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MHCTUTYT APYIITBEHUX HayKa Ipezneonu pao
Beorpan [Tpumbeno: 8.12.2014.

BYJIHEPABMJIHOCT JAPYILITBEHOI U IIOCEBHOCT
COLIUJAJTHOITPABHOT TTOJIOXKAJA JIULIA OBOJIEJINX
OJ1 PETKUX BOJIECTU!

Caxerax: [locneora dexada 0sadecemoe u novemax 08aoecent u npeoe 8exa obenexcasa
KOHYenm 3auimume npaga MarbUHCKUX OpYWimeeHux epyna ca Haznawasarsem nompeoe 3a
obeszdeherbem nocebHe, dooamme 3aumume OCHOBHUX /bYOCKUX npasa u ciobooa. Mapeuna-
JU3AYUJA, CMUSMAMU3ayujd, COYUjana UCKbYYEHOC U 8VIHEPAOUTHOCT KAO COYUONOWKE Ka-
pakmepucmure u OUCKPUMUHAYUJA KAO NPAGHA KApAKMepucmuka MelycobHo ¢y nogesawe,
yenosmene U 3a6ucte 00nuKe MArUHCKUX OPYMMBEHUX epyna. Y paoy cy npumenom coyuo-
JIOWKO2 U YNOPEOHONPABHO2 MEMo0d pasmMampane Kapaxmepucmuxe OpyumseeHo2 nouoicaja
YA 000NeNUX 00 pemKux 6oJleChL Kao MarUHCKe OpyulmeeHe spyna 2oe ce noiaszehi 0o 6yi-
HepaduTHOCIU KA0 OCHOGHE COYUTIOWIKe Kapakmepucmuke ykazyje Ha nompedy 3a ymephusa-
1beM NOCCOHOCMU COYUJATHONPABHO2 NOL0HCA]A YA 00onenux 00 pemxux b6orecmu. Ilpagna
,, HEBUOLUBOCT ** YCII0B/bABA COYUJATHY,00HOCHO OPYUIMEEHY ,, HEBUOLUBOCT ** U Vice versa
OpYUMBEHA HeBUOLUBOCH jecme U NPABHA ,, HeBUOLUBOCT ** 3002 Ue2d je HeONXOOHA CUCEMCKA
U UHMEPOUCYUNTUHAPHA AKYUJA Y YUbY PE2YTUCarba U YHANpeherba KaKko OpyumeeHoe maxo u
NPasHoe NoLodCaja uya 0borenux 00 pemkux Oorecmu.

Kipyune peun: gyinepabunnocm, OUCKpUMUHAYU]A, OPYUWMBEHU NOTOJICA], NPAGHU NOTO-
Jlcaj, auya obonena 00 pemkux bonecmu.

YBoaHe HanoMeHe

He nocroju ommre npuxsahena aeduHUIMja PETKUX O0JECTH HUTH JIULA 000-
Jenux of petkux 6onectu. OBe OoecTH ce AaHac ASUHHIILY IpeMa KPUTEPHjyMy
npeBasieHIle 00JIeCTH, OJHOCHO IpeMa 3acTYIJbEHOCTH HCIIOJbaBamba Ha ofipeljeHoM
reorpad)cKoM MPOCTOpY, Te ce NeUHUIIH]E PA3IUKY]y H3Mel)y pxkaBa ykibyuyjyhu u
np>xase EBporicke yauje. Tako nmpema [Ipenopymm EBporicke yHUje y 001acTh peTKUX
6onectu u3 2009. roauHe peTke 60JecTH Cy cBe OHe 0oJecTH Koje norahajy Mambe o

! Pan je neo nayunor npojekta I1I 6p. 410004 noapskanor o cTpane MUHHCTAPCTBA 3a IPOCBETY,
HayKy U TeXHOJIOIIKH pa3Boj Pemyomuke Cpbuje, unju je Hocwan LlenTap 3a npaBHa HCTpaxkuBama M-
CTUTYyTa JIPYLITBEHUX Hayka y beorpasy.
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5 muma Ha 10000 jpyam.2 MehyTtum, npenopyke npema CBOjoj TIPaBHO] TIPHPOIH
HUCY IIpaBHO 00aBe3yjyhe 3a ipykaBe WIAHHUIIE U CIIaa]y Y T3B. HHCTPYMEHTE MEKOT
npaBa (eHr. Soft law) 300r uera ce u jaBibajy pasziauke y Ae(UHHCABY PETKUX
Oonectn u3mehy aprkaBa diaHWIla. 3HA4a] HHCTPyMEHaTa MEKOT 1pasa y EBporickoj
VHH]JU j& BEIIMKH, MTOCEOHO 3a yOrakaBame pasliiKa y 3aKOHOJABCTBHUMA JIpyKaBa
YJIAHUIA Y OHUM O0JTacTHMa KOje Ce Halla3e Y ’bUXOBO] UCKJbYUHBO] HAIIC)KHOCTH.
VY Ty obnacT craja couujaiHa MoJUTHKA KOja YKIbYIYje U 3PaBCTBCHY H IIOJTUTHKY
3anonubaBama. Mnak, BehnHa np)kaBa wWiaHUIA Cy MPUXBATHIIC NC()UHNIM]Y PETKUX
6onectu u3 [Ipenopyke, a OHe KOje TO HUCY jecy y 00aBe3H /1a 00pas3iioike yCcBajarmbe
npyre nedunnmmje.’ o 2013. ronuHe apkaBe wianuie EBporicke yHHje Koje cy
perynucane o0acT peTKuX 00JIeCTH U YCBOjHUIIe TOMEHYTY Aeduanimjy jecy dpan-
mycka, Hemauka, Utanuja, benruja, Xonannuja, Penyonuka Uemka, CrioBauka, Ku-
nap, Iopryramuja, Illnanuja, Pymysnja, Byrapcka u Xpearcka.* /e apsxaBe mpe-
Bubajy apyraunjy neduHUIMjy peTKux OOJIECTH y OJHOCY Ha OHYy HpeaBuheHy
IIpenopykom, a o cy Jlancka u [lIBenacka. MunucrapcTBo 3apaBiba Jlancke nedu-
HUIIIE peTKe OoecTu kao Oonecty koje morahajy He Bumie ox 500 1o 1000 ocoba y
OIHOCY Ha yKynaH 6poj cTanoBHuKa.) Ca apyre ctpane, IlIsencka je Hanponanaum
IJIaHOM 3a peTke oonectH (2012), petke 6osectH AeduHUcaa Kao oHe mopemehaje
KOJH JIOBOJIC JTO TEITKOT MHBATMIUTETa M IMajy ydecTanocT He Behy o 1 obonernor
Ha 10000 sbymu.® Jlepunucame perkux GonecTu BpuM ce myTeM HaluoHamHuX
IUTAaHOBA/CTpaTeTHja y 00IACTH PETKUX OOJIECTH, OMIITUX 3PAaBCTBCHUX 3aKOHA aJIn
1 ITyTEM JIOHOIICHa TTOCEOHUX 3aKOHA O PETKUM OoJiecTuMa, o je ciny4daj y Cjenu-
weHuM Amepuukum JpxaBama. Cjenumene Amepuuke [pxkase cy jom 1983.
TOIMHE JJOHEeJIe ToceOaH 3akoH O JIEKOBIMA 32 JICUCHE PETKUX 00JIECTH T3B. opdaH
JleKkoBa’ KOjuM je TIpBH IyT y cBeTy AeduHucaHa Kateropuja peTkux 6omecru (Hu-
yard, 2009: 465). Perkum Oonectuma ce cmarpajy cBe oHe OosiecTH Koje morahajy
Mame o1 200000 mymm y Cjemumennm AmepraknuM Jpsxasama.® Oa nedunummja
je kacHuje Tpey3eTa U capikaHa y 3akoHy 0 peTkuM 6onectuma’ xoje cy CAJL mo-

2 COUNCIL RECOMMENDATION of 8 June 2009 on the action in the field of rare diseases
(2009/C 151/02).

3 Ibidem.

42013 Report on the State of the Art of Rare Disease Activities in Europe: Part V: Activities of
Member States and other European Countries in the field of Rare Diseases, European Union Committee
of Experts on Rare Diseases, 2013

5 Tbidem.

6 Tbid., ctp. 184.

7 Orphan Drug Act, Public Law 97 — 414 — Jan 4, 1983.

8 Orphan Drug Act, Public Law 97 — 414 — Jan 4, 1983.

9 Rare Diseases Act, Public Law 107-280-Nov, 2002.
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aene 2002. roguHe YMMe ce CBPCTaBajy y jeHy O PETKUX 3eMajba Koje Cy JOHeIe
rnoceOHe 3aKOHE Y 0BOj 00acTH nopen Janana u OuiIUnuHa.

Couujainu npoOremMu Jua 000JIeNnX O PETKUX 00JIeCTH U YIaHOBA HUXOBE
MOPOJHILIE YCIOBJbEHH Cy MPAaBHUM MPOOIEeMHMA U ,,HEBUIJBUBOIINY y OKBUPY
IpPaBHOT CUCTEMa YHUME C€ CTBapa M T3B. JAPYIITBEHA HEBUIJBUBOCT, Maja M caMa
JPYIITBEHA HEBUIJLMBOCT JOBOIH 10 MpaBHE HEBUAbUBOCTH. HeyjenHaueHoCT y
JneUHUCABY PETKUX OO0JIECTH, HEMOCTOjamhe oAropapajyhe kiacudukanuje u Ko-
muuKanyje peTkux OOJEeCTH, Malld TPOIEHAT O0OJEeNHX Y HAIMOHAITHUM

10 BHUCOKH TPOUIKOBH JICYCH:A, HerI/IJ'Ial"ObeH CHUCTEM 3APaBCTBCHE U CO-

OKBHpHMa,
[IUjaJiHe 3alITUTE IoTpedama Juia 000IeInX Ol PETKUX OONECTH, HEJJOBOJFHO 103~
HaBame Mopekia (atorenese) Behune peTkux Gonectu'! cy unmenue Koje nuia
oOosena on peTkux Oonectu nudepeHrpajy Kao noceOHy ApYIITBEHY TPyIy 3a
KOjy ce Bexy cienehe corpononike KapakTepuCTUKe — MapruHaiu3almja, CTUrMa-
TH3allKja, CONMjaiHa UCKJbYUCHOCT, U BynHepaOmiHOCT (pamuBocT). HaBenene co-
ITHOJIONIKE KAPAKTEPUCTUKE UMajy U CBOjy MPABHY MOCIIECIHILY — ANCKPUMHHAIIN]Y.
[wb pana je na ce ykake Ha MOCeOHOCT U BYJTHEPAOHITHOCT (PambUBOCT) IPYIITBEHOT
MOJIOKAja JIUIA 00OJIEIMX O PETKUX 0O0JIeCTH, Ha MOCEOHOCT HMXOBUX MOTpeda
Ha 00aBe3y IpyINTBA M Ip)KaBe Ja MPaBHO PETYJHIIC HUXOB TMON0XKA] ¥ CBETIY
MIOIITOBarha OCHOBHUX JBYICKUX IpaBa, MOCEOHO TpaBa MabUHCKHX, MapTUHAIIH-
30BaHMX JIPYLITBEHHUX I'PyIa KakBa cy JIUIla koja 0oiyjy on peTkux 6onectu. Oct-
Bapeme OCHOBHUX JbYACKHX IpaBa CBUX rpahaHa, CBUX IPYIITBCHHUX Tpyma, Y
OCHOBH j€ MPaBHUX CUCTEMAa CaBPEMEHHX Jp>kKaBa 300T Yera je Hauelo jeJHaKOCTH,
OJIHOCHO Hauelno 3a0paHe JUCKPUMHUHAIHM]E OKBHP 32 PETyJIMCambe MPaBHOT MOI0XKaja
MEHUHCKHX JIPYIITBCHNX Ipymna. BymHepaOHIHOCT Kao COIMOIIONIKH IT0jaM | TUCK-
pUMHHAITH]a Kao TMPaBHH T0jaM MeljycoOHO Cy yCIIOBJbEHH, TIOBE3aHU U 3aBHCHH,
TE CE PEryJIHcameM IIPaBHOT CTaTyca JIMIA 000IeINX Off PETKHX OOJIECTH HCTOBpPE-
MEHO PETYIHIIC U BUXOB JIPYIITBEHH TIOJIOXKA].

10 Koncraranuja 0 MaToM HpOLEHTY 0GOIENNX JINIA y HAIMOHATHIM OKBHPHMA j€ CaMO YCJIOBHa,
OJIHOCHO jEJIMHO YKOJIUKO C€ MOCMATpPajy Moje/IMHauHe peTKe O0NIECTH I0K Y3eTo 30HpHO Opoj Jria 060-
JIENHX OJ PAa3IMYUTHX PETKHX OOJICCTH HUKAKO HUje 3aHEMapJbuB U 00yxBaTa oko 4-7% CTaHOBHHMIITBA
onpehenor reorpadckor noapydja, ma Tako Ha HUBOY EBporicke yHuje Taj 6poj uznocu uzmehy 30 u 40
MUITHOHA, Y PPaHITyCKoj je OKO 3 MIJIMOHA JbY/IH MOTOCHO Pa3IuuMTHM PETKUM OOJIeCTHMA, OTHOCHO
oxo 30000 y ciy4ajeBuma mojemHaqHUX peTkux Oonectu (C. Messiaen et al., 2008:51). ¥V Cpbuju,
npema nopanumMa Haunonanne opranusaimje 3a perke 6onectu Cpouje oko 500000 sbymu je morohjeHo
Pa3IMYUTUM PETKUM OOJIECTHMA, C THM J[a PETHCTap PETKUX OOJIECTH jOII YBEK HUjE TOHET.

I Rare Diseases: understanding this Public Health Priority, European Organization for Rare
Diseases, Paris, 2005, ctp. 5 <http://www.eurordis.org/IMG/pdf/princeps document-EN.pdf >10.3.2014.
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1. By 1HepaOMJIHOCT — OCHOBHA COLHOJIOIIKA KAPAKTEPUCTUKA U
JeTEPMUHAHTA JIPYIITBEHOI MOJI0KAja MABLUHCKUX APYLUTBEHHUX IPyna

MapruHanzanyja, CTHrMaTH3alnja, ColHjaHa HCKIBYYeHOCT 1 BYITHEpaOMIIHOCT
jecy Mel)ycoOHO YCITOBIbEHH 1 ITOBE3aHH COIMOIIOIIKH TI0JMOBH KOjH C€ Be3yjy 3a Ma-
IbHHCKE JIPYIITBEHE IPyIIE, U KOjU CE YeCTO CMarpajy CHHOHIMHMA, Te Ce pa3Marpajy
y KOHTEKCTY HCTPaXKMBama M 00jalllberha CHPOMAIITBA OApeheHnX IpYIITBEHUX
rpyna (Hogan, Marandola, 2005:457). Cturma moapasymeBa HEOIPABIAaHO ,,MapKH-
pame’, OTHOCHO 00eleKaBarhe M0jeIMHALA/ JPYIITBEHHUX IPyTia HA OCHOBaMa YOUCHHUX
TEJIECHHX, OTHOCHO (PU3HYKUX, KAPAKTEPHUX, OHOCHO JIMIHHX MU COLUjTHHX 00e-
JeXja ¥ YCKO je TOBE3aHa, T¢ yTHYe Ha MEpIENIHjy COLMjaTHOT MIACHTUTETA TOT
TI0jeIMHIA/ IPYIITBEHE TPYIe, OMHOCHO MOIpasyMeBa OABajare ,,HOPMATHUX® O
CTUTMATU30BAHUX, OHUX KOJH HE OATOBapajy MOCTOjehuM APYIITBEHUM HOpMama, Te
ce pa3nukyjy on Behune (E. Goffman, 1997: 203). Yiorpeba TepmMuHa ,,aOHOpMAaTHUX
y OJIHOCY Ha OHE ,,HOpMaJIHe™ PHCYTHA je 1 kol PyKoa Koju yKasyje Ha I0CTOojame,
HCTOPH]CKH, TPY OCHOBHA CTaJIMjyMa JPYIITBCHOT IToNMama ,,abHopMaiHuX.“ [TpBH,
To/[pa3syMeBa CXBaTame OHUX I10je/MHAlLa/IPYIITBEHUX IPyIa KOju Ce PasluKyjy,
MIPUPOTHO, OJ OCTAIIMX KA0 T3B. JEYJICKHX UyJOBHUINTA, T 03HAYaBA OHY JIPYIITBCHY
TpyIy Koja ,,HUje caMo M3y3eTaK y OfJHOCYy Ha oOnuk Bpcre,” Hero u Hempuivka 3a
IpaBHE MPOTNCE, OTHOCHO JBYACKO UYyIOBHIITE jecTe ,,kKoMOnHaIja Hemoryher u 3a-
opamenor (M. Fuko, 1990: 61). Kacuuje, ,,a0HOpMaITHH® Cy 3aXTeBaU 00aBE3HY
HPOMEHY, OJHOCHO HOPMAJIN3aLlHjy, IITO j& JIOBEJIO JI0 BEJIMKHX MaTHHU 32 OHE KOjU
HHUCY MOIVIH Jia ce ,,HopManm3yjy™ (ibid., 62), — Ipyr# CTaaujyM, a 3aTUM U YCTaHOB-
JbaBame oipel)eHor BuIa 3a0paHe, Koja 3HauH ,,CyIICKY Mepy ITyTeM Koje je TI0jeIHaIl
Ouo OapeM JIEIMMHYHO TUCKBAIM(UKOBAH Kao MpaBHU cyOjekT (ibid., 62) — Tpehn
craaujyMm. JlaHac, IpyIITBO U MPaBo CTOje Ha NCTOM MPHHIIHITY, IPHHIUITY 00e30ehema
XyMaHOT, HETTOHW)KaBajyher M jeJHaKor MmocTynama MpeMa IpYITBEHUM rpyrnama
1/WH TIOjeIMHIIMMA KOjU CE Pa3IUKyjy off BehuHe OO0 /1a je Ta pa3nuuuTocT ypoheHa
(pupomHa) WK CTeYeHa, Te je TojIeNa Ha ,,HOpMallHe ™ U ,,HCHOPMAaJTHE, OTHOCHO a0-
HOpMaJTHE"* IPaBHO CAaHKIIMOHUCAHA JJOHOIICHEM aHTHIMCKPHMHHATOPCKOT 3aKOHO-
JIaBCTBA Y MOZCPHUM JprKaBama, IIITO HICTOBPEMEHO MOPa3yMeBa M MPETXOAHY JAPYIIT-
BEHY HETIPUXBaTJEHBOCT OBAKBE MofeNe, y3uMajyhu y 003up To, J1a paBo TpeJicTaBiba
o7ipa3 pa3Boja opeleHor APyIITRA.

Kao jeman om moryhux y3poka cTHIMaTH3aIyje, OJHOCHO jeITHOM O] IIPETIIOC-
TaBKM 32 HACTAaHAK CTHTME Ka0 COIMOJIONIKOT ()eHOMEHa cMarpajy ce 6orectu (ypohene
WU CTEUCHE), KOje UICTOBPEMEHO JOBOJIC H JIO COIMjaJIHE NCKIBYYEHOCTH ITOroh)eHor
TI0je/IMHLIA/APYIITBEHE TPyTIE, OMHOCHO JI0 ofipel)eHor 00M1Ka COLHjaTHOT ON0AlNBaba
(D.B. Feldman, C.S. Crandall, 2007:137). Y nuTeparypy, HacTaHaK CTUTMATH3aIlH]e
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U COIIMjaJIHE MCKJBYUCHOCTH KOjH CY Y3POKOBAaHU OO0JIECTHMA pa3MaTpaHH Cy Y KOH-
TEKCTY TPH OCHOBHA €JIEMEHTa CTUTMaTH3all|je U COLIMjaJIHe HCKJbYUCHOCTH — 1. o1
TOBOPHOCTH KOja TOZ[pa3yMeBa CTEleH BepoBama 3ajeiHule (BehnHe) o mocTojamy
KPHBHIIE MTOjEIMHIIA/IPYIITBEHE TPYIIC 32 HACTAHAK OOJIECTH; 2. OITACHOCTH, OJTHOCH
ce Ha 00MM BepoBama 3ajeIHuIIe J1a 0coba ca (MeHTaHOM) Ooserthy mpeacTaBiba
MPETHY 0 BUX U 3. PETKOCT, CTEIIEH JI0 KOra 3ajeJHHIA Bepyje Jia je OoiecT HeyoOu-
YajeHa, OTHOCHO peTka (ibid., 147-148). McTpaxuBama 0 YTUIIAjy pETKOCTH 601eCT!
Ha HaCTaHaK CTHTMAaTH3aIMje U COLIjaTHEe HCKIBYUCHOCTH Cy TOCTa CKPOMHA, aJTH ce
cMartpa Jia peTKOCT OOJIECTH, OJJHOCHO HeHA HEYOOHYajeHOCT H3a31Bajy OIITPH]E pe-
aKIMje 3ajeIHuLIe, Te Ja Ce MO)Ke OUeKHBaTu Behu cTerneH U 00MM CTUrMaTH3aluje 1
nparehe conyjaiHe UCKJBYUSHOCTH MOTOheHUX TIOjeIHAIA, OJHOCHO JPYIITBEHUX
rpyna (ibid., 148).

BynaepabwiHocT ce aeduHmmie kao noBehaHn pu3uK O HACTaHKa INTETE 110
MOjeMHIIA WK TPYITY, OMHOCHO CHTYyalldja Kaja TojeAnHal] WM YMTaBa rpymna uMa
CMambeHE KalaIuTeTe/CII0COOHOCTH JIa Ce 3aIITUTH of Jiormx gorahaja (Rogers, Mac-
kenzie, Dodds, 2012:11). MamHHCKe ApYIITBEHE TpyIe ce 00MYHO CMaTpajy APYIIT-
BCHO BYJTHEPAOWITHIM, OMHOCHO PABMBUM JIPYIITBEHUM T'pyraMa 300T Yera je moT-
peOHO aHTaXXOBakE CIY)KOHM M MHCTUTYIH]a (BIAINHNX, HEBIAIMHNAX WITH U jJeTHUX U
JPYTHUX) Kako OU ce Toa3ehin o1 mpuHITUIIA APYIITBCHE XYMaHOCTH U COHIAPHOCTH
00e30emuIia TIOTITyHA UHTETpalyja OBHX JIMIA Y APYIITBEHY CPEIMHY 03 TUCKPUMH-
Hatyje. BymHepaOMITHOCT Kao 1mojaM KOHIIMIIMPAaHa je ca IJbEM J1a CE JI0/ICJbHBAbEM,
OJIHOCHO,,00emeKaBameM * ofjpel)eHnX mojenHana/ IpymTBeHUX TPyIa Kao ByJTHepa-
OMITHUX JIeITyje IPEBEHTUBHO U CIPEYH MOTYhH HacTaHAK CTUTMATU3AIH]€ U COLIMjaTHE
HCKJBYYEHOCTH, KOje ¢ OOMYHO CMAaTpajy OCHOBHHM COIMOJNOIIKAM KapaKTEePUCTH-
KaMa MalbMHCKUX JPYIITBCHUX I'PYIIa, I1a CC TAKO ByJ'IHepa6I/IHHOCT MOXKE CXBAaTUTHU U
Kao ,,[I0O3UTUBHO O0CIIEKABAE Y KOHTEKCTY OCTBAPHBAKA OCHOBHHX COIMjaTHUX
JbYJICKUX MpaBa. [Ipurom, Tpeba MMaTH y BU/LY, 1A je TojaM COIMjaTHa UCKIBYYIEHOCT
JI00MO U CBOjY MIPaBHY KOHOTAIIM]Y, ¥ TO 3aXBajbyjyhu aktuBHOCTUMA EBporicke yHuje
Koja je yTHIaia Ha MehyHapomHy mormysaapu3aiiyjy KOHIIENTa COIMjaTHe UCKIbYYe-
HocTH, Jla Ou 1989. roauHe mojaM colnjaiiHe UCKIbYYEHOCTH TOCTAa0 CaCTaBHU JI€0
npeamOyre EBporicke cormjaiie moBesbe, 10K peBuaupana EBporicka corrujarsa mo-
Besba (1996) yBomm HOBO IpaBo — MPABO HA 3AIUTUTY O CHPOMAILTBA U COLMjaTHE
uckspydenoctd (Z. Sucur, 2004:45). ColmjaHa HCKJBYYEHOCT Kao T10jaM, H3BOPHO,
je Hactao y ®paHITyCKoj U OTHOCHO ce Ha rpahaHe Koju ¢y O UCKIbYUYCHH U3 CHC-
TeMa JIp>KaBHOT couyjanHor ocurypama (V. Tomié, 2007:151). Moxe ce 3aK/by4uTH
Jia je TI0jaM COIMjalTHe UCKIbYYCHOCTH KaKoO y BpeMe BEeroBOI' HACTAHKA TaKO M KACHH]E
01O Be3aH 3a COLUjaIHy IOJIUTHKY W COLMjAJTHO MPABO, OXHOCHO 32 OCTBAPHBAME
IIpaBa U3 COIMjAJTHOT OCUTYparba. Y Ta IpaBa yllasd W MpaBo Ha 3aIUTHTY 3/IpaBiba
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Ka0 OCHOBHO IIPaBO W3 3IPABCTBEHOT, OMHOCHO COIMjaHOT OCUTYparha YHME IIPH-
MapHH 3aXTEB MabUHCKE JIPYIITBEHE TPyTie 000NIEeINX Of] PETKHX OOJIECTH 3 3aILTHTOM
3ApaBba TPOM3MIA3H M U3 CAMOT KOHIIENTa COLMjalIHe UCKJbY4eHOCTH, Oe3 0031pa
Ha FETOB MPETEKHO COIMOJIOMIKH, HITH IIPETEKHO COLMjATHOTIPAaBHH Kapakrep. CTHr-
Maru3algja, ca JIpyre cTpase, pema IojeTMHIM ayTOpuMa, YKJbY4dyje CTepeoTHIIe,
nipenpacyze u auckpumunaimjy (S.P.Hinshaw, A. Stier, 2008:386), ¢ TiM 1a cMaTpamo
Jla ce IMCKpUMHHalMja Tpeda nocMarpary He3aBUCHO, IIpe CBera, Y KOHTEKCTY OCT-
BapHBama OCHOBHUX JBY/ICKHX IIPaBa U CII00011a, TOK CTEPEOTHUIIN jeCy KyITypHE KOH-
CTPYKIMje KOojuMa ce reHepanusyjy oapehene apymreene rpymne (E.H. Gorman,
2005:703). /luckpuMuHaIyja jecTe jejHa Ol HajyouJbHBUjHUX MPABHUX KApaKTePUCTHUKA
MambMHCKUX JIPYIITBEHUX Tpylia W, JaHac, je ommrenpuxsahieH mojam y mpaBHOj
Hayu. Ilon duckpumunayujom ce nogpasymeBa HEONPABIAHO TPABJbEHE Pa3iInKa
Mebhy JpyrMa 300T IPUTIATHOCTH onpel)eHUM JIPYITBEHHM Tpyliama YuMe JI0Ja3H
1o yckpahuBama pecypca 1 mpasa TUM JIpyITBeHHM rpynama (Jyrosuh, 2007: 31).
Kana je mpumaHuK HeKe MalMHCKE APYIITBEHE TPYIe OMETaH y OCTBAPHUBAIY OC-
HOBHHUX JbYJICKUX TIPaBa, OH je HICTOBPEMEHO 1 ByJIHEpaOWJIaH, OJIHOCHO MOjadyaHo 13-
JIOXKEH PH3UKY Ol HACTAHKA HEKOT IITeTHOT jorahaja. Kax ce kaxe ,,oMeTeH™ y ocT-
BapHBaby OCHOBHMX JbYJICKUX MpaBa IO TUM Ce MOJpa3yMeBa CUTyalja Kaja cy
OCHOBHA JbYJICKa IpaBa JEKJIAPaTHBHO I'apaHTOBAaHA yCTABOM W 3aKOHUMA, allk y
TIpaKCH HHCY TpeABHeHN MEXaH3MH 32 OCTBAPHUBALE THX ITpaBa. MambHHCKE IPYIIT-
BCHE IPYIIC CAMUM TUM IIITO CY Y MABLHHK Y OHOCY Ha BEAUHCKY MOIY/IAIH]y UMajy
noceOHe notpede. Te morpede Tpeda a Oy/y 3a10BOJbEHE Kako OU Ce OCHUTYpalio
OCTBapHBamk-¢ OCHOBHHUX JhYJICKHX IpaBa. Hemocrojame oaropapajyhux MexaHnuzama
3a OCTBapeH-E OCHOBHHX MOTPeOa, OMHOCHO OCHOBHUX JBYICKHX IpaBa IOBOAU 10
JTMCKPUMUHAIIH]E Tj. TIOBPEIE HavelIa jeHAKOCTH, Kao jeHOT O] HajBayKHHjeT Hauema
CaBpEMCHE JPIKaBe U MpaBa.

MamHHCKe IPYIITBEHE TPYIIE jeCy BYIHEPAOWITHE ATl 1 MaprHHAIHE JPYIITBCHE
rpyre. ByiaHepaOHiIHOCT M MapTUHAIHOCT CE€ CMaTpajy MOBE3aHUM ITOjMOBHMA, T1a Ce
TaKo Kake Ja ce MapruHaIHe APYIITBEHE TPYIe MOTY Ha3BaTH U IPYIITBEHO BYITHE-
PaOUITHNIM WJIH paMBUM IpyTiaMa jep HBUX0BE KUBOTE IIpaTe TEIIKOhe y CaBlajaBamy
Opojaux Hemaha (TenecHHX, 3APaBCTBCHUX, IICHXHIKNX, COIMjaTHAX, TOPOANIHHX,
CKOHOMCKUX, KYATYyPHHX) KOje O0MYIHO JIeYjy YAPY>KEHO, 1 3a UHje CaBlIalaBamhe UM
HEIOCTAjy WIH JIMYHK KaallUTEeTH WK TOJPIIIKA COIMjaTHOT OKpyKema (ibid., 38).
Tonpiika conujamHOr OKpyXkKerwa Mopa Ja Oyle CHUCTeMCKa M peryjiicaHa MpaBHUM
HOpMaMa. MapruHaiHe rpyme ce Jiejie Ha — 1) OHe 4uja ByJTHepaOWIHOCT IPOUCTHYC
u3 Temkoha y caBliaiaBamy KHBOTHHX YCIIOBA KOjU Cy HACTAJIM HA TEHETCKUM, OHO-
XEMH]jCKUM U TICUXOJIOLIKUM OCHOBaMa M Ha 2) OHE YHja BYJTHEPAOUIHOCT [IPOUCTHYE
13 OC3HAICKHOT KUBOTHOT OKPYXKEHha FJIH Kao TIOCIICINIIA H3PA3UTO CTPECOTCHUX
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»uBOTHUX forabhaja (ibid.,38). [Ipema ['uTepmany (Gittermann) y MapriHaiHe rpyre
YMja BYTHepPAaOMIHOCT IIPOUCTUYE U3 TeIIKoha y caBiaiaBarby >KUBOTHHX yCIIOBA CIa-
najy: odonenu on AMJIC-a, rpaniyan iopemehaju TMIHOCTH, 000JIeIH 071 XPOHUYHUX
(bu3HIKKX OONECTH U OMETCHH Y pa3Bojy, ocode obomere o Aenpecuje, Aela ca pas-
BOJHUM Tellkohama, ocobe obomnerne on AymeBHUX Oonectu (HMp. cxuzodpeHuja),
Jieria ca Telkohama y y4emy, ocode ca mpodiIeMiuMa HCXpaHe U 3aBUCHHUITH 071 AJIKO-
XO0J1a ¥ IICHXOAKTUBHUX cyrcTaHiy (ibid., 38). C 003upoM Ha BEIHKY XETEPOreHOCT
fornecTu Koje ce MOry KBaJM(UKOBATH Kao PETKe, APYILITBEHY TPyIy 000IenuX of
peTkux OoJecTH YMHE peTKe OONIECTH Koje JIOBOJIE JI0 TpaHMYHUX ropemMehaja yy-
HOCTH, 00OJICNTH O] PETKUX XPOHHYHUX (PH3UUKUX OONECTH M OMETCHHU Y Pa3Bojy,
ocobe oborene o peTKUX MeHTaTHUX nopeMehaja (Hmp. odonenu ox perkor Koraposor
cuaznpoma'?). Iopes Tora, y3umajyhur y 063up 1 TO a y CTPYKTYpH JIHIIA 000IenX
ox perkux oomectu 75% umnue mena (Yaneva — Deliverska, 2011:116) y oBy rpymy
Crajiajy ¥ Jela ca pa3BojHUM TelkohaMa Koje Cy MocieanIa Heke peTke 0oecTH,
Koj€ TIOCIIeIIITYHO MOTY Ja JIOBEITY U JI0 TelKoha y y4uemy. 3a uia 000emna o peTKuX
OornecTH Be3yje ce JABOCTpyKa BymHepaOWiHOCT. Hanme, BUX0OBa BYIHEPaOIIHOCT
TIOCJIeTUIIA je TelKoha y caBlia/laBarby )KUBOTHHX YCIIOBA Koje Cy, y BehuHu citydajesa,
TEHETCKOT ¥ OMOXEMH]jCKOT TIOPEKJIa, JIOK Ty BYJTHEPAOMITHOCT JOATHO MOCIIEITYje 1
JKHBOTHO OKPYXKCEHC KOj€ MX HE TPETO3Haje, a CAMUM THUM U HE IITHTH, 300T Yera cy
TIOPOJIHILIE JIele 000IIeNe O/l PETKUX 0O0JIeCTH, a KaCHHje W cama Jiela N3JI0KEeHa 3Ha-
YajHUM cTpecoreHuM unHuonmma (Zurynski, Frith, Leonard, Elliott, 2008: 1071).
OHHU Cy MOCIEIMIIA COLIU]jaTHE U30JIalHje, He3aIlOCICHOCTH, KAIllEhEHha Ca JIMjarHO30M,
HemsBecHolhy, HejocTarka MH(opMauja u Temkoha y mpucTyiy onroapajyhoj
3[PABCTBEHO] M COIMjaJIHO] 3aTUTH. Tako je mpemMa HCTpaxuBamuMa yTBpheHo na
cy y Cjemumbenum AmepuukumM JlprxkaBama 6% Juna o0oienux o1 peTKux 0onecTu
Oua mpunHyheHa ia ce cene, 0K je TOJIOBHHA Mopasia Jia myTyje oko 50 kM kako Ou
nobmmu oarosapajyhy meaumuHcky momoh (ibid., 1071). ITopen Tora, mojoBuHa
peTkux OONECTH Ce jaBJbajy y JeTHILCTBY 300r uera BehnHa oborere aene Mopa aa
MPEeKUHE Ca MIKOJIOBalkEeM 300 HeMOTyhHOCTH 00pa30BHOI CHCTEMa Jia OJrOBOPH
BUXOBUM TIoTpebama. Tako cy poauTesbu JIeBOjUMIla KOjUMa j€ JTHjarHOCTUKOBAH
PeroB cunipoM ykazanu Ha Temkohe y MpUCTYIy 00pa3oBamy, IOK cy zera ca de-
TaHUM ankoxoiaHuM cuHapomoM (Fetal alcohol syndrome, FAS disease) nmana term-
koha y ydemy 300T 4era je 2/3 mHX 3aXTeBajo JI0JaTHO/KOPEKTHBHO yuewe (ibid.,

12 KoTapoB cuHIpOM je peTKo cTame, OMHOCHO TlopeMehiaj kora je omicao ap JKu Korap (Jules Co-
tard) 1882. romuHe a McrnoskaBa ce Koji MalyjeHara rmojaBoM Jeiy3uje (HeTauHo BEpOBabe) [1a My HEJIOCTajy
opraHw, J1a TyOu KpB WJIM HEKe JIeJIOBE Tella, 10 Tora Jia ryou ,,iymry™ mim Ja Huje kuB. (A. Ruminjo, B.
Mekinulov, 2008:28).
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1071). UcrpaxxuBama cy, Takohe, mokaszana na Heotkpusame GAC-a y panoj dasm,
OJIHOCHO TIPOOJIEMH TTOBE3aHH Ca KalllieHhEM Y IMjarHO31 CMambY]jy IaHCe 32 PAaHOM
00pa30BHOM UHTEPBEHIIN]OM YMMe MToBehaBajy pU3UK KaCHH]E 110jaBe AyroTpajHe He-
3anocieHoctH (ibid., 1071).

VY3pouu ApymTBeHe BYTHEPAOMIHOCTH JIelie ¢ y 1IecT Tpyna — 1) dpyumeeno-
cmpykmypanku TAe Crajajy IpyITBeHe HejeHAKOCTH, ypOaHH3aIHja, MUTpaldje 1
U30ENIMIITBO U IPYIITBEHO-MOPOIUYHE TPaHC(HOPMALIH]E, 3aTHM 2) eKOHOMCKU Y3POLU
KOjH HaCTajy M3 EKOHOMCKHUX KPH3a, 3aTBAPaha PAIHUX MECTa, TyToTpajHe He3armoc-
JICHOCTH, JIOIIHX MOI'YRHOCTH paiHOT aHTQ)KOBAEha MITH J)KUBOTA Y HEPA3BHjCHUM I'e0-
rpadcKuM TOApyYjuMa, 3) KyumypHu KOju 00yXBaTajy IMOCTOjalke CHAXKHUX
PACHUX/TIOTHUX/ETHHYKHX/CEKCYalTHUX TIpepacy/ia, JMCKpUMHUHAIIN]Y, HeoOpa3oBa-
HOCT U KYJITYPHY Pa3iIMuUTOCT O] JOMUHUPAjyhuX BpenrHOCTH, 4) coyujannu TIie cra-
JIajy CHPOMAIIITBO ¥ Oe/1a, BUCOKA CTOIA KPUMUHATUTETA U JIOIIA COIMjaTHA MOJIPIITKA
5) necucnamugHy unu pecypcru y3pouu — KpIeme JbYACKUX IpaBa, 3aK0HCKa Heedu-
KaCHOCT Y 3aIlTHTH OJ] TUCKPUMHHAIN]E, HEMOh COIMjaTHUX CITy»OH, Cy)KaBarbe
WM oHeMoryhaBame OCTBapUBAba COLMjATHIX MpaBa (HIP. pasIHIUTHX BHI0BA CO-
[FjaTHE TOMONH), HEMOCTYITHOCT P KAaBHUX WITH HEBIIAJMHIX YCIyTa M HeaJeKBaTHa
COIMjaJTHA MTOJIMTHKA (pajiHa, cTaMOeHa, COIMjATHO-3aIITUTHA UTII.) ¥ 6) CyOjexmueHu
uny UHOUGUAYaIHY Y3pOIU TIE Crajajy y3pact (Behu pu3uK oJ] MaprHHAIH3AIN]e
AMajy MITaJH ¥ CTapH), MHIUBHyaTHE TICHXUYKE KAPAKTEPUCTHKE, JIOIIE COIMjaTHE
BEIITUHE U COIMjaJIHA MACUBHOCT, CTPECOTeHU KUBOTHHU jorahaju, otyheHoct on
CpemvHe, HUCKU PAJHU W KBATU(UKAIMOHH KaIlallUTeTH W OOJICCT, MHBAIHIHOCT,
OMETEHOCT y pa3Bojy (Jyrosuh, 2007: 55). Y3pouu By;THEpaOUITHOCTH c€ OOMYHO Me-
hycoOHo mperutuhy, OAHOCHO jeZHY IPYIITBEHY IPYIy YMHE BYJIHECPAOUIHUM BHIIC
Y3pOKa KOjHU JICITYy]y YAPYKEHO.

Kon nuna obonenux o peTkux 60jecTd npuMapHH Cy CyOjeKTUBHU WU UH/IU-
BUIyaJIHU y3POIH, U OOMYHO CE jaBJbajy BUIIIE CYOjeKTUBHUX Y3pOKa IJI¢ je TIpHMapHa
Oornect Koja je peTKa, U Koja HEPETKO Y3pPOKYje HHBAUIUTET, OMHOCHO OMETEHOCT Yy
pa3Bojy. CyOjekTrBHE (haKTOpe pU3UKa OOMIHO TIPaTH YIPYKEHO JICIIOBAE COIIHjall-
HHUX U €KOHOMCKHUX Y3pOKa, IZie c€ 300r 030MJbHUX U HEJOBOJBHO YECTUX OONECTH
KOje Ha Taj Ha9WH OWMBajy HEBHJbUBE, TIPBEHCTBEHO, 32 3PABCTBEHHU CHCTEM, a 3aTHM
¥ 33 PaJIHK U COLIMjAJTHH, JTK 1 300T BUCOKMX TPOILIKOBA JISUeH:a, OBA JIMIA Cy0uaBajy
ca JommM MOTYHHOCTHMa paJHOT aHTAKOBAKA U JIOMIOM COLIMjaTHOM MOIPIIKOM,
IITO Ha KPajy Pe3yiTHpa JIeJI0BambeM JICTUCIATUBHHUX, OAHOCHO PECYPCHHUX y3pOKa
KOjH 9eCTO JIOBOZIC JI0 CyXKaBama WK OHeMoryhaBama OCTBApUBAIba FAPAHTOBAHUX
COITMjaJTHUX TpaBa - 300T HeMOhU 37[paBCTBEHUX CITY)KOH, CITYKOH 3a 3allolJbaBarbe,
Kao ¥ COLIMjAITHUX CITY’KOH Koje Cy HeJTIOBOJGHO YIO3HATE Ca MPHPOIOM OOJIeCTH, anu
Y HETOBOJFHO KBATM(HUKOBAHE 32 PaJI ca JUIMa 000JIEIIMM Ol pETKUX OoiecTr. Y3
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HeaJIeKBaTHY COIMjaJIHy TIOJHUTHKY (3APAaBCTBEHY, PaIHY, CTaMOCHY, COLINjaTHO-3aIll-
THTHY) OB JIMIIA ITOCTajy CyOjeKTH TUCKPUMUHAIH]E, CTUTMATH3ALIH]je, OJHOCHO Map-
THHAJM3alFje IpyITBa y KoMe kuBe. Ha kpajy, juma odoena o peTkux 6oiecTu
Cyo4aBajy ce ca ImoBpeiamMa 1 030MBHIM KPIIICH-eM OCHOBHHX JBYIICKHX IpaBa. Jluma
o0osena ol peTkux 0O0JeCTH MOCTajy CyO0jeKTH BUIISCTPYKE MapruHaIu3aluje, of-
HOCHO YHHE BHIIECTPYKO BYITHEPAOWITHY IPYIITBEHY TPYITy 32 UHjy 3aIlTUTY IIpaBa
j€ HEOIXOIHO YCTAaHOBJbaBAK-EC MEXaHW3aMa Koju oMoryhaBajy Ja oBa JIIa OCTaHy
BUJJBHBA KaKO Y OKBUPY JPYIITBEHOT TaKO U Y OKBUPY MPABHOT CUCTEMA, OIHOCHO
npensubame noceOHuxX, 000amHUX Mepa 3auimume y OKeupy paoroe, 30pascimseeHos
u cucmema COL{MjaJlHe sauimume.

Kao mro je mpaxca mokasaia, 3ApaBCTBEHH CTaTyC MOjeAMHIIA WK TPyIe UMa
3amakeH YTHUI[aj HA eKOHOMCKO-COIIMjaJIHU CTaTyC, [IOBPATHO U HI3aK EKOHOMCKO-CO-
[IMjaJTHA CTAaTyC MMa yTHIIa] Ha 3]IPaBJbe, TO jeCT 00IeCT M CHPOMAIIITBO, OJTHOCHO He-
3aM0CIEHOCT JIeNyjy 3ApYKeHO: ,,MHOTH JbyH Cy OOJIECHH jep Cy CUpOMAIITHU, OHH
MOCTajy CHPOMAIIIHU]H jep ¢y OojiecHH, a boecHuju cy jep cy cupomamunju’ (C.E.
Winslow nipema Llarpuh, Paxymosuh, borganosuh, Mapkosuh, 2007:50). CormjanmHa
HCKJBYYECHOCT JIHIa 00ONENTIX Ol PETKUX OOJIeCTH MOCHIeqHIa je 00JIecTH Koja 300T
KapakTepa PeTKOCTH JIONATHO BOJIM Ka MAPTUHAIU3ALIN]U U BYJTHEPAOHITHOCTH, & TIOTOM
U Ka ,,IPaBHOj UCKJbYYCHOCTH  KOja HACTaje M3 HEBHIJBHBOCTH, MPBCHCTBEHO, Y
OKBHUPY JIPYIITBEHOT, a 3aTUM ¥ TIpaBHOT crcteMa. [loTpeda 3a amekBaTHOM 37paBcT-
BEHOM 3aIITHTOM BOJM Ka MOTPeOH 3a aIeKBaTHOM 3aITHUTOM O] HE3arloCICHOCTH,
Kao M 32 COIMjATHOM 3allITHTOM, Y MEpH Yy KOjoOj je TO OCTBapJbUBO, y3UMajyhu y
003up npupoxay onpeheHe perke Oonectr. borect, HE3aMOCIEHOCT U CHPOMAIIITBO
jecy melycoOHO TIOBEe3aHM 1 3aBUCHH COLIM]aTHHU IPOOIEMH IIe HACTaHAK jeJHOT y3-
POKyje HacTaHaK OCTAJIMX M IJIe CHCTEMCKO HepelllaBare UMa HEeraTHBHU YTHUIIA] Ha
OCTBapHUBAbE OCHOBHUX JbYICKHX IIPaBa, OJJHOCHO IIPaBa Ha 3allITHTY 31IpaBJba, paBa
HAa paJi, Kao U MpaBa Ha COIMjalTHy 3allITUTy U TOMON.

OCHOB JbY/ICKHX IIpaBa jecy YOBEKOBE MOTpede, JIOK MPaBHH ITOPEaK Y3/IiKe
moTpede Ha HUBO IIpaBa, PETYNHUINEC HAYMH M YCIOBE HHXOBOT 33I0BOJbEHA, Ka0 1
HPHCTYI M3BOPUMA 3a CTUIIahe PETIIOCTABKH 3a BbHX0BO 3aj0Boberse (LLlynnepuh,
2009: 16). Mehytim, HUCY cBe moTpede Y3MTHYTE HA HUBO TpaBa, Beh caMo OHe
KOje Cy 3Ha4ajHe 3a MOjeMHIIA U 3a APYIITBO JOK U Mehy mHMa MMa OHHX Koje Cy
BUIIIC ¥ Mambe BaxkHe. BakHe cy oHe moTpede Koje Cy yHuBep3atHor Kapakrepa (ibid.,
16). [Torpeba 3a 3amTUTOM 3/IpaBiba, TOTPeda 3a PaIoM, Kao U OTpeda 3a COIHjaTHOM
3aIITUTOM jeCy IoTpede YHHBEP3AIHOT KapakTepa 1 Be3aHe Cy 3a CBE JbyJie, OTHOCHO
3a CBe JPYIITBEHE IpyIlie U MOjeUHIIe, YKIbY4yjyhy 1 3a Jiuma obomena o1 peTKuX
6onectu. O0aBe3a je ApxKaBa 1a, y OKBUPY CBOT IIPABHOT MOPETKA, PETYIIHIITY YCIOBE
Y HaumHE 32 IHXOBO 33/I0BOJBEHHE, AU U IIPUCTYIT U3BOPHMA (pecypcrMa) 3a CTUIIAhE
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MPETIIOCTABKH 32 BUXOBO 3310BOJBbCHE, YKIbYUyjyhu U npeasubame MexaHu3Ma 3a
OZIP’KMBO (PMHAHCHpame JISKOBA M MEIUIMHCKUX CPEICTaBa, Ka0 U MEAUIMHCKE
oIpeMe 3a Jieuere peTkux oonect. C 003upoM Ha TO, 1a pEeTKe OOIECTH YUHE TPYILY
0OJIECTH Kao M CBE JIpyre, OJ KOjHX CE Pa3NIuKyjy jeIMHO TI0 CTETICHY YYeCTaIOCTH,
Juna oboena o peTKux OONEeCTH UMajy TPaBO Ha jeAHAK IPHCTYI 3APABCTBEHO] U
COLIMjaJTHO] 3alITHTH, Ka0 H jeIHAK IIPUCTYIT TPXKHUIITY pajia.

2. KapakTrepucTike U oCeOHOCT COLMjaJTHOMPABHOT CTATyCA JIMIA
000J1eTUX 01 PEeTKUX 00J1eCTH

[IpaBHU cTaryc NojeMHIA, OJHOCHO TpyIie onpeleH je OHOCOM IPYyIITBa, Ofl-
HOCHO JIpyKaBe MpeMa JIATOM T0jeAMHITY/TPYIH U U3paXkaBa ce IyTeM BaKehnx TpaBHUX
HOopMmu. Hamme, y ommmmTeM CMHUCITY, IPaBHH CTaTyC IOjeANHIA/ IPYIITBEHE TPYIIE Y
OKBHUPY IIPaBHOT CUCTEMA YTBPlCH j€ OCHOBHHUM JbYICKUM rpaBuMa. OCHOBHA JbYICKA
npaBa MpoKIaMoBaHa y Mel)yHapOIHUM, PETHOHATHAM U HAIMOHAIHUM JOKyMEHTUMA
0 JBYACKUM TIpaBUMa TIPEICTaBIbajy IPABHH OKBHP 32 YTBpPhHBamE MIPaBHOT CTaTyca
MOjeIMHIIA U IPYIITBEHUX TPYIa Y onwimem cMuciy, ykibydayjyhu u jmia odomnena
o7 peTkux 6onectu. CoLMjamHONPaBHU CTATyC JIMLA 000IENINX Ol PETKUX O0NeCTH
Je(hUHUCAH je OCHOBHHM COILMjaJTHAM IIPaBUMa — IIPABOM Ha 3allITHTY 31PaBJba, Ipa-
BOM Ha 00pa3oBare, MPaBoM Ha (JIOCTOjaHCTBEH) paJl, IPaBOM Ha COIHjaJTHy 3aIITHTY
1 moMoh. Y cBakoM IpaBHOM ITOPETKY ofpel)eHr cy MEXaHU3MH 3a OCTBAPHUBAMLE Ha-
BEIICHUX COLMjaTHHX IpaBa, Kao M ONroBapajyhn MEXaHWU3MH 32 FUXOBY 3aIlTHTY.
MelyTum, 3a IpyIITBeHY rpyIry 000JIeINX O PETKUX OOJNECTH, Y IPABHUM CUCTEMHUMA
[JIe OHU HUCY TIPETIO3HATH Kao TOCeOHa JPYIITBEHA KaTeropuja, OAHOCHO MPUMAapHO
Kao moceOHa KaTeropyja NaiyjeHara He T0CToje aJIeKBaTHH MEXaHU3MH 3a OCTBapH-
Bamb¢ HUXOBHX OCHOBHHX COLMjalTHUX MpaBa. Ha Taj HauwH, oBa juIa octajy 0e3
IIPaBHE 3aIITHTE YHME CE CTBAPajy 030MIbHE MPETHE U YHHH YTPOXKABAKE OCHOBHUX
JbYIICKUX TIPaBa.

Pa3Boj npaBHe AUCIUIUINHE JbYICKHUX MPaBa KPETao ce y MPaBIly, OCeOHO Ha
mouetky 21. Beka, mpu3HaBama MOCEOHOCTH IPYIITBEHOT a 3aTHM, MOCICIHIHO, U
MOCeOHOCTH TPABHOT CTaTyca MAambHHCKUX IPYIITBEHHUX TPyIa, U NpeaBuhama 0o-
OaMHUX MAXAHUZAMA 3AUIMUME FUXOBUX OCHOBHUX /bYOCKUX NPAsa, TIa U NPUHABALA
000amHUX npasa cneyuduuHo NOBe3aHUX ca wuxosum nompebama. Ilonazau npuH-
LIMITH 33 OBAKaB KOHIICTIT 3aIITUTE MAFbUHCKUX M OOMYHO MapTHHATN30BAHNUX JPYIIT-
BEHHUX T'PyTIa jecy IPHHIIAI jeTHAKOCTH CBUX JbYACKUX Orha y mpaBuMa 1 cimobomama,
MIPUHIAIT XyMaHOCTH W MIPUHIIHAIT CONMUIAPHOCTH. Jby/cka mpaBa U3 Tpyrie eKOHOM-
CKO-COLIMjAITHHX MPHUMapHA Cy U He3aMEHJbUBA Ka/Ia j& ped O MOMaramy y JAPYIITBEHO]
HHTETPALHjH ClIabujuM (ByTHEPaOWIHIM ) WIAHOBHMMA 3ajenuune (Jamapesuh, 2010:89)
[Ipema JamapeBuhy oBa mpaBa unHe — 1. IPETIIOCTaBKY CUTYPHOCTH H TOCTOjaHCTBA
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YOBEKa; 2. OCHOB JIPYIITBEHE M €KOHOMCKE JeMOKparuje; 3. 00e30elyjy narepecHy
PaBHOTEXKY Y JPYLITBY, OAHOCHO PABHOTEXKY 3aIl0CICHNX U MOCJI0/IaBalla, CHPOMAIl-
HUjUX 1 OOTaTHjUX CJ10jeBa; 4. TONPHHOCE CMakbEHhy JPYIITBEHUX CYKOOa M HETOBabY
COIMjaJTHOT MHPa; 5. TIOMa)Ky HCKOPEHHBABY Y3pPOKa COIUjaTHE TATOJIOTHjE U KPH-
MHHaJIa; 6. IPE/ICTaBIbajy 3aITHTY O COLIMjaJIHE HECUTYPHOCTH U HelpaBJie; 7. 00e3-
Oelyyjy corujanHy jeJHaKOCT; 8. OCUTypaBajy €eKOHOMCKY HE3aBHCHOCT TIOjSIHHIIA O]
JpkaBe U 9. JONPHUHOCE eKOHOMCKOM pa3Bojy. (ibid., 89)

[ToceGHOCT COIMjaTHOIPABHOL CTATyCa I O0ONIEIHX Of PETKUX OOJIEeCTH 3ac-
HHBA Ce Ha MOCEOHOCTH HUXOBUX MoTpeda. [TocedHOCT moTpeda Juia 00oIeuX o1
peTKHX OOJIeCTH TOCIEINIIA je PETKOCTU BUXOBOT 3IPaBCTBEHOT cTama. [loTpeda 3a
OYyBamEM 3J[paBJba JbYIN J0OWIIA je TIPaBHY KOHOTAIM]y MPU3HABAKEM ITpaBa Ha
3aIITHTY 3paBJba Y CBUM MeljyHApOIHUM, PETMOHATHUM U HAIIMOHATHUM TIPaBHUM
JIoKkyMeHTHMA. [IpaBo Ha 3amITHTY 371paBiba WM IIPABO HA 3APABCTBEHY 3aIITHUTY, Y
HOBHjE BpeMe, KOPUCTH C€ U TEPMUH MPABO Ha 3[paBJbe MPU3HATO je CBUM Tpaljanuma
jemHe 3eMJbe M MMa KapaKTep OCHOBHOT JhYACKOT IpaBa. Mehytum, 300r peTkocTn
3JPaBCTBEHOT CTama 00oJieNna JIMIa ce YecTo, y MpakcH, cycpehy ca mpobiemuma u
HemoryhHomhy y ocTBapuBamy MpaBa Ha 3aIITHTY 3/IPaBiba, IITO MOBJIAYH 32 COOOM
U HeMoryliHOCT OcTBapHBama OCTAINX [PaBa U3 TPYIe eKOHOMCKO—COLMjaIHHX, O/l
HOCHO TIpaBa Ha (JOCTOjaHCTBEH) pajl, IipaBa Ha 00pa3oBambe, IIpaBa Ha COLMjaIHY
3amTUTy ¥ noMoh. Hucka ydecTanocT v 3acTyr/beHOCT OOJIeCTH YTHIIAIA j€ Ha TO Ja
(apmarieyTcke KOMITaHHje HACY MMajle eKOHOMCKH HHTEepec Jia IPOU3BOIE JIEKOBE 3
JICYCHHE PETKUX OOJNIECTH, T3B. OpdaH, OJJHOCHO JiekoBa cupouunha. JIekoBH 3a jieucthe
BehuHe peTkux 001ecTH IOCTYNHM Cy Ha TPKHUIITY IO BEOMAa BUCOKHMM LI€HaMa, U
OOHMYHO ce He Halla3e Ha IMO3UTHBHHM JINCTaMAa JICKOBA, OMHOCHO OHUX KOjH ce (H-
HaHCHUpajy U3 JoNpHHOCA Wi u3 Oyrieta. [Topen Tora, onpeleH mporeHar JiekoBa ce
HaJla3W y MOCTYIKY KIMHUYKOT HCIIUTHBAKA, TJIe CE OTBApajy IHTamka yCIIoBa MO
KOjUMa je JIOMYIITEHO KOH3YMHPAhE JICKOBA KOjU C€ Halla3e y MOCTYIKY KITMHUYKOT
ucniutuBama (Pagummh, 2008: 284). 3npaBcTBEeHN paJHULM 300T PETKOCTH MOjaBe
0oIlecTH 1 HellocTarka ofrorapajyhe orpeme 4ecto HECY y MOTYhHOCTH Jia Ha TIpaBH
HA4UH UjarHOCTHUKY]y U Jiede KOHKPETHY PETKY OOJIECT, a y CIydajeBUMa Kaja ce 60-
JIECT ¥ TMjarHOCTHKYjE Ha BPEME, jaBJba Ce MPOOIIEM HETOCTaTKa MEIUITHHCKHIX CPEIC-
TaBa, pecypca jia ce Jata OoJIecT JIeuH, OTHOCHO YCIIOBa 1a Ce MPYKH oceOHa MeH-
LIHCKA HeTa.

HemoryhiHoCT OcTBaprBama pasa Ha 3allTUTY 3APaBiba JIOBOJIH JI0 TpodiiemMa y
OCTBapUBamy, ¥ BOJM Ka HEMOI'yNHOCTH OCTBapHBarba MpaBa Ha (IOCTOjaHCTBEH)
pan. CBe To BOJIM Ka CHPOMAIITBY, jeTHOM OJI TPUMAPHUX COIMjaTHUX TIpodiieMa, ofl-
HOCHO Ka HeMoryhHomhy 0cTBapera OCHOBHUX JKUBOTHUX MOTPe0a, moTpede 3a ouy-
BarbEeM 3/IPaBJba, IOTPEOE 3a PAJoM U OAT0BapajyhioM eKOHOMCKOM CHT'YpHOIIIY, YiMe
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0Ba JIUIIA HePETKO MOCTajy KOPUCHHIIN CUCTEMA COLIMjaTHe 3alITUTE U moMohu. Yera-
HOBE COLIMjaJTHE 3aIUTUTE HEMa]y KallalluTeT 3a CMEIITaj U IOTpeOHy Hery Juia 000-
JIeTMX Of] PETKHUX OoNiecTH, ykibyuyjyhu 1 KBaM(pHKOBaH Kaap 3a paj ca 000aenum
JWIMa KojuMa je moTpeOHa moceOHa Hera U TpeTMaH.

Be3 anexBarHe 31paBCTBEHE, paHEe M COIMjaHE MOIUTHKE pKaBe y 00IacTi
peTKHX 00JIeCTH YnMe O ce yKa3ayio Ha IOCEOHOCT BbUXOBOT JPYIITBEHOT, Kao H TI0-
CeOHOCT IPABHOT CTaTyca, U Koja 01 Kao TakBa OWiia IMpHU3HATa Y MPAaBHUM JOKYMCH-
THMa, JIUIIa 000JIeTIa O PETKHX OOJIECTH CyoueHa ¢y ca HeMoryhHoIhy y ocTBapHBamby,
ma ¥ ca KpIIemheM OCHOBHHX JbY/ICKUX MPaBa, MOYEB O IIPaBa Ha 3aIlTUTY 3PaBiba,
IpaBa Ha paji, MpaBa Ha COLMjAITHY 3aIITUTY U IIOMON, T1a 10 HajBa)KHHjCT TpaBa Ha
*uBOT. HemoryhHoOCT ocTBapema OCHOBHHX JbYACKHUX IIPaBa, MPBCHCTBEHO IIpaBa Ha
3aIITUTY 3/IPaBJba, & 3aTHM M OCTAJIMX COIMjATHUX IIpaBa, y3uMajyhu y 003up Kapak-
TEPUCTHKY HEJIEJBUBOCTH, Mehy3aBHCHOCTH U Mel)yCOOHE ITOBE3aHOCTH CBUX JBYIICKUX
paBa, OuiIa je pasiior ,,yIpyKUBama ' JIUIia 000JIeTHX OJ PETKUX OOIECTH U FbUXOBOT
CIIOHTAHOT M3/IBajarka y TIOCEOHY PYIITBEHY IPYILY.

3ak/by4He HaroOMeHe

JIuna obonena o peTkux OosecTy AaHac YMHE IOCEOHY JAPYIITBEHY TPYILY, OJ1-
HOCHO ITOCEOHY KaTeropujy rnaiyjeHara 4ija moceOHOCT IPOUCTHYE U3 Pa3TNIUTOCTH
BUXOBHUX TOTpeda y OJHOCY Ha OcTajie 00osrerte o1 00IeCTH Koje ce He MOTY KBaJIU-
(rKOBaTH Kao peTKe. PETKOCT HBHUXOBOT 3PAaBCTBEHOT CTaba JIOBOH 10 HeBHJBUBOCTH
Y OKBHUPY JPYIITBCHOL, aJTU M PABHOT CHCTEMa YHME CE CTBAPajy YCIOBH 3a OBPEILY
OCHOBHHUX COIIMjaJIHUX TIPaBa OBE KaTEropuje CTaHOBHUINTBA. [IpH3HaBameM BYITHE-
PpaOHITHOCTH KMXOBOT JIPYIITBEHOT MOJIOKaja M TIOCEOHOCTH MPABHOT MOJI0XKaja CTBapa
Ce OKBHP 32 TPETO3HABAE MOCEOHOCTH HHXOBHUX NOTpeda U puiiarohaBame 3aKoH-
CKOT OKBHpPa KaKo OM C€ OCHT'YPaJIO OCTBAPCHE HauelIa jeTHAKOCTH, OJJHOCHO 3a0paHe
JIMCKPUMUHAIIM]E ¥ 3alITHTHIA OCHOBHA JbY/ICKA TpaBa. BylmHepaOUIIHOCT ce Tako
MOXKE COILIHOJIOIIKH OKAPaKTEPUCATU Kao ,,JIO3UTHBHO O0EIEKABAE Y KOHTEKCTY
OCTBapUBAbA OCHOBHUX JbYACKHUX, OTHOCHO COIMjaJTHAX MPaBa MAKHHCKHUX APYILIT-
BEHHX Ipyma. Perynncame COLMjaHOMPaBHOI cTaryca JIMIa 00O0JIeNX O PEeTKUX
OoJtecty 3axTeBa Mpe/Brharbe I0aTHIX MEXaHH3aMa 3a OCTBAPUBAbE IIPaBa Ha 3alll-
TUTY 31IpaBJba, IIpaBa Ha (JIOCTOjJaHCTBEH) paJl, IpaBa Ha 00pa3oBame, IpaBa Ha CO-
nujanHy 3amTuTy u momoh. Ca apyre crpaHe, MpH3HABAEKE MOCEOHOCTH MPAaBHOT
CTaryca U yCTaHOBJbABALEC JOIATHUX MEXaHIU3aMa 3aIITUTE OCHOBHUX JbYICKHX IIPaBa
MOXKE Ja UMa IMO3HMTHBaH yTI/IHaj Ha HO6OJ])HI3H)C HWHa4Y€ HCTIOBOJbHOI' APYIITBCHOT
TIOJIOXKaja JINIA 000JIeTMX Of] PETKUX OOJNECTH.
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SOCIAL VULNERABILITY AND SPECIFICITY OF LEGAL STATUS
OF PEOPLE SUFFERING FROM RARE DISEASES

The end of the 20" and beginning of the 21st century marks the concept of protection of
the rights of minority groups which emphasized the need for providing special additional pro-
tection of fundamental human rights and freedoms. Marginalization, stigmatization, social
exclusion and vulnerability as a sociological characteristics and discrimination as a legal
characteristic are interrelated, conditional and interdependent characteristics of minority
groups. In this paper applying sociological and comparative methods we discussed about
social status of persons suffering from rare diseases as a minority social group. We indicate
vulnerability as the basic sociological characteristic and points out the need for establishing
special legal status of persons suffering from rare diseases. Vulnerability can be understand as
so-called ,, positive labeling *“ in sociological context in order to exercise the basic social human
rights of the minority groups. Special legal status for people suffering from rare diseases
means the establishment of mechanisms for additional protection of social rights. Legal "invi-
sibility"” causes social "invisibility" and vice versa social invisibility is the legal "invisibility".
It is therefore necessary systemic and interdisciplinary action to regulate and to improve the
social and legal status of individuals suffering from rare diseases.

Key words: vulnerability, discrimination, social status, legal status, people suffering from
rare diseases.
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