bonectu, a Bo EY noeeke of 70 nponssoam 3a okony 45 nigukauumn.'”

Bo EY xwuBeat npmbnmkHo 246.000 nvua co amjarHocTuumMpaHa peTtka bGonect.
Hajronem gen o HMB nmaar 6onecT Koja ce jaByBa kaj egHo Ha 100.000 wnum noseke

13 HauwmonanHu nnaHoBu unu ctpaterum 3a PB, (Ha aHrnuckum: National plans or strategies for rare diseases), goctanHo Ha:
http://ec.europa.eu/health/rare_diseases/national_plans/detailed/index_en.htm, npuctaneHo Ha: 01.03.2016 roguHa.

14 PETKW 6onectu: cdhaktn n cratuctuka (Ha aHrmucku: RARE Diseases: Facts and Statistics), goctanHo Ha: https:/
globalgenes.org/rare-diseases-facts-statistics/, npucraneHo Ha: 06.12.2015 rogmHa

15 PETKW 6onectu: cdhaktn n cratuctuka (Ha aHrmucku: RARE Diseases: Facts and Statistics), goctanHo Ha: https:/
globalgenes.org/rare-diseases-facts-statistics/, npucraneHo Ha: 06.12.2015 rogmHa

16 PETKW 6onectu: cdhaktn u cratuctuka (Ha aHrmucku: RARE Diseases: Facts and Statistics), goctanHo Ha: https:/
globalgenes.org/rare-diseases-facts-statistics/, npucraneHo Ha: 06.12.2015 rogmHa

17 TpuopuTeTHn nekoBn Bo EBpona u cBeToT ,JaBHO 34paBCTBEH Npuctan Ao MHoBauuja“, axypupawe Ha OCHOBHMOT
nokymeHT of 2014 roguHa (Ha aHrnucku: Priority Medicines for Europe and the World “A Public Health Approach to
Innovation” Update on 2004 Background Paper (2014)), goctanHo Ha: http://www.who.int/medicines/areas/priority
medicines/BP6_19Rare.pdf, npuctaneHo Ha: 06.12.2015 roguHa
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nuua. Co ornep Ha hakToT Aeka Bo CBETOT 6-8% of HaceneHMeTo ce nuua 3acerHaTu
on peTkuTe 6onecTtu,'® ce npoueHyBa aeka aeHec Bo EBpona xuseat mefy 27 n 36 mu-
nuonun JIPB.1%20

Cnuka 1: PeTkute 6onectu Ha rmo6anHo HUBO: npoueHeTa roneMuHa

Ha npo6nemoT

F'onemuHarta Ha npo6nemor
BO CBEeTOT

CAO -
HaceneHve: Espona
322.706-500_ Hacenenmue:
Nuua co PE: 738.442.000
30.000.000 Jluua co PB:
27.000.000-
36.000.000

JyxHa Amepuka /
Hacenenue:
418.447.000

Asnja
HaceneHue:
4.393.296.000
[pxaBa: KuHa
HaceneHnue:
1.376.048.000
INuua co PB:

-{" 16.800.000

Inua co PB: -
41.000.000 Adpuka AscTpanuja
HaceneHxue: HaceneHue:
1.186.178.000 23.130.000
INnua co PB: Jnua co PB:
118.617.800 1.380.000-1.850.000

- 350 MUNMOHM NKULLA BO CBETOT Ce NoroAeHn oA petka Gonect. [lypn 6-8% of CBETCKOTO HacerneHue Moxe -
Aa 6uae noa BnnjaHue Ha Hekoja peTka Gonect

M3Bopu: http://www.ncbi.nlm.nih.gov/pmc/articles/PMC4204590/table/T1/; https://raredi org/rare-di /african-iron-overload/;
http://ec.europa.eu/health/rare_diseases/policy/index_en.htm ; http:/populationpyramid.net/; http://www.rightdiagnosis.com

Bp3an daktn 3a petknte 6onectn (Ha aHrnucku: Quick facts on rare diseases), goctanHo Ha: http://www.health24.com/
Medical/Genetics/Genes-and-disease/Quick-facts-on-rare-disease-20130228, npucraneHo Ha: 26.12.2015 rogmHa
EBponcka komwucuja, jaBHo 3gpasje: WaoeHTudukyBare Ha peTkute Bonectu, (Ha aHrmucku: European Commission,
Public Health: Identifying rare diseases) poctanHo Ha: http://ec.europa.eu/health/rare_diseases/policy/index_en.htm,
npucraneHo Ha: 28.12.2015 roguHa

MpuopwuTeTHn nekosu Bo EBpona u cBeToT ,JaBHO 34paBCTBEH Npuctan A0 MHoBauuja“, axypupawe Ha OCHOBHMOT
nokymeHT of 2014 roguHa (Ha aHrnucku: Priority Medicines for Europe and the World “A Public Health Approach to
Innovation” Update on 2004 Background Paper (2014)), poctanHo Ha: http://www.who.int/medicines/areas/priority.
medicines/BP6_19Rare.pdf, npucraneHo Ha: 06.12.2015 rogmHa
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CkynHuTe nogartoum 3a envaemuonorvjata Ha PB Ha HauMoHanHo 1 CBETCKO HUBO
ce [omkaT HajMHOry Ha HegJoCTaTOKOT Ha PEerncTpu Ha PerMoHarHo UM HauuoHarHo
HUBO M MHOMPEKTHO Ha HeuenocHocTa Ha MefyHapogHata knacudukaumja Ha 6onecTu-
Te - pecetTta peeusnja (MKB-10), Bo Koja orpomeH 6poj peTkn COCTOjOM He ce onuLiaHn
M Hemaart concTBeH kopg.?!

Bo nocnegHuTe rogmHm ce 3ronemyBa MHTEPECOT 3a peTkuTe 6onectu, HO U Ha-
Tamy OCTaHyBaaT OTBOPEHM Mpallawara Ha HEMOCTOEHE YHUMLMpaH U MeryHapogHO
Npu3HaeH cUCTeM 3a Knacudukaumja n kogudukawmja, koj ke MOMorHe Bo NpubunpaHeTo
Ha noTpebHuUTe enuaeMMOnoLLK/ NoAaToLM LUTO MOXe [a MocnyxaT 3a AOoHecyBawe
NONUTUKM 3aCHOBaHM Ha AOKa3Wn CO KpajHa uen nogobpyBake Ha 34paBcTBEHaTa U Co-
umnjanHata nonoxoa Ha J1PB.

1.3. MonuTUKM N 3aKkoHOOaBCTBO

Bo nocnegHata gekapa, CBETOT jacHO ja Boouun notpebaTta of co3gaBare Mery-
Hapo4HM MexaHM3Mu 3a cnpaByBawe co PB. Cnopen mefyHapogHMOT KOH30pLMyM 3a
ncTpaxyBawa BO obnacta Ha Pb, copaboTkata Ha MmeryHapoaHO HMBO CTUMynupa, no-
0o6po KopanHMpa 1 r’n MakCUMmM3npa HanopuTe 3a CNpoBeAyBakE€ UCTPaXKyBaHka BO 06-
nacta Ha PbB Bo rno6anHu pamku.?? EY npaBu Hanopu 3a 3apyKyBake Ha orpaHu4yeHnTe
pecypcu co Kou pacnonaraaT ogaenHu 3emju-uneHkn cé co uen Ha JIPb v Ha 3gpas-
CTBEHMTEe paboTHMLUM Ja UM CE ONECHW CroAenyBaHeTo MHOPMaLMM U eKCnepTnaa,
0cobeHo BO npekyrpaHnyHaTa copabortka.

1.3.1. Egporicka yHuja

OcBpT Ha pa3BojoT

3roneMeHnoT MHTepec 3a NpaBHO perynvpare Ha AvjarHocTUUMpareTo, TpeT-
MaHOT 1 06e3beayBareTO NokBanuTeTeH XMBOT Ha JIPB Bo 3emjute og EY patupa og
MuHaTnOT Bek. Bo 1994 roauHa, EBponckaTta komucuja (EK) 3anoyHa 23 npoektu Bo
pamkn Ha nporpamata BUOME[ 2 koja, meryapyroto, ondat u akTMBHOCTU NOBp3a-
HM co peTkuTe Bonectn.?* CnegHuot Yekop EK ro npesema co kapaktepusmpane Ha

21 HauuoHanHa nporpama 3a peTku 6onectun 2009-2013 (Ha 6yrapckv: HaumoHanHa nporpama 3a peaky 6onecty 2009 — 2013,
P.Byrapuja), goctanHo Ha: http://www.mh.government.bg/media/filer_public/2015/04/17/programa-redki-bolesti-2009-2013.
pdf, npuctaneHo Ha: 27.12.2015 roguHa

22 Mon Jlacko, MerfyHapogeH KOH30pUMYM 3a MCTpaxyBawa BO obnacta Ha PB: momeHTanHa coctojba, (Ha aHrnmucku:
International Rare Disease Research Consortium: State of the Art), 2014 r., goctanHo Ha: http://www.rare-diseases.eu/
wp-content/uploads/2014/05/0301_Paul_Lasko.pdf, npuctaneHo Ha 01.03.2016 roguHa

23 WpeHTudpukyBare Ha peTkute 6onectu, (Ha aHrnucku: Identifying rare diseases), goctanHo Ha: http://ec.europa.eu/
health/rare_diseases/orphanet/identification/index_en.htm, npucranexo Ha: 01.03.2016 rogmHa

24 AnTOH Jleuc lapcwja, PerynatvuBata 3a nekoBuTe-cupauu: komnapaTtvBHa nepcnektvBa Ha CA[-EY, OBoj Tpya ce
noAHecyBa 3a fa v 3a40BoNn ABeTe akajeMcku 6apata 3a KypcoT ,3akoH 3a NeKoBW U XpaHa“ of HaCTaBHUOT NNaH of
XapBapg (3umcku cemectap, 2004 roguHa) 1 yCroBOT 3a MuULLyBake Ha NpaBHaTa nporpama (Ha aHrnmucku: Anton Leis
Garcia, The Regulation of Orphan Drugs: a US — EU Comparative Perspective, This paper is submitted to satisfy both
the academic requirements for the course “Food and Drug Law” of the Harvard Law School curriculum (Winter Semester
2004) and the Writing requirement of the LL.M. Program), mapt 2004 r., cTp.5, [loctanHo Ha: leda.law.harvard.edu/leda/
data/621/Orphan_Drugs_RTF.rtf, npuctaneHo Ha: 20.12.2015 roanHa
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peTkuTe GonecTn Kako ,MpuopuTeTHa obnact Ha genyeawe” Bo EY, wTo pesyntupa
CO nogHecyBawe npeanor no Esponckunot MNapnameHT n EBponckmnot Cogert, No wTto
e ycBoeHa [lporpamarta 3a akTMBHOCTM Ha EY BO obnacta Ha petkute Gomnectu 3a
nepviog og 1999 go 2003 roguHa.?® Cekoe noHaTamoLlLIHO AenyBakwe Ha YHujaTa ce
OBVKM BO MpaBel, Ha OAfTy4yHO U LIeNOCHO perynupake Ha 3gpaBCcTBeHaTa 3awTtuTta
3a JIPB. BakBuTe akTMBHOCTU Ha opraHuTe Ha EY — aHraxunparwe Ha HauuoHanHuTte u
pernoHanHuTe opraHnsauMm Ha nauueHT 1 Ha ekcrnepTu of obnacra Ha 3gpaBcTBe-
HaTa u couujanHarta 3alwTuTa — JoBeJoa A0 YCBOjyBakwe Ha ,EBponcku npegmssuum’,
KOj npeTcTaByBa efleH o no3HavajHuTe Yekopwu Ha EK.? MocneposatenHo, EK nogHe-
ce 1 npegnor 3a foHecyBawe [penopaka Ha YHujaTa 3a akTMBHOCTM BO obnacTa Ha
peTkuTe GonecTtu, ycBoeHa Ha 8 jyHn 2009 roguHa.?” [leHec, oBMe ABa AOKYMEHTU ce
uMnepaTvB 3a NpPaBHO perynupake BO oBaa obnacT 1 npaBeH OCHOB 3a uaHa 3aepn-
HU4YKa cTpaTtervja 3a peTkn 6onecTn Ha gpxaBuTe-dneHkn Ha EY, kako nogapluka 3a
HaLMOHanHNTe 34paBCTBEHM CUCTEMM BO AMjarHOCTULMPAHETO, TPETMaHOT U Herata
3a nuuaTa co peTku bonecTn.?

Bo nepuogot og 2008 po 2011 roanHa peanuanpaH € u TpUroguLLIHMOT MPOEKT BO
obnacrta Ha jaBHOTO 3gpasje ,EYPOIMTAH — EBponcku npoekT 3a pa3Boj Ha HaLMOHarnHm
nnaHoBM 3a peTkn bonectn®, 3a yCBOjyBare Ha npenopakute 3a geduHupame Haumo-
HamnHW 1 pernoHanHyW nnaHoBu/cTpaTernn 3a petkn 6onectn, ogHOCHO NPOMOBUPaH-E
NNaHoBM 1 faBake NPENOPaKM 3a HUBHO JAOHECYBake M UMMNEMeHTUpare. PesynTar
o[ 0BOj NPOEKT e yCcBOjyBarweTo Ha AokymeHToT ,EYPOIMIIAH: MNpenopakun 3a pa3soj Ha
HaUMOHanHW NnaHoBM U cTpaTerMmn 3a petkn bonectn®, Koj NpeTcTaByBa 3HavajHa noa-
nora 3a ycBOjyBat€ Ha MUHUManHUTe cTaHOApAMW 3a LOHECYBake M UMMNemMeHTaumja
Ha HaLMOHanHW NnaHoBM 3a peTkn bonectn, buaejku ce 3acHOBa Ha NCKYCTBOTO Ha ro-
nem 6poj apxaBu-4YneHkn Ha EY.?®

Bo 2012 rogunHa, NpoaormkyBa NpoLEeCcoT Ha UCTpaXKyBak-e U perynmpame Ha peT-
knte 6onectun co HoB TpuroauweH npoekt EYPOIMTAH 2012-2015 Bo Beke yTBpaeHWTE
HaCOKM: BOCMOCTaByBake MefyHapoaHa Mpexa, NPOMOBUpake Ha copaboTkaTa n Tex-
HU4YKaTa noaapLuUKa Ha yYeCHUUUTE BO KpemparweTo 34paBCTBEHM U CoLMjaniHM NONUTK-
KM Ha 3eMjuTe-YneHku 3a ga ce 3abpsa npouecoT Ha JOHECYBake U UMMNNEMEHTUPAHE
Ha HauWOHarHW MraHoBM/CTpaTErMM CO aKTMBHO YYECTBO Ha OpraHu3auunTe 3a peTku

25 AnTOH Jleunc Mapcwja, Perynatnearta 3a nekoBuTe-cvupaun: komnapaTtmeHa nepcnektnsa Ha CAL-EY (Ha aHrnmckum: Anton
Leis Garcia, The Regulation of Orphan Drugs: a US — EU Comparative Perspective), mapt 2004 r., cTp.5, [loctanHo Ha:
leda.law.harvard.edu/leda/data/621/Orphan_Drugs_RTF.rtf, npucrtaneHo Ha: 20.12.2015 roguHa

26 KomyHukauuja og Komucujata go EBponckuoT napnameHT, oo CoBeToT, EBPONCKMOT €KOHOMCKM U coumjanieH KoMuTeT
n Komutetor Ha pervmoHute 3a petkute Bonectu: EBponckv npegmssuum (Ha anrmucku: Communication from the
Commission to the European Parliament, the Council, the European Economic and Social Committee and the Committee
of the Regions on Rare Diseases: Europe’s challenges), goctanHo Ha: ec.europa.eu/health/ph_threats/non_com/docs/
rare_com_en.pdf, npuctaneHo Ha: 20.12.2015 roguHa

27 Cosert Ha EBpona, Bpucen, 2009 r., Mpenopaka Ha CoBeToT 3a akuuja Bo obnacTa Ha peTkute 6onectu (Ha aHrnmcku: Council
Recommendation on action in the field of rare diseases, Concil of the European Union, Brussels, 2009) goctanHo Ha: http://
eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=0J:C:2009:151:0007:0010:EN:PDF, npucTaneHo Ha: 26.12.2015 roguHa

28 Cama CrokoBuk-3nataHoBuKk, HaumoHaneH nnaH 3a peTku Gonectn — komMnapaTvBeH NpaBeH nperneq (Ha aHrmmcku:
Sanja Stojkovic-Zlatanovic, National Plan For Rare Diseases — Comparative Legal Review), noctanHo Ha: https://www.
researchgate.net/publication/259026326_Nacionalni_plan_za_retke bolesti_-_uporednopravni_prikaz_Strani_pravni
zivot _br_12013_str_291-306, npuctaneHo Ha: 26.12.2015 roguHa

29 Cama CrojkoBuk-3nataHoBuk, HaumoHaneH nnaH 3a petkv 6onectn — KoMnapaTvBeH nNpaBeH nperneq (Ha aHrmmucku:
Sanja Stojkovic-Zlatanovic, National Plan For Rare Diseases — Comparative Legal Review), goctanHo Ha: https://www.
researchgate.net/publication/259026326_Nacionalni_plan_za_retke bolesti_-_uporednopravni_prikaz_Strani_pravni
zivot br_12013_str_291-306, npuctaneHo Ha: 26.12.2015 roguHa
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6onectn. KpajHaTta uen Ha oBue OBa NPOEKTU € yCBOjyBake 3aefHu4Kka cTpaTeruja 3a
peTkn BonecTtu koja by ce ogHecyBana Ha uenata EBsponcka yHuja. [1o MOMEHTOB, BakBa
cTpaTervja ceé ywTe He € JoHeceHa.

Bo obnacTta Ha peTkuTe 6onectu, EBponckarta yHuja rv noctasu crnegHuTte uenu:
nogobpyeake Ha BUANMBOCTA U NPENO3HaBaHETO Ha peTkuTe Gonectn, nogapLuka Ha
pa3BojOT Ha HaLUMOHAsHM MaHOBKU 3a PeTkn B6onecTn BO 3eMjUTe-YrieHKU U pasBoj Ha
eBpornckaTta copaboTka, koopavHauuja u perynauuja Bo obnacta Ha peTkuTe 6onectin.*
3a peanusaumja Ha oBue Lenu, npenopakuTe Ha COBETOT 3a CNpoBeayBake Ha akTuB-
HocTuTe Ha EY Bo obnacta Ha peTkn bonectu ce:

e [OHecyBah€ HaLMOHamHW NraHoBW 3a peTkn GonecTn BO CUTE 3eMjU-UNEHKN 3a
Aa ce 06e3bean egHakoB npucTan 4o KBanuTeTHa 30paBCTBEHa 3awTuTa, BKITyYy-
Bajkn M OujarHOCTMKa, TpeTMaH 1 MpUMEeHa Ha NeKOBU-CMpaun Bp3 OCHOBA Ha
€0HaKBOCT 1 CONMMAAPHOCT 3a CUTE NuLa Kou ce NOroAeHn og peTkuTe 6onectn Ha
uenara Teputopuja Ha EY;

e BOCMNoOCTaByBak-€ 3aefgHu4YKka gedvHuumja 3a peTkn 6onecTn n HUBHO COOABETHO
Kogupare 3apagu BUAMMBOCT BO 30pPaBCTBEHUOT CUCTEM, KaTeropmsauuja u cos-
JaBahe eauHCcTBeHa nucrta Ha Pb;

e OTTUKHYBaH€E UCTPaXyBaHa 3a MOXHOCTUTE 3a NekyBare Ha Pb;

o opmuparne ueHTpu 3a PB n EBponcka mpexa Ha pedepeHTHM LeHTpu 3a Pb;
e hopmupare 3aegHNYKa ekcnepTnsa Bo obnacta Ha PB Ha eBponcko HUBO;

e 3ajakHyBar-€ Ha 3apyXeHujaTa Ha nuua co Pb; n

e 006e3benyBar-e OOPXKIMBOCT HA CUTE NNaHMpaHu aKTMBHOCTM BO obnacTta Ha Pb.

1.3.2. Cnipasysar-e co pemkume 6osecmu 6o usbpaHu 3emju

Bo pamkute Ha EY, cuTe 3eMju Nnpeky KOHTUHYMpaHW Hanopu Aasaat CBOj Npuao-
Hec BO peanusauuja Ha 3aefHunYKaTa Bu3nja 3a peTkute 60necTun, nako HanpeaokoT BO
OHOC Ha crnpaByBaHETO CO peTkuTe 6onecTn He e eaHakoB BO cuTe 3eMju-yneHku. U
MakenoHuja, npeky cBojaTa cTpaTtermcka onpegenba 3a YneHcTBO BO YHuWjaTa, ce cTpe-
MM KOH OCTBapyBak€e Ha 3ajafeHunTe npenopaku 1 Bo oBaa obnact.

3a pa ce cornena coctojbaTta Bo MakenoHuja Bo ogHoc Ha EY, notpe6Ho e ga ce
Hanpasu cnopegbeHa aHanusa Ha NONMUTUKNTE U NPAKTUKUTE CO 3EMjUTE-UIIEHKW, KaKo U
CO HEKOM 0f, 3eMjuTe-KaHAMOATKN 3a YNEeHCTBO, CO WTOo 6u ce yTBpauno gann Makeno-
HMja e Ha BUCTUHCKMOT AMCKYPC BO peanusauujata Ha npenopakuTe Ha YHujaTta, OgHoC-
HO NMpMMeHaTa Ha BOCMOCTAaBEHUTE cTaHAapan. 3a Taa uen, nsdpaHun ce YeTUpu 3emju
3a cnopepba: byrapuja, CnoseHuja n XpBaTcka Kako 3emju-uneHku Ha EY, n Cpbuja kako
KaHgugaTt 3a 4neHcTBo BO EY. Nokpaj 0BOj, 3eMeHn ce npeaBug yLuTe HEKOrKy KpuTe-
puyymu 3a n3bop Ha oBue 3emju: reorpadpckarta nonoxba, cpogHOCTa Ha 34PaBCTBEHUTE
CcUCTEMU U CNeLMdUYHNOT (POKYC Ha peTkute GonecTtu.

30 Mpeagnor-HaunoHanHa nporpama 3a petku 6onectn 2014-2019 rogmHa, (Ha xpBatcku: Nacrt - Nacionalni program za rijetke
bolesti 2014. -2019); 2014; poctanHo Ha https://zdravlje.gov.hr/pristup-informacijama/savjetovanje-sa-zainteresiranom-

javnoscu-1475/okoncana-savjetovanja/savjetovanja-u-2014-godini/nacrt-nacionalnog-programa-za-rijetke-bolesti-za-
razdoblje-2014-2019-1712/1712, npuctaneHo Ha: 27.11.2015 roguHa
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Bbyzapuja

Bo Byrapuja cé ywte HegocTacyBa ceondaTtHa 3apaBcTBEHA NONUTUKA BO OOAHOC
Ha peTkuTe Gonectu, WTO e 06BpCKa Ha ApxaBuTe-uneHkn Ha EY. lNMpawarwaTa nosp-
3aHM CO NpeBeHuUMja, AnjarHoCTMKa 1 NeKkyBare Ha HeKou peTkn Gonectu ce AenymMHo
3acTaneHu Bo pasfiMyHM HaLMOHaMHU NporpamMm 1 3akoHu, Ho 6e3 ceondaTHO peLleHne
Ha MHOLUTBOTO Npobnemu o MeauumMHcKa, coumjanHa u eTudka npupoaa.

DeduvHuumja

MpudpateHa gedunHnumja 3a Pb Ha EY: petka Gonect e cekoja
cocTojba koja ce jaByBa kaj He noeeke og 5 Ha 10.000 numua.?’

Knacudukaumja n kogndmkaumja

He noctomn cuctem 3a knacudmkauuja n kogudpmkaumja Ha peTku-
Te 6onectun. Bo 3emjaTta ce npumeHysa MKB-10.

Monutukn u perynarmea

HauwoHanHa nporpama 3a peTku 6onecTu. pBaTta nporpama 3a peTku 6one-
ctn Bo byrapwja®? cranyea Ha cuna Bo 2009 roguHa co akuucku nnaH 3a 2009-2013
roguHa. Llenta Ha oBaa nporpama € co3gaBare COOABETHA MHCTUTYLMOHAaNHa pamMka u
MexaHu3mmn 3a obesbegyBarne HaBpeMeHa npeBeHuMja, AnjarHOCTUKa, ONTMMAaIHO fe-
KyBame 1 pexabunutauuja Ha JIPB (reHeTcku, BpogeHn MmandopmMaLumm U HeHacnegHu
3abonyeawa) Bo bByrapuja. VicTo Taka, noteHuMpaHa e notpebarta 3a gopmupare Ha
LWecT nHdopmauncko-pedepeHTHN OpAMHaALMK 3a peTkn BonecTn co rmaeHa Len cos-
haBanwe HaumoHanHa mpexa.®® HejsnHuTe OCHOBHM hyHKUMM Ce: pa3meHa u ycorna-
cyBakbe Ha nogarouuTe NoBp3aHWM CO CnpoBedyBaweTo Ha HauuoHanHaTta nporpama
3a Pb, oBo3moxyBame (pyHKLUMOHANHOCT Ha HauuoHanHnoT peructap Ha Pb, o6e36e-
AyBakbe edHaKkoB npucTan 4o MHdopMauumn u cobupake nogaToum 3a nnaHvpakwe Ha
pPEervoHarnHo 1 HaLMOHanHoO HMBO.

CornacHo MHCTUTYUMOHanHaTa paMka 3a umniemMeHTauvja Ha HauuoHanHata
nporpama, npukaxkaHa Ha Cnvka 2, HaumoHanHa mpexa Ha nHgopmaumcko-pedepeHT-
HW opaMHauuM 3a peTku GonecTy gocTaByBa nogaToun Bo HaumoHanHWoT peructap Ha
nuuata co PB, Koj nak, My criyxu Ha HauuoHanHuoT coBeT 3a peTku bonecTn 3a uspa-
BoTka 1 nogHecyBare npeanosv 4o MMHNCTEPCTBOTO 3a 34paBCTBO 3a CNpoBeayBaHe
Ha HaumoHanHaTa nporpama 3a peTku 6onectun Bo byrapuja.

31 HauuoHanHa nporpama 3a petku 6onectn 2009-2013 (opuruHan: HauuoHanHa nporpama 3a peakv 6onectu 2009 — 2013,
P.Byrapwja), poctanHo Ha: http://www.mh.government.bg/media/filer_public/2015/04/17/programa-redki-bolesti-2009-2013.
pdf, npuctaneHo Ha: 27.12.2015 roguHa

32 HauuoHanHa nporpama 3a petku 6onectn 2009-2013 (opuruHan: HauuoHanHa nporpama 3a peakv 6onectu 2009 — 2013,
P.Byrapwja), poctanHo Ha: http://www.mh.government.bg/media/filer_public/2015/04/17/programa-redki-bolesti-2009-2013.
pdf, npuctaneHo Ha: 27.12.2015 roguHa

33 HauunonanHa mpexa oT nHpopMaumoHHO-pedepeHTHN kabrHeTn No peaky Gonectu
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Cnuka 2: UHcTUTyuMoHanHa pamMmka 3a umnnemeHTtauuvja Ha HaumonanHara
nporpama 3a Pb Bo Byrapuja

N —
MwHncTepcTBO 3a 3apaBcTBO
W3BpluHa areHumja 3a nekosu

HauvoHanHo 3paBCcTBEHO OCUrypyBat-e
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W HaLMoHanHu ApyliTea
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HauwvonaneH peructap 3a nuuarta co PB

HauuonanHa mpexa of MHoTMaLumMcko-pecepeHTHU opanHaumm 3a PB

Bo pamkute Ha cucTeMOT, NauMeHTOT NpeKy NpMMapHaTa 34paBCTBEHa 3allTuTa,
ce ynaTyBa Ha CeKyHAapHoO (cneumjanuctnykaTta n bonHuykara 3awTnTta) 1 TepumjapHo
HMBO (cneuujanuanpann ueHTpu). Cute peneBaHTHWM nogatouun ce npubupaar Bo Ha-
umoHanHuot pernctap Ha JIPB, kojwTto ce kopuctn 3a pasmeHa Ha nHdopmaLmm co
EkcnepTcku ueHTpU 3a npeBeHuMja, AWjarHOCTUKA, nekyBakbe U pexabunutauuja Ha
KOHKpeTHa peTka 6onect wnn rpyna 6onectn Bo byrapwja. o gmjarHocTMumMpameTo,
nauMeHTUTe ce ynaTtyBaT KOH COOABETHUOT pedepeHTeH LieHTap 3a peTkm bonectu Bo
3emjaTta, a no notpeda v KoH Apyrn pedepeHTHN LIEHTPU U MPEXM 3a peTku bornectu Bo
EY. MNaTtekaTta Ha nauneHTOT HNU3 CUCTEMOT € npuKaxkaHa Ha Cnvka 3.

Cnuka 3: O4yekyBaHO ABWXXeH>€ Ha NaLMeHTUTe CO PeTKMU 60N1ecT HU3 CUCTeMoT
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HaunoHanHaTa nporpamMa 3a PB nvwa geset NPUOPUTETU!

1. Ob6es3benyBare envaemMuonolLky nogatoum 3a PB npeky cosgaBamwe HaumoHa-
neH perucrap;

2. MopobpyBake Ha npeBeHuujata Ha PB co reHeTcko nMoTekno npeky npowumnpy-
Bak€ Ha CKPUHUHI-NporpamuTe;

3. lMopobpyBake Ha NpeBeHUMjaTa u anjarHocTukata Ha PB co reHeTcko MoTekrno
npeky BoBeAyBak€ HOBW rEHETCKM TECTOBU, AeLlEeHTpanM3aumja Ha nabopartopu-
ckaTa gejHocT u 0besbeayBane OnecHeT npucrtan 40 MeOULUNHCKO-TeHETCKa KOH-
cyntauuja;

4. WNHTerpupaH npuctan Bo NpeseHUujaTa, AujarHocTmkara, TpeTMaHoT U couujanHa-
Ta BKMYy4YEHOCT Ha NaLueHTUTe 1 HUBHUTE CEMejCTBa;

5. 3ronemyBatkbe Ha NpochecoHanH1Te KBanudmkaumm Ha nekapute Bo obnacra Ha
paHaTta oujarHocTvKa 1 npeBeHuunjaTa Ha peTku bonecTu;

6. WcTpaxysatrse Ha notpebara, MOXHOCTa U KpUTepuymuTe 3a hopMuparse pede-
PEHTEH LieHTap 3a peTku GornecTu;

7. OpraHmsmpaH:e HauMoOHarHa Kamnakwa 3a 3ano3HaBakh€ Ha jaBHOCTa CO peTKNTE
6onecTtn 1 Ha4YNHUTE Ha HMBHA npeBeHu,Mja;

8. lMopppwka n copaboTka co rparaHcky opraHusaummn n 3agpyxenuja Ha J1PB;

9. TecHa copaboTka co gpyruTte 3emju-uneHkn Ha EY npeky akTMBHOCTM Kou ce oa-
HecyBaaT Ha LernTa Ha nporpamara 3a copaboTka Cco ekcrnepTckaTa rpyna 3a peT-
kv 6ornecty npu OupekTopaToT 3a jaBHO 34pasje M 3alliTiTa Ha NoTpoLUyBadnTe
npu EBponckara komucuja.

Komucwujata 3a peTkm 6onecTtu ja nogrorsyBa nuctarta Ha peTku bonecTtu n HasHa-
yyBa GOMHMYKM CTPYKTYPU Kako CTPYYHM LIEHTpKU 3a ogpeaeHmn Pb.

OdekyBaHuTe pesynTaTu of peanusauuvjata Ha HauuoHanHata nporpama 3a peT-
Kn 6onecTtn ce BO Hacoka Ha nogobpyBare Ha AujarHocTmkaTta, fekyBaweTo U pexabu-
nuTaumjata Ha nuuaTa co petku 6onectn.’ Mako osaa nporpama 3aepwm Bo 2013 ro-
avHa, byrapuja cé ywte Hema JOHECEHO HOBa, a HopMaTMBHaTa paMka He e NpoMeHeTa
op 2009 roguHa. Mo3nTrBeH pe3yntaT MOXe Aa ce Buau Bo pabortata Ha HaumoHanHmoT
COjy3 Ha nuuaTa co peTku 6onecTu Koj r1 3acTtarnysa 1 UM Nomara Bo ClefeHeTo Ha Mno-
cTankuTe 3a OCTBapyBak-€ TPeTMaH BO 3eMjaTa WUrnu BO CTPaHCTBO.

34 HauuoHanHa nporpama 3a petku 6onectn 2009-2013 (opuruHan: HauuoHanHa nporpama 3a peakv 6onectn 2009 — 2013,

P.Byrapwja), poctanHo Ha: http://www.mh.government.bg/media/filer_public/2015/04/17/programa-redki-bolesti-2009-2013.
pdf, npuctaneHo Ha: 27.12.2015 roguHa
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PuHaHcnpamwe

Bo 2004 rogmHa co Ypepb6a Ha MuHucTepckmoT coBeT®s e hopmupaH LeHTap
,POHA 3a nekyeawe Ha geua“,*® npu MuHMcTepcTBOTO 3a 3apaBcTBO Ha Byrapuja kako
nocebeH npaBeH cybjekT. POHOOT NpeTcTaByBa BTOPOCTENEH OpraH co ByLeTckn cpea-
CTBa KOM My Ce Ha pacnofarawe Ha MUHUCTEPOT 3a 30paBCTBO, M Yuja yrora € cnpo-
BeflyBate Ha aKTUBHOCTY 3a OpraHM3auucko U prHaHCUCKO Nomarake Ha adeua o 18
rogvHM KoM MMaat notpeba of AuMjarHOCTUYKM U TepaneBTCKM NOCTankyu 3a Kou Hema
ycrnoBsu Bo 3emjaTta. [leuata cO UCKNy4MTeENHO peTkn 6omnectn mMmaaTt MOXHOCT Ada ja
KopucTaTt cmHaHcuckaTta nogapwka og LleHTapot ,PoHf 3a nekyBawe Ha geua“. Bo
mapT 2006 rogmnHa co ogobpeHue oa Bnagata u nameHun noBp3aHy CO akTUBHOCTUTE Ha
LleHTapor, ce gaBa npaBo Ha oMHaAHCUCKa noaapLuka Ha geua Ao 18-rogviwHa Bo3pacT
KOW KopucTarT JIEKOBW LUTO HE Ce AOCTanHun BO 3eMjata Uinu Kaj Kom TpeTMaHoT CO NocTo-
euKkuTe NeKOBU He JaBa pesynTar.

Peructpu u nogatoum

EpeH oa npuoputetute Ha HaumoHanHata nporpamata 3a PB e cosgasare u
oapxyeawe Ha HaunoHaneH peructap Ha Pb. Bo pamkuTe Ha 0BOj NpuopuTeT, Nnpeasu-
OEHO e BOCMOCTaByBake M 0OpXKyBakbe Ha NoKanHu perncTpu: Ha nuua co PB; Ha knu-
HUYKM NcnmMTyBakwa Ha PB Ha MeguuuHCKMTE YHUBEP3UTETH, (DakynTeETU N NHCTUTYLUNK;
M Ha JoCTanHUTE AUjarHOCTUYKN TECTOBM BO PErMoHOT.®” MIHdopMaTUBHUOT LeHTap 3a
PB u nekosu-cupauu objaBu npernes Ha envaemuonoLukute pernctpu 3a Pb Bo Byra-
puja, KOj BKNny4yBa UHopmaLumm 3a pa3BojoT U cocTojbata Bo obrnacta Ha HauuoHarHo
HUBO 3akny4Ho co aBryct 2014 rogmHa. VI gogeka BoctaHOBYBahw€TO Ha HaumoHaneH
pernctap Ha Pb e Bo Tek, 3emjaTta ce nNpuky4m KoH permctapot Ha OpdaHeT, a BO Tek e
1 n3paboTka Ha HauMoHanHa Bepanja Ha BeG-cTpaHuuata OpdaHerT.®®

MpucTan go 3apaBCcTBEHU ycnyru

HauunoHanHata reHeTcka nabopatopuja u LleHTapoT 3a mMonekynapHa meauum-
Ha npu MeguunHcknot yHuBep3nteT Bo Coduja pacnonaraat co coBpemMeHa onpema u
YHUKaTHW 3a 3emjaTa pobOTCKM CUCTEMM 3a CNPOBeAyBaH-e Ha OMNCEXHU UCTpaXKyBaka

35 VYpenb6a 6p.280 og 18 oktomepu 2004 roguHa 3a co3gaBakbe Ha LeHTap ,PoHA 3a nekyBamwe Ha deua“, BO cuna of
29.10.2014 roguHa (Cn.BecHuk 96 og 29 oktomBpu 2004 r., nsm. Cn.BecHuk 6p.28 oa 4 anpun 2006 r., u3m. u gon.
Cn.BecHuk 6p.27 og 9 anpun 2010 r.,uam.n gon. Cn.secHuk 6p.38 og 17 maj 2011 r., nam.Cn.BecHuk 6p. 70 og 9 centemBpu
2011 r., nam. Cn.secHuk 6p. 30 og 17 anpun 2012 r.) (opuruHan: MNoctaHoeneHue Ne 280 ot 18 oktomepu 2004 r. 3a
cb3gaBaHe Ha LeHTbp “PoHA 3a nedeHve Ha geua” cuna ot 29.10.2004 r. (O6H. AB. 6p.96 ot 29 oktomBpyu 2004r., n3m.
[OB. 6p.28 ot 4 anpun 2006r., n3m. u gon. AB. 6p. 27 ot 9 anpun 2010r., n3m. n gon. AB. 6p.38 ot 17 man 2011r., nam. B.
6p.70 ot 9 centemBpu 2011r., nam. AB. 6p.30 ot 17 anpwun 2012r.)), goctanHo Ha: http://cfld-bg.com/new/document-1297,
npucrtaneHo Ha: 25.12.2015 roguHa

36 UeHTap ,PoHp 3a nekyBare Ha geua“ (opurmHan: Llentbp ,PoHa 3a neveHve Ha geua”) goctanHo Ha: http://cfld-bg.com/
new/bg, npucraneHo Ha: 06.12.2015 roamHa

37 HauuoHanHa nporpama 3a petku 6onectun 2009-2013 (Ha 6yrapckv: HaunoHanHa nporpama 3a peaky 6onecty 2009 — 2013,
P.Byrapwja), goctanHo Ha: http://www.mh.government.bg/media/filer_public/2015/04/17/programa-redki-bolesti-2009-2013.
pdf, npuctaneHo Ha: 27.12.2015 roguHa

38 Peructpu 3a petku 6onectn Bo byrapuja (Ha Gyrapcku: Pernctpu 3a pegku 6onectu B Bbnrapus), goctanHo Ha: http:/
www.raredis.org/?p=5998&lang=bg, npucraneHo Ha: 24.03.2016 roguHa



' MonnTUKK, NPaKTUKN U HUBHOTO Bﬂl/ljaHI/Ie BP3 KBANUTETOT Ha XXMBOT Ha nnuarta Cco PeTKN 6onectu

BO obnacrta Ha reHetckaTa aujarHoctuka. Victo Taka, og despyapu 2016 roamHa, Bp3
OCHOBa Ha goHeceHa Ypenba,®® ocHoBaHM ce Tpu ekcnepTcku LeHTpu 3a PB 1 Toa: 3a
HacrneaHW HEBPOSOLLKU U MeTabonuTuykn 3abonysawa,*® 3a npumapHu nMyHogeduLmn-
€HTHM cocTojoun*' 1 3a dabpuesaTa bonecr.*?

LleHTapoT 3a HacnegHn HEBPOSOLWKM U MeTabonuTuyku 3abonyeawa pabotn Ha
15 reHeTcku 3abonyBama (MporpecuBHa MycKyrnHa guctpoduja — tunosu [yweH n be-
Kep, MMOTOHUYHA, baumno-ckanyrno-xyMmeparHa u eKCTpeMUTET-KapinyHo-MnojacHa, guc-
TanHa muonaTtuja, BpodeHa MujacTeHunja, hamunujapHa ammnongHa nonnuHesponaruja,
cnuHanHa MyckyrnHa atpoduja, lNowesa 6onect, Nomneosa 6onect, Humax-INukosa 60-
necrt, Tun b u U, n BuncoHosa 6onecT) n gasa ycnyru 3a npeseHuuja, AvjarHosa, TpeT-
MaH, cnegewe 1 pexabunutaumja Ha naumeHTU co cnomeHaTute Gonectu og uenata
TepuTopuja Ha byrapuja n cocegHuTe 3emjn.

LleHTapoT 3a npumMapHu MMyHoaeUMEHTHN COCTOjOM paboTu No yTBpaeHN an-
ropuTMu 3a gujarHosa u TpeTMaH Ha NauMeHTu, pa3BueHn Ha 6asa Ha eBponckn 1 ame-
pVKaHCKM npenopaku o4 EBponckoTo 3apyxeHue 3a umyHogeduumeHumn u lNaxH-amepu-
KaHckaTa rpyna 3a umyHogeduumeHumn. 4

LleHTapoT 3a ®abpuea 6onect paboTn co MHTEPAUCUMNIIMHAPEH TUM 04 Hedpo-
no3un, HEBPOMO3W, KapamMonosu, opTanMonosu, 4epMaTtorosun, nyriMosno3n U racTpoeH-
Tepornosn kou ja criegat coctojbarta Ha nuuarta co osaa bonect.*

HocTtanHocT go TpeTMaH " nekoBu-cupauu

Bo 2005 roguHa e aoHeceHa Ypenb6ata 6p.22,% koja rv ypeayea ycnoeuTe v nocrarn-
KaTa 3a JaBarbe ofobpeHue 3a NPOMET M ynoTpeba Ha NEKOBU HaMeHETU 3a NeKyBarbe
peTku GonecTu, 1 Ypeabara 3a kputepuymmTe, YCIIoBUTE U NpaBunarta 3a BKIlydyBake Ha
NEeKoBW Ha No3uTMBHATa MeauuUMHCKa nncTta Bo Penybnuka Byrapwja,*® co kou ce perynupa
KOPUCTEHETO M DHAHCUPaHETO Ha NEKOBW 3a NeKyBate Ha peTkn GonecTu.

39 VYpenba 6p.16 o 30 jynu 2014 rogmHa, 3a ycnoBuTe 3a peructpuparse Ha peTkute 6onectu n 3a ekCnepTckuTe LEeHTpU
1 pecdepeHTHUTE Mpexu 3a petku bonectu (Ha Gyrapcku: HAPE[OBA Ne 16 ot 30 tonm 2014 r. 3a ycnosusita n pega 3a
peructpupaHe Ha peakuTe 3abonsiBaHWs U 3a eKCEPTHUTE LieHTPoBE U pedhepeHTHUTE MpeXU 3a peakn 3abonsBaHus),
pocTanHo Ha: http://dv.parliament.bg/DVWeb/showMaterialDV.jsp;jsessionid=DF2E8129D0EOS8EDA20B9BEF29C56A5297
idMat=87157, npucraneHo Ha: 24.03.2016 roguHa

40 TpenogeHa of npod. a-p Meajno TpHes

41 Tlog BogcTBO Ha npod. A-p Enucaseta Haymos

42 Tlog BogcTBO Ha npod. A-p Emun Mackanes

43 European Society for Immunideficiency Disorders (ESID); Pan-American Group for Immunodefficiency (PAGID)

44 Bo YMBAI ,AnekcaHgpoBcka“ 3anovHyBaaT co paboTta Tpu eKCrnepckn LEHTpK 3a peTku 6onectw, (Ha Byrapcku: B YMBATI
L+AnekcaHapoBcka” cTapTvMpaT Tpy eKCnepTHU LeHTbpa no pegku 6onectu), goctanHo Ha: http://alexandrovska.com/display.
php?ba/%D0%B0%D0%BA%D1%82%D1%83%D0%B0%D0%BB%D0%BD%D0%BE/2422, npuctaneHo Ha: 24.03.2016
roguHa

45 Ypepnba 6p.22 oa 18 jynu 2005 roamHa 3a ycrioBuTe M noctankata 3a peluaBakbe 3a ynotpeba Ha NekoBu HameHeTu 3a
nekyBatbe Ha peTku 6onectu (Cnyx6eH BecHuk 6p.62/05) (Ha byrapcku: Hapenba Ne 22 ot 18 tonm 2005 r. 3a ycnosusita n
peAaa 3a paspeluaBaHe 3a ynoTpeba Ha fiekapCTBEHU NPOAYKTYW, NpeAHasHayYeHy 3a neveHve Ha peaku 3abonsisaHus (O6H.
[OB. 6p.62 ot 29 KOnu 2005r.), goctanHo Ha: http://www.biomeda.biz/uploads/files/laws/Naredba.redki.zab.rtf, npucraneHo
Ha: 06.12.2015 roauH

46 Ypenba 3a kpuTepuymuTe, YCIIOBUTE U MpaBuiiaTa 3a BkIydyBake Ha NEKOBU BO MO3UTMBHaTa MeAWLMHCKa McTa BO
Peny6nuka Byrapwja (Cnyx6eH BecHuk 6p.110/2007) (Ha 6yrapcku: Hapenba 3a kputepuvTe, ycnoBusita u npasunara
3a BKMIOYBAHE Ha NEKapCTBEHU MNPOAYKTW B MO3WTUBHMS nekapcTBeH cnucbk B Penybnuka Bbnrapua (Otm. [OB.

6p.110/2007r.)), poctanHo Ha: http://econ.bg/HopmatusHu-aktoBe/Hapenba-3a-kputepunre-ycnoBusita-m-npasunara-sa-
BKI1O4BaHe-Ha-NeKkapCTBEHN-NPOAYKTU-B-NO3UTUBHUA-_L.I_i.127150_at.5.html, npuctaneHo Ha: 06.12.2015 roguHa
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3aKoHOT 3a NeKoBUTE M anTekuTe ro perynvpa pexumoT Ha NeKoBUTe 3a peT-
Kn GonecTtn u nekoeBute-cupawm,Bo cornacHoct co EY Perynatusute 141/2000/EY* n
847/2000/EY.*® OBue nponvcu rv ogpeayBaaT KpuTepuymnuTe, YCrnoBuTe U nocrankarta
3a yTBpAyBaHEe Ha NEKOBMTE HaMEHeTU 3a AvjarHocTuumpane, npeseHumnja unm nexy-
Bare Ha Pb, kako 1 ycnosuTte nog kov HOCUTENOT Ha 0 40BPEHNETO 3a NPOMET Ha TaKBK-
OT NeK KOPUCTU eKCKITy31BHO NpaBo Ha Na3apoT 3a Nepuop oA LeCT Uin AeceT roAuHW.

Co Ypenbara 6p.34 3a nnakawe of ApXXaBHUOT DyLIET HAa TPETMaHOT Ha Byrapcku-
Te rparaHun kou 6oneanysaaT of 6onectu Kom He cnaraaT BO 3af0/MKMTENHOTO 34paBCT-
BEHO ocurypyBsame,*® ce obe3beayBaaT cpeacTsa of ApXaBHUOT OyLIET 3a NnekyBake Ha
onpeneHn 6onectn kako Tanacemuja Majop, BpoAaeHa koarynonaruja, lowesa 6onecrT,
BuncoHoBa 6onecTt, unctnyHa pmbposa n gpyru.

AKTMBM3aM U noagpLika

HauuoHaneH cojy3 Ha nuuata co Pb. Bo 2007 roguHa, Bo byrapuja ce oopmu-
pa HaunoHaneH cojy3 Ha nuuata co PB,* koj nocpenyBa nomery nuuarta co petkm 60-
NecTu N 30paBCTBEHMOT CUCTEM UM IO 3acTarnyBa OCHOBHOTO YOBEKOBO NPaBo Ha eHaKBa
1 coBpeMeHa MefuuuHcKa rpuxa.s!

Bo Byrapuja, kako n Bo noBekeTo 3emju Bo cBeToT, JIPB npeTtcraByBaat rpyna co
6pojHN HepelleHn npobremun o4 MeauUMHCKa U couujanHa npupoga, Kom octaHysaaTt
HenosHaTV M ckpueHu oA jaBHocTa. OBue nuua ce paHnMBu U AUCKPUMUHMPAHU, Bu-
Oejkn MM € OHEBO3MOXEHO edHO 0 OCHOBHUTE YOBEKOBW MpaBa - NPaBoTO Ha npucTan
A0 cooABeTHa 3ApaBCTBEHa 3awTuTa u nHgopmaumm 3a HuBHaTa 6onecrt. [Npobnemute
Ha JIPb ce pednekTmpaaTt Bp3 HMBHWUTE BNMCKM u ce cosgasaaT npobnemu 3a LenoTo
ceMejcTBO, 3aefHuLaTa 1 3a LenoTo onwTecTso.

Co cBoeTOo AenyBakbe, HaumMoHanHWoT cojy3 Ha nuuata co petku 6onectu ycnewwu-
HO MOMOrHan BO JIEKYBaH-ETO Ha TpY NMLa Ha KOM MM € U3BpLUEHA TpaHcnnaHTauuja
Ha 6en opob Bo BueHa. Cojy3oT usgejcteyBan Tpowlounte aa buaat HaaomMecTeHn of
ApPXaBHMOT OyLIeT, LUTO ce cMeTa 3a ronema nobeaa v Yekop Hanpen BO CrpaByBaHETO
co peTkuTe 6onectu. Bo jynn 2015 roguHa e HanpaBeHa TpaHcnnaHTaumja Ha 6en apob
Mo LUEeCTMECEYHO OYEKYBahe Ha AoHaTop.5®

47 Perynatua 6p.141/2000 Ha EBponckuot napnameHT u CoBetoT (Ha aHrnmucku: Regulation (Ec) No 141/2000 of the
European Parliament and of the Council), soctanHo Ha: http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=0J:L:200
0:018:0001:0005:en:PDF, npuctaneHo Ha: 06.12.2015 roguHa

48 PerynatuBa Ha Komucujata 6p. 847/2000 (Ha aHrnucku: Commission Regulation (Ec) No 847/2000), noctanHo Ha: http://
eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=0J:L:2000:103:0005:0008:en:PDF, npucraneHo Ha: 06.12.2015 roguHa

49 VYpepba 6p.34 op 25 HoemBpwu 2005 r. 3a pedoT Ha nnakake of penybnukaHckuor OyLleT Ha NekyBaweTo Ha Byrapckute
rparaHu 3a 6onecTtu, HagBOpP Of OMNCEroT Ha 3a40MKUTENHOTO 30PaBCTBEHO OCUrypyBare (13m. Cn.BecHuk. 6p. 95 og 18
HoemBpu 2014 1.) (Ha 6yrapcku: Hapen6a Ne 34 ot 25 HoemBpu 2005 1. 3a pefa 3a 3annallaHe oT penybnvkaHckus 6iopkeT
Ha neyeHuneTo Ha GbnrapckuTe rpax/aaHn 3a 3abonsiBaHus, 3BLH 06GXBaTa Ha 3aAbIMKUTENHOTO 3APaBHO OCUTypsiBaHe
(n3m. OB. 6p.95 ot 18 Hoempu 2014r.)), goctanHo Ha: http://www.lex.bg/bg/laws/Idoc/2135513452, npuctaneHo Ha:
06.12.2015 roguHa

50 Bo opuruHan: HaunoHaneH anvaHc Ha xopata ¢ pegku 6onectn (HAXPB)

51 HauuoHaneH cojy3 Ha nyreto co petku 6onectn (Ha Gyrapckv: HauuoHaneH anvaHc Ha xopaTta C pegku 6onectu),
pocTanHo Ha: http://rare-bg.com/?page_id=2, npuctaneHo Ha: 06.12.2015 rogmHa

52 HauuoHanHa nporpama 3a petku 6onectn 2009-2013 (Ha 6yrapckv: HaumoHanHa nporpama 3a peaky 6onecty 2009 — 2013,
P.Byrapwja), poctanHo Ha:_http://www.mh.government.bg/media/filer_public/2015/04/17/programa-redki-bolesti-2009-2013.
pdf, npuctaneHo Ha: 27.12.2015 roguHa

53 HoswuHu op LWectata HaumoHanHa koHdepeHumja 3a peTkn 6onectu, (Ha Byrapcku: HOBMHWM OT LIecTaTa HauuoHanHa
KoHdbepeHuus no peaku Gonectn nnoeams 2015), goctanHo Ha: http://tinyurl.com/jyyxncl, npuctaneHo Ha: 27.12.2015
roguHa




' |_|OJ'IVITVIKVI, NPaKTUKN N HUBHOTO Bﬂl/ljaHI/Ie BP3 KBANUTETOT Ha XXMBOT Ha nnuarta Cco PeTKN bonecTtu
Cpb6uja

Cpbuja cé ywTte Hema M3roTBEHO U UMNnemMeHTMpaHo HaunoHanHa nporpama/
cTpatervja 3a petku 6omnecTn u Nokpaj Toa LWITO ce NpeTnocTaByBa Aeka BO 3emjaTa
nma noseke op 400.000 nuua co petka 6onect.54%5% Bo nocrnegHUTe HEKOSKY FOQUHW,
npes3emMeHun ce NOYETHN YEKOPW BO HacoKka Ha peluaBake Ha npobrnemuTte Ha nuuarta u
cemejcTBaTa KoM uBeaT Co Hekoja peTka bonecrT.

DeduHuumja

MpudpateHa peduHnumjaTta 3a PB Ha EY: peTka 6onecT e cekoja
cocTojba of koja cTpagaat He noseke og 1 Ha 2.000 nuua, ogHoc-
Ho He noeeke og 5 Ha 10.000 nuua.’”

Knacudukaumja n kogudukaumja

He noctoun cuctem 3a knacudukauymja n kogudukaumja Ha peTkm-
Te bonectn. Bo 3emjata ce npumeHyBa MKB-10. Nopaan Hegoc-
TaTOK Ha coofBeTHa Kracudmkauunja U Kogupakwe, MHOTY PETKU
Gonectn ocTtaHyBaaT HeMpeno3HaeHW of cTpaHa Ha 34paBcTBe-
HWOT cucTem.®

Monnutukn n perynatuBa

Co 3aKkoHOT 3a M3MeHM M OOoMNoNHyBaka Ha 3aKkoHOT 3a 34paBCTBEHA 3alUTU-
Ta,% 3a npenaTt 3akoHogaecTBOTO Ha Cpbuja ja npenosHaea u ypeayBa kateropuvjata
nvua co petkn 6onecTtu, Co WTO OBME NuLa ce BKIyYeHM BO CUCTEMOT Ha 34paBCTBe-
Ha 3awTtuTta. Co uamenute (4n.11, cr.1, an.5), petkute 6onectn ce BOGpoeHN 3aegHO
CO Opyrn noBoobuyaeHn cocTojou, OOHOCHO ,...ManurHn 3abonysBawa, xemodunuja,
Anjabet, ncnxosa, enunencuja, MynTUNNEKC CKNepo3a, TepMUHanNeH ctagmym Ha xXpo-
HuyHa BybpexHa mHcyduumeHumja, umctmdHa pmbposa, cnctemcka aBToMmyHa 60-
necT, peBMartcka Tpecka, 3aBMCHOCTU, obe3bedyBawe UTHA MeduUMHCKa MOMOoL 3a

54 Cama CrojkoBuk-3nataHoBuk, HaumoHaneH nnaH 3a petkv 6onectn — KoMnapaTvBeH nNpaBeH nperneq (Ha aHrmmucku:
Sanja Stojkovic-Zlatanovic, National Plan For Rare Diseases — Comparative Legal Review), goctanHo Ha: https://www.
researchgate.net/publication/259026326_Nacionalni_plan_za_retke bolesti_-_uporednopravni_prikaz_Strani_pravni
zivot br_12013_str_291-306,, npuctaneHo Ha 25.11.2015

55 Cratuja: Cpbuja ce ywte 6e3 cTpaTtervja 3a nevewe petku 6onectn (Ha cpncku: Srbija jos bez strategije za le€enje retkih
bolesti), goctanHo Ha: http://www.rts.rs/page/stories/sr/story/125/dru%c5%a1tvo/1891690/srbija+jo%c5%al+bez+strate
gijetza+le%c4%8denje+retkih+bolesti.html, npucranexo Ha: 26.11.2015 roguHa

56 Cratuja: MNoeeke og 400.000 Cpbu Gonenysaat og peTkn 6onectu (Ha cprcku: Vise od 400.000 srba boluje od retkih
bolesti), aoctanHo Ha: http://www.telegraf.rs/vesti/564516-vise-0d-400-000-srba-boluje-od-retkih-bolesti, npuctaneHo Ha:
26.11.2015 roanHa

57 HauwonanHa opraHusauuja 3a Pb Ha Cp6buja (Ha cpncku: HauuoHanHa opraHusauuja 3a petke 6onectu Cpbuje),
pocTanHo Ha: http://www.norbs.rs/, npuctaneHo Ha 02.03.2016 roanHa

58 HauuonanHa opraHusauuja 3a Pb Ha Cp6buja (Ha cpncku: HauuoHanHa opraHusauuja 3a petke 6onectu Cpbuje),
pocTanHo Ha: http://www.norbs.rs/, npuctaneHo Ha 02.03.2016 roanHa

59 3akoH 3a uaMeHu ¥ JononHyBawa Ha 3aKOHOT 3a 3apaBcTBeHa 3awTtuta, Cnyx6eH BecHuk Ha PC 6p. 57/2011:2 (Ha
cpncku: Zakon o zdravstvenoj zastiti (“Sl. glasnik RS”, br. 107/2005, 72/2009 - dr. zakon, 88/2010, 99/2010, 57/2011,
119/2012, 45/2013 - dr. zakon, 93/2014, 96/2015 i 106/2015), goctanHo Ha: http://www.paragraf.rs/propisi/zakon_o
zdravstvenoj_zastiti.html, npuctaneHo Ha: 27.11.2015 roguHa
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6onHW 1Ny NoBpeaeHy nNuua, nuua co peTkn 6onecTn, Kako 1 3a4paBCTBEHAa 3aluTUTa
BO BpCKa CO [laBakbe M NprvMake Ha TkuBa u opraHn“.®® MameHuTe gaBaar npaBHa oc-
HOBa 3a OCHOBaH€e LeHTPM 3a ogpeneHn peTkn 6onecty BO CKMNOM Ha 34paBCTBEHUTE
yCTaHOBW Ha TepuujapHO HMBO, Kako u 3a hopmupane PoHA 3a peTkn bonectn npu
MuHucTepcTBOTO 3a 3apaBcTBO Ha Cpbuja.8' UctoBpemeHo, cnpoBedyBameTO, yHa-
npegyBaH-eTO M pa3BMBaHETO Ha aKTMUBHOCTU M eBanyauujata Ha nporpamMmTe 3a npo-
MOBMpare NpuMapHa, CekyHaapHa v TepuujapHa npeBeHumja 1 KOHTpPOoma Ha peTkuTe
bonecTtun ce ypeneHu n BoO 3aKOHOT 3a jaBHO 3[paBje Kako 3OpaBCTBEHa AEjHOCT oA
jaBeH uHTepec.5?

duHaHcupamwe

dopmnpaneto Ha PoHA 3a peTkn BonecTn Moxe ga ce TONKyBa Kako YeKop KOH
Haorawe CMCTEMCKO peLleHune 3a npobnemot co peTkmuTe 6onectu. MNpeasuaeHo e PoH-
00T Aa dyHKuMoHnpa npeky Komucuja koja ke ce coctaHysa no notpeba, og cny4aj oo
cnyyaj. PoHOoT ce bmHaHcupa of goHaumn® 1 o M3ABOEHW CPeAcTBa Of MrpuTe Ha
cpeka, Kou He ce JOBOSMHM 3a ondyat Ha cuTe NauneHTun, Nopaam LWTo ce HacTojyBa Aa ce
Hajaoe Ha4MH ApkaeaTa Aa u3aBojyBa cpeacTea 3a PoHAOoT 3a peTku 6onecTn.5

Mokpaj oBne npBu vekopu, Bo Cpbuja ce ywTe ce noteHuupa norpebata 3a Ha-
LMoHarnHa nporpama u permcrap Ha petku 6onectu.

PerMCTpM n nopatouun

Bo momeHTOT, BOo Cpbuja He nocTojaT npeunsHn cTaTUCTUYKK nogaTtoum 3a 6pojoT
Ha nuuata co PB, co WTo ce OHEBO3MOXYBa NPaBWUIHO NilaHMpawe Ha 3gpaBcTBeHaTa
3awTuTta. Ha kpajot Ha 2014 rognHa, Bnagata Ha Penybnivka Cpbuja ro goHece 3ako-
HOT 3a 3gpaBCTBEHa JOKyMeHTauuja U eBuMaeHUMM Bo obnacta Ha 34paBCTBOTO,%® KOj
npensuaysa obBpcka 3a Bogewe Ha pernctpu 3a 17 rpynu 6onectu, BKNy4vyBajkm v un
PB. OBoj 3akoH ce npumeHyBsa oA 1 jaHyapu 2016 roguHa.

60 3akoH 3a uaMeHu ¥ JononHyBarwa Ha 3aKOHOT 3a 3apaBcTBeHa 3awTtuta, Cnyx6eH BecHuk Ha PC 6p. 57/2011:2 (Ha
cpncku: Zakon o zdravstvenoj zastiti (“Sl. glasnik RS”, br. 107/2005, 72/2009 - dr. zakon, 88/2010, 99/2010, 57/2011,
119/2012, 45/2013 - dr. zakon, 93/2014, 96/2015 i 106/2015), goctanHo Ha: http://www.paragraf.rs/propisi/zakon_o
zdravstvenoj_zastiti.html, npuctaneHo Ha: 27.11.2015 roguHa

61 Cama CrokoBuk-3nataHoBuKk, HaumoHaneH nnaH 3a peTku Gonectn — komMnapaTvBeH NpaBeH nperneq (Ha aHrmmucku:
Sanja Stojkovic-Zlatanovic, National Plan For Rare Diseases — Comparative Legal Review, 2013), gocranHo Ha: http://
www.researchgate.net/publication/259026326_Nacionalni_plan_za_retke_bolesti_-_uporednopravni_prikaz_Strani
pravni_ivot br._12013_str._291-306, npuctaneHo Ha 35.11.2015 roamHa

62 3akoH 3a jaBHO 3apasje (Cn.BecHuk PC*, 6p.72/2009) (Ha cpncku: Zakonom o javnom zdravlju (“Sl. glasnik RS”, br.
72/2009), poctanHo Ha: http://www.paragraf.rs/propisi/zakon_o_javnom_zdravlju.html#, npucraneHo Ha: 28.11.2015
roguHa

63 CraTtuja: OcHoBane Ha PoHA 3a NekyBame Ha peTku 6onectu, 2014 (Ha cpncku: Osnivanje fonda za le€enje retkih bolesti,
2014), poctanHo Ha: http://www.naslovi.net/2014-08-12/akter/osnivanje-fonda-za-lecenje-retkih-bolesti/11229619,
0TOBOpEHO Ha: 27.11.2015 roguHa

64 Cratuja: MNoseke og 400.000 Cpbu Gonenysaat og peTkn 6onectn (Ha cpricku: Vise od 400.000 srba boluje od retkih
bolesti), goctanHo Ha: http://www.blic.rs/Vesti/Drustvo/369597/U-Srbiji-od-retkih-bolesti-boluje-400000-do-450000-ljudi,
npucranexo Ha: 27.11.2015 roguHa

65 3akoH 3a 3opaBcTBeHa OOKyMeHTauuja 1 eBuaeHUuM Bo obnacta Ha 3gpaBcTBoTo (Cn.BecHuk 123/14), (Ha cpncku: 3akoH o
30paBCTBEHO] AOKYMEHTaUMju 1 eBuaeHUMjama y obnactu agpaectea, Cn.lmacHuk 123/14), poctanHo Ha: http:/www.rfzo.rs/

download/zakoni/Zakon%200%20zdravstvenoj%20dokumentaciji%20i%20evidencijama%20u%20oblasti%20zdravstva.pdf




' MonnTUKK, NPaKTUKN U HUBHOTO BJ'II/IjaHI/Ie BP3 KBANUTETOT Ha XXMBOT Ha nnuarta Cco PeTKN 6onectu

BocnocTtaByBaweTo Ha pernctapot Ha Pb 3anoyHa Bo 2014 roanHa, Ha nHuumja-
TMBa Ha HCTUTYTOT 3a jaBHO 3gpasje Ha Cpbuja n Ha CTpyyHaTa KOMUCHja 3a PETKU
bonecTu, HO LenocHaTa uMnIemMeHTauunja e npeaBMaeHa no BrneryBakeTo Ha 3akoHoT
BO Cua, Koja Ke M BKITy4M cuTe JOCTanHW U3BOPU Ha MHAGOPMaLMK Ha CUTE HMBOA Ha
3ngpaBcTBeHa 3alwTmTa.’

[ocTanHoCT Ha 3apaBCTBEHU ycnyru

Bo Cpb6uja, LieHTpuTe 3a Pb ce 3gpaBCcTBEHM YCTAHOBU Ha TepLMjapHO HNBO KOW
JaBaaT ycnyrun noBp3aHu co oapeneHu Pb, ogHOCHO:

e [locTaByBake AnjarHo3a;
e [lpeHaTtaneH n HeoHaTaneH CKPUHWHT;
e [eHeTCcko coBeTyBame U Bofewe eBmaeHumja Ha JIPB Bo 3emjaTa;

o CopaboTka co MefyHapoaHU peepeHTHU LEHTPU 3a AMjarHOCTMLMpPpaHe N neky-
Bae Ha Pb, kako n co mpexarta Ha eBponCcKkMTe U MefyHapoAHUTE OpraHu3aumm
3a Pb;

o KoHTUHyuMpaHa efykaumja Bo obnacta Ha PB u gpyrn akTMBHOCTM 3a yHanpegy-
Bak€ Ha AnjarHocTukaTa u nekysaneto Ha J1Pb.

30paBCTBEHUTE YCTAHOBU, OOHOCHO NPUBaTHUTE OpAMHaLMKM W/vnu apyru nuua
KOW BpLuaT 34paBCTBEHA OEjHOCT, Ce 3afomKyBaaT [a ro M3BecTyBaaT COOOBETHWUOT
ueHtap 3a Pb n ga pocrasyBaat nogartoum 3a 6pojoT, BUAOT, AMjarHOCTULMPAHUTE 1
nekysaHuTte JIPB, kako n gpyru nogatoum 3a pernctapot Ha JIPB. Bo MomeHTOT Aedu-
HVMpaHu ce neT ueHTpn 3a PB: KnuHnykmot ueHTtap Ha Cpbuja Bo benrpag, NIHcTuTyTOT
3a 3paBCTBeHa 3alUTuTa Ha Majku 1 geua ,[-p BykaH Yynuk®“ Bo benrpaa, YHusepsu-
TeTckaTta [eTcka KnuHuka Bo benrpag, MIHCTUTYTOT 3a 3gpaBCcTBeHa 3aluTuTa Ha fdeua
n mnagm Ha BojsoguHa Bo Hoeu Capg n KnuHukarta 3a HeBponoruja n ncuxujatpuja 3a
Aeua n mnagu Bo benrpag.®”

DocTtanHocT Ha TpeTMaH U neKkoBu-cupaumu

Bo 2013 roguHa, 3a npenat Ha JIPb Bo Cpbuja um e oBo3MOXeHa Tepanuvja co
neKkoBu-cupauu HameHeTu 3a criegHute PB: XaHTepoB cMHApoM; HacneaeH aHrnoeaem
(XAE) kaj Bo3pacHu; NeKoBU 3a NOTTUKHYBake Ha Mobunusaumjata Ha XxemMaTonoeTCku
MaTWUYHU KMETKU BO nepudepHaTta KpB 3a aBTOMNOrHa TpaHcnnaHTauuja kaj naumeHTu
CO NMMMAOM MU MYMTUMNEH MUENOM; CNNeHoMeranvja; xenatanHa nopdwupuja; KymHro-
Ba 6onecT kaj BO3pacHW; peHaneH aHrMoMMonunom nosp3aH co TybeposHa ckneposa
(TCK); lNomneora 6onecT; 1 AyKTyC apTepmnos3yc Nep3vCTEHC Kaj NpeaBPeEMEHO POAEHM

66 HauvoHanHa opraHusauuja 3a Pb Ha Cp6buja (Ha cpncku: HauuoHanHa opraHusauuja 3a petke 6onectu Cpbuje),
pocTanHo Ha: http://www.norbs.rs/registar-obolelih-od-retkih-bolesti/, npuctaneHo Ha 02.03.2016 roguHa

67 HaunoHanHa opranusauuja 3a Pb Ha Cpbuja (Ha cpncku: HauuoHanHa opraHusauuja 3a petke 6onectu Cpbuje),
pocTanHo Ha: http://www.norbs.rs/centri-za-retke-bolesti/, npuctaneHo Ha 02.03.2016 roguHa
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JeLa 4ymnja rectaumcka ctapocT e nomana o 34 Hegenu.%® Bo Cpbwja, og 135 nHosaTtume-
HW NIEKOBM 3a NeKyBake Ha Pb Kou BO NOCrnegHUTe YeTUpy roguHn ce permcTpupann Bo
EBpona, Ha nucTaTta Ha nekoBu Ha PenyBnunuknoT goHa 3a 30paBCTBEHO OCUIypyBaHe
BHECEH e caMo efeH. EgHa of rmaBHUTE MpUYMHKM € JONTMOT Npouec Ha permctpauuja
Ha NekoBWTe, OQHOCHO KOMMMMKYBaHaTa v Jofra npoueaypa 3a cTaBake Ha NeKoBuTe
Ha no3uTuBHAaTa nucta Ha oHAOT.5°

AKTMBMU3aM ¥ noanpLika

Bo 2010 rogmnHa e ocHoBaHa HaunoHanHaTta opraHusaumja 3a peTkn 6onecTtu Ha
Cpb6uja (HOPBC),” koja e 4neHka Ha EBponckaTa opraHusauuja 3a petku 6onectu (EY-
POPOWC), umja ocHoBHa Len e nogobpyBake Ha nonoxbaTa u KBanMTETOT Ha XUBOT Ha
OBaa nonynauuja Bo 3emjaTa.

Bo 2011 roguHa, Bo opraHu3auunja Ha HOPBEC e ogpxaH cobupot ,HaumoHaneH
nnaH 3a petkn bonectn — peanHu nepcnektuen Bo 2012 roanHa“, Ha Koj ce HanpaBeHU
3anoxbu n uckaxxaHa e onpegebnarta Ha MUHUCTEPCTBOTO 3a 34paBCTBO 3a AeryBakbe
Ha OBa rose, HO CE yLUTE He Ce Npe3eMEeHN HUKaKBM aKTUBHOCTU KoM 61 ykaxkane Ha Toa
JeKa TakoB nnaH ke buae JoHeceH.

68 Pesynrtatu og AreHuujaTta 3a NekoBu 1 MeauUMHCKM nomarana Ha Cpbuja Bo 2013 roguHa, (Ha cpncku: PedynTtaTtv AreHupje
3a nekoBe 1 MeguuuHcka cpeactea Cpbuje y 2013.roamnum), goctanHo Ha: http://www.alims.gov.rs/ciril/files/2014/03/REZ-
2014.pdf, npucraneHo Ha: 24.03.2016 roguHa

69 Petkn 6onectn: Opg 135 nekosn, Bo Cpbuja camo egeH, (Ha cpricku: Petke 6onectn: Opg 135 nekosa y Cpbuju camo
jenan), gocranHo Ha: http://mondo.rs/a838124/Magazin/Zdravlje/Lekovi-za-retke-bolesti-u-Srbiji.html, npucraneHo Ha:
24.03.2016 roguHa

70 HauunonanHa opraHusaumja 3a peTke 6onectn Cpbuje - HOPBC



' MonnTUKK, NPaKTUKN U HUBHOTO Bﬂl/ljaHI/Ie BP3 KBANUTETOT Ha XXMBOT Ha nnuarta Cco PeTKN 6onectu

Xpeamcka

Mako He mocTtojaT ToYHU 1 ceondaTHU enuaeMuOorioLWKA U/ CTaTUCTUYKKN NO-
Aartoum 3a peTkuTe bonecTn,ce npoueHyBa geka Bo XpBaTcka uma okony 250.000 nuua
co PB™7273_ [Mokpaj Toa wto JIPE ce coovyBaaTt co cnMyHu npobnemMun Ha avjarHoCcTULm-
paH-ETO Kako BO ApYri 3emju, ronemMmnoT 6poj UHCTUTYLMM 1 hOPMU Ha faBaH-e YCryru u
3rpmxyBare Ha JIPB Ha cuTe HMBOa Ha 3gpaBcTBeHa 3awTuTa (OnwTn nekapw, onwTK
OONHMLM, KNMHWKN 1 CNeumjanM3npaHmn LeHTpr) JOMONHUTENHO M YCNOXHYyBaaT HaBpe-
MeHaTa naeHTuguKkaumja n cnegere.

DeduvHuumja

Ha 3aegHuukaTa cpenba Ha XpBaTCKOTO 34PY)KEHUE 3a peTKM Go-
nectn 1 XpBaTckoTO APYLUTBO 3a reHeTuka ogpxkaHa Bo Maj 2009
roguHa, npodecvoHanHarta 3aegHuua 3a petks Gornectu ja uma
npudateHo geduHnumjata Ha EY, cnopef koja Bo peTku bonectu
cnaraar oHue GonecTn Kom ce jaByBaar kaj nomarky og 5 Ha 10.000
nvuga.’™

Knacudumkaumja n kogudukaumja

Ha pabotunHuuara 3a knacudukaumja n kognparwe Ha petkun 6o-
necTu ogpxaHa Kako Aen of npsaTta HaumoHanHa koHdepeHuuja
Bo 2010 rognHa, UCTaKHATO € OeKa BaXKHWU KOMMOHEHTU Ha OBue
HapyLlyBaha ce: TeXMHaTa Ha b6onecta u MOXHOCTa 3a TpeTMmaH
(paHo amjarHocTuuMpane 1 Nobp3o 3ano3HaBaHe Ha EKCrnepTuTe
co bonecTtuTe 3a Kom nocTou TpeTMmaH). MefyHapogHaTta knacudu-
kaumja Ha 6onectu, gecetta pesuanja (MKB-10) koja e Bo cryx0be-
Ha ynotpeba, Hema cooaBEeTHM KOAOBW 3a NOBEKETO peTkun bonectu
N o OHEBO3MOXYBa CrneaeHeTO Ha NoBeKeTo peTkn Gonectn Bo
CVCTEMOT Ha 3OpaBcTBeHa 3awTuTa. CTaTMcTnykMTe nogartoum 3a
OONHNYKM MOPOMANTET N MOPTANUTET He ja of4pa3yBaaTt BUCTUHCKA-
Ta cnvka, nopaam Hegoctatoumnte Ha MKB-10 kako 1 3apagn Hego-
BOJSIHWUTE NO3HaBaka Kaj 34paBCTBEHMTE PabOTHULM 3a BakHOCTa
Ha oBOj Npobnem u notpebarta of TOYHO kKoaupake Ha PBb, wTo
pe3ynTupa co NOBPLUHU U HETOYHW nogaTtoum.’

71 Cratuja ,Op peTka bonect 6oneagyBaaT HEKOMNKY NaumMeHTu, 3atoa NekyBameTo e ckano®, (Ha xpatcku: Od rijetkih bolesti
boluje nekoliko pacijenata pa je lije€enje skupo), 2013, gocrtanHo Ha: http://www.vecernji.hr/zdravlje/od-rijetkih-bolesti-
boluje-nekoliko-pacijenata-pa-je-lijecenje-skupo-572841, npucraneHo Ha: 02.12.2015 roguHa

72 Cratvja ,Op petku 6onectn 6onenysaar 250.000 nmua“, (Ha xpsatcku: Od rijetkih bolesti boluje 250.000 ljudi), 2011, gocranHo
Ha: http://www.jutarniji.hr/vijesti/hrvatska/od-rijetkih-bolesti-boluje-250.000-ljudi/3106373/, npuctaneHo Ha: 02.12.2015 roguHa

73 Cratunja ,Bo Xpsartcka, 250.000 nuua ctpagaat o peTku 6onectn”, (Ha xpBatcku: U Hrvatskoj 250.000 ljudi boluje
od rijetkih bolesti!, 2013, pgoctanHo Ha: http:/dnevnik.hr/vijesti/hrvatska/u-hrvatskoj-250-000-ljudi-boluje-od-rijetkih-
bolesti---276628.html, npuctaneHo Ha: 02.12.2015 roanHa

74 HauuoHanHa nporpama 3a petku 6onectn 2015-2020, 2015 r. (Ha xpBatcku: NACIONALNI PROGRAM ZA RIJETKE
BOLESTI 2015. — 2020, 2015), poctanHo Ha:https://zdravlje.gov.hr/programi-i-projekti/nacionalni-programi-projekti-i-
strategije/ostali-programi/nacionalni-program-za-rijetke-bolesti-od-2015-do-2020/2190; npucraneHo Ha: 02.12.2015 roguHa

75 HauuoHanHa nporpama 3a petku 6onectn 2015-2020, 2015 r. (Ha xpBatcku: NACIONALNI PROGRAM ZA RIJETKE
BOLESTI 2015. — 2020, 2015), pocranHo Ha: _https://zdravlje.gov.hr/programi-i-projekti/nacionalni-programi-projekti-i-
strategije/ostali-programi/nacionalni-program-za-rijetke-bolesti-od-2015-do-2020/2190; npuctaneHo Ha: 02.12.2015 roguHa
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Monnutukn n perynatuBa

Bo centemepu 2010 rognHa, Bo [ly6poBHMK € ogpxkaHa npeata HaunoHanHa KoH-
depeHumjaTa 3a peTkn 6onecTtn Bo opraHmsaumja Ha XpBaTCKOTO 3OpY)XEHMEe Ha nuua
co peTku bonectu n EBponckata opraHu3saumja 3a petkn b6onectn (EYPOPOWC). Ha
KOHgbepeHuujaTa ce NpeTCTaBeHN NPUOPUTETUTE HA HaumoHanHaTa nporpama OgHOCHO:

e [logobpyBahe Ha 3HaeHEeTO U NpUCTanoT Ao UHdpopmaunn 3a PE;
e [loggplika 3a pa3Boj Ha pernctpu Ha PB 1 HUBHO NOCTOjaHO PUHAHCUPaHE;

e [lopopluka Ha pasBojoT 1 paboTaTta Ha MpeXu Ha peddepPEHTHN LLEHTPU U LIEHTPU
3a peTku Gonecty;

e [logobpyBarbe Ha JOCTaNHOCTa M KBanuWTETOT Ha 34paBCTBeHara 3alltuta (aujarHo-
CTuKa, TpeTMaH 1 npeseHuyja) 3a JIPB; 06e3benyBar-e gocTanHOCT Ha nekosw 3a Pb;

¢ [lopobpyBare Ha OCTBapyBakETO Ha coumjanHuTe npaea Ha J1PE;
¢ 3ajakHyBarse Ha 3gpyxenujaTta Ha JIPB;

e [lOTTUKHYBaH-€ Ha Hay4YHU UCTPaXKyBaksa BO obracTa Ha peTkuTe Gonectu u mery-
HapoOHO BMpeXyBahe U copaboTka.

Co poHecyBaweTo 1 Npudakaweto Ha HaumoHanHata nporpama,’ dpopmupaHa
e Komucuja 3a cnegerwe Ha CNpoBeayBak€TO Ha perneBaHTHUTE MHAMKATOPU 3a UHOU-
BMAYarHU Lienv 1 MepKu, Koja e O4roBopHa pedoBHO Aa M n3sectyBa MMHUCTEPCTBOTO
3a 3apaBcTBO U BrnagaTa 3a HanpeaokoT BO NOCTUrHYBaHE€TO Ha NOCTaBEHUTE Lienu.

Mopagmn akToT WTO 3a pPeTkuTe BONEeCcT MMa HeQOBOMHO MHOPMaLMK KON He
ceKorall ce AoCTanHu Ha pas3bupnue jasuk, Bo XpBaTcka e BO Tek n3paboTka Ha npoek-
TOT ,XpBaTcka NuHMja 3a NOMOLL Ha nuuaTta co peTku bonectun®, Ynja Len e oTBOpame
TenedgoHcka NMHMja Ha Koja nuuarta co peTkn 6onectn 6m gobueane nHdopmalmm 3a
MOXHOCTUTE 3a AujarHosa v nekyeame.””

PuHaHcupamwe

CpenctBata 3a cnpoBeayBawe Ha HaumoHanHarta nporpama 3a petku 6onectu
2015-2020 rogunHa ce obe3beaysaat of byetnte Ha MUHMCTEPCTBOTO 3a 34PaBCTBO Ha
XpBarcka 1 Ha XpBaTCKMOT 3aBO/, 3a 34paBCTBEHO OcurypyBare. BKkynHuoT ByLieT 3a cnpo-
BeOyBak-€ Ha oBaa nporpamMa nsHecysa 360 MUIMOHM KyHU (Okony 48 MUNMoHM eBpa) BO
2015 rogmHa, a 3a 2016 n 2017 rognHa nnaHupaHuTe GyLleTn nsHecysaat 362 MUMMOHU
KyHu (okony 48,2 munmoHu espa) n 364 MUNMOHN KyHU (48,6 MUNNOHK eBpa) COOABETHO.

76 Opnyka 3a goHecyBawe Ha HauwoHanHa nporpama 3a petku Gonectu 3a nepuog 2015-2020, 2015 r. (Ha xpBat-
cku: Odluka o donoSenju Nacionalnog programa za rijetke bolesti za razdoblje 2015. — 2020, 2015), goctanHo Ha:
https://vlada.gov.hr/UserDocsImages//Sjednice/2015/214%20sjednica%20VIade//214%20-%207.pdf, npuctaneHo Ha:
02.12.2015 roanHa

77 XpBaTtcku cumnosnym 3a petku 6onectn, 2012 r. (opurmHan: Hrvatski simpozij o rijetkim bolestima, 2012), goctanHo Ha:
http://www.rijetke-bolesti.org/docs/47.pdf, npuctaneHo Ha: 27.11.2015 roguHa



' MonnTUKK, NPaKTUKN U HUBHOTO BJ'II/IjaHI/Ie BP3 KBANUTETOT Ha XXMBOT Ha nnuarta Cco PeTKN 6onectu

Oswe cpefcTBa ce HAMEHETU 3a yHanpeayBahe Ha KBanuTeToT Ha 30paBCTBEHA-
Ta 3awTuTa, copaboTka co 3apyeHujaTa Ha rparaHu, NoaapLUKa Ha BOCNOCTaByBaHe U
oapXyBahe pernctpu Ha PB, nogapluka Ha uctpaxysara 3a Pb 1 cnnyHo.”

Pernctpu u nopgatouu

Bo XpBatcka cé ywTte He nocTtou peructap Ha petku 6onectn. Og 1983 roguHa,
BO Ap)aBaTta noctoun Peructap 3a cnegerwe BpoaeHM aHomManuu, Koj kako gen og Mery-
HapogHaTa Mpexa Ha pernctpu Ha BpogeHu aHomanun (EUROCAT) ro cnegu HaTtanm-
TETOT 3a NeT XxpBaTcku pernoHun (okony 21% opn parawara roguwHo). Og 2010 roguHa,
EUROCAT ce npukny4um koH BTopata 3gpaBcTBeHa nporpama Ha EY 3a 2008-2013 roaun-
Ha, 3eMjuTe-uneHkn n Komncujata Ha EY. Kako aen oa oaa 3aefgHu4yka akumja, Bo npo-
LLecoT Ha cnpoBefyBaHe, Kako NapTHepu ce BkNyyYyeHn MuHMCTepcTBOTO 3a 30paBCTBO
Ha Penybnuka XpBatcka u PedepeHTHMOT LeHTap Ha MuHMCTEPCTBOTO 3a credexe
Ha BPOAEHM aHOManuu. XpBaTcka, UCTO Taka, € BKiydeHa Bo MpexaTta Ha eBpOncku
pernctpm 3a uuctmdHa gubposa (EUROCARE-CF), Mpexara Ha pernctpu 3a nvua kou
cTpagaart o peTku HeBpoMyckynHu 6onectn (TREAT-NMD) n HejsamHnoT npoekT 3a Oy-
weHoata 6onect (CARE-NMD), MpexaTta Ha peructpu 3a nvua co npumapHa MMyHO-
JeduumeHumja Ha EBponckoTo 3apyxeHue 3a npumMapHu nmyHogeduumneHumn (ESID) n
EBponckaTta mpexa Ha perncTpu 3a Tpyera npeamsBukaHm og metabonHm sabonysamna
(EIMD). PedbepeHTHUTE LEeHTpU 3a peTkn Bonectu rm BkryyYyBaaT CBOMTE NaLMEHTU BO
MeryHapoaHuTe e-pernctpu 3a cneundunynm 6onectu, kako Ha np. 3a Pabpresa dornecr,
lMomneoBa 6onecT, mykononucaxapvgo3a tun 1-2, nTH.

JocTanHocT Ha 3A4paBCTBeHn ycnyrum

LleHTpu 3a PB. Bo MOMeHTOB, BO XpBaTcka NocTtojaT Tpu ronemm pedepeHT-
HWU LEeHTpW 3a peTkn 6onectn npy MMHUCTEPCTBOTO 3a 34paBCTBO, M Toa: PedhepeHTeH
LeHTap 3a criefexe KoHreHuTanHu aHomanuu (Jetcka 6onHuua Bo 3arpeb), PedepeH-
TEH UeHTap 3a MefuLUMHCKa reHeTuka n metabonmtuykm 3abonysana Kaj geua (Oggen
3a negvjatpuja npy YHUBEP3UTETCKNOT BONHMYKM LeHTap Bo 3arpeb) n PedepeHTeH
LueHTap 3a peTku u metabonuTuukm 3abonyeamwa (Opgen 3a MHTepHa MeguumHa npwm
YHUBEpP3NTETCKNOT BGonHMYkM LeHTap Bo 3arpeb). MNokpaj Toa, noctojat pedepeHTHU
LEHTPU KOU Ce 3aHMMaBaaT Co oapedeHun peTkn Bonectn unu manu rpynu Ha peTtkm 6o-
nectu (Np. conuaHu Tymopu Kaj geua).”

Bo 2015 roguHa, co n3gBoeHMoT ByLieT Nnpeky HaunoHanHata nporpama 3a peTku
6onecTtu, xpBatcknoT Cojy3 3a peTku 6onecTtu ce rpwku 3a 1500 nuua co peTkm 6onectu
1 HUBHUTe cemejcTea. OBUe cpeacTBa ce KopucTaT kako nocebeH dhoHA 3a ckanu neko-
BM CO Lien Aa He rv ontoBapysaaT byLeTuTe Ha 3gpaBCcTBeHUTe ycTaHoBN. &

78 HauwoHanHa nporpama 3a peTku 6onectn 2015-2020, 2015 r. (Ha xpeatcku: NACIONALNI PROGRAM ZA RIJETKE BOLES-
Tl 2015.—2020, 2015), goctanHo Ha: http://www.zdravlje.hr/content/download/13166/95892/file/NACRT %20-%20NACIONAL-
NI1%20PROGRAM%20ZA%20RIJETKE %20BOLE STI%20za%20nac%20dan.docx; npuctaneHo Ha: 02.12.2015 roguHa

79 HauvwoHanHa nporpama 3a peTkn 6onectn 2015-2020, 2015 r. (Ha xpBatcku: NACIONALNI PROGRAM ZA RIJETKE BOLESTI
2015. — 2020, 2015), poctanHo Ha: http://www.zdravlje.hr/content/download/13166/95892/file/NACRT %20-%20NACIONAL -
NI1%20PROGRAM%20ZA%20RIJETKE %20BOLE STI%20za%20nac%20dan.docx; npuctaneHo Ha: 02.12.2015 roguHa

80 Cratvja: 3a naumentute Bo 2015 roguHa, 360 munmonn kyHu, 2015 r. (Ha xpBatcku: Za oboljele u 2015. 360 milijuna kuna, 2015,
noctanHo Ha: http://www.vecernji.hr/hrvatska/za-oboljele-u-2015-360-milijuna-kuna-993312, npucraneHo Ha: 02.12.2015 roguHa
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[doctanHocT Ha TpeTMaH U neKkoBu-cupaumun

Bo 2006 roguHa, BO 3emjata e BocrnocTaBeHa Jlncta Ha nocebHO ckanu NekoBsw,
Ha Koja ce Haoraart n nekoBu 3a Hekou PB. Og 2010 roguHa, AreHuujaTta 3a NekoBu U Me-
AvumHckn nomarana (XAJIME[) Ha cBojata BeG-cTpaHuua objaBu nucta Ha fekoBm 3a
rneKyBah-€ Ha peTKku 1 Apyru cepmo3Hm bonectu kom ce ogobpeHn Bo XpBaTcka, a Ko BO
EY umaart ctatyc Ha nekoBu-cupaum, Kako n ogobpeHune 3a HUBHO CTaBak€e BO MPOMET.
Jluctata Ha nocebHO ckanu NekoBu ce NpoLunpysa No NponuLiaHa nocTarnka n3roteeHa
o[ CTpaHa Ha YNpaBHUOT COBET Ha XpBaTCKMOT 3aBOA 3a 34paBCTBEHO OCUTypyBake, a
cnopeg koja, KomucujaTta 3a nekosu oasiydyBa no gageH npeasior 3a Toa anu HeKoj nek
Ke Ompae cTaBeH Ha nuctaTta.

AKTBM3amM ¥ nogapLuKa

Bo 2008 rognHa e ocHoBaHO XpBaTCKOTO 3ApYXeHune 3a peTkm bonectn npu Xp-
BaTCKaTa fiekapcka acouujaumja co uen ga ce NpomMoBupa npenosHaBakeTo Ha Pb u
[a ce oBO3MOXM nogobpyBarbe Ha MeauUMHCKaTa NpakTuka, AnjarHo3a u TpeTMaH Ha
oBue 3abonyBara. Ha 6aparwe Ha 3gpyXeHneTo, BO COrMacHOCT CO npenopakuTe Ha
EY, MnHucTepcTBOTO 3a 30paBCcTBO Ha Penybrnivka XpBaTcka npuctanm KOH CUCTEMCKO
pelwaBare Ha npeamnssmnunTe Ha JIPB npeky cosgaBawe ceondpatHa pamka Co Koja ke
ce 06e36eqM HajBMCOKO HMBO Ha COBPEMEHA 3aluTuTa M OCTBapyBak-€ Ha CMTe npasa
0e3 auckpummnHaumja.®'

Bp3 ocHoBa Ha PelueHne Ha MuHucTepoT 3a 3apaBcTBo, BO Maj 2010 roguHa
ocHoBaHa e Komucuja 3a petkm 6onectu npu MuHncTepcTBo 3a 3gpaBcTBo. LlenTta Ha
Komucujata e pa3Boj n crnegerwe Ha uMnneMeHTauunjata Ha HaumonanHata nporpama
3a peTkn bonecTtu Koja 6u rm cymmpana npobnemuTte WTO NpouanerysaaTt of oBue
bonectn og nepcnektuBa Ha EBponckarta yHuja u Penybnuka Xpeartcka. CocTtaBoT
Ha Komucujata ro ogpxyBa Aujanorot, koj BO oBaa obnacT ro octeapysaaTt BnagaTta
1M MUHUCTEPCTBOTO CO rparaHckuTe opraHmsauuun. Taa ce coctom og 11 YyneHoBu, Tpu
oA 3apyxeHuvja Ha JIPB n ocym npeTcTtaBHUUM Of, AP>KaBHUTE UHCTUTYLMM U eKCnepTin
BO obnacrTa.

81 HauwnonanHa nporpama 3a petku 6onectn 2015-2020, 2015 r. (Ha xpBatcku: NACIONALNI PROGRAM ZA RIJETKE
BOLESTI 2015. — 2020, 2015), goctanHo Ha: http://www.zdravlje.hr/content/download/13166/95892/file/NACRT%20
-%20NACIONALNI%20PROGRAM%20ZA%20RIJETKE%20BOLESTI%20za%20nac%20dan.docx; npuctaneHo Ha:
02.12.2015 roguHa



' MonnTUKK, NPaKTUKN U HUBHOTO Bﬂl/ljaHI/Ie BP3 KBANUTETOT Ha XXMBOT Ha nnuarta Cco PeTKN 6onectu

CrnoeeHuja

HOedunHunumja

Bo PaboTtHuoT nnaH Bo obnacta Ha Pb Bo CrnoseHuja ce KopucTu
aedvHuumjata Ha EY: Bo peTkn 6onectu ce BOpojyBaaT oHue 60-
NecTu Kou ce jaByBaarT kKaj nomarnky og 5 Ha 10.000 nuua.®?

Knacudumkaumja n kogudmkaumja

Hopeka He ce objaBu HOBOTO M3gaHue Ha MeryHapogHaTa kna-
cudukaumja Ha 6onectn, MKB-11,8 koja cé ywTe e Bo pasa Ha
peBuauja,? ce kopuctat kogosuTe og MKB-10 n noptanot 3a Pb
n nekosu-cupauyn OpdaHerT.

3a coonBeTHa knacudukaumja Ha Pb, noTpebHo e BkyyyBawe Ha
HagnexHuTe MHCTUTYLUUn og CrnioBeHuja 1 Ha CroBEHEYKUTE NpeT-
CTaBHULM BO MefyHapoaHUTE opraHu3aummn, ocobeHo BO paMKuTe
Ha EY u CeeTckata 3gpaBcTBeHa opraHusauuja (C30).8°

Monutuka n perynatuBea

Bo 2012 roguHa, 3gpaBcTBEHMOT coBET Ha CnoBeHuja ro ycBojyea HaunoHanHu-

OT NnaH 3a peTkn BonecTu, BO paMKn Ha KOj ce IOHEeCYBa akUMCKM NaH, Koj Nak e an3aj-
HMpaH ga cnyxwu kako natokas go 2020 roanHa u e KapakTepuanpaH Kako ,MOXHOCT 3a
nogobpa KoopauHauuMja Ha HaNnopuTe Ha CUTE BKITyYEHU MapTHEPU U BOCMOCTaBYBaH-E
ceondaTtHa, JocTanHa, HaBpeMeHa 34paBCTBEHA 3alUTUTa koja ke buae okycnpaHa Ha
nauneHTuTe”. (MaBHUTE LIenn Ha NNaHoT Ce:

o WpeHTundpukaumja n cneperse Ha Pb;

e [logoGpyBatbe Ha paHaTa aujarHosa v npucrtan Ao cooaBETHU MeOULUMHCKA UH-
TepBeHLUUK;

e MexaHuamu 3a nogobpyBare Ha UHTerpupaHVoT npuctan koH PB;

e YHanpeayBat-€ Ha NpMCTanoT 40 MHOpMaLuM 3a NauueHTUTe, jaBHOCTa U eKc-
nepTuTe.

82
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Pa6oTeH nnaH Bo obnacta Ha PB Ha Peny6nuka CnoBeHuja (Ha cnoBeHeuku: Nacrt dela na podrocju redkih bolezni v
Republiki Sloveniji), goctanHo Ha: http://www.mz.gov.si/fileadmin/mz.gov.si/pageuploads/redke_bolezni_2012_-_ nacrt

dela/Nacrt_dela_na_podrocju_redkih_bolezni.pdf, npuctaneHo Ha: 02.03.2016 roguHa
MeryHapogHa knacudwmkaumja Ha 6onectn 11, (Ha aHrnucku: The International Clasification of Diseases 11), goctanHo

Ha: http://www.who.int/classifications/icd/revision/en/, npuctaneHo Ha: 02.03.2016 rogmHa

Axypupawe Ha MKB 11, (Ha aHrnucku: ICD-11 Update), goctanHo Ha: http://www.who.int/classifications/icd/
revision/2015_11_ICD11_Newsletter.pdf, npucranexo Ha: 02.03.2016 roguHa

Pa6oTeH nnaH Bo obnacta Ha PB Ha Peny6nuka CnoseHuja (Ha cnoBeHeuku: Nacrt dela na podrocju redkih bolezni v
Republiki Sloveniji), goctanHo Ha: http://www.mz.gov.si/fileadmin/mz.gov.si/pageuploads/redke_bolezni_2012_-_ nacrt
dela/Nacrt_dela_na_podrocju_redkih_bolezni.pdf, npuctaneHo Ha: 02.03.2016 roguHa
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WcTto Taka, naeHTnrkyBaHnTe akTMBHOCTM BKIyYyBaar:
e BocnocTtaByBanwe HaunoHaneH peructap Ha PhB;

e BocnocTtaByBare HauMoHanHu pedepeHTHU LeHTPM NOBP3aHN CO MefyHapoaHu-
TE MPEXN;

e YTBpAyBake Ha MOXHOCTMTE 3a MpeKyrpaHu4yHa copaboTka 3a reHEeTCKO TeCTu-
patbe 1 Opyrv YCrnyru;

o BoBeayBatbe KNUHUYKM ynaTcTBa 3aCHOBaHW Ha AoKasn BO obnacra;

o [ledmHupare Ha NONUTUKUTE KOW Ce ogHecyBaaT Ha nekosuTe 3a Pb 1 nogrotey-
Bak-€ Ha YNaTCTBO 3@ HaANeXHUTE opraHu;

e [lpoHaorarwe JONoNHUTENHM (PMHAHCUCKM N3BOPW 3a 3a40BOSyBak-€ Ha NoTpebu-
Te 3a NeKoBu-crpauy;

o CosgaBatbe Yafop-opraHv3aumja Ha rpynu nauueHTu;

¢ BocnocrtaByBarwe HaunoHaneH ueHTtap 3a Pb Bo 3emjaTa.®

PuHaHcupamwe

3a cnpoBenyBatbe Ha akTMBHOCTM BO obnacta Ha PbB, dmHaHcuckuTe cpenctea
ce 06e3benyBaaT of, pasnuyHM M3BOPU. 3a reHETCKOTO TeCcTMpare He NOCTojaT NocebHn
HaLMOHarNHM HacoKM 3a (PMHAHCUMpake, HO OHWME TecTMpaka KoM Ce CMeTaaT 3a He-
ONXodHM ce MHaHCUpaHu of CcTpaHa Ha 3aBOAoT 3a 3OpPaBCTBEHO OCUrypyBare Ha
CnoseHuja.

Pa6otata Ha npodecnoHanHuTe 3apyxenuja 3a JIPb ce dpuHaHcnpa og Bnagara/
jaBHMOT M MPUBATHMOT CEKTOp (CMOH30pCTBa M AoHauun). MnHMCTEpCTBOTO 3a 3gpaB-
CTBO, MUCTO Taka, obe3benyBa hmMHaHCKHCKa NogapLuKa 3a HEKOM NporpamMmn BO pamku Ha
OBWE 3ApYXEeHWja NPeKy NoBMUM 3a NPeasior-npoekTun, Yumn Lenu ce pasnukysaar 3aBu-
CHo o notpebuTte.?”

PerMCTpM n nopatouun

Bo momeHTOT, He nocTton HaunoHaneH perncrap Ha peTkv 6onectn. Bo nocranka
€ JoHecyBak-€e HOB 3aKOH 3a 34paBCTBEHa 3aluTuta Koj ke 06e3beam npaBHa OCHOBA,
CormnacHo NoCTOjHNOT MnaH 3a BocnocTaByBake HaunoHaneH peructap Ha PB. Cnose-
Huja yyecTByBa Bo eBpornckute pernctpu EUROCARE-CF n RARECARE.8

86 PaborteH nnaH Bo obnacta Ha Pb Ha Penybnuka Cnosenuja (Ha cnoBeHeyku: Nacrt dela na podrocju redkih bolezni v
Republiki Sloveniji), goctanHo Ha: http://www.mz.gov.si/fileadmin/mz.gov.si/pageuploads/redke_bolezni_2012_-_ nacrt
dela/Nacrt_dela_na_podrocju_redkih_bolezni.pdf, npuctaneHo Ha: 02.03.2016 roguHa

87 W3BewrTaj 3a cocTojbata Ha akTMBHOCTUTE BO obnacta Ha peTkuTe 6onecTtu Bo CnoseHuja 3a 2014 roamHa, (Ha aHrmncku:
2014 Report on the State of the Art of Rare Diseases in Slovenia), noctanHo Ha: http://www.eucerd.eu/upload/file/Report
s/2014ReportStateofArtRDActivitiesS|.pdf, npuctaneHo Ha: 24.03.2016 rognHa

88 PaborteH nnaH Bo obnacta Ha Pb Ha Penybnuka Cnosenuja (Ha cnoBeHeyku: Nacrt dela na podrocju redkih bolezni v
Republiki Sloveniji), goctanHo Ha: http://www.mz.gov.si/fileadmin/mz.gov.si/pageuploads/redke _bolezni_2012_-_ nacrt
dela/Nacrt_dela_na_podrocju_redkih_bolezni.pdf, npuctaneHo Ha: 02.03.2016 roguHa



* MonuTtukn, NPaKTUKN N HUBHOTO BJ'II/IjaHI/Ie BP3 KBANUTETOT Ha XXMBOT Ha nnuarta Cco PeTKN bonecTtu
JocTanHocT A0 3apaBCTBEHU yCryru

Cé ywTe He nocTojaT ouuMjanHO HasHa4YeHU crneumjanuanpaHn LEHTPU, nako
HauunoHanHmMoT nnaH npegsuaysa HUBHO dhopMupatrse. NoroneMuoT gen og nuuarta co
petkn Gonectn gobuBaaTt 3gpaBcTBEHa 3allTUTa BO YHUBEP3UTETCKMOT MEOMLMHCKU
ueHTap Bo JbybrbaHa kafe ce ynateHu 3a TpeTUpake Ha rEHETCKN, EHAOKPUHOSOLLKN,
MeTabonuTUYKKN U HeBpoaereHepaTUBHU 3abonysara. Mokpaj YHUBep3nTeTCcKNMOT Meam-
LMHCKM LeHTap, noctou n LieHTap 3a ®abpueBarta 6onect Bo Cnoeew [pageL.

JIPB 4ecTo KopucTat 34paBCcTBEHN YCnyrn BO Apyru 3emju Bo EY, wto nm e oBos-
MOXEHO npeky [upekTuBaTa 3a npekyrpaHuyHa copaboTtka (TenemeguumHa, MOOUITHK
eKkcnepTn, MobUNHW nauneHTn® n cnmyHo).

DocTtanHocT go TpeTMaH " nekoBu-cupauu

CneundunyHNoT TpeTMaH Koj nocton 3a Hekon PB cé ywTe He e gocTtaneH BO
3emjaTa, nopagu WTo ce cyrepypa nogobpyBare Ha ycrnyrute 3a nogapLuka v ksanuTe-
TOT Ha MpexaTa 3a pexabunutauuja.®

WcTo Taka, 3a echmkacHo nekyBake M pexabunuTauuja, BaXHO e Ja ce BoBeae
CUCTEM Ha KINMHUYKM ynaTcTBa 6asupaHu Ha gokaswn, Bo kou ke ce onuvwe (y)noTpebara
Ha nekoBuTe-cupauun. HopmaTtneute 3a knacudumkaumja Ha HOBY NEKOBU MeFy OHUE 3a
KOu e npeasnaeHo (bMHchmparbe BO paMKu1Te Ha 3agO0JmHKNUTENMHOTO U OOMNONTHUTENHOTO
30paBCTBEHO OCUTypyBake, NOCTOjaHO Ce MeHyBaaT. buaejku nekosuTe 3a nekysare Ha
PB ce npunnyHo ckanu, nocton notpeba og AOMONHUTENHM N3BOPU Ha UHAHCHUpaHsE,
Kov 61 OBO3MOXMIE pamMHOMpaBHa AOCTaNHOCT Ha 3apaBcTBeHuTe yenyrm 3a JIPB, kako
pyHOAMEHTaNeH NPUHLMN Ha CNIOBEHEYKNOT 34PABCTBEH CUCTEM.

AKTMBM3amM ¥ nopgapLuKka

CnoBeHvja cé ywTe HemMa edMHCTBEHA HauMoOHarnHa anujaHca, cojy3 unu Ya-
[Aop-opraHu3aumja 3a 3apyxXyBake Ha opraHusaummute 3a nuua co petku bonectu. MNo-
CTOEYKMUTE opraHmsauum ce rHaHCUPaHN of PasfuMyHM U3BOPW, MABHO MPEKy CMOH-
3opcTBa 1 goHauun o Bnapara/jaBHWMOT 1 NPUBATHWUOT CEKTOP.

Ynorata Ha opraHnszaunmnTe Ha nauneHTn e npenos3HaeHa BO HauwnoHnanHuoTt
nnaH, WTo OBO3MOXYBa HUBHO BKIly4yBaH-€ BO 3aKOHOA4aBHO-KOHCYNTAaTUBHUOT MpoLec,
KaKoO 1 BO NpouecoT Ha noArotoBka Ha nporpamMmunuTe n apyrmte nosp3aHn NOJIMTUKA.

maBeH u3BOp Ha WHGopmauum 3a peTkn Gorectn e TumoT 3a OpdaHer
(Orphanet), koj Bo CrnoBeHuja nocton og 2006 roguHa, a e odumumjanHo Ha3HadyeH o
MuHucTepcTBoTO 3a 3apaBcTBo Bo 2010 roanHa. TUMOT e 3a0ImkeH 3a cobupare noga-

89 TepMuHOT ,MOGUMHM ekcnepTu“ nogpas3bupa 3apaBCcTBEHM PabOTHULM KOM MOXaT Aa AaBaaT 34paBCTBEHW YCMyrv BO
npekyrpaHu4Ha copabotka, goaeka ,MoBUITHN NaumeHTH" ce ogHeCcyBa Ha NaLuMeHTU Ko Moxe Aa AobuBaat 3apaBCTBEHN
ycnyrvi Bo npekyrpaHuyHa copaboTka BO paMKUTE Ha HUBHOTO 3[1paBCTBEHO OCUTypyBaHe.

90 PaboteH nnaH Bo obnacta Ha Pb Ha Penybnuka CnoseHuja (Ha cnoseHeyku: Nacrt dela na podrocju redkih bolezni v
Republiki Sloveniji), goctanHo Ha: http://www.mz.gov.si/fileadmin/mz.gov.si/pageuploads/redke_bolezni_2012_-_ nacrt
dela/Nacrt_dela_na_podrocju_redkih_bolezni.pdf, npuctaneHo Ha: 02.03.2016 roguHa
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TouM (cneumjanuampaHn KIMHUKW, MeOULUHCKM nabopaTopun, TEKOBHU UCTPaXyBar-a,
PerucTpu, KNMHUYKN UCNMTYBaka M opraHnsaumun 3a nuua co peTku bonectun), kou ce
BHecyBaat Bo OpduaHet. O 2011 rogmnHa, OpdhaHeT nnatcdopmaTta e gocranHa u Ha
CITOBEHEYKM jasuK.

Bo noctanka e n BoBegyBawe HauwmoHanHa Ttoyka 3a kKoHTakT 3a JIPB, co uen
0be3benyBat-e NOOMWUPHN MHOPMaUMM 3a 34paBCTBEHUTE pabOTHMUM BO BpcKa CO
peTkuTe Gonectu, HMBHaTa AujarHo3a n TpetmaH. [lo ogpeayBaHeTO Ha HEj3MHOTO Me-
CTO BO CUCTEMOT, Hej3uHaTa (pyHKumMja ja Bpwn LleHTapoT 3a HeamjarHocTULmMpaHu peT-
K B6ornecTu, Koj e opraHu3npaH Kako MeguuuHcka cnyxoa Bo KNUMHUYKMOT MHCTUTYT 3a
MeaunuMHCKa reHeTrka, pMHaHcupaHa npeky reHetcka nporpama.®’ Ce ywte He nocTou
C.0.C. TenedoHcka nuHmja 3a nucopmmpamne Ha JIPB, Ho Taa e npegBugeHa BO COCTaB
Ha HaumoHanHaTta To4ka 3a KOHTaKT.

91 HauunonanHa nporpama 3a petkn 6onectn 2009-2013, P.Byrapuja (Ha 6yrapckv: HauwoHanHa nporpama 3a peaku
6onectn 2009 — 2013, P.byrapuja), goctanHo Ha: http://www.mh.government.bg/media/filer_public/2015/04/17/programa-
redki-bolesti-2009-2013.pdf, npuctaneHo Ha: 02.12.2015 roguHa



' MonnTUKK, NPaKTUKN U HUBHOTO BJ'II/IjaHI/Ie BP3 KBANUTETOT Ha XXMBOT Ha nnuarta Cco PeTKN 6onectu

MakedoHuja

OedmHuumja

PeTkun 6onectn ce 3abonyBara of KoM CTpaga He noBeke of eaHOo
Ha 2.000 nuua, Ho He HagmuHyBa 20 3aborneHn Ha HauMoHanHo
HUBO.%?

Knacudmkaumja n kogucdumkaumja

He nocTtom ctangapamsmpaH npuctan 3a peTtku 6onectu. Jonon-
HUTENHO ONMTOBapyBaH€ NPETCTaByBa U HEAOCTATOKOT Ha Coof-
BETHa Knacudukaumja n kogndukaumja Ha peTkute 6onectn Ha
HauunoHanHo HMBo. Bo 3emjata ce kopuctu MKB-10.

PerynaTM Ba U NONTIUTUKA

Mporpama 3a PB. NpBaTta nporpama 3a petku 6onectn®® Bo MakegoHuja e JoHe-

ceHa Bo 2009 rogmHa 1 cekoja roamMHa ce ycBojyBa HoBa nporpama. Mefy nporpamckure
Lenu e noaurake Ha CBecTa M ekcrneprm3arta BO OQHOC Ha peTkute GonecTtu, T.e. Aoc-
TUrHyBak€ Ha HUBOTO Ha OPraHM3NPaHoCT, UMNNeMeHTauuja u pesyntaTy NPUCYTHN BO
Op>xaBuTe-yneHkn Ha EY.

Crparternja n nnaH 3a PB. Bo npunor Ha lNporpamarta 3a peTks 6onectu BO

3emjata, HaumoHanHaTa anuvjaHca 3a petku 6onectn Bo Makegonnja (HAPBM) npea-
noxu HaunoHanHa ctparternja n nnaH 3a petku 6onectn 2014-2020 roguHa, co koja ce
ondpaTeHun cuTe 3HaYajHM Npallara Kou ce ofHecyBaaT Ha peTkUTe 6onecTu Bo 3emjaTa,
M 4nm uenu ce:

MpeBeHuuja;

PaHo npenosHaBame U gujarHocTuLmpare;

JocTanHocT Ha cooABETHA 3alUTMTa Ha 34paBjeTo;

JlekyBane Ha nuuara co peTku 6onecrtu;

YHanpeaysame Ha eBueHumjaTa BO COrMacHOCT CO MefyHapoaHaTa Knacudukaumja;

MonoGpyBatrse Ha MHpOPMMpPaHOCTa Ha 30paBCTBEHNTE PabOTHULM M jaBHOCTA 3a
peTkuTe bonecTy;

KoopavHaumja Ha HaumoHarnHo U MeryHapoOHO HMBO CO peddepeHTHW 3apaB-
CTBEHM W HAyYHO-UCTPaXKyBaukuU MHCTUTYLUWN W 3APYXKEHMjA HA NULa CO PETKU
bonectn.*

92 [porpama 3a nekyBawe Ha peTkn 6onectun 3a 2016 roguHa Bo Penybnuka MakegoHuja (Cn.BecHuk 6p.192/15); goctanHo

Ha:

http://www.fzo.org.mk/WBStorage/FilessPROGRAMA_ZA LEKUVANE_NA_RETKI_BOLESTI_VO_REPUBLIKA

MAKEDONIJA_ZA_2016_GODINA.pdf, npuctaneHo Ha 01.03.2016 roanHa
93 porpama 3a nekyBake Ha peTkv 6onectu 3a 2009 roagmHa Bo Penybnuka MakegoHuja (Cn.BecHuk 6p.45/09); goctanHo Ha:
http://www.slvesnik.com.mk/Issues/0145DC355953F340BB9BD 13F8D098B80.pdf, npuctanexo Ha: 02.12.2015 roguHa

94 HaunoHaneH nnaH u cTpaTervja 3a petku 6onectu 2014-2020; goctanHo Ha: http://challenges.mk/wp-content/
uploads/2014/02/Nacionalen-plan-za-retki-bolesti.docx, npucraneHo Ha: 02.12.2015 roguHa.
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CrtpaterunjaTta e 3acHoBaHa Ha [NpenopakuTte Ha EBponckata komucuja n Espon-
ckuoT napnameHT (2009, 2010, 2011 roguHa), kom ocobeHo ce hoKycupaHu Ha noa-
AplwiKaTta Ha 3gpaBCcTBeHaTta NnoJfinTuka 3a peTku Gonectn un npmmMmeHaTta Ha CoBpeMeHU
Hay4yHW 3Haeka 3a yHanpedyBahe Ha TPETMaHOT Ha peTkute GonecTn, 30pyXKyBaHeTO
Ha pecypcu, conMaapHocTa U pa3BojoT Ha MefyHapoaHa cTpaTteruja.

Bo cTpartervjata ce HaBegeHU npeam3BULMTE BO NPUOAOT U rpuxata 3a Pb:
e HepocTaTtok Ha peneBaHTHM eNMAEMMONOLLK/A NogaTouu;
¢ Hemare JOBOMHO NCKYCTBO M 3aUHTEPECUPAHOCT Kaj 3apaBCTBEHUTE paboTHMLK;
e Henocroewe cuctemartcku npucTan n HEMOXHOCT 3a NTEKYBaH-E;
e [onemu TpoLwioum 3a fekyBawe Ha Man 6poj 6onecTn, HajuecTo BO CTPaHCTBO;

e HeusBeceH Tek Ha GonecTa M HEMOXHOCT 3a pefieBaHTHa NpoLieHKa Ha TPOLLIOLIM-
Te 3a BKyMNeH TpeTMaH Ha peTkuTe Gornectu;

e HepgocTaTtok Ha nocebHOo nnaHvpaHu ByLIeTCKM CPEACTBaA 3a NEKYBaHLE;
e HepocTaTok Ha 3aKOHCKa perynaTtMea BO OQHOC Ha peTku GonecTw.
Crtparteruja cé ywTe He e yCBOeHa.

duHaHCcupame

3a peanusauuja Ha lNporpamaTta 3a Pb Bo 2015 rognHa o6e36egeqmn ce 90 mu-
nnoHn geHapu og byyetor Ha Penybnvka MakegoHuwja, u UCTute ce HaMeHeTn 3a ne-
KyBare Ha JIPB 6e3 pa3nuka Ha HUBHUOT CTaTyc Ha ocurypyBame. 3a 2016 rogmHa, 3a
MporpamaTa 06e36eaeHun ce 203 MUNMOHU AeHapu og ABa n3sopu: 80 MUNMOHN AeHapu
op byuyetoTr Ha PM u 123 munnoHu geHapu of concteBeHn npuxoam Ha MMHMCTepCTBOTO
3a 3gpaBcTBO. CpeacTeaTta ce HaMeHeTH 3a TpU rpynn akTUBHOCTU: NnekyBare Ha JIPB
6e3 pasnuka Ha cTaTycoT Ha ocurypyeane (197 munuonn geHapwu), obesbenysane on-
pema 3a aujarHosa u nekysawe Ha Pb (4 MunnoHu geHapu) n egykauuja Ha 3gpaBcTBe-
HUTE paboTHULM (2 MUNMOHK AeHaph).

PeFVICTpVI n nopatouun

Ce ywTe He nNocToM cucteMaTvydeH M cTaHgapawusvpaH npuctan 3a koguduka-
Uuunja, nopagu WITO HE MOXe Ada ce cornega enugemuosnowkata cnuka co Pb. Ako ce
npuMeHn npoueHkaTa Ha EY (6-8%) n Toa BO Hej3aMHaTa HajkoH3epBaTMBHA BapujaHTa,
MOXe fa ce npetnocTtasu geka nma okony 120.000 naumeHTn co PB Bo 3emjaTa.

lMporpamata npeasuayBa BocnocTaByBake peructap Ha Pb, koj kako v cute pe-
rMcTpu, ce BOAM BO COMMacHOCT CO MpPOoMnMCcUTE 3a 3alTuTa Ha nogaTtouute u apyraTta
peneBaHTHa HauuMoHanHa perynatmea.® Perucrapor ke OBO3MOXMW pa3MeHa 1 crope-
AyBake Ha nogatouuTe Ha cybpermoHarnHo, pervMoHanHo u rnobanHo HUMBO, HO UCTO
Taka ke 06e3bean npubuparse Ha eqHO MECTO Ha nodaToLmMTe of NoegMHEYHUTE apXMBHU
Ha KNUHUKMTE, POHOOT 3a 34paBCTBEHO ocurypysawe Ha MakegoHuja (P3OM) n Mu-

95 Tporpama 3a nekyBawe Ha peTku 6onectun 3a 2011 rogmHa Bo Penybnnka MakegoHnwja (Cn.eecHuk 6p.06/11); goctanHo Ha:
http://www.slvesnik.com.mk/Issues/595CF4961E57714C93E86B782BFDF26D.pdf, npucraneHo Ha: 02.12.2015 roguHa
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HUcTepcTBOTO 3a 3apaBcTeo. Oa 2015 roanHa, MUHUCTEPCTBOTO 3a 34paBCTBO akKTUBHO
paboTn Ha MononHyBawe U oApXyBakwe Ha PermctapoT Ha peTku Gonectu, Bo Koj ce
eBunageHTupaHu JIPB (HajuecTo geua), co gujarHo3a, Ha4YvH Ha nekyBake 1 NoTpedu 3a
NeKOBW KOU HEe ce Ha No3nTmBHaTa nucTa. lNpBuyHaTa Knacudgukalmja BO permctapoT Ke
ce ogHecyBa Ha fBa Buga 6onectu cornacHo OpdhaHeT: (a) koM MoXaT Aa ce TpeTmpaar
CO nekoBu n (6) BonecTn Komn ce PeTkU, HO 3a KOU He NOCTOU TPETMaH, a Ce 3HayajHu
3apagu avjarHocTvumpate 1 nraHvpame.

[ocera, BO perucrtapot ce BHeceHu 460 naumeHTn, HO TOj Ce yLITe He € COOaBET-
HO 3aKOHCKW perynupaH. HoBvHa BO BOOEHETO Ha PErmctapoTt € BOBedyBaHEeTO efHa
HamMecTo foceraliHuTe ABe KOMUcuKM - HaumoHanHa cTpyyHa KoMucuja, coctaBeHa of
nekapuv of pasnuyHu crneLmjanHocTu, Koja rm NoTBpAyBa AujarHosarta v Tepanujata 3a
JIPB v gaBa mucnewe 3a BnuwyBawe Ha JIPB Bo Peructaport, ogHocHO fgocraByBa 6a-
patbe 3a HabaBka Ha nekoBu 4o MUHNCTEpPCTBOTO 3a 3apaBcTBo. Co NMporpamarta 3a Pb
ce obe3benyBaaTt NEKOBUN KON Ce eOUHCTBEH M300p 3a NnekyBakwe Ha bonecTa, a He ce
Haoraart Ha nos3uMTuBHaTa nucra.%®

HocTanHoCT Ha 3apaBCTBEHU ycnyru

LlenTpu 3a PB. 3acera, Bo MakeaoHuja He NOCTOM cneunjanmanpaH LeHTap, HO
Ha HMBO Ha 30PaBCTBEHU MHCTUTYLUK, HAjrONEMUOT AeN Of NauNeHTUTE CO peTku bone-
CTW ce eBUAEHTMpaaaT 1 ce BoAaT Ha YHMBep3uTeTcKkaTa KnMHUKa 3a AeTcku bonectun
buaejkmn oBne GonecTn HajuecTo ce OTKpMBaaT N MaHUdecTpaaT BO paHa BO3pacT, oa-
HOCHO BeHall no parakweTo, A0 5-roguwHa nnu go 15-roguiiHa Bo3pacr.

Co ornep Ha Toa geka nauMeHTMTe Cco peTku DonecTn umaar egHakBo NpaBo Ha
KBannTeTHa n gocCTtanHa 3apaBCTBeHa 3aluTuUTa Kako U OCTaHaTuTe nauneHTu, rnaBHa-
Ta uen Ha NonuTMKNTE U 3aKOHOA4aBCTBOTO BO MakedoHuja e TOKMy BO OBaa Hacoka:
OBO3MOXYBah-€ €HaKOB NpucTan 40 paHa AujarHocTuka, KBannTeTeH TpeTMaH 1 pexa-
OunMTaumnckn ycryrm, BO CKrag co 3anoxouTte Ha noronemMuoT Opoj ApkaBu BO CBETOT
N peyncu cuTe eBpONCKM ApXaBu 3a yHanpeayBake Ha KBanuTeToT U gocTanHocTa Ha
3OQpaBCTBEHaTa 3allTuTa, NpoMouuMjata Ha UCTpaxKyBaraTa, paHOTO OTKpMBaHe 1 npe-
BeHuujaTa Ha Pb.

JocTanHocT Ha TpeTMaH u nekoBu-cupauun

PaHoTOo gmjarHoctTuuupawe Ha oBue OOnecTu, KoM HajuecTto ce Of reHETCKO
noTekno, e Hajoobparta rapaHuuvja 3a euKacHO feKyBawe U Of TEepaneBTCKU U of
dumHaHcucku acnekt. OcBeH Toa, AoCTanHaTa Tepanuvja YecTo nNatu He e of KypaTuMBEH
KapakTep, TyKy BOOOMYaeHO Hyau Of orpaHuMyeHa OO eKCTeH3MBHa cuMMnToMatcka
I'IOH,CI,pLIJKa.W’gB’gg

96 [porpama 3a nekyBake Ha peTkn 6onectun 3a 2016 roguHa Bo Penybnuka MakegoHuja (Cn.BecHuk 6p.192/15); goctanHo
Ha:  http://www.fzo.org.mk/WBStorage/FilessPROGRAMA_ZA_LEKUVANE_NA_RETKI_BOLESTI_VO_REPUBLIKA
MAKEDONIJA_ZA_2016_GODINA.pdf, npuctaneHo Ha 01.03.2016 roanHa

97 porpama 3a nekyBare Ha peTkv 6onecTtn 3a 2012 rogmHa Bo Penybnuka MakegoHuja (Cn.BecHuk 6p.08/12); goctanHo Ha:
http://www.slvesnik.com.mk/Issues/FCD4ECEFD36AB24480FCB4631FE35EA2.pdf, npuctaneHo Ha: 02.12.2015 roguHa

98 lporpama 3a nekyBare Ha peTkv 6onectu 3a 2013 rogmHa Bo Penybnvka Makegonuja (Cn.BecHuk 6p.04/13); goctanHo Ha:
http://www.slvesnik.com.mk/Issues/4810E889FE587743A5A17DD577000C0B.pdf, npuctanexo Ha: 02.12.2015 roguHa

99 porpama 3a nekyBawe Ha peTku 6onectun 3a 2014 roguHa Bo Penybnuka MakegoHnuja (Cn.BecHuk 6p.19/14); goctanHo
Ha: http://www.slvesnik.com.mk/Issues/6¢c208badae664d3f924c715e992e003f.pdf, npucraneHo Ha: 02.12.2015 rognHa

41



42

TpetmaHoT 3a JIPB ce 06e36enyBa npeky lNporpamarta, a cornacHo Ha gobueHa
1 NOTBpAEHa AujarHo3a of cTpaHa Ha KomucujaTta, Koja JaBa MUCNEHE U Npenopaka 40
MWHUCTEPCTBOTO 3a 30paBCTBO 3a HabaBka Ha NIEKOBU M NTEKOBU-CUpaLN.

AKTMBM3amM M nogapLuKa

Bo 2014 rognHa, 3apy>xeHneTo Ha rparaHu 3a petku 6onectu ,2XuBoT co npeams-
BMLM" 3aefHO CO 3Opy>eHneTo 3a xemodunuja, peTku koarynonatum un dooH Bunebparg
SXEMONOI™ n 3gpyxeHneTo 3a emaHuunaumja, ConnaapHoCT U €4HAKBOCT Ha XXEeHUTe
Ha Penyb6nuka MakegoHuja ,ECE” opranmaupaa KoHdgepeHuuja 3a bopmupane Haumo-
HanHa anunjaHca 3a petku donectn Ha Makegonuja (HAPBEM), co uen o6eanHyBake Ha
3gpyxeHujata 3a Pb n gpyru opraHusauum co CrMYHU UHTEPECU 3a 3aefHUYKO Oeny-
Bak-€, NOTTMKHYBaHE M NogapLUKa Ha pechopmm BO 30paBCTBEHNOT CUCTEM BO obracTta
Ha peTkuTe GonecTtu.

MpuoputeT npu dopmupareTo Ha AnuvjaHcata e nogroTeyBawe HauunoHaneH
nnaH 3a petkn 6onectn Koj Ke OBO3MOXW [OMTOPOYHM pelleHuja 3a npobnemuTte u
npeausBMUmUTE CO KOU ce coovyBaart naumeHTute co Pb n HuBHute cemejctea. HAPBEM
npeanoxu HaumoHanHa ctpateruja u NnaH 3a petkn 6onectn 2014-2020 roguHa.

HAPBM aktuBHo paboTtn Ha nogobpyBare Ha KBanuTETOT Ha XuMBOT Ha JIPB u
HMBHUTE cemejcTBa.. [peky 13 opraHu3daumm-uneHkn, BO MOMEHTOB AnujaHcara ce 3a-
HumaBa co noseke og 50 peTku 6onecTn, CO akTMBHOCTU KOU Ce IMaBHO HACOYEHM KOH
NnoaurHyBak€e Ha jaBHaTa U MHCTUTYLIMOHanHaTa CBECT, COBETYBaHE U NOAAPXKYBaHE Ha
cemejcTBaTa, egykaumja Ha nekapy u MEOMUMHCKA CECTPU, aKTUBMpPake 1 obyyyBare
Ha BONOHTEpPU M copaboTka CO MeryHapoaHW W HaLMOHAIHM opraHM3auum BO CripaBy-
BaH-€ CO peTkuTe bonecTu.

Osaa roguHa, HAPBM, npeky cobvipate npujaBu of nuua co petku Gonectu,
noeHTuduKyBalle co Kou npobnemu ce coodyBaaT oBME Nnuua, Mery kou: 1) Tellko-
T NMpU 3aBegyBake HOBM NaLMeHTU Bo Perncrapot n 06e3benyBare NEKOBU; 2) He-
[OOBOSHM KOSNIMYMHW NIEKOBWU [OCTanHW 3a perucTpupaHuTe nauueHTtun; 3) HegocTur Ha
KombuHaumja of COOABETHU NEKOBU 3a PErNCTpMpaHUTe NauneHTn co petku bonecTy;
4) agMMHUCTpaUMja Ha NEKOBUTE; 5) COMHUTENEH KBanuTET Ha HabaBeHW NeKOBU nopa-
OV LueHaTa HaBeJeHa Kako rnaBeH KpuTepuyM 3a HabaBka BO TeHAepuTe; 6) orpaHmyy-
Bakbe Ha peTkuTe Bonectu ondateHun co Mporpamarta Ha camo oHue kou 6pojat oo 20
naumeHTn; 7) HeM3OBoOjyBare CpeacTBa 3a AujarHo3a Ha peTku 6onectu; 8) npobnem
CO MauueHTuTe co peTkn bopMKn Ha ManurHn 3abonyeara; 9) HECOOOBETHM YCINOBM 3a
cnepewe/koHTpona Ha bonecta; 10) HeQOCTUT Ha NOTPEBOHNUTE CYNNEMEHTM U JOMONHU-
TenHu opToneacku nomarana; n 11) 06e3denyBare NUYHN aCUCTEHTY 3a NKLLA CO TEXKOK
WHBaNUAnTET.

lparaHCcKMOT ceKTop KojwTo paboTu 3a nogobpyBawe Ha coctojbata Ha JIPB u
HUBHWUTE CEME|CTBA, € HajCUITHMOT ABUraTen LUTO BMOXYBa M3BOHPEAHM Hanopu 3a cTa-
Barwe Ha JIPB BO hokycoT Ha jaBHUTE NonuTMKM, 0COBEHO BO couujanHaTa u 3gpas-
cTBeHaTa 3awTuTa. HuBHaTa ocHOBHa cdpepa Ha genyBawe € TOKMY BO JOMEHOT Ha
nogobpyBate Ha KBAanNUTETOT Ha 30paBjeTo M XMBOTOT Ha JIPB; npeky pasnuyHu aktue-



' MonnTUKK, NPaKTUKN U HUBHOTO BJ'II/IjaHI/Ie BP3 KBANUTETOT Ha XXMBOT Ha nnuarta Cco PeTKN 6onectu

HOCTU, Mefy Kou: ncnpakamwe MHopmaumm 3a naumeHTu, NoBp3yBarke Ha NaumMeHTuTe,
nHdopmmnpare Ha nekapuTe npeky npegasara 3a Pb 1 nogurHyBare Ha cBecTa 3a no-
cToene Ha peructap u Nporpama 3a PB, co wWTo TMe npetcraByBaaT HUBHU BUCTUHCKM
3acTanHuk npeq ApXXaBHUTE UHCTUTYLIMN.

1.4. KomnapaTtuBHa aHanusa Ha NosIMTUKNTE U 3aKOHOL4aBCTBOTO BO
EY un Bo nsbpanu gpxasmu

KomnapaTvBHaTa aHanusa Ha NONMUTMKUTE U 3aKOHOOABCTBOTO BO W3GpaHuTe
apxasu og bankaHckunoT pervoH (Byrapwmja, Cpbuja, XpBatcka u CnoeeHwuja) uma 3a
uen aoa noHyau crnopenba Ha HaumoHanHata coctojba co oBMe 3eMju, Kako 1 Aa fane
MHGOpPMaLMM 3a MOXHUTE peLLleHuja Ha NpallakbaTta NoBp3aHn co peTkute bonectu, a
KOW Ce 3aCHOBaHW Ha akTuBHOCTUTE Ha EY 3a yHanpegyBawe Ha cocTtojbaTa BO oBaa
obnacrt:

1. Ob6e3benyBare COOOBETHO KOAMpPaHke U Criefiete BO 3ApaBCTBEHO-MHGOpMaLU-
CKUTE cuUcTeMu;

[oHecyBare HauMoHanHu nNnaHoBM 3a peTkuM GonecTu;
Kpenpare peepeHTHN MpeXmM Ha cneunjanuanpaHn LeHTpY;
BoBegyBare CKPUHUWHT Ha peTkn bonecTtu;

MsrotByBare permctpu 3a petku 6onecty;

UcTpaxyBare n pasBoj;

N o o~ 0D

3ronemyBaH=e Ha BUOJIMBOCTA Ha I'Ip06J'IeMOT 0O 34paBCTBEH U OMNITECTBEH aCMNeKT.

Cute gpxaBu-uneHku Ha EY, kako n gpxaBuTe-kaHaMaaTku ja kopuctat MeryHa-
poaHaTta knacudukaumja Ha 6onectu, Bepanja MKB-9 nnu MKB-10, BO KOMLUITO peTknTe
©onecTtu He ce uenocHo ondarteHn. HeogamHa, Bo Hekon of yneHkute Ha EY ce BoBe-
nenHn kogouTe OP®A, WwTo NpeTcTaByBa KoANMMKALMCKM CUCTEM Ha peTkuTe GonecTtu
pasBuveH of cTpaHa Ha mHuuujatmeata OpdhaHeT, napanenHo co ynotpebata Ha MKB
UIN KaKo MUMOT-NPOEKTH.

Bo pamkuTte Ha EY, HaumoHaneH nnaH n/vnu crpaternja 3a petku 6onectn ce
AoHeceHu Bo: benruja, l'epmanuja, Mpumja, Kunap, Jliuteanuja, O6egnHetoto Kpancrteo,
Moptyranuja, PomaHuja, Cnoeayka, CnoseHwuja, YHrapuja, ®paHuuja, Yewwkara Peny-
onuka u lWnaHvja. Bo HanpegHa da3a Ha goHecyBawe ce ABcTpuja, [daHcka, Mpcka,
Wtanuja, MNMoncka, ®unHcka n Xpeatcka. Oa apxaBuTte M3bpaHn 3a oBaa aHanusa, camo
CnoBeHunja uma goHeceHo Ctpareruvja v NnaH, gogeka XpBaTcka e BO HanpegHa dasa
Ha JoHecyBakbe, gofeka byrapuja, MakegoHwja u Cpbuja 3aoctaHyBaat BO OBOj nornes.
Byrapuja u MakenoHuja umaaT JoHeCeHO HaluMoHanHa nporpama 3a Pb, gogeka, nak,
Bo Cpbuja TakBa nporpama He € AoHeceHa.
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lonem 6poj of ApxaBuTe-uneHkn Ha EY mmaat popmupaHo, nako He ce odu-
umjanHo npmusHaeHu, cneuvjanusmpaHn LeHTpu 3a petku bonectun: AscTtpuja, benruja,
lepmanuja, MNpumja, Npcka, Knnap, CnoeeHuja, YHrapuja, Xonangmja, Xpeartcka, Yewuka-
Ta Penybnuka, Leeacka. dpyrm 3emju, nak, kako byrapwja, EctoHuja, JlaTteuja, Jlntea-
Hwja, MNopTyranwja, MNoncka, PomaHuja, Cnoeayka n ®uHcka, oBa npallame ro peluasa-
aT Co Ha3HayyBaHe Ha BeKe NMOCTOEYKM LEHTPU KaKO CNeLmjanm3npaHn LEHTPU 3a PETKM
GonecTun.

KoH oBa, BO EY ce BocnoctaBeHn 1 nunoT-Mpexun Ha pedepeHTHU LEHTpU 3a
peTku BonecTy 3a Aa ce OBO3MOXW MogapLUKa Ha nivmuarta co peTku bonectu.

Jlncta Ha nunoT-EBponcku pedepeHTHU Mpexun
3a peTKu bonectun

1. Dyscerne: Dysmorphology
2, ECORN CF: Cystic Fibrosis

3. PAAIR: Patient Associations and
Alpha1 International Registry,

4. EPNET: European Porphyria Network,

5. EN-RBD: Rare Bleeding Disorders,
Paediatric Hodgkins Lymphoma Network

6. NEUROPED: Rare Paediatric Neurological Diseases

7. EURO HISTIO NET: Langerhans cell histiocytosis
and associated syndrome in EU

8. TAG: Together Against Genodermatoses

9. CARE NMD: Dissemination and Implementation of the
Standards of Care for Duchenne muscular Dystrophy
in Europe

M3Bop:http://ec.europa.eu/health/rare_diseases/docs/2014_
rarediseases_implementationreport_en.pdf
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Ta6ena 1. Npernen Ha akTMBHOCTU BO obnacTtuTte onpegenenu ox EY 3a
yHanpegyBahe Ha cocToj6aTa co peTkuTe 6onectu Bo Byrapuja,

Cp6wja, XpBatcka, CnoBeHuja u MakegoHuja

Onuc Byrapwja Cpb6uja XpBaTcka CnoBeHuja MakepoHuja
HauuoHaneH
MnaH n nnad
cTparteruja Hema Hema Hema 2012-2020 Hema
Mporpama 2009-2013 Hema 2015-2020 Hema 2009-2015
OpdaHer -
Perucrap Bo noctanka OpdaHer  OpdaHer OpdaHeTt Mma
Kogupawe/
cnegewe MKB-10 MKB-10 MKB-10 MKB-10 MKB-10
CpepctBa 30 un
doHp 3a doHg 3a  0be3benenu co Mporpama
nekyBawe peTku Mporpamara 3a 3a peTku
®PuHaHcupame Ha geua bonectn  peTku Gonectn 30 onectu
CneuunjanusupaH
ueHTap Nma Nma Mma Hema Hema
PedepeHTeH
ueHTap Hema Hema Nma Hema Hema
UHdopmaTueeH
ueHTap Nma Mma Mma Hema Hema
CKPWUHUHI Mma Mma Mma Mma Mma
XpBarcko
AnwjaHca Ha OpyLwTBO 32
opraHuMsauum HAXPB HOPBC peTkn 6onectn Hema HAPBM
Oxony 4% opn
TEKOBHM MPOEKTN
noBp3aHu co
UcTpaxyBama Hema Hema petkute 6onectn* Hema Hema

*U3zeop:http.//ec.europa.eu/health/rare_diseases/docs/2014_rarediseases_implementationreport_hr.pdf
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CkpuHuHrot Ha HosopogeHuuwa (Newborn Screening-NBS) cnopen BuncoH u
JyHrHep (Wilson & Jungner, 1968), kako Mepka 3a paHO OTKpMBaH-€ Ha peTka bonecr,
€ [JocCTanHa BO 34paBCTBEHUTE CUCTEMU BO CUTE 3eMju-yneHku Ha EY, kaHamaatkm 3a
YNIEHCTBO M YneHkn Ha EBponckata acoumjaumja 3a cnoboaHa Tprosuja (European Free
Trade Association, EFTA), kako 1 BO Hajronem Aen Ha noTeHumjanHuTe gpxxaBu-kaHau-
AaTtkn. Ha HaunoHanHuTe NUCTU 3a CKPUHUHT Ha BonecTtu, of 2 oo 29 HapyllyBawa ce
peTku Gonectu.

Mopaan ronemuoT Bpoj HETOUHU AnjarHO3M U MHOpMaLmMuK, KOHTponaTta e ¢o-
KycuMpaHa rmaBHO Ha nabopaTtopuckuTe Haoau, a He Ha NPOLLECOT HU3 KOj MOMUHYBaaT
nauuneHtuTe. lNocTankuTe n cogpXXuHata Ha MHopMauunTe gageHn Ha poguTennTte 3a
fbonecta 1 TpeTMaHOT He MNoAreXaT Ha cTpora koHTpona.'®

Co uen ga npmnbepe n 0BO3MOXM A0CTaNHOCT Ha UHopmauunte 3a Pb, EBpon-
ckaTa komucuja ja nogapxyea 3aegHuykara akuuvja ,Opdanet” (Orphanet Joint Action)
npeky 3gpaBcTBeHaTa nporpama Ha EBponckarta yHuja.

3aegHuukarta akumja OpcbaHeT vma 3a uen ga npubepe v nospse nHopmauum 3a
6.000 peTkn BGonecTu 1 ga OBO3MOXM HUBHO NpebapyBare Cropea HasuB U KapaKTepuc-
TUKM (NpeBeHuuja, ctatuctuka u cn.).'”" Cute 3emju kom ce npegmert Ha cropenbeHara
aHanusa nmaat OpcpaHeT cTpaHuLa Ha HaLMOHAMHUOT ja3uk, CO UCKITy4oK Ha MakedoHuja.

OcBeH Cpbuja nu MakegoHwja, apyrute aHanusmMpaHu apxasu nmaat poHO0BU
3a peTkun 6onectn. Bo MakegoHuja, petkute 6onectu ce omHaHcMpaaTt Bp3 OCHOBa Ha
nponucuTe 3a 34paBCTBEHO OcUrypyBare 1 Mporpamara 3a petku 6onectu Ha MuHuc-
TEPCTBOTO 3a 34paBCTBO, CITMYHO Kako Bo Cpbuja.

Oco6eHo BHMMaHWE Ha BUATMBOCTA Ha PeTKMTE 60ecTy Bo OBUE ApXKaBW HE € JOKY-
MeHTMpaHo. HaunoHanHa anvjaHca 3a petkn 6onectun nocton Bo byrapuja, Cpbuja, Xpeat-
cka n MakenoHnuja, njogeka Bo CrioBeHuja nocTojat cneumdmryHm rparaHckn opraHnsamm.

Kako u Bo gpyrute aHanuaupaHu 3emju, u Bo Makegonuja J1IPB ce coouyBaart co
©OpojHN NpemM3BMLM, NOYHYBAjKKU 0f AMjarHo3aTa, TPETMaHoT, pexabunuTtaumjata n obes-
OenyBaHeTO coumjanHa uHterpaumja Ha J1PB.

OTTamy u noTpebaTa o oBa UCTpaxyBakse, CO LieN yTBpAyBake Ha Npean3BuLm-
T€ HO Y MOXHOCTUTE, NPEKY HEMOCPELHN KOHTAKTM CO 3acerHaTuTe CTpaHu, a KoH corne-
AyBare Ha cocTojbaTa 1 npegnarawbe npenopakun 3a HejaMHO yHanpeayBame.

100 CKpuHUMHr Ha HoBOpoAeHuMHa Bo EBpona, Mucnewe Ha KomuteToT Ha ekcneptu 3a peTku 6onectu 3a noteHuumjanHm
obnactu 3a eBponcka copaboTka (Ha aHrnucku: New Born Screening In Europe Opinion Of The EUCERD On Potential
Areas For European Collaboration), goctanHo Ha: http://www.eucerd.eu/wp-content/uploads/2013/07/EUCERD_NBS
Opinion_Adopted.pdf, npucranexo Ha: 06.12.2015 roguHa

101 3aegHnyka akuuja ,Opdanet” (Ha aHrnmcku: Orphanet Joint Action), goctanHo Ha: http://www.orpha.net/consor/
cgi-bin/ResearchTrials_Networks.php?Ing=EN&data_id=99707 &title=EUCERD-Joint-Action--Working-for-rare-
diseases&search=Directory_|Institutions_Simple, npuctaneHo Ha: 06.12.2015 roguHa
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2. METOOONOINNMNJA

2.1. WN3bpaHu metoamn

3a uenuTe Ha oBa UCTpaxKyBake € N3dpaH MELIOBUT NpUcTan o4 KBaHTUTATUBHM
W KBanuTaTMBHM METOAM, OQHOCHO NpallanHuuM 1 NonycTPyKTypMpaHu MHTEPBjya Kou
Gea ogroBopeHun of TpW rpynu ncnuTaHmum: 1) naumeHTn co peTkmn bonectun, 2) pogute-
nn Ha geua co petka bonecT v 3) gaBatenu Ha 3apaBcTBeHM ycnyru. [pen noyeTokoT
Ha MCTpaXyBah-€TO, HaMpaBeHa € Banvaauuja Ha npawanHuuuTe of CTpaHa Ha no-
ropecrnomeHaTtute rpynu. 136opoTt 3a NnpMmMeHa Ha MEeLIOBUT METOAOSOLWKM NpucTan e
HanpaBeH COrMacHO LienTa Ha UCTpaXKyBarwEeTO, Aa ce cropeaart NpaBHUTE UHCTPYMEHTU
1 NONUTKKKM BO 3emjaTa, Aa ce pa3bepar uckycteara v npaktukute Ha J1IPb, PPB n 30P
n oa yeuau ganu u kako Pb nmaart BnunjaHne Bp3 KBanuTeToT Ha XunBoT Ha J1PB.

JononHntenHo, cnpoBedeHO e AecKToMn-uctpaxysakwe M cnopegbeHa aHanusa
Ha HaLMOHaMHW, eBPONCKM U ApYri peneBaHTHU AOKYMEHTU, 3a Nofobpo Ja ce pasbepe
NOLUMPOKMOT KOHTEKCT Ha PB 1 ga ce npukaxat onpegeneHn Aobpu npakTukn BaXHu 3a
npenopaknTe Ha OBa UCTPaXyBakHE.

2.2. VIHCTpyMEHTU 1 npumepoum

3a noTpebuTte Ha UCTpaXyBawETO, KOPUCTEHWN CE NpalLanHULM U NONYCTPYKTY-
pupaHun MHTepBjya. M3arotBeHn ce nocebHM npaluanHuumM 3a cekoja rpyna UCnuTaHuum:
nvua co peTku 6onecTu, poguMTenu Ha Aela co peTku 6onecTu u ABartenu Ha 3apaBCcTBe-
Hu ycnyrn. NpalwanHukoT 3a npearta n BTopaTa rpyna UcnutaHuum e CTpykTypupaH BO
cnegHUTe TEMU: COLMO-OEMOrpadiCkM KapaKTepUCTUKK, MHopMMpaHoCT 3a Bonecta,
cnoboaHo BpeMe, cTaB KOH GorecTa, nepuenumja Ha KBanuTeToT Ha KUBOT, NMCUXOSOLLKM
acnekTu Ha >XMBOTOT, peakLmja Ha CTPECHN CUTyauun, coumnjanHy BELWUTUHM 1 3a0BOS-
CTBO Of, 3gpaBcTBeHara 3awTuTa. [MpalanHukoT 3a TpeTaTa rpyna, OAHOCHO gaBaTenu
Ha 34paBCTBEHU YCRyrn, COAPXM MNpallakba 3a yCcTaHoBaTa BO kOja pabotart ucnuta-
HULUMTE, HUBHOTO MCKYCTBO, efyKauuja u ycriyrm KOULITO MM npyxaaT 34paBCTBEHUTE
paboTHULIM BO CKMOMN HA HUBHUTE YCTaHOBM.

Banupauuvjata Ha CTpyKTypupaHuTe npawanHuum, cnposegeHa co 7 JIPB, 6
30paBCTBEHN paboTHMLUM 1 [BE 30PYXKEeHWja, Jafe MOXHOCT 3a Kopurnpake Ha npeums-
HOCTa Ha npallakarta U MoOHyAeHWUTEe OAroBOPU U SOMNOMHYBak-e CO Npallaka kou He Gea
npeaBvaeHW, a MOXe fa AafaaT KOHKPETHU U 3HadvajHu MHopMaLumu.
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N36opoT Ha NpMMEpPOKOT € CO KOPUCTEHE Ha MeTodomnorvja Ha LeneH npvme-
pok (purposive sample) n NnpMMepok Ha cHexHa Tornka (snowball sample). MNMpawanHu-
uute 6ea AMCTpubymMpaHu OO NPUMEPOKOT BO XapTMeHa M enekTpoHcka dopma npeky
Beb-nnartcopma, Co AoCTaByBaHE JNIMHK NPEKY eNeKTPoHcKa nowwTa (npunoau 3, 4 n 5).

3a cekoja rpyna Ha UCNUTaHULM € U3TOTBEH BOAMY 3a MHTEPBjy CO crneundunyHmn
npawama. ViHTepBejyaTta ce cnpoBedeHn Ha fiokauumja no n3bop Ha NCMNTaHUKOT, CO Ha-
npaBeHa ayamno-CHUMKa M COINMAacHOCT Ha UcnUTaHnumTe. AyamMo CHUMKara e npetBope-
Ha BO NUCMEH 3annc (TPaHCKPUNT), KOj € KOPUCTEH BO TeMaTCKa aHanusa Ha gobueHnTe
OLroBOpPM.

Cekoj og TpuTe BOAWYM 3a WMHTEPBjy € AM3ajHMpaH [a HacodyBa pasroBop CO
ucnuTaHukot okony JIPB, HUBHMOT 0OQHOC CO 3apaBCTBEHUTE YCTAHOBW, 30PaBCTBEHUTE
paboTHuumM, copaboTkata co NpodecnoHanHNTe 3apyXeHuja, Kako 1 BnujaHneTo Ha Pb
BP3 HUBHWOT KBanuTET Ha XMBOT. [TocTaByBaH-€TO T.H OTBOPEHM Mpallaia OBO3MOXYBa
ANabuHCKO NCNNTYBaHe€ Ha KOHTEKCTYanHUTe OKONHOCTU, UCKyCTBaTa, CTaBOBUTE U MU-
cnewaTta Ha MHTepBjympaHuTe nuua. Cekoja og UHTEPBjyMpaHUTe rpynu Aasa pasnmyHa
nepcnekTMBa, NPUTOa 3rofieMyBajkn ja MOXHOCTa 3a reHepanusauuja Ha 3aknyyouuTe
(npunosn 6 n 7).

Mako BO KBanuMTaTUBHWTE UCTpaKyBaka He e BoobuyaeHo ga ce onpenernysa
rorieMmHa Ha NpMMepoK, cenak ce NpMMeHyBa NpaBuIoTO Ha “3acuUTyBame Ha NPUMepo-
KOT”, KOra cekoe HOBO MHTEpPBjy He AaBa noseke HOBM MHOPMaLMKN 1 NepcrnekTnBm 3a
npawareTo oA UHTepec. MonemMmmnHaTa Ha NPMMEPOKOT €: npBa rpyna - 16 ncnutaHnum,
BTOpa rpyna — 10 ucnutanmum n Tperta rpyna 15 ucnutanmun. bpojoT Ha ncnutaHmum
COOOBETCTBYBa Ha MpupofaTa Ha UcTpaxkeHaTa obnact v OBOj NPUMEPOK MOXE [a ce
3eMe Kako BanuieH 3a crpoBegyBahe Ha NoHaTaMOLLIHUTE YeKopK 3a aHanusa Ha noga-
TouuTe. Bo npumepokoT, He ce 3eMeHn MCNUTaHULMTE KoM y4ecTByBaa BO Banvpauujata
Ha UCTPaXKyBaYKNTE MHCTPYMEHTMU.

2.3. AHanusa

Co uen ga ce npoueHn ganu Bo MakegoHuja nocTtojat NOMMTUKN U NPaKTUKL 3a
PB v ga ce oueHn ganu PB BnnjaaTt Bp3 KBanuUTETOT Ha xMBOT Ha JIPB, Gelue n3BpLueHa
aHanusa Ha cobpaHuTe NpUMapHU U CeKyHAapHU NoaaTouum.

[eckTon-ncTpaxyBareTo Ce COCTOELLE Of, aHanM3npamwe Ha HauMoHanHu, peru-
oHarnHu (JUE), eBpornckn 1 gpyru peneBaHTHU AOKYMEHTU CO Lien ga ce nobue komna-
paTvBHa aHanunsa Ha NonNUTUKMUTE N NpakTUKUTe Ha 3emjute oa JUE.

Co ornep Ha ronemyHaTta Ha NPMMEpPOKOT, A0OMeHWTe nogaToum o aHKeTUpaH-e-
TO CO CTPYKTYpMpaH NpallariHUK ce aHanuavpaHn co OECKPUMNTMBHA CTaTUCTMKA, Jode-
Ka nogatouute JoOVeHn of UHTepBjyaTa ce aHanMampaHu Co MeTo Ha TeMaTcka aHa-
nn3a.'®? AHanusarta Ha 4O6GueHUTe nogaToum Of CTPYKTypupaHuTe npawanHuum bewwe
cnpoBeaeHa Bo codpTBepckaTta nporpama Majkpocodt Ekcen.

102 BpajmaH A., OnwTecTBEHN UCTPaXyBaykn MeToamM, NeTTo usgaHune (Ha aHrnucku: Bryman A., Social Research Methods,
Fifth edition), gocTanHo Ha: https://books.google.mk/books?id=N2zQCgAAQBAJ&printsec=frontcover&source=gbs_vpt
buy#v=onepage&q&f=false, npucraneHo Ha: 15.05.2016 roamHa
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MopaTtouute Gea opraHM3npaHy BO MOrnes Ha NpMMapHUTE N3BOPY U TeopuckaTa
nuTepatypa, U aHanu3upaHu 1 rpynnpaHm BO 0OAHOC Ha TOYKUTE Ha cornacyBahe U He-
cornacysamse rnomMery MHTepBjympaHute nuua. TouKUTe Ha cornacyBake 6ea KOpUCTEHU
3a JOHeCyBah-€ Ha 3aKry4oum, Jof4eKa Nak TOYKMTE Ha HecornacyBake npeTcTaByBaat
npaLLara 3a Kou ce NoTPeGHM AONONMHUTENHU UCTPaxyBaka. Ha oBoj HaumH, nogatoum-
Te of UHTepBjyaTa cry)aT 3a NOTBPAYBaH€e U AOMNOMHyBake Ha Beke pacnonoXnmBuTe
rogartoum, JoHecyBake 3akiny4yoLm U Npenopaky 3a MOHO AenyBatse.

Mpu cnpoBenyBake Ha aHanuaaTa, Npeo 6ea aHanu3MpaHu nogaTouuTe of aH-
KeTHUTe npallanHuum, a notoa 6ea aHanuanpaHu 1 MHTepBjyaTa 3a Aa ce nobue Lenoc-
Ha cnuka 3a coctojbaTta u KOpMCTEHUTE peLleHuja 3a cnpasyBame co Pb Bo 3emjata. Ha
KpajoT, HanpaBeHa e TpuaHrynauumja Ha 4obueHnTe pe3ynTatu co Len NoTBpAyBakEe Ha
TesnTe, NPOBEpPKa Ha BanvaHOCTa 1 yTBpAYyBake Ha MOXHOCTUTE 3a reHepanusaumja Ha
AOHECEHUTE 3aKIy4oLmM U Npenopaku.

2.4. 3akaHu 3a BanuaHocTa

EnHa op 3akaHuTe 3a BanvaHOCTa Ha OBa UCTPaXyBake € penaTvMBHO ManuvoT
6poj JIPB pernctpupaHu Bo BoBedeHMOT peructap. Mimajku ja npegsua npupogara u
roremMuHaTa Ha LenHara rpyna, oBoj MpuMepok MOXe [a ce 3eMe Kako BanuvaeH 3a np-
BMYHO CMpoBedyBak-e Ha BaKBO UCTpaxyBake, koe Tpeba Aa rv yTBpau HaTamoLLHUTe
notpebu 3a uctpaxyBara Bo oBaa obnacr.

YwTe egHa of 3akaHWTe 3a BanMAHOCTa Ha OBa UCTpaXKyBake € AOCTanHocTa Ha
WHTEBjyMpaH1Te nuua, HO OBOj NPean3BKK belle HagMUHaT Co NPMMeEHa Ha cCaMOaHKe-
TMpake (eneKTPOHCKM 1 BO xapTueHa cdopma) u u3bop Ha ueneH (purposive sample)
O[HOCHO NPUMEPOK Ha CHeXHa Tonka (snow ball sample), co cuTe HegocTaToLM WTO
HOCM OBOj BUA MHTEPBjyMpare.
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3. PETKU BOJIECTHU, SAEAHUYKU MNMPALLAHA:
PE3YNTATU O CTYOUJATA

3.1. BoBepn: ACnekTn Ha KBanmMTETOT Ha XNBOT

Kora ce 36opyBa 3a kBanuteToT Ha xuBoToT (KXK) BO KOHTEKCT Ha 3a4paBje 1 6onecr,
Haj4ecTo ce KOpUCTM TEPMUHOT KBanMTET Ha XXMBOT NOBP3aH co 3apasjeto'® (K3), co uen
Ja ce pasnukyBa O OCTaHaTUTe acnekT! Ha KBanuTeToT Ha XMBOT. buaejkn 3gpasjeto
€ nosekeanMeH3noHaneH KoHuenT, K3 e UCTo Taka KOMMMAEKCHO npallake NOBp3aHo Co
HM3NYKOTO, NCUXMYKOTO, EMOLIMOHAITHOTO U COLMjanHOTO pyHKLMOHMpakse. %

WcTpaxkyBaraTa Ha KBanuTETOT Ha KMBOT Kaj NuLata co peTku Gonecty Moxe Aa
NMOMOrHaT Npu MAEHTUMUKYBaEe Ha HUBHUTE 34paBCTBEHM HO M Apyru notpetn.'® Bo
NoBEKETO cryyau, peTkute 6onecTy ce XNBOTO3arpo3yBayvku, XPOHUYHU U UCLPMYBaYKK
1 GapaaT JONropodeH TPETMaH of nekapu-cneLmnjanuctu, Kako 1 ckana — cneuuduydHa
UnNn HecneundguyHa - Hera.

Bo nocnegHnTe HEKOMKY roanHun, 3abenexaH e ekcroHeHumjaneH nopact BO pas-
BOjOT Ha HaunHWM co kou ce mepu KX, nnu nokoHkpeTHo K3. Nako nopaHelwHute ae-
duHUuUKM 3a K3 ce npunuyHoO orpaHu4eHn 1 ce OfHecyBaaT Ha 3a[0BOMyBaH-€TO Ha
CEKOjOHEBHUTE XUBOTHM NOTPEOU 1 aKTUBHOCTU, CO NMPOLLUMPYBAHETO HA METOAONOMMja-
Ta, K8 npepacHa BO KOHUENT Koj 1 ondaka orsndkiTe, NCUXONOLIKUTE U CoumjariHu-
Te acnekTtu Ha 3gpasjeto. Cnopeq Toa, MMaBHUTE LENW Ha COBPEMEHUTE METOOU ce
NpoLeHKa Ha Toa Kako Gonecta 1 Hej3VHOTOTO feKyBake BMujaaTt Bp3 OBME acrekTy,
npuToa 3emajku rv npeaBua UCKyCTBaTa, yBepyBarbaTa, OMeKyBakaTta 1 rmeguiitara Ha
nayneHTuTe. ¢

Pesyntatute of aHanusaTta nokaxysaarT [ieka nvuaTa co peTku 6onectu ce co-
o4yBaaT co KOMMMEKCHN NpobrieMu noepaaHn co HMBHaTa MHAopMUpaHOCT 3a GonecrTa,
M3NYKNTE N NCUXOMOLLKUTE acreKT! Ha HUBHMOT XMBOT, KaKo M OOroBOPOT Ha 3A4paB-
CTBEHWOT cucTeM. HuBHaTa nepuenuuja 3a KBanuTeT Ha XMUBOT € 0f U3BOHPEOHO 3Ha-

103 Ha aHrnucku: health-related quality of life

104 ®epanHc UE, OeduHnumm n KoHUENTyanHn mogeny Ha KBanuTeToT Ha wmBoT, Bo: Jlunckom6 LI, Motaj UL, CHajoep C,
ypeaHvum. OueHyBarbe Ha pesyntaTtute 3a pak. Kembpuy, AHrnvja: Yaueepautet Kembpui, 2005 ctp. 14-30 (Ha aHrmmcku:
Ferrans CE. Definitions and conceptual models of quality of life. In: Lipscomb J, Gotay CC, Snyder C, editors. Outcomes
assessment in cancer. Cambridge, England: Cambridge University; 2005. p. 14-30), noctanHo Ha: http://ebooks.cambridge.
org/chapter.jsf?bid=CB09780511545856&cid=CB09780511545856A010, npucraneHo Ha: 23.11.2015 roguHa

105 Nywnc Pajmun, Nunusabet Mepecteno-Nepes, Majkn XepamaH: KBanuteToT Ha XUBOT U peTknTe 6onectu (Ha aHrmmcKu:
Luis Rajmil, Lilisbeth Perestelo-Pérez, Michael Herdman: Quality of Life and Rare Diseases), goctanHo Ha: http://www.
researchgate.net/publication/46171155_Quality_of Life_and_Rare_Diseases, npuctaneHo Ha 23.11.2015 roguHa

106 Conaxc M, MaHx C, Ectpaga M[, 2008, KBanuTeT Ha XXUBOT 0f aCneKT Ha KBanvMTETOT Ha 34paBjeTo Kaj Aeua 1 agonecLeHTu:
npernes Ha WHCTPyYMeHTU. BpegHyBame Ha 3gpaBjeto 11:742-764 (Ha aHrmucku: Solans M, Pane S, Estrada MD, et al
(2008) Health-related quality of life measurement in children and adolescents: a review of instruments. Value Health
11:742-764), poctanHo Ha:_http://www.ncbi.nlm.nih.gov/pmc/articles/PMC4140509/, npuctaneHo Ha: 10.12.2015 roguHa
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Yyehe 3a HocUTENUTE Ha oanykn kon Tpeba aa GuaaT PoKycMpaHu Ha NOEAMHELOT U Ha
HeroBuTe BUCTUHCKM NOTpebu. PesyntatuTe of UCTpaxXyBaHhEeTO Ce MpUKaxXaHu Npeky
NeTTe UCTPAXKEHN TOUKM:

1. NHopmupaHoCT 1 n3Bopu Ha MHpopmauum 3a petkute bonecTu;
2. [ujarHosa, Tepanuvja n UCNuTyBama;

3. Tpeykn BO NpoLECOT Ha feKyBake 1 Hera BO CUCTEMOT;

4. 3ap0BorCTBO Of 34pPaBCTBEHUTE M APYrMTe BUAOBU YCNYTW;

5

BrnivjaHme Ha 6onecTa Bp3 KBANMTETOT Ha XXMBOT.

3.2. VHopmmpaHOCT, n3Bopu Ha MHGOpMauumn 1 egykaumja
3a peTkn bonectn

3.2.1. UIHgbopmupaHocm u u3eopu Ha UHghopmayuu

Crnopen pe3ynTatute Of WCTpaXyBawe€TO, MH(pOpMUpaHOCTa, Ha nuuarta co
peTkn 6onectn u Ha poauTenuTe Ha geua co Pb, 3a HMBHaTa cocTojba e Ha 3aBua-
HO HMBO 3apaan OpojHUTE MOXHOCTU 3a MHGOPMUpPake. [NMaBeH N3BOP € MHTEPHETOT,
nako YecTonaTu Kako M3BOpW ce HaBegyBaaT M GpoluypuTe, MeaUUMHCKUTE NpUpadHm-
UK, Kako 1 of OUpeKTHaTa KOMyHMKauuja co 3gpyXeHujata u nekapute-cneuunjanuctu
(Cnuka 4, Cnuka 5).

3a 3gpaBcTBeHUTE paboTHMLUM UCTO Taka MHTEPHETOT € IMaBHUOT N3BOP Ha WH-
dopmupare, HajMHOrYy 3apaZi HErOBOTO MOCTOjaHO axypupare. Hajuecto, nHdopmu-
paHrEeTO € CAaMOMHULMjaTUBHO, a NOHEKOraLl e Aen of 00ykuTe opraHM3npaHmn of, cTpaHa
Ha ycTaHoBaTa BO Koja pabotaT ucnutanmumte (Cnvka 6).

Cnuka 4: Hajuectn ussopu Ha uHdopmauum 3a PB, JIPB (n=16)

MeauumHcku npupadHuum 3

Bpouypu 3a 6onecta | 6

Onwtu nekapy [ 1

INekapu-cneuujanuctu | 7
YneHosuTe Ha cemejcTBoTO [ 1
MosHaHnuy kon Gonedysaat of uctata 6onect _:I 5
WHTepHeT-cTpaHuum 1 13
WHTepHeT-chopymu _:I 3
3apyxeHune _:I 4

He rv 6apate | 0




5,
C MonuTukn, NPaKTUKN N HUBHOTO BJ'IVIjaHVIe BP3 KBANMUTETOT Ha XUBOT Ha nuuarta Co PEeTKU bonectun

Cnuka 5: HajuyecTtu ussopu Ha uHdopmauum 3a P, PPB (n=10)

MeavumMHCKM NpypaYHuLm
Bpotuypu 3a 6onecta
OnwTn nekapun
TNekapwu-cneumnjanuctn
UneHoBwu Ha cemejcTBOTO

Ivuua kon Gonepnyeaat oa uctata 6onect

WHTepHeT-hopymmn

3apyxeHve

|
—
'
—y
]
|
Miteprer-crpanmuy [
|
—
]

He ru 6apate

Cnuka 6: Hajuectn naBopu Ha nicpopmaumm 3a PB, sgpaBcTBeHU paGoTHULM
(n=15)

MeanumHcki npvpavkuuy [
BpoLuypu 3a Goriecta [y
CamouHuumjaTMBHO ]
O6yka opraHuaupaHa of CTpaHa Ha Balwata ycraHopa [y
UneHOBWTE Ha CeMEjCTBOTO Ha naLyeHToT [
T
WHTepHeT-chopymun /
3apyxeHmja Kou paBoTaT Ha peTky Gonecty [
Konery [T
Meguymn [Tl
He 6apate undopmauym I
Dpyro: o |

Cenak, 3a gen og ucnuTaHUUMTE HE € Cekorall MOXHO Aa ce gojae oo bapanute
MHbopmMaumn, OQHOCHO AeKa JoaraweTo A0 HMB Bapa MHOry Hamop, U UCTUTE MOHEKO-
raw ce Tewwko pasdupnmen. Cnopeg JIPB n PPB, HajjacHn nHgopmaumm co COOABETHO
objacHyBame ce gobuBaart og 3gpaBcTBeHuTe pabotHuum (Cnvka 7 n Cnuka 8).
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Cnuka 7: lMpuctan go 3gpaBcTBeHU MHdopmauum 3a PB, JIPB (n=16)

9
8
7
6
5
4
3
2 I
' m 0l m
Moparte ga BnoxuTte He 3HaeTe kage 6un He rv pasbupate He 1 pasbuparte
MHOry Hanop 3a aa nobapane/na Hekoja 3/paBCTBEHNTE 3paBCTBEHNTE
HajaeTe Hekoja 3apaBcTBeHa MHopMaLMK KoM T MHdOopMaLMK KU
3QpaBcTBEHa nHdopmauuja wTto Bu npoHaorate nobueate of nekapot
nHcpopmauwja koja Bu Tpeba
Tpeba

Cnuka 8: Mpuctan go sgpaBcTBeHM MHdopmauum 3a PB, PPB (n=10)

N W A~ OO

-

NIETI R

Mopate ga Bnoxurte He 3HaeTe kape 6u He rv pasbupaTte He rv pa3bupaTte
MHOry Harop 3a fa no6apane/na Hekoja 3[1paBCTBEHUTE 30paBCTBEHUTE
HajoeTe Hekoja 3ApaBCcTBEHa MHdOpMaLMK KOU T MHOPMALMK KOU
3[lpaBCcTBEHA nHdopmauuja wrto Bu npoHaorate nobueaTte of nekapot
VMHdopMmaumja koja Bu Tpeba
Tpeba
Hukoraw u PeTko H [NoBpemeHo mYecTo B MHory yecTto

Ha JIPBb um e BaxHO ga 6uaaT uHdopmmnpaHu 3a 6onecra n 3a MOXHUTE KOM-
nnvKkauum og Hea, U TMe cakaaT Aa rv cnogenar v pasmeHaT UCKycTBaTa co Apyrv nuua
Kon BonepgyBaat of ncrata 6onect 1 BepyBaar [eka KOrKy noBeke 3Haart, TOMKy Nnoro-
nema KOHTpona umaar Bp3 cumntomuTe 1 nekyeamweto (Cnvka 9). Ha pogutenurte nm
€ noJefHakBoO BaXHO Aa bvuaat nHdopMupaHun 3a bonecrta Ha HMBHOTO AeTe, cakaar
a 3HaaT KOU Ce MOXHWUTE KOMMIuKaumMm Ha Gonecta u cakaaTt ga MMaaT MOXHOCT Aa
MM cnogenart UcKycTBata co Apyru 3acerHatv og uctarta donect. M Tue BepyBaar geka
KOrky noBeke 3HaaT 3a bornecTa, TofKy norosiema KoHTpona umaart Bp3 Hea (Cnivka 10).
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Cnuka 9: BaxHocT Ha nuHdopmupaHocta 3a Pb, JIPB (n=16)

BaxHo Bu e na 6uagete nicdopmmpar/a 3a 6onecra koja
ja umare

CakaTe fja 3HaeTe KoM ce MOXHWUTE KOMMMMKaLUM Ha
6onecTa

CakaTte fa 3HaeTe/umaTe MOXHOCT fa rv cnogenure
uckycTBaTa co Apyrute 3aboneHu of uctata Gonect

Konky noBeke 3HaeTe 3a Bawata 6onect, umate 4yBCTBO
Ha nororiema KOHTpona Bp3 CUMMTOMUTE U NEKYBaHETO

MpeTrounTaTte fa He ce MOpMUpaTe 3a MOXHUTE |
Komnnukauuv og Bawara 6onect | ..

He cakaTte pa pasroBapate n 4ntaTte 3a Bawara 6onect

BoonwTo He BornasHo He  ®Hu aa, HU He BornaBHo na  ®Bo uenoct aa

Cnuka 10: BaxHocTt Ha nuHcpopmupaHocta 3a PB, PPB (n=10)

o
N
N
(o2}
©

10

BaxHo Bu e na bugete nHdopmupan/a 3a 6onecrta koja ja
“Ma BaweTto pgete

Cakate Aa 3HaeTe Kon ce MOXHUTe KoMnrnukaumm Ha
Gonecta

CakaTe fa 3HaeTe/vmaTe MOXHOCT Aa v crnogenvre
nckycTBaTa co apyrute 3abonenun og ucrata 6onecrt

Korky noBeke 3HaeTe 3a Bawara 6onect, umarte 4yBCTBO
Ha noronema KOHTposia Bp3 CUMNTOMUTE N NEeKyBakeTo

MpeTnouutaTe ga He ce ndopmupaTe 3a MOXHUTE
Komnnukaumm og BalwaTa 6onect

He cakaTte na pasroeapaTte u yutaTte 3a Bawarta 6onect

Hwukorawwu PeTtko MNoBpemeHo Yecto ®MHory 4yecTto

Op tve npuunHK, JIPB 6u cakane ga pobveaaT noeeke MHpopmMauun, Mery apy-
roTo, 1 3a HajHOBUTE UCTPaXKyBaka, MPUYMHNTE 3a NojaBa Ha bonecTa, BUOOBUTE Tepa-
nuja N HecakaHWTe A4ejCTBa, TONKyBakeTO Ha pe3ynTaTuTe U MeToauTe Ha caMornoMoLl
(Cnunka 11). MNokpaj oBa, PPE 6u cakane ga go3Haat noBeke 1 3a anTtepHaTUBHUTE Ha-
UMHW Ha NEeKyBah-e U 3a MOXXHOCTA 3a YY4ECTBO BO KITMHUYKM UCTpaxkyBara (Crivka 12).
W 3gpaBcTBeHNTE paboTHMUM MUCaT Aeka e OMTHO Ja Jo3HaaT noBeke 3a BUOOBUTE
Tepanuja, HajHOBUTE UCTpaXKyBahba, Kako M 3a MOXHOCTa 3a YY4ECTBO BO KITMHWUYKM WUC-
TpaxyBama (Cnuka 13).
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Cnuka 11: UHdopmauumm 3a PB oa BaxHocT 3a JIPB (n=16)

MpuynHata 3a nojasa Ha Gonecta
CumnTomm Ha Gonecta

Buposu Ha Tepanvja

HecakaHu nojaeu og Tepanuvjata
AnTepHaTUBHO NnekyBake

Wcxpana

HajHoBuTe ncTpaxyBamwa

Y4ecTBO BO KIMHUYKUTE UCTPaXyBaHa
TonkyBatse Ha pesyntatute

MeToau Ha camonomoLu

CoouyBatbe CO NCUXOSIOLLIKV M @MOLIMOHAMHMN TeLLKOTUK

o
N
IS
o
[
>
N

Cnuka 12: Uucdopmauun 3a PB op BaxHocT 3a PPB (n=10)

MpuumHata 3a nojasa Ha 6onecta
CumnTommn Ha 6onecta

Buposu Ha Tepanuja

Hecakanu nojasu og Tepanujata
ANTEpHaTMBHO NEKyBake

WcxpaHa

HajHoBUTE ucTpaxyBama

Y4ecTBO BO KNUHUYKWATE UCTPaXyBara
TorkyBate Ha pesyntaTute

MeToaun Ha camonomMoLu

Coo4yBaH-€ CO NCUXONOLLKN 1 EMOLIMOHAMHN TELKOTUN

o
N
IN
(<))
[e)

Cnuka 13: Uudopmaumn 3a PB oa BaxHOCT 3a 3apaBcTBeHUTe paboTHuum (n=15)

MpuunHata 3a nojasa Ha 6onecta

Cumntomu Ha Gonecta

Buposu Ha Tepanuja

HecakaHu nojasu og Tepanujata

AnNTepHaTUBHO NeKyBare

WcxpaHa

HajHoBuTe ncTpaxyBata

Y4YecTBO BO KIMUHWUYKM UCTPaXyBaka/McnuTyBama
TornkyBatse Ha pesynTatuTte

MeTtoam Ha camonomoLl

CoouyBaHe CO NCUXOMOLLKA M EMOLIMOHAMHM TELLKOTUN
Apyro:

o
N
N
[}
®
-
o
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Bo ogHOC Ha NOCTOEYKMTE MONMUTUKN, UMa 34PaBCTBEHM pabOTHULM KOM Ce yLuTe
He ce 3amno3HaeHW co MOCTOeHwEeTO Ha [lporpama 3a nekyBawe Ha peTkn GonecTu
(Cnuka 14).

Cnuka 14: UHdopmupaHOCT Ha 3apaBCTBeHUTe paboOTHMLM 3a Nporpamara 3a
nekyBawe Ha PB (n=15)

20%
% _!

73%

Oa =He =He 3Ham

3.2.2. Eqykaumja n UCKycTBO Ha 3apaBCTBEHUTE paboTHMLM

MoronemuoT fen 30paBCTBEHN PabOTHMLM KOU y4eCTByBaa BO UCTPaXKyBaH€TO
rnocovyBaat aeka egykaumjata 3a Pb e Ha concTBeHa uHMumjatuea co npebapyBare Ha
WHTEPHET UK NpeKy eagykaTMBHUTE NpefdaBakba OpraHn3vpaHy of ycTaHoBaTta BO Koja
paboTar. MNegeceT 1 Tpy NPOLEHTM 04 UCNUTAHULMTE U3jaBuUNe Aeka NoceTyBaaT eqyka-
TVMBHM NpegaBaka 3a Pb Hekornky naTu Bo TEKOT Ha roamnHaTa, a 33% nocetyBaaT Baksu
npegaeara camo egHall rogmiiHo (Cnvka 15).

Cnuka 15: NMoceTtyBawe npepgaBawa of obnacta Ha Pb og cTpaHa Ha
3apaBcTBeHUTe paboTHuum (n=15)

7% 0%

-

53%
33%

Hukoraw = Hekonky natv roguwHo - EgHaw roguwHo = Hajmanky egHaw mecevHo = [lpyro
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PaboTHOTO UCKYCTBO Ha UCMUTaHMLMTE e BO AnjanasoH of eaHa o 40 rognHu, co
pasnuyHa crneumnjanHocT U Ha pasnuyHM paboTHM nosuuuun. Bo cBoeto paboTHO MCKY-
CTBO Ce CcpeTHarne co criegHuse 6onectu: Mowesa 6onect, 6eTa-Tanacemuja, UMCTUYHA
unbposa, neykoanctpoduija, komnnekc Ha TybeposHa ckneposa, BuncoHoBa 6onect u
CMuHarnHa MyckynHa atpodvja; HeKoM o4 HUB Ce CPETHYBaaT HajMarKy egHall Mece4vHo,
a gpyrv nak egHawl Bo roguHata (Cnuka 16).

Cnuka 16: YecToTa Ha cpekaBawe Ha 3apaBCcTBeHUTe paboTHuuum co JIPB Bo
TEeKOT Ha cBoeTo paboTere (n=15)

13% 0%

27%

T

20%

Hukoraw - EgHaw roguiwiHo = Hekonky natv roguiiHo = Hajmanky egHaw mecevHo = [ipyro

Bo ogHoc Ha npawaneTo fanu nMma cneumjanuct Bo HMBHaTa knuHuka, 40% of
3a0paBcTBEHUTE paboTHUUM cMmeTaaT geka uma, 33% npoueHTn geka Hema n 27% ogro-
BOpuIne Jeka He 3Haat ganu uma cneuujanuct (Cnuka 17).

Cnuka 17: Noctoewe Ha cneuunjanucTu 3a PB Ha KNMHUKUTe 3a xemaTonoruja u
peTcku 6onectu (n=15)

27%
40%

33%

Oa =He He 3Ham
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VcnuTtaHmuute BO CBOMTE OArOBOPWU HaBedyBaaT Cneumjanmictyi 3a LctTmdHa dum-
©po3a, myckynHa anctpoduja n Nowesa donecrt.

Bo ogHoc Ha BMOOBUTE yCryrn LWTO MM Mpy)XXaaT yCTaHOBUTE, 34paBCTBEHUTE pa-
B0THMLM KoM paboTaT BO KMNMHUKUTE 3a XemaTornoruja u getckn 6onectn Hasegoa geka
BO HMBHWUTE yCTaHOBU nuuata co PB moxart ga pobwjat anjarHosa, TpeTMaH, noggpxy-
Bayku TpeTMaH, KOHTpOora Ha Tepanuvja u LenocHa 3apaBCTBEHa 3aluTuTa.

3.3. [ujarHosa, TpeTMaH ¥ nocneaoBaTenHn NCnMTyBaka

Wcnutanmuute of rpynarta Ha nvua co peTku bonecTtn oarosopune geka nma-
aT egHa of cnegHuTe GonecTu: MacTouMTo3a, NyNIMOoHarHa uanonaTtcka xmunepTeHsuja,
BuncoHoBa 6onecr, loweBa 6onect, HOH-XouknH niumdom, KpoHoea 6onect, AJIC, cdoH
Bunebpana v akyTHa MHTepMUTEHTHa nopdupuja. Of apyra cTpaHa, nak, Bo rpynaTa
Aeua co PB 3actaneHu ce rmaBHO MeTabonMUTUYKN HapyLlyBaka HO U apyru Gonectu:
AeKcTpokapauja n cutyc uHeepcyc, KaptareHep cuHgpom, PeToB cuHApOM, jyBEeHUNEH
aepmaTononummnosnt - M33'%, xepeguTapeH aHrnoedem, ToTaneH araHriMoHaneH me-
rakonoH (Q43, A41, E86'%), nepmatutuc xepnetucdopMeH BO CKMOM Ha Lenujakuja,
MyKononucaxapugosa Tun 4a - Mopknuo cuHgpOM, agpeHoMUenoHeBponaTuja n KapHu-
TUH-NanMuTUN-TpaHcdepasa-2 gecpmumnt (CPT2 geduuur).

Cnopeq ncnutaHuumMTe, BPEMETO Ha MojaBa Ha NPBUTE CUMMTOMU € MHOTY Ba-
punjaburHo, n ce ABWXK of parawe na ce o Hag 50-roguwHa Bo3pact. Cnope HuB,
WCTO Taka, BPEMEHCKMOT Mepuog NoMMHaT Of nojaBaTta Ha NpBMTE CMMNTOMU Ha 6o-
necta [0 BOCMNOCTaByBak€ Ha AujarHo3arta € MHory BapujabuneH u 3asucu og 6onec-
Ta HO M Of CeBKynHaTa 3gpaBcTBeHa cocTtojbaTa; Kaj ucnutaHuumMTe BpemeTpaeHeTo
Ha HeyTBpAEHa gujarHo3a ce OBWXM o4 efeH Mecel A0 noBeke roanHu. Bo meryepe-
me, JIPB xuBeaTt co cumntomnte n 63 cooaBeTHa Tepanuja, LWTO UCTO Taka MOXe Aa
nmMa HeraTMBHO BNujaHWe Bp3 pa3BojoT Ha bonecTa U HUBHaTa CEeBKYMHa 34paBCTBEHA
cocrojba.

3a nuuata co peTku 6onectun, NpoLecoT Ha AvjarHocTUUMpane npeTcTaByBa nat
HM3 NaBUPUHTUTE Ha 30PaBCTBEHWOT CUCTEM: CrefeHe Ha HMBHaTa cocTojba BO pas-
FIMYHW 34paBCTBEHM YCTAaHOBM U KOHTAKT CO pasnnyHmn Npounnm Ha 3apaBcTBeHn paboT-
Huun. NocTaByBak-€TO HETOYHA AMjarHo3a, 3a Xarl, € peanHocCT BO ronem 6poj cnyyam
1 NpeTcTaByBa rMaBHa NpeYka 3a COOABETHWNOT N HaBpeMeH TpeTMaH. Pesyntatute o
NCTpaxyBareTO Nokaxysaar geka peuncu 50% og nuuata co Pb ce coounne co no-
CTaByBahse norpeluHa gujarHosa (Cnuka 18). Kaj geuara co PB 0Boj NpoLeHT n3HecyBa
60% (Cnuka 19).

107 Koposwu cnopep MerfyHapogHaTa knacuduvkaumja Ha 6onectu, gecetta pesusuja
108 Koposwu cnopep MerfyHapogHaTa knacudvkauuja Ha 6onectu, gecetta peBusuja
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Cnuka 18: NocTaByBawe ToYHa AnjarHo3a co npeaTa AunjarHo3sa, JIPB (n=16)

47%

53%

«[A -HE

Cnuka 19: NoctaByBawe To4YHa AuMjarHosa co npeaTa gujarHo3a, PPB (n=10)

=[a =He

MocTojaT cnyyan BO KOM nuMuarta co peTku GonecTn ce coouurne co noBeke of
ABe AnjarHo3un, a BO HajapacTU4eH cny4daj u Hag gecet gujardosn.. Bo oBoj nepuog tue
Ce KOHCcyrnTuparne co noBeke rnekapu — BO Hekou criydau u Hag gecet (Cnuka 20) - go
KOHeYHa amjarHosa. VictoTo ce cnydyBa u co geuata co Pb (Cnuka 21).
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Cnuka 20: Bpoj Ha KOHCcynTauumn npep KOHe4Ha AujarHo3sa, JIPB (n=16)

1-2

Moeeke og 10

Cnuka 21: Bpoj Ha KOHCcynTauuu npep KOHe4Ha AujarHosa, PPB (n=10)

1-2 3-5 6-10 Moseke oa 10

ToyHaTa gujarHosa Kaj ucnutaHuuute, BO 3aBUCHOCT of 6onecrta, Guna nocta-
BEHa BO pasnuWyHM yCTaHOBW BO 3eMjaTta, KakO YHUBEP3UTETCKUTE KMMHUKM 3a OETCKU
bonecTtun, HeBpornoruja, kapguonoruja, gepmarornoruja, ractpoeHTepoxenaTosnormja u
LleHTapoT 3a xemodunuja.
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Bo MakegoHuja, nekysaweto 1 cnegeweto Ha JIPB e npukpeneHo 3a noseke
30paBCTBEHM YCTAHOBU: YHUBEP3UTETCKUTE KIMHMKM 3a AeTcku Gonectu (ogaen 3a pe.-
MaTtornoruja, UMyHosnoruja, racTpoeHTepoxenartonoruja); xemaTonoruja; gepmarosnoruja
(oppen 3a KoXHM 6onecTtu); racTpoeHTepoxenaTosiormja; peBmMaTornoruja; Hespororuja
(oppen 3a HeBpoMycKyrHK 6onectn), MHCTUTYTOT 3a MMyHoBMomnornja u xymaHa reHeTu-
ka; LleHTapot 3a xemodwmnuja, MHcTutyToT 3a 6enogpobHu Gonectu - Koane, 3aBogot
3a dm3nkanHa meguumHa n pexabunutaumja Bo Kosne, kako n cneuujanHara 6onHuua
,2ounun Bropwu*“. Jlnuata co petkm 6onecTtn Kom ce nekyBaaT BO CTPAHCTBO MM HaBegyBaaT
HeBporoLkaTa opanHauuja ,J-p Anoctonckn” Bo benrpaa, AKH Bo BueHna'® n 6onHuua-
Ta pejT Opmong Ctput Bo JloHaoH. Cenak, aypy 50% o ucnutaHuumTe cMeTaaT geka
Hema creumjanucT BO 3emjata of Koro MoxaTt Aa gobwujat nHdopmaumm, gujarHosa u
TpeTMaH 3a HuBHaTa coctojba (Cnuka 22). YiwTte noronem npoueHT oa pogutenute (70%)
cmeTaar Jeka BO 3emjata Hema crneuujanvcT 3a bonecta Ha HMBHOTO fAeTe (Cnvka 23).

Cnuka 22: MNpuctan no coogBeTHa ycTtaHOBa 3a TpeTMaH Ha Pb Bo gpxaBarta,
NPB (n=16)

6%

44%

50%

Oa =He - He3Ham

Cnuka 23: MNpuctan go coogBeTHa ycTaHOBa 3a TpeTMaH Ha Pb Bo gpxaBarta,
PPB (n=10)

0%

Oa =He - He3Ham

WcnuTaHmuuTe Bo CBOMTE 0AroBOPU NOCOYYBaaT CreLmjanvcTy Co KoM Ce KOHCynTuparne
1 Kaj kou ce nekyeaar.™?

109 Alternativgemeinschaft Kérperbehinderter und Nichtbehinderter (cno6. npesoa: AnTepHaTtuBHa 3aegHvua Ha nuua
CO 1 6e3 PU3NYKM XeHamken)
110 Bwagwu npunor 2.
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Mo noctaBeHa aujarHosa v oTNOYHaT TPeTMaH (ako e UcTMoT goctaneH), JIPE ce
usjacHune geka e noTpebHo pedoBHO Aa ofaT Ha KOHTPOMHMW Nperneau 1 nocrenosa-
TernHu nabopaTopucKkn UCNUTyBaka, COrMacHoO AMHaMuKaTa Koja ja guktmpa 6onecra u
cocTojbaTta. 3a HekoM CoCTojOM KOHTPOIMHUTE NPErfiean ce BpLlaT Ha CEKOU ABeE Hedenu,
Aofeka nak 3a Apyru egHall rogulliHo Unv egHall Ha ABe roAuHM.

JIPB ce usjacHune geka 3a ga ce crieam HMBHaTa cocTojboa HajnoTpebHu ce 6uo-
xeMuckn ucnutysara (81%, Cnuka 24), Kako 1 MYyHKLUMOHAMHN 1 PaaMOSIOLKN UCMUTY-
Barba (Cnuka 25 n Cnuka 26).

Cnuka 24: BugoBu ucnutyBara noTpe6Hu 3a cnegewe Ha PB (n=16)

0 2 4 6 8 10 12
Huxaxev [
Pagvonowku ucnutysarsa [N
Boxewicr wervryearc
OyHkunorantn ucnutysara [N
reretckn Tectuparsa [N
DOpyro (vaseaeTe)

Cnuka 25: BugoBu HanpaBeHU ANjarHOCTUYKM ucnutyBawa, JIPB (n=16)

0 2 4 6 8 10 12 14

Hukaksu
Pagvonowkun ucnutysaroa [
Buoxemncku ucnutysarsa [
dyHkuvonantm ucrvtysarba [

Fewetcun tecrwpar-a.
Apyro I

Cnuka 26: BuaoBu Ha HanpaBeHU AujarHOCTUYKKM ucnutyBawa, PPB (n=10)

Hvikaksu
Paavonowkm nenutyearsa [
Buoxemvickn veruTyear-a
dyHkumoHanhu ucnutysak-a
Tenetcku TecTvparoa NN
Apyro
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3.4 KeanuTeT Ha 3gpaBCTBEHa 3allTuUTa

3.4.1 lNpucman 0o mpemmaH u Heaa

Bo norneg Ha 3AapaBCcTBeHaTa 3alTuTa, nmuata Co PETKAN bonectun noco4vyBaart Ha
pasnnyHn npean3snum Co Kou ce coodurne unn ce coodyBaart: NocCTtaByBawe norpellHa
n/vnn HeHaBpeMeHO NocCTaByBaH-€ KOHE4YHa p,mjarHosa; HeHaBpeMeHO unn HecooaBeT-
HO NNeKyBaHl-€; HeQOCTaNnHOCT Ha NNeKoBn, MeEOANLIMHCKM noMarana U gonoriHUTeNeH TpeT-

MaH (Np. dusunkanHa tepanuja), n cnudHo (Tabena 2).

Hajuectute npeyku u TewkotTMm Ha kon ykaxane JIPB n PPB Bo oBoj npouec ce
npukaxaHu Ha Cnnka 27 n Cnuka 28. Kaj geuata co Pb, nspaseHna notewkoTunja nper-

CTaByBa W NPUCTaNoOT A0 XMPYPLUKN MHTEPBEHLIMN.

Cnuka 27: NMpuctan go ycnyru Bo cuctemor, JIPB (n=16)

KoHcynTaumja co onwt nexkap [N
Moceta Ha cneuvjanvct [N
TNexosu, MeavumHcku nomarana vnv onpema [
Xocnutanusauvja [
Xupypruja

CouujanHa sawTuta n ycnyrv [
]
I

JTabopaTtopuckun ucnutysara

Lpyro
Cnuka 28: Npuctan go ycnyru Bo cuctemort, PPB (n=10)

Koncyntauwja co onwt nexkap I
Moceta Ha cneuvjanuct [
TekoBun, meanumHckn nomarana wunu onpeva [
Xocnuranusauvja [
Xvpyprvja (I
CouvjanHa 3awTuta v ycnyrv [
Na6opatopucku ncnutyear-a [
[

Opyro
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Ta6ena 2. MaTpuua Ha NOCOYEHUTE NMPEYKM BO NPOLIECOT Ha NleKyBakbe
1 Hera Bo cuctemort (JIP6 u PPB)

UpeHTudukyBaHn
MocoyeHn NpUYNHM o4 cTpaHa Ha ucNUTaHULUTE
npeykn
OUWJATHOCTULIMPAKE
HenpenosHaBare Ha 6onecTa of cTpaHa Ha NoBeke nekapu-crneumjanucTu
Hematbe Ha anapaTypa 3a avjarHosa
Jlekapute He ce [OBOMHO MHpOPMUPaHK 3a peTknTe GonecTn
HokTtopcka cyeTa
I'Io_rpeu.n-la Mpo6nem Bo 06pa3soBHMOT NpoLec (MOrPeLLHO AWjarHOCTULMPaH ayTuaam)
AunjarHosa MorpeLluHo NocTaBeHa ncmxoreHa aujarHosa
HenpenosHaBahe Ha 6onecTa of CTpaHa Ha NoBeke nekapu-crneunjanncTu
Hematrse anjarHocTuyka anapatypa
Henocrasysarse NekapuTe ce Ge3 UCKYCTBO
koHedHa TNekapuTe He ce AOBOMHO MHAOPMUPaHH 3a peTkuTe GonecTy
AujarHosa HesanHTepecupaHoCT Ha nexkapute

JIEKYBAHKE U TPETMAH

HeHaBpemeHo
nekyBame

Ckanu nekosu

HenoctanHu nekosu 3a 6onecrta Bo 3emjaTta

[MpBMTE CMMNTOMM Ce HejacHM 3a nekapuTe Aa nocTaeaT AujarHosa

Hemare 4OBOMHO CTPyYeH MeaMLUMHCKM NepcoHan

YnatyBare Ha NorpeLlHn KIMHUKK

YnatyBare of cneuujanuct Ha CneunjanucT co roauHn

Hema nek Ha no3uTuBHaTa nucTa

Mopagn HeHaBpemeHo nekyBawe, JIPB 6une goBedeHu OO cnefHWBE COC-
TOjoV: XpOHWUYEH OPOHXMT, enurencuja, 3a4OLHET rOBOpP, HEKONKyAHEBHO
KIIMHUYKO CMeCTyBak€e, NojaBa Ha CMMNTOMU U HanpeaHyBake Ha bonecTa,
TOKCUYEH EHTEPOKONUT U KMBOTO-3arpo3yBayka cocTojba

HeapekBaTHO
nekyBawe

MorpewwHa Tepanuja

KombuHaumja Ha NnekoBM Kou MoxaT fia AoBeaat 4o CNpOTUBEH eddekT JOKON-
Ky ce kopucTaT 3aefHo

HepoBonHoO 3Haewe Ha nekapuTe, nopaau peTkocta Ha Gonecta u manuot
6poj Ha nauneHTn

[aBare koHTpavHauumpaHa Tepanuja

HeHnaBpemeHa aunjarHosa

HepoBorHo cnepetbe Ha Jo3ata Ha fekoBuTe

OOCTANMHOCT HA NNEKOBW, MOMATAIA U APYT BUA TEPANUJA

[ocTtanHocCT Ha
nexKoBm

He ce yBesyBaart Bo 3emjaTta

KopucTterwe NpuMUTUBEH TPETMaH CO KpuonpeuunuTaT

JlekoBuTe He ce HaoraaT Ha no3uTuBHaTa nncra Ha 30M

Mopagn HepocTanmHOCT Ha nekoBu, nuuata co PB Gune poeedeHun [o
crnedHUBE COCTOjOU: TellKa Aexuapaumja, MUHTOKCULIMPAHOT U HEKONKYAHEBHO
KIIMHUYKO CMECTYBaH-€

[OocTtanHocT Ha

KucnopogeH koHUeHTpaTop

Konuuka
MeANLIMHCKU KaTeTepu 3a pekTanHo YicTere
nomarana PeareHcu
JInyeH acncTeHT 3a HeNOABWXHUTE
MMmyHonoLuka Tepanuja
HocTtanHocT MoceTa of cTpaHa Ha MeaMLMHCKa cecTpa
Ha Apyr BuA CynnemMeHTH 3a CEKOjOHEBHO OAPXKYBaHe
Tepanuja CreuwjanHu gogatoum Bo ucxpaHata
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Bo ogHoc Ha TpeTmaHOT 1 noTpebHata Hera, JIPE n PPB ykaxyBaaTr Ha Hu3a
NpeYKkn Co Kou ce coounne, npukaxaHun Ha Cnuka 29 n Cnnka 30 coogBeTHO.

Cnuka 29: lNpeykn Bo oaHOC Ha TPETMaAHOT U nNoTpebHaTa Hera, JIPB (n=16)
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MocTaByBatke Ha AnjarHo3aTa

OTexHaTt npuctan 4o HOBWU NEKOBU BO SGMjaTa W HENOCTOEH:€
CooABETHA NOMOLL O/ ApXaBaTa 3a Tepanwja v nexkysame

OTexHaT npucTan Ao KNUHUYKU UCMIMTYBaka

He,qocmr Ha CI'IELI,I/I¢W-|H0 efyumpaH nekapcku nepcoHan u coogBeTHU
ycrnosu Bo GonHuuute

HepocTur Ha cneumnjanuanpaHmn ycTaHoBM

Henoctoewe pecepeHTHa 6a3a Ha nogatoum 3a Pb

HenocToetse cooaBeTHa AecuHuLMja, KoaudrkaLmja n
kaTanornsauuja Ha Pb

HepocTur Ha MeauLIMHCKM BOAMYM 3a NeKyBake Ha peTku GonecTtu

He,qocmr Ha CMHXPOHU3NPaH MynTugucUuniiMHapeH nekapckun
npucTan Ha 6onHuTe

HepocTur pa3srena cBECT Ha CTpyYHaTa W onwiTaTa jaBHOCT 3a
BaxHocTa Ha PB

Cnuka 30: Npeykn Bo ogHOC Ha TPeTMaHOT U nNoTpebHarta Hera, PPB (n=10)
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MocTaByBatbe Ha AvjarHosata

OTtexHaT npucTan Ao HOBWU NEKOBU BO 38MjaTa W HenocTtoewe cooaBeTHa
noMoLLl O} ApXaBaTa 3a Tepanuja v fekyBakbe

OTexHat npuctan Ao KNUHUYKKU ucnutysama

Hepoctur Ha CI'IELlVIdDVNHO efyunpaH rnekapcku nepcoHan n cooaseTHU
ycrnosu BO 6onHuumuTe

HepocTur Ha cneuujanuampann ycTaHoBu

HenocToete pedepeHTHa 6asa Ha nogaToum 3a PB

HenocToene cooaseTHa aeduHulmja, koandukaumja n katanorusaumja Ha Pb

HepocTtvr Ha MEAMLIMHCKM BOAWYM 3a nekyBak€ Ha peTkun Gonectn

HepocTtur Ha CUHXPOHM3MPaH MyNTUAUCUMNNVHAPEH NeKkapcku npucTan Ha
6onHute

HenocToetbe pasBreHa CBECT Ha CTpy4HaTa M OnLuTaTa jaBHOCT 3a BaXHOCTa
Ha PB 1 HMBHOTO BnujaHWe Bp3 34paBjeTo Ha HaceneHneTo
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3.4.2. 3adoeoricmeo 00 30pascmeeHama 3awmuma

MocTon He3agoBONCTBO Kaj UCMMTaAHUMLMTE Of 34paBCTBEHaTa 3awTuTta; Aypu
53% op ncnutaHuumMTe ce He3ado0BONHU o4 copaboTkaTa U nogapLikarta WTo ja aobu-
Baat og MnHncTepcTBOTO 3a 30paBCTBO, HAcnpoTn 12% kou ce 3agoBorHKU, goaeka 6%
HemaaT nspaseH ctaB (Crnuka 31).

Cnuka 31: Nopaplika og u copabotka co MuHucrTepcTBoTo 3a 3apaBcTBo, JIPB
(n=16)

53%

= MHory He3agoBorneH/a = HesapgoBoneH/a
= HuTy 3apgoBoneH/a HUTY He3agoBoneH/a = 3agoBoneH/a
MHory 3apoBoneH/a He 3Ham

Oxony 60% og JIPB ce He3agoBOMHM UIM MHOTY HE3a40BOSTHU Of nopapLukarta
n copabotkata co ®30M, HacnpoTtn 13% Kou ce 3agoBonHu (Cnuka 32); NpoLEHTOT e
ywte noronem kaj PPB (Cninka 33).

Cnuka 32: Nopapwka og n copa6botka co P30M, JIPB (n=16)

13%

31%

= MHory He3agoBosieH/a = HesagosoneH/a
= HuTy 3a0BONEH/a HUTY HE3a40BONEH/a 3aposoneH/a
MHory 3agoBoneH/a = He 3Ham
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Cnuka 33: Noappka og n copabotka co P30M, PPB (n=10)

60%

= MHory He3apoBoneH/a = HesapoBonex/a
= Huty 3apoBoneH/a HUTY He3agoBorneH/a = 3agoBoneH/a

MHory 3agoBoneH/a He 3Ham

Ha npalareTo 3a HUBHOTO UCKYCTBO BO BpCka CO nogapLukaTa of n copaboTtkaTa
CO 3[paBCTBEHWTE YCTAaHOBU BO 3eMjaTa, MHOTY Of UCMUTaAHULMTE Ce HUTY 3a40BOIHM,
HUTY He3agoBomnHM (Cnuka 34 n Cnuka 35).

Cnuka 34: Noaaplika on 3apaBcTBeHUTe yctaHoBwu, JIPB (n=16)

9
0% o 0%

= MHory He3az0Bo/IeH/a = HesagoBoNeH/a

= HUTy 3a10B0/1€H/a HUTY He3agoBoneH/a -« 3agoBonieH/a

MHory 3agoBoneH/a He 3Ham

Cnuka 35: Noapplika on 3apaBcTBeHUTe yctaHoBu, PPB (n=10)

0%

40%

30%

= MHory He3afoBoneH/a = HesagoBsoneH/a

HuTy 3agoBoneH/a HWUTY He3afoBoneH/a = 3agoBoneH/a

MHory 3agoBoneH/a He 3nam
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3.5 BnujaHneTo Ha bonecTta Bp3 KBANUTETOT Ha XMBOT Ha nuuaTta
Co peTkn 6onectun

Kako n cekoja gonrotpajHa n oHecnocobyBayka bonecT, n peTkuTe 6onectn nma-
aT eceHuMjanHo BNujaHue BpP3 KBanuUTETOT Ha XUBOT. Pa3bupareto Ha bonecTta u cTa-
BOT KOH Hea, 3arpmxeHocTa 3a COrncTBeHaTta cocTojba, eMoumnoHanHata cTabunHocT u
KOHTponata Bp3 6onecta n NpouecoT Ha NekyBake ce caMo aen of dakrtopuTe Kou
BNujaaT Bp3 KBANWTETOT Ha >XMBOTOT. VICTpaxyBareTo ondaTtn 4YeTupy enemeHTn Ha
BfnjaHme: CTaBOT KOH GomnecTa, CoumMjanHmnoT XUBOT, NCUXONOLLKMOT acnekT n nepuen-
uujaTta 3a KBanUTETOT Ha >XUBOT.

3.5.1 Cmae koH bonecma

Ha npawareTo Kornky nobpo ja pasbupaat n npudakaart 6onecra LWTO ja nmaar,
aypv 50% on ucnutaHuumTe ogroBopwune geka MHory Aobpo ja pasbupaart, 44% Oeka
£o0bpo ja pasdbupaar n 6% BoonwTO He ja pa3bupaat cBojata 6onect. MHO3MHCTBOTO
poauTenu Ha geuata co PB (80%) ncto Taka ce nsjacHune geka mHory o6bpo ja pasou-
paat 6onecta Ha cBoeTo gerte (Cnvka 36).

Cnuka 36:Pa3bupamre Ha 6onecta og ctpaHa Ha JIPB n PPB, Ha ckana og 1
(BoonwTo He) Ao 5 (MHory no6po) u 6 (He 3Ham)

0% 10% 20% 30% 40% 50% 60% 70% 80% 90%  100%

PPB

BoonwTtoHe 2 =3 m4 mMHory fo6po ja pasbupate  He 3Ham

Bo nornen Ha TpaeweTo Ha Bonecta, 50% op JIPB oaroBopune geka HuBHata
bonect e gOXUBOTHA, 25% feka MHory gonro ke Tpae, 19% peka HemaaT oopMeHOo
mMucriewe n 6% geka bonecrta ke Tpae MHOry kpaTko Bpeme. [loronemuoT gen og poau-
TenuTe Ha geuara co PB (70%), ucto taka, cmetaat geka 6onecta Ha HUBHOTO A€eTe ke
Tpae MHOry gonro unu 3acekoraw (Crnivka 38).
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Cnuka 37:Tpaewe Ha 6onecta cnopea JIPB n PPB, Ha ckana oa 1 (MHOry KpaTko
Bpeme) Ao 5 (3acekoraiu) u 6 (He 3Ham)

0% 10% 20% 30% 40% 50% 60% 70% 80% 90%  100%

MHory kpaTko Bpeme 2 ®3 m4 m3acekoraw  He 3Ham

Bo ogHoc Ha koHTponata Hag 6onecta, 25% opn JIPB ogroBopune aeka He 3HaaT
KornkaBa KOHTpona umaar, okony 45% feka vmaat genymHa unu LienocHa KoHTpona, a
aypv 12% peka BoonwTO HemaaT KoHTpona Haf cBojata 6orecTt. 3a pasnvka of HuB,
PPB cmeTaar geka nmaat nororieMa KoHTpona Bp3 6onecta Ha ceouTe geua (Cnuka 38).

Cnuka 38: KoHTpona Hag 6onecTa, cnopepa JIPB u PPB, Ha ckana opg 1 (BoonwTto
He) #o 5 (uenocHa KoHTpona) n 6 (He 3Ham)

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

BoonwTtoHe 2 m3 m4 mllernocHa koHTpona  He 3Ham

MwucneweTo Ha UCNUTaHMLMTE BO BPCKa CO TOA KOMKY NEKyBareTO MOXE Aa UM
NOMOrHe, € pevncu egHakeo nogeneHo: 31% mucnar geka BO LIENOCT MOXE Aa MM no-
MorHe, 31% geka MHory moxe ga um nomorHe, 31% Hemaat opopmMeHO MUcnewe 3a
OBa npawahe 1 7% mucnar geka Hekako Ke MM ce nomorHe. CnnM4HO e U MUCTIEHETO
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Ha PPB, co Taa pasnuka wto 10% of poautennte MmucnaTt Aeka NekyBarweTo BOOMNLITO
He Moxe fa nomorHe. Bo ncrarta Hacoka, 73% opf 3opaBcTBeHUTe paboTHMUM cMmeTaar
aeka JIPB BepyBaart feka nekyBaweTo MoXe Aa MM nomorHe Bo uenoct (Crnivka 39).

Cnuka 39: [lanu nekyBaweTo e og nomolu, cnopepn JIPB, PPB n 3gpaBcTBeHuTe
paboTHuum, Ha ckana og 1 (BoonwTo He) Ao 5 (Bo uenocT) u 6 (He 3Ham),

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

NPB

PPB

30P

BoonuTto He Moxe 2 =3 m®4 mBo uenoct MOXe Aa NOMOorHe He 3Ham

M3paseHoTo yBepyBate BO MO3UTUBHMOT UCXOA O NEKYBaH-ETO, NPUAOHECYBA 3a
PenoBHOCT Ha KOHTPOMNHWTE nperneam U 3auHTepecupaHoCT 3a Criefiekhe Ha ConcTBe-
HaTa cocTojba, ogHocHO 6onecT. MNoronemunoT gen of 3apaBcTBeHUTe paboTHULM (60%)
cmeTaart geka JIPb pegoBHO ogaT Ha KoHTponHu nperneau (Cnvka 40).

Cnuka 40:PegoBHOCT Ha KOHTPOSHUTE nNperneau, Ha ckana og 1 (BoonwTo He)
Ao 5 (peaoBHO) U 6 (He 3Ham)

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

NPB

PPB

30P

Boonwro ogute 2 m3 m4 mPeposHo ogute  He 3Ham
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Bo nornep Ha goeepbata n npuapyBaweTo KOH nekapckute coetu, JIPB n PPb
BepyBaaT BO fiekapuTe 1 3aToa NoroneMmnoT Aen O HUB Ce NPUAPXKyBaaT KOH AadeHnTe
coBeTu. 34paBCTBEHN PabOoTHULUM ce noMarky CUrypHu BO Toa danu nauveHTute ce
npuap>xyBaat KoH HMBHUTE coBeTu (Crnvka 41).

Cnuka 41:MpupgpxyBare KOH NleKapCKUTe COBETU, Ha ckana oA 1 (BoOonLwwTo He),
5 (Bo uenocT) 1 6 (He 3HaMm)

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

BoonwiTo He ce npuapxysate 2 =3 m4 mBo uernocT ce NpuapxysaTe He 3Ham

Op ogroeopute Ha UCMIUTAHULMTE, Ce YMHU Aeka Bonecta MHOry Bnvjae Ha HMBHAaTa
emoumoHanHa coctojba, buaejkn camo 6% of HMB ogroBopuie Aeka HeMa HUKaKBO Brvja-
Hue. 3a pasnuka of JIPB, PPB cmeTaart geka 6onecta He urpa roriema yrnora BO eMOLMo-
HarnHata coctojba Ha HMBHUTE Aeua. 34paBcTBeHNTe paboTHUUM, UCTO Kako 1 JIPB, cmeTa-
art geka bonecrta uma ronemo BnujaHne Bp3 eMoLMoHanHaTa coctojba (66%) (Crivka 42).

Cnuka 42:BnujaHueto Ha PB Bp3 emoumMoHanHarta coctojba, Ha ckana og
1 (BoonwTo He Bnujae) po 5 (ncknyuuTtenHo Bnujae) n 6 (He 3Ham)

0% 10% 20% 30% 40% 50% 60% 70% 80% 90%  100%

NPB

30P

BoonwTo He Bnivjae =2 ®3 ®m4 mlcknyuuTenHo Bnvjae  He 3Ham
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WcTpaxyBareTo NoKaxyBa Aeka W BnvjaHneTo Ha 6onecTta Bp3 CEBKYMHUOT XU-
BOT € ronemo; 88% oa JIPB u3jaBune geka 6onecta NCKNy4nTEnHo Bnvjae, CriM4HO Kako
n PPB (Cnuka 43).
Cnuka 43:BnunjaHue Ha 6onecTta Bp3 xuBoToT Ha JIPB u PPB, Ha ckana of

1 (BoonwTo He Bnujae) po 5 (ncknyuutenHo Bnujae) n 6 (He 3Ham)

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

NP

Boonwto He Bnuvjae 2 ®m3 ®E4 Ecknyy4uTenHo Bnvjae He 3Ham

Op gpyra cTpaHa, MUCINEHETO Ha 30paBCcTBEHNTE paboTHMLM 3a TOa KOMKY fmua-
Ta co Pb ce 3arpwxeHun nopagu HMBHaTa 6onecT e pasHoOMMKo; nako NOBEKETO cmeTaar
aeka nuuata co Pb ce MHory 3arpuxenu (67%), Aen of HMB cenak cmeTaar geka MMa
nvua co PB Kov BOONLUTO HE ce 3arpuwxeHun nopaaun ceojata 6onect (Cnuka 44).

Cnuka 44:Mucneke Ha 3gpaBCcTBEHMTe paboTHMLM 3a 3arpmkeHocTa Ha JIPB
nopaau HMBHaTta 6onect (n=15)

30P

0% 20% 40% 60% 80% 100%

BoonwTtoHece 2 =3 m4 mMHory ce 3arpuwkeHn  He 3Ham
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3.5.2 CouujaneH xusom

CouujanHunoT XMBOT NpeTCTaByBa MHTEpaKLMja Ha KOMMMEKCHN OOHOCU Ha CEKOj
noeguHel co cpeguHaTa, 3aegHuuata U OnwTecTBOTO T.e. CO MyFeTo CO KOW XuBear,
pabortart, ce gpyxat unm cpekasaat. Cnopep JIPB, 6onecTta 3HauMTenHo Bnunjae BP3 HUB-
HWOT COLMjanHMOT XMBOT, 0COGEHO BP3 OQHOCUTE CO OMKpyXyBaweTo. Of ogrosopute
MOXe [a ce 3aknyyu fgeka donecta pasnuyHo Bnvjae Bp3 JIPB; Hekon TexHeaTt ga ce
3aTBopaar Bo cebe, U nMaaT HaMarneHo YyBCTBOTO Ha NPUMNAgHOCT M NpujaTencrea, 4o-
AeKa Opyrv cMeTaar [eka ce OnKpy)XeHu co GnmnckvM n umMaar rpyna npujatenu Ha koja
W npunaraaTt, OQHOCHO AeKa cpeavHaTa rm npudaka n He ce YyBCTByBaaT U30nmMpaHo

(Cnuka 45).

Cnuka 45: CoumnjanHuoT KUBOT Ha nuuarta co PB (n=16)

0 2 4 6 8 10 12 14
Bo xapMOoHU4HYM 0HOCH CTe €O NyfeTo oKony Bac
Bu HenocTura apywiTeo |
Hemare Hukoro komy 61 Moxene/a Aa ce obpaTuTe
Hemarte 4yBcTBO kako ga cte cav/a I
Vmarte rpyna npujatenu Ha koja u npunarate
Mmate MHory 3aefHuU4Ko co NnyfeTo okony Bac |
Beke co HuKoro He cTe 6:11130K/2 |
BawwTe uHTepecn 1 uaev He ri Aenat nyreto okony Bac |

Bye cTe 0TBOpeHa NMYHOCT
MocTojat nyre co ko cte 6nvckn

TNyfeTo He Be npumaat BO HUBHOTO ApYLLITEO |

BawmTe couvjantu oaHOCK ce Nosp Ly - |

Hwukoj BucTMHCKM He Be nosHasa [
Ce yyscTByBaTe M30MMpaH/Ha oA ApyrvTe |
Kora ke nocakate fpyLiTBo MOXeTe fja ro HajaeTe |

MocTojat nyre kou BuCTUHCKU Be pasbupaat HecpekHy/ I

Ha CTe LWTO CTe NoBreyeH/a |

TyfeTo ce okony Bac, Ho He co Bac |
Wma nyre co kon MoxeTe Aa pasroBapaTe |

Wma nyrfe Ha kou MoxeTe aa UM ce obpaTtute [

EBoonwTo He  WHajyecTo He Hajuecto ga He 3Ham

PPB uncTo Taka Bo ronem npoueHT (90%), ogrosopwune geka 6onecrta Ha HUBHOTO

AeTe Bnujae Bp3 coumjanmsauujata (Cnuka 46).
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Cnuka 46:BnujaHueTto Ha 6onecTta Bp3 couujanusauujata Ha geuarta co PB (n=10)

PEP

0% 10%

20%

30% 40% 50% 60% 70% 80% 90% 100%

He Bnujae ~2 =3 m4 ®licknyuuTtenHo Bnujae = He 3Ham

3.5.3 lNecuxonowku acriekmu Ha >xusomom

Cnopea oaroBopute Ha McnMTaHUMUUTE, ce YvHKU feka JIPB ce koMyHMKaTUMBHM
FINYHOCTM CO NOHEKOrall MEHITUBO PACMONIOXEHME Ha KoM MM € NOBPEMEHO TELLKO a ce
onywiTat BO gpywTBO bruaejkm 6onecta rv gosegyBa BO COCTojba Ha HEMUP M TeH3nja
(Cnuka 47).

Cnuka 47:TlcuxonoLKn acneKkTu Ha XXUBOTOT Ha nuuarta co PB (n=16)
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[anv Baweto

€ MHOrY Mpc
[lanu pasmucnysatbata 3a Bawwmte rpwky Be aoeaysaat Bo coctojba Ha TeHaun 1 Hemmpn?

[lanu cTe MHory 3arpiKeHu 3a OHa LUTO ApyriTe Mucnar 3a Bac?
[lanu cTe KOMYHUKATUBHA NMYHOCT?

[lanu MoXeTe LEnocHo fia Ce onyLITMTE BO BECENO APYLLITBO U /4a yXuBaTe BO 3abasara?

[lanu noHekoralu ce YyBcTByBare 6e3 Hekoja npuyMHa?

YuBaTe nnt BO ApyXetbe co apyru?

[lanv necHo ce HaBpepysaTe?

[lanu ce uyBCTBYyBaTE OCaMeHo?

Ce obupyeare nu aa He GuaeTe rpyb/a ko ApyruTe?

Nanu u Bu e 6

fexa e ¥ Aieka paGoTute He Moxe Aa ce nopodpat?

[lann mncnuTe fieka yecTonaTy cTe Hankat/a uni Hepsosew/a?

[lanu ce yyBCTBYBaTE fieka HULLTO He By npeTCTaByBa 3a710BONCTBO ¥ Aeka ce e 3anyaHo?

m[l]a mHe =[loHekoraw

He aHam
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3.5.4 [lepuenuyuja Ha Keaslumemom Ha Xusom
Ha nuuyama co pemku bonecmu

JIPB HajMHory 4yyBcTBYBaaT nogapLuka o cemMejCTBOTO, HO M 0 CBOjOT OOHOC CO
6nunckmuTe. He3agoBoONCTBOTO € rMaBHO NMOBP3aHO CO HUBHWUTE PaboTHU CMOCOBHOCTU U

cekojaHeBHU akTuBHocTU (Cnnka 48).

Camonepuenuujata Ha JIPB 3aBucu o noseke dhaktopu:

° BpemeTo NOMUHATO 0Of nojaBaTa Ha npBuTe CMMNOMU Ha 6onecta go nocTaBy-

Bah-€TO KOHEYHa AnjarHo3a;

e [lpouecoT Ha AujarHOCTMLMpaHe U CO Hero NoBp3aHWTe Mpobremu co kou ce

coouune;

e [IpouecoT Ha npOHaofal-be COOOBEeTHa yCTaHOBa 3a JleKyBah-€, peoBHU KOHTPOI-

HU npernegn n nocriegoBaterniHy UCNUTyBak-a;

e YecTtoTaTta Ha NOTPEGHM PegoBHM KOHTPOMHK Mperrean v nabopaTopuckm ucnm-

TyBaa;
e Bwupot Ha npernegu n nabopatopuckn NCNUTYBak3a;

e BwupgoTt Ha Tepanuja Koja ja npumaar;

e PasHOBMAHOCTA Ha COLNjanHNOT XUBOT;

o [logapwkarta og cemMejcTBOTO U NpujaTenuTe;

e WHdopmmpaHocTa 3a 6onecTa;

o KapakTtepHuTe 0COOUHY;

e CraB 3a T0a LWITO npeTcrtaByBa KBAJIMTETEH XXUBOT U OPYrO.

Cnuka 48: Camonepuenuuja Ha KBanuTeToT Ha xuBoT Ha JIPB (n=16)

o
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N
=

co Baweto cnverse? REEREEREERSE I
co Bawwata coctoj6a 3a BpLUeHe Ha CeKOjAHEeBHUTE aKTUBHOCTU?
co BawwuTe paboTHM cnocobHocTn?

co cebecn?

IS
I S S N ——.
N
co BawwoT ogHoc co 6rmckv nuua? RGN

op noaapwkarta Ha npujatenute? IR

op noaaplukata Ha cemejcteoto? NN
o[ noaapluKaTa Ha 3aegHuuaTa Bo yunnuwre, Ha pabota, utH [ I

co ycnosuTe Ha Bawwot npocrop 3a xuseere? [IIIIEIEGEGEGEGEGEGEEEEEEN—.

co Bawwmort cexcyaner xveor? [N
co Bawwot rbyGoseH xusor? ISR

mMHory HesafoBoneH @ HesafosoneH M HWTY 3a40BONEH, HUTY He3adoBoneH M 3agoBoneH M MHOTY 3a40BONEH
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i 77‘* |_|OJ'IV|TVIKVI, NPakTUKn U HUBHOTO Bﬂl/ljaHI/Ie BP3 KBANMUTETOT Ha XUBOT Ha nuuarta Co PEeTKU bonecTtu
CTyavjata Ha cnydyaj npeTcTaBeHa Ha CrnegHVoT MHGOrpam, CIIMKOBUTO ro MpeT-
CTaByBa KOMMIEKCHOTO MUIlje Ha (hakTopM KOW BrujaaT BP3 KBANUTETOT Ha XXMBOT Ha ce-

KOj MauMeHT co AonroTpajHa, oHecnocobyBayka 6onecT, BO YMm pefoBu ce Bbpojyeaar
NoBEKETO peTkn GonecTu.

Cnuka 49: LipHo-6ena cnvka Ha camonepuenuujata Ha fiMuaTta co peTku 6onecTtu

Cryamja Ha cnyuaj

LipHo - Gema cnuka
Ha camonepuenuujarta
Ha nuuarta co petkm bonectu

MHory npomeHn1Bo

pacnonoxeHune

KOMyHVIKaTVIBHa JINYHOCT

)
N

L‘IyBCTBO Ha OCaMeHOCT

3a40BoNCTBO Of, COLMjanHnoT
XNBOT

(

%

HesapoBoncTteo of cebecu

Hapex 3a npomeHa KoH nogobp

)
&/

YyBCTBO Ha 6e3HagexHOCT

&/
C
C

3a40BOMCTBO MpU BPLUEHETO HA
OHEBHUTE aKTUBHOCTM

9

U peata cnyuam ce nuua co petka 6onecr.
U360poT 3a TOa Kako Ke ce cnpaByBaaT CO U YyBCTByBaar
op Taa coctoj6a e nuueH.
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3.6. NMartoT Hanpen

Kako wTo e Beke onvwaHo, Npean3BuLMTE LITO M HOCK XMBOTOT CO CeKoja Aonro-
TpajHa, oHecnocobyBayka W XMBOTO3arpo3dyBadka BONecT, KakBU LUTO Ce U MOBEKETO
peTkn BonecTu, ce HaBUCTMHA KOMMIEKCHM N NOBEKECMOjHW, 3anoYHyBajku o OAroBo-
POT Ha 3APaBCTBEHMOT CUCTEM, NMPEKY COLMjanHNTE N NCUXOMOLLIKATE acneKkTn Ao Lenoc-
Ha couwujanHa uHTerpaumja — cute Kako Aen of CEBKYMHWOT KBaNUTET Ha XMBOT.

lMpoHaorakeTo HOBM Ha4YMHW Ha AnjarHocTuuupane, pesmamparweto Ha MKB,
yHanpenyBaweTO Ha KOAMPAHETO, 3rofieMyBakeTO Ha copaboTkaTa Ha HauMOoHarHo,
pervMoHanHo U MefyHapogHO HMBO, eQyLMpareTo Ha 34paBCTBEHUTE paboTHMLM, 3ro-
nemeHarta 0OCTanHOCT Ha MHGOPMAaLMK, CNPOBeaYyBakETO Ha nporpamu, ctparerum u
nnaHoBMW, ce camo Aen Of HauMHUTe Ha cnpaByBake co Pb o acnekT Ha oaroBopoT Ha
30paBCTBEHMNOT cuctem. Ho, no gujarHosarta n gobrBaweTo cooaBeTHa Tepanuja, ce oT-
BOpaaTt HOBM Npeam3BuUM Ha couumjaniHa nHTepakumja n MHTerpauuja, LWTo Ke 0BO3MOXMU
aKTMBHO y4eCTBO 3a OMLTECTBOTO U camopeanu3auuja.

Bo EY ce pabotu Ha 3apyxyBare Ha OrpaHuyeHnTe pecypcu 3a nogapluka Ha
HaLUMOHanHWTe Hanopu 1 3aefHWUYKKM OAroBOP Ha Beke MOCOYeHUTe Npobremu, Ho 1 3a
yHanpenyBahe Ha UCTpaxyBaaraTta 3a peTkute bonectun.™

Bo MakegoHwja, ceraliHMTe HaNnoOpy ce HaCOYEHU KOH BOCMOCTaBYyBak-€ perncrap
Ha PB, obe3benyBare cpecTBa 3a NekyBake M egykaumja Ha 30paBCTBEHMOT Kaaap.
Bo ngHuHa, okycot gononHutenHo Tpeba Aa ce Hacoum KOH JOHeCyBawe U CrnpoBe-
ayBawe Ha HauumoHanHa ctpaterunja 3a Pb, co BknyyeHocTt Ha JIPB n cute gpyrm 3a-
cerHaTu CTpaHu: 3gpyXeHujata Ha nauneHTn, MuHuctepcTBoTo 3a 3gpaBcTBo, P30M,
MAHY, 3gpaBcTBEHNTE YCTAHOBU Ha CUTE HMBOA Ha 34pPaBCTBEHA 3alUTuTa (MpMMapHa,
CekyHOapHa v TepuujapHa), Kako 1 OpyruTe CeKTOpU Npeky pecopHUTe MMHUCTEPCTBA
N UHCTUTYLMKN: MUHUCTEPCTBOTO 3a Tpy4 WM couujanHa nonvtuka, MMHMCTEPCTBOTO 3a
eKkoHomuja, AreHuujaTta 3a BpaboTyBawe Ha Penybnuka MakegoHuja, n gpyru. Hanpa-
BEHMOT UcYHeKop 3a hmHaHcupare Ha [Nporpamara 3a nekyBake Ha peTku 6onecTu e 3a
nosgpasyBak-e, HO OCTaHyBa notpebata 3a JOHeCyBake KpuTepuymm 3a pacnpegenoda
Ha cpefcTBaTa, OOAHOCHO BOBeAyBar€ TpPaHCMapeHTHa NNCTa Ha Yekake, Kako U Mo-
CTOjaHO M3Haorake HOBW N3BOPU 3a MHaAHCUpare, 0COBEHO Ha CErMEHTOT eaykauuja
Ha 34paBCTBEHUTE paboTHULM, KaKo M MpoLUMpyBake Ha NO3MTMBHATa NUcTa Ha JIEKOBM
1 cHabayBaHe HOBM MeanUMHCKM nomarana 3a J1PB.

111 LWTo npaeu EY?, (Ha aHrnucku: What is EU doing?), goctanHo Ha: http://ec.europa.eu/health/rare_diseases/policy/index
en.htm, npuctaneHo Ha: 29.03.2016 roguHa



' MonnTUKK, NPaKTUKN U HUBHOTO Bﬂl/ljaHI/Ie BP3 KBANUTETOT Ha XXMBOT Ha nnuarta Cco PeTKN 6onectu

JononHutenHo, og orpoMHa KOpPUCT 3a JOHOCUTENWTE Ha OANYKU HO U 3a 3gpaB-
CTBEHMTE paboTHMUM MOXe Aa buage yHanpeayBaweTO Ha copaboTkaTa Ha HauMoHarHo,
pervoHanHo 1 MeryHapodHO HMBO 3a pa3mMeHa Ha 4oOpu NpakTUKM CO 3EMjUTE KOULLITO
MoKaxyBaT ycneluHu pesyntatu Bo npumeHarta. Bo taa Hacoka, 3a JIPB n PPB og or-
pOMHa KOpPUCT MOXe Aa buae BknyvyBaweTO Ha 3eMjaTa Bo Mpexarta OpdaHeT u kpeun-
pake HauuoHarnHa ctpaHuua Ha OpdhaHeT Beb-nnatdopma, co WwTo 6u ce 3ronemun
npucTanoT 4o MHopMauun 3a peTknte 6onecTn Ha MakedoOHCKN jasuk.

Cnopep 3apaBcTBeHMTe paboTHULM KOW YYecTBYBaa BO UCTPaXKyBaHETO, COCTOj-
6aTa Moxe ga ce nogobpu co NoBeke akTUBHOCTU, NpuKaxaHy Ha Cnvka 50.

Cnuka 50: Mucnemwe Ha 3gpaBCTBEHUTE paboTHULM 3a NogoOGpyBake Ha
KBanuTeTOT Ha NneKkyBaweTo Ha JIPB (n=15)

Hedunnupja, koaudukaumja n pedepeHTHa gatabasa 14
DuHaHCUCKN CpeacTBa 3a NeKoBM U Tepanuja 12
EnuaemuonoLuki nogaTtoum v kputepuymu 3a coopmuparse HPL| 9
WHTerpupaH npucran 10

MpeseHuyja 1 CKPUHUHT 8
MpeBeHUMja 1 AnjarHoCTVKa CO HOBM AWjarHOCTUYKU METOAN 8
YHanpezlyBatbe Ha CTPY4YHWUTE KanauuTeTu 3a paHa anjarHoctuka 8
Mopo6pysatbe Ha NpaBHaTa pamka 8

MoaurHyBare Ha cBecTa Ha CTpyyHaTa U nolumpokaTa jaBHoCT 9

MeryHapoaHa cTpyyHa copaboTka 9
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' MonnTUKK, NPaKTUKN U HUBHOTO BJ'II/IjaHI/Ie BP3 KBANUTETOT Ha XXMBOT Ha nnuarta Cco PeTKN 6onectu

4. 3AKITYHOLMU U NPENMOPAKH

a.

a.

a.

3aknyyoum

. XOnucTn4kmn npuctan

MakenoHuja, Kako 1 NOBEKETO 3eMju BO PErMoHOT HO U Bo EY, ce coovyBa co
ronem 6poj cUCTeMCKu NpeausBmnLM BO NpeBeHUMja, paHo OTKpuBame, HaBpe-
MEHO [ujarHocTuumpare, TpeTMaH, Hera u pexabunutauuja Ha J1PB.

MonuTtukuTe, cTpaterMmTe 1 NNaHOBUTE Ha ApXXaBaTa He My npuctanyBaaT Ha
nNpo6rnemoT XONMUCTUYKM, CO LeNnocHO ond)akare Ha MepkuTe BO CUTE ONLITECT-
BEHW CeKTopu (CoumjanHuoT, 30paBCcTBEHNOT, 0OPa30BHMOT 1 (PUHAHCUCKUOT).

EBuaeHUMnTE BO CUTE CEKTOPM, @ 0CODEHO 34pPaBCTBEHMOT, COLMjaNHMOT U
06pa3oBHMOT, He 06e3benyBaaT CUCTEMCKO crnefierwe Ha cocTojbarta, LWTo €
MOXHO UCKNY4YMBO BP3 OCHOBA Ha peneBaHTHN U OOCTaTOYHU nogaTtoun (enm—
OEMUOSOLLKM U Opyri).

Bkny4yeHocT Ha nuuata co peTkm 6onectu u rparaHCKMOT CekTop

CneuudmyHocTa Ha ogpefeHn peTku bonectn HameTHyBa noTpeba o BKIy4y-
Bake Ha JIPB BO npouecuTe Ha NnaHupake 1 JoHecyBarwe OASyKN BO BPCKa
CO HMBHUTE NoTpebu, He camMo of 34pPaBCTBEH, TYKY M Of, couujaneH v nowm-
POK OMLUTECTBEH aCrekKT.

Mako noctom copaboTka, rparaHCKMOT CEKTOP CE YLUTE HE € AOBOJSTHO BKITYYEH,
OOHOCHO He € LIeNIOCHO MCKOPUCTEH HEFOBMOT MOTEHLMjaN 3a Y4eCcTBO BO pas-
BOjOT W MpMMeHaTa Ha NonMTUKUTe Bo obnacTa.

BrivjaHue Bp3 KBanUTETOT Ha XXMUBOT

PeTknte Gonectn, Kako M Apyrute XpoHWYHU U oHecnocobysayku Bonectu,
nmaat UCKNYyYMTENHO ronemo BvjaHne Bp3 KBaNUTETOT Ha XMBOT. Pasbupare-
TO W CTaBOT KOH Gorecra, 3arpuwkeHocTa 3a/of ConcTBeHaTa cocTojba, emo-
LUMoHanHaTta coctojba, KoHTpornaTa Hag 6onecta u MpoUecoT Ha NeKyBake,
Kako u apyrvu chaktopy MMaaTt CurHO BnvjaHue, n Tpeba ga buaart 3emeHu
npeaBug Npu KpempameTo MOMUTUMKM BO Kou ke buae BrpageH XOnUCTUYKUOT
npuctan KoH oBue nuua.
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Tabena 3.

O6nact

Mpennssuum co kou ce coovyBaart JIPB Bo 3apaBCTBEHMOT CUCTEM

MpeausBuumn

3akoHoaaBCcTBO

* He noctoun ctaHaapamanpaH npuctan KoH petkute 6onectu. [lononHMTenHo onToBapyBarke
npeTcTaByBa M HEAOCTATOKOT Ha cooABETHa Knacudukaumja n permctpauumja Ha petku 6one-
CTW Ha HaUMOHAIHO HMBO, M HEOOBOMNHATa OPraHM3MPaHOCT BO MPUCTANOT KOH 3aboneHuTe
of peTku bonectu.

* Hema yHudopmupaH cuctem 3a peructpauuja Ha petkute 6onectu, HUTY nak yHUGopmHa
nmcTa Kou ce MHory notpebHu 3a cornmeayBare Ha LenokynHata cutyauuja u 3a gopmu-
patse KOHKPETHU Tena u CTPYKTypu 3a nogobpysare Ha 34paBjeTo v KBanuTeToT Ha XUBOT
Ha nuuara u cemejcTBaTa Kov ce 3acerHaTtu of peTkute bonectu.

3ApaBCTBeHM nogaTouu v 3gpaBCTBEH

MHcOopMaTMBEH CUCTEM

* HepocTuraaT coogBeTHW, TOYHWU U AOBONHM MHAopMaumu, goctanHm oo JIPB (Beb-cajt, 6po-
LLYpY U APYrN MHADOPMATUBHU MaTepujanm).

» Pesynrtatute op aHanusarta nokaxysaat Aeka JIPb ce coodyBaar co KoMnnekcHu npobnemu
noBp3aHu CO HMBHAaTa MHGOPMUPaHOCT 3a bonecTa, PU3NYKNTE U NCUXOSOLLIKATE acrnekTu
Ha HUBHWOT >XVBOT, Kako 1 OAroBOPOT Ha 34PaBCTBEHVNOT CUCTEM.

* HwuBHaTta nepuenuuja 3a KBanUTETOT Ha XXUBOT € Of M3BOHPEAHO 3HaYeHe 3a HOCUTEeNnUTE Ha
0oANyKN WTO ce POKyCUpaHN Ha YOBEKOT N HErOBUTE BUCTMHCKMN NOTpebn.

* VIHTepHeTOT e rmaBHUOT M3BOP Ha UHGopmauun 3a JIPB, PPB n 3gpaBctBeHuTE paboTHM-
un. [pyru 3HavajHu n3sopm ce: 6polypu 3a bonecrta, MEAULMHCKA NPUPAYHULIA Kako 1 of
34pyxeHujata u nekapute-cneunjanuctu. HajjacHu 3gpaBcTBeHn nHdopmaumm gobusaat
of nekapuTe. PeTko ce criydyBa Hekoj Aa He Aobue objacHyBake 3a HopMaLumTe Kom rm
nobwuea.

« JIPB n PPB cakaat aa 3Haat noseke 3a 6onecta, U a umaaT MOXHOCT Aa rM cnogenar u
pa3mMeHaT uckycTBaTa Cco ApYrv naumMeHTU unu poauTenu Ha aeua co ncrata bonect u Bepy-
BaaT [eka KoMKy roBeKke 3HaaT 3a cBojaTa bonecT, Tonky noronema KOHTporna umaat Bp3
CMMNTOMUTE W NeKyBaweTo; Ou cakane Aa [o3HaaT noBeke 3a HajHOBUTE UCTpaxyBaha,
npuynHaTa 3a nojasa Ha 6onecTa, BUAOBUTE Ha Tepanuja, HecakaHUTe NnojaBu of Tepanuja-
Ta 1 TONKyBaH-€TO Ha pe3ynTaTuTe 1 MeToauTe Ha CamMOMOMOLL.

* HepocTurot Ha MCKYCTBO M 3aMHTEPECUMPaHOCT Kaj 3ApaBCTBEHUTE PaboTHWLUM NOTekHyBa
o[l HeAOBOMHWTE NO3HaBaka 3a oApeAeHa peTka 6onecT LTO OHEBO3MOXYBa JaBatbe CO-
ofBeTHa npodpecroHanHa nomoLll. HTepeceH e HaodoT Aeka BPeMEHCKUOT uHTepsan no-
MWHaT Of, nojaBaTta Ha NpBWUTe cUMNTOMK Ha BonecTa Ao NocTaByBakETO Ha AnjarHosaTa e
MHoOry BapwvjabuneH, v 3aBsucu of 6onecta u coctojbata; Kaj ucnuTaHuTe nuua oBoj nepuos,
e Mery efieH MeceL, U HeKorKy rognHn. Bo Toj nepwog, JIPB xuBeat co Tue cumntomu, 6es
Tepanuja, LUTO MOXe Aa uMa HeraTuBHW edeKkTn Bp3 pasBojoT Ha bonecta 1 HMBHaTa CeBs-
KynHa 3apaBcTBeHa cocTojba. MNocTaByBareTO MorpellHa AujarHosa, 3a xarn, e peanHocTt
BO roniem 6poj Ha cryvau n nNpeTcTaByBa peaniHa npeyka 3a COOABETHUOT U HaBPEMEHWUOT
TpeTmaH. Bo Hekou cnyyaun, nauneHTuTe Aobune no Ase v noseke AujarHo3w, a Ha Toj naT
HeKow 0, HUB Ce KOHCYynTMpare co noBeKe oA AeCeT nekapu-cneumjanuctu npea Aa aobujat
KOHe4Ha AujarHosa. [MonosuHaTa oA UCNUTaHWLMTE cMmeTaaT Aeka Hema cneuujanvcT Bo
3emjaTa of koj MoxaT Aa gobwjat nHdopmaumm, avjarHosa U TpeTMaH 3a cBojata cocToj6a.

* CKpuHUHIroT Ha HoBopogeHunka (Newborn Screening-NBS), kako Mepka 3a paHO OTKpu-
Bare Ha oapeneHun PB Tpeba aa bune goctaneH BO pamMkuTe Ha 30paBCTBEHVOT CUCTEM.

* Bucokute Tpowloum 3a nekyBawe Ha Man 6poj nauuneHTu n bonectu, Haj‘-IeCTO BO CTPaHCTBO,

* HeMOXHOCT 3a coofBeTHa npoLeHka Ha TpoLuouuTe 3a BKyNneH TpeTMaH Ha peTknTe 6one-
CTn WwTo, n0Kpaj APYyroTo n nopagn HeU3BeCHUOT TEK Ha 6onecTta, Bogn KOH HECOOABETHO
nnaHnpawe n peanwaau,mja Ha cpefcTBara 3a 3gpaBcTBeHa 3awTtuTa Ha J1PB.

* Mocton He3aposoncTeo kaj JIPB n PPB of copaboTtkaTa co n nopapiikata oa MuHuctep-
cTBOTO 3a 3apaBcTeo 1 ®30M, goaeka of 30paBCTBEHUTE YCTaHOBW CTaBOBUTE ce Noaene-
HW, a nororniem 6poj og UCNUTaAHULMTE OArOBOPWIE AeKa Ce HUTY 3a[0BOSHU HUTY He3ado-
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Ta6ena 4. Npenopaku oa JIPB, PPB, npeTctaBHULM Ha 3apyXeHujaTa 3a Pb u
3ApaBCTBEHUTE paboTHULIM 3a cnpaByBake CO peTKUTe bonecTu

O6nact Mpenopakn

M YHanpe,qual-be Ha 3akOHCKaTa perynartmea 1 NoJINTUKNTE CO NpUMeHa Ha Xonu-
CTUYKN NHTEPCEKTOPCKU Npuctan;

* BwmetHyBare Ha Pb BO 3akoHckaTa perynatuea 3a 3awTuTta Ha JIPB kako paH-
nvBea rpyna;

*  YHanpegyBatbe Ha MONUTUKMTE 3a NpoBepka Ha KBanuTeToT 1 6es3begHocTa Ha
HabaBeHWTe NeKoBY;

3akoHOAaBCTBO * YTBp,quaH;e AONONMHUTENHN KpUTEPUYMIN 3a HabaBka Ha nekoBu n0Kpaj LeHarta
U NOJIUTUKH KaKo rnaBeH Kputepmym HaseaeH BO jaBHVITe noevuyu 3a Habaeka;

*  BoBenysare aecuHuLmMja, kogudukaumja, katanormsaumja n 6aza Ha nogaToum 3a

PB;
+ Pa3BuBatbe MHTerpupaH npucTan 3a geTekuuja, AvjarHoCTUKa, NpeBeHumja v
DOedovHuumja n coumjanHa nHTepseuuja 3a nuua co Pb u HMBHWUTE cemejcTBa Ha CMTE HMBOA Ha
Koaudumkaumja 34paBCTBEHMOT CUCTEM;

* nOCTOjaHO M3Haorake Ha4ymHu 3a 3ronemMmyBart-€ Ha duHaHcuckaTa nogapLuka
3a HabaBKa Ha NneKkoBu;

+ 3ronemyBawe Ha cpefdcTBata 3a obe3benyBawe Ha nortpebHata onpema 3a
AujarHocTmumpane 1 rnekysawe Ha Pb;
« 3ronemyBar-e Ha cpefcTBaTta 3a egykauuja Ha nekapuTe Kou ke r AujarHocTu-
®uHaHCHpatbe unpaar/nexysaar J1PB;

+ Bosenysamne HoBM nekoBu 3a PB Bo nosntusHata nucta Ha $30M 3a onecHet
npucTan Ao TpeTMaH;

+ 3ronemyBake Ha nopAaplukata u copabotkata o ApXKaBHUTE UHCTUTYLMN U
3apaBcTBeHUTe ycTaHoBu 3a JIPB;

*  YHanpegyBak-€ Ha NpucTanoT Ao 3gpaBcTBeHaTa 3awTtuta 3a JIPb;

Mpucran ao
3ApaBCcTBeHa *  EnumuHuparbe Ha npeykMTe BO NPOLIECOT Ha NeKkyBake W HeryBawe Ha Kou
3awTuTa HaugysaaT OBWe NvLa 1 BOBeJyBaHe Ha CKPUHWHI 32 HOBOPOAEHYNH-A;
*  OcHoBake VHdo-ueHTap 3a Pb, 3a nogobpa nHdopmupaHoct Ha JIPE n PPB
1 3a ONecHyBak€e Ha npucTanoT Ao nHdopmauun 3a Pb;
* W3paboTka Ha HauuoHanHa Beb-cTpaHa OpdaHeT 3a criefiete Ha HajHOBUTE
UcTpaxyBara, KOAOBM U MHAOPMaLM 3a PaHO OTKpMBake, TPETMaH 1 pexabu-
WHdopmupaHoct nuTaumja Ha JIPB;
BupnueocT n » T[loagurarbe Ha cBecTa Ha 3ApaBCTBEHUTE paboTHULM 1 NOLUMpOKaTa jaBHOCT 3a
noaurawe Ha BrunjaHneTo Ha Pb Bp3 3apasjeTo Ha NoeAMHELoT, CeMejCTBOTO U 3aeaHuLaTa;
cBecTa
+ BoBegyBatbe fgononHuTenHa egykauuja 3a PB Bo KOHTWHyMpaHaTa mMeauumnH-
cKa edykauuja Ha nekapute 3a 3rofieMyBakbe Ha MHTepPecoT U UCKYCTBOTO BO
Enykaumja obnacra Ha PB;
MefyHapogHa . BocnocraByB_al-be meryHapogHa npodecuoHanHa clggaGOTKa 3a perucTpauuja,
copa6oTka cneperbe, AvjarHo3a, TpeTMaH 1 uctpaxysame 3a Pb.
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4.2. lNpenopaku

JIPB umaat egHakBo npaBo Ha KBanuTeTHA M AoCTanHa 34paBCcTBEHA 3allTuTa u
OOCTOMHCTBEH U KBANMTETEH XXMBOT Kako 1 cute apyru. Mlako YcTaBoT ro rapaHTupa npa-
BOTO Ha 34paBje, Toa He € COOABETHO OMnepaunoHanmM3MpaHo NpeKy 3aKkOHOAABCTBOTO U
OPYrMTe MHCTPYMEHTU Ha 34paBCcTBeHaTa NnonvTuka.

WckycTBaTa BO CBETOT MOKaXKyBaaT Aeka HanpenoKoT BO PaHOTO OTKPUBAHE U
TpeTupatrse Ha PB e ocTBapnue, pearneH 1 MOXeH.

OBa ucTpaxyBahe yKkaxyBa Ha notpebata of 3ajakHyBahe Ha OMLTECTBEHUOT
ogroeop Ha npegussuunte of PB, kako Bo AenoT Ha 3gpaBcTBeHaTta 3allTuTa, Npeky
WHBECTUpaHe BO 3[4paBCTBEH CUCTEM (hOKYyCUpaH Ha MOoeauHeLoT, Taka 1 BO Apyrute
CEeKTOpM, Kako LUTO Ce coumjanHaTta 3awTuTa, obpasoBaHNETO U Nas3apoT Ha TPyAd, Yvu
NOMUTUKM HEMWHOBHO MMaaT CBOja yrora v BnunjaHne Bp3 34paBjeTo, KBanuMTETOT Ha Xu-
BOT M camopearnu3aumjata Ha osue nuvua..lokpaj oBa, og HaoguTe Ha UCTPaXKyBaH-ETO,
N U3HECEHUTE 3aKMy4youu, MOXe Aa ce npearioxar noBeke MepKM M akTUBHOCTU, yne
crnpoBeflyBake Ha KpaToK M JOMr poK Ke MpodoHecaT KOH nocTteneHo nogobpyeare Ha
cocTojbarta Ha JIPB.

OBve npenopaky HacodyBaaT KOH noTpeba 3a MHuuMpare gujanor 3a nonuTu-
KnTe GasvpaHu Ha JOKa3u CO BKIy4YyBak€ Ha CUTE CEKTOPU WM 3acerHatu CTpaHu, Co
uen edheKkTUBHO MaHUpaHe U KOPUCTEHE HA PECYPCUTE Ha HALMOHAMHO HMBO, HO U Ha
WMHopMaLMUTE U UCKyCTBaTa BO PETMOHOT U MOLUMPOKO, 3@ NOCTUrHYBaHe ONTMMaIHU
pesynTaTti Bo NogobpyBareTo Ha 34paBjeTo U KBAaNUTETOT Ha KMBOT Ha nuuaTa co peTku
oonecTu.
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(n3m. OB. 6p.95 ot 18 Hoemspm 2014r.)), focTanHo Ha: http://www.lex.bg/bg/laws/
Idoc/2135513452, npuctaneHo Ha: 06.12.2015 roguHa

Ypenba 6p.280 op 18 oktomepu 2004 roguHa 3a co3gaBake Ha ueHTap ,dPoHa 3a
nekyBare Ha feua“ Ha cuna o 29.10.2014 roamHa (Cn.BecHuk 96 og 29 okTomBpU
2004 r., nam. Cn.secHuk 6p.28 og 4 anpwn 2006 r., uam. n gon. Cn.secHuk 6p.27
on 9 anpwvn 2010 r.,u3m.n gon. Cn.eecHuk 6p.38 oa 17 maj 2011 r., nam.Cn.BecHuK
6p.70 og 9 centemBpu 2011 r., nam. Cn.secHuk 6p. 30 og 17 anpun 2012 r.) (Ha Oy-
rapcku: MNMoctaHoeneHne Ne 280 ot 18 oktomepyu 2004 r. 3a cb3gaBaHe Ha LEHTbP
“cboHa 3a neyeHune Ha geua” cuna ot 29.10.2004 r. (O6H. [B. 6p.96 ot 29 okToM-
Bpu 2004r., nam. 1B. 6p.28 ot 4 anpun 2006r., nsm. n gon. 1B. 6p. 27 ot 9 anpun
2010r., nam. n gon. AB. 6p.38 ot 17 mawn 2011r., nam. AB. 6p.70 ot 9 centemBpu
2011r., nam. 1B. 6p.30 ot 17 anpun 2012r.)), goctanHo Ha: http://cfld-bg.com/new/
document-1297, npuctaneHo Ha: 25.12.2015 roamHaYpenba 6p.22 og 18 jynn 2005
roguHa 3a ycrnoBuTe U MocTankaTta Ha ogobpyBane Ha ynotpebara Ha NeKoBU Ha-
MEHET 3a nekyBare Ha peTku 6onectun (CnyxbeH BecHuk 6p.62/05) (Ha Byrapcku:
Hapenba Ne 22 ot 18 tonun 2005 r. 3a ycnosudaTta 1 pega 3a pa3peluasaHe 3a yno-
Tpeba Ha nekapcTBeHW NPOAYKTW, NpegHa3HavYeHn 3a neveHve Ha peakn 3abons-
BaHua (O6H. [B. 6p.62 om 29 KOnu 20052.), poctanHo Ha: hitp://www.biomeda.biz/
uploads/files/laws/Naredba.redki.zab.rtf, npucraneHo Ha: 06.12.2015 rogmHa

Ypenba 6p.16 og 30 jynu 2014 roguHa, 3a yCrnoBuTe 3a perncTpupame Ha peTkuTe
fonectn u 3a ekcnepTckUTe LEHTPU U pedbepeHTHUTE MpeXn 3a peTkn Gonectm
(Ha 6yrapcku: HAPEOBA Ne 16 ot 30 tonn1 2014 r. 3a ycnoBusaTa v pefa 3a perv-
CTpupaHe Ha pegkuTe 3abonsiBaHUS U 3a EKCNEPTHUTE LEHTPOBE U pehepeHTHU-
Te MpEexXu 3a peaku 3abonaBaHus), goctanHo Ha: http://dv.parliament.bg/DVWeb/
showMaterialDV.jsp:jsessionid=DF2E8129D0EQS8EDA20BIBEF29C56A529?idM
at=87157, npucraneHo Ha: 24.03.2016 roguHa

®epaHc LE, JedunHnumm n koHUenTyanHn MOL4ENU Ha KBanNuTETOT Ha XXMBOT, BO: Jlun-
ckomb L, Totaj LI, CHajaep C, ypegHuuuTte. MNpoueHka Ha pesyntatuTe og mMa-
nurau 3abonyBawa. Kemopuy, Aurnuja: Yameepautet Kemopuy, 2005 r., cTp. 14-
30 (Ha aHrnmcku: Ferrans CE. Definitions and conceptual models of quality of life.
In: Lipscomb J, Gotay CC, Snyder C, editors. Outcomes assessment in cancer.
Cambridge, England: Cambridge University; 2005. p. 14-30), goctanHo Ha: http://
ebooks.cambridge.org/chapter.jsf?bid=CB0O9780511545856&cid=CBO97805115
45856A010, npuctaneHo Ha: 23.11.2015 rognHa

XpBaTckun cumnosnmym 3a petku 6onectu, 2012 r. (Ha xpBaTtcku: Hrvatski simpozij o
rijetkim bolestima, 2012), goctanHo Ha: http://www.rijetke-bolesti.org/docs/47.pdf,
npuctaneHo Ha: 27.11.2015 roguHa
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LleHtap ,®oHAa 3a nekyBawe Ha geua“ (Ha 6yrapcku: LleHTBbp ,,POoHA 3a neyeHue
Ha pgeua”) goctanHo Ha: http://cfld-bg.com/new/bg, npucrtaneHo Ha: 06.12.2015
roguHa

LWto npasu EY?, (Ha anrnucku: What is EU doing?), goctanHo Ha: http://ec.europa.
eu/health/rare_diseases/policy/index_en.htm, npuctaneHo Ha: 29.03.2016 rogmHa
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Mpwnor 1. PeTkn 6onecTtu kaj ncnntaHMumTe Bo oBaa cTyaumja

Jlucta Ha peTku 6onecTu

Jnua co peTku 6onectu

Heua co peTkn 6onecTtun

AKyTHa MHTepMUTEHTHa nopdupuja

| AJC

AnpeHomunenoHeBponartuja

[ekcTpokapaumja n cMTyc MHBEpCYyC

BuncoHoBa 6onect

[epmatutunc xepnetndopmeH BO CKIon Ha
uenvjakuja

lowwesa 6onect

JyBeHuneH gepmatomnosnt M33"2

KpoHoBa 6onect

KapHuTuH-nanMmuTomn TpaHcdepasa 2 gepvumnt
(CPT2 pecmumT)

HoH-XoukunH nnumdom

KapTtareHepoB cuHapom

Pempigus vulgaris mucocutaneus

Mykononuncaxapugosa Tun 4a — cuHgpom Mopkmo

[MynmoHanHa namonaTcka xvnepTeH3unja

PetoB cnHgpom

Rippling Muscle Disease

ToTaneH araHrnmMoHapeH MerakornoH
Q43,A41,E86™

¢doHBunebpaHg

XepeanTtapeH aHrmoegem

112 Koposwu cnopen MeryHapogHaTta knacudmkaumja Ha 6onectu, gecetta pesusuja
113 Kopgoswu cnopen MeryHapogHaTta knacudmkaumja Ha 6onectu, gecetta pesusija
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Mpwnor 2. CneunjanusvpaHn yCTaHOBU U crieumjanucTtu

WHcTuTyumm 3a nekyBare Ha Pb Cneumjanuctu 3a nekyBare Ha Pb

YK 3a getcku 6onectu
Oppenv 3a peBmaronoruja, myHonoruja,
racTpoeHTepoxenarororuja

Mpod. a-p 3opaH Nyyes n
a-p bunjaHa Yoxecka

a-p Mapuua lNaenosuk n

YK 3a xematonoruja - .
a-p Buoneta [lejaHoBa - Unujescka

YK 3a ractpoeHTepoxenartonorvja O-p Bnagumunp ABpamoBckm

a-p BecHa NpyeyeBa - NaHoBcKka u

YHuepautetckute knuHuku (YK) 3a gepmaronornja
P (YK) 3a mep / Aa-p Huna Uaua BubaHoBcka

YK 3a HeBponoruja (ogaen 3a HeBpomyckynHu 6onectn)  a-p WUrop Metpos

MHCTI/ITyT 3a I/IMyHO6I/|OJ'IOFI/Ija N XyMmaHa reHeTuka

WHcTutyT 3a 6enopgpobHun 6onectu - Koane

3aBop 3a husmkanHa meamumHa u pexabvnurauuja -
Koane

MpueatHa 6onHuua ,dunun Bropu®

YK 3a peBmatonoruja

CTpaHCK/M MHCTUTYLUM 3a NneKyBawe Ha Pb

MpuBaTtHa HeBponoLuka opavHauuja ,[-p Anoctonckn” Bo benrpag

LAKH Buena“ Bo BueHa

BonHuua Mpejt OpmoHa CTput BO JloHAOH
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Mpwnor 3. MNpawanHuk 3a nuua co peTkn 6onectu

Mpawanxiukor e AHOHUMEH. Hukoj Hema ga 3Hae koj ro MOMnonHWM CEeKoj npaluanHuk
noeavHeyHo.

He nocTtojat TouHM Unu HETOYHM OAroBOPM Ha OBME Npallaka. Hanvwere ro camo oHa
LUTO ro YyBCTBYBaTe UNu BepyBaTte Aeka ke buae BUCTUHCKMOT OAroBOp Ha npallareTo.

He 6p3ajTe 1 nononHeTe ro npawanHMKOT BHUMATENHO 1 NpomucneHo. [lajte WwTo noseke
nHopmaumu nnu objacHyBara BO Npallakarta Kage LWTo ce 6apa Aa HanvLieTe aeTaneH oarosop.

Ha npawarara ogroBapate cnegejkv rv ynatcteata n obenexysajkv ro noneTo 4o 04roeo-
poT. Ako npawanHukoT ro ogrosaparte EJIEKTPOHCKH, nonuwaTta 4o oaroBopor aBTomar-
CKM ce obenexyBaaT Npy KIMKHyBak€e Ha HUB.

OpHanpep Bu 6narogapume 3a copabotkartal!ll

COUMNO-OEMOTIPA®CKN KAPAKTEPUCTUKA

[anv npalanHyKoT ro norosiHysaTte

1. CamocTojHO

2. CamMOoCTOjHO BO MPUCYCTBO Ha poauTen nnm
cTaparen

3. MononHyBa pogutenot

OO0 O O

4. TNononHyBa ctapartenoT

1. Mon

1. Mauwku O]
2. KeHcku O]

2. MecTo Ha xu1Beemne

3. Konky rognHu umare?

4. Kakso obpaszoBaHue cTe 3aBpLumne/na:

1. Hekonky ogaeneHunja OCHOBHO yunnuwite

2. 3aBpLUEHO OCHOBHO yYnnuiTe
3. 3aBpLUeHO cpefHO yyunuiiTe
4. 3aBplueHa BYLWA LWKoNa unu gakyntet

N I R

5. MocTAnNIoMcKM CTyaum
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5. Bawwor crartyc?

1. YueHuk

2. CtyneHT

3. BpaboteH
4. HeBpaboTeH
5. MNeH3noHep
6. dpyro:

OO0OOood

6. Ha koj HaunH rn 06e3benyBaTte MecedHUTE OUHAHCUCKU MpUMara?
MoxHu ce noBeke oaroBopwu.

BpaboteH/a cTe

Be nagpxysaat poguTenute
Bu nomaraat npujatenute
Bu nomaraar pogHuHuTte
Mpumate couujanHa nomoLu
lMpumate neHsunja

[MpumaTte uHBanuaHuHa

© N o oA wN
OoooOooond

Opyro (Bnuwerte):

7. Konky uneHoBu Xneeat BO BaLleTO JOMaKUHCTBO?

8. Konky u3HecyBaaT BKyMHUTE MpuMMaka Ha CUTE YNEHOBU Ha [OMaKMHCTBOTO
BKMy4yBajku rm n Bawmre?

M3Hoc BO aeHapu: OEH

NHOOPMALINU 3A 30PABCTBEHATA COCTOJBA

9. Hanu Bu e gunjarHocTuumpaHa Hekoja petka bonect?

1. [Oa ]
2. He ]

10. Koja e Bawara gujarnosa? MNOMOJIHU CO NEYATHU BYKBA

11. Ako 6onecta HE Bu e gujarHoctuumpaHa, Koja € npuynHarta?
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12. Konky roguHu cte nmane/na kora Bu e gujarHoctuumpana 6onecrta?

13. Kornky Bpeme noMuHano of nojaeata Ha NpBUTE CUMNTOMU Ha Bonecta
00 NOCTaByBaH-ETO Ha AgujarHo3arta?

14. lann 6onecta Bn 6una gmnjarHocTuumpaHa co npeara gujarHosa?

1.0a ]
2.He ]

15. Jokonky HE, konky avjarHosu cte nmane go cera?

16. Bo koja ycTaHOBa-KNMHUKa € NoCcTaBeHa anjarHosaTa?

17. Bo Koja ycTaHOBa-KIMHMKA U Ha KOj ogaen ce nekyeate? (MMe Ha ycTaHoBaTa
W OOAENOT, rpaj v ApXKaBa JOKOIKY € BO CTPaHCTBO)

18. Konky yecTto oante Ha pegoBHM KOHTPONu 1 nabopaTopucku ucnuTyBamwa?

19. Kaksa Tepanuvja e notpebHa?

JlekoBu
dusnkanHa Tepanuja

MNcuxujatpucka nomoLu

Howon o2
0000

Opyro: (HaBegeTe)
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20.

21.

22.

23.

24,

25.

Kaksu ncnutyBara ce notpebHu 3a ga ce cneau bonecra?

1. Hukaksu

2. Pagnonowwkv ncnutysarwa
3. Bruoxemucku ncnutyeara

4. OYyHKUMOHAmNHM UCMUTYBaka

5. [eHeTckn TecTupara

OO0O0O0OOoo

6. Apyrn ncnutysara (Bnuviere):

Hanu noctojat ycrnosun Bo PM 3a cnpoBegyBare Ha NOTpeBGHUTE NcnnTyBaka
1 ganu ce nokpmexn og 30M ?

1. da, n nokprenn ce og 30M

2. 0a, Ho He ce nokpuenu og P30M
3.He

4. He 3Ham

OO0 OA

Konky nekapwu cTe KoHcynTupane/na npeg KoHeyHarta gujarHosa?

1-2

3-5

6-10

MNoseke o 10

Howon o2
0000

Kou cé BngoBsu Ha ncnnTyBamwa Cte rm Hanpanu'le?

1. Hukaksu

2. Pagmonowkun ncnmtyeaka
3. Buoxemucku ncnutysarwa

4. dyHKUMOHANHM UCNUTyBaka
5. leHeTckM TecTmpara

OO0 @OO0O@E@E

6. pyrv ncnutysara (BnueTe):

Hanun Bo MakegoHuja NnocTom nekap crnewumjannicT 3a fekyBame
Ha Bawarta 6onect?

1.0a
2. He
3. He 3Ham

0 @@

AKko nocTou, Koj €, Ha Koja KINMHUKa € U Koja crneunjanHocT e?
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26. [anu cte ce coounne co Npeyky Bo NPOLIECOT Ha fIeKyBaweTo BO CUCTEMOT:

A. HeHaBpemeHoO nekyBame

HaeepgeTe ro npobnemor:

b. HeapgekBaTHO nekyBawe

HasepneTe ro npobnemor:

B. HenoctaByBare KOHeYHa avjarHosa

HasepneTe ro npobnemor:

I. MNorpewHa gujarHosa

Hasepete ro npobnemor:

[. HegoctanHocT Ha nekosu

Haeepete ro npobnemor:

I HepocTanHOCT Ha MeaULMHCKM nomMarana

Haeepgete ro npobnemor:

E. HegoctanHocT Ha gpyr Bug tepanuja (np. pmaukanHa Tepanwvja)

Haeepgete ro npobnemor:

27. Ha koj HauvH rn HabaByBaTe nekoBuTe 1 Tepanujata?
1. NekoBuTe, Tepanujata Bu ru obesbenysaar
34paBCTBEHNTE YCTaHOBU

2. llekoBuTe, TepanujaTa ja HabaByBaTe cam/a BO
3emjaTa

3. llekoBuTe, Tepanujata ja HabaByBaTe cam/a BO
CTPaHCTBO

4. MNpeky noHaumja og dhapmaLeBTCKUTE KOMMNaHum

oo o o O

5. Ha gpyr HauuH (BnuweTe):

28. [anu TepanujaTta € NOKpMeEHa Co 34PaBCTBEHOTO OCUTYpyBaH-E,
O[JHOCHO Aanu ce Haora Ha no3uTtueHaTta nucta Ha P30M mnu
BO Hekoja nporpama Ha MWHUCTEPCTBOTO 3a 34paBCTBO?

1. [Ja O
2. He [l
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29. [okonky TepanujaTta He e NoKpMeHa CO 30paBCTBEHOTO OCUTypyBakbe,
KOMKy mecevHo bu Tpebano oa nsaeojyBaTe 3a Hej3MHO KynyBame?

1.M13HOC BO A€HAPU: ..o AeHapu.

30. [anwu cTe BO MOXHOCT Aa ja KynuTe oBaa Tepanuja?

1.0a ]
2. [la, HO He BO uenocT Ol
3.He ]

31. Tlo Bawe mucneme, kou ce HajronemuTe Npodrnemu Ha GonHuTe
oA peTkn 6onectn? MoxHu ce noBeke 0AroBopMu.

1. MNocTaByBakeTO Ha AnjarHo3ata

2. OTexHaTMoT nNpuctan 40 HOBU NEKOBY BO 3eMjaTa U HEMOCTOEH-E€ COOABETHA
NMoMOLL Of, ApXKaBaTa 3a Tepanuja u nekyBame

3. OTexHaTmot npucTan 4o KIMMHUYKN ncnutyBakwa

4. HepocTtaToKkoT Ha creunduyHo eqyLmpaH nekapcku nepcoHan u CoOoaBETHU
ycnoBu Bo 6onHuuute

5. HepocTaTokoT Ha cneuujanuanpaHun yctaHoBu
6. HenoctoeweTo Ha pedepeHTHa 6a3a Ha nogatoun 3a Pb

7. HenoctoeweTo Ha cooaseTHa AedmHnupmja, Koamdukaumja n katanornsauuja Ha
PB

8. Heﬂ,OCTaTOKOT Ha MeOUUWHCKU BOOWYM 3a NNeKyBak€ Ha PETKU 6onectn

9. HegocTaTokoT Ha CUHXPOHU3MPaH MyNTUAUCLUMUNIIMHAPEH NeKapcku npucTan Ha
OonHuTe

10. HenocTtoeweTO Hapa3BMeHa CBECT Kaj CTpy4HaTa 1 MoLumMpoKaTa jaBHOCT 3a
BaxkHocTa Ha PB 1 3a HUBHOTO BnnjaHve BP3 34paBjeTo Ha HaceneHeTo

32. Be monume HaBegeTe BO KOM BUOOBM HA Hera CTe Hauvlne Ha TELKOTUM?
MoxHu ce noBeke ogroBopwu.

1. KoHcynTaumja co onwt nekap

2. MNoceTa Ha cneuujanucT

3. JlekoBn, MeanUMHCKM NomMarana unu onpema
4. Xocnutanusauuja

5. Xupypruja

6. CouwjanHa sawturta n ycnyrm

7. JTabopaTopu1ckm UCNnTyBH:a

8. pyro:

1 0 O

33. [anwu cTe 4neH Ha 3gpy>eHne Ha nuua co peTkun donectn?

1.0a ]
2.He ]

O 000 oOoOo@Oood
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34. [anwu cte 3agoBornHu/Ha og paboTaTta Ha 3apyXeHNeTo?

He cym MHory cym 3agoBoneH/
3agoBoreH/Ha Ha

01 02 ©O3 [Oa4 [Os e

He 3Ham

35. [anu umarte npegrnor 3a nogobpyeatse Ha paboTtaTa Ha 3apyXeHNeTo?

NHOOPMWNPAHOCT 3A BOJIECTA

36. 3a cekoe TBpAeH-€ 0AroBoOpeTe Taka LUTO ke nsbepeTe efileH oA NoHyadeHuTe
oarosopu. Hekou TBpaeHsa ce CrMYHK, HO Cenak oAroBopeTe Ha CeKoe Of] HUB.

2 &
Qo (]
s . 3 2
o
$ E & &5 ¢
(O] o o) I
L = =
c 88 s &
1. Moparte aa BnoxuTe MHOry Hanop 3a Aa Hajaete Hekoja oD D @ m m
3gpaBcTBeHa MHopmauumja wto Bu Tpeba
2. He 3HaeTe kage 6u nobapane/na Hekoja 3apaBCTBEHA DD @ m o
nHdpopmaumja wto Bu Tpeba
3. He rn pasbupate 3gpaBcTBeHUTE MHGOPMALIMM KOW TU
npoHaorate O 88 0 O
4. He ru pasbupate 3gpaBcTBEHUTE MHAOPMALMKN KOWU TN DD @ m o
pobueate of nekapot
37. Bo koja mepka crnegHuTe TBpAEHa ce ogHecyBaar Ha Bac?
(]
(0] () =3
I o I © =
o T = =i Q
g o T o 2
E I @ I [0}
o g @ =
8 & = & o
m C I L o
T ¥ T T e
1. BaxxHo Bu e pa 6ugete nHdopmmpaH/a 3a 6onecta koja ja
umare O o8 a0
2. CakaTte ga 3HaeTe Kou ce MOXHUTE KoOMMnuKaumm o
6onecta B 8 8 80
3. CakaTe ga nmate MOXHOCT [a ' CoAenuTe uckycTeata co OO0 O O O
apyrute 3aboneHun og uctarta 6onect
4. Konky noBeke 3HaeTe 3a Bawara 6onect, umate 4yBCTBO Ha DD @ @ O
rorofiema KOHTposa Bp3 CUMMNTOMUTE U NEKyBaHETO
5. MpetnouuntaTe fa He ce uopmupare 3a MOXHUTE
komnnukauuu og Bawarta 6onect O o8 a0
6. He cakate na pasrosaparte 1 yuTate 3a Bawara GonecTt I I A e I
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38. Kape HajuecTto rn bapate nHdopmaummTe 3a bonecrta og koja bonegyeare?
MoXHK ce noBeke 0groBopwu.

1
2
3
4
5.
6.
7
8
9
1

0.

Bo mMeauuuHckuTe npypadHuum

Bo 6poLypuTe 3a 6onecta

Op onwTn nekapu

Opf nekapu-crneuujannuctu

Of 4neHoBMTE Ha CEMEJCTBOTO

Op nosHaHuum kou 6onenysaart of ucrata 6onect
Ha nHTepHeT-cTpaHmum

Ha nHTepHeT-chopymuTe

Bo 3gpyxeHueto

He rv 6apate

39. OasHa4eTe M TeMUTE NOBP3aHK co Bonecta of koja bonenyearte

3a kou 6K cakane/na ga go3HaeTe noseke. MoXHuW ce NoBeke 0AroBOpw.

© N o wDh =

9.

10.

1.

MpurumHata 3a nojaBa Ha 6onecta

CumnTomn Ha BGonecTa

Buoosu Ha Tepanuja

HecakaHu nojaBu oa Tepanujata

AnTepHaTUBHO NeKyBakbe

McxpaHa

HajHoBuTe ncrpaxysana

MoxxHOCTa 3a y4eCTBO BO KIIMHUYKUTE UCTPaxXyBaHa
TonkyBatse Ha pesyntaTuTe

MeTtoan Ha camonomoLu

CoouyBate CO NCUXOMOLLKN N eMOLIMOHANHMN TELLKOTUM

CNnobOaHO BPEME

40. Konky cnegHUTe akTUBHOCTU Ce 3acTaneHu Bo BalweTo cnobogHo Bpeme?

1.CnopTckn HacTaHu

2. KynTypHu HacTaHu

3.0pyxere co npujatenute

4 Mmate cBoe xobu

5.Co cemejcTBOTO

6.MoBekeTo of BpeMeTo cTe caMmu BO OMOT
7.BonoHTupare Bo 3aegHuuata

OO0 00O (3)Mospemero

OO0 000 (1) Hukoraw
O0O0O0O0OE (2) Petko
OO0 0O 0 (4)Yecto

ODfNO0oOoDOOEO

OD0DoDoDOoDoOoOoOod

OO0 OO0 (5)MHory secto
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41. Kora pasmucnysare 3a HAQYMHOT Ha KOj ro MoMUHyBaTe crnoboaHOTO BpeME,
3aknydysaTe geka:

[0 nomMyHyBaTe KBaNMTETHO Y KOPUCHO
[MoTpebHa e MOXHOCT 3a noseke M3bop

OoOoo

1
2
3. o nomwuHyBaTe HekBanUTETHO U 6eckopucHO
4

HajuecTo 3goaeBHO

CTAB KOH BOJIECTA

42. Bo koja mepa Bawara 6onect Bnvjae Ha Bawmnot xnBot?

He Bnvjae WcknyuntenHo enuvjae He 3Ham

K| (2 13 P! 05 e

43. Konky nobpo ja pasbupare Bawara 6onect?

Boonwto He MHory no6po ja pasbupam He 3Ham

11 2 K [Ja s e
44. Konky cTe 3arpwkeHu/a nopagu Bawara 6onect?
Boonwto He MHory cym 3arpwxeH/a He 3Ham

1 2 3 4 s e

45, LUto mmncnuTte, konkaea KOHTpona nvare Hag Bawara 6onect?

BoonwTo
Mmam uenocHa KoHTporna He 3Ham
Hemam
1 Cl2 K] [y s e

46. [lo Bawe mucnemne, konky gonro ke Tpae Bawara 6onect?

MHory kpaTko
Bpeme

11 2 13 [P s e

3acekoralu He 3Ham

47. Tlo Bawe mucnemne, KoMKy nekyBaweTo Moxe ga Bu nomorHe?

BoonwTo He Bo uenoct moxe aa He 3Ham
MOXe NnomMorHe
1 O2 K] Cla s Oe

48. Konky cTe 3agoBoneH/a co gocTanHocTa Ha 3ApaBCTBEHUTE yCnyrn?

BoonwTo
MHory 3agoBoneH/Ha He 3Ham
He3afoBoneH/Ha
11 2 03 [Oa4 [Os e
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49. Konky pegoBHO oauTe Ha KOHTPOMHW npernean?
Boonwto He ogam PepoBHo ogam He 3Ham
11 2 (03 [l4  [Is5 e
50. Konky ce npuapxyBaTe Ha NeKkapCcKUTe COBETM 3a 3eMare Ha NeKoBun?
BoonwTo He ce Bo uenoct ce

npuapxysam npuapxysam

11 12 03 [I4 [Is [le

He 3Ham

51. Konky 6onecta Bnujae Ha Bawarta emounoHanHa coctoj6a?
(Mp. fanwu cte nyT/a, noTuwTeH/a, AenpecnBeH/Ha?)

BoonwTo He Bnujae  Uckny4dntenHo Bnvjae He 3Ham

1 (2 03 [4 s (e

NEPLEMUNJIA HA KBATIMTET HA XNBOT

52. Be monume 3a cekoe TBpAehe M3bepeTe efeH o NoHyAeHUTe oaroBopu.

Hekon TBpAeHa Ce CIIN4YHUN, HO cenak oaroBopeTe Ha cekoe o4 HUB.

£ 2 o
(o] I S © T
T [} T T I
S 5 ° 3 9] @
T I
[ o = 0 = ]
Konky cte 3agoBoneH/a: > S g 35 2 o
s2 § z5&8 g &3
I g 3 = 8 8; © I g
=g T Iog ® =5
= = ol =~ =g
T o =g¢t T e
1. co BalwueTto crivere? O O ] O 0O
2. co Bawara cocTojba 3a BpLuere Ha o o o O o
CEKOjAHEBHUTE aKTUBHOCTUN?
3. co BawuTe paBoTHM cnocoBHOCTU? O O O O O
4. co cebecn? O O O O O
5. co Bawwwort ogHoc co 6rnvckv nuua? | O O 0o 0O
6. o nopaplukaTa Ha npujatenute? ] ] ] 0o 0O
7. of nopaApLIKAaTa Ha CeMejCTBOTO? | O O 0o 0O
8. on mogapliKkaTa Ha MoluMpokaTa 3aefHuua Bo
yuunuwte, Ha paborta? = = O o b
9. co ycnosuTe Ha Bawmot npocTop 3a xueeewse?  [] O O O O
10. co BalmoT cekcyaneH 1BoOT? O O O O O
11. co BawwmoT rbyBoBEH XMUBOT? O O O O O

(6) He 3Ham

OO0 o0 ooooOo o .
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53. Mucnejkn Ha BaweTo dhmnsnyko 3gpasje, KOnKy 4eHOBU BO N3MUHATUTE

54. Bo TekoT Ha nammHatute 30 aeHa, NpubnmxHo Korky AeHa He cTe bune Bo
MOXHOCT [a ' U3BpLUyBaTe BOOOUYaeHNTe aKTUBHOCTY (Np. camorpwka, pabora,
pekpeaTuBHN aKTUBHOCTW UTH.) NOPaaM NOLIOTO (hMU3NYKO NN MEHTAnNHO 3apasje?

30 peHa BaweTto dpumanyko 3gpasje He e obpo? 3aokpyxeTe eaeH

o[l HaBedeHWNTe OAroBOPU.

1. Bpoj Ha AEHOBW ..........ceveeenneae.
2. Huepen [J
3. He 3Ham/He cym curyper/va [

1. Bpoj Ha OEHOBW ......cccvveveveeaann.
2. Huepen [
3. He sHam/He cym curyper/Ha []

NCUXONOLLKU ACIMEKTU HA XKUBOTOT

55. Be monvme ga oAroBopuTe Ha CeKoe npallarke CO 3a0KpyKyBaHe

10.
1.

12.
13.

Ha efHa onuuja.

[anu BaweTo pacnonoxeHne € MHOry NpOMEHNMBO?

[anu pasamvmcnyeawata 3a Bawwute npobnemn Be goseayeaar
BO COCTOj0a Ha TEH3UN U HeMup?

Oanwn cte MHOry 3arpmxeHu 3a oHa LWTOo Apyrute Mmcnart 3a Bac?
Oanwn cte KOMYHUKaTUBHA NINYHOCT?

[anu moxeTe LEenocHo Aa ce onyLwTuTe BO BECENO APYLUTBO U
Oa yxusate Bo 3abaBata?

[anu noHekorall ce YyBCTBYBaTe HepacnonoxeHo 6e3 Hekoja
BUCTMHCKA NpU4nHa?

YuBaTe N1 BO APYXEHETO CO ApYrn?

[ann necHo ce HaBpegyBaTe?

[anwn ce yyBcTBYBaTE OCAMEHO?

Ce obuagysate nu ga He 6upgete rpy6/a koH gpyrute?

[anu yyBcTBYBaTE Aeka MaHWHaTa Bu e 6e3HanexHa u aeka
paboTute He MoXe Aa ce nogobpar?

[anun mucnuTte geka yectonatu cTe HanHat/a unm Hepeo3eH/a?

[anu yyBcTBYBaTe Aeka HULWTO He Bu npeTcTaByBa 3a40BONCTBO
W geka ceé e 3anygHo?

(1) Pa

OO0 o0DooDoOoO o0 ooo o -

(2) He

OO0 o0DooDoOoO o0 ooo o -

(3) MoHexoraLwu

OO0 o0DooDoOoO o0 ooo o -

(4) He 3Ham

OO0 o0DooDoOoO o0 ooo o -
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PEAKUWNJA HA CTPECHU CUTYALIUA

56. JlyreTo ce pasnukyBaaT Nno Ha4YMHUTE Ha KOU Ce COOoYyBaaT BO CEKOjOHEBHUTE

1.

12.

13.

. Ce obupysaTte aa nobveTte emoumoHanHa nogapLuka og

CUTyaumMKn KOU Npeau3BuKyBaaTt CTpeC.

Nako pa3nnyHnTe HacTaHu Kaj UCTO Nnuue aosenyeaart g0 pasfiinMyHn peakunu,

cenak Be monume ga pasmucnuTte 3a pasnnyHU HENpuUjaTHU — CTPECHU
cutyauum n 3a Bawnte HAJHECTU PEAKLINW BO TakeBu cuTyaumm.

(1) Hukoraww
(3) BoobuuaeHo

TakBUTE CUTyaLun HacTojyBaTe Aa r'M UCKOPUCTUTE KaKo
BPEAHW XMBOTHU UCKYCTBA

BosHemupeH/a cTe, Ho co cuTe cunu ce ybeayeate aa rv
NpuUKpueTe cBoUTE YyBCTBA

My ce obpakaTte HekKOMy 3a COBET LUTO [a NpaBuTe

Co ceta cuna ce obugysare Ja CTOPUTE HELUTO BO BpCKa
CO TWe cuTyauum

Cawm/a cebecu ce yBepyBaTe feka Toa He € BUCTUHA, Aeka
TOa He € MOXHO

Bepysate Bo locnop,

Ce obugyBate fa ja npoHajaeTe cMellHaTa cTpaHa Ha
TakBUTE CUTyaLunn

Mpu3HaBaTe feka Toa He MOXeETe Aa ro pewmnTe n
npectaHyBate fa ce obugysate

Cakate na bugete cam/a

POAHUHUTE U NpUujaTenuTe

o n3berHyBaTe ApyLITBOTO M pa3roBopuUTe 3a Aa
pasmucnuTe 3a Taa cutyauumja/ npobnem

MnaHupaTte pa3nMyHn Ha4YMHKU Ha kon 6K ycneane/a aa ja
pelmTe Taa cuTyaumja

Ce HapeBate fieka HeKoj Apyr Ke ja pelun Taa cuTyaumja

1 Y B ) o
OO0 0O 0O00Oo0o 0600 OO b [ (2nNowekoraw
1 Y B ) o
OO0 0O 000 O0o0oO0 Oo@d O (@) Maoryvecto

(5) Cekorawu

1 Y B ) o

OO0 0O OO0 Oooo 0o o O(e)Hessam
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COUMNJATIHU BELWUTNHNA

57. 3a cekoe TBpOeH-E OrOBOPETE TaKa LLUTO Ke 3a0KPYXKUTE efeH of neTTe
npeaBuaeHN oaroBopu. Hekom TBpaeHa ce CriMyHmM, HO cenak oarosopere
Ha ceKkoe of] HuB.

Bo xapMoHW4HM ogHOCK cTe co nyreTo okony Bac
Bu HegocTura apywiteo
Hemate Hekoro komy 6u Moxene/a ga My ce obpatute
Hemarte 4yBCTBO Kako Aa cTe cam/a
Mmate rpyna npujatenu Ha koja n npunarate
Mmate mHOry 3aegHunyko co nyfeto okony Bac
Beke co Hukoro He cTe bnn3ok/a

© N oG Wb =

BawwTe nHTEpECK M Naeu He rn genar nyreto okony Bac
9. Bue cTe oTBOpEHa NMNYHOCT

10. MNocTojat nyre co kou cTe Grmckx

11. Nlyfeto He Be npumaat BO HMBHOTO APYLUTBO

12. BawwmTe coumjanHm ogHOCK ce NOBPLLHU

13. Hukoj BUCTUHCKM He Be nosHaBa

14. Ce 4yBCTBYBaTe M3onunpaH/Ha og apyrute

15. Kora ke nocakate gpylwTBO, MOXeTe Aa ro Hajaete
16. MocTojaTt nyre Kou BUCTUHCKM Be pasbupaar

17. HecpekHu/Ha cTe WTO cTe noBneveH/a

18. NlyreTo ce okony Bac, Ho He co Bac

19. Mima nyre co kom MoXxeTe Aa pasroBapaTe

1 e O R O Y G D) = o1 1Ty (e T
D000 O000000000O0O OO O 0 (2 Hajuecto He
1 O R O Y (<) N £ E TR =T (o
0 O O O Y 3 ) =Fo QT To Yo s

20. Ima nyre Ha Ko MoXxeTe Aa UM ce obpaTtute
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3A0OBOJICTBO O 3APABCTBEHATA SAWTUTA

o DN~

Bu noceeTyBa nv nekapoT 4OBOSHO BpeMe 3a pa3roBop?
[anu nekapoT BoonwTo 3Hae of koja bonect boneaysate?
MokaxyBa nu nHTepec 3a Bawwnte nuyHn npobnemun?
Cnywa nu wTto 36opyearte?

Be nHdopmMumpa nv nekapoT 3a cé LWTO cakaTe Aa Ao3HaeTe 3a Bawute
cumnTomu u bonecra?

[anwu cte 3agoBoneH/Ha co objacHyBaHe€TO Ha NpUYMHaTa 3a
6apaHnTe ncnuTyBaka ¥ NMaHUPaHUOT HAYMH Ha NeKyBare?

[lanu nocTom MOXHOCT 3a pas3roBop CO NEKapoT NpeKy TenedoH?

[anun nekapot B nomara BO HaAMWHYBaHETO HA €MOLMOHANHUTE
npobnemu noep3aHun co Bawara 3apascTBeHa cocTojba?

[Oanu nekapot By nomara BO peluaBawe Ha Baliarta 3arpvxeHocT
nopagu 6onecta?

10. Janu nekapoT Bu nomara ga ja pa3bepete BaxHoOCTa Ha

Nno4YnTYBaH-E€TO Ha coBeTute?

11. Oanu nekapot Bu objacHyBa n Be nogrotsyBa 3a oHa LTO Tpeba

[a ro oyekyBaTte of cneunjanMcTUyK1OT npernes nnm 60nHUYKOTO
nekyeane?

O 0O OO0 Ooooo (hia

(|

O 0O 0O 00O 0OO0O000 2He

(|

59. KOJ'IKy CTe 3a40BONHN 04 COp860TKaTa CO 34paBCTBEHUTE YCTaHOBU

Bo P.MakepnoHwuja?

1. MHory He3agoBoneH/Ha

HesapoBoneH/Ha

HuTy 3agoBoneH/Ha HUTY He3afoBoNeH/Ha
3apoBoneH/Ha

MHory 3agoBoneH/Ha

I T

He 3Ham

58. Be monume ga ogroBopuTte Ha Cekoe npatllawe co u3bop Ha egHa onuuja.

O O 0O O O O 0OOOO (3)MNoHekoralw

(|

] O 0O O O 0O O O0O0OO 4)He sHam

O00OOoOond
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60. Konky cTe 3agoBonHu of nogapLukara n copaborkara
€0 MUHMCTEPCTBOTO 3a 34PaBCTBO?

1. MHory He3agoBoneH/Ha Ol
2. HesaposoneH/Ha I
3. Hwuty 3agoBoneH/Ha HUTY He3afoBoneH/Ha I
4. 3apgoBoneH/Ha [l
5. MHory 3agoBorneH/Ha Ol
6. He sHam ]
61. Kornky cTe 3agoBONnHKM of nogapLukara u copaboTkara
co ®oHOOoT 3a 30paBCTBEHO OCUTYPYBaH-E?
1. MHory He3afoBONeH/Ha [l
2. HesapoBsoneH/Ha O]
3. HwuTy 3apoBoneH/Ha HUTY He3agoBONeH/Ha Ol
4. 3aposoneH/Ha Ol
5. MHory 3agoBoneH/Ha Ol
6. He sHam O
62. Cnopeg Bale mucnetre, WwTo € NoTpebHO Aa ce Hanpasu
3a Aa ce I'IOﬂ,06pI/I KBanuTeToT Ha BalueTto J'IeKyBaH:e?
MoxHn ce noseke o4roBopwm.
1. BocnocTtaByBake Ha COOABETHA AedhmHuumja, kKoamdmkaumja n katanornsaumja Ha Pb u m
BOCMOCTaByBahe pedepeHTHa 6a3a Ha nogaToum 3a Pb
2. ObesbenyBate Ha (hMHAHCUCKM cpefcTBa 3a HabaBka M nogobpyBake Ha HUMBOTO Ha o
[OCTanHoCT Ha NekoBuTe 1 Tepanujata 3a peTku 6onectu Bo 3emjaTta
3. Ob6esbenyBarwe Ha enuaemuonowkn nogatoum 3a PB n mspabotka Ha Hacoku u o
KpuTepmyMu 3a oopMmumparse Ha HaumoHaneH pedepeHTeH ueHTap 3a Pb
4. WHTerpupaH npuctan 3a OTKpMBake, AujarHocTuuMparse, npeBeHumja u coumjanHa o
WHTerpaumja Ha nuuata co PB 1 HuBHuTe cemejctea
5. YHanpepyBawe Ha npeBeHuujaTa Ha PB of reHoOMCKO MOTEKNO W opraHu3upake Ha m
€KCTEH3UBHW CKPUHUHI-MporpaMm
6. YHanpenyBawe Ha npeBeHuMmjaTa M AujarHocTukata Ha PB op reHoMcko noTekno,
BOBEAYBak-€ Ha HOBM AMjarHOCTUYKM TEXHOMOMM U yHanpedysake Ha focTanHocta Ha [
reHeTMYKOTO UHOPMUpPaH-E U KOHCynTaumja
7. YHanpegyBare Ha CTPYYHWUTE KanauuteTn Ha 30paBCcTBEHUTE PabOTHULM U 34paBCTBEHUTE o
COpabOoTHMLUM CO LieN COOABETHO OTKPMBAH-E U paHo aujarHocTuumpame Ha Pb
8. TlMopobpyBare Ha NpaBHaTa pamka 3a NnekyBawe Ha nuuara co Pb ]
9. OnecHyBare Ha npoueaypaTa 3a peoBHO criefiele Ha TEKOT Ha BonecTa (brnoxemmckn o
1 ocTaHaT nabopaTopucky aHanmusm)
10. MNMogurHyBare Ha cBecTa Ha CTpyyHaTa M NoLuMpoKaTa jaBHOCT 3a BaxHocTa Ha Pb u m
HWBHOTO BNWjaHWe BP3 34paBjeTo Ha HaceneHeTo
11. BocnoctaByBawe Ha WHTEpHAUMOHanHa CTpyvyHa copaboTka BO Moneto  Ha
perucTpauujata, MOHUTOPUHIOT, AMjarHOCTMKaTa, feKyBakeTo W WUCTpaxysaweto Ha [
peTkute Gonectu.
12. Hewrto apyro (BnuweTe): |
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Mpwunor 4. MNpawanHuk 3a poanTennTe Ha geua co peTkn 6onecTtu

MpawanHukotr e AHOHUMEH. Hukoj Hema ga 3Hae Koj ro nononHun cekoj npa-
LUASTHUK NOEAMNHEYHO.

He nocTtojaT TOYHU UNM HETOYHU OArOBOPU Ha OBWe Npaluana. HanuweTe ro
caMo OHa LITO ro YycTByBaTe WNKU BepyBaTe [Aeka ke Guae BUCTUHCKMOT OAroBOp Ha
npaLLaHeTo.

He Gp3ajTe 1 nononHeTe ro NpallanHUKOT BHMUMATENHO U NpoMucneHo. [lajte wro
noBseke MHgopmauum unum objacHyBawa BO MNpallarata kage ce Gapa ga Hanuvwerte
AeTaneH ogrosop.

Ha npawararta ogroeapare criegejku rv ynatcreaTta n obenexyBajkm ro noneto
00 oaroBopoT. AKO npawwanHuMkKoT ro ogroeapate EIEKTPOHCKW, nonuwarta o oa-
roBOpoT aBTOMaTCKM ce obernexyBaaTt npu KNMKHyBake Ha HUB.

OpHanpep Bu 6narogapume 3a copabotkartal!ll

COUMNO-OEMOTIPA®CKN KAPAKTEPUCTUKA

1. lMonot Ha Bawerto gete

1.  Matukm ]
2. YXeHcku ]

2. MecTo Ha xunBeewe

3. Konky roguHn nva Bawweto pete?

4. CreneH Ha BaweTo obpa3oBaHue:

1. Hekonky oggeneHunja 0CHOBHO y4nnuLuTe

2. 3aBpLUEHO OCHOBHO yunnuiTe
3. 3aBpLUEHO CPefHO yyunuiiTe

4. 3aBplueHa BuLA LWKoNa unu gakyntet

N I I

5. MocTaunnomcku cTyamm
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5. Ha koj HaunH rn 06e3benyBaTe MecevYHUTe (PUHAHCUCKU NpuMara?
MoxHu ce noBeke o0aroBopu.

BpaboteH/a cTe

Be nagpxysaaT poguTenute
Bu nomaraat npujatenute
Bu nomaraat pogHuHuTe
Mpumate couujanHa nomoLu
Mpumate neHsuja

[MpumaTte uHBanuaHuHa

© N O RN
OOOoOoooOoono

Opyro (Bnuwerte):

6. Komnky nuua xueaT BO BalLETO AOMAKMHCTBO?

7. Korky usHecyBaat BKYNHUTE NpuMara Ha CUTe YrneHoBu Ha Balleto JoMaknHCTBO?

M3Hoc BO aeHapu: OEH

8. Bo TekoT Ha namuHatute 30 geHa, npubnmkHO KoMKy AeHa He cTe bune Bo MOX-
HOCT a r'v n3BpLuyBaTe BoobuyaeHuTe akTMBHOCTU (Mp. paboTa, pekpeaTuBHU ak-
TUBHOCTM WUTH.) NOpaau noLwoTo U3nNYKO UM MeHTanHo 3apasje Ha Baweto gete?

1.Bpoj HA AEHOBU .......ceveeeeenaee.
2.Huepen [

3.He aHam/He cym curypen/na [

9. Bo uamuHatute 30 geHa, npnbnmxHO KorkKy AeHa He cTe Gune BO MOXHOCT Aa
r n3BpLuyBaTe BoObMYaeHnTe akTMBHOCTM (np. paboTta, pekpeaTtuBH aKTUBHOCTM
WTH.) MOpaam noceTyBake Ha PegoBHU MEAULIMHCKM KOHTPONW nnu Tepanuja?

1.Bpoj Ha AEHOBU ........ceeeeeeennne
2.Hvepen [J

3.He 3Ham/He cym curypen/Ha []

10. [anwu kaj BaweTto gete e gujarHoctuumpaHa petka 6onect?

1. Oa ]
2. He [l

11. Koja e gujarHo3ara Ha Bawerto gete? MNMOMNOJIHM CO MNEYATHU BYKBU
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12. Ako 6onecta HE my e avjarHocTuumpaHa, koja e npuunHara?

13. Konky roanHm nmano BaweTto gete kora My e amjarHoctuumpaHa donecra?

14. Kornky Bpeme NoMuHano of no4YeTokoT Ha Gonecta 4o NOCTaByBaHETO
Ha OoujarHosarta?

15. [anu 6onecta Ha BaweTo gete 6una gujarHoctuuupaHa co npeara gujarHosa?

1.0a ]
2.He ]

16. [okonky HE, konky aunjarHo3n nmarno Bawweto gete o cera?

17. Bo Koja ycTaHoBa-KIMHWKa U Ha Koj oaden ce nekysa Baweto gete?

18. Korky nekapwu cTe KOHCynTupane npen koHe4yHaTta avjarHosa?

1. 12
2. 35
3. 6-10
4

MNoseke o 10

OoOoo

19. Kowu cé Bngosu ncnmtyBama ce HanpaBeHu kaj Baweto gete?
MoxxHuK ce noBeke OAroBoOpM.

1. Hukaksun

2. Pagmonowkun ncnmtyeaka
3. Buoxemuckn ncnutysarwa

4. dyHKUMOHANHM UCNUTyBaka
5. leHeTckn TecTmpama

OoOoooo

6. pyrv ncnutysara (BnuweTe):
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20. [anu Bo MakegoHuWja NnocTom nekap cneumjannct 3a nekyBawe Ha bonecTa
opf Koja bonenysa BawweTto gete?

1.0a
2.He
3. He 3Ham

O oo

21. Ako noctowu, Koj e, Ha KOja KnvHKKa €, 1 Koja cneumjanHocT e?

22. [anwu ce nojaBune Hekowu Opyru 3gpaBCTBEHN 3abonyBara BO NPOLECOT
Ha nekyBahe Ha BalueTo gete BO cnegHuTe criyyau:

A. HeHaBpemeHoO nekyBame

HasepneTe ro npobnemor:

b. HeapekBaTHO nekyBawbe
HaeepgeTe ro npobnemor:

B. HenoctaByBare KOHeYHa avjarHosa

HasepneTe ro npobnemor:

I MorpewHa anjarHosa
HasegeTe ro npobnemor:

[. HepocTtanHocT Ha nekoBu
HasepneTe ro npobnemor:

I" HepocTanmHOCT Ha MeAMLMHCKU noMarana
Hasepnete ro npobnemor:

E. HepocranHocT Ha gpyr Bug tepanuja (np. dpmsunkanHa Tepanwvja)
Hasepete ro npobnemor:

23. Ha koj HauMH rn HabaByBaTe NeKoBUTE, OPTONEACKUTE NomMarana,
nucxpaHata v Tepanujata 3a BaweTto gete?

1. JlekoBute, Tepanuvjata Bu rn 06e3benysaar
30paBCTBEHUTE YCTaHOBU

2. llekoBuTe, TepanuvjaTa ja HabaByBaTe cam/a BO 3emjaTa

3. JlekoBuTe, TepanujaTa ja HabaByBaTe cam/a BO
CTPaHCTBO

4. MNpeky ooHauuja og hapmaueBTCKUTE KOMMaHUM

OO0 0 oo

5. Ha gpyr HauvH (BnuweTe):
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24. [anu TepanujaTta e NOKpUeHa Co 34paBCTBEHOTO OCUrypyBare, OOQHOCHO

25.

26.

27.

28.

Janu ce Haoraar Ha nosuTuBHaTta nucta Ha ®30M unu Ha Hekoja nporpama

Ha MWHMCTEPCTBOTO 3a 30paBCTBO?

1. Oa O
2. He ]

ﬂ,OKOJ’IKy TepanvljaTa He € NoKpneHa Co 34paBCTBEHOTO OCUTypyBah-€,
KOJ1IKy MeCe4HO I/13,EI,BijBaTe 3a Hej3MHO KyI'IyBaH:e?

1. A3HOC BO OEHAPU: ... neHapu.

2. He ce nekyBa geteto, He MOXeMe aa cu ja AossonumMe Tepanujata Ll

Mo Balwe mucnemwe, kou ce HajronemmTe Nnpobnemu Ha GonHuTe
of peTku 6onectn? MoxHuM ce noBeke OAroBOPW.

1. MNocTaByBakEeTO Ha AnjarHo3ata

2. OTexHaTnoT npuctan go HoBu N1eKkoBu BO 3eMjaTa N HEMOCTOEHETO Ha

cooaBeTHa NMoMOoLL 0f ApXasaTa 3a Tepanuja v nekyBake
3. OTexHaTWOT npucTan Ao KIMHUYKW UCNUTYBaka

4. HegocTtaToKoT Ha cneunduyHo eayLmpaH fiekapckn nepcoHarn n COoABETHU
ycnosu Bo 6onHuuute

. HepocraTokoT Ha cneuujanusnpaHmn ycTaHoBM
. HenoctoeweT1o Ha pedepeHTHa 6a3a Ha nogatouu 3a Pb
. HenocroetbeTo Ha cooaseTHa AedmHuLmMja, Kogudukauuja u katanorusaumja Ha Pb

. He,El,OCTaTOKOT Ha MeOUUMHCKM BOOWYM 3a NeKyBabe Ha PeTKU bonectu

. HepocTtaTokoT Ha CMHXpPOHM3NpaH MyNTUAUCLMNIIMHAPEH Nekapcku npucTan Ha
6onHuTe

10. HenoctoeweTo Ha pa3BMeHa CBECT Kaj CTpyyHaTa v nowumpokara jaBHoCT 3a

BaxkHocTa Ha PB 1 3a HUBHOTO BnnjaHve Bp3 34paBjeTo Ha HaceneHneTo

© 00 N O O

Be monume HaBegeTe BO KO BUAOBU Ha Hera CTe Hauwne Ha TewwKoTun?

MoxxHuM ce noBeke OAroBopu.

1. KoHcynTaumja co onwt nekap

2.TNoceTa Ha cneumjanuct

3. JlekoBn, MegnUMHCKN nomarana unvm onpema
4. Xocnutanusauuja

5. NNabopaTtopwuckn ncnmutysama

6. Xupypruja

7. CoumjanHa 3awwtuta u ycnyrm

8. Opyro

ODoo0ooooo

[anu cTe 4neH Ha 3APYyKEeHne 3a PeTKU oonectn?

1. Oa ]
2. He ]

1 o O



' MonnTUKK, NPaKTUKN U HUBHOTO Bﬂl/ljaHI/Ie BP3 KBANUTETOT Ha XXMBOT Ha nnuarta Cco PeTKN 6onectu

29. [anu cTe 3ag0BOSHM of paboTaTta Ha 3apYyKeHUETO?

30. [okorky He CTe 3a40BOJSTHM CO HEroBOTO paboTewe, No Balwe mucneme,

1. Oa
2. He

WTO 61 Tpebano 3ApyXEHNETO Aa NPOMEHN?

O
O

NHOOPMNPAHOCT 3A BOJNIECTA

31.

32.

3a cekoe TBpAeHE 04roBOpeTE Taka LWITO ke n3depeTe efeH of NoHyAEeHUTe

oarosopu. Hekon TBpAEHa Ce CIIM4YHKN, HO cenak oaroBopeTe Ha CeKkoe o4 HUB.

1. Moparte ga BnoxuTe MHOTy Hanop 3a Aa Hajaete

Hekoja 3gpaBcTBeHa UHdopmaumja wrto Bu Tpeba

2. He 3HaeTe kage 6u nobapane/na Hekoja

3apaBcTBeHa nHdopmauuja wrto Bu Tpeba
v npoHaorare

rm nobveate og nekapot

. He rn pasbupate 3gpaBcTBeHUTE MHGOPMALIMM KON

. He rm pasbupare 3gpaBcTBEHUTE MHpOPMaALK KON

(1) Hukorawwu

O O o o

(2) Petko

O O o o

Bo koja mepa cnegHute TBpAeHa ce ogHecysaart Ha Bac?

o koja bonenysa Bawweto gete.

op bonecta kaj Bawerto gerte.

3. Cakate ga nmaTte MOXHOCT Aa rv crnogenure

NcKycTBaTa co apyrute pogutenu Ha geua co Pb

Bawerto gete, nmare YyBCTBO Ha noronema
KOHTpOa Hag CMMNTOMUTE U NEeKyBaH-E€TO

5. TNopobpo aa He ce nHopmupare 3a MOXHUTE

KoMmnnukaumu og bonecta og koja 6onegysa
BaweTo gete

6. He cakate ga pasroBapaTte u yuTate 3a bonecta

opf Koja boneayea BaweTto gete

CakaTte fa 3HaeTe KoM ce MOXHUTE KOMMnvKaumum

BaxHo Bu e na bugete nHcopmmpanm 3a bonecta

Konky noBeke 3HaeTe 3a 6onecra of koja bonegysa

(1) BoonwTo He

O 0O O o

@

(2) MasHo He

O 0O O o

@

(3) H1 na Hu He 0 OO O 0O (3)MNospevero

O O o o

(|

(4) MnaeHo pa 0 [ [0 [0 (4)Yecro

O O o o

(|

(5) Bo uenoct aa OO0 O O O (5)MHoryyecto

O O o o

(|
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33. Op kou nssopu gobusate MHpopmauum 3a peTkute bonectn?
MoxHu ce noBeke 0groBopu.

Bo mMeauuuHckuTe npypadHuLm
Bo 6poLypute 3a 6onecta

Opf onwiTn nekapu

Op nekapu-cneumjanuctu

Opf uneHoBUTE Ha CEMEjCTBOTO

Ha nHTepHeT-cTpaHuum
Ha nHTepHeT-chopymuTe
Bo 3apyxxeHueto

1 A O

1
2
3
4
5
6. Op nosHaHuum kou bonegysaart of ucrara 6onect
7
8
9
1

0. He rv 6aparte

34. OsHadyeTe r'M TEMUTE NOBP3aHN CO PETKM BONECTn 3a Kou cakaTe
Aa fosHaete noseke. MoxHM ce noBeke O4rOBOPU.

MpunumHata 3a nojaBa Ha Gonecta
Cumntomn Ha BonecTa

Buposu Ha Tepanuvja

HecakaHu nojasu of Tepanujata
AnTepHaTUBHO NeKkyBaHe
McxpaHa

HajHoBuTe ncTpaxysara

® N oo wDh =

MoskHOCTa 3a y4eCTBO BO KIIMHUYKUTE UCTpaXyBaha
9. TonkyBawe Ha pesyntatute

10. MeToam Ha camonomoLu

1 o B A

1. CooquaH:e CO NCUXOJTOLLKN N eMOLIMOHANTHU TELLKOTUN

CTAB KOH BOJIECTA

35. Bo koja mepa bonecrta Ha Bawerto oete Bnvjae Ha HEroBMOT XXUBOT?

He Bnuvjae WcknyuntenHo envjae He 3Ham

K (2 13 4 s (e

36. Bo koja mepa bonecTta Ha BalweTo aete Bnvjae Bp3 Heroearta couujanusaumja?

He Bnujae WcknyuutenHo envjae He 3Ham

1 2 13 P! s e
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g ' MonnTUKK, NPaKTUKN U HUBHOTO BJ'II/IjaHI/Ie BP3 KBANUTETOT Ha XXMBOT Ha nnuarta Cco PeTKN 6onectu

37. Konky no6po ja pasbupate 6onecta Ha BaweTo gete?
BoonwTo He MHory no6po ja pasbupam He 3Ham
1 2 3 4 s e
38. Kornky cTe 3arpwxeHun nopaan 6onecra Ha Baweto gete?
BoonwTo He MHory cym 3arpwxeH/a He 3Ham
1 2 13 [14 s e
39. LWT0 Mmucnute, Konkaea KOHTpona umate Hag 6onecra Ha BaweTto gete?
BoonwTo Hemam  Mimam uenocHa KoHTpona He 3Ham
11 2 K] [y s Cle
40. Tlo Bawe mucnemne, Konky gonro ke Tpae 6onecrta Ha Baweto gete?

MHory kpaTko Bpeme 3acekoralwu He 3Ham

1 (2 13 04 [Os (e

41. LLUTo MucnuTe, KONKY NEKyBakeTO MOXe Aa My MOMOrHe Ha BaweTo gete?
BoonwTo He moxxe  Bo uenoct moxe ga nomorHe  He 3Ham
1 2 13 [y s Cle
42. Konky cTe 3a4OBOSHM 0f OOCTANHOCTa Ha 30paBCTBEHUTE yCnyrn?
MHory 3apoBoneH/a BoonwTto He3agoBoneH/a He 3Ham
1 O2 O3 4 Os e
43. Konky pegoBHO oauTe Ha KOHTPOMHU nperneam co BaweTto aete?
Boonwto He ogam PepnosHo opgam He 3Ham
11 2 K] [y s Cle
44. Konky ce npugpxyBaTe Ha NleKapCKMTe COBETU 3a 3eMah-e Ha JIEKOBU?
BoonwTo He ce

npuapxysam

11 12 I3 (4 (s [le

Bo uenoct ce npugpxysam  He 3Ham

45. Konky 6onecta Bnvjae Ha eMouMoHanHaTa coctojoa Ha Baleto gete?

BoonwTo He Bnvjae WcknyuntenHo Bnuvjae He 3Ham

1 (2 3 4 s e
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3A0OBOJICTBO O 3APABCTBEHATA SAWTUTA

A

46. Be monume, Bp3 ocHOBa Ha BaluuTe nckyctsa, Aa OAroBOpUTE Ha NpallakwaTa
KOW ce ogHecyBaaT Ha O4HOCOT Ha nekapoT kKoH Bac n BaweTto gerte.

Buv nocBeTyBa nv nekapoT AOBOMHO BpeMe 3a pa3roBop?

[anu nekapoT BOONLWTO 3Hae o koja 6onecT 6onenysa Baweto pere?
MokaxyBa nn nHTepec 3a Bawwnte nuuHn npobnemn?

Cnywa nu wTo 36opyeare?

Be nHdopmupa nu nekapoT 3a cé WTo cakate Aa 3HaeTe 3a CUMNToMUTe
1 bonecta Ha BaweTo gete?

[anwu cte 3agoBornHu co objacHyBar€TO Ha NpuynHaTa 3a bapaHuTe
UCNUTyBara 1 NIaHMPaHNOT HaYMH Ha fnekyBare Ha BaweTo gete?
[anu nocTon MOXHOCT 3a pa3roBop CO fekapoT Npeky TenegoH?

[ann nekapoT Bu nomara Bo coBnagyBahe Ha eMOLMOHanHuTe
npobnemy NoBp3aHu co 34paBcTBeHaTa cocTojba Ha Bawerto gete?

[anun nekapot B nomara Bo peluaBane Ha BaluaTa 3arpwkeHoCT nopagu
6onecta Ha BaweTto gere?

10. Janu nekapoT By nomara ga ja pasbeperte BaxHOCTa Ha NOYUTYBaHETO

Ha coBeTuTe?

11. Oanu nekapot Bu o6jacHyBa 1 Be nogroteysa 3a oHa wTo Tpeba aa ro

oyekyBaTe of CneLujanucTUYK1OT npernes unm 60MHNYKOTO NekyBarke?

12. Janu nekapot Bu gaBa ogroBopu Ha npallawara nosp3aHu co Bawwerto

nerte?

(1) Aa
(2) He

O 0O 0O 0o o000 Oooodon
O 0O 0O 0o o000 Oooodon
O 0O 0O 0o o000 Oooodon
O 0O 0O 0o o000 Oooodon

47. KOJ'IKy CTe 3aa40BONHN 04 copa60TKaTa CO 34QpaBCTBEHUTE yCTaHOBI/I?

MHory He3agoBoneH/Ha

HesapoBoneH/Ha

HuTy 3apgoBoneH/Ha HUTY He3agoBoMeH/Ha
3apoBorneH/Ha

MHory 3agoBorneH/Ha

2

He 3Ham

OoOoOooo

(3) MoHekoraLwy

(4) He 3Ham
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' MonnTUKK, NPaKTUKN U HUBHOTO Bﬂl/ljaHI/Ie BP3 KBANUTETOT Ha XXMBOT Ha nnuarta Cco PeTKN 6onectu

48. Kornky cTe 3a00BOSHM 0f NogapLukata u copaboTkata Co MHCTUTyLunTe
Ha Bnacrta?

-

MHory He3agoBoneH/Ha

HesapoBsoneH/Ha

HuTy 3agoBoneH/Ha HUTY He3agoBoNeH/Ha
3apoBoneH/Ha

MHory 3agoBorneH/Ha

I
O00O0Oond

He 3Ham

49. Tlo Bawe mucnemne, WTO e NOTpebHO Aa ce Hanpasu 3a Aa ce nogobpu
HMBOTO Ha KBanNuUTET Ha NeKyBaHeTO Ha nuuata co peTkn bonectn?
MoxxHuK ce noBeke OAroBoOpM.

BocnocTtaByBarwe Ha cooaBeTHa AeduHuumja, kogudmkaumja n katanormusauumja Ha Pb
1 BocnocTtaByBawe pedepeHTHa 6a3a Ha nogatoum 3a Pb

Ob6e3benyBare Ha hMHAHCKCKN cpeacTBa 3a Habaeka M NogobpyBake HAa HUBOTO Ha
[OCTanHOCT Ha NeKoBWTe 1 TepanujaTta 3a peTkn bonectun Bo 3emjaTa

O6e3benyBare Ha envaemMmnonoLku nogatouy 3a PB 1 nspabotka Ha Hacoku u
KpuTepmyMmu 3a popMmumparse Ha HaumoHaneH pedepeHTeH ueHTap 3a Pb

WHTerpmpaH npucrtan 3a oTKpuBahe, AnjarHocTuumpane, NnpeBeHumja n counjanHa
WHTerpaumja Ha nuuarta co PB 1 HuBHuTE cemejctea

YHanpegyBare Ha npeseHumjata Ha PB of reHOMCKO MOTEKO 1 opraHuavparse Ha
€KCTEH3NBHUN CKPUHUHT-Mporpamm

YHanpepnyBawe Ha npeBeHuujaTa u gujarHoctnkata Ha Pb og reHOMCKO NoTekro,
BOBeJyBahe Ha HOBW AWjarHOCTUYKM TEXHOMOMMU M yHanpeayBame Ha focTanHocTa Ha
reHeTUYKo MHOPMUPaK-Ee 1 KOHCyNTauuja

YHanpenyBawe Ha CTPYYHUTE KanauuTeT Ha 30paBCTBEHUTE paboTHULM 1
30paBCTBEHNTE COPabOTHMLM CO LieN COOABETHO OTKPUBAHKE U PaHO AnjarHocTuumpare
Ha Pb

MopobpyBatbe Ha NpaBHaTa pamka 3a NekyBame Ha nuuarta co Pb

OnecHyBatbe Ha npoueaypaTta 3a pefoBHO Criefexe Ha TeKoT Ha bonecTa
(broxemmckm n octaHatn nabopaTtopuckn aHanuau)

10. NoaurHyBare Ha cBecTa Ha CTpy4HaTa 1 NoLuMpokKaTa jaBHOCT 3a BaxxHocTa Ha Pb u 3a

HUBHOTO BﬂMjaHVIe Bp3 3,upaBjeTo Ha HaceneHneTo

11. BocnocTtaByBame Ha MHTEpPHALMOHArHa CTpy4Ha copaboTka BO NoneTo Ha

perucTpaumjata, MOHUTOPUHIOT, AWjarHOCTMKATa, NIEKYyBaHETO U UCTPAXKYBaHETO Ha
peTkuTe GonecTu.

12. HewrTo gpyro (BnuweTte):

O O 0o o oo

(|
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Mpwnor 5. MNpalwanHuk 3a 3gpaBcTBEHN paboTHULM

MpawanHukotr e AHOHUMEH. Hukoj Hema ga 3Hae Koj ro nononHun cekoj npa-
LUASTHUK NOEAMNHEYHO.

He nocTtojaT TOYHU UNM HETOYHU OArOBOPU Ha OBWe Npaluana. HanuweTe ro
caMo OHa LITO ro YycTByBaTe WNKU BepyBaTe [Aeka ke Guae BUCTUHCKMOT OAroBOp Ha
npaLLaHeTo.

He Gp3ajTe 1 nononHeTe ro NpallanHUKOT BHMUMATENHO U NpoMucneHo. [lajte wro
noBseke MHgopmauum unum objacHyBawa BO MNpallarata kage ce Gapa ga Hanuvwerte
AeTaneH ogrosop.

Ha npawararta ogroeapare criegejku rv ynatcreaTta n obenexyBajkm ro noneto
00 oaroBopoT. AKO npawwanHuMkKoT ro ogroeapate EIEKTPOHCKW, nonuwarta o oa-
roBOpoT aBTOMaTCKM ce obernexyBaaTt npu KNMKHyBake Ha HUB.

OpHanpen Bu 6narogapume 3a copabotkartallll

NPALLATNTHUK

1. Wme Ha ycTaHoBaTa kage wTto pabotute:

2. CepuwiTte Ha ycTaHoBaTa (rpag, onwTuHa):

3. Tun Ha ycTaHoBaTa BO Koja paboTtuTe:

OnwrTa npakca (npumapHa 33)
OnwTa/knMHnyka 6onHuua
CneuwjanHa 6onHuua
YHUBep3uTeTcKa KIMH1Ka

34paBcTBEH AOM

® o R w N =
I Iy i

Opyro (Bnuwerte):



e . i MonMTUKK, NPaKTVKA U HUBHOTO BMWjaHWe BP3 KBANUTETOT Ha JXMBOT Ha NuLaTta co peTku Gonectu

4. Bawwort non

1.  Mauwkun ]
2. XeHckn ]

5. Kornky roguHun nvare?

6. Bawara cneuujanHocr:

7. Ha koja nosuumnja paboTtute BOo pamkmTe Ha BawaTta yctaHoBa (dupekTop,
PakoBoguten Ha ogaen, OaaeneHcky nekap, nekap Bo 34paBCTBEH AOM UTH.)

8. Konky roauHu paGoTHO UCKYCTBO Mmate?

9. Konky roguHu pabotuTte Ha oBaa nosuvuumja?

10. Konky 4ecTo noceTyBaTte egykaTuBHM NpedaBaka, CeMUHapu of obnacrta
Ha peTku 6onecTtn?

Huikoraww

Hekonky naTtu BO TEKOT Ha roguHaTta
EgHalw Bo TekoT Ha roguHata
Hajmanky egHaw meceqHo

oA w N
I Iy Wy i

[Opyro (BnuweTe):

11. Konky 4ecTto Bo paboTtata ce cpekaBaTte CO nuua co peTku 6onectun?

Hwukoraw

Hekonky natu BO TEKOT Ha roamMHarta
EaHal BO TEKOT Ha roguHaTta
Hajmanky egHall meceyHo

SEE I
OOoooOond

Opyro (Bnuwerte):
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12. [o Koj cTeneH HaBeaeHUTE CUTyaLMK KOU ce CnydyBaaT
Ha BaweTto paboTHO MecTo, NpaBaT Aa ce YyBCTByBaTe AeKa CcTe Noa CTpec?

S © e Nk 0N =

11.

12.

13.
14.

HeCOOﬂBeTHVI JIMYHU NpUMaH-a

HecoopngeteH paboteH npocTop

Mana MOXHOCT 3a HanpegyBahe

Jlowa opraHu3auuja Ha pabotata

AZMUHUCTPaTMBHU paboTu

MpeonToBapeHocT co pabota

3akaHu of, CyACKu TY>XOM M nocTanku

HecoogBeTHn oyekyBara of, cTpaHa Ha BONHMOT U CeMejCTBOTO

M3noXxeHOoCT Ha HeCOOABETHM jaBHVI KPUTUKN

. MorpeLwHo nHdopmupare Ha NauMeHTOT 04 CTpaHa Ha MeauyMu

¥ Opyrvi u3sopw

KOHGnUKTN CO NaumneHT unm co YneHoBMTE Ha HErOBOTO
cemejcTBO

HemoxHoCT ga ce oasoun I'IpOCbeCMOHaJ'IHVIOT N npuBaTHNOT
Xneot

HepocTatok Ha cooaBeTHa KOHTUHYUpPaHa e/J,yKau,Mja
BpeMeHCKO orpaHuyyBakw€e 3a nperneg Ha naumeHTuTe

(1) BoonwTo He e cTpecHo

OO0 0O 0 0 oooooOoOoOo-

(2) PeTko e cTpecHo

OO0 0O 0 0 oooooOoOoOo-

(3) MoHekoraw e cTpecHo

OO0 0O 0 0 oooooOoOoOo-

(4) CtpecHo

OO0 0O 0 0 oooooOoOoOo-

13. [Hanu Bo Bawara gocerawHa pabota cTe copaboTyBane co 3apyxeHuja

Ha nuua co peTkn bonectn?

1.0a
2.He
3. He 3Ham

00O

(5) UcknyuntenHo ctpecHo

OO0 0O 0 0 oooooOoOoOo-



‘ s . MonuTukn, NPakTUKn U HUBHOTO Bﬂl/ljaHI/Ie BP3 KBANMUTETOT Ha XUBOT Ha nuuarta Co PEeTKU 6onectu

14. Kornky cTe 3agoBoneH/Ha co Taa copaboTka?

MHory He3agoBoneH/Ha
HesapoBoneH/Ha

HuTy 3agoBoneH/Ha HUTY 3a40BoMneH/Ha
3apoBoneH/Ha

MHory 3agoBoneH/Ha

He 3Ham

Iipyro:

N oA W
OOooOooono

15. Be monume HaBeaeTe BMAOBM Ha ycryri Kou BawaTa yctaHoBa Moxe
4a T NpyXu Ha nuua co peTtkun 6onectun?

16. [danu Bo MakegoHuja nocTojat nocebHu nporpamu 3a nekyBame
Ha peTku 6onecTn?

1.0a
2.He
3. He 3Ham

0 A

17. AKo nocTojart, fjanu cte ynaTune HeKoj NauMeHT no Taa nporpama?

1.0a ]
2.He ]
3. He 3Ham ]

18. [Oanu Ha Bawara knnHuka nma nekap-cneumjanuct 3a Hekoja peTka bonect?

1.0a ]
2.He ]
3. He 3Ham ]

19. Ako noctowm, Koj e, Koja cneunjanHocT € 1 3a Koja peTka bonecT?

123



20. Co kowu peTku GonecTtu n co konkae 6poj Ha nuua co PB gocera cre
ce cpeTHane Bo Bawara pa6ota? MNOMNONHETE CO NEYATHN BYKBU

bonect: _____ Bp. Ha nuua:

bornect: _____ Bp. Ha nuua:

He cym ce cpeTHan/a

21. Op kou n3Bopu aobmeate MHGOpMaLmMK 3a peTknte dbonectn?
MoxHun ce noBeke o4roBopwm.

1.Bo megnumHcknTe npupadHmum

2.Bo 6powwypuTte 3a bonecta
3.CamounHnumjaTnBHo

4.MNpeky obyka opraHusnpaHa of CTpaHa Ha MojaTta ycTaHoBa
5.04 uneHoBUTE Ha CEMEJCTBOTO Ha NauUeHTOT
6.MpeKy nHTepHeT

7.Ha nHTepHeT-hopymute

8.0p4 3apyxeHuja kon paboTar Ha peTku bonecTtu
9.04 konerute

10. O meguymm

11. He 6apate nHcpopmauum

ODoOooDoooooOonoo

12. Opyro (BnuweTe):

22. OsHauyeTe r'v TeMUTE NOBP3aHN CO PeTkTe BONECTH 3a KoM cakare Aa
Jo3HaeTte noseke. MoxHU ce noBeke 0AroBOpM.

MpuumHata 3a nojaBa Ha Gonecta
CumnTomn Ha BonecTa

BupoBu Ha Tepanuvja

HecakaHu nojasu og Tepanujata
AnTepHaTUBHO NeKyBakbe
WcxpaHa

HajHoBuTe nctpaxysara

® N ook wh =

MOXHOCTM 3a y4eCTBO BO KIIMHUYKM UCTPaXyBaka/McnuTyBama
9. TonkyBawe Ha pesyntatute
10. MeToam Ha camonomoLu

11. Coo4yBare CO MCMXOMOLLKN U eMOLMOHAIHN TELLKOTUN

1 o o A A

12. Opyro (BnuweTe):
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' MonnTUKK, NPaKTUKN U HUBHOTO Bﬂl/ljaHI/Ie BP3 KBANUTETOT Ha XXMBOT Ha nnuarta Cco PeTKN 6onectu

23. To Bawe mucnere, Kou ce HajdHavajHuTe NpobnemMu Ha nuuaTa co peTku
Bonectn? MoxHu ce noseke oAroBOpw.

MocTaByBahe€TO AnjarHo3a

2. OTexHaTMOT npucTan A0 HOBU NEKOBW BO HallaTa 3eMja U HEMOCToeHe CooaBeTHa
MoMOLL of ApkaBaTa 3a Tepanuja u nekyBame

w

OTtexHaTunoT npuctan 40 KIMUHUYKN UcnnutyBaka

b

HepocTaTokoT Ha cneumuyHo eayumpaH nekapcku nepcoHarn 1 COOABETHU YCIOBM BO
oonHuumTe

HepocTaTokoT Ha cneumjanuanpaHn MHCTUTYLUK
HenocToeweTo Ha pedhepeHTHa 6asa Ha nogatoum 3a Pb.
HenocToeweTo Ha cooaBeTHa AeduHUumja, Koaudukaumja n katanornsauuja Ha Pb.

HepocTatokoT Ha MeguUMHCKK BOAMYM 3a NneKyBawe Ha PeTKn bonectn

© ® N oo

HenocTaTokoT Ha CUHXPOHM3MPaH MyNTUAMCUMNNIMHAPEH JIeKapcKu npucTtan Ha
bonHuTe

10. HenocToeweTo Ha pa3BueHa CBECT Kaj CTpy4YHaTa v nolumpokara jaBHOCT 3a BaXXHOCTa
Ha PB v 3a HUBHOTO BnujaHye BP3 34paBjeTO HA HaceneHmeTo

5 Y A B o

24. Tlo Bawe mucneme, KoMKy nvuata co peTku bonectv nmaat nogapLuka
o[, cBouTe cemejcTaa?

BoonwTo Hemaat LlenocHo nmaar He 3Ham

K (2 13 P s e

25. LUto mucnuTe, KoMKy nMuaTa co peTkn GonecTy cmeTaat Aeka NeKkyBaheTo
MOXe [a MM nomorHe? (oBa Mpallare Ce OHecyBa Ha MUCIIEHETO Ha OHO]
LUTO ro MOMOSTHyBa NpaLlanHUKoT)

BoonwTo He moxe Bo uenoct moxe He 3Ham
1 2 13 [y s Cle
26. [danu penoBHO odat Ha KOHTPOSHM nperneam?
Boonwito He ogat Opat pegoBHoO He 3Ham

1 2 3 4 s e

27. Konky nuuata co peTku 6onectu ce npugpxyBaaT Ha NleKapCckUTe COBETU
3a 3emMar-e Ha nekoBn?

Boonwito He Bo uenoct ce npugpxysaat  He 3Ham

11 12 13 4 s e
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28. Konky 3aboneHuTe of peTku DONECTU Ce 3arpwxeHn nopaan HuBHaTa 6onecrt?
BoonwTo He ce MHory ce 3arpuxeHun He 3Ham
1 02 s [l4 5 e
29. Kornky 6onecTta Bnuvjae Ha HUBHaTa eMOLMOHarHa cocTojba
(np. NYyTWUHa, npennaweHOoCT, BO3HEMUPEHOCT, AenpPeCUBHOCT, VITH.)?
BoonwTo He Bnuvjae WcknyuntenHo envjae He 3Ham

01 2 3 4 5 6

30. Be monume, Bp3 OCHOBa Ha BaweTto MCKYCTBO, ja o4roBopeTe Ha npallaHkarta
noBp3aHun co BawwmoT ogHoc KOH nuuara co PETKN bonecTu.

E|
g s
] ©
o) I
T [yl
© (] o (]
O I £ =T
< 3§ & %
[lanu M noceeTyBaTe AOBOMHO BpeMe 3a pa3rosop? O 0O o o
2. [anu cmeTaTe Aeka nauveHTUTe MUcnaT Jeka UM nocBeTyBaTe OO O O
[OBOJHO BPeMe 3a pa3roBop?
[anu nokaxyBaTte UHTEpEC 3a HUBHUTE NUYHM NPoBremMmn? O O 0O 0O
[anu nauveHTUTe MMCnaT Aeka rv cnyware wrto 36opysaat? [ O R I R
5. [Hanu rm nidopmupare naumeHTUTe 3a CUTe CUMNTOMU Ha HUBHATA DD DO
6onect?
6. [Hanu mucnuTte geka M naumeHTUTE CMeTaar Aeka rm MHdopmMupare 3a OO O O
CcUTEe CUMMTOMM Ha HMBHaTa 6onecT?
7. [Oanu ce 3a40BOMHM NauneHTMTE o 06jacHyBaHeTO 3a NpuynHaTa Ha DD E @
6apaHnTe ncnuTyBaka ¥ NMaHUPaHUOT HAYMH Ha NeKyBare?
8. [anu naumeHTUTe ce BO MOXHOCT TenedoHCKM Aa pasroBapaaT co OO O O
noktopute?
9. [anu um nomaraTe BO HaOMWHYBaHETO HA EMOLIMOHANHMUTE npobnemu OO0 O O
NnoBp3aHnN CO HUBHATa 34paBCTBEHA cOCcTojb6a?
10. [lann M nomarate BO pellaBar-e Ha sarpuwkeHocta nopagm 6orecta? [ [ [ [
11. Janu nm nomarate BO pa3bupaHeTo Ha BaXKHOCTA Ha NPUAPXKYBaHETO DD E @
Ha coBeTuTe 1 ynatcreaTta?
12. Janun nm ob6jacHyBaTe 1 rM NogroTeyBaTe NauMeHTUTe 3a OHa
WwTo TpeGa 4a ro o4ekyBaaT of CreumjanucTUYKMoT nNpernes um O O 0O 0O
OONHMYKOTO NeKkyBarwe?
13. Janu mucnuTe Aeka v naumMeHTUTe ro AenaTt MUCIEHETO AeKa UM OO O O
nomarare?
14. Bo BaluaTta npakTuka HemaTe KOHTaKT CO nauueHTn co peTku 6onecTu. O O 0O 0O
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31. o Bale mucnetwe, WTO € NoTpebHO Aa ce Hanpaewu 3a Aa ce nogobpu

9.

10.

11

HMBOTO Ha KBarnuTeT Ha NeKyBaHeTo Ha nuuara co peTkn bonectn?
MoxHu ce noBeke 0groBopwu.

BocnoctaByBane Ha cooaBeTHa geduHuumja, kogudmkaumja n katanormsaumja Ha Pb
1 BocnocTaByBake Ha pedepeHTHa 6asa Ha nogatoum 3a Pb

O6e3benyBare Ha hMHAHCKCKN cpeacTBa 3a Habaeka U NogobpyBake Ha HUBOTO Ha
[OCTanHOCT Ha NeKoBWTe 1 Tepanuja 3a peTkv 6onecTy Bo HalaTta 3emja
Ob6e3benyBane Ha enmaemMmnonoLLK1 noaaToum 3a PB 1 nspabotka Ha Hacoku u
Kputepuymmn 3a oopmupare Ha HaunoHaneH pedepeHTeH ueHTap 3a Pb
WHTerpupaH npuctan KOH OTKpuBake, AnjarHocTuumMpane, NpeBeHumja n couunjanHa
WHTerpaumja Ha nuuata co PB 1 HuBHuTe cemejctea

YHanpepnyBawe Ha npeseHuujaTta Ha Pb o reHOMCKO NOTEKIO 1 opraHn3auuja Ha
€KCTEH3UBHW CKPUHUHI-Mporpamm

YHanpenysare Ha npeseHuujaTa n gujarHoctnkara Pb og reHoMCKO NoTekrno co
BOBedyBah-e Ha HOBW AMjarHOCTUYKM TEXHONOMMU M yHanpedyBare Ha ocTanHocTa Ha
rEHETUYKOTO MHPOPMMPAHLE N KOHCYNTaumum

YHanpenyBarbe Ha CTpyYHUTE KanauuTeTu Ha 30paBCTBEHUTE paboTHULM 1

30paBCTBEHUTE COPabOTHMLM CO Lien COOABETHO OTKPUBAHE M PaHO AujarHoCTULMpaHe
Ha Pb

MopobpyBatbe Ha NpaBHaTa pamka 3a NekyBame Ha nuuarta co Pb

MoanrHyBame Ha cBeCTa Ha CTpyyHaTa 1 NoLUMpOoKa jaBHOCT 3a BaxkHOCTa Ha Pb n
HUBHOTO BrvjaHWe BP3 34paBjeTo Ha HaceneHneTo

BocnocrtaByBatbe Ha MefyHapogHa cTpyyHa copaboTka BO NOMETO Ha perucTpaunjara,
MOHWTOPWHIOT, AnjarHoCTMKaTa, NekyBakhEeTo U UCTPaXyBaHweTO Ha peTkuTe GonecTtn

. Apyro (BnuweTte):

O 0O 0o 0o o o

O 0o oo o
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Mpwunor 6. lNpawaka 3a UHTepBjy CO AOHOCUTENN Ha NONUTUKN
N OONYKKW, eKCNepTu N akagemckaTa 3aegHuua

NPALLATTHUK

(,ﬂOHOCI/ITeJ'II/I Ha NOJINTUKN U OO4NYKK, EKCNEepPTU N akagemMcKaTa 3ae,u,H|/|L|,a)

[MonuTtuku n nporpamu]

1. [anu BO 3emjaTta nocTojat NoNUTUKK 3a cripaByBake co PB? Kou ce?
2. Hanwu Bo 3emjaTa nocrojar nporpamu 3a PE?

[. Janu 6eBTe BKy4YeHW BO CO30aBaETO Ha NPOrpaMuTe 3a NeKyBare Ha PeTKU
6onectn Bo MakegoHwuja? Ha koj HauuH?

3. danu cTe 3ano3HaeHu Co nNocTankarta 1 CNpoBeAyBakEeTO Ha NporpamuTe 3a ne-
KyBahe Ha Pb Bo 3ewmjaTta?

4. [anu cte 3ano3HaeHn Co Toa Koj BMn BKIyYeH BO MPOLIECOT Ha U3roTByBake U
cnpoBeayBane Ha nporpamuTe 3a PB?

5. Cnopen Bac, koj 6u Tpebano na 6uae BknyYeH BO NPOLIECOT HA U3rOTBYBaH-E U
crpoBefyBaH-€ Ha NporpamMuTe 3a NiekyBaw-e peTku bonectun?

6. [Janu nmate cosHaHuja unu ganu cte y4ecTByBarne BO ApYyrv NonmMTUKK BO KOU ce
cnoMHyBaaT unm obpaboTyBaar peTkute bonecTtu (counjanHa 3awituTa, BpaboTy-
Bake UTH.)?

7. Cnopen Bac, ko ce rmaBH/TE Lieny Ha nporpamara 3a fneKkyBahse Ha peTkm 6onectun?

I. Oanu oBne uenu ce nocturHatu? [JOkonky He ce, Koja e npuynHarta?

8. [anu mucnurte geka nporpamMara € [0BOMHA 33 [a Ce YHanpeam KBanuTeToT Ha
XMBOT Ha nuuara co PB? 3ouito?

[OnwTo: CTpaTterunja n NnaH 3a peTkn 6onectun 2014 - 2019]

9. HaumoHanHaTa anwvjaHca 3a peTku 6onectn Bo MakegoHuja Bo 2014 roguHa us-
roteu lNpeanor-HaunoHanHa ctpatervja v NnaH 3a petkn 6onectn co koun 6u ce
nocTtaBuna egHa pamka 3a nocranysawe o 2019 rogmHa.

I. [anu 3HaeTe geka NoCTou BaKOB LOKYMEHT?
II. Oanu mucnute aeka e 4oOPO M3roTBeH? 30LUTO?

[ll. Cnopeg Bawe mucnewe, 3owto BO MakegoHuja Hema cTpaTervja u nnaH 3a
PB?

IV. Cnopeg Bawe muncnewe, ganu mucnute geka tpeda aa ce yceon? 3owto?

10. Cnopeg Balwe mucnewe, koj 6u Tpebano ga Guae BknyyYeH BO NpoLIECOT
Ha M3roTBYBaH-€ U CrpoBedyBaHke Ha cTparternja u niad 3a PB? 3owTto?
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11. Cnopepg Bac n Baweto uckyctso, aanu osaa Ctpateruja u lNNnaH ce AoBOMHU
3a Hanpenok Bo 6opbaTta co petkute Bonectn? 3owTo?

12. LWT0 61 HanpaBune Bue nokpaj oBre OOKYMEHTU U NONUTUKA?

PEM'MCTAP, KPUTEPUYMWU, MOCTAINKA

13. Bo lNporpamara 3a nekyBare Ha peTkn bonectn Bo MakegoHuja
3a 2016 roguHa, HaBegeHa e aedmHuumjata 3a peTkmn 6onectn
W perncTapoT Ha peTku bonecTu.

I. [Nanu 3HaeTe kako ce CTUrHano Jo taa geduHuunja?
[I. MoxeTe nu ga ja objacHnTe geduHULmjaTa, LWITO 3Ha4YM Taa?
lll. Oa kora nocton pernctapot Ha PBE? LLITo ce eBnageHTMpa Bo Hero?
a. [Janu 3HaeTe Konky nuua co PB ce eBMaeHTMpaHn Bo permctapot gocera?
IV. Koja e noctankaTta 3a BnuwyBaH€e BO perncrapoT Ha PB?

V. Kowu ce kputepuymmTe 3a BnuwlyBare BO permctapot Ha PB? Koj ro Bogn 0Boj
perncrap?

VI. WTo Tpeba ga HanpasaT nuuata co Pb 3a ga annuumpaat 3a cpeacTtsa o
Mporpamara?

VIl.Kako ce ogbupaat nuuata kou ke gobujat cpeacTea 3a nekyBare?

VIll.MoxeTe nu aa ro objacHuTe LenuoT npouec?

NEKAPUTE U HUBHUTE OBBPCKU

14. Cnopepg Bac, koun ce ob6BpckuTe Ha nekapute cornacHo Nporpamata
3a nekyBawe Ha Pb 3a 2016 roguHa?

I. danu nekapuTe nmaat ob6Bpcka ga rv sBnvwysaat nuuata co Pb
BO nocebeH perncrap?

[I. Oanu nekapute ru ynatyBaar nuuata co Pb Ha nporpamara 3a nekyBame
Ha Pb Bo MakegoHuja?

[ll. Oanu uma notpeba of peructap Ha nekapu-cneuuvjanuctu 3a Pb?
IV. Konky 4yecTto nekapute nocetyBaat obyku 3a PB?

V. Oanu noctou noTpe6a of BoBeayBae Ha AOMOMNHUTENHW 0ByKn
BO KOHTVHyMpaHaTa MeuUMHCKa edykauumja?

VI. anun Bo MakegoHuja noctom notpeda og pa3ameHa Ha MCKYCTBa U 3HaeHa
BO obnacta Ha PB?

NMATOKA3U 3A JIULIATA CO PB
15. Kako 3Haete aeka ce pabotu 3a PB?

16. [anu nocton yHuBep3arneH npuctan 3a JIPb ga cturHaT 4o koHeYHa gujarHosa?
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17.
l.

II.

1
18.

l.

LUto 6u mMe coBeTyBane [OKOMKy CMeTaTe [eka MU e NocTaBeHa NorpeluHa
AnjarHosa 1 npumMam HecooaBeTHa Tepanuvja?

Kown ncnutyBara 6v Mu rv npenopadane?
LLito 6 me coBeTyBane 4OKOMKy Tepanujata e HegocTanHa Bo MakegoHuja?
Konky 4ecTo ce cpekaBate co nuua co Pb Bo Bawara npaktuka?

Hanun Bo MakegoHuja ce sronemyBa 6pojoT Ha nmua co Pb, ogHocHo ganu ce
no4yecTo ce cpekaaTe co nuua co PB?

Koe e Bawerto nckycteo co PB? Co nuua co PB?
. Co kou Pb cTe ce cpeTHane gocera?
Cnopep Bac, pann Bo MakefnoHuja nocrtojat crneuumjannuctu 3a PB?

MoxeTe nu ga HaBedeTe Kou ce, KOja nMm e Cl'IeLl,l/IjaJ'IHOCTa 1N BO KOM 34paB-
CTBEHU yCTaHOBM pa60TaT?

LLto mncnute 3a oopmmpare nocedeH TUM Ha cneuujanuctu 3a Pb?

lll. Wro mmncnute 3a hopmmpare cneumjanuanpanmy LueHTpu 3a PB?

NEPLENUNJA 3A NIULUATA CO Pb

19.

20.
21.

22.

[okonky 61 ce cTaBune Ha nosuumja Ha nuue co peTka 6onect, Aanu MucnuTe
JeKa nporpaMmuTte ce: NpaBuUYHN, MOTUBMPaYKK, Ha3aaHM? 30wwTo?

a. Jann 6u npomeHune HewTo? AKO Aa, WTo? AKO He, 30LITO HEe?
KakoB e KBanuTeTOT Ha XMBOT Ha nuua co PB? 3owTto?

Oanu nuuata co PBb moxat ga rv n3BpLuyBaaT CBOUTE CEKOjAHEBHM
aKTUBHOCTU?

[Nanu mucnute geka nuuata co PB ce 3a00BonHM
op, ceojaTa pabotocnocobHocT? 3owTo?

3ABPLUHM NPALLAHKA

Cnopep Bac:
23. Kako moxe ga ce nogobpum gujarHoctuumpaneto Ha PB Bo MakenoHuja?
24. Kako Moxe fla ce onecHu npuctanot Ao Tepanuja 3a Pb Bo MakenoHuja?
25. Kako moxar nuuata co Pb ga nomorHar 3a yHanpeayBahwe Ha CUCTEMOT
1 HMBHaTa cocToj6a?
26. LLTo 61 rn coBeTyBane nuuarta kou ce ywTe Hemaar aujarHosa?
27. LTo 6u rm coBetyBane nuuata co PbB?
28. [anu nmarte gpyru cyrectuu, uHopmaumm kon 6u cakane ga ru cnogenute?
Bu 6narogapam 3a o4BOEHOTO BpeMe.
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Mpwunor 7. lNpawara 3a MHTEPBjy CO NPETCTAaBHULN Ha 3OpYyXeHuja
3a peTku bonecTu

NPALLATTHUK

(MpeTcTaBHULM Ha 3OpYy>XeHUja 3a peTkn GonecTn)

[MonuTukn n nporpamu]

1. Oanwu BO 3emjaTa NocTojaT NONUTUKK 3a cnpaByBake co peTku 6onectu (PB)?
Kown ce?

2. [anu Bo 3emjaTta nocrojat nporpamu 3a PbB?

3. [anu 6eBTe BKIy4yeHM BO CO30aBaHETO HA Nporpamute 3a rnekyeawe Ha PB Bo Make-
AoHwvja? Ha Koj HaumH?

4. [anwu cTe 3ano3HaeHu Co Toa Koj Gun BKIydeH BO NPOLECOT Ha U3roTBYBaH-E W CMpo-
BedyBake Ha nporpamute 3a PB?

5. Cnopeg Bawwe mucnemse, koj 6u Tpebano aa 6buae Bkry4eH BO NPOLECOT Ha U3rOTBY-
Bak-€ N CnpoBedyBak-e Ha nNporpamnte 3a nekyeanwe PB?

6. Hdanu mmucnute geka nporpamarta e JOBOMHA 3a Aa ce yHanpeau KBanuTeToT Ha XMUBOT
Ha nuuata co Pb? 3owTo?
[OnwTo: CtpaTternja n MNnaH 3a peTkn 6onectn 2014 - 2019]

7. HaunoHanHata anujaHca 3a peTku 6onectn Bo MakegoHuja Bo 2014 rogvHa
naroteu lNpegnor-HaunoHanHa ctpateruvja u NnaH 3a peTkm 6onecTtu co koun 6u ce
nocTtaBsuna efHa pamka 3a nocranysawe Ao 2019 roanHa. lanu cte 3ano3HaeHu
JeKa NoCcToM BakOB JOKYMEHT?

8. [anu mucnute geka Tpeba ga ce ycson? 30wwT0?

9. Koj 6u Tpebano aa 6uae BkyyeH BO NPOLIECOT Ha U3rOTBYBaHE 1 CNPOBeAyBaHe
Ha cTpateruja u nnaH 3a Pb? 3owTo?

10. Cnopepg Bac n BaweTto uckycteo, ganu osaa Ctpateruja u lNNnaH ce 40BOIHU
3a Hanpeaok Bo 6opbata co PB? 3owTto?

11. LWTo 61 HanpaBune Bue nokpaj oBMe JOKYMEHTU U NOSIUTUKN?

PET’MCTAP, KPUTEPUYMU, NOCTANKA

12. Bo lNporpamara 3a nekyBake Ha peTkn 6onectn Bo MakegoHuja
3a 2016 rognHa, HaBegeHa e geduHuumjata 3a Pb n pernctapot Ha Pb.
KakBo e BalleTo mucnewe 3a ycsoeHata gecvHuuymja?

13. [Hanu peructapot Ha Pb dyHKuMoHUpa? [Janu cte 3agoBOSTHU CO PErncTapoT
Ha PB?
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14. LWTo mucnnte geka 6u moxeno aa ce nogobpu?

15. Kako Bawerto 3apyxeHne u HAPBM nomaraat 3a yHanpegyBake Ha permctapor?
Kako?

16. [anu 3HaeTe KONKy nvua ce BnuwaHu Bo pernctapot? Kaksu ce npugobusknTe of

peructapoT 3a oBue nuua?

PABOTA HA 30PY>XEHUETO U HAPBEM
17. LWto npaBu BaweTo 3apyxeHue 3a JIPB?

18. Konky JIPB ce uneHoBwu Bo Bawerto 3apyxenne? Konky 6onectu nokpmsa?
19. Kowu ce akTMBHOCTMTE LITO M cnpoBedyBa?

20. [Oanwu 3gpyxeHueto e uneH Ha HAPBM?

21. WTo npasn HAPEM 3a JIPB? Konky 6onectu nokpusa?

22. [anu cTe 3ag0BOMHM 04 gocera HanpaBeHoTo?

23. KakBu aKTMBHOCTU Ce npenBuaeHn BO UOHMHA?

NATOKA3U 3A JIULIATA CO Pb

24. [Oanu noctoun yHuBep3aneH npuctan 3a JIPb ga cturHat 4o KoHevHa gujarHosa?
25. Kow ncnutyBara HajyecTo ce npasat?

26. Op wTo HajMHory umaart notpeba JIPB?

27. W7o e notpebHo 3a ga ce onecHu npuctanot 3a JIPB go koHe4yHa gujarHosa?

28. [Oanwu JIPB nmaat goBorneH npuctan go tepanuja? Ako He, LITO € Toa LTO
HefocTacyBa, 3a KOMKy nuua 1 Kako aa ce nogobpu?

29. Kako moxe ga ce nogobpu gunjarHoctuumpareto Ha PB Bo MakegoHuja?

30. Kako BaweTto 3gpyxeHre nomara BO NpoLecoT Ha 4obuBawe KOHeYHa avjarHosa?
Tepanuja?

31. Kako moxe ga ce onecHu npuctanoT o Tepanuja 3a Pb Bo MakegoHuja?

NEPLUENUUJA 3A NINLATA CO PB

32. Bue cte nuue co PB. lanu mucnuTe geka nporpammute ce: npaBuyHW,
MOTUBMpPAYKK, HazagHn? 30wWTo?

33. Cnopepn Balle mucnewe 1 UCKYCTBO, KAKOB € KBaNUTETOT Ha XXMBOT Ha nuua co PB?
3owwTo?

34. [Oanu NPB moxat ga rv u3BpLUyBaaT CBOUTE CEKOjAHEBHN aKTUBHOCTU?

35. [Hanu mucnute geka JIPB ce 3agoBonHmn og ceonte paboTtHu cnocobHocTn? 3owTto?



‘ s . MonuTukn, NPakTUKn U HUBHOTO Bﬂl/ljaHI/Ie BP3 KBANMUTETOT Ha XUBOT Ha nuuarta Co PEeTKU 6onectu

3ABPLUHU NPALLAHKA

36. Kako moxat JIPE oa nomorHaT 3a yHanpeayBare Ha CUCTEMOT U HUBHaTa cocTojoa?
37. Lo 6u rn coBeTyBane nuuata Kou ce yLiTe Hemaart aujarHosa?
38. LWT0 61 rn coeetyBane JIPB reHepanHo?

39. [Hanwn umarte gpyrv cyrectum, Hdopmaumm kon 6u cakane ga ru cnogenute?

Bu 6narogapam 3a 04BOEHOTO BpeMme.
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ﬂ MonuTukK, NPaKTVK1 U HUBHOTO BMWjaHWe BP3 KBAaNUTETOT Ha XMBOT Ha nuuaTta co peTku 6onectu
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ﬂ MonuTukK, NPaKTVK1 U HUBHOTO BMWjaHWe BP3 KBAaNUTETOT Ha XMBOT Ha nuuaTta co peTku 6onectu
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ﬂ MonuTukK, NPaKTVK1 U HUBHOTO BMWjaHWe BP3 KBAaNUTETOT Ha XMBOT Ha nuuaTta co peTku 6onectu
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ﬂ MonuTukK, NPaKTVK1 U HUBHOTO BMWjaHWe BP3 KBAaNUTETOT Ha XMBOT Ha nuuaTta co peTku 6onectu
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